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A Word from our President

I hope this newsletter finds you and your family well.

Since our last newsletter lots of exciting things have
happened or are in the works. Let me share some of them
with you.

Our board continues to be very active both locally and
nationally. We have members on the national board,
executive committee, finance and administration
committee, communications task force and the HIV/HCV
task force. I am very pleased to see the interest in not only
local issues but also the desire to help nationally and
internationally.

A new national policy we are helping to shape, is on
fundraising. It will influence the future efforts of the whole
organization to raise money so we can continue to improve
programs and  to insure our future success. It will see all
people with genetic bleeding disorders benefit from all
fundraising endeavors. Recently three of our members
attended a fundraising summit in Toronto where many of
the issues, concerns and obstacles were discussed. We
should have a formal policy document late this spring. 

In May we have the opportunity to join a maritime
province in a milestone celebration. This year PEI Chapter
will be celebrating their 40th anniversary. We will be
sending a number of our board members to take part in the
celebrations. In conjunction with this celebration, CHS
National will be holding a number of workshops along
with their AGM. One workshop will launch an exciting,
new, parent-support program that we will share with you at
camp and in upcoming newsletters.

Our second annual community walk will take place June
25th. The money raised will aid the efforts of the Canadian
Hemophilia Society to support research that will one day
lead to a cure. We encourage everyone to fill out your
pledge sheets and take your family and friends out for a
stroll on your favorite walking trail. Help us to help
everyone who suffers from a genetic bleeding disorder.
Don’t forget the date, Saturday June 25, 2005.

Planning for our upcoming family weekend has begun.
Despite the weather, last year was one of our most
successful camps. We may have to look for a larger venue
for next year! We encourage everyone to return their
registration sheets as soon as possible as space is limited.

Payment can be made in advance or at camp but we really
need to know how many people will be attending. You
may also register by contacting Mona Maye directly at
709-489-9787 or by email at: maye@nf.sympatico.ca 

In closing, I would like to thank all the volunteers that
make our ongoing efforts so successful. It is greatly
appreciated. We encourage everyone to volunteer. It is a
great way to give back and to make your community a
better place to live.

Norman Locke

Clinic Corner
Hello to everybody.  We guess that everyone is happy that
the winter is over and spring is here.  Charlotte, Diane and
I have had a busy winter.  The factor first card has proven
to be very valuable in expediting care at the emergency
level.  Feedback has been very positive. 

Charlotte reminds everyone to keep up the good work in
sending in transfusion cards and diaries.  This gives us an
accurate and up to date information source which is
entered into CHARMS.  Advoy and EZ-Log users please
continue to transmit information on a timely basis.  A
reminder to home infusers to keep in mind sterile
techniques while doing infusions because of the risk of
infection.  There are so many viruses on the go that can
increase the chance of joint infection.  First and foremost,
hand washing is essential. 

Plans have not been made for a travelling clinic as of yet.
 We are hoping to get to Labrador this year but this will
take major planning to arrange. 

The von Willebrand screening has increased dramatically. 
Our registry rises every week. 

I have accepted an invitation to join Baxter’s Hemophilia
Nurse Partnership (HNP).  The role of the HNP is to
provide input on current and future Baxter BioScience
therapies and programs as well as provide a platform for
members to share their clinical expertise with each other. 
One of our key objectives will be to develop clinical
programs that bring value to the hemophilia community. 
There are 12 nurses from all over North America in this
group. 

Just a reminder to let us know if you cannot make your
clinic appointment.  To keep a good relationship between
the clinic and you it is important that you phone us

concerning the following:



_ Any infusion of Factor replacement and brand of
product used

_ Any trauma or bleeds
_ Any use of DDAVP and especially any adverse

reactions to DDAVP
_ Cyklokapron/tranexamic acid use and any positive or

adverse reactions to Cyklokapron

Have a great summer!

Marilyn Harvey

HCV/HIV Task Force Update
The HIV/HCV Task Force continues to work on issues that
affect all Canadians touched by HIV/HCV.

The current combination therapy continues to be the most
effective treatment for HCV. It brings with it some rather
nasty side effects for some. If you are considering going on
treatment, please discuss all the side effects with your
doctor. Don’t be afraid to ask questions or to ask for help.
Insure your doctor is able to deal with adverse reactions and
that the proper specialists will be consulted.

You may have heard in the news lately that we are getting
close to a deal that sees the government compensate all that
have been infected by HCV through the blood system.
While we remain hopeful that the government will reach
the right decision, nothing has been finalized at this time.

Another advocacy issue we are dealing with is that of
indexation of the MPTAP HIV income support program.
To date, not all provincial governments approached will
deal with this issue. Currently Ontario HIV individuals
receive income indexing and receive over $7300 more this
year than other Canadians on the same program. This is
certainly not fair.

 For further information please write us or contact our
Hepatitis C Coordinator, Jeff Rice at 1-800-668-2686 or e-
mail jrice@hemophilia.ca.

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 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.

Scholarship
A reminder to those who are about to enter post secondary
education: We are accepting applications for the
Hemophilia  Newfoundland and Labrador Memorial
Scholarship. This is a $500 scholarship that we will award
to a member of our chapter. Please forward applications to
Sharon Mugford at our mailing address before September
1, 2005. Applications are available from the society or can
be downloaded from the Newfoundland and Labrador
Chapter’s link at the CHS website listed below.

Donations
Again this year, when you make you 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 a
tax receipts.

Kids Helping Kids
Joshua Mesh is a thirteen year old aspiring artist with a
big heart and an eagerness to help other kids. His only
connection with the Hemophilia Society is that his mom
works with Dr. Scully. When he heard of our need for
fundraising ideas he was eager to do an oil on canvas
painting. With the theme ‘ Kids helping Kids’, we are
placing his artwork named “ In the Still of Winter” on
tickets this month. Tickets are only $1.00 and the draw
will take place at camp. You can obtain tickets by
contacting any of the board members listed on the back of
this newsletter.

Come swim with us!
We invite all members in St. John’s and surrounding areas
to join us at Mt. Pearl swimming pool on Park Ave for a
family swim on Saturday, May 7th from 7 - 8 p.m.

Congratulations
The Newfoundland and Labrador Chapter extends
congratulations to Jeffrey Jerrett of Cavendish on his
graduation from Memorial University of Newfoundland
with a Bachelor of Education degree. We wish you success
in your future endeavors.

Walk a thon
On June 25th our chapter will be holding community walk-
a-thons across Newfoundland and Labrador. We are asking
members to get together with family and friends and hold
their own walk-a-thon June 25th. Enclosed you will find a

sponsor sheet you can photocopy.  Any money collected
can be brought to camp or mailed to the address on the
sponsor sheet. Thank-you for your support.

 Cindy Casey
Director of Fundraising



Upcoming Events
May 27 to 29, 2005  PEI Anniversary/National AGM

June 25, 2005  2nd Annual Community Walk

July 7-10, 2005  CHS NL Family Weekend and AGM,
Bishop’s Falls, NL

Contact us
Canadian Hemophilia Society
Newfoundland and Labrador Chapter
P.O. Box 247
Station C
St. John’s, Nfld.
A1C 5J2

e-mail - chsnl@nl.rogers.com

Executive and Board
President: Norman Locke
Phone - 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
Phone - 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
product/device, nor does it have the medical expertise to do
so. We encourage people to make and 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.


