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WELCOME TO OUR FIRST EDITION OF “BLOODLINE” !!
We are happy to announce
that our societies long
awaited provincial newsletter is now under go.
“Bloodline” was one of six
names entered in our
“Name the Newsletter”
contest we held last winter.
The names were voted on
at our Annual General
Meeting in April and
“Bloodline” received the
most votes. It was
submitted by the Peter’s
Family in Grande Pre,
Nova Scotia and - they
gladly accepted the prize of

a trip to the 2006 WFH
World Congress held in
Vancouver, from May 21
through to May 25.
Congratulations Wim and
Pauleen !!
We plan to do this
newsletter three times a
year. We hope to offer you
interesting articles as well
as inform you
of
upcoming
provincial
events. We have regular
columns
from
CJ
(physiotherapist) and alsoMaureen Brownlow – both
from the IWK.
Each

edition of the newsletter
will also have a cross
word/wordfind, and a
“Dear Bloodline” column
where you can write in
and ask questions or just
comment about what’s on
your mind.
We love feedback so if
anyone
has
any
suggestions we would
really appreciate hearing
from you. You can contact
us via e-mail at
nshemophiliasociety@hot
mail.com

2006 WFH World Congress - Vancouver, May 21-25

To receive this
newsletter
please call :
Nova Scotia
Hemophilia
Society
(902) 482-4054

erris
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va

This 5 day meeting was
held in one of the most
beautiful cities in the world
~Vancouver ~. This is only
the third time held in
Canada since conception
of the World Hemophilia
Congress back in 1963
when it was held for the
first time in Denmark. In
1996, only 10 years ago,
there were only 1,842
people that attended the
conference ~ this year in
Vancouver we had an
astonishing 4000+ people
from over 100 different
countries. This event is
the single most important
event in the world for
everyone in our global
hemophilia community so

the bleeding disorder
community
gathered
together to learn, discuss
and teach a wide variety
of subjects that affect our
community. Topics were
anything
from
venepuncture access to
the latest scientific
research being conducted.

it was a delight to see
how
successful
Vancouver 2006 really
was. Doctors, Nurses,
health care workers,
scientists,
parents,
patients and others in

We met many people from
numerous countries, and it
was heartbreaking to
speak
with those
individuals specifically
from under developed
countries…..

Continued on page 5…..
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Letter from the President …

Welcome to the Canadian Hemophilia Society - Nova Scotia Chapter's first
release of our new newsletter entitled "Bloodlines". This is fine example of
the initiatives forthcoming to reach out to all of our members’ new, current,
and past alike to strengthen the support network that has been well
developed over the past 40 years. There has been a lot of work bringing this
newsletter to life and we intend to maintain it for the long-term.
2006 marks the 40th year of the Nova Scotia Chapter. Throughout these years,
our members have been advocates and leaders in the bleeding disorder
community on a provincial, national, and international level. It has been
through the hard work from our members, volunteers, and clinic that has
allowed us to mature to the point that we find ourselves today. With the
evolution of the products used to control bleeding disorders, research into
alternative treatments including a cure, and the educational material
available to all people living with a with bleeding disorders, it has become a complex
system to navigate. It is through tireless effort on the part of our
volunteers, communication with the bleeding disorder community and clinic,
and especially members like yourselves sharing your experiences with others
that we are able to gauge Chapter success year after year.
Presently we are preparing for the Annual Maritime Summer Camp and Maritime
Family Weekend. These two events will be held at the Scotian Glen Camp. The
Summer Camp is setting itself up to be a greater success than last year with
a lot of fun and activity for all of the children while providing the
opportunity to learn more about bleeding disorders and self infusion. The
Maritime Family Weekend will be an informational session including the latest
research presented by Dr Goerges-Étienne Rivard himself, hematologist from
the inhibitor center at the Ste-Justine Hospital in Montreal. He is one of
the world's foremost leaders in hematology. His presentation will be 'Risk
Factors for inhibitor development in Previously Untreated Patients (PUPs)'.
We are currently having other presentations being confirmed by our members,
medical community, and other researchers. An update will be available

shortly. As both of these events are already leaning to success, we have
also initiated the planning for the Maritime Family Weekend in 2007. More
information on this will be made available over the next few releases of the
newsletter.
As we've matured, so has our presence within the bleeding disorder
community. At the World Federation of Hemophilia Conference held in Vancouver
BC in May, the Nova Scotia Chapter had the largest representation from the
Maritime Provinces. During the Conference, our members were able to learn
more about the current issues, trends, treatments, and medical research into
many facets of bleeding disorders from representatives of over 110
countries. Nearly 4000 people (the largest WFH Conference to date) shared in
this session. At the Conference, our Chapter representatives and members of
the recently recognized "Hemophilia Association of Sri Lanka" met to discuss
how both of our organizations can work together and for us to pass our
knowledge and experience as well as other support to their association. This
relationship will be developing over the next several years. We will keep
everyone updated on our progress. We also had opportunities to strengthen our
existing relationships and create a stronger network thereby allowing us to
bring
back
more
information
to
all
of
our
members.
Until next newsletter, I hope to see as many of our members over the summer
months.

Sandy
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This editorial was the last
article I wrote before
sending the newsletter to
print. I struggled with it for
almost 2 months and it was
only tonight when
everything else in the
newsletter was ready that I
thought of the subject I
personally wanted to write
about. We were raised with
words, they are all around
us...and now these words
have become habit and we
naturally use them in
everyday conversations.
Sometimes we need to think
about the words we speak –
there are many subjects that
this could lead to but the
one subject I want to

EDITORIALS

comment on is "Labeling".
One simple word can
cause multiple responses,
and emotions. Never
underestimate
the
P O W E R of words. Has
anyone ever made a
comment about you that
you discovered and are
now self conscious

about? I think this has
happened to most of us.
When we say .. My son
is a “hemophiliac”... that
is a label - we are putting
the blood disorder, his
restrictions, his LABEL
BEFORE
our son.
Words are exceptionally
powerful, they influence

us more than you know. Our
thoughts & emotions, give us
confidence ~ or~ take it away..
with or without us being aware
of it, WORDS ARE POTENT.
"According
to
child
development
experts,
describing a child in terms of
his disabilities or limitations
teaches the child to think of
himself in a limited way he
begins to think that he is
different". So try not to
describe your son as his
disorder "a Hemophiliac" it’s
empowering
and
much
healthier to describe your child
as my son...who happens to
have hemophilia.
This article is of my opinion
only. Diane ϑ

Kogenate® FS with BIO-SET - Questions & Answers

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.
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.

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.
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.
What if I need to infuse
®
Kogenate FS with BIOSET using a port-acatheter
needle
connector?

A} Contact your local
hemophilia clinic or Bayer
Medical Information at 1800-265-7382
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
b eright u s e d
away.
What if I use a different
administration set than
the one supplied with
®
the Kogenate FS with
BIO-SET product?
Please contact your
Hemophilia Clinic for
information on how to use
the ICU filter with your
specific administration set.

Common Mistakes to
Avoid:
Connecting the syringe
to the BIO-SET system
securely - Secure tightly
but do not ‘over tighten.
Inserting the plunger
rod into the rubber
stopped of the pre-filled
syringe
before
activating the BIO-SETThe plunger rod should be
inserted AFTER the BIOSET has been activated
Not using enough
pressure to activate the
BIO-SET - After you
connect the syringe to the
BIO-SET,
press down
FIRMLY until fingerplate
meets the top of the
powder vial. If you have
not activated 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.

Bloodline
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Physiotherapy – an essential role in Hemophilia Care
Hi, Let me start by introducing
myself. My name is Carolyn
Jarock – most people call me CJ.
I am the physiotherapist for the
bleeding disorder team at the
IWK Health Center. Diane has
asked me to contribute a short
article to the newsletter, which I
am happy to do.

~ CJ (Physio – IWK)

A general warm-up which
raises the body temp.,
followed by stretches and
then sport specific stretches
are important and help to
reduce injury during sports If
you have a particularly tight
muscle group such as
hamstrings or quads
So, in

stretching these muscles
will help to protect
against muscle bleed
during sports. Children
who are going through a
growth spurt in their teen
years are more apt to
have tight muscles than
young children.

A Support Group on Paper - by Maureen Brownlow - IWK
Congratulations to Dianna
Cunning and her team
who have put this
newsletter together.
I
believe that a newsletter is
a “support group on
paper.” “Whoa”, you say.
“We don’t need a support
group- that’s just for
people who can’t cope.”
No one will ever say that
people with bleeding
disorders can’t cope. If
there was a Nobel Prize
given for dealing with the
interesting challenges that
life presents people, it
would be given to
someone
in
our
community most years!

The main point is that a
good stretching program
will help to prevent
muscle bleeds.
If anyone has questions that they
think I might be able to help with,
let the editor know, and I am sure
that she will pass them along.
Have a great summer everyone!!

Seeing as summer is here and
we are all getting outside more, I
thought I would briefly discuss
sports warm-up and activity.
One of the main questions I get
as a physio is “is stretching
important?”
That’s a good
question, and the answer like
many things is not straight
forward. I will however share
some general guidelines with
you and hope you will find them
useful.

a nut shell, that’s it.

In my experience, support
groups bring people with
similar issues together.
They can share ideas about
how to manage common
situations; share a laugh
about some of the strategies
that they’ve used to deal
with the situations, with the
only people who can see
humour in living with a
bleeding disorder; give
suggestions of where to look
for resources if something
unusual comes up; tell each
other about interesting
events; exchange the odd
recipe or chat about the
Stanley Cup! Sound like a
format for a newsletter to
me.

Within
the
Atlantic
province’s, there is a small,
geographically spread out
but strong community of
people affected by bleeding
disorders.
Parents,
children, teens and team
members need to look at
the newsletter as an
opportunity to connect with
each other and keep alive
the enthusiasm that we feel
where ever a group of
people with bleeding
disorders get together! A
quarterly infusion of shared
ideas,
comments,
questions and stories will
deepen the connection that
already exists. Lets keep
the ball rolling!
Maureen Brownlow, RSW
appears in newsletters is
virtually endless. You can
include stories that focus
on current technologies or

Advate® approved
for use in Canada
August 2, 2006 MONTREAL Baxter announced today that its
recombinant factor VIII therapy,
Advate®, has been approved for
use by Health Canada for the
treatment of hemophilia A.
“The Canadian Hemophilia Society
is pleased to see the launch of
Advate,” said CHS President, Eric
Stolte. “A component of quality
factor replacement therapy requires
that a patient and his/her physician
have the option to choose products
which meet a patient’s individual
needs. We therefore welcome the
addition of Advate to the range of
quality recombinant factor VIII
products currently approved by
Health Canada and other
international regulators, and
available to Canadians with factor
VIII deficiency hemophilia.”

It is expected that Canadian Blood
Services and Héma-Québec, which
distribute clotting factor concentrates
to hemophilia treatment centres in
Canada, will gradually phase out the
current
Baxter
therapy,
Recombinate®, and replace it with
Advate over a period which will last
several months.
For more information on
Advate, see the Spring 2004 issue of
Hemophilia Today (Vol 39, N0 1),
available
on-line
at
http://www.hemophilia.ca/en/1.0.php.
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And the winner is ….

Dear Bloodline….

Last winter, Baxter
Pharmaceuticals held a
photo contest and the
task was to take a picture
and a write up explaining
where you saw yourself in
the
future
with
hemophilia. The winner of
this contest won a trip for
two
to
the
World
Hemophilia Congress held
in Vancouver this past
May.
Meech Kean is a 15 year
old boy, originally from
Newfoundland, now living
in
Shediac,
New
Brunswick
with
Hemophilia. He was the
proud winner of t h i s
contest.
While at the
congress, I had the
pleasure of meeting this
young man and speaking
with him about his
submission and what his
thoughts on hemophilia
really are.
His clinic nurse, Dorine
Belliveau, had sent him
the information on the
contest and when he
opened it and read it he
found
himself
very
excited. He wanted to
apply right away. After
taking the picture at Parley
Beach of a broken down
fence, he says his write up
came naturally. His father
accompanied him to the
congress and they both
had an excellent time.
Meech informed me that it
was his first conference of
any kind to attend outside
his
chapters
small
gatherings and he learned
a lot. Of all sessions he
says he truly enjoyed the
medical sessions ….

Dear Bloodline:

Continued on page 7…..

I am a new mother of a
child
with
severe
hemophilia and go to clinic
regularly.
I have not
however brought myself
forth to the Hemophilia
Society.
I guess you
could say I am sort of
closed about the whole
issue but there is a part of
me that does want to open
up and meet some other
families.
What is so
special about the society?
Is there any benefits?
Should I choose to
become a member, who
should I contact?
~Outsider

Dear Outsider:
Our society is made up of
different types of families
that battle with

different types of bleeding
disorders every day of
their life.
Our society
gathers two or three times
a year for different
purposes not including our
kids’ week long summer
camp and Annual Family
Weekend.
These are
great opportunities for you
to come and meet other
families.
We consider
ourselves to be a very
close group of people and
there are plenty of moms
that would be open to talk
to you if that is what you
are looking for. Not only
that but from my own
experience, I find being a
part of the society, I learn
a lot more than I would
have not being involved
and it is a huge benefit for
my son to meet other boys
with the same disorder. I
have met so many
wonderful people through

VANCOUVER 2006 ~
CONTINUED ~
From around the globe
about the lack of support,
minimal
access
to
medicine – if at all, and
limited medical help.
The Nova Scotia chapter
met with the Hemophilia
Society President of Sri
Lanka and his son. It was
with a heavy heart that we
listened
to
their
courageous story, the lack
of medications and the
physical disabilities in
hemophilia and bleeding
disorder patients,

Father and son ~ founders of
Sri Lanka Hemophilia Society

especially children, due to
medication not being
available for treatment.
With their perseverance,
courage and determination,
they started the society and
are now officially recognized
by WFH.

this society and should
you choose to join,
you can simply contact us
or our Chapters President,
Sandy Watson @
902-482-4054

~~~~~~~~~~~~~~~~~~~~

Updates:
*
2008
WFH
Congress to be held
in Istanbul Turkey.
*2010
WFH
Congress to be held
in Buenos Aires
Argentina.

We are fortunate in Canada.
We do not have the worry
about hitting insurance
maximums like people in
the USA, we do not worry
about where our next vial of
Factor will come from, nor
about the cost associated
with it, and last but not least
we do not need to worry as
m u c h as the under
developed countries do
because we are providing
Factor to our patients, which
intense
testing
is
conducted, and reduces risk
of blood issues, where in an
under developed country –
this is a constant concern
and threat to their bleeding
disorder community.

Bloodline

Page 6 of 6

WORD FIND
G
D
X
T
M
E
O
B
Y
C
B
N
Y
U
B
H
X
S
I
H

L
X
V
F
M
I
X
R
H
C
O
A
G
I
A
V
E
M
C
E

X
M
W
G
O
G
E
R
S
I
N
I
E
Z
O
A
O
E
E
M

A
P
M
E
D
J
O
T
T
Q
F
E
N
U
I
B
I
E
X
O

G
N
R
T
F
M
E
A
N
W
A
A
I
H
Z
K
Y
X
N
P

B
N
J
S
O
L
L
C
E
M
C
L
N
C
I
I
E
Z
J
H

Y
W
I
S
E
U
T
X
M
C
T
E
C
T
I
B
G
O
N
I

BLEED
BLOOD
CELLS
CHROMOSOME
CLOTTING
COAGULATION
DEFICIENCY
EXERCISE
FACTOR
HEMATOMAS
HEMOGLOBIN
HEMOPHILIA

U
O
O
T
G
K
S
H
T
S
O
W
J
R
L
F
I
I
C
L

H
M
A
A
T
J
P
V
A
J
R
B
O
P
I
G
E
T
J
I

E
L
O
S
S
O
U
R
E
S
I
C
R
E
X
E
J
D
O
A

P
C
B
A
B
D
L
M
R
C
L
T
G
H
N
M
S
T
A
R

P
N
O
M
S
K
F
C
T
G
H
G
Y
N
E
A
K
D
M
S

N
I
B
O
L
G
O
M
E
H
K
T
N
T
N
Y
O
V
W
A

L
K
S
T
P
R
O
P
H
Y
L
A
X
I
S
O
J
I
R
R

F
M
L
A
W
Q
W
J
T
M
E
V
B
M
L
H
M
E
N
Y

P
E
L
M
V
T
X
W
O
M
E
I
D
B
C
M
E
C
I
R

I
Q
E
E
I
N
H
E
R
I
T
E
D
E
I
V
Z
J
E
C

P
N
C
H
S
I
U
G
N
O
N
J
C
N
E
W
G
G
K
S

S
E
V
E
R
E
L
W
M
O
P
T
G
S
D
L
X
W
U
O

X
X
N
Q
Y
J
J
P
B
M
S
J
S
K
S
I
B
Y
J
B

ICE
INHERITED
INHIBITOR
JOINTS
PLATELETS
PROPHYLAXIS
RICE
SEVERE
SWIMMING
TREATMENTS
VEIN

Page 7 of 7

Bloodline

SUMMER CAMP &
FAMILY WEEKEND
UPDATE !!!
This year we have our 5th
annual Maritime Family
weekend at Scotia Glenn
Camp in Thorburn (New
Glasgow area) from Friday
Aug. 25th - 27th.
If
interested in attending you
must PRE REGISTER with
Katie Hines @ 902-4305427. We are hoping for a
fantastic turnout and have a
variety of education and
entertainment planned for the
weekend. See you there !!!

~~~~~~~~~~~~~~~~~~~~

New Fundraising initiatives and updates
The weekend of July
14-16th I spent at the
stunning Bank of
Montreal Institute of
Learning in Toronto.
Attending the meeting
were
representatives from
most provinces. It
was a wonderful
weekend filled with
motivational ideas,
from establishing a
national fundraising
coloring book to our
brand new signature
“pilot” event of a
national wide beard

goal that is vital to
Our Nova Scotia
Chapter and to CHS
is to ensure that we
generate awareness
of
Hemophilia,
VWD and other
bleeding disorders. If
we
can
create
awareness then that
is half our battle. I am
excited
to
be
representing Nova
Scotia on the National
Fundraising Council
for CHS and will keep
you updated regularly.
Diane :)

MOVING ???

And the winner iscontinued from
page 5

My
future
with
Hemophilia ~ written
by Meech

on prophylaxis and
inhibitors, as well as the
sessions speaking on
the new Advate that is
coming out. He says
this is the first he has
heard of it and he is
considering switching
himself. Although he
said some medical terms
were way over his head,
he learned a lot from the
sessions and enjoyed
his week. For that, he is
very grateful for getting
this chance to learn
more
about
his
hemophilia and meet
some very interesting
people.

I have always tried my
utmost to envision myself
in years to come. But
truthfully, I have not
reached a conclusion as
to where I will be or what
I will be doing. With this
in mind I do know one
thing for certain.
Wherever I will be later in
life, I will not have gotten
there by staying within
the boundaries of my
hemophilia. Therefore
my picture is entitled
Breaking Boundaries.
Much like when you
escape the confines set
by a fence, I will not let
my hemophilia set my
limitations as to where I
can ultimately end up in
life.”

~ Katie Hines

growing contest ~
Details will be deliver
ed nationwide once
complete.
The CHS has a
monthly donor
program which you
will see in our next
edition of "Bloodline".
This allows everyone
to
be
able
to
contribute on a
monthly basis direct
from your account
(year end tax receipts
are issued) Stay
tuned for more in our
next issue. One major

Meech Kean , 15,
Shediac,
New
Brunswick

Name:
__________________________
Old Address : __________________________
__________________________
Telephone:
__________________________
New Address: __________________________
__________________________
Telephone:
__________________________
E-Mail:
__________________________
Return to:
Nova Scotia Hemophilia Society
3 Ferris Drive
Dutch Settlement
Nova Scotia
B2S 2C9
You can also contact us by telephone or email.
PHONE: (902) 482-4054
E-MAIL: nshemophiliasociety@hotmail.com

