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A Word from our President

I recently attended a strategic planning meeting for the
Canadian Hemophilia Society at a national level. In
preparation for that meeting I interviewed a number of
people to learn about their experiences and opinions. I
was encouraged to discover that while everyone faces
challenges, we are a strong community of people who are
willing to share stories, work together and offer support to
those in need.

 When our son Jeffrey was born with hemophilia over
eight years ago, we weren’t ready to be active members of
this society. Many things were going well and we were
coping with the things that weren’t. It wasn’t until we had
a horrible experience in an emergency clinic and wanted
to learn how to infuse that we made our first real contact
with any of the members. Marilyn Harvey, in her wisdom,
encouraged us to go to the annual family weekend so that
we could learn the skills required to infuse our son. We
didn’t stay for the whole camp…we were just there to
learn what we needed to know, but there were other
people at camp that weekend learning the same things we
were and everyone was supportive and encouraging. For
us it was like meeting a lot of cousins that we had heard
about but had never met.

 The next year, we stayed for the whole weekend and
began to become more and more involved. We now have
an excellent support system, access to the most up to date
information and some of the best friends anyone could
wish for! It is my hope that you also share in this sense of
community.

The mission statement of our chapter is that “we exist to
improve the quality of life for all persons with hemophilia
and other inherited bleeding disorders and to promote
research that will continue to improve care and result in a
cure”. We strive to make this happen by maintaining close
contact with our clinical team, the national organization
and our members. If you have questions, please do not
hesitate to ask us. If you have concerns or just need
someone to talk to, we are here. I encourage all of you to
become more involved….it remains one of the best things
our family has ever done!

Stay well!
Colleen

Kogenate® FS with BIO-SET
Questions & Answers

You may now have received the new Kogenate“FS with
BIO-SET when you picked up your factor at the blood
bank.  Please find below some answers to questions that
you may have with regards to preparing your factor.

Q. What if I do not activate the system properly
and diluent leaks onto the top of the vial?

A. Do not use the vial.  Start again with a new vial.
Review the step by step guide that came with
your Patient Training Kit (starter kit) to ensure
that you are completing the process properly.  If
you need additional demonstration kits contact
your hemophilia clinic.

Q. How can I tell if I’ve activated the system
correctly?

A. The fingerplate near the pre-filled syringe tip will
meet the top edge of the BIO-SET cap.

Q. Can I use a regular syringe?
A. Only if you are using a large syringe with

multiple vials.  Large syringes with luer or luer-
lock connections will work with the BIO-SET
system.

Q. What if I break or damage a pre-filled
syringe?

A. Do not use the vial.  Return the product to you
the Blood Bank or the clinic. Alternatively, call
your local blood bank or clinic to obtain a pre-
filled Water for Injection Syringe.

Q. What if I need to infuse Kogenate® FS with
BIO-SET using a port-a-catheter needle
connector?

A.    Contact your local hemophilia clinic or Bayer
Medical Information at 1-800-265-7382 for further
information.

Q.  How long can I wait before using Kogenate® FS
with BIO-SET once it is mixed and ready to
infuse?
A.   Up to three hours.  But to avoid risk of
contamination, the factor should be used right away.



Q.  What if I use a different administration set
than the one supplied with the Kogenate® FS with
BIO-SET product?
A. Please contact your Hemophilia Clinic for
information on how to use the ICU filter with
your specific administration set

Common Mistakes to Avoid:

1. Connecting the syringe to the BIO-SET
system securely

The most important step is to connect the pre-   filled
syringe to the top edge of the BIO-
SET. Secure tightly but do not ‘over tighten’.

2. Inserting the plunger rod into the rubber
stopped of the pre-filled syringe before
activating the BIO-SET

The plunger rod should be inserted into the rubber
stopped of the pre-filled
syringe after the BIO-SET has been activated.

3. Not using enough pressure to activate the
BIO-SET
After you connect the syringe to the BIO-SET,  be
sure to press down firmly until the fingerplate meets
the top of the powder vial.  This signals that you have
activated the device correctly.  If you have not
activated it correctly, the diluent in the syringe will
leak out onto the top of the vial.  You may lose too
much diluent and have to discard the device.

4. Not connecting or disconnecting the syringe
correctly.

Kogenate“ FS with BIO-SET has a “luer-lock
connection”, which means you have to screw the
syringe into the vial to lock in into place.  If you don’t
screw it in snugly, diluent may leak out onto the vial.
After you withdraw the liquid from the vial, you must
unscrew the syringe.  If you pull it out without
unscrewing it, the syringe may break off at the luer-lock
connection.

Clinic Corner

Hi to everyone from the Clinic Corner.  There are some
changes with our clinic that you need to know.  Dr. Scully
went on sabbatical leave on January 1, 2006 for one year. 
In her absence, Dr. Kuljit Grewal, hematologist, is
looking after the administrative affairs for our clinic. 
Hematologists Dr. Peter Duggan and Dr. Kirsty Tompkins
will see adult patients in Clinic 5, on the 2nd (main floor)
of the Health Sciences Centre.  There is one Adult Clinic
scheduled per month, on a Wednesday afternoon.
 

Adult Clinic dates for 2006 are:

 March 22
 April 26
 May 24
 June 28
 July 26
 August 23
 September 27
 October 25
 November 22
 
Dr. Lynette Bowes, a pediatric hematologist/oncologist, is
now the Pediatric Medical Director of The Bleeding
Disorders Program.  Dr. Jack Hand, a
hematologist/oncologist, will also see pediatric bleeding
disorder patients when needed.
 
Pediatric Hemophilia clinics will be held every three
months if there is sufficient need.  The dates have not
been finalized yet.
 
Dr. Bowes will see pediatric patients in traveling clinic
twice a year.
Corner Brook – March
Grand Falls - September
 
Clinic Caution:  When buying over the counter drugs,
herbal drugs or prescription drugs, be sure to ask if there
is Aspirin - other names are ASA or acetylsalicylic acid
contained in the drug.  Anyone with a bleeding disorder
should avoid Aspirin because it can cause stomach or
gastrointestinal bleeding.
 
Also avoid NSAIDS, non-steroidal anti-inflammatory
drugs such as Advil, Motrin, Ibuprofen, etc.  Check with
your pharmacist about what is contained in the drug
before you take it.  There are many names for aspirin and
ibuprofen so always check before taking any drug. 
 
If anyone is having any difficulties with the new Bio-Sept
system for Kogenate FS, please let the clinic know.  This
is a new system and some of you may have questions or
concerns because it is new.
 
Don't forget to let the clinic know if you have any
procedures, dental surgery or other surgery planned.
 
Baxter Photo Contest

       What: Baxter is sponsoring the “Picture Your
Tomorrow, Today” Global Photo Contest.
·        Who: All people with hemophilia A are invited to
participate. Winners will be selected from two categories.



·        How: Visit the web site
www.pictureyourtomorrow.com for contest details and
official entry form (accessible starting Wednesday the
15th).
·        When: All entries must be received by April 14,
2006.
·        Why: Two grand prize winners (one from each
category) will receive a trip for two to the World
Federation of Hemophilia’s (WFH) Hemophilia World
Congress in Vancouver, Canada, May 21-25, 2006.

Best regards,

Judith Bourassa
Biopharmaceutical Technical Specilist, Quebec &
Atlantic
Spécialiste Technique Biopharmaceutique, Québec &
Atlantique
Baxter BioScience

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 .

Upcoming Events

April 29-30  Volunteer Development Committee Meeting,
Montreal
May 21-25   WFH Congress, Vancouver
May 26-28   CHS Annual General Meeting, Vancouver
July 6-9 Family weekend and Annual General Meeting,
Max Simms Camp, Bishop’s Falls, NL

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

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

If you would like to receive this Newletter by email,
please forward your email address to us at
chsnl@nf.sympatico.ca.  This will enable us to reduce
cost and help the environment……

Ruby Clarke Locke, Dir. Of Communications.


