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A Word from our President

It has been a busy spring and summer! Our chapter board
has been active both provincially and nationally and we
have been involved with many events. Let me tell you
about some of them.

I was very pleased to become a member of the new
National Volunteer Development Committee and I
attended its first meeting in Montreal in April. I knew that
there would be people from across Canada but I was
surprised and delighted to see so many youth
representatives. We accomplished a lot in one short
weekend and one of the things that we determined was a
need for a national youth committee. This idea was
brought to the National Board of Directors who voted in
agreement. Robert Maye, our Youth Director will now be
Newfoundland and Labrador’s representative for this new
group.

In May, Canada hosted the World Federation of
Hemophilia’s Congress 2006 in Vancouver. Over 4000
people from more than 100 countries attended this event.
Newfoundland was well represented with seven of our
members and at least five of our clinic team attending.
Although some of the sessions were of a technical nature,
most were aimed at non- medical people. There was also
a session on ‘Wrinkles and Old Bones’ featuring
information regarding older hemophiliac patients.
Advances in therapies and treatments mean that
hemophiliacs are living longer than ever before and more
research is ongoing to meet their needs.

Our 3rd annual community walkathon took place on June
10th. Although there were a small number of participants,
it was reasonable successful. The money raised will help
the efforts of the Canadian Hemophilia Society support
research that will one day lead to a cure. I would like to
thank everyone who participated and especially Spencer
Pearce and family of St. John’s for rising over $800!

Camp was amazing! We set a new record for attendance
on Thursday evening and we were near full capacity all
weekend. We were fortunate to have guest speakers
Judith Bourassa from Baxter, Nicole Serena from Bayer,
David Page and Patricia Stewart from Quebec, and our
own Charlotte Sheppard from our clinic in St. John’s.
Thanks to all of them for traveling so far to make their

presentations. All of the sessions went well and since the
weather cooperated, we were able to enjoy wagon rides,
boat rides, campfires and of course, marshmallow
baseball. For the first time, we asked the younger campers
to draw pictures to be used on the chapter’s Christmas
card. Judith Bourassa and Patricia Stewart had the
difficult task of choosing a winner out of all the beautiful
pictures, but agreed that Jordan Anstey’s would be the
one.

Our annual general meeting and election of officers saw
only one change in our board membership. Gail Osmond
has joined our team as a Director of Programming,
replacing Susan Anstey. Thanks to everyone who agreed
to volunteer their time as board members and Susan, we
appreciate all that you have done for us and wish you all
the best!

I would like to congratulate and thank Gertie Barrett, our
volunteer of the year for 2005. She has been helping out
our chapter for over 20 years and has become one of the
first faces you see at camp each year.

Our family weekend is definitely the highlight of our year
and an extraordinary effort goes into making it a success.
It is through generous financial donations from Baxter
and Bayer that we are able to continue this annual event.
Special thanks to both of these companies for their
support!

I would like to thank everyone who volunteered their time
and skills to make this weekend so wonderful. During the
week before camp I received many emails about activities
and most of these came from Mona Maye and Susan
Anstey who handled all of the details and made sure that
things ran smoothly. Thanks so much for all that you did!

One of the best emails I have received in the last year
came at the end of July when the federal government
announced a long-awaited compensation plan for
Canadians who became infected with the hepatitis C virus
(HCV) through the Canadian Blood System prior to 1986
or after 1990. While no amount of money will ever
compensate for those who are no longer with us, or for the
suffering and the loss of health experienced by those
infected, it is hoped that the compensation plan will
alleviate some of the financial strain that has been placed
on these families. The Canadian Hemophilia Society will



be watching closely as the deal is put before the courts for
approval. We will keep you updated as the process
continues.

Cindy Casey, our Director of Fundraising, has initiated a
Fall ticket sale that will see some lucky person winning
$500. We all know how much everyone hates to sell
tickets so for this fundraiser, the person who sells the
winning ticket will also win a prize! ($100)  We would
also like you to save your pennies over the winter and
donate them to our chapter’s fundraising efforts. I’m sure
that you’ve heard that old expression, “Every penny
counts!”.

I appreciate being re-elected as your president and I hope
to represent you well in the next year. I look forward to
hearing from you and if you have any questions or
comments, please do not hesitate to contact any member
of the board at the address located at the end of this
newsletter.

Warm regards,
Colleen R. Barrett

Camp and Family Weekend Pictures

Clinic Hello

Well the summer went very quickly and the school year
has begun. Both Marilyn and Charlotte have re-energized
with summer vacation. We have been kept busy over the
summer. We are sorry to say that we no
longer have our secretary, Diane Murphy. Our funding for
Diane was not extended so she had to move on. We will
miss her a lot. Our next adult clinic is Sept 27th..We are
booking patients now for  our fall clinics so if you will be
here in St. John's please let us know ahead of time if you
want to book a clinic appt. Just a reminder for those
people filling out transfusion cards.  Please put the day,
month, and year in that order. Eg 30/Aug/2006 and write
your numbers clearly. Also note on your card as well as
your bleed  sheet if you are treating a bleed and the type
of bleed it is. Most people  are doing a great job with this.
We are now down to two adult hematologists - Dr.
Grewal and Dr. Tompkins. Dr. Duggan has moved to
Calgary so will no longer be seeing patients in clinic. Dr.
Scully is on sabattical until January. Dr.  Bowes and Dr.
Hand have been seeing our pediatric patients during the
summer. Our next Pediatric clinic with Dr. Bowes in
Grand Falls is Oct 18th. Please let the clinic know ahead
of time if you have to have surgery or dental work done.
We can help to arrange treatment for you if you
should need it.  It was great to see so many of you at
camp this year!!!

Marilyn and Charlotte



News from Baxter

TORONTO, ON August 2, 2006 Baxter Corporation
(Canada) announced today that
Health Canada has approved ADVATE ®
[Antihemophilic Factor (Recombinant),
Plasma/Albumin Free Method (rAHF-PFM)] for the
prevention and control of bleeding episodes
in people with hemophilia A (classical hemophilia).
ADVATE is also indicated for perioperative
management of patients with hemophilia A.
All currently available recombinant factor VIII therapies
utilize human or animal blood-derived
components at various stages in their manufacturing
process. ADVATE is the first and only
factor VIII therapy made without the addition of human
or animal blood-derived components.
Baxter developed ADVATE, the most recent advance in
recombinant factor VIII therapy, in
response to the needs of the hemophilia community, who
called for the removal of these human
and animal blood-derived additives from recombinant
factor VIII therapies.
Since the effectiveness of inactivation techniques cannot
be guaranteed to eliminate future
emerging pathogens, one way to eliminate the risk of
blood borne pathogens for people with
hemophilia is to remove these added human and animal
blood-derived components from factor
VIII processing. The technology used to prepare
ADVATE is the newest innovation in factor

News from Bayer
VANCOUVER, CANADA (May 24, 2006) — Data from
two early-stage clinical trials presented today at the World
Federation of Hemophilia (WFH) conference offer
promising results and support further development for a new
experimental factor VIII replacement product,

BAY 79-4980. The findings suggest that this new product
may offer people with hemophilia A (factor VIII
deficiency) prolonged protection from bleeding with
once-weekly infusions.

All factor VIII products that are currently available only
stay in the body for about two days. As a result, people
with hemophilia A may infuse factor VIII as often as
three or four times per week. Researchers at Bayer
HealthCare and Recoly N.V., the parent company of Zilip
Pharma, have been collaborating to develop a potential
breakthrough product that has longer activity than
available factor VIII products. Such a product could
reduce infusion frequency and improve compliance.

BAY 79-4980 is a unique combination of recombinant
factor VIII (rFVIII) with Zilip Pharma’s proprietary
synthetic polyethylene glycol (PEG)-coated liposomes.

Although liposomes have been used successfully as a
carrier to enhance the efficacy of other therapeutic agents
in humans, the unique binding modality of BAY 79-4980
allows it to retain the full bioavailability and clotting
factor properties of factor VIII, while extending activity at
the same time.

Phase I and Pilot Study Results

The results of the first phase I safety and
pharmacokinetics trial were reported by lead investigator
Jerry S. Powell, MD, professor of hematology and
oncology at the UC Davis School of Medicine in Davis,
Calif. at WFH in Vancouver, Canada. This blinded,
randomized, controlled trial evaluated the safety and
pharmacokinetics of BAY 79-4980 compared to
Kogenate® FS [Antihemophilic Factor (Recombinant)].
Although some differences were noted, the safety
assessment showed no clinically significant differences
between the groups in most of a large battery of
laboratory tests and vital signs. The pharmacokinetic
properties of BAY 79-4980 appeared to be comparable to
those of Kogenate® FS. The study was performed at the
UC Davis School of Medicine and the Children’s Hospital
of Orange County in Orange, Calif., where Diane Nugent,
MD, was the investigator.
The second trial, which evaluated the protection from
bleeding provided by BAY 79-4980 compared to Kogenate®

FS, was conducted by Recoly. The results were reported by
study director Jack Spira, MD, PhD. Two concentration
levels of liposome with the same dose of factor VIII were
evaluated; at the higher liposome concentration, patients
treated with BAY 79-4980 went an average of 13.3 days
without experiencing a bleeding event compared to 7.2 days
following a Kogenate® FS infusion. Similarly, the mean
bleed-free period for patients in the lower liposome
concentration arm was longer with BAY 79-4980 (10.9
days) compared to Kogenate® FS controls (5.9 days). The
differences were statistically significant for both dose
groups (P < 0.05).

BAY 79-4980 was well tolerated in this study. These
results suggest that BAY 79-4980 may prolong the period
of bleeding protection compared to Kogenate® FS.

Taken together, these studies suggest that BAY 79-4980
may be a longer-acting factor VIII product that could
provide bleed protection with once-weekly infusion.

About Bayer HealthCare AG
Bayer HealthCare, a subsidiary of Bayer AG, is one of the
world’s leading, innovative companies in the healthcare
and medical products industry and is based in
Leverkusen, Germany. Bayer HealthCare generated sales
amounting to some 9.4 billion euros and employed 33,800
people worldwide in 2005.



The company combines the global activities of the
Animal Health, Consumer Care, Diabetes Care,
Diagnostics, and Pharmaceuticals divisions. The new
Pharmaceuticals division was established on January 1,
2006, and comprises the former Biological Products and
Pharmaceutical divisions. Pharmaceuticals now has three
business units: Hematology/Cardiology, Oncology, and
Primary Care.

Bayer HealthCare’s aim is to discover and manufacture
products that will improve human and animal health
worldwide. The products enhance well-being and quality
of life by diagnosing, preventing, and treating diseases.

Information about Bayer HealthCare can be found at
www.bayerhealthcare.com.

About Zilip-Pharma
Zilip-Pharma is a wholly owned subsidiary of Recoly
N.V. Recoly N.V. is a privately held company which
focuses on improving the efficacy and half-life of
pharmaceutical products. Recoly developed the
proprietary PEG liposome technology and demonstrated
that its platform technology non-covalently binds to other
proteins. Recoly is actively working with a number of
pharmaceutical companies to apply this technology to
other life saving therapies.

Information about Recoly can be found at
www.recoly.com.

Forward-looking statements
This news release contains forward-looking statements
based on current assumptions and forecasts made by Bayer
Group management. Various known and unknown risks,
uncertainties, and other factors could lead to material
differences between the actual future results, financial
situation, development, or performance of the company and
the estimates given here. These factors include those
discussed in our public reports filed with the Frankfurt
Stock Exchange and the U.S. Securities and Exchange
Commission (including our Form 20-F). The company
assumes no liability whatsoever to update these forward-
looking statements or to conform them to future events or
developments.

Scholarship Program

Dale Carey, Scholarship Chairperson is pleased to
announce this year’s recipient of our memorial
scholarship. Congratulations to Corey Rideout of
Springdale. Corey is just starting at Memorial University
in St. John’s and we would like to wish him every success
in his studies.

We remind all 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. Applications for the scholarship can be
downloaded from the national website or can be obtained
by contacting our chapter.

Students are also encouraged to apply for a national
scholarship. Information and applications can be found on
the website or by contacting Dale Carey at
hemodale@yahoo.ca

HCV/HIV Task Force Update

Canadian HCV Compensation Approved

The Canadian government has announced a long-awaited
compensation plan for Canadians who became infected
with the hepatitis C virus (HCV) through the Canadian
blood system prior to 1986 or after 1990. Previously only
people infected between 1986 and 1990 were eligible for
compensation. A website you may find of interest to
follow current and emerging issues is:
http://www.hepccc.blogspot.com.

HIV and the Blood System “The Canadian
Experience”

This symposium, sponsored by The Canadian Hemophilia
Society, was preceded by the Aids 2006 XV1
International Aids Conference held in Toronto in August.
What has been the Canadian experience with HIV and
Aids?

It is hard to believe that over twenty years has pasted
since the first cases of transfusion related HIV
transmission were reported in Canada. So much time has
pasted and so many lives have been lost. Our community
has lost many adults and children. The past saw a realm of
denial, inaction and secrecy with respect to infection and
transmission risk to the public. Then as now the fear and
anxiety of this dreaded disease are very real. The
epidemic continues and has not stopped. With society’s
false sense of security and with more affective treatments
it continues to spread. One only has to look/listen to the
media and reports coming out of Africa to see the
devastating transmission affects.

What changes have come from this tragedy? Thanks to
the efforts of the Canadian Hemophilia Society we now
have a safer blood system for ourselves and for all
Canadians. We have become a national partner with CBS,
Hemo Quebec and others to become a creatable advisory
group, insuring emerging threats are dealt with swiftly.
Threats such as West Nile, CJD or even SARS. Or blood
donation restriction policies are swiftly adopted. We see
an increased investment in the system, investment in
research, screening and in turn safety.  We also continue



to advocate for all the recommendations Justice Krever
made in his report on the blood system.

What does the future hold? As time goes on and
treatments become more affective for HIV and even HCV
they are no longer all consuming issues. But we must hold
the memories of our family members and friends close to
our hearts and never forget what happen. The last 20
years have had a profound affect on us.  Tragedies in our
lives and others have a profound affect on us. We must
live one day at a time, stress and focus on the positive
things in life and always have a positive attitude.

Norman Locke

Canadian Statistics 2005

Age of Patients
Hemophilia VWD

00-13   617   480
14-18   279   326
>   19 1968 1715

Diagnosis
Hemophilia A 2291
Hemophilia B   565
VWD 2366
Other  725

Severity
Hemophilia A
Mild 1374
Moderate   259
Severe   652
No Data             3

Hemophilia B
Mild   240
Moderate   185
Severe   140
No Data                     0

Cause of Death
Bleeding      4
HIV      2
Liver Disease      4
Other Causes      8

Treatments
Factor V111
Hemofil M AHF Baxter
Humate P Aventis
Kogenate FS Bayer
Recombinate Baxter
Factor 1X

Benefix Wyeth
Immunine Baxter
Prothrombin Complex
Feiba VH Baxter
Prothromplex T Baxter
Other Products
Factor V11 Baxter
Fibrinogen Baxter
Fibrogammin HS Aventis
Novoeven NovoNordisk

Fundraising

Hi Everyone! I hope that you had a great
summer!! We now have tickets on a $500  cash prize. The
draw date is set for Dec.18,06 at the clinic. The tickets are
$2 each and we have a sellers prize of $100. If you are
interested in buying or selling the tickets please contact
me @368-0042or Cindy_casey@nl.rogers.com. Thanks
for your support.

Cindy

Upcoming Events

October 14 & 15, 2006 – Communications Committee
meeting, Montreal

October 21 & 22, 2006 – Volunteer Development
Committee meeting, Montreal

December 1, 2006 – Joint Staff/Chapter Presidents
meeting, Scarborough

December 2 & 3, 2006 – Semi annual Board of Directors
meeting, Scarborough

Donations

Again this year, when you make your annual donation,
please indicate if it should be directed to programming or
to our scholarship fund. We remind everyone that because
of cost, only donations of $20.00 or more can be issued
tax receipts.

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 Gail Osmond
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

National Organization

Canadian Hemophilia Society Montreal, QC
Phone 1-800-668-2686
e-mail chs@hemophilia.ca

CHS National Website
We remind everyone that the Canadian Hemophilia
website, www.hemophilia.ca holds a wealth of
information on all types of bleeding disorders. The site
also contains a forum where 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.

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

The first two people to complete and return puzzles will
win a prize.


