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“NACCHO” stands for “North
American
Camping
Conference of Hemophilia
Organizations”. This year
th
was the 5 Annual NACCHO
Conference and was held in
Tempe, Arizona from January
th
25th – January 28 . The
conference is held for staff
and nurses of hemophilia
camps to improve summer
camping programs for the
bleeding disorder community
across the country. It is
funded
by
Wyeth
Pharmaceuticals and this year

has enabled representatives
from 52 different camps from
across North America, as well
as six other countries to pull
together as one group to
improve their skills and camp
programming. Peter Wilson and
I had the privilege of attending
this conference as directors of
Maritime Adventures Camp and
we learned so much.
The
sessions ran all day Thursday,
Friday and Saturday.
The
hardest part was choosing
which sessions to attend. At
some points through out the

conference they would have 7
or 8 different sessions going on
at one time and you could only
attend one.
A very hard
decision to make, believe me.
For me, I learned the most in
the evenings when everything
calmed down and you got to
have some one on one talks
with the other people from the
conference. I learned so much
just from talking with other
directors and nurses about their
camps that I have a whole
range of new ideas for ours.

Continued on Page 8

How can we help Sri Lanka ??
In May 2006 members of
the Nova Scotia Chapter
attended
the
World
Federation of Hemophilia
Conference in Vancouver,
British Columbia. It was at
this session that members
learned how developing
countries were assisting
those less fortunate to treat
bleeding disorders. It was
during this session that one
of our members introduced
the other Chapter members
to
the
Hemophilia
Association of Sir Lanka.
After numerous sessions,
the membership decided
that there was indeed a role
for the Nova Scotia Chapter
to play. In August, at the
Maritime Family weekend,
funds were raised by our
members to support HASL
to support their priorities.
Correspondence between
HASL and ourselves can be

Sinhalese (74%), Tamil (18%),
Muslims (7%) by ethnicity. male:
female ratio is almost closer to
1. Buddhism is the main religion
which is followed by about 69%
of the population with the
presence of
Hindu (15%),
Christianity (8%) and Islam
(7%). From 1977 Sri Lanka has
been an open economy. It's a
agriculture based economy with
Tea, Rubber, Coconut and rice.
In the recent past textile
manufacturing has become one
of the major source of income.
Beyond that there is hardly any
other major industrial income
sources. As a 3rd world
developing country their per
capita income is around
US$800-850. Sri Lankan are
fortunate to enjoy a free
education up to and including a
first degree through government

quite sporadic due to
technology and that the
government of Sri Lanka is
deeply engaged in an
insurgency of its own. In
order to understand HASL, it
is best to introduce both it
and the tiny country of Sri
Lanka. Sri Lanka is an island
of around 65525 sq.km
which is just 32 km away
from southern India. They
have a population of about CONTINUED PAGE: 8
20Million who are mainly
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Letter from the President…

Happy New Year and welcome to 2007 from the Nova Scotia Chapter of the Canadian
Hemophilia Society. This year is setting itself to be very interesting and there will be new
additions to the program that haven't been attempted before by our Chapter, but we
promise to help establish our profile within the volunteer organizations and societies similar
to our own.
Since the last release of our newsletter there has been a tremendous amount of activities
and work from our volunteers. The 2006 Maritime Summer Camp led by Peter Wilson and
Katie Hines was a big success. Held at Scotian Glen, the children were able to learn and
have fun. The nursing staff provided sound and constructive educational programs and all
involved had the opportunity to bond. The 2006 Maritime Family Weekend was also
successful. Organized by Betty Anne Hines, the program included presentations from
medical specialists, as well as the opportunity to have separate sessions for Mothers and
Fathers, including one focused on the Carrier issues. The 2006 Curl for Hemophilia was
another success. Though smaller in number, the revenue generated will help fund the
activities of the Chapter in 2007. The last event was the Christmas movie day, organized
by Katie Hines, for everyone that was interested in meeting just before the holiday season.
In 2007, there are a number of activities planned that are intended to augment our current
offerings and maintain our traditional programs. In February there will be a session to
reorganize and prepare ourselves for the events planned in 2007. It will also be an
educational session as well, and is tentatively being held at the IWK Hospital. Activities
including the preparations for the 2007/2008 Annual General Meeting, the 2007 Nova
Scotia/Maritime Family Weekend preparations, the 2007 Maritime Summer Camp
preparations and information from Camp Nacho, 2007 Pumpkin Regatta, 2007 National
Conference, planning of the follow-up newsletters, as well as reaching out to our members
in the construction of the membership list for future offerings from the Chapter.
The Annual General Meeting will be held in April at the Sackville Legion. The dates for this
will be confirmed in the coming months and an agenda will be distributed to the
membership. This meeting will encompass approving the direction forward by the Chapter,
distribution of the annual report, presentations on the status of each of our endeavours,
elections of officers, and yes, approval of the budget and fundraising needed to allow us to
move forward on our plans.
In terms of fundraising, planning has already started and more support is encouraged. Our
Fundraising Chair, Diane, is working through a plan to provide our organization greater
visibility amongst the other societies as well as new activities for fundraising that will be
more inclusive of our members
In terms of our traditional activities, they will carry forward with adjustments as required. At
present, the Family Weekend, may be overhauled as more questionnaires arrive with
suggestions on how to be more appealing to our members. As well, some changes to
Summer Camp may be necessary to allow it to continue to be fun and a learning
environment and will be made to make the session more cost effective for all. At present,
Curl for Hemophilia remains the same.
In terms of new activities, there have been proposals for "Bowl for Bleeding Disorders", a
one-day family information session similar to the one in New Brunswick in 2006, the
Windsor/West Hants Pumpkin Festival, movie theatre rentals, and a Christmas party for
our members. These will be explored further at the AGM and other sessions.
For the Chapter itself, we want to maintain responsibility to our members, provide an
understanding and execution of our purpose and National objectives, and to remain the
support mechanism for all people with bleeding disorders in Nova Scotia.
Until the next newsletter, and if I do not see you at the 2007/2008 Nova Scotia Chapter
AGM, have a safe and happy Winter and early Spring,
Sandy
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It is already our second issue
of BLOODLINE and it seems
like yesterday that I was
designing the very first issue.
We have had excellent
feedback as to the design and
content and my goal is to
continue making BLOODLINE
enjoyable for you, the reader.
Have any thoughts or
suggestions? We would love
to hear from you!!
I have thought of several
topics to discuss during this
editorial, but the one I think
warrants conversation is the
feelings of fear and stress for
“new to Hemophilia parent(s)”.
We as parents need to
manage our stress and fears.
Our Children seem to have
what appears to be a sixth
sense and are able to

EDITORIAL

tap into how we are feeling
at various moments. I
know as a new parent
dealing with Hemophilia, I
have, what some would
consider, “overreacted”
but knowing what I know
now – it was a natural
response.
I
was
uneducated, scared and all

I knew was that
hemophilia was possibly
life threatening. Now 3
years later I have
learned how to manage
and deal with my fears
and stress around the
unknown. A few ideas
that I have found and
may help you manage

Stress and fear around
hemophilia,
1)
Educate
yourself
knowledge is POWER..
2)Support System – Talk to our
medical support at the IWK
3) Support from others dealing
with Hemophilia – a situation
similar to yours.
I found the more I learned,
reached out to others, and
received support, the more it
allowed me to deal with “the
situation at hand” better. I’m
not going to say that I don’t
have stress about various
“accidents” my son has and
how to manage them but what
I can say is with those 3 vital
components the stress of an
accident doesn’t control me ~ I
control it.
MY thoughts for the day….
ϑ Diane

Inhibitors and Immune Tolerance Therapy
Immune Tolerance Therapy (ITT)
One complication of hemophilia
treatment that concerns many parents
is the chance that their child may
develop inhibitors. These antibodies
to FVIII neutralize its activity and/or
accelerate its clearance from the
circulation. Depending on the level of
inhibitors, treatment with FVIII can in
some cases be rendered completely
ineffective. As recombinant versions
of FVIII have now effectively removed
the risk of viral and other blood-borne
infections, the development of
inhibitors to FVIII now figure as the
most serious complication of
hemophilia treatment. In the past,
inhibitor production was suspected
when standard treatment for a
bleeding episode was less effective
(or totally ineffective).
In recent years, since the introduction
of prophylactic use of FVIII, patients
have been more Such diligent testing
undoubtedly leads to inhibitors being
detected much more frequently.
Sometimes they are transient
(undetectable on retest). In the
majority of cases, only a weak
response against FVIII is being
mounted, and only a small amount of,

antigen against FVIII is being produced.
Usually no clinical problems arise, and so,
in the past the acquisition of such
inhibitors would generally have gone
unnoticed in the absence of such close
monitoring. In cases where inhibitor levels
are so high that FVIII is no longer
effective, prophylactic use of FVIII is
obviously no longer possible. These
patients are vulnerable to recurrent bleeds
similar to patients with hemophilia who do
not receive prophylactic treatment. In
these inhibitor patients alternative
treatment strategies become necessary
when a bleed does occur.
The two major considerations in patients
with inhibitors are: how a bleeding episode
(including surgery) will be managed; and
whether attempts should be made to get
the patient to stop producing inhibitors to
FVIII through starting them on immune
tolerance therapy.

ITT consists of delivering repetitive high
doses of FVIII in an attempt to
overwhelm the immune response and
condition the body so that it no longer
sees FVIII as a ‘threat to be eliminated’.
There is no single accepted standard
approach to ITT. A variety of doses and
dosing schedules have been effective in
achieving tolerance to FVIII. The
average duration of therapy is 1.5 years
and the success rate is close to 80%.
Inhibitors often develop early in care,
usually when patients are still very
young.
Given
the
serious
consequences of inhibitors, ITT is
generally initiated in all patients with
high-titer inhibitors. While the prospect
of ITT can definitely be daunting for
parents with an infant, delaying ITT until
a child is older is less than ideal. Risk is
reduced and the greatest benefit derived
from abolishing inhibitors as early as
possible. Also, a young child will
consume far less FVIII in the process of
achieving immune tolerance than an
older child or adult of greater body
weight.

Bloodline
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Teamwork and Hemophilia - by SueAnn Hawes - IWK
Happy New Year Everyone!
I am very pleased to have been
asked to contribute to this latest
edition of “Bloodline”. This
newsletter is an excellent
opportunity to share news with
our bleeding disorder community.
My topic to discuss is
comprehensive
care
at
hemophilia treatment centres and
why it is important!
Hemophilia or other bleeding
disorders may affect different
parts of the body and many
aspects
of
family
life.
Comprehensive
care
at
hemophilia treatment centres
provides access to health care
services that support and
promote a healthy lifestyle for
individuals with bleeding
disorders. The comprehensive
care team consist of health
professionals who work with
bleeding disorder families to
develop a plan of care. Each

access to a team of experts
with specialized knowledge,
skills and laboratory
services
•
provides ongoing education
including
prevention,
recognition and treatment
of bleeding
•
provides updates and
accurate information on
bleeding disorders and the
latest research
I hope this provides some insight on
the importance of maintaining
regular contact with the hemophilia
treatment centres.
Looking forward to see you at your
next scheduled visit!
Sue Ann Hawes
Bleeding Disorder Nurse Coordinator
IWK Health Centre
•

member of the team is an
expert in a different area. The
comprehensive care team at
the IWK pediatric clinic
consist of a hematologist
doctor, nurse coordinator,
physiotherapist,
social
worker, and a rheumatologist
doctor. The team works with
the family and other services
such as family doctors,

dentists and teachers to
promote well being. It is
important to be registered
at a hemophilia treatment
centre and attend regular
assessment visits for the
following benefits:
•
establishes an on
going contact in
times of surgeries,
emergencies, etc.

Rendez-Vous Quebec
May 24th-May 27th

A Support Group on Paper - by Maureen Brownlow - IWK
In the last issue of
BLOODLINE, I called this
column “The Support Group
on Paper”. In most support
groups, the facilitator may
start with a “point to ponder”
which
may
stimulate
conversation which often
leads to a wide range of other
topics, related to what ever
the main purpose of the group
is.
It’s like an oral free
association experience- with a
general focus.
Over the past 20 years of
clinics, there have been many
questions asked by parents
and young people.
An
interesting one from our fall
clinic was, “How do I let go?”
A mother of a 6yr old put this
question to a mother of a 15 yr
old. What was the magic
answer?
There was no
particular answer, they just

had a chat about how
emotionally challenging the
“job” is. To me, the important
message was that they each
recognized the need to “let go”
and had made a plan to
gradually work on it. I’m sure
that it was very important for
the mother of the younger boy
to hear from a “veteran” mother
that she was on the right track
and that it’s not always easy.
So, why is letting go an issue
for parents of children with
chronic conditions? Is it a
bigger issue for them than for
parents of children who have
no health issues? What do
many parents feel when their
first child is handed to them?
Do they feel their heart reach
out to surround the child? Their
love becomes a protective
shield. Consciously or not, they

think that nothing will ever hurt
this child! Parents would run
in front of a herd of elephants
to protect him or her!!!
Somewhere between 0 and
20, this baby has to develop
the physical, emotional and
educational skills to live a
satisfying personal and
productive life. Who is his/her
first teacher?
His or her
parents, of course. What is
their role? Is it like the oldfashioned learn to swim
technique- throw him off the
dock, or the process involved
in preparing an elite swimmerskill development, support and
a positive attitude?

Continued on Page 7

2007
This year the annual general
meeting and the medical
symposium is being held in
picturesque Quebec City. Only
walking distance to the historical
"Old Quebec". There will be
multiple workshops, exhibits, wine
and cheese reception, and you
will be able to listen to various
Medical Experts and learn about
all the latest research with
bleeding disorders.
Quebec is celebrating its 400th
anniversary in 2008~not many
cities in North America can claim
that "status", and it shows in its
numerous
historical
&
architecturally diverse buildings.
Join us in beautiful Quebec City,
for our annual meeting and enjoy
the wonderful culture.

Au plaisir de vous voir en
Mai a Quebec !!!
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Exciting announcement for
October 2007 !!!!
I am very excited to announce that
this year, the Nova Scotia Chapter
will be entering the Windsor / West
Hants Pumpkin Festival in
October. This is a large media
event. To sum it up, people from
all over THE WORLD come to see
this regatta. Farmer’s Almanac
come annually from Atlanta,
Georgia, with a media crew,
CBS, Sunday morning Early Show
and even Martha Stewart was
scheduled to come last year but
immigration and legalities
prevented it. This event is huge,
numerous articles, pictures etc.
have been in world wide
publications, CBS provides full
coverage of the festival along with
corp. sponsors (which is what we
will be) and 3 big metro Halifax
radio stations do a complete 2
week promotion prior to the
pumpkin festival. There are also
3000 brochures in which we will be
named, with possibly a logo. The
media attention that this event and
its corporate sponsors receive is
enormous. We will receive a
massive pumpkin that we will pick
up a couple of days prior to the
regatta, carve out and paint with
the red, white and you, theme
from CHS. Wim Peters has agreed
to paddle the pumpkin across the
Windsor river with about 40 other
competitors.
Continued on Page 9
Christmas Party 2006
We held our first ever Society
Christmas party on Saturday,
rd
December 23
at the Empire
Theatres in Lower Sackville.
Families joined together to see “The
Grinch”, the classic Christmas Movie.
25 people came but were really
hoping to have more. If anyone has
any ideas/suggestions on what we
can do for next years Christmas
party, please email me and let me
know.
nshemophiliasociety@hotmail.com

Bloodline
Family Weekend 2006 Survey
First of all, I would like to extend thanks to all who responded to the survey sent out in
regards to the Family Weekend held August 25-27th, 2006 at the Salvation Army Camp in
Antigonish. I would also like to personally extend thanks to the volunteers who made the
weekend possible, namely Katie and Betty-Anne Hines, and the people who volunteered
their time to assist the operation of the event. If you still have a survey and if you are
considering sending it back, remember it is not too late to respond, as it will help us plan
the 2007 Family Weekend.
Some families pointed out that most of the presentations, although extremely informative,
focused on severe hemophilia A. Those with other bleeding disorders and other degrees of
severity were omitted. I think the biggest recommendation in this area would be for a wider
range of topics, so that it is more inclusive for the entire bleeding disorder community.
There were also some suggestions to have more interactive presentations that are
interesting for the adults and older children not in day care. The current form of
presentations targets adults.
Accommodations: In general, there was dissatisfaction with the accommodations, and the
people who had concerns were mostly either willing to fundraise, or pay a registration fee
to upgrade the accommodations. One suggestion involved not having a family weekend
every year, but every couple of years instead, to allow time for more fundraising, and
revenue generation to be directed at a better venue. A few respondents would like to see
the weekend held at a site more central so there is less travel time and expense for all of
our members.
Childcare: The majority of the respondents felt that their children were safely cared for.
However, Some respondents would like to see more programming for the children.
Schedule: Some respondents were in favor of receiving a schedule of events and
speakers ahead of time. Some respondents felt that the family weekend and camp was
occurring too close to the start of the school year.
One important side note is one survey noted that there was alcohol consumption at the
2005 family weekend. I was under the impression that the Salvation Army Camp did not
allow alcohol on the premises, and I was surprised and disappointed this occurred. Most
families did not seem concerned that the weekend needs to be held at the same place and
during the same time every year, there were many wonderful suggestions from the people
who did respond and I included them below in point form. Some could even be used as
fund raising opportunities as well:
•
•
•
•

Family Picnic
Family Christmas Party
NS Chapter Website
Rotation of people planning events so there are fresh ideas

Family Weekend Committee
My name is Sonia Watson, and I will be leading organization of the 2007 Family Weekend.
In the coming weeks I will be contacting the people who wish to be part of the committee
(from the responses on the survey) with some information. Being part of the committee will
allow the 2007 Family Weekend be exactly what you want it to be or at least have your
voice heard and act on it. If you just want to have a say as to where you would prefer to
have the weekend then please join us. If you wish to be involved in the planning you are
more than welcome as well. If you would like to be part of the committee, and have not
already indicated so on the survey, please contact Sonia Watson at 902-482-4054 or
email: Sandy.Watson@rushcomm.ca

Bloodline
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A Support Group on Paper
Continued from pg. 4
In the family section of the CHS
parent Resource, “All About
Hemophilia”, a parent writes an
interesting account of her family’s
experience with early home infusion.
She speaks of using a “calm and
matter-of-fact” approach with her
toddler. The parents, older brother
and the little fellow had their roles, at
age-appropriate levels. She speaks
of him learning certain skills and new
words. In her final sentence she says,
“ The diagnosis of hemophilia
challenged us to grow and develop
healthy management strategies.
Learning new skills, such as home
infusion gives us, and eventually
Emrik, control over the disease”. The
take home message- the parents
made a plan, taking into account their
family situation, were trained and
supported by their clinic staff and
CHS resources.
Some parents find “parenting
positively” an easy skill. Others have
more challenges.
(I’m in the
challenged group) There are many
factors that influence the style of
parent a person becomes. The style
of parenting each parent had as a
child; the relationship between the
child’s parents; the personality of the
child; the family’s personal
circumstances, etc.
There are many places to gain more
information to strengthen your
parenting role. One such resource
was discussed in the Summer 2001
issue of “Hemophilia Today”. Karen
Creighton, in her column “Families in
Touch”, summarizes the highlights of
a presentation made to a group of
women affected by bleeding
disorders, by Dr. Barrera, a
psychologist at The Hospital for Sick
Children. Ms. Creighton wrote: “Dr.
Barrera reviewed psychosocial risk
factors for children and for families.
From the way we communicate with
our children, to their individual
temperaments, our children’s
emotional health is influenced by a
number of factors. Our children are
influenced by how we deal with their
bleeding disorder. Parents may be
overprotective, some may have
difficulty accepting the adjustments
required in their daily lives after a
diagnosis of a blood disorder, and
some may experience more anxiety
than others.”

Bloodline
”These risk factors expressed many
of our concerns and made us feel
better as we understood our
reactions and difficulties are normal
and even common.”
A few of Dr. Barrera’s points,along
with Ms. Creighton’s comments, are
as follows:
_ The child with the bleeding
disorder is a child first. …”Dr.
Barrera added, children will learn
from their parents and the example
they set. How we talk about the
bleeding disorder will affect how our
children feel about it.”
_
Learn about your child’s
condition,become informed.
“Coping is enhanced by knowledge.
The more we know, the better able
we are to help our children and
ourselves. Talking to other families
with
more
experience…ask
questions; …CHS and your local
comprehensive Care Clinic are
wonderful sources of information.”
_ Create an open environment for
communication with your child.
“Open communication can be
accomplished through direct and
indirect communication….Choose a
good time to get your child’s
attention…Take time to notice their
body language. What they choose
to tell you and what they do not want
to talk about.”
_ Be honest about the impairment
or limitation(s) in a supportive
way e.g. explain it to the child.
“There are times our kids are at
greater risk for social rejection
because of physical changes,
impairments or limitations. We can
help our children deal with this
likelihood by ;
_ Re-framing it as uniqueness,
explaining that everyone is unique
and
different,
normalize
uniqueness.
_
Model acceptance of the
uniqueness, for the child to
integrate his/her uniqueness as
part of self
_ Teaching the child how to
respond appropriately, when
others make inappropriate
comments.
_ Use challenges as teaching
opportunities with your children.
“Help your children learn how to
resolve problems, and how to adapt
to change. Children with chronic
health conditions often have above
average self-confidence because
they have learned a great deal about
themselves and handling adversity.”

Maritime Adventures Camp 2007
Planning Session in Halifax
by Sandy Watson
On February 25,2007, representatives from the Nova
Scotia and New Brunswick Chapters of the Hemophilia
Society as well as our medical community from four
separate hospitals in two provinces met to discuss the
2007 Maritime Adventures Camp.. Topics included the
performance of the 2006 Summer Camp, areas where
the staff can work towards a more efficient camp, and
ideas to add value to the camp as a whole and the
experience of our campers. There will be some
changes to the programming and administration of
this event that will be communicated through the
Chapters to the membership. At the session, it was
agreed that the camp provides an opportunity for our
children to have fun while learning more about
bleeding disorders, learning as a group on self
infusion, and an opportunity to hone skills in a less
“clinical” environment. More information to follow.
The “Hemophilia Today”
article illustrates two pointspeople with similar issues can
join forces to bring in a
speaker to address common
concerns and that, in the
discussion, everyone comes
away with a renewed energy
and the reassurance that
you’re not alone. A few other
valuable resources for
parents and young people on
the “ growing with hemophilia”
journey are: “Are You Ready
for This?”, a resource for
people between the ages of
11 - 18, developed by the
Atlantic Hemophilia Nurses
group. Parents need to read
it themselves and be
comfortable with the content
and approach so that you can
reinforce the concepts. Bayer
developed a resource for
parents and children from
early school-age to junior
high, called “Hemophilia From
Diagnosis to Home Care, A
Support for the Journey”. It is
an activity-format which helps
you grow in knowledge and
skills in a step-by-step format.
Clinic staff can get you a
copy.
Bleeding disorder camps give
young people an opportunity
to have fun with people who
experience similar challenges,
and in an informal way, begin
to build up a peer support
network outside the family.

Self-infusion is observed,
may be learned and
practiced and, some day,
taught
to
younger
campers.
CHS Chapter family
events are wonderful
opportunities for all
members of the family to
learn together, share
challenges
and
successes and have fun.
Perhaps new parents will
find mentors among the
more
experienced
parents; parents of
younger children will look
at the older children and
youth and take heart from
their normalcy and,
hopefully, young adults
and their parents will look
at each other and think,
“We’ve all done a good
job.”
Like
the
Olympic
swimmer, your child
begins with you and
others being the trainers.
He/ she has had many
opportunities to practice
the necessary skills and
be successful, before
climbing on that starting
block. You’re not “letting
go”; your child is “taking
off”!
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schools and universities which cater
to
more
than
90%
of
the
students. Literacy rate is over 90% for
males over 85% for females. Sri
Lanka does have private school
facilities that are very expensive and
based on English medium.
Health Facilities:
Same as the
Education, Health services are
provided free of charge through the
government controlled by the Ministry
of Health. The average level of the
health services could be rated high
compared to most of the South Asian
countries. There is however, a
reluctance to procure more expensive
treatments such as FVIII and FIX.
The Sri Lanka Hemophilia AssociationHASL
:
Was
founded
by
Mr.H.B.Abeyasinghe at No.16A,
Bomaluwa road, Mavilmada,Kandy. It is
registered at the Kandy Divisional
Secretariat
under
the
Reg.No.KUC/KDS/VOLUN/27 on 01-042002 as a volunteer NGO.
To
date far they have been
able
to conduct several successful
workshops in Kandy and Colombo with
patients, family members and doctors
with an objective to find solutions for
their common problems and to
increase knowledge on Hemophilia. In
November 2005 we had a very
successful workshop in Kandy and
Colombo with the participation of
Mr.Robert Leung and Mr.Miklos Fulop
of the WFH with a team of doctors from
India lead by Prof.Mammen Chandy.
As per a request they made to the
WFH they were able to obtain the
services of a trained Physio from India
and another health care professional
will be leaving to India for further
training.
This
venture
has
been supported by the WFH.
HASL
has also started to publish their own
news letter. Though they have had
several projects, they have not
collected any membership fees from
the members and these projects were
mainly funded by Mr.Abeyasinghe, few
members,and their personal friends.
However, after these successful
programs they have received very little
funding from other sources.
Issues/ Requirements: A major issue
that HASL faces is the reluctance
of people with hemophilia and their

family members to come forward, as
they feel bad to let the Sri Lankan
society know that they are have a
bleeding
disorder.
This
is predominantly due to a lack of
awareness of the disorder. HASL needs
to continue to have an awareness
campaign which educates as many
people as possible about Hemophilia,
Associated
complications,
Treatment options etc. In order to
maintain a good communication with
local
and
international
stakeholders they require equipment
such as: A fax machine, A photocopier
and A printer. The best estimate is
that these items will cost around
US$1000 in Sri Lanka. Apart from the
equipment they are seeking support to
cover telephone,postage, and traveling
costs which is around US$70 per
month. The future support for this
group will be discussed at the
upcoming annual general meeting. As
well, our Chapter will be seeking a
representative to work with HASL,
providing a link between themselves
and ourselves

HASL proves to have an amazing
challenge in front of them that
would be too daunting for most. To
date, I am very proud that members
of our Chapter have opted to assist
HASL in their endeavour at the
ground level of a very complex,
challenging, and worthwhile
venture.

What you begin to notice while talking to
these other people from, potentially; all
over the world, is that as different as you
may be as an individual, you all share
one common thing, your love for
Hemophilia Camp.
The joy and
fulfillment I receive from Hemophilia
Camp is rare, and something maybe only
a camper or staff member can
experience. And what a great thing it is
to share that passion with one person let
alone a huge group of people from all
over the world. I can’t explain the
feelings I get while sitting at a fire, with
the 50 year old camp counselor from
Michigan next to me; as we sing and
dance like campers to various campfire
songs. I feel like that is going to be me.
I will be 50 years old and still proudly
going to camp because I know that I am
making a difference in these kids’ lives,
like my counselors did for me as a
camper. As the director, I get to watch
these kids grow into strong, intelligent
and independent youth who will
hopefully, in 10 years be the role models
for our next generation of bleeders. So
in closing, the conference has me fired
and ready to go. Plans for “MAC 2007”
have begun. To all my returning, as well
as new coming campers out there, I can’t
wait to see you for another great week at
Maritime Adventures Camp!
by Katie Hines

Curl for Hemophilia 2006
by Katie Hines
Curl for Hemophilia 2006 went
extremely well. It was held on Saturday
nd
December 2
at CFB Windsor in
Halifax. Approximately 55 participants
of all ages attended. We had 8 teams
that played 3 rounds playing different
teams each time based on skill and
score. In the end, our winners were as
follows:
st
1 place – Lisa Allen’s Team
nd
2 place – Stephen Glazebrook’s
rd
3 place – Dean Hines Sr. Team
We had lunch catered by the Curling
Club (chili, chowder, soup with rolls and
crackers) perfect thing to warm us up!!
Interested in joining us next year?
Contact
nshemophiliasociety@hotmail.com
confirming your address for us to send
you your pledge sheets for Curl for
Hemophilia 2007.
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Pumpkin Regatta cont’d….
We will
have a float in
the parade , Wim has offered his
truck that we can do up with a
banner etc., pass out candies and
brochures about Hemophilia (over
40,000 people attend ed in 2006 ).
In the back of the truck will be our
pumpkin, Wim (since he is the
"Captain" of the pumpkin)
and mostly children. More details
to come as the details are ironed
out. This event is big, and I truly
feel that we will get excellent
exposure for our Nova Scotia
Chapter, awareness of hemophilia
and the CHS, promoting education
about hemophilia and to raise
donations. We are looking for
volunteers
(for a possible
donation booth), as well as many
families as possible for the
parade. We are counting on your
support and participation for this
event...lets pull together as a
team, this is the most coverage
our Nova Scotia Chapter has ever
received - lets all be there to
celebrate.... together !!!!

Bloodline
Nova Scotia Chapter to enact a Constitution !!
As of 2007, the Nova Scotia
Chapter of the Canadian
Hemophilia Society has
entered its 41st year.
Between the years of 1966
and 2007 there have been
many changes to Legislation
that has had an impact on
societies on a number of
fronts. The Societies Act of
Nova Scotia under the
Registry of Joint Stock
Companies is one of these
changes that the Nova Scotia
Chapter
must
be
in
compliance with. There are a
series
of
activities,
submissions, audits, creation
of constitution and bylaws as
well as the registration of
directors that must take place
in order to be recognized
under this act. I have

assessed that this is the
process, including the
acceptance of a constitution
and by-laws will take
approximately 12 months.
This will be followed by
processing time through the
provincial government. In
order to start this process, I
am seeking support of a
few volunteers to assist me
in the creation of a draft
constitution for the Nova
Scotia Chapter that will be
tentatively slated to be
presented
to
the
membership for review and
approval at the 2007 Family
Weekend or at a SemiAnnual General Meeting no
l a t e r
t h a n
September/October 2007.
Members interested in

providing support and
creating
a
draft
constitution and by-laws,
please contact Sandy
Watson at 902-482-4054.
After the 2007/2008 AGM
we will be seeking a
project
lead
to
help formally establish
the management of the
Nova Scotia Chapter
within
the
Province under the
Societies Act, from cradle
to grave.For anyone
interested in becoming
the project manager for
this effort, please contact
Sandy Watson to discuss
further.

WORLD HEMOPHILIA DAY - APRIL 17TH
FYI: World Hemophilia Day was started by the World Federation of
th
Hemophilia back in 1989. The date April 17 was chosen in honour of the
World Federation founder Mr. Frank Schnabel, who was born on that day.

MOVING ???
Name:
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

