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Spotlight on the Province

Message from the President

On behalf Of hemOphilia OntariO, I would like to welcome you to 
your new Blood Matters magazine. This province-wide edition includes all the 
information you would regularly receive regionally in a consolidated format 
and more. By unifying the various regional perspectives we will continue 
to provide relevant information, with an enhanced provincial perspective.

Blood Matters is an important tool to enable Hemophilia Ontario to reach 
you and your family. We want to make sure that you have current information 
and tools to improve your quality of life and ensure that your stories are told. 
This is our community’s publication and together we will help to build our 
strength and relationships. Blood Matters will also serve as a way for Hemo-
philia Ontario to inform you of upcoming and recently-rganized programming 
being offered across the province.

Another function of Blood Matters will be to raise awareness outside the 
bleeding disorders community. Hemophilia Ontario will include locations 
such as school boards and hospitals as part of the distribution of Blood Mat-
ters. We believe this is an important step in broadening the public awareness 
of bleeding disorders.

Of course, Hemophilia Ontario is always looking to improve and adjust 
the programming and communications we create, so that it is relevant to you 
and your family. I encourage you to provide any feedback. In fact, this forum 
presents an excellent opportunity to express opinions. You will have an op-
portunity to review the publication prior to Hemophilia Ontario’s Annual 
General Meeting to be held on April 24, 2010, beginning at 10:00am at the 
Courtyard Marriot, 124 Upper James Street, Hamilton. Please join us for this 
important event. Information regarding the AGM will be mailed to your at-
tention by the beginning of March. If you do not receive your package, please 
contact Heather Heagle at 416-972-0641 (toll free 1-888-838-8846) or e-mail  
Heather at hheagle@hemophilia.on.ca.

Together we can strive to improve the health and quality of life for all people 
with inherited bleeding disorders and to find a cure. 

Sincerely,
Dane Pedersen

President, Hemophilia Ontario

Editor’s Message

I have been impressed by the quan-
tity and quality of material received 
for this new provincial magazine. I 
was particularly pleased to receive 
input from the regions as well as 
from provincial staff and volunteers, 
without taking away from the impor-
tance of the latter. I was delighted to 
see so much input from the regions, 
who are ultimately the contact point 
and who provide the services to our 
members. 

Frank Bott
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Program Manager’s 
Message

tackling a range of daily tasks 
from my office in Toronto, I frequent-
ly have the opportunity to connect 
with the frontline staff of Hemophilia 
Ontario, otherwise known as Region-
al Service Coordinators. I hear of the 
wonderful successes of programs and 
initiatives taking place throughout 
the province, but there are also those 
times when I learn of disappointing 
turnouts and difficulties recruiting 
volunteers for initiatives. 

In an effort to better learn and 
understand what you, the constitu-
ency, desires in the way of program-
ming, I would like to begin an open 
dialogue with each of you. I’m inter-
ested in hearing your programming 
ideas and how you would like to be 
involved with the Society. In better 
understanding your needs, it is my 
hope that we can deliver programs 
that best connect with your desires. 

There are several ways to connect 
with me, including e-mail, telephone 
and fax. Please see below for contact 
details. 

I look forward to speaking with 
you soon. 

Nigel Small 
Hemophilia Ontario, Program 

Manager 
416-972-0641 x.14 or 1-888-838-

8846
416-972-0307

nsmall@hemophilia.on.ca
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Scholarships and Bursaries

Applying to college or university? Scholarships are available to those entering 
or already attending a post-secondary school.  Two specific to students with a 
bleeding disorder are:
• Canadian Hemophilia Society (CHS) – www.hemophilia.ca or call 1-800-668-2686 

to obtain a detailed package.
• Soozie Courter Sharing a Brighter Tomorrow – www.hemophiliavillage.com or 

call 1-888-322-6010 or 1-888-999-2349 to obtain a detailed package

National Endowment Fund Scholarship

The objective of this award is to provide financial assistance to students registered 
in a post-secondary program in a recognized Canadian institution, whose lives or 
families were affected by the tainted blood tragedy between 1980 and 1989 inclu-
sively. The amount of the bursary may vary according to the number of applicants 
in any given year. For more information or to obtain an application package, go to: 
http://www.loansandawards.uottawa.ca/Default.aspx?tabid=2687 

Congratulations Jeff Beck!

This past December, the Canadian Hemophilia Society (CHS) celebrated its national 
volunteers and collaborators at their Annual Awards Banquet. Among this year’s 
recipients was our very own Jeff Beck. Jeff was honoured this year with the Chapter 
Leadership Award. Jeff’s commitment and years of service to people with bleeding 
disorders is a model of dedication, perseverance and patience. Congratulations Jeff!

US - HIV Travel Ban Lifted in 2010

President Obama said the US will eliminate a 22-year-old ban on foreign nationals 
with HIV entering the country, saying it will be a step toward removing the stigma 
from the disease and encourage testing. “We lead the world when it comes to help-
ing stem the AIDS pandemic, yet we are one of only a dozen countries that still bar 
people with HIV from entering,” Obama said at the White House. “If we want to be 
the global leader in combating HIV/AIDS we need to act like it.” 

Obama made the announcement as he signed the Ryan White HIV/AIDS Treat-
ment Extension Act of 2009, reauthorizing a federal program that provides HIV-
related health care. The lifting of the travel ban was initiated last year by Congress 
when it approved legislation funding HIV/AIDS treatment and prevention programs 
sought by then-President George W. Bush (The legislation eliminated the statu-
tory requirement that HIV-infected travelers be excluded from entry to the US 
and left it to the Department of Health and Human Services to decide on a final 
rule). Obama announced that HHS will publish new rules on November 2, to take 
effect January 4, 2010. 

http://www.cbc.ca/health/story/2010/01/04/hiv-aids-travel-ban.html 
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Youth Editorial Committee

Articles by:
Shaun Bernstein, Youth Editor
Amy Griffith
Eddie Crosbie Hirlehey
Lorissa McDonald-Genereux
Mojtaba Khezry
D’Marc Lewis
Lex Cloete-Zito
Marc Montminy

Amy Griffith

interests: Friendship, family, education, music, travelling, being active and 
meeting new people.

passions: My passions are for love, justice, and children. I believe everyone 
should be loved by someone. I believe love is more important than I think a 
lot of people understand. Secondly, I am passionate about justice and believe 
everyone is entitled to the right of a just world. Lastly, I am passionate about 
children. They are simultaneously the simplest and most complicated type 
of people out there, but most of all they are our future. I am striving to be 
a teacher so that I may touch the life of any child, and help give them the 
opportunity to not only be what they want to be, but also to be something 
wonderful. 

goals: My current short terms goals are to graduate Wilfrid Laurier Univer-
sity and be accepted into my first choice for teacher’s college, the University 
of Toronto. My long term goals are to have my own family, stay healthy and 
active, travel as much of the world as possible, and to learn sign language.

Dreams: My dream is above all to be happy. I dream to have a family, work 
a job that I love, stay close with old friends as well as making new ones, 
become successful, travel the world and remain healthy, but with all this, I 
dream to always be happy. 

School background: In 2006 I completed my high school diploma at Clark-
son Secondary School in Mississauga, Ontario. I am now a third year Honours 
student at Wilfrid Laurier University in Contemporary Studies in Children’s 
Education and Development, minoring in English, striving to be a primary 
school teacher upon graduation in 2011. 

Volunteer experience: Currently I am a member of the Best Buddies program 
as well as a volunteer member within the Special Olympics. Best Buddies is a 
program that pairs up a mentally-challenged adult with a university student, 
and encourages a healthy, binding friendship between the two. The objective 
is to incorporate the mentally-challenged participant into their community. 
My best buddy is also a swimmer and track athlete in the Special Olympics, 
and we often spend our time together helping him train for his big day. 

Work experience: I have worked on and off at Hollister Company since 
2006, where I’m always taken back for seasonal work when I am home from 
university. Also, I have spent four consecutive summers working on staff 
at YMCA Camp Wanakita, where I spent six summers prior to that being a 
camper and senior counsellor. This camp holds a special place in my heart. 

extra curricular activities: Even with my bleeding disorder, being active 
has always been important to me. I am a member of my university’s Varsity 
Woman’s Powder-Puff Flag Football Team, which is essentially flag football 
played in the snow. I am also very passionate about figure skating and have 
been so my whole life, representing teams at the regional, provincial and 
national level. 

Youth Speak
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Why i decided to become involved 
with the magazine: For a while now 
I have wanted to get back involved 
with the Hemophilia Society. I think 
it is so important for someone like 
me with this specific disease to be 
actively involved in the bleeding dis-
orders community, to give back some 
of the support I have received over 
the years. However, I was struggling 
to find the right “fit” for me. I found 
that fit when I was approached by this 
magazine. I have been writing since 
I was five and kept a diary under my 
pillow, which has now led me to mi-
nor in English where I write academic 
essays on a regular basis (and actu-
ally enjoy doing it!). This magazine 
is my avenue to get involved and to 
give back. 

What i hope to contribute to the 
society and the magazine: With this 
magazine, I hope for three things: 
one, I hope to lend some of my expe-
riences. Undoubtedly, though many 
of us have had an experience with a 
type of bleeding disorder or platelet 
dysfunction, everyone has had their 
own experiences, and I believe it is 
beneficial to share them. Secondly, 
I hope to learn. From talking with 
my colleagues on the magazine, and 
finding subjects to write my articles, 
I hope to learn something new each 
and every time, and in turn, by writ-
ing that article, teach someone else 
something new as well. Lastly, I hope 
for community, and upholding the 
already strong connection we all have 
by being brought together for bleed-
ing disorder awareness.

What region i live in: I live within 
the Toronto Central Ontario Region, 
specifically in Mississauga, Ontario. 

Eddie Crosbie-Hirlehey

my name iS Eddie Crosbie-Hirlehey, I am 19 and have severe hemophilia 
A. I love meeting new people and playing all sports. I am currently enrolled 
in my second year of the Professional Golf Management Program at Durham 
College. Upon graduation I plan on taking a job in the golf industry as well 
as playing for my CPGA pro card and become a teaching professional. 

Growing up, I was always involved in attending the youth events and de-
cided to try and give back to the hemophilia community in any way I could 
for all the help and support they have given me over the years. 

Currently I sit on the National Youth Board as the Toronto representative. 
This entails planning youth events locally, provincially and nationally, as well 
as being the voice on the national level for the Region. 

If anyone has any questions or wants to talk, you can reach me at eddie.
crosbie.hirlehey@hotmail.com. 

Lorissa McDonald-Genereux

my name iS Lorissa McDonald-Genereux, but if you know me well enough 
you know I prefer Laurie. I am 16 years old and in grade 11 at CVDCS 
(Chelmsford Valley District Composite School), and besides that, I live in a 
small mining town called Levack, 45 minutes north of Sudbury, Ontario. We 
have not always lived here. We used to live in Oshawa with my mom, my sister 
(Katie), and step-sister (Jessie) and my step-dad.

When my sister Katie and I were very young, Katie would always have nose 
bleeds and sometimes she would even bleed right through her pillows. My 
mom was constantly worrying about the both of us because we were making 
hospital visits practically weekly. The doctors down south didn’t recognize 
the symptoms and had continuously decided to cauterize her nose, and my 
sister was left to deal with her nose bleeds. When we got older the nose bleeds 
were less frequent but more severe, we both started to notice bruising that 
should not even be on our bodies. It wasn’t a huge deal for me because I 
was constantly falling down or playing rough with other kids. One day Katie’s 
public school had called my mom, because they had called an ambulance to 
take Katie to the hospital as she was hemorrhaging. Once again nothing was 
done except a referral to a gynecologist. This was the true turning point in 
our family’s lives. Dr. Righi did a simple blood test that she figured would 
come back negative. To our dismay, it was positive. We were then referred 
to our hematologist Dr. Gill, where we found out Katie had von Willebrand 
Disease. My mother and I were tested at that time. When that happened my 
mom couldn’t stop crying, I didn’t think it was a very big deal. I would laugh 
at my sister and make fun of her because to me, she was still Katie, an annoy-
ing older sister who always bossed me around and never let me play with her 
friends. It wasn’t until my mom told me that I might have the same disorder 
because it runs in families that I got a little worried. I also went to the same 
doctor, and I was afraid. 

We waited and waited until the test came back and, thankfully, I was border-
line and my mother was negative. I thought that the worst was over until 
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my mom said that we would have to 
retest and see if my platelet count has 
changed, and it had. When I was 14 
years old I was diagnosed with the 
same disease as my sister, and it was 
weird, because suddenly she was the 
one comforting me and teaching me 
that it wasn’t so bad and I just had 
to be a little bit more carful than the 
other kids.

Ever since that happened I have 
heard this same question at least 
once a day, after I tell someone I have 
von Willebrand Disease. “Is it conta-
gious?” But I have learned not to get 
mad at it, because I was in the same 
position once and didn’t know it even 
existed. I just smile at them and say, 
“No, but if you want to speak with 
me, I can tell you my experiences.” I 
believe that one day people will know 
about bleeding disorders and will 
be able to diagnose von Willebrand 
Disease properly. I want to make 
sure that no other person has to go 
through what my sister has because 
it’s much harder than it looks, and I 
silently thank her every day for help-
ing me. 

Mojtaba Khezry

hellO, hemOphilia OntariO. My name is Mojtaba Khezry and I am 24 
years old. My cultural background, and also my warm interaction with other 
cultures, has equipped me with four languages, namely: Farsi (Persian), Eng-
lish, Arabic and finally Hindi. I was quite content growing up and knowing 
that I had hemophilia A. On occasion, during my early childhood there were 
some tearful times. Now I believe that my bleeding disorder is a source of 
motivation for me that many others lack. I use a rocket analogy to explain 
the impact of hemophilia in my life; rocket uses fuel to create upwards thrust 
and the fuel costs money. Now the fuel cost could be translated to my pain 
every other month and in exchange I get upwards thrust to build my life and 
explore the science behind hemophilia.

I am deeply interested in scientific research. This is why I chose to do my 
undergraduate studies at Ryerson University and graduated with a BSc in 
Biology with specializations in Biophysics and Management Science. Now 
I am enrolled as a graduate student at the University of Guelph, and I am a 
candidate for an MSc Biophysics degree, and looking forward to completing 
my PhD in the same field. My current graduate project is on microbial tissue 
engineering under mechanical pressure. I dream of curing all genetic condi-
tions, therefore I passionately follow state-of-the-art research on gene therapy, 
tissue engineering and stem cell research. My future plans include working 
on tissue engineering in conjunction with experts in the field to find a cure.

I volunteered at St. Michael’s hospital for the summer of 2006 and partici-
pated in patient care and clerical duties. I have also volunteered in scientific 
research for the 2006-2007 school year, studying mercury accumulation in 
soil, water and atmosphere. This research was extended to collecting samples 
from near the polar region. We had to travel to all the way to Yellowknife, 
NWT to collect samples from there. I have worked for three consecutive sum-
mers in different research groups, conducting different scientific research in 
different fields.  

I feel an obligation to be involved with the Canadian Hemophilia Society in 
accomplishing CHS’s mission, “to improve the health and quality of life for all 
people with inherited bleeding disorders and to find a cure.” I also believe in 
building an ever-stronger Hemophilia Society. I also believe my background in 
scientific fields could be utilized in bringing news to my Society on the state 
of research in gene therapy and related fields. Finally, I am proudly a part of 
TCOR and looking forward to the united Hemophilia Ontario magazine. 
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D’Marc Lewis

hellO, anD WelcOme to our 
inaugural edition. The team and I 
hope that this will be one of many 
things to come in bringing a fresh 
perspective to the youth community, 
and reaching out to those living with 
a bleeding disorder. It’s never easy 
being a person with hemophilia or 
von Willebrand, don’tcha know…

I have been living with hemophilia 
for nearly 25 years. Although it has 
been a long road to date, it’s great 
medical advancements we take for 
granted that allow us to run our 
lives as we should. It seems so cru-
cial these days. Work work, work, 
little play, raise a family, whatever life 
throws at you. I am thankful for the 
factor we take, which at times leads us 
to believe that our abilities are not in-
hibited by a bleeding disorder. I have 
only had three jobs, all of which have 
had physical requirements. You know 
the “be able to lift a minimum of 50 
lbs” sort of deal. They’ve required 
loads of standing, walking, fast walk-
ing, faster walking, and eventually 
clipping across an entire lobby or 
corridor like it’s the Olympics! It’s not 
just a company policy, but it’s a natu-
ral, “common sense” kind of thing to 
know safety in the workplace. You 
all know it! Because you’ll pay for it 
if you don’t!

After participating in many events 
TCOR and Hemophilia Ontario have 
thrown, I find some passion to vol-
unteer here and there. I remember 
the days of volunteering for charity 
Bingo on Saturday nights and talking 
to the younger crowds ready to take 
their first steps into adult clinical care 
at hospitals. Actually, now that I think 
of it, all of my volunteer experience 
has been through TCOR. 

What are my personal interests? 
Well, my interests lay in the indus-
tries of transportation, architecture, 
and urban planning. I’m a bit of a 
joker; you can probably tell from 

the writing, I’m sure. I like to keep 
things light around the discussion 
table with others; loosen things up 
with folks. I feel at the end of the 
day, people who tend to be coy are 
a little more comfortable opening 
up and presenting their ideas and 
comments to me. I usually jam it up 
with some mates weekly. We’re all 
amateurs, but we are able to listen, 
observe, and make connections to 
the tunes we play. I play keyboards 
with them. I used to also play with 
large-scale steel bands and compete 
against other large-scale steel bands. 
One time we won two competitions 
during the Caribana season of 2002. 
What a year that was…

My goals....I suppose to live the 
mediocre life.

Post-Secondary. Career. Pay off 
dues within a decade. Raise a fam-
ily. Run a mortgage twice or thrice. 
Maybe rinse and repeat.

Retire.
Oh c’mon, like you didn’t see that 

coming. Everybody’s doing it!
My dreams are too big for this 

article; my goals are too short for 
their own paragraph. As much as I 
have moderate concern for college, 
I’m sure I’ll have to do it again so I 
can end up walking into a wine and 
cheese party and tell folks where I 
studied, n’est pas? I’ve had issues 
figuring out what I wanted to do since 
I was in high school.

I’ve been asked, “Why did you 
decide to become involved with the 
magazine?” Well I was asked to, if 
you really want to know. I figured 
it would be worthwhile to describe, 
explain, and share experiences of the 
bleeding disorder through my eyes. 
What I went through, what I have 
seen, and what I could possibly add 
or suggest. I hope I have enough to 
get through the 2010 season, keep-
ing my contribution to the magazine 
lively. It sounds like it’ll be a lot of fun 

as we continue on with this periodical 
magazine, and I’m sure most of the 
team is looking forward to getting 
things started.

I am a patient on prophylaxis twice 
a week at St. Michael’s Hospital.

TCOR oversees things around 
here.

My name is D’Marc, and I am a 
Torontonian. Isn’t that something…?

Excuse me while I get typing for 
the next edition.

Keep the peace, and happy read-
ing, 
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my name iS Lex Cloete-Zito. I am 
16 years old and a Grade 11 student 
in Oakville, Ontario. Six years ago I 
moved to Canada with my parents 
and brother from South Africa. Soon 
after I arrived in Canada, I was diag-
nosed with von Willebrand Type 1, 
as I always bruised really badly and 
we could never figure out why. It was 
interesting to find out what caused 
my bruising and how we take for 
granted how our bodies work.

While I have von Willebrand Type 
1, I am really active and play foot-
ball and work out. It helps to know 
what is going on in my body, but it 
does not stop me from following my 
passion for active, sporty living. My 
other interest is lifeguarding and for 
this I have had quite a lot of first-aid 
training which is also helpful to me 
with my diagnosis. My goal is to com-
plete my studies and get a job with 

Marc Montminy

the police services as an officer. As I 
said, I am very active, and this career 
demands a healthy, fit lifestyle. It is my 
dream to participate in body building 
at a competitive level. I know this is 
hard, but I enjoy the challenge and I 
don’t mind working hard to achieve 
this. I work out at least five times a 
week and am disciplined about my 
routine.

My lifeguarding interest has result-
ed in me spending a fair amount of 
volunteer time at the local community 
centre pool and I have volunteered 
for the church. We had fun as a family 
manning a table at the Toronto Mara-
thon one year. That was really good 
fun! As an average 16-year-old, I enjoy 
hanging out with friends, playing 
football, street hockey, working out 
and playing a lot of X-Box. I have to 
fit in my schoolwork, though, to make 
sure that I get to pursue my goals.

I decided to become involved with 
the Hemophilia Society magazine as 
I benefited from the Society by at-
tending Camps at Wanakita and Just 
the Guys. My family and I have had 
some great outings with the Society. 
Also, the staff at McMaster Hospi-
tal, like Kay and Dr. Chan and Alex 
McGillivray, who I see once a year, 
are great. So I wanted to give back a 
little and let everyone know that my 
diagnosis was really an opportunity 
to meet great people and be a part 
of something bigger. I also see future 
opportunities to give back by becom-
ing involved more with the society, 
perhaps as camp counsellor and even 
one day when I am working in law 
enforcement.

While I know my bleeding disorder 
is relatively minor, I don’t allow it to 
get in my way. 

my name iS Marc and I have severe 
hemophilia A. I am 12 years old and 
am in Grade 7. I am an avid volley-
ball player and have played on the 
school team for the past three years. 
I just hook my medic alert bracelet 
onto my ankle so that I don’t lose 
it at any of the schools. I also go to 
volleyball camp every summer for 
two weeks. I played on the basketball 
team last year, but it was rough and I 
got bruised a lot. I also downhill ski. 
My family goes skiing in the Rocky 
Mountains each winter. I love the 
black diamond runs and the moguls 
the best (I’m sure that Dr. Chan won’t 
like to hear that), but I am always in 
control and I have an infusion every 
morning before going out skiing. 
I’ve also taken lessons in fencing, 
tennis, swimming, snowboarding 
and squash, but my favourite sport 
remains volleyball. 

I also enjoy music. I have been 
in musical theatre for the past four 
years. I’ve been in The Wizard of Oz, 
The Sound of Music, Sweeney Todd 
and this year it is Seussical. I got the 
lead role this year and we rehearse 
five to six hours every week. I play 
the trumpet at school and take guitar 
lessons.

Out of everything I have done, my 
biggest accomplishment was learning 
to infuse myself. I was afraid to do 
my own infusions. I thought that if I 
made a mistake that I would kill my-
self (you know, those tiny bubbles in 
the syringe), but I really want to go to 
a special camp at Queen’s University 
and to go I will need to infuse myself. 
That was my motivation to learn to do 
my own infusions. Kay Decker was a 
terrific teacher and really helped me 
with my fears. 

When I was younger there were 

times that I was upset that I had he-
mophilia. Now, it doesn’t bother me. 
It’s just the way I am. 
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Shaun Bernstein

SO i think it’S time that I tell you a little bit about myself. My name is 
Shaun Bernstein, and I am 22 years old. I live in Thornhill, which is a suburb 
just north of Toronto. I have my Honors BA from York in English and History, 
and I’m currently in a graduate program at Humber College for Journalism, 
which I’m in love with. It’s the hardest I’ve ever worked, but I wake up excited 
to go to class every day for the new challenges I’ll face. I also have a political 
blog I started recently, where I’m giving people a snapshot of what’s going 
on with Canadian politics, and I’m hoping it will brace me for a future as a 
political reporter. 

I’ve been called by people as “the guy Facebook was invented for.” I know 
a lot—A LOT—of people, and I’m incredibly lucky for it. I have some amazing 
friends whom I love spending time with and chatting with online when I can’t 
see them in person. I’m in journalism because I’m a natural interviewer; I’m 
at my happiest when I’m talking to people and finding out what they’re all 
about. I read a lot of biographies and interviews as well, really just because I 
love learning about people. 

My dream, ideally, is to become a political reporter in Ottawa, hopefully for 
the CBC or maybe The Globe and Mail. In a few months I’ll have to decide 
which stream of my program I want to move into, print or broadcast, and 
I honestly don’t know right now which one I’m going to choose. I’m most 
likely heading for print, because I’m concerned about the physicality of run-
ning around a control room, and travelling to locations to report when I’m 
just not physically able to, but that’s a debate I’ll be wrestling with for the 
next few months.

I have severe hemophilia with less than one percent factor eight, and I 
infuse every other day. This is the best regimen for my body; any less and I 
have breakthrough bleeding. My parents had been really active with the CHS 
when I was born. If you’re old enough, my mother helped assemble the binder 
that was used in the early ’90s, and my father did all the artwork for it. Yup, I 
was the freckly kid in all the graphics. My first acting role was in Hemophilia 
in Perspective, a documentary made by the Society in 1989 that actually won 
awards at film festivals (the director has gone on to win two Emmys and 
countless other awards). 

For the past few years I’ve been looking to get involved with the Hemophilia 
Society again, and I’ve found that Hemophilia Ontario is the perfect place to 
accomplish my goals. I never went to camp, and I wasn’t really into the guys 
retreats that were being offered. I’ve heard INCREDIBLE things about camp 
from everyone I’ve spoken to, and the same goes for the retreats. But my goal 
with the youth committee is to make sure we offer wide-ranging activities, and 
unique opportunities for getting involved, so that anybody who wants to get 
involved in the organization feels they have space to do so.

 I think the new magazine is a perfect place to start getting people in-
volved, and I’m really excited for what the new youth committee is about to 
accomplish. It’s our job to represent the young voices of people with bleeding 
disorders of Ontario, and we want to do this with as many young voices as 
possible, from all over the province. So if you’re reading this and you want 
to be involved, PLEASE contact me. As a journalist, I check shaunbernstein@
gmail.com about every seven seconds, and my response time is…well…it’s 
sad how fast I respond. Please get in touch if you’d love to help out with this 
new project, or even just to say hi.

I look forward to everything Hemophilia Ontario is going to accomplish in 
2010, and for many years to come. I’m just proud to be a part of it. 
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Central West 
Ontario 
Region Board 
of Directors 
Report

happy 2010 tO all! With the arrival of the New Year, there is also an 
arrival of fresh beginnings. This year the Central Western Ontario Region 
has a fantastic lineup of programs and events which include a Mother’s Day 
program, Father’s Day program, Summer BBQ, Golf Tournament, Camp 
Wanakita, Just the Guys Weekend, Couples’ Education program, and our 
annual Holiday Event.

More importantly, on Sunday March 14, we have our Regional Annual 
Meeting in which our Board of Directors is elected for the 2010/2011 year. 
The Board of Directors is responsible for helping to develop and assist with 
programs, educational events and fundraisers which many of you attend 
throughout the year.

The Regional Annual Meeting is the most important event of the year for 
our membership. As a member of the CWOR, the Regional Annual Meeting 
provides you with a unique opportunity to have your opinions and ideas heard, 
as well as vote for members you wish to see on your Board of Directors. The 
meeting offers you the opportunity to join the Board of Directors and give 
back to your community. You may be looking to be a member at large, or take 
on a more committed role such as Chairperson, Secretary, Treasurer, Program 
Chair or Fundraising Chair. Whatever your interests may be, I encourage you 
to join the Board of Directors in their efforts to provide support and raise 
awareness on bleeding disorders.

Over the holiday season, the CWOR Board of Directors’ Chair, Brad Bar-
bour stepped down from his position to better service Hemophilia Ontario 
by providing an excellent insurance program for the provincial organization. 
As a result of Brad’s resignation, the Board of Directors made the decision to 
nominate an interim Chair, Justin Terpstra, until the Regional Annual Meeting 
on Sunday March 14, at the Hamilton Arts Centre.

Please contact Alex McGillivray by phone at 905-522-2545, or by e-mail at 
amcgillivray@hemophilia.on.ca regarding programs, support, services and/
or questions you may have regarding the Regional Annual Meeting. 

CWOR’s Tree of Life Commemoration

History
When hiV/aiDS appeared in the early 1980s, the entire Canadian blood 
supply system was affected. Over the next years, HIV/AIDS had a huge im-
pact on the hemophilia and blood-transfused communities. With the advent 
of HIV/AIDS testing in 1985, it was recognized that a very high percentage 
of those with severe hemophilia and hundreds of others receiving blood or 
blood products had been infected.

More than 1,100 transfused Canadians were infected by HIV/AIDS, 700 of 
whom had hemophilia and other bleeding disorders. In addition, 400 other 
Canadians who were transfusion recipients were also affected for separate 
reasons including trauma, surgery, childbirth, 
cancer and other surgeries. Approximately 700 
to 800 people affected have passed away.

A much larger number of people—up to 
20,000—were infected with the hepatitis C virus 
(HCV) through blood and blood products before 
testing was introduced in 1990. The number of 
people who have died from hepatitis C-related 

Regional Spotlight

Central West Ontario Region
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liver disease caused by tainted blood 
is not known but could be in the 
thousands, and continues to rise.

The tainted blood tragedy is one of 
the worst public health disasters that 
Canada has ever faced.

Between October 1993 and No-
vember 1997, the Honourable Mr. 
Justice Horace Krever led a Commis-
sion on the Canadian Blood System.   
The Krever Commission report pub-
lished in 1997, provided information 
to the general public and brought 
awareness to this nationwide tainted 
blood tragedy.

Tree of Life
CHS has adopted the Tree of Life as 
a symbol to commemorate this trag-
edy. The tree is an important symbol 
in every culture; with its branches 
reaching into the sky, and roots deep 
into the earth, a tree symbolizes life.

For families who have lost a loved 
one, it can be a daily reminder that 
the person is not forgotten, that his 
or her memory lives on.

A tree lives through the four sea-
sons, and is constantly changing and 
growing. More and more, as the en-
vironment becomes a priority, trees 
are recognized as a symbol of health.

On October 27, 2009 a beautiful 
Sugar Maple Tree was planted at 
The Niagara Lions Club Community 
Park in Niagara Falls to commemo-
rate those who suffered during the 
Tainted Blood Scandal. The tree was 
planted along the memorial walkway 
in the park. I encourage all of you to 
get involved to help build a forest to 
commemorate those who died during 
this tragedy. 

Please contact Alex McGillivray at 
905-522-2545, or by e-mail at amc-
gillivray@hemophilia.on.ca. 

Comprehensive Care

Clinic Corner

Getting to Know Your Social Worker – An Interview with 
Linda Waterhouse MSW 

by Alex McGillivray, Regional Ser-
vice Coordinator

When did you first begin working 
as a Social Worker with the mcmas-
ter 3f hemophilia team?
Linda – I joined the pediatric hemo-
philia treatment team in January 1991.  
I knew nothing about hemophilia or 
the needs of patients and their fami-
lies. It was a huge learning curve for 
me. I walked into the clinic and the 
team, right in the middle of them deal-
ing with the aftermath of a number 
of the clinic’s patients, both pediatric 
and adult, being diagnosed with HIV 
and the team preparing for the various 
legal inquiries that would ensue as a 
result of the tainted blood scandal.  

What has been your most memorable moment in your role with the 3f 
hemophilia clinic team?
Linda – I would have to say working with all of the families and being able 
to watch the boys grow into adults. I am proud that some of these boys have 
also chosen to work in the hemophilia field. Other memorable moments are 
the advances in hemophilia care such as prophylaxis, as well as the cutting 
edge research that is being conducted.

What do you enjoy most about working as a Social Worker in hemo-
philia care?
Linda – I enjoy working with such a great team and being able to provide 
comprehensive care to families and individuals.

What do you feel are the most important practices for patients to main-
tain their own care?
Linda – I would stress for patients to be their own advocate, and for parents 
to be their child’s advocate when communicating with the health care team 
and the community about their needs. I would also encourage families and 
individuals to feel inclusive of the health care team and to provide pertinent 
information in order for us to provide the best possible care.

Do you have any goals or objectives for 2010?
Linda – One of the things I am working on with the Canadian Social Work-



14\ Blood Matters Winter 2010

CW
O

R ers in Hemophilia Care, is to have 
our Parents Empowering Parents 
(PEP) Program functioning. One of 
the objectives is to create a support 
group where parents can share their 
experiences.

as a Social Worker, what services 
can patients look to you for help 
with?
Linda – In no particular order, and 
not limited to these, some of the 
things I can assist with are: 
a) Support in coping with diagnosis
b) Accessing available community 

supports
c) Liaising with health care team
d) Providing Supportive counselling 

on an as-needed basis
e) Providing referrals to outside com-

munity agencies in the patient’s 
hometown.

now for some fun questions!  What 
are your hobbies and interests?
Linda – My passion and outlet for 
stress is running. I have run the 

“Around the Bay Road Race” three 
times, and I achieved my long-time 
goal of being able to complete a full 
marathon two years ago. I have also 
completed three half-marathons.  
I am also the proud supporter of 
two boys and their hockey dreams.  
Currently, I manage one of my sons’ 
teams!

Where is your favourite place to 
travel to, or a favourite place you 
visited?
Linda – Barbados was the best trip 
ever! I also love traveling to Hunts-
ville, Ontario in the summer and 
winter for family trips. I really enjoy 
the outdoors.

What is your favourite book?
Linda – I don’t even know if I have 
time to read! Ha ha! I currently read 
magazines and newspapers, but my 
favourite book as a child that got me 
interested in reading was Anne of 
Green Gables.  I really fell in love with 
reading after completing that book.

What is your favourite band?
Linda – My favourite band of the mo-
ment is The Stereos. I followed their 
story on Much Music and they have 
my complete dedication as a fan. I 
also really like Nickelback.

Many thanks are extended to Linda 
Waterhouse for taking the time to sit 
with me and complete this interview.  
It truly was a fun and memorable 
experience.

Linda Waterhouse is also the recent 
recipient of the Canadian Hemophilia 
Society’s Award of Appreciation. This 
award honours an individual who has 
demonstrated outstanding service 
to the care of people with inherited 
bleeding disorders over and above 
their responsibilities as a member 
of the hemophilia health care team. 
This person must have worked with 
patients with hemophilia and their 
families for a minimum of five years. 
Preference is given to an individual 
whose work has contributed to 
improving care and treatment on a 
national level through the CHS. 

The Hamilton Spectator, December 10, 2009 
McMAStER UnivERSity has created a new online course to educate health-care 
professionals and caregivers on bleeding disorders.

Emergency Management of Bleeding Disorders, an interactive online learning 
program, is designed to help health-care professionals recognize, diagnose and 
treat people with bleeding disorders in the emergency department.

It is free and available to all, including caregivers or people living with a disorder.
“Bleeding disorders, such as hemophilia, are quite rare in Canada, but they can 

be crippling and can be fatal if not identified and treated immediately,” Dr. Anthony 
Chan of McMaster University said in a statement.

The program, which officially launched today, was developed by the Division of 
e-Learning Innovation of the Michael G. DeGroote School of Medicine and leading 
Canadian specialists in bleeding disorders in emergency medicine, pediatrics and 
hematology, including Chan.

Available at ehemophilia.ca, the program reviews treatment guidelines and 
provides case studies as learning tools.

The online program was developed in partnership with the Canadian Hemophilia 
Society and with a grant from Bayer HealthCare Pharmaceuticals.

According to the Canadian Hemophilia Society, approximately one in 100 Ca-
nadians carry an inherited bleeding disorder gene, a genetic condition in which 
the blood does not clot normally. One of the most common bleeding disorders in 
Canada is Hemophilia A, which affects approximately 2,500 Canadians.

Symptoms of a blood disorder can include easy bruising, frequent nose bleeds 
or abnormal bleeding after surgery, childbirth or trauma. 

Compliments of: http://www.thespec.com/article/687912

McMaster 
unveils online 

hemophilia 
course
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What do Canadian Men Living with 
Severe Hemophilia Need to Know for 
Optimal Disease Management?

by Shannon Lane, MTRP Research Assistant

the mcmaSter tranSfuSiOn reSearch prOgram (MTRP) is em-
barking on an innovative two-part research study to explore, understand 
and assess disease knowledge in Canadian men living with severe hemo-
philia. Beginning in early spring of 2010, focus groups will be held online, 
in real-time, with individuals from three key groups: adult men with severe 
hemophilia and physician and non-physician health care professionals who 
provide hemophilia-related care. The adaptation of focus groups to the In-
ternet setting is a new and exciting methodological approach that will enable 
geographically-dispersed individuals to come together online to discuss the 
disease and treatment knowledge needs of people living with severe hemo-
philia. In phase two of the study, data gathered from the focus groups will 
be used to develop a questionnaire which will be distributed through the 
Hemophilia Treatment Centres across the country to men living with severe 
hemophilia. The survey will evaluate current knowledge levels and will high-
light gaps in knowledge; this information will be used to develop recommen-
dations for educational strategies and interventions that will help optimize 
disease management among Canadian men living with severe hemophilia. 

to learn more about this study please contact research assistant Shannon 
Lane at 905-525-9140 Ext. 21788 or e-mail lanesj@mcmaster.ca. 

Travel Tips

be Sure tO haVe safe travel plans in place such as the Bleeding Disorder 
Clinic location for the place(s) you are traveling to. These can be found at 
www.wfh.org/2/8/8_1_Passport_Directory.htm.

Remember to carry your current wallet card. It 
is important to attend your annual review appoint-
ment with the clinic to ensure that your wallet card 
is kept up to date.

If you are going to be flying and are carrying fac-
tor concentrate, be sure to contact the clinic well in advance for your travel 
letter. The clinic has followed the advice of Transport Canada in composing 
the travel letter and it is designed to expedite your airport screening pro-
cess. However, it is advantageous to always check prior to your flight for any 
changes in regulations. 

The following websites can be helpful:
•	 Transport	Canada:	http://www.tc.gc.ca/en/menu.htm
•	 Canadian	Air	Transport	Security	Authority	(CATSA):	http://www.catsa-

acsta.gc.ca
Please Note: Factor concentrate must be carried on Board in proper cooler 

containers and never packed with your luggage so as to avoid any loss and 
also to maintain proper temperature control. 

Should you require any more information or assistance, the CWOR office 
now has a Travelguide for People Living with a Bleeding Disorder. 
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Moving on Without a Port

by Leslie and Jesse Bauman

Please note that the opinions, beliefs, and stories shared in this section be-
long to the author, and not to Hemophilia Ontario – Central West Ontario 
Region

Our time with our 6-year-old son, Jesse, having a port-a-cath was coming 
to an end. I knew this day would come, but I still had a mixture of feelings 
about this new endeavour. I was nervous about the port removal surgery, 
but I knew it was time and for the best. We have five children, of which our 
two boys have severe hemophilia and treating them both in their ports was 
time consuming. I wasn’t sure how the training would go. It’s one thing to 
practice on your spouse, a different story when it’s your child. I just kept 
thinking how I didn’t want to do this. So all I had left was faith in God that 
he would carry us through. 

And He did. He brought us through with Dr. Walton and his team—Dr. 
Chan, Kay, Rebecca, Theresa—and many other wonderful health care workers. 
Kay and Rebecca were wonderful encouragers who guided us in every step 
of our training. Soon we were given the go-ahead to continue his treatment 
at home on our own.

Not to say we didn’t have our ups and downs. A few weeks into our train-
ing Jesse started to have anxiety over the thought of the needle. It became 
harder and harder to get him to sit still and give us his arm so we could treat 
him. We tried different ways to help him work through this. We sang, talked to 
him, and tried reading to him. Sometimes he would hold my cross necklace. 
We continued talking to him throughout the weeks. We asked him what he 
thought might help. We continued to make suggestions and listened to him. 
Thankfully he came to the realization that if he allowed us to read to him, to 
help take his mind off the needle, it didn’t hurt so much.  This was a big step. 

Many months later we are at the point where Jesse can look at a book while 
one parent treats him. We make sure he has his book, a cushion, and the table 
is set up so he can turn pages with the arm not being treated. I am so proud 
of him in this journey. 

This is what Jesse wanted to tell other boys getting ready to have their port 
taken out. 

1. When I got put to sleep at the hospital, to have my port taken out, it 
didn’t hurt.

2. The hospital has to keep your port, you can’t take it home.
3. It is much faster to have your medicine done in your arm.
4. It doesn’t hurt after you get used to it.
5. I like to look at a book when my mom or dad does my medicine.
6. Now my mom and dad are better than Kay (sorry Kay!) 

Best wishes,
Leslie and Jesse 
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Programs

A Magical Holiday Event!
Horse drawn carriages, log cabins, jingle bells, and tHe smell of 
sweet maple syrup are only a few of tHe HigHligHts from cwor’s 
2009 Holiday event.

by Alex McGillivray, Regional Ser-
vice Coordinator

fOrty familieS gathered together 
to celebrate the season at Mountsberg 
Conservation Area’s Christmas Town. 
This year’s activities included a pan-
cake lunch with homemade maple 
syrup from the sugar bush, jingle 
bell craft project, cookie decorating, 
storytelling and a surprise visit from 
Santa and Mrs. Claus. 

Families and children also had 
a chance to play an interactive and 
surprisingly competitive game of 
Jeopardy with physiotherapist Cecily 
Bos and Regional Service Coordina-
tor Alex McGillivray. The categories 
which had the children buzzing in to 
answer included Bleeding Disorder 
Care, Muscles and Joints, Sports, 
Famous People, and Service Provid-
ers. Everyone had a blast playing this 
great trivia game.

Families had an opportunity to 
bond through interactive activities 
as well as outdoor enjoyment. Many 
of the families said that the day 
was “magical.” Sincere thanks are 
extended to the Sutton family who 
volunteered their time on the day of 
the event to make sure everything 
went off without a hitch. Thank you 
to everyone who participated and 
I’m looking forward to next year’s 
event! 

Photos, from top: Alan Sutton, CWOR 
Treasurer, decorates his cookie • The Bauman 
kids enjoy a visit with Santa and Mrs. Claus 
• Michael Wilson and daughter Jacalyn, 8, 
enjoy their time together.
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the central WeSt regiOn of Hemophilia Ontario is proud to present 
the Liam Barbour Scholarship Award. This scholarship is possible through 
the generosity of the Barbour Family and the proceeds from the Annual Liam 
Barbour Charity Golf Classic.

The Liam Barbour Scholarship Award will offer a $500 award to any affected 
member for their first year of post-secondary education. This amount is to be 
evaluated on an annual basis, and based on the amount of funds raised by the 
Liam Barbour Charity Golf Classic for as long as it exists.

Scholarship Requirements
•	 To	qualify	for	this	award,	the	applicant	must	be	residing	in	the	Central	West	

Region, be an active member of the Central West Region, and be recognized 
by their individual disorder. 

•	 The	applicant	must	provide	proof	to	the	Central	West	Region	of	their	en-
rollment at a post secondary institution.

•	 CWOR	and	its	Board	of	Directors	have	been	empowered	with	the	disburse-
ment of funds on an annual basis. The award will be paid in/around the first 
week of October of the first year the student is enrolled in post secondary 
education.
The deadline for receipt of scholarship applications is Sunday, August 1, 

2010. Faxed or late applications will not be accepted. 

For more information, to obtain a Liam Barbour Scholarship Award applica-
tion, or to mail your completed application, please contact Alex McGillivray 
– Regional Service coordinator, 10 George St., Office 19, 4th Floor, Hamil-
ton, On L8P 1c8; 905-522-2545; E-mail: amcgillivray@hemophilia.on.ca. 

PROGRAM/EVENT EVENT DATE DESCRIPTION GOALS AND OBJECTIVES

CWOR AGM March 14 To elect new Board of Directors for 2010. To conduct the first Board meeting of 2010 
and to give membership a voice—ask 
what members want in terms of program-
ming, education, support and advocacy.

World Hemophilia 
Day 2010

April 17 To raise awareness and funds for 
Hemophilia Ontario (provincial)/CWOR

To provide awareness to the general public 
and to raise funds regionally/provincially.

Mother’s Day 
in May

May 1 An educational and bonding experi-
ence for our female membership.

To provide an educational workshop for 
mothers, daughters, grandmothers, aunts, 
and female role models—to learn a skill.

Biking to Stop 
the Bleeding

June 5 To raise awareness and funds for 
Hemophilia Ontario (provincial).

To provide awareness to the general 
public and to raise funds for research.

Father’s Day 
in June

June 6 An educational and bonding experi-
ence for our male membership

To provide an educational workshop for 
fathers, sons, grandfathers, uncles, and 
male role models—to learn a skill.

Summer BBQ June 26 Education and Networking 
for new and old families

To provide membership an opportu-
nity to meet other individuals and fami-
lies with similar conditions. Encourage 
networking and mentoring.

Events Calendar
Please note that dates listed are tentative. Information will be forwarded to your atention as soon as dates are confirmed. We 
encourage you to share any ideas you may have on speaker topics and programs. Contact Alex McGillivray, Regional Service 
Coordinator, 905-522-2545 or amcgillivray@hemophilia.on.ca.
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Lions Club 
Canada Day 
Carnival

July 1 To raise awareness and funds 
in support of CWOR.

Funds are to be used towards 
regional programming.

Liam Barbour 
Charity Golf 
Classic

August 16 To raise awareness and funds 
in support of CWOR.

Funds are being used to support a scholarship, 
welcome basket, and regional programming.

Just the 
Guys, 2010

September An educational weekend for fathers/
male role models and their son(s)/
child(ren) that encompasses a camp-
ing experience and education.

Father-son bonding, networking between 
families, new youth volunteer posi-
tion to encourage continued involve-
ment of youth over the age of 17.

Couples’ Program October 16 An event for couples to learn about 
how to deal/cope with the stresses 
that may affect their lives.

To provide an opportunity for couples to 
bond, and to learn about stress relief.

Holiday Party 
2010

Nov/Dec Education and Networking. To provide membership an opportunity to 
meet other individuals and families with 
similar conditions. Encourage networking.

Wanakita 
Registration 
Program

December An information event to pro-
vide parents and potential camp 
participants with support.

To leave parents with a sense of ease in 
sending their kids to camp. To encour-
age youth to attend camp in the future.
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Teresa Genereux, Regional Service 
Coordinator

705-966-3957; E-mail tgenereux@
hemophilia.on.ca

thiS laSt year has been an amaz-
ing year for NEOR. Many changes are 
happening to our region, clients, and 
the general public in helping raise 
the awareness of inherited bleeding 
disorders, as well as the awareness of 
HIV/AIDS and Hep C in several of our 
schools. We have had many achieve-
ments and continue to raise the bar. 
This year brings new and exciting 
adventures. 

In February we are attending our 
second annual Winter Carnival in 
Levack/Onaping. We have introduced 
the Spin and Win Wheel, as well 
as selling our new product of key 
chains and necklaces. Thanks to my 
volunteer (Kaitlynn McDonald) for 
her many hours of hard work in mak-
ing this possible. Many thanks go to 
Lorissa McDonald for being the Bon 
Homme once again this year, passing 
out candy to the children as well as 
the sleigh rides and curling with the 
children. This year we have a new 
volunteer helping with the carnival. 
Cassie Green will help Kaitlynn and 
Lorissa with the Spin and Win Wheel 
as well as the sales of charms and 
passing out information on bleeding 
disorders.

We look forward to our second 
annual Walk-a-Thon in April. We will 
start this off with a prize for the most 
pledged in all areas. We will then have 
a BBQ, tulip and keychains sales, as 
well as giveaways with the Spin and 
Win Wheel. Last year Mayor John 
Rodriguez of Sudbury proclaimed it 
World Hemophilia Day, a very proud 
day for all. I hope to get North Bay, 
Timmins and Sault Ste. Marie in-
volved in a walk in their own com-
munities. 

p It was a proud moment for residents in Levack/Onaping Falls on January 2, 2010 as they 
passed the Olympic torch in Onaping at 8:57am in -38ºC weather.

p The Winter Carnival provides family fun for everyone. L to R: XXX 

North Eastern Ontario Region
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Comprehensive Care

Clinic Corner

May is approaching fast. Please watch 
for updates. We hope to have a fam-
ily evening afterwards as well as an 
educational talk about our bleeding 
disorders and concerns.

p Annual Walk-a-Thon held each year 
in April raises community awareness and 
funding for bleeding disorders.

u World Hemophilia Day—L to R: XXX



Clinics aren’t so bad. L to R: XXX
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Membership/Volunteer Information

Two Members’ Stories

Dear Readers:

i am Starting this off as a parent’s 
journey with Von Willebrand Disease 
and ending as a Regional Service Co-
coordinator for Hemophilia Ontario.

My name is Teresa Genereux. I 
am married and have three beautiful 
daughters. My oldest daughter is my 
step-daughter and does not have this 
disorder/disease. Since the birth of 
my first child Kaitlynn, things were 
different. She was a happy child, 
but she bruised easily and had many 
major nose bleeds. It seemed that I 
was at the hospital weekly with a new 
bleed and major bruising. We were 
not aware at the time of a history of 
bleeding disorders in either family, 
so when the question was asked “is 
there a history of bleeding in the fam-
ily, the answer was always no. By the 
time Kaitlynn was 4 years old, she had 
had her nose cauterized nine times. 
As a parent, I could not continue to 
have the cauterizing procedure per-
formed on my young child, so I dealt 
with the nosebleeds, bruising and 
bleeding after injuries and surgeries. 
She had two blood transfusions and 
still no one looked into what was 
wrong. We felt very alone. I continued 
on as a single mom with two children 
who had nose bleeds and bruises. I 
was told it was normal and that they 
needed to be more careful.

After many years of dealing with 
the bleeding and bruising, my worst 
nightmare as a parent happened. The 
school called and told me that Kait-
lynn was enroute to the hospital and 
she was hemorrhaging. No one knew 
what was going on and the doctors 
did the best they could. However, 
because there was no known history 
of a bleeding disorder, it was not 
investigated. Kaitlynn was referred 

to a gynecologist, who did a simple 
blood test and unfortunately it was 
positive for Von Willebrand Disease. 
As a parent, I felt guilty and ashamed. 
How could I do this to her? However, 
the doctor soon reassured me and 
referred us to a Hematologist. Since 
then the medical team have been our 
guardian angels! I felt reassured that 
after all these years, it was not just a 
voice in my head—there actually was 
something wrong.

We met with our Hematologist, 
Dr. Gill, and his staff at the hospital, 
who also became our angels. The 
treatment was so easy and simple. 
My youngest daughter and I had to 
be tested. I was negative, but Lorissa 
was borderline and would have to 
be retested in a year. We thought 
we were safe. As a parent, I did not 
think I could have two children with 
this disorder. Oh, how wrong I was! 
I now had two children with Von 
Willebrand Disease. Although better 
prepared and knowing what to do, I 
thought in the back of my mind that 
I was a failure. Betty Ann, the nurse 
at the hospital, was my rock, and to 
this day I still count on her for sup-
port. Betty Ann has taught me how 
to teach and support my children 
with this disorder, as well as teaching 
them as young adults to be their own 
advocates.

In October 2008, when we were at 
a clinic, I had the opportunity to meet 
Heather Heagle, Executive Director 
of Hemophilia Ontario. For those 
who do not know Heather, she is a 
bubbly person who won the heart of 
my youngest daughter Lorissa. At that 
time Heather approached me at the 
clinic and we had a chat. A few weeks 
later, I received a call from Heather 
asking if I would be interested in a 
position with Hemophilia Ontario. 
It was a chance of a lifetime—to be 
able to work from home and have 

Nurses’ Corner

An Exciting New 
Product—The Hemcon 
Bandage
The hemcon bandage has been used 
successfully on patients taking blood 
thinners, patients experiencing cer-
tain trauma and people with bleeding 
disorders. The product is safe, easy to 
use, and comfortable for the patient. 
The hemcon bandage is effective in 
controlling bleeding and limiting  
blood loss. The hemcon dressing 
seals the wound with a protective 
layer. It may be used in dental sur-
gery as well as in situations where 
rapid control of bleeding is critical. 
The bandage dressing is available in 
various sizes. The price varies accord-
ing to size of dressing and quantity 
ordered. The dressing is now being 
shown in hospitals, however, it is 
not yet available in pharmacies. As a 
new product it is not yet on a list for 
insurance coverage. Stay tuned for 
new info at our fall clinic. 

Brenda Bishop RN  

May 17 is Hep C day and I will be 
working with the Access Centre in 
Sudbury as well as in the schools 
with presentations about Hep C and 
prevention. 
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the privilege of helping other families 
with similar experiences to my own, 
I jumped at the opportunity.

A new journey had begun in my 
life. I began helping others while rais-
ing public awareness in our Northern 
Community. 

This last year, there have been 
many achievements in the North East 
Ontario Region and I look forward 
to continuing on this venture and 
raising the awareness of inherited 
bleeding disorders. 

Teresa Genereux
Regional Service Coordinator, 

NEOR

Dear Readers,

i am happy to tell you that my life is getting easier. Having a child is never 
simple, but having a baby when you have an undiagnosed bleeding disorder 
is a whole new kind of hard.

My name is Brenda Cheiner. Ever since I was a child, I’ve known that I’m a 
carrier of Hemophilia A. Like so many other carriers, I’ve lived with the symp-
toms of a bleeding disorder—heavy bruising from minor thumps, prolonged 
bleeding after seeing the dentist, and periods that last up to three weeks. 
What I did not know until very recently was that I’m not only a carrier: I am 
in fact living with Hemophilia A.

While I’ve managed the symptoms my whole life without treatment. This has 
not been without difficulty. Three years ago, I had a beautiful baby boy, Jesse. 
When I found out I was pregnant, I didn’t understand the challenges of hav-
ing a child with a bleeding disorder. I also was not in touch with Hemophilia 
Ontario or the Canadian Hemophilia Society. But I knew that I was a carrier, 
and I wanted what you or anyone else would want for your child—the best 
start you can give them. I went for genetic counselling, had my DNA tested, 
and started planning to bring Jesse into this world—safely.

Unfortunately, none of these tests revealed that I was anything more than 
a carrier. So when I started to bleed internally, I thought I was having a mis-
carriage. I did know that I was bleeding because of an undiagnosed disorder. 
Three days before we were going to test the genes of my baby, they did an 
ultrasound. The baby seemed fine, and my baby was left untreated.

During my pregnancy, they did not test my factor levels. This might seem 
like an obvious step to you, but you need to understand—the amount of 
knowledge you have as you read this was much more than I had at the time. 

Simply by being connected with He-
mophilia Ontario and the clinics they 
have helped to create the opportu-
nity you have to be able to advocate 
for your own care. I didn’t have the 
knowledge to do that.

I wish I had known then what I 
know now.

As Jesse prepared himself to be 
born, we prepared for the delivery of 
a baby that might have a bleeding dis-
order, by a mother who was, as far as 
we knew, a symptomatic carrier. That 
meant no epidural, no episiotomy, no 
forceps and no suction to assist birth. 
Despite all of our preparation, things 
were busy on the day of delivery, and 
not all things went according to plan. 
They gave me an epidural, an episi-
otomy, and they used suction as well. 
After his birth, I was left waiting for a 
couple hours, still bleeding, while the 
doctors took care of twins being born 

q Brenda and XXX
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would have happened if I had been 
diagnosed earlier.

Once my son was born, I was 
told by my doctor that his test for 
hemophilia would take six months. 
Can you imagine having to wait that 
long to learn about something like 
that? Fortunately, I had made contact 
with the clinic in Sudbury by then, 
and the nurse there did the test. We 
had to wait a few days—my son was 
diagnosed with severe Hemophilia 
A. If you are a parent of an affected 
child, you know what I was going 
through. I faced a whole new set of 
challenges. Not only did I have a lot 
to learn about caring for my son, and 
I also had to deal with some serious 
emotional issues.

We made our first visit to the ER 
when my son was three months old. 
Jesse was an active baby, and hurt his 
ankle kicking in his crib. His veins 
were so tiny the nurse couldn’t find 
them. After many attempts by differ-
ent nurses, his little vein collapsed. 
Everything worked out in the end, but 
this was only the first of many visits.

I had so much to deal with—so 
much to learn, and so much fear, 
confusion and worry to cope with. I 
barely had the time or energy to reg-
ister the fact that I was still bleeding 
from childbirth four months later.

Despite this, and many trips to 
different hospitals over the first three 
years of my son’s life, I managed to 
devote some time to my own health 
issues. After years of living with the 
symptoms, I was finally diagnosed 
with Hemophilia A, just a few months 
ago. You might think this would make 
things easier, but in so many ways it 
has made my life more complicated.

Women express Hemophilia dif-
ferently than men, and this has made 
treatment difficult. I put as much 
time and energy into my own care 
as I could, while still caring for Jesse. 
I have had some success in treating 
my disorder, but overall I felt very 
discouraged. No health care profes-
sional I worked with seemed to know 
how to treat my condition.

When I was invited to attend a He-
mophilia Ontario educational event, 
things started to get better. Betty 
Anne Paradis, the nurse coordina-
tor at the clinic in Sudbury, invited 
me to attend the Women’s Wellness 
Weekend (W2) in Kingston, hosted 
by Hemophilia Ontario. This event 
gave me an opportunity to meet ex-
perts from across Ontario, as well as 
other women who are living with the 
same condition. My outlook changed 
completely. When I went to the event 
I was feeling hopeless, I would never 
be able to manage my condition. 
When I returned home, I was filled 
with hope and joy.

I am now connected with an ex-
pert who has agreed to help with 
treatment of my rare disorder and 
related health complications. I also 
know others I can talk to—people 
who know what I am going through 
because they’ve been there before. I 
can’t tell you the difference this has 
made in my life. I feel like I have to do 
something to reach out to other wom-
en who are coping with a bleeding 
disorder which they may not know 
that they have. No one should have to 
face these challenges alone. Toy and I 
need to do something to reach out to 
them. Every year, Hemophilia Ontario 
reaches out to those struggling with 
an undiagnosed bleeding disorder, 
by providing people like me—people 
who have just learned about their 
bleeding disorder, people looking for 
help—with the resources they need. 
For someone living in a remote area 
this connection is even more critical.

By making a donation today, you 
are changing a life. You are giving a 
new mother reassurance by connect-
ing her to families that have made it 
through this before. You are giving 
a child autonomy by teaching him 
how to self-infuse. You are giving 
an undiagnosed woman or man the 
knowledge needed to cope with their 
condition,

Most importantly, you are giving 
hope. 

Brenda Cheiner

Programs

HIV/AIDS News
On WOrlD’S aiDS Day, December 
1, 2009, Access AIDS Network held a 
breakfast at the Howard Johnson Ho-
tel in Sudbury. I had the opportunity 
to meet and see many new faces. Ms. 
Cameron, a beautiful, strong young 
lady, talked about living with and be-
ing affected with HIV, along with her 
struggles in her own life living with 
this disease. She truly touched all of 
our hearts.

I am very proud of our commu-
nity and the awareness that the Ac-
cess AIDS Network (Vicki Kett) has 
achieved in the Sudbury Region and 
happy to be a new member on the 
Haven Program Committee. Our next 
meeting will be held in May.

On March 23-24 Access AIDS Net-
work will hold a Conference called 
“Opening Doors.” This year’s con-
ference will be all about renewing 
the energy, motivation and stamina 
of people infected and affected with 
HIV/AIDS, social workers and other 
professionals. 

Resource Development

Interested in Fundraising?
Got some new ideas?
The North Eastern Ontario Region 
has several fundraising initiatives 
throughout the year. If you are 
interested in attending, hosting or 
volunteering for the Red White & You 
Event, your own fundraiser, or have 
ideas for an event, please contact the 
NEOR office – Teresa Genereux at 
705-966-3957, or E-mail tgenereux@
hemophilia.on.ca with your ideas. It 
would be great to hear from you. 
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Regional Spotlight

in December 2009, Hemophilia Ontario had a booth at Arthur Street 
MarketPlace, where we handed out information and had a gift draw for three 
lovely Christmas baskets. Congratulations to our three winners, Nora, Mandy 
and Susan!  A special thank you to the staff at Arthur Street MarketPlace, and 
a big thank you to everyone who purchased tickets for the Gift Basket Draw.   
We raised $52. 

This was a great opportunity for us to meet some new faces and for the 
community to meet us.

The Arthur St. MarketPlace booth was a great opportunity to have a visible presence in the 
community. XXX greeted visitors on behalf of NWOR.

hemOphilia OntariO—North-
western Ontario Region (NWOR) is 
located in Thunder Bay and stretches 
from the Manitoba border to Minne-
sota and to the Northeastern Region 
of Ontario. We provide a variety of 
services and programs to those who 
are affected by hemophilia, von Wil-
lebrand’s and other bleeding disor-
ders, as well as providing support and 
information to their families.

For information, please contact 
Sylvia Storozuk, Regional Service 
coordinator 1-866-545-1647; or E-
mail sstorozuk@hemophilia.on.ca.

2010 Services & Programs
•	 Wanakita—A	great	summer	camp	

where kids can have fun and learn 
about their disorder, with an en-

couraging staff of nurses, and past 
campers who have “been there;” 

•	 Community	 presentations	 for	
agencies and groups;

•	 Social	Awareness	Events—Pancake	
Breakfasts, Health and Volunteer 
Fairs, etc.;

•	 Commemoration—October	 27,	
Candlelight Vigil, Tree Planting;

•	 Participation	 in	 two	 clinics	 per	
year at the Thunder Bay Regional 
Health Sciences Centre (May and 
October);

•	 Information	and	Resources;
•	 Support;
•	 Volunteer	Training;	
•	 Fundraising	 (Making	 and	Selling	

Purse and Key Charms, Raffles, 
Social Events, etc.);

Our theme fOr 2010 is “Commu-

nity Awareness.” It’s a common myth 
that our primary client is someone 
with hemophilia. That was true 20 
years ago. Today, our primary client 
is someone with von Willebrand’s 
disease. With the highest rate of von 
Willebrand’s being in Northwestern 
Ontario, it also seems to be the 
best kept secret around! Testing is 
imperative to people receiving early 
treatment. But people need to know 
what the symptoms are in order to 
be tested. 

When we host a booth or event, 
we are always asked what are the 
symptoms of von Willebrand’s. Peo-
ple can only make a connection to 
their health issues when they have 
the information. Most of the time, 
they never connect their bruising or 
heavy periods to a blood disorder. 
It’s dismissed as their “poor luck of 
the draw.” 

Northwestern Ontario has long 
been established as a community 
that pulls together to meet needs or 
get a job done. Like isolated farm-
ers, we turn to our neighbours—to 
each other—for assistance. This year, 
Hemophilia Ontario is turning to 
Northwestern Ontario for assistance  
in getting the word out. If you have a 
few extra hours a month and would 
like to volunteer, or just want to join 
in for the fun of it, please contact 
me. 

Sylvia Storozuk 

extra kuDOS to our volunteers, 
Kathleen and Ken, who spent their 
Sunday morning on December 20, 
2009, in the midst of a big snowstorm 
in Thunder Bay, setting up our Christ-
mas Tea. 

Those of us who were able to at-
tend the Tea enjoyed a very pleasant 
and relaxing afternoon, which was 
a welcome change from the hustle 
and bustle of the shopping season! In 
addition to the many cultural Christ-
mas pastries and treats we sampled, 
we also had the opportunity to taste 
several different teas that we don’t 
normally have a chance to try. They 
were delicious! 

North Western Ontario Region
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Ken and Kathleen – A storm couldn’t stop them from working at the Christmas Tea.

Comprehensive Care

With the rate of von Willebrand’s Disease so high in Northwestern 
Ontario, we are fortunate to be one of the communities with a Hemophilia 
Treatment Clinic. The Thunder Bay Regional Health Sciences Centre holds 
two clinics each year, one in the Spring and one in the Fall. These clinics 
are open to patients and their families and offer a wealth of information. It’s 
also a place where adults and children can meet other people who deal with 
the same issues. Karen Roberts, the Nurse Coordinator for the Hemophilia 
Program at the Regional Hospital, is happy to answer any concerns you may 
have. You can reach Karen at 807-684-7251 or robertka@tbh.net. 

von Willebrand’s Disease—A Shared Blood 
Disorder
SOmetimeS, Our animal frienDS have the same diseases and illnesses 
that we have. For example, von Willebrand’s Disease is currently the most 
commonly inherited blood disorder in dogs. While dogs of any breed or 
mixed breeds can have it, it seems particularly prevalent in breeds such as 
Shepherds, Retrievers and Terriers, among others.

In a way, this can be beneficial for both man and beast.It can mean that 
both the medical and veterinary fields are doing research in the same areas to 
find a cure for the same problem. Humans may use cures found for animals 
and vice versa. For example, veterinarians have developed a new blood test 
that measures very small and very large amounts of vWF with great accuracy. 
While it’s not a cure, such developments may be helpful to humans.

Currently, there is no cure for von Willebrand’s Disease in either humans 
or animals, but with treatment it can be managed. 
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Membership/Volunteer Information

a VOlunteer fair was held at Con-
federation College in Thunder Bay, on 
January 27, 2010. The Regional Coordi-
nator and a volunteer were there to give 
out information and help get volunteers 
started.    

Our first monthly Volunteer Com-
mittee meeting was held on February 
8, 2010. Membership with Hemophilia 
Ontario is always welcome and always 
available. There are no barriers to 
membership or volunteering with us. 
If you’re interested in volunteering in 
Northwestern Ontario, or simply want 
to join as a member to receive updates 
and be included in events, contact Sylvia 
Storozuk at 1-866-545-1647, fax 1-866-
545-1648, E-mail sstorozuk@hemophilia.on.ca. 
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Ottawa & Eastern Ontario Region

Regional Spotlight

Officers and Staff

Jennifer Lelievre, Chair
Jamie Villeneuve, Vice Chair
Bruce Myers, Treasurer
Steve Van Dusen, Secretary
Trevor Sauve, Youth Chair
Nigel Gocan
Jennifer Van Noort
Brian Van Dusen

Colin Patterson – Regional 
Service Coordinator
2445, boul, St. Laurent, 
Ottawa ON, K1G 6C3 
613-79-3845
cpatterson@hemophilia.on.ca

Message from the Chair
it iS the beginning of a new year, a new decade, and time for new reso-
lutions.

We at OEOR are excited about this new combined provincial newsletter, 
and its potential to pull the province together as a single voice and resource 
for the bleeding disorders community.

 The OEOR (Ottawa and Eastern Ontario Region) encompasses a large area.
Our region is approximately located in the area defined by the Ottawa River 
to the north, the town of Deep River to the west, the Quebec border to the 
east and the St. Lawrence River stretching to Kingston in the south. If your 
treatment center is one of the Ottawa General Hospital (OGH), The Children’s 
Hospital of Eastern Ontario (CHEO) or the Kingston General Hospital, then 
you are part of OEOR.

Our Regional Service Coordinator is Colin Patterson. At his office on St. 
Laurent Blvd., he has a vast supply of educational resource materials available 
for distribution, and if he doesn’t have the answer to what you are looking for, 
he will help you find it. He can be contacted at 613-739-3845 or cpatterson@
hemophilia.on.ca.

We have a regional Board of volunteers who brainstorm to plan and orga-
nize local educational and social events, including the Annual Shawn Duford 
Golf Tournament for Hemophilia, which is our major fundraiser/social event 
of the year.

Each year in March we hold our “general membership” meeting at which 
time a new Board is elected for the new fiscal year. This year’s meeting will 
be held on March 28, 2010. We are always looking for new volunteers to join 
the Board and share their talents and ideas. Our biggest challenge is to find 
out what you, our members, would like us to do for you. Keep in mind our 
mission statement—“to strive to improve the health and quality of life for all 
people with inherited bleeding disorders and to find a cure.”

You don’t have to join the Board to get involved. You can volunteer to help.
Perhaps you have some ideas for a social, educational or fundraising event.
Contact Colin and we will get back to you. Make it your New Year’s resolution 
to be involved. 

Jennifer Lelievre (Chair OEOR)
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Membership/Volunteer Information

“Volunteers do not necessarily have 
the time; but they sure have a lot of 
heart!” – Unknown Author

the OeOr Simply cOulD nOt run without a dedicated army of almost 
50 volunteers!  

Volunteers are enthusiastically involved in a number of our key initiatives 
including our summer camp, annual golf tournament, AGM, programs com-
mittee, holiday party and many other activities held annually to raise aware-
ness and funds. 

With a good mix of Board members who have been involved for as long as 
20 years and a few new faces, the members of the OEOR Board share a deep 
commitment to the organization and the Ottawa community.  

Our energetic volunteers did everything from managing contests on the 
golf holes to selling raffle tickets to ensure the 15th Annual Shawn Duford 
Golf Tournament for Hemophilia was a success. And it was indeed a success, 
raising over $25,000!

At our summer camp, a dedicated and knowledgeable group of volunteers 
provided invaluable resources and comforting support as well as many fun-
filled activities intended to raise awareness, demonstrate self-infusion and 
encourage children and parents.

Our volunteers eagerly share ideas for new programs and help out where 
they can to ensure success. More than 400 children, youths and adults in our 
community have a bleeding disorder. They rely on the Region for advocacy, 
education, programs and services, financial and moral support. We simply 
could not offer these services or this level of support and awareness without 
the help of our volunteers.  

Those who can, do. Those who can do more, volunteer!
To all of our volunteers, we salute you! 

In Memory – John Wilson
 

It is with sadness that we advise our members of the passing of John Wilson 
on Thursday August 27, 2009 at the age of 62. John was a founding member 
of the Ottawa and Eastern Ontario Region and served as Chairperson for 
many of the early years. John was a dedicated champion for our consum-
ers that were affected as a result of the Blood Tragedy. John leaves behind 
his wife, Gudrun Klingelstein. The donations that were received allowed 
the Board to purchase a certificate in John’s memory with the Hemophilia 
Research Million Dollar Club.

Shawn Duford 15th Annual 
Golf Tournament

 
OEOR HAD A GREAt tURnOUt for our 
15th annual golf tournament in honour 
of Shawn Duford who had started the 
tradition.

 This is a fantastic and fun tourna-
ment with many extras that other golf 
tournaments do not have. We make it 
educational as well, with questions on 
bleeding disorders at each golf tee-off.  
There are many extra activities to allow 
the golfers to have fun and contribute 
to this worthwhile event.

 This year was the best ever and we 
hope it will keep growing.  With the help 
of our sponsors and volunteers, this has 
become our major fundraising activity 
and would be difficult to replace. It does 
take a lot of work by the organizers year 
round, but everyone agrees that it is well 
worth the effort.

 Our next event is planned for the 
2nd Saturday of August.  Mark August 
14, 2010 on your calendar. 

OEOR Golf Committee 
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Holiday Party

the recent OeOr Holiday Party 
was a terrific success. We had a fantas-
tic turnout of families, volunteers and 
members. Thanks to all who braved 
the snow to come out and spread the 
holiday cheer with us.  

The OEOR Holiday Party was jam-
packed with holiday music, food and 
crafts. The organized games were so 
much fun that even the adults could 
not help but get involved. We were all 
surprised when a special guest made 
it to our party from the North Pole.  
He had a bag full of great presents 
for all the kids at our party. Thank 
you Santa!

The OEOR Board would also like 
to thank all the volunteers for help-
ing to organize the party and the 
Ottawa Police Service for the use of 
their hall. 
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PROGRAM/EVENT EVENT DATE

Board of Directors Meeting February 24

HOY Winter Camp February 26-28

Regional Annual Meeting/Bowling March 28

First Meeting of New Board April

World Hemophilia Day Event April 17

Hemophilia Ontario Annual General Meeting April 24

First Meeting Web Cast Pilot Project April-May

World Hepatitis C Day May 19

Hemophilia Ontario Newsletter May

Semi-Annual Program/Planning Meeting May-June

Camp Wanakita July-August

16th Annual Shawn Duford Golf Tournament August 14

Rural Outreach Renfrew Telehealth September

Commemoration Day of Blood Tragedy October 27

Semi-Annual Program/Planning Meeting October-November

Transition Program November

World AIDS Day December 1

Events Calendar
Please note that dates listed are tentative. Information will be forwarded to your atention as soon as dates are confirmed. We 
encourage you to share any ideas you may have on speaker topics and programs. Contact Alex McGillivray, Regional Service 
Coordinator, 905-522-2545 or amcgillivray@hemophilia.on.ca.

Wanted!
Youth 12 - 21

to participate in a Web Cast Pilot Project

It is the intent to assemble a group of interested 
youth to network/communicate through Skype to 

plan, organize and implement activities for youth, 
by youth.

For more information on this exciting project, 
E-mail Colin Patterson at cpatterson@

hemophilia.on.ca.
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Officers and Staff

Emil Wijnker, Chair
Paul Wilton, Secretary
Joyce Jeffreys, Treasurer
Heather Moller, Past Chair
Michelle Lepera
Bredon Beer
Andriana Balderas Lopez
Travis Hazelwood
Nick Higgins
Charlie Pangborn
Marion Stolte
Sam Davis

Julie Serrador – Regional 
Service Coordinator
186 King St. E., Suite 30, 
London, ON, K1G 6C3 
866-545-1647
jserrador@hemophilia.on.ca

Message from the Chair

greetingS frOm South Western Ontario Region!
As we begin the New Year, SWOR is (as usual) buzzing with activity. We wel-

come back Julie Serrador, Regional Service Coordinator, from her maternity 
leave. We are excited to have Julie back in the office and at clinic. 

SWOR has had a very busy year. Our second annual golf tournament for 
inherited bleeding Disorders was very successful. It was a fantastic day (with 
perfect weather) and everyone managed to have a great time. Our summer 
bbQ may have been a little wet (well, actually, it was raining cats and dogs 
wet!), but we still managed to have a great time filled with friends, fellowship, 
freebies and food. pinecrest adventures camp was once again a resounding 
success. Terri-Lee Higgins, RSC, and Paul Wilton, Camp Director, along with 
the wonderful staff put together a rootin’-tootin’ program as we celebrated 
“Pinecrest Goes West.” Just the guys was once again an amazing weekend for 
the boys, and W2 was the start of a great tradition for the girls. Our annual pots 
and Wreaths sale was very successful, with revenues exceeding our targets 
despite the economic downturn. Many thanks to all of our fantastic volunteer 
sales people. Our Winter Celebration was a very enjoyable get-together for 
everyone who attended.

Please plan on attending SWOR’s regional annual meeting (ram) on 
Saturday, march 27 at the london hilton hotel. This year’s RAM will be 
a day filled with education, information and community. I encourage you all 
to consider attending. Our Regional Annual Meeting is a great opportunity 
for members of the bleeding disorders community to come together to share 
experiences and to learn from each other and the presenters.

At our AGM, we will elect SWOR’s new board of Directors for 2010–2011. 
With the retirement of some long-time Board members, we will be looking 
for enthusiastic individuals to join us. Our board table has gone high-tech 
with teleconferencing and Skype available to those who may not be able to 
physically join us for meetings. If you or someone you know is interested in 
joining the Board of Directors, please contact me or Julie. We would love to 
hear from you!

Don’t forget World hemophilia Day, Saturday, april 17. In addition to 
the many local events and displays to commemorate World Hemophilia Day, 
this year we will undertake our first polar bear Dip fundraiser for Inherited 
Bleeding Disorders. Don’t feel like getting wet? World Hemophilia Day is a 
great opportunity to mount your own fundraiser or host a public awareness 
event such as red, White and you. Posters, pamphlets and giveaway materials 
are available through the office. Contact Julie for more information.

Have fun in the snow! 
Emil Wijnker, Chair, SWOR Board of Directors

SWOR will take the plunge in the Polar Bear 
Dip as a fundraiser for Inherited Bleeding 
Disorders as part of the World Hemophilia 
Day event.

South Western Ontario Region
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Sunshine Dreamlift

On OctOber 29, 2009, Sunshine Dreams for 
Kids organized an incredible one-day Dreamlift 
from London to Disneyworld in Orlando, Florida.  
Approximately 80 children with life-threatening or 
life-altering conditions took part in this amazing 
journey of fun and hope.  Among the children were 
seven boys with severe hemophilia from the South 
Western Ontario Bleeding Disorders Program, 
(ranging in age from 7 to 15).  

The trip involved numerous volunteers, includ-
ing the trip sponsor, Maple Lodge Farms, volun-
teers from the London Police Force, the Orange 
County Sheriff ’s Department in Orlando, Thames 
Valley Children’s Centre, and the Children’s Hospi-
tal of Western Ontario. I was privileged to be part of 
the volunteer medical team—assisting with loading 
and unloading the aircraft and buses, ensuring that 
children were seated comfortably on the plane, on 
the buses, and in their wheelchairs—and of course, 
on some of the rides at Disneyworld!

Everyone was exceptionally kind and helpful all 
day long—all we had to do was show our bright yel-
low or orange Sunshine T-shirts. Particularly kind 
were the ground and flight crew from Skyservice, 
the staff at Disneyworld (especially the nurses in 
the health unit who didn’t mind our invasion at 
all), members of the local London television and 
radio media, and the staff of the Sunshine Foun-
dation.

This is the first Dreamlift that Sunshine has op-
erated from the London area in 10 years.  Prior to 
1999, Sunshine operated Dreamlifts approximately 
every three to four years from London—and in the 
near future, they hope to do so again. This is good 
news for any child with severe hemophilia who 
missed this trip. We will keep you posted about 
upcoming Dreamlifts and eligibility criteria.

For more information about the Sunshine 
Foundation, check out their website at www.
sunshine.ca.  the foundation sponsors individual 
Dreams, as well as Dreamlifts, for children up to 
the age of 18 who have a severe physical dis-
ability or life-threatening illness.  information 
regarding Dreams, Dreamlifts, eligibility criteria, 
and the work of the foundation can be found on 
their website. 

Mary Jane Steele, PT, Physiotherapist
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Membership/Volunteer Information

SWOR Board of Directors 

the neW SWOR Board of Directors 
will be voted in at the Regional An-
nual Meeting on Saturday, March 27, 
2010. With the retirement of a few 
long-term Board Members, SWOR 
will seek some new faces to help 
fill these gaps. Do you have a few 
hours a month to help SWOR con-
tinue to grow and build resources 
for those living with inherited bleed-
ing disorders? With the Internet or a 
telephone, those who live outside of 
London are able to join and partici-
pate fully.  

interested?  Want to make a differ-
ence?  Please contact Emil Wijnker, 
chair of SWOR at ewijnker@gmail.
com or Julie Serador, RSc, at jser-
rador@hemophilia.on.ca for addi-
tional details. 

Winter Celebration 

thiS paSt nOVember, I was privi-
leged to participate in the Hemophil-
ia Society’s Winter Celebration. The 
well-planned afternoon was full of 
activities and food, and was a perfect 
introduction to the holiday season. As 
a university student, my interactions 
with members of the community 
are limited and I was eager to lend 
a hand on a free Saturday. However, 
my experience turned out to be so 
much more than a couple hours of 
volunteering. I was welcomed into 
an inclusive atmosphere and I was 
able to get to know all of the children 
while engaging them in some of my 
favourite childhood games. I got to 
learn about all the things the society 
does for members with bleeding 
disorders and their families. After 
my day of fun, I’m looking forward 
to getting more involved with the 
Hemophilia Society and their various 
events. Thank you to Terri Lee Hig-
gins for her coordinating skills and 
her big heart which made the day 
such a success! 

Emma Leach, Volunteer 

Volunteers Grow 
Community

aS We mOVe into this New Year—
2010—there are events coming up 
that will require volunteer skills and 
time. Our annual regional general 
meeting in March, World Hemophilia 
Day in April, a “Polar Bear Dip” and a 
golf tournament are all on the hori-
zon for the next several months. Each 
of these, whether as a fundraising 
event or an awareness/educational 
event, is for the purpose of ultimately 

moving the mission and vision of our society forward. That goal is “to improve 
the quality of life for all people living with inherited bleeding disorders and 
to find a cure.”  

Please consider what part you can have in this—for it is as we each do our 
part that lives will be changed; people will be diagnosed and cared for; support 
and education will give hope. Your contribution as a volunteer is significant. 
Our work together will help SWOR be stronger and better able to meet needs. 

if you are interested in assisting with one of the areas listed for the beginning 
of 2010, please contact Julie at jserrador@hemophilia.on.ca or  519-432-2365, 
or me, Marion Stolte at mstolte1972@yahoo.ca or call 519-854-1929.    
        

Marion Stolte, Volunteer Committee Chair
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Just the Guys Weekend

relaxing by the campfire 
at the Just the Guys Weekend. The 
weekend event is for boys with 
bleeding disorders and their fathers 
(or male role models). The weekend 
camp was held September 19-21 at 
the YMCA Outdoor Centre in St. 
Clements, just outside of Kitchener. 
There were great educational sessions and the “Amazing Race” theme pro-
vided an action-packed weekend. Of course, the highlight was spending time 
with each other. 

Programs

Regional General Meeting

the annual SWOr Regional General Meeting will be held on Saturday, 
March 27, 2010 at the Hilton Hotel in London. In addition, there will be a 
full day interactive conference. Watch the mail for further details. 

Open Doors

thiS year the South Western On-
tario Region – Opening Doors Con-
ference will be held at the London 
Hilton Hotel on March 4 and 5. The 
conference is open to all people liv-
ing with HIV/AIDS, their families and 
service providers. There is no admis-
sion fee for PHAs and their family 
members to attend the conference. 
A minimal fee is charged for service 
providers and students. 

if you are interested in attending 
the conference, please contact Julie 
at jserrador@hemophilia.on.ca or  
519-432-2365 for an application 
form. 

Commemoration of the Tainted Blood Tragedy

the tree iS an impOrtant SymbOl in nearly every culture. With 
its branches reaching into the sky, and roots deep into the earth, a tree 
symbolizes life. For families who have lost a loved one, it can be a daily 
reminder that the person is not forgotten, that his/her memory lives on.

More than 700 Canadians with hemophilia and other inherited bleed-
ing disorders were infected by HIV/hepatitis C. Approximately 85 of these 
individuals lived or are living in the South Western Ontario Region. On 
Tuesday, October 27, 2009 members of the SWOR community came to-
gether to honour and remember 
those affected by this tragedy.  

Thank you to Marion, Jeff 
and Maureen who shared their 
poignant stories and to Coun-
cilor Paul Hubert for speaking 
on behalf of the City of London.  
Thank you to the friends and 
families who attended, honour-
ing their loved ones. And a special thank you to the University of Western 
Ontario for allowing us the opportunity to share their grounds for the 
planting of our first tree. 

Pinecrest Adventures Camp

mark yOur calenDar! Pinecrest Adventures Camp 2010 will be held from 
August 25 to 29 at Camp Menesetung, near Goderich. This five-day residential 
camping experience for children with a bleeding disorder and their siblings 
aged 5-16 years provides campers with an outdoor summer adventure. We 
may still have snow on the ground now, but we are already busy planning 
what is sure to be the best camp yet! 

Financial Assistance 

financial aSSiStance is avail-
able to the SWOR bleeding disorders 
community for certain expenses re-
lated to a bleeding disorder. This pro-
gram is meant to offer assistance to 
members who would otherwise not 
be able to obtain the items for which 
they request financial assistance. It 
is not meant to be used as avenue 
for reimbursement of costs incurred. 

need to submit a claim?  Go to www.
lhsc.on.ca/About_Us/Bleeding_Dis-
orders/SWOR to download the ap-
plication form, complete it and send 
it in with your receipts to Julie at the 
SWOR office.
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Resource Development

Holiday Wreaths and Pots

thank yOu tO eVeryOne who supported 
SWOR by purchasing a holiday wreath, pot or 
door swag. Altogether we sold 165 wreaths/swags 
and 72 pots raising approximately $1,400 profit 
for our region. You have made a difference with 
your support.

Thank you to Kathleen Hazelwood (grandma to 
Jake, Wyatt and Luke) and Sam Davis for making 
time to bring this all together in one day—off-loading the truck, assembling 
the wreaths, order processing and delivery. You were both invaluable and we 
thank you for helping make short work of a long day. 

Polar Bear Dip

calling all memberS! Are you 
brave enough to take the plunge? Join 
us on Saturday, April 17, to celebrate 
World Hemophilia Day. We will be 
raising funds and awareness with 
polar bear dip. 

if you’re up to the challenge (or 
would like to help out) please con-
tact Paul Wilton at pwilton3@uwo.
ca. 

Golf Tournament 

are yOu alreaDy Dreaming 
about warm summer days on the golf 
course? If so, be sure to mark your 
calendar for May 20.

The 3rd Annual Golf Tournament 
for Hemophilia and Inherited Bleed-
ing Disorders, will be held at the 
exclusive Highland Golf and Country 
Club in London. Funds raised at this 
event provide training, education, 
financial assistance and support to 
more than 300 children, youth and 
adults with an inherited bleeding 
disorder in our community. 

The snow-covered ground would 
suggest that you will be dreaming 
about golf for a few more months. 

instead of just dreaming about golf, 
why not volunteer to help organize 
the golf tournament? if you are 
interested in joining the golf com-
mittee, please contact Julie at the 
SWOR office. 
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EVENT DATE PROGRAM/EVENT

March 27 Regional General Meeting and Educational 
Conference, Hilton Hotel, London

April 17 Polar Bear Dip on World Hemophilia Day

May 20 3rd Annual Golf Tournament for Hemophilia 
and Inherited Bleeding Disorders, Highland 
Golf and Country Club, London, ON. 

June Member Event – TBA

August 25-29 Pinecrest Adventures Camp

September 17-19 Just the Guys Weekend

November Winter Celebration – TBA

Events Calendar

2010 will be another busy year for SWOR. Here are some dates and activities for 
you to add to your calendar.
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Toronto and Central Ontario Region

Board Members
Mike Beck, President
Maury Drutz, Vice President Elect
Lyf Stolte, Vice President
Kevin Ball, Treasurer
Cameron Peters, Secretary
Ahmed Hassan, Chair, Strategic 

Planning Committee
Marc LaPrise, Chair, Programs
Mark Lubinski
James Beckwith, Member-at-Large
Barb Peters, Member-at-Large

Staff
Susan Turner, Administration 

and Finance Assistant
Eli Bennett, Regional 

Service Coordinator
Manisha D. Ramrakhiani, Regional 

Service Coordinator

Contact Information
Hemophilia Ontario - TCOR
802 - 45 Charles St. E.
Toronto, ON  M4Y 1S2
1-888-838-8846

President’s Message

Regional Spotlight

fOr tcOr, the end of Winter brings the TCOR 
Board of Directors and Committees to the end of 
their terms in office. It also gives us an opportunity 
to celebrate our accomplishments and allows us to 
honour and recognize the efforts of our volunteers. 

As President, it is my duty to ask all TCOR mem-
bers to join us for TCOR’s 2010 Annual General 
Meeting (AGM) to be held at Dave and Buster’s, 120 
Interchange Way, Concord, on Sunday, March 7, 
beginning at 10:00am The Annual General Meeting 
is one of the most important events of the year for 
our organization. The function of the AGM is to elect 

and appoint the 2010-2011 Board of Directors, and at that time select those 
who will represent TCOR on the Hemophilia Ontario Board for elections 
scheduled for April 24, 2010. 

You will receive a package in the mail or by e-mail in the near future which 
outlines the day’s events for the AGM. In the envelope you will find a mem-
bership form, which we kindly ask that you complete in full and return to 
our office in the enclosed, return-addressed envelope. Having a record of the 
members is vital to our society in all aspects. As a member of TCOR you have 
an important role to play at the AGM. 

The AGM is not all about business. It’s also an opportunity to renew ac-
quaintances, make new friends, and grow your support network. It is a time to 
reminisce and to look forward to exciting new initiatives. The meeting allows 
us to share programming and financial reports. In addition, each and every 
member will have an opportunity to vote and ask questions. Part of the day is 
allocated to recognizing and thanking our wonderful, dedicated volunteers. 

Please join us for a fun family day. There are activities for everyone.
Your input as a member is very important for the retention and growth of 

the bleeding disorders community.
I look forward to seeing you at the 40th AGM on Sunday, March 7, 2010 

at Dave and Buster’s. I’d like to shake everyone’s hand and have a chance to 
say hello and thanks.

Best wishes,
Mike Beck 

“What we are doing is just a drop in the 
ocean. But the ocean would be less because 
of that missing drop.”

-Mother Teresa
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Looking for information on how 
to become a member of Toronto 

and Central Ontario Regional 
(TCOR) 

Hemophilia Society?

Contact Susan Turner
Toronto and Central Ontario 
Regional Hemophilia Society

802 - 45 Charles St. E.
Toronto, ON  M4Y 1S2

E-mail: sturner@hemophilia.on.ca
Toll free: 1-888-838-8846

416-972-0641 Ext. 21
Fax: 416-972-0307

There are no membership fees!

Got ideas to share? 
Programming 

Experience and Tips?

Get your paper and pen and start 
writing! Mail, e-mail or fax your 
ideas to Manisha Ramrakhiani or Eli 
Bennett
802 – 45 Charles St. E.
Toronto, ON  M4Y 1S2
E-mail: mramrakhiani@hemophilia.
on.ca, or ebennett@hemophilia.
on.ca
Fax 416-972-0307

A

re
 you m

oving? Remember to send us your change 
of address so you won’t miss a single 
issue of our new magazine and other 
information.

Please fill in the information below 
and mail, e-mail or fax it to:
TCOR Hemophilia Society
802 - 45 Charles St. E.
Toronto, ON  M4Y 1S2
E-mail: sturner@hemophilia.on.ca
Fax: 416-972-0307

Name _________________________________________________________
Old Address ____________________________________________________
City/Prov/PC ____________________________________________________
Telephone _______________________________ Cell ___________________
E-mail _________________________________________________________

New Address ____________________________________________________
City/Prov/PC ____________________________________________________
Telephone _______________________________ Cell ___________________
E-mail _________________________________________________________

Moving date ____________________________________________________

Helpful Links

• CATIE Expands Hepatitis C Pro-
gram to Offer Services Nationally

 http://www.catie.ca/eng/About-
CATIE/Role_03-11-09.shtml

• After School Program
 HSDC wants to help you with your 

homework.
 http://www.hsdconline.org/pag-

es.php?id=13

• Picture contest!
 http://www.parentguide.ca/in-

dex.php?page=129

• U.S. HIV Travel Ban Ends Officially
 http://www.poz.com/articles/

travel_ban_end_official_1_17819.
shtml

Correction

In the last issue of our electronic 
newsletter, an HTML scripting 
error occurred in the recogni-
tion of our golf sponsors. This 
error caused the logo for one of 
our sponsors, Novo Nordisk, to 
not be visible in the newsletter. 
We would like to thank Novo 
Nordisk for their support, and 
sincerely apologize for the error.



Blood Matters  Winter 2010 /39

TCO
R

Comprehensive Care

Ask an Expert

Are you struggling to find resources and answers about health 
issues concerning pregnancy, youth, adults, women, kids, 

bleeding, medicine and other issues?

Are you looking for the right care and advice? 
We can help you get answers to your questions.

Send your question to:
Manisha Ramrakhiani
802 – 45 Charles Street East, Toronto ON M4Y 1S2
E-mail: mramrakhiani@hemophilia.on.ca
Fax: 416-972-0307
Your questions will be forwarded to an expert in the related field, and the answers will be 
published anonymously in the next edition of Blood Matters.

Hemophilia Treatment Centres in Toronto

the hospital for Sick children
Haematology/Oncology Clinic Ward 8D
555 University Avenue
Toronto Ontario M5G 1X8

Dr. Victor Blanchette, Director
Dr. Manual Carcao
Anne Marie Satin, Nurse
Diana Cottingham, Social Worker
Pam Hilliard, Physiotherapist

St. michael’s hospital
Haematology/Oncology Clinic
30 Bond Street
Toronto, Ontario M5B 1W8

Dr. Jerome Teitel, Director
Georgina Floros, Nurse Coordinator
Paula Havill, Nurse Coordinator
Caroline Jones, Physiotherapist

Tuesday Clinics
Every Tuesday a Regional Service Coordinator (RSC) from the
Toronto and Central Ontario Hemophilia Society (TCOR) visits the Hemo-
philia Treatment Center (HTC): at:

At The Hospital for Sick Children
Tuesdays 9:30am to 12:00pm
Your RSC at Sick Kids is Manisha D Ramrakhiani
802 - 45 Charles Street E., Toronto Ontario M4Y 1S2
Phone: 416-972-0641, Ext 23, 1-888-838-8846, Fax: 416-972-0307
E-mail: mramrakhiani@hemophilia.on.ca 
http://www.hemophilia.ca

At St. Michael’s Hospital
Tuesdays 1:00pm to 3:00pm
Your RSC at St. Michael’s Hospital is Eli Bennett
802-45 Charles St. E., Toronto, ON M4Y 1S2
Phone: 416-972-0641, Ext.12, 1-888-838-8846, Fax: 416-972-0307
E-mail: ebennett@hemophilia.on.ca
http://www.hemophilia.ca
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pfizer, which recently purchased Wyeth, announced late in November that 
XynthaT, Antihemophilic Factor (Recombinant) [BDDrFVIII], Plasma/Albumin-
free, is now available through Canadian Blood Services (CBS). Xyntha was 
approved for distribution by Héma-Québec in early 2009. 

 Xyntha is approved for the control and prevention of bleeding and for 
routine and surgical prophylaxis in patients with hemophilia A (factor VIII 
deficiency).

In a communiqué, Canadian Blood Services stated, “A maximum volume 
of three million international units (IU) of XynthaT will be available (outside 
of the province of Quebec) for patients who could potentially benefit from 
treatment with Xyntha. This volume will be reviewed on an annual basis and 
any changes will be communicated by Canadian Blood Services. A reporting 
mechanism between Canadian Blood Services and the hemophilia treatment 
clinics is being implemented to track the volume of Xyntha being ordered, 
given the quantity of product being made available.”

 The quantity of three million units represents approximately 2.5 percent 
of the recombinant factor VIII distributed by CBS annually.

 Xyntha becomes the fourth recombinant factor VIII concentrate, along 
with AdvateT, HelixateT FS and KogenateT FS, currently available in Canada.

 For more information on Xyntha, see the Winter 2009 issue of He-
mophilia Today, vol. 44, no. 1. to obtain the product monograph, see 
www.wyeth.ca. 

XynthaTM 
now available 
across Canada

by David Page (Article from 
Hemophilia Today CHS Newsletter)

Health Canada Approves 
Advate® 3000 IU Dosage 
Strength
New 3000 IU reduces number of 
infusions and saves time for Canadians 
with hemophilia A

health canaDa has approved a 
new 3000 IU (5mL) dosage strength 
of ADVATE® [Antihemophilic Factor 
(Recombinant), Plasma/Albumin-Free 
Method (rAHF-PFM)], a factor VIII 
recombinant used to prevent and 
control bleeding episodes in people 
living with hemophilia A. 

New Video Available for World Hemophilia Day

On april 17, this year, the World Federation of Hemophilia (WFH) will 
launch “The Many Faces of Bleeding Disorders” video podcast. To view the 
trailer of the video podcast now, visit  http://www.wfh.org/whd/en.

World Hemophilia Day focuses on bringing together all people that suffer 
from bleeding disorders. This publicity trailer is a one-minute video that en-
hances awareness of the variety of bleeding disorders. The video reveals that 
there are more people that experience bleeding complications than even a 
person with hemophilia may realize. The podcast’s theme is about bringing 
the many faces of bleeding disorders together, working towards a treatment 
available to all. 

In 2009, the WFH featured Canadian Hemophilia Nurse Elizabeth Paradis 
in the podcast. Be sure to return to the WFH website on April 17 to see the 
full podcast; you may see some other Canadian faces. More importantly, get 
the message out by sending the link to friends, family, Facebook, Twitter and 
other networking sites.  

If you would like a copy of the trailer or the podcast for use at meetings or 
fundraising events, please contact your Baxter representative. 
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New Research 
Funding from 
B-CHERP from 
Improving the 
Diagnosis of Mild 
Bleeding Disorders

January 15, 2010
Dr. paula JameS of Queens University 
and Kingston General Hospital has been 
awarded the first Baxter Canadian Hemo-
philia Epidemiological Research Program 
(B-CHERP) grant for a research study on mild 
bleeding disorders in Canada. The research 
team includes co-investigators Dr. Lillicrap of 
Queen’s University, Dr. Poon of the University 
of Calgary and Dr. Jackson of the University 
of British Columbia.    

“On behalf of the AHCDC I want to wish 
Dr. James the greatest success in this endeav-
our. This research will add to our knowledge 
about mild bleeding disorders and will move 
us towards better diagnosis and care in the future,” said Dr. Jean St-Louis, chair 
of the research committee of the Association of Hemophilia Clinic Directors 
of Canada (AHCDC).

 The study will focus on improving the diagnosis of mild bleeding disorders, 
including von Willebrand Disease (VWD) and platelet function disorders (PFD). 
These conditions cause nose bleeds, easy bruising, bleeding from the mouth 
and minor wounds, heavy menstrual periods and prolonged bleeding following 
dental extractions, surgery or childbirth. VWD and PFD are reported to occur 
in approximately one out of every 100 people. These mild bleeding disorders 
are difficult to diagnose. Dr. James and her co-investigators will be validating 
a questionnaire used by physicians to collect bleeding history information. 
It is hoped that this tool will improve communication between doctors and 
effective use of lab tests, resulting in diagnoses that are more accurate.  

The second research goal is to study the genetics of mild bleeding 
disorders. Identification of the sites on the genes related to the disorders 
could result in improving the understanding of coagulation, improve-
ment of laboratory testing, and potentially identifying new ways to treat 
both bleeding and clotting disorders.

The goal of the Association of Hemophilia Clinic Directors of Canada 
(AHCDC) is to ensure excellent care for persons with congenital bleed-
ing disorders in Canada through clinical services, research and educa-
tion. More information on the AHCDC can be found at www.ahcdc.ca 

The Baxter Canadian Hemophilia Epidemiological Research Program 
(B-CHERP), created in partnership with the Association of Hemophilia 
Clinic Directors of Canada (AHCDC), provides Canadian investigators 
and hemophilia clinic directors resources to conduct quality population-
based clinical research in hereditary bleeding disorders in Canada. 

Research grants can include clinical, descriptive and epidemiological studies 
of hereditary bleeding disorders, including hemophilia A and B (including 
inhibitor patients), von Willebrand disease, and other rare inherited bleeding 
disorders. One to three research proposals will be funded every year, each 
with a maximum grant of $75,000 annually. A total of up to $225,000 will be 
available every year for three years. For more information on the Baxter Ca-
nadian Hemophilia Epidemiological Research Program (B-CHERP), visit the 
program website at www.bcherp.ca. 

Dr. Paula James

“The goal of the 
Association of ...is 
to ensure excellent 
care for persons with 
congenital bleeding 
disorders in Canada”
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Hamilton, on – December 10, 2009
mcmaSter uniVerSity, in part-
nership with the Canadian Hemo-
philia Society and Bayer Health-
Care Pharmaceuticals, has launched 
Canada’s first online, interactive 
educational program on bleeding 
disorders. The program, Emergency 
Management of Bleeding Disorders, 
is available free to all Canadian 
health professionals to learn about 
the signs, symptoms, diagnosis and 
treatment of bleeding disorders.

The program, located at www.
eHemophilia.ca, was developed by 
the Division of e-Learning Innovation 
of the Michael G. DeGroote School 
of Medicine and leading Canadian 
specialists in bleeding disorders in 
emergency medicine, pediatrics and 
hematology. The program is relevant 
to family physicians and other health 
care personnel working in emergency 
medicine, as well as medical students 
and residents. It has been accredited 
by McMaster’s Continuing Health 
Sciences Education program for both 
family physicians and specialists for 
professional development credits.

“Our eHemophilia.ca program 
demonstrates McMaster’s continued 
commitment to educating healthcare 
professionals and ultimately improv-
ing care for all Canadians,” said Dr. 
Anthony Levinson, an associate pro-
fessor and director of the Division of 
e-Learning Innovation and mache-
alth.ca online education portal.

“The eHemophilia.ca program is a 
unique and important tool to educate 
healthcare professionals who want to 
be aware of the most current infor-
mation and treatment options about 
bleeding disorders. As the program 
is online and can be viewed globally, 
this will really show Canada’s leader-
ship in this area,” added Levinson.

The content of eHemophilia.ca will 
help a variety of health care profes-
sionals to best manage patients with 
congenital and acquired bleeding dis-
orders, adopt a simplified approach 
to patients suspected of having bleed-
ing disorders, and review treatment 
guidelines to rapidly restore homeo-
stasis in the emergency setting.

The eHemophilia.ca program also 
provides professionals with first-
hand patient cases and interactive 
animations allowing them to expand 
their knowledge and understanding 
about bleeding disorders by engaging 
them in the diagnosis and treatment 
process.

“The Canadian Hemophilia So-
ciety recognizes the importance of 
this e-learning tool and its ability to 
further educate professionals about 
managing bleeding disorders and 
the Society’s Factor First guidelines 
program,” said Pamela Wilton, Presi-
dent, Canadian Hemophilia Society. 
“There is not a lot of time spent on 
bleeding disorders during medical 
training, so this program is a valuable 
resource to assist physicians with the 
identification and diagnosis of these 
disorders.”

“With the launch of the eHemo-
philia.ca program, Bayer continues 
to expand on its commitment to 
Canada’s bleeding disorders com-
munity,” said Doug Grant, Senior 
Vice President and Head, Corporate 
Affairs, Bayer Inc. “Bayer has a strong 
commitment to educating Canadian 
professionals about hemophilia and 
improving the lives of patients. 

McMaster University launches first online 
training on bleeding disorders in Canada

Partnering with McMaster on eHe-
mophilia.ca is another example of 
Bayer’s focus on innovative programs 
in response to the needs of healthcare 
professionals and patients across 
Canada.”

One in 100 Canadians carry an in-
herited bleeding disorder gene, and 
one in 10 of these, or 35,000 Cana-
dians, have symptoms severe enough 
to require medical care.

“Bleeding disorders, such as hemo-
philia, are quite rare in Canada, but 
they can be crippling and can be fatal 
if not identified and treated immedi-
ately,” said Dr. Anthony Chan. He is a 
professor of pediatrics heading up the 
Division of Hematology-Oncology, 
Department of Pediatrics, McMaster 
University, who also contributed to 
the development of the program. 
“eHemophilia.ca arms healthcare 
professionals with up-to-date diag-
nostic assessment information that 
they may not have prior knowledge 
of, and identifies proven treatment 
options that can potentially save lives 
and improve the patient’s quality of 
life in the long run.”

For more information, contact 
veronica McGuire tiana DiMichele, 
Media Relations Business com-
munications Partner, Faculty of 
Health Sciences Bayer inc., Mc-
Master University 416-240-5240, 
905-525-9140, Ext. 22169,  tiana.
dimichele.b@bayer.com or vmc-
guir@mcmaster.ca. 

new continuing education program launcHed tHrougH macHealtH.ca website
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Membership/Volunteer Information

Talking Tax  and Charitable Donations: 
Speaking from Experience

by Jamie Hill StOrytelling is an ancient ritual rooted in the human need to find con-
nection with others. Over time, stories that touch us deeply become myths 
and legends which we use to form the basis of cultural storytelling. Similarly, 
each of us has a need to tell our story and to contribute to the human nar-
rative. By doing so, our experiences can be validated.

Volunteering as a guest speaker for Health Partners has given me the op-
portunity to share my story in a way that helps raise funds for Hemophilia 
Ontario. Health Partners is a beneficiary of the Federal Government’s campaign 
to raise charitable donations. As a member of Health Partners, Hemophilia 
Ontario receives a portion of the funds donated.  

More personally, however, speaking about my experiences was also very 
positive. The audiences were quite receptive and encouraging. It can be very 
therapeutic to tell one’s story and have it received with open hearts and car-
ing souls. In particular, I very much enjoyed speaking to the Canada Revenue 
Agency.  

As an accountant and tax auditor, the audience and I were very much on 
the same wave length. In addition to talking about Health Partners and He-
mophilia Ontario, we talked about changes in tax legislation, including the 
new HST. Not only was it fulfilling to me to be sharing among my peers, but I 
suspect it was poignant for them as well to have one of their own addressing 
them as a representative of Health Partners. 

At the end of the presentation, I felt I had made new friends and likely 
secured a job if I wished to transfer to a new division. It was a most rewarding 
experience followed up by a letter of thanks from CRA. (Too bad I couldn’t 
use such credentials to ease my personal tax liability.)

Storytelling remains an important part of the healing process and adds 
to the rich cultural fabric of our society. I encourage anyone who has the 
opportunity to take advantage of a speakers’ bureau to tell their story. It is a 
profitable venture for both parties. 
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When i WaS firSt electeD to the TCOR Board in the Spring of 2005, I 
was not sure what to expect. Prior to my election, I volunteered at TCOR’s 
Bingo sessions, and was a member of two committees (Program, and Admin. 
and Finance), so to step up into a leadership role was a natural progression. 
Once elected, I was introduced to some members who dedicate many hours 
of their spare time to ensure that TCOR moves in the proper direction. I 
was able to learn from these members, and as a result I have forged strong 
friendships that will last well into the future. There are many opportunities to 
volunteer with TCOR, regardless of whether you are a Board member or not.  

This past fall I was asked to speak publicly on behalf of the Canadian Hemo-
philia Society (CHS) through HealthPartners. HealthPartners is an organization 
that consists of several charities in Canada, and it works in partnership with the 
Federal Government Ministries. I thought this could be a great opportunity to 
develop my public speaking skills. I admit that it can be nerve-wracking to stand 
up in front of a group of strangers and talk about anything, but I embraced 
this challenge, and believed that I could make a difference by becoming an 
advocate for the CHS. The government employees that I spoke to thanked me 
personally after my speech. I would highly recommend that other members 
of the TCOR community volunteer with HealthPartners, as it is a great way to 
overcome any fears one may have about public speaking.

As a Board member, I was also pushed out of my comfort zone and learned 
new skills that I would not otherwise have learned. I was introduced to the 
process of passing resolutions as well as the budgetary process. I continued 
to volunteer with Bingo, and enjoyed the experience.  The people I volunteer 
with are very caring and dedicated individuals, and over time we have become 
a tight-knit group that enjoys each other’s company.  I was nervous when I 
started, but I quickly learned the ropes, and strongly believe that anyone can 
be a Bingo volunteer. The money earned from Bingo is one of TCOR’s highest 
revenue generators, and we must continue to seek out volunteers to ensure 
that TCOR will receive this revenue in the future.

Over the winter of 2007, I decided to return to school and pursue my MBA 
designation, and left the Board for two years while I attended Saint Mary’s 
University in Halifax. When I returned to Toronto last summer, I was asked 
to rejoin the Board. When I attended my first Board meeting, I noticed that 
the makeup of the Board had changed. Younger members have emerged as 
leaders within TCOR, and I can say that I am excited to be rejoining the Board 
at this time. There are many great ideas emerging from both TCOR staff and 
Board members, and TCOR is in an excellent position to grow.  I have joined 
the Golf Committee for the 2010 Tournament (which is the best Tournament 
in the GTA!), and I plan to return to the Board for the 2010-2011 year.

Volunteering with TCOR in any capacity is a truly rewarding experience.  
Volunteers are able to expand their skill set and forge great friendships with fel-
low members. The future of the TCOR organization will hinge on the strength 
of its volunteers, and I highly recommend and challenge the membership to 
look into volunteering in the future and push themselves out of their comfort 
zones. Who knows? You may discover a hidden talent, and make a difference 
to the future of TCOR and the CHS. I hope to see you at a Bingo session or 
on the Board in the near future. 

Volunteer Experiences 
with TCOR

by Dave Neal
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Programs

Wellness for 
Women – W2
by Jennifer Stolte

WOmen frOm acrOSS the prov-
ince gathered on the weekend of 
October 23, 2009 at the Holiday Inn 
in Kingston, ON for the Wellness for 
Women conference. The setting was 
lovely, and as we participated in the 
seminars and events, the view of 
the lake reminded me to be open to 
new information and learning. I felt 
privileged to be among the women at-
tending, and for me it was a weekend 
to be reminded of how important it 
is to tell our stories and advocate for 
ourselves and/or our families as we 
live with hemophilia and bleeding 
disorders. 

The weekend addressed us as 
whole beings with great workshops 
by experts in the fields of medicine, 
finances, self care and wellness. It 
was also a weekend where many 
generations gathered together. There 
were three beautiful babies present 

and there were grandmas and great-
grandmas too. It was in the wealth 
of these women’s knowledge and 
stories that I was most impacted. 

Storytelling is a powerful tool 
for teaching and communicating to 
one another. Whether it was in the 
workshops or around the dinner 
table I found my greatest learning 
and connecting with others coming 
from the sharing of stories. We were 
there for many reasons; for myself, 
my husband, who has hemophilia, 
and for my mother-in-law and father 
who both have a bleeding disorder. 
Other women attended because of 
their children, siblings and friends, 
or it was their own personal journey 
with rare bleeding disorders that 
led them there. I learned a lot about 
women and bleeding disorders in 
the seminars. I found that I became 
passionate about education and ad-

vocacy for the care of these women 
as I met them and heard their stories. 

When I met my husband Lyf, I be-
gan my learning process about hemo-
philia and in our case, about hepatitis 
C. I remember being overwhelmed at 
all there was to learn and understand. 
I recall how the literature from the 
hemophilia community helped me 
greatly. Coming together with the 
women in October was an amazing 
time of continuing my learning about 
how hemophilia and rare bleeding 
disorders affect us in the day-to-day 
aspects of our lives. 

I learned that it is not normal to 
haemorrhage during birth and this, 
combined with other factors, has led 
to me being able to talk with a cousin 
about herself and her daughters 
who may have bleeding disorders. I 
also felt supported as I shared how 
our two rounds of pegylated inter-
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feron treatment for Lyf ’s hepatitis 
C, have failed to be effective. And I 
took comfort and strength from the 
women as we discussed the struggles 
of treatments for hepatitis C and HIV 
in the past and the reality of future 
ramifications of such treatments on 
our spouses and family members. I 
believe that wellness was increased 
as I sat around the meal table and 
was able both to share and to hear 
stories of our journeys with bleeding 
disorders.

The weekend of Wellness for 
Women was a time of learning, 
growing and sharing. It was in the 
listening to one another’s stories 
that we were able to have moments 
of laughter and tears together. It is in 
being heard, that we are affirmed and 
motivated to continue the challenges 
of advocating for the care and treat-
ment of ourselves and/or our loved 
ones who live with the daily reality 
of hemophilia, hemophilia carriers, 
von Willebrand Disease and other 
bleeding disorders. Thank you to all 
who participated for the sharing and 
hearing of our stories. 

Transition Evening

by Eli Bennett

BEcOMinG An ADULt involves many rites of passage, from getting your first job 
to getting your first apartment. One rite of passage that is unique to people living 
with a bleeding disorder is attending your first clinic appointment as an adult. This 
may look different depending on where you live, but in TCOR it means that you will 
be moving to another clinic in another hospital. 

Growing up is about facing new challenges and taking control of your own life, 
and the transition from child-centered care to adult-centered care is no different. 
No longer will your parents be there with you, and no longer will they remind you 
about questions to ask or what you should do. Suddenly you are expected to be 
the driver of your own care. Add to this the task of getting to know a new person 
at a new clinic, and the change can become daunting for some. 

To address this issue, the caring clinic staff at both hospitals—Sick Kids and St. 
Michael’s—come together every fall to help prepare youth who will be making 
that change in the coming year. Coordinated by TCOR, the Transition Evening is 
an opportunity to meet the staff at your new clinic, and get to know the lay of the 
land before taking the plunge.

This year the Transition Evening was held on December 15 at St. Michael’s 
Hospital. Attendance was high, with 36 guests attending for the orientation. Dr. 
Jerome Teitel from St. Michael’s was on hand to speak to the group, as were many 
of the clinic staff from Sick Kids. Unfortunately, Georgina Floros, one of the Nurse 
Coordinators at St. Michael’s, was not able to attend as she normally does, and was 
sorely missed by all. Huge thanks are owed to Paula Havill, Nurse Coordinator at 
the clinic, who stepped up to represent the St. Michael’s clinic and deliver a tour at 
the end of a very long day. It’s always inspiring to see the dedication of the nurses 
and doctors who provide the care we need, and this clinic is certainly no exception.

A special thank you goes to Diana Cottingham from Sick Kids, who took on the 
very large task of contacting attendees and confirming attendance. Without Diana’s 
contribution, this evening would not have been the success that it was.

We would also like to recognize our partners that made this, and so many other 
TCOR programs, a reality through their generous support. 
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by Stephanie Darroch cOurSing thrOugh 42.2 kilometres of Toronto’s finest scenery, includ-
ing Mel Lastman Square, Casa Loma, the Martin Goodman Trail and Queen’s 
Park, the Toronto Marathon on Sunday, October 18, 2009 was an event to 
remember.  Runners and volunteers were greeted with sunshine and mild 
temperatures—a beautiful fall day. Thirteen runners/walkers and 26 volun-
teers came out in support of Hemophilia Ontario.

The Toronto Marathon offers a variety of ways to get involved, including 
participation in the Full or Half Marathon, relay teams or the 5km run/walk.  
The 5km race welcomes strollers and walkers alike and is well suited for 
families wishing to collect pledges and spend quality time together. Should 
direct participation not meet your interests, Hemophilia Ontario provides 
opportunities to volunteer on the day of the event.

Hemophilia Ontario was entrusted to manage a hydration station located 
on the Rosedale Valley Road route. For many years, it has been our pleasure 
to offer volunteers an opportunity to connect with other participants while 
expanding their skills in working within a team environment. By giving the 
runners much-needed hydration, cheering support, and recognition, volun-
teers keep spirits high for both themselves and the dedicated runners.

Hemophilia Ontario extends its sincere gratitude and thanks to Wyeth 
Pharmaceuticals for their ongoing contribution to the Toronto Marathon, 
including their participation in the relay race event. We also extend a hearty 
thank you to Bayer Health Care, Baxter BioScience and Novo Nordisk for 

their contribution to this year’s event.
A total of $2,382 in pledges raised 

by hemophilia community members, 
were used to help support important 
initiatives such as Camp Wanakita. 
Personally, I would like to extend 
my deepest thanks to all those who 
participated in the Toronto Marathon 
and made it such a successful day.

 As an important resource develop-
ment program, Hemophilia Ontario 
would like to increase participation 
in the Toronto Marathon for 2010. 

For more information, contact 
Stephanie Darroch at 416-972-0641 
Ext. 20 to learn more about being a 
runner/walker and/or volunteer. 
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April 17 
is 

World Hemophilia Day

On this World Hemophilia 
Day, you can help us by 
selling tulips to your 
neighbours, colleagues, 
family and friends.

It is a simple, 3-step 
procedure and your help 
will make a huge differ-
ence.

For information, contact:
Manisha D. Ramrakhiani, Regional 
Service Coordinator
Hemophilia Ontario (TCOR)
802 – 45 Charles St. E.
Toronto, ON  M4Y 1S2
416-972-0641, Ext. 23 or 1-888-838-
8846.
Fax: 416-972-0307
E-mail: mramrakhiani@hemophilia.
on.ca

Toronto and Central Ontario Region
announces a

Creative Competition
Express your thoughts in a creative way

Think outside the box
Create an art piece which is primarily visual in nature, such as ceramics, 

drawing, painting, sculpture, architecture or printmaking

Topic: Your Life
Age groups

6 – 11 
12 – 16
17 – 25

(There will be two prizes in each age category: 1st and 2nd)

Submit your artwork by April 1, 2010 to
Manisha D. Ramrakhiani, Regional Service Coordinator
Hemophilia Ontario (TCOR)
802 – 45 Charles St. E.
Toronto, ON  M4Y 1S2
For more information, contact Manisha at 416-972-0641, Ext. 23 or 1-888-
838-8846. Fax: 416-972-0307, or E-mail: mramrakhiani@hemophilia.on.ca

For Toronto and Central Ontario Region members only. The TCOR Communication 
Committee will select the two best entries from each age group and the winners’ 
names, along with the artwork, will be published in the next issue of Blood Matters.
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EVENT DATE PROGRAM DESCRIPTION WHO SHOULD ATTEND

March/April Scholarship 
Information

Every year, scholarships become available to 
affected individuals for undergraduate, post-
graduate and vocational studies. Contact 
an RSC to learn about scholarships that can 
help you achieve your educational goals.

Anyone planning to attend a 
post-secondary educational 
institution in September 2010.

April 17 World 
Hemophilia Day

In recognition of this important day, Hemophilia 
Ontario conducts an awareness and fundrais-
ing campaign across the province to educate 
people about bleeding disorders. Join our team 
of volunteers and help spread the word.

Energetic, outgoing individu-
als who are passionate about 
informing people about bleed-
ing disorders, and raising funds 
to support the community.

May/June Inalex Workshop Inalex is a not-for-profit education and support orga-
nization which develops and hosts workshops across 
the continent for people affected by bleeding dis-
orders. While the topic changes each year, the goal 
remains: to teach life-skills to help you navigate the 
unique challenges of living with a bleeding disorder.

Infected and affected individu-
als who find the selected topic 
relevant to their situation. Friends 
welcome. (Topic to be announced.)

August 
1–28

Camp Wanakita For years, Camp Wanakita has been the place where 
kids learn independence through self-infusion.  
Under the instruction of caring nurses from clinics 
across Ontario, children aged 7 – 14 practice treating 
themselves, while experiencing the great outdoors. 
Nurses are on hand 24/7 to handle any emergency, 
but for those who are uncomfortable sending 
their children to camp, a family camp is being 
launched in 2010. Space is limited, so sign up early.

Children between the ages 
of 7-14 who are affected by a 
bleeding disorder. Families are 
welcome for family camp.

August HOY Summer A youth-planned outing to develop inde-
pendence and leadership. A valuable experi-
ence for affected youth as they help cre-
ate the curriculum, and help run the show 
under the watchful eye of a skilled nurse. 

There are two groups. Youth aged 
12 – 16 and 17 – 26 years of age 
who are living with a bleeding 
disorder, and who are interested 
in gaining experience planning 
and implementing an event.

September Just the Guys Held at beautiful Camp Ki-Wa-Y, this weekend 
retreat is a time for male children to bond with their 
fathers (or other male role models). Teams com-
pete throughout the weekend, testing knowledge, 
ingenuity, dexterity and deduction. There are plenty 
of activities, from climbing and archery to swim-
ming and boating. Fathers are treated to educational 
seminars to expand their knowledge as well.

Affected boys and their fathers 
(or mail role models).

October Women in Touch Women have an event of their own as well. 
Following the success of W2 2009 last October, 
TCOR will hold its own women’s program. 
Women from across the region get together to 
learn more about themselves and each other.

Affected women, carriers 
and female caregivers.

Events Calendar

continued
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November Transitions Youth leaving the clinic at Sick Kids to move to 
the adult clinic at St. Mike’s in 2011 are invited to 
attend Transitions. Held at St. Mike’s and attended 
by staff from both clinics, Transitions provides an 
introduction to the clinic at St. Mike’s, and intro-
duces adult-centered care. Parents and youth 
who attend this evening find they feel more com-
fortable making that first visit to St. Mike’s. Don’t 
be left wondering what is around the corner.

Youth who will be transitioning 
to the clinic at St. Mike’s dur-
ing 2011, and their parents.

December 1 World AIDS Day To recognize the many families who have coped 
with infection from tainted blood products, TCOR 
partners with other HIV service organizations to 
promote World AIDS Day. Join with us to honour 
those who have been infected, and build aware-
ness for the importance of a safe blood supply.

Energetic, outgoing individuals 
who are passionate about inform-
ing people about the impor-
tance of a safe blood supply.

December Camp Wanakita 
Registration

Not sure if Camp Wanakita is for you or your fam-
ily? Do you have reservations about making your 
reservations? Come out to the Camp Wanakita 
Registration event, to learn more about the camp 
experience, ask questions and hear first-hand 
accounts from those who have attended before.

Any family interested in learning 
more about the camp experi-
ence. Those nervous about 
sending their child to camp 
are especially welcome.
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Hemophilia Ontario
Hémophilie Ontario

EVENT DATE PROGRAM/EVENT

February 26-28 HOY Winter Camp

March Blood Matters magazine

April 17 World Hemophilia Day 

April 24 Hemophilia Ontario – Annual General Meeting

May Inalex

May 19 World Hepatitis Day

June 5 Biking to Stop the Bleeding

July Blood Matters magazine

July 10-14 World Federation – Buenos Aires

August HOY Summer Camp

August 1-14 Wanakita Camp Registration

September 17-19 Just the Guys, Camp Ki-Wa-Y, St. Clements, ON. This three-region event held at Camp Ki-Wa-Y in 
Kitchener/Waterloo provides fathers (or male role models) and their sons a weekend camp experience.

October 17 Toronto International Marathon - Pledges - Participation and SWOR’s Families in Motion (fundraiser)

October 22-24 Family Camp, Camp Wanakita

October 27 Tainted Blood Scandal - Commemoration Day

November Bleeding Disorders Awareness Month

November Blood Matters magazine

December Transition

Hemophilia Ontario 
calendar

Check the Events Calendar at the end of each section for dates specific to your Region.

802 - 45 Charles St. E.
Toronto, ON  M4Y 1S2

03994899


