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President’s Message

by Paul Wilton

For 60 years Hemophilia Ontario has worked to improve the health and quality of life 
of people with inherited bleeding disorders.  The dedication and compassion of our 
employees have been critical to our community’s accomplishments. 

As you may know Hemophilia Ontario receives about half of its funding from the Ministry 
of Health and Long-Term Care’s (MOHLTC) AIDS Bureau to provide services to those with 
HIV and AIDS. In recent years this funding has become increasingly uncertain. Hemophilia 
Ontario’s Board of Directors initiated a Funding Review Task Force to evaluate strategies 
to ensure our future sustainability.

 The Task Force determined certainty was needed to allow a transition to a new service 
model and to ensure institutional knowledge is carried forward. This decision was given 
deliberate and thorough consideration and was informed by knowledge of AIDS service 
organizations who unexpectedly lost all or part of their funding. In late 2014, Hemophilia 
Ontario’s leadership entered negotiations over a nine month period with the MOHLTC to 
ultimately negotiate a three-year reduction in funding to allow suffi cient time for planning 
this transition. In June 2015, the MOHLTC confi rmed this phased reduction. The Board of 
Directors is expected to fi nalize plans on the future structure of the organization before 
the end of the year. These changes will be implemented with the utmost concern for our 
employees’ well-being.

The Board of Directors is convinced this is the proper course to ensure our future 
sustainability so we can continue to serve our members until our mission is achieved. 
We view this restructuring as an opportunity to re-evaluate the way all of our services 
are delivered to ensure we can continue to have the greatest positive impact on our 
members’ lives. As such, we are very much looking forward to hearing from you as we 
move forward together, strong.

Return any undeliverable items to Hemophilia 
Ontario at the address listed above.
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Executive Director’s Message

by Terri-Lee Higgins

And so it begins. Hemophilia Ontario has initiated the fi rst steps in the restructuring 
process that we have talked about for the past many months. I am very excited 
by the opportunities and change that we will undergo as we move toward a new 

working structure. Through the Funding Review Task Force and the Member Engagement 
Task Force we sought member feedback that is guiding the change process. 

Changes will start small such as converting land lines to cell phones (keeping the same 
numbers) providing more consistent access to staff and also relocating the Toronto offi ce 
from downtown to Yonge and Sheppard. The most signifi cant change will be in staffi ng. 
In 2016 the Regional Service Coordinator positions will no longer exist as we move to a 
new staffi ng structure that will see fewer staff – like everyone else, we will be doing ‘more 
with less’. The fi rst few months of the year, staff will transition to new roles with greatly 
varied responsibilities. We appreciate your patience and support as we work through the 
kinks of transition and look forward to emerging as an effective staff team and strong 
organization.

The Regions (CWOR, NEOR, NWOR, OEOR, SWOR and TCOR) will remain intact. Now, 
more than ever, we will be looking to our grass roots to keep our regions healthy and 
vibrant while ensuring that each region offers focused educational programs and supports 
as identifi ed by our members as priorities. We will continue to build the capacity of our 
volunteers and commit to fi nding new, and continuing existing successful initiatives to 
provide value to you as members of Hemophilia Ontario. 

To the Funding Review Task Force and the Member Engagement Task Force, and Monica 
who chaired both, for your numerous hours, meetings and the fi nal reports that are 
impacting this process, thank you. Your efforts have provided signifi cant guidance and 
generated much thought and conversation around where we are and where we need to 
land. In the next month, we will be sending out a short survey where we will be asking you 
for your input on where you think we should be focusing our efforts in the future – please 
make sure you have a voice. With your input we can ensure that we continue to provide the 
programs and supports that are most important. 
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Editor’s Message:
COMM N TY

by Tom Beer

As can be seen, without “U” and “I” there is no community. I 
used this title to emphasize the problem with some peoples’ 
senses of responsibility. Building a community is easy…

keeping the community strong takes effort.  A community is often 
defi ned as “made up of people in the same family, working for the 
sustenance and maintenance of the family members”. For most of us 
that defi nition works, even at a corporate level.

Any time of year each of us receives a number of requests for support, 
most of which begin with, ”We need YOU to help us to meet our 
objective”.  I’ll read the request, evaluate the need on my  ”can I 
afford it?” sensor, and make decisions about if/ if not,  how and how 
much to support the cause.  It’s my responsibility to evaluate the need 
and, then, to determine my response. That’s the “I” in my case.  In 
the articles by President Paul and by Executive Director Terri-Lee 
we recognize that Hemophilia Ontario has taken on the challenge 
of changing to meet the current and imminent fi nancial culture. The 
impacts of the necessary changes are already being felt. It is obvious 
that “U” and “I” will be called on to take an active part in the future 
of this important organization. When the survey arrives, complete it, 
have a voice. As expressed by Amy, if you want to be part of the 
change, you must be responsible for your part of the change. In the 
future of HO your voice is important. 

I don’t know who said, “There’s no “I” in a “team”, but they had it 
wrong. I prefer a team of individuals, a team of I’s, because without 
individual thought and effort, the creativity and accomplishments of 

the team will be minimal. One of the things I like least in team work 
is to have an individual state that “whatever the team decides will 
work”. As part of the team the decision is that person’s, too. It’s not 
hard to see that the best team is made up of individuals devoted to 
a common cause.

A more modern defi nition looks at an “intentional community”, i.e. 
sharing common visions, working to build and fulfi ll connections, 
and accomplishing common goals. These communities practise 
interdependence, work towards larger goals, stay committed for “the 
long term”, and contribute to the well-being of each other. That’s 
what I see in every activity, committee, and individual who is part 
of The Hemophilia Ontario community… one of the best intentional 
communities I’ve ever been involved with. When you read of the 
activities of the area committees, you’ll appreciate the extent and 
impact of the HO outreach in each area.

When we read the personal articles by Luke, on page 8, and by 
Amy, on page 18,  we  realize the impact that dedicated people and  
important programmes have had on them, as they articulate their 
participation and appreciation of what is currently offered, and of the 
need for continued growth and development of programmes to serve 
them better. From these individuals, we see the value of a community, 
whose purpose is focussed on the bleeding disorders community.

And so, without “U” and “I” there is no COMMUNITY.  When we 
work together, we can and must make a difference. When we work 
as a UNITY, as a focussed COMMUNITY, we are more powerful than 
trying to “go it alone”. In the next few months and years, as HO goes 
through the necessary transition outlined by both Paul and Terri-Lee, 
let’s always be aware that we can and must do a lot together, because 
each of us is vital to the community.

“A different world cannot be built by indifferent people” 
— Peter Marshall

This edition of Blood Matters demonstrates my contention.
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Standards of Care 

As a member or patient of the inherited 
bleeding disorders community, you 
may be familiar with the Canadian 

Comprehensive Standards of Care, but 
just in case you aren’t, or need a refresher, 
we’re here to help!

The Canadian Comprehensive Standards 
of Care are used by your Hemophilia 
Treatment Team, and guide best practices 
for the treatment of your inherited bleeding 
disorder. They outline who your core team 
members are, and who your extended 
team members are. The standards also 
highlight the services available and 
responsibilities of each treatment centre. 
These are all really important features for 
the optimization of your own inherited 
bleeding disorders care.

To access the complete Canadian 
Comprehensive Standards of Care 
document, you can visit the Canadian 
Hemophilia Society’s website where 
you will fi nd it listed under the Care & 
Treatment tab. For the direct link, you can 
access it here:

http://www.hemophilia.ca/en/care-and-
treatment/comprehensive-care-standards/ 

GivingTuesday

S ince 2013, Hemophilia Ontario has participated in a campaign called GivingTuesday.  
GivingTuesday is a new Canadian movement that encourages giving and volunteering.  
It is a day where charities, companies and individuals join together to share communities, 

rally for favourite causes, and think about others. Just as Black Friday kicks off the holiday 
shopping season, GivingTuesday is the opening day of the giving season.  In 2014, Hemophilia 
Ontario generated approximately $1000 in donations from our campaign. We would like to 
see an increase for 2015.

This year we put together a social media campaign where 5 stories about inherited bleeding 
disorders were shared over 5 weeks.  You can continue to show your support of these stories by 
liking, sharing and re-tweeting these stories to help spread the word about inherited bleeding 
disorders, and the amazing work Hemophilia Ontario does to support its community.

You can also continue to make a donation online by visiting: 
https://www.canadahelps.org/giv3/20241 

Many thanks to all who donated!

Liam Barbour Charity Golf Classic 
Thank You for Your Support!

Hemophilia Ontario would like to recognize and thank Brad and Jen Barbour and all their 
family and friends for their efforts to bring the Liam Barbour Charity Golf Classic to life. 
In its tenth (and maybe fi nal year) the proceeds of this event have helped send children 

to YMCA Camp Wanakita, purchased medical supplies and orthotics, medic alert bracelets 
and provided a scholarship to CWOR Youth toward continuing education.   

On behalf of Hemophilia Ontario, the Board, staff and our members, please accept our sincere 
thanks for choosing us as recipients of these funds that have in turn allowed us to make a 
positive difference in our member’s lives. In the words of William Shakespeare, “I can no other 
answer make but thanks, and thanks and ever thanks.”

Hemophilia Ontario News

The goal of the fi nancial assistance policy is to provide exceptional 
fi nancial support to people with bleeding disorders and their 
families to reduce the burden caused by their condition. To be 

eligible for fi nancial assistance, these individuals must be members 
of Hemophilia Ontario or, if not, clients of 
one of the province’s hemophilia treatment 
centres, and in fi nancial need. Please note 
that submitted requests must directly refl ect 
the individual’s bleeding disorder related 
needs. Hemophilia Ontario reserves the right 
to contact medical personnel for addition 
information as necessary when considering 
submitted requests.

Financial support is generally provided to 
cover reimbursement of items including, but 
not limited to, tutoring, dental costs, assistive 
devices (e.g. MedicAlert bracelets, crutches, brace), equipment (e.g. 
toddler protective headwear), in-hospital costs (e.g. telephone and 
TV) and other emergency funding. Hemophilia Ontario will pay for a 
fi rst time basic MedicAlert bracelet and the fi rst year of membership 
and replacement bracelets if they are worn out. Lost bracelets are the 
responsibility of the family, except under exceptional circumstances. 

Financial Assistance Policy
Hemophilia Ontario is the payer of last resort. Members are required 
to attempt to have these costs covered by other social agencies 
including medical plans and the government. Hemophilia Ontario 
reserves the right to request copies of such documentation in support 

of the submitted request. When an individual’s 
costs are to be reimbursed by a social agency 
at a later date, Hemophilia Ontario can enter 
into an agreement whereby the funds are 
advanced and then later recovered. 

Each year, Hemophilia Ontario allocates a set 
amount of money for this fund and once these 
funds are exhausted, no further claims will be 
processed that year. Requests submitted by 
December 31 will be considered pending 
availability of funds. We are unable to carry 
claims over into the following year.

For information about the guidelines or to receive the Financial 
Assistance Forms to complete and submit with receipts, please 
contact your local Regional Service Coordinator.



Thank You Dr. Shupak
Georgina Floros – Hemophilia Nurse Coordinator, St. Michael’s Hospital

Dr. Rachel Shupak, an exceptional rheumatologist, has been an integral member of the hemophilia clinic at St. Michael’s Hospital since 
its inception in 1983. After a long and dedicated commitment to the hemophilia clinic she has decided to reduce her practice and will 
no longer be doing her monthly clinic. Dr. Shupak has brought expertise to those patients that experience the pain and disability of 

joint bleeds and the damage that results. I have witnessed her compassionate care as she relives the pain of a terrible bleed with an aspiration 
or settles infl ammation with a joint injection. Dr. Shupak’s expertise was sought by many patients in the province, especially for radioactive 
synovectomies. 

Dr. Shupak is a gifted teacher and always sought opportunities to educate patients and health care providers. I have personally benefi tted 
tremendously from her mentorship and have developed a more complete understanding of the complex clinical challenge of musculoskeletal 
complications of hemophilia. On behalf of my fellow hemophilia treatment team and the countless patients who have benefi ted from her care, I 
wish to thank Dr. Shupak for all her guidance, teaching and care.

With immense gratitude, Georgina
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Camp Wanakita Update
by Laura Tomkins

YMCA Camp Wanakita 2015 took place August 2-29. This year 
we sent over 55 campers to spend 1 to 4 weeks in Haliburton 
to participate in activities such as kayaking, swimming, and 

canoeing, with hematology nurses from around the province on site 
to help campers learn how to self-infuse.

My Camp Experience
by Matthew Devereaux

I would like to start off with a little background history about myself; I am 16 years old with moderate Hemophilia A and I was diagnosed 
when I was 11 months old when I tore my frenulum.  At home, growing up with an older brother that didn’t have hemophilia or any medical 
conditions, I found it hard at times to adapt when it came to playing sports.  As a child, I was never able to play organized contact sports. I 

was a little sad at the time but looking back at it now it didn’t matter that I never played them, I was always busy being an active kid riding my 
bike, swimming and playing baseball.

When I was 7 years old, my nurse at Sick Kids, Ann-Marie, talked to my parents about a camp 
in Haliburton.  YMCA Wanakita is a camp that is 1000 acres with diverse activities for everyone 
to enjoy such as canoeing, kayaking, swimming, arts & crafts, archery, theatre arts… the list 
goes on! At camp, which I call my second home, is where at the age of 7 I learned to mix my 
factor all by myself with one of the nurses beside me looking over to see if I made any mistakes 
in the process.  My nurses from when I was 7 until now were Ann-Marie, Betty-Ann, Diana, 
Sherry, Diane, Lisa, Georgina, Lori and Vanessa.  I only spent a week the fi rst time I went, and 
when I came back home on the bus, I told my mom that I was interested to go for the 2 week 
program.

At 8 years old, I went back to Wanakita for 2 weeks where the nurses taught me to self-infuse 
the factor I mixed myself. It took a few tries at fi rst to get into the vein but I did it.  At the end 
of the 2 weeks I was fi lmed doing my infusion all by myself. Now I have a prophylaxis schedule 
of 2 infusions a week.

I continued to go to camp until the age of 16 which is the oldest you can be without working 
there.  When I was 14, I did the Senior Traditional program which incorporates a 5 day canoe 
trip outside of camp. I had the great opportunity to have mine in Bon Echo Provincial Park.  If 
I had not learned to self-infuse I wouldn’t have had that opportunity.  Last year during the fi rst 
year student counsellor program, I went on a 6 day canoe trip in Sudbury into Sturgeon Falls.  I 
would self-infuse on a rock or any type of fl at surface on every second morning no matter where 
I was on the trip before starting the day.

If it wasn’t for Hemophilia Ontario sending nurses for 2 weeks at camp Wanakita, I would have never heard of the camp I call home.  I would 
never have learned to self-infuse or even be here writing about how much Hemophilia Ontario and Camp Wanakita have impacted my life.

HO is Going Green!
In 2015 Hemophilia Ontario is going green!  At the present time 
it costs $4.00 to print and mail one copy of Blood Matters. By 
joining our e-mail list you’ll be helping the environment as well as 
Hemophilia Ontario while still receiving your favourite magazine 
– Blood Matters. You’ll, also, receive all of Hemophilia Ontario’s 
program notifi cations.

If you are interested in switching exclusively to our e-mail list, 
please contact Susan Turner, Executive Assistant/Bookkeeper at 
1-888-838-8846 ext. 21 or sturner@hemophilia.on.ca
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Just the Guys 2015
by Matthew Maynard 

“Thank you for providing a weekend with the guys from around Ontario. This 
really is all kinds of special.” – New Father and Son

“Thank you for everything. We are very lucky to have you all in our life next 
to our family, without you hero’s it would have been very diffi cult” 
– Returning Father and Son

When “Just the Guys” was started by a group of parents 14 years ago there was no social media 
or messaging or even smart phones but all of that does not change the value of coming 
together to play, learn and care. This year, the planning committee pulled together an event 

around Kamp Kragle coming from the Lego movie for inspiration. We had Taco Tuesday on Saturday, 
after Kids on the Block, learning about myCDBR from Theresa, and a whole gang photograph. Thanks 
to Lisa, Rebecca and Vanessa, nurses from Ontario Hemophilia treatment centres for their support and 
encouragement for the dads and boys. Our youth leadership, Jordan and Luke, made the weekend 
special, regardless of age, making sure even the free time was a good time. This program continues 
to be looked forward to each year just as it did that very fi rst year!
 
The generous support of Bayer made this program possible.

May You Always Shine

Laura Tomkins began her journey with TCOR in 2012 as a Regional Service Coordinator. As a team 
we achieved so much. Whether developing new programs, collaborating on provincial programs 
or fi nding ways to grow our social media, Laura’s cheerful attitude and smile helped members 

know she was always ready to help. 

As a result of our restructuring Laura will be leaving us January 15, 2016. It is with sincere thanks that 
we acknowledge Laura’s commitment to our members and the mission toward which we strive. As you 
embark upon a new path, let us wish you many moments of happiness success and achievements. 

On behalf of our entire organization, we wish you luck in future.  Thank you for being a great RSC, 
cheerleader and may you shine always wherever you go.

 Just the Guys Group – 2015

 Kayaks at Camp

 Morning view from the deck
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First Just the Guys Volunteer Experience
by Luke Chase

I went to Just the Guys for the September weekend this year for the fi rst time and it was an absolute 
blast! I go to Camp Wanakita in the summer and Jordan Cabral, my fi rst year’s trainer, asked me if I 
had ever gone to the weekend camp or had ever wanted to go. I had always wanted to go, but my 

family never had time to go, so I had never been. Thanks to Jordan’s recommendations and suggestions, 
I became a youth volunteer at the camp and it was such an amazing experience. 

When I was a lot younger, it was diffi cult for me and my family to deal with my hemophilia and there 
were so many questions that we had with not many answers because we hardly knew anyone who had 
experienced what we were going through. 

At this camp, Jordan and I were the “older kids” who the 
younger boys could look up to. We led activities which were 
both fun and educational for the fathers and the kids. The 
weekend fl ew by and felt like one long day with two short 
naps. We laughed, learned and shared our experiences as 
boys with hemophilia and just guys. At the end of the day, 
it was a weekend I would never give up the chance to miss 
again.

Canadian Hemophilia Society NewsProducts in the Pipeline   
NEW Update 
November 17, 2015

Never have so many clotting factor concentrates been in 
development or “in the pipeline”. So many, in fact, that it 
has become diffi cult to keep track of them all. So the CHS 

is publishing fi ve charts, one each for factor VIII, factor IX, inhibitor 
products, other coagulation products, and one for factor VIII, IX 
and other rare bleeding disorders together, to help everyone stay 
informed of their progress through preclinical work, clinical trials and 
regulatory approval.

We have been able to identify 30 new therapies in development, 11 
for hemophilia A and VWD, eight for hemophilia B (including two 
promising gene therapy), nine bypassing therapies to treat patients 
with inhibitors and two others. While some of these are still at the 
preclinical stage, when the research is conducted on mice and other 
animals, many are in, or have completed Phase III trials with patients, 
the fi nal stage before an application is made to market the product 
commercially.

Health Canada has recently approved fi ve of these products: Alprolix™, 
an extended half-life factor IX manufactured by Biogen Idec in March 
2014; Eloctate® an extended half-life factor VIII manufactured by 
Biogen Idec in August 2014; Rixubis™, a traditional half-life factor IX 
manufactured by Baxalta in September 2014; Nuwiq® a recombinant 
FVIII product manufactured by Octapharma using a human cell line 
in November 2014; and Zonovate®, a traditional half-life factor VIII 
manufactured by Novo Nordisk in January 2015.

Extended half-life products – The development of extended 
half-life products could be the fi rst major improvement in care 
for hemophilia since the advent of virally safe concentrates and 
prophylaxis in the late 1980s. While claims need to be confi rmed by 
clinical trials and post-marketing experience, it is possible that the 

half-life of factor IX could be extended three- to fi ve-fold, factor VIII 
one and a half times and recombinant factor VIIa eight-fold. This 
has the potential to reduce the frequency of infusions, an advance 
in convenience, or increase the trough levels in prophylaxis, a clear 
therapeutic advance. Currently, prophylaxis aims to maintain at least a 
1% factor level at all times. Should physicians and patients be content 
with 1% or is a higher trough level desirable to prevent bleeding?

More potent products/Novel mechanisms of action – Some 
of the products in development are designed to be more potent and 
more effective in stopping bleeding or to be based on entirely novel 
mechanisms of action. This is critically important for patients with 
inhibitors, for whom current treatments are not nearly as effective as 
conventional treatments for patients with hemophilia A and B without 
inhibitors.

Broader portfolios for companies – The pipeline sees the 
development of broader portfolios for companies so that they can 
market products in all three major areas—hemophilia A, hemophilia 
B and inhibitors—and not just one or two, as is the case today. This 
has the potential to increase world supply and competition. In a 
worldwide market growing by 8% a year, this is a good thing.

While not all of these products will make it to market, many are very 
promising. We will update these charts periodically. We invite you to 
consult this page regularly to follow progress.

More details on these clinical trials are available on the web site of the 
U.S. National Institutes of Health. Go to www.clinicaltrials.gov and type 
‘hemophilia’ in the search box.

Article Source: www.hemophilia.ca

Luke & JTG camper Jake 
having a great time!
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Hepatitis C Care and Treatment 

As new treatments are being developed more quickly, case 
treatment is also changing rapidly. Everyone should have the 
state of their liver assessed and be evaluated for treatment 

by their doctor.  A discussion between a doctor and a person living 
with Hepatitis C can help determine if and when to take treatment. 
Contact your doctor or Hemophilia Treatment Centre. 

To learn more about current treatment you may want to see the 
session on Hepatitis C from the CHS Rendez-vous the Medical and 
Scientifi c Symposium held May 29, 2015 in Halifax, Nova Scotia.  

https://www.youtube.com/watch?v=eLUs9pz5yrQ&feature=youtu.be

As an example of these changes, in November, Gilead Sciences 
announced that the U.S. Food and Drug Administration (FDA) has 
approved Harvoni (ledipasvir/sofosbuvir) for expanded use in patients 
with genotype 4, 5 and 6 chronic hepatitis C virus (HCV) infection and 
in patients co-infected with HIV. In addition, Harvoni plus ribavirin 
(RBV) for 12 weeks was approved as an alternate therapy to 24 weeks 
of Harvoni for treatment-experienced, genotype 1 patients with 
cirrhosis. Harvoni received regulatory approval for the treatment of 
chronic HCV genotype 1 infection in adults in the United States in 
October 2014.

Bleeding Disorders & Research News

HIV/AIDS and Hepatitis C News

HCV Treatment Support 
for 1986-1990 Claimants

August 2015 – if you are a class member or family class member 
in the 1986-1990 Settlement you received a request from the 
Joint Committee for your input into the best way to utilize a 

surplus to the benefi t of claimants participating in this settlement.  
Consultations were held in Toronto and Hamilton and across Canada.  
Your input can still be received as this request for input and consultations 
are to prepare for presentation to the courts in June 2016. 

For more information please visit  http://www.hepc8690.ca/ 

If you would like to learn more about the response nationally please visit 
http://www.hemophilia.ca/en/hcv-hiv/hepatitis-c-and-hiv-compensation/
chs-response-to-86-90-surplus/ 

If you would like to speak in confi dence please contact Matthew 
Maynard, 519-432-2365 or mmaynard@hemophilia.on.ca

Welcome to My CBDR
Arun Keepanasseril – Project Manager, CBDR

Theresa Almonte – Data Manager, Hamilton-Niagara Regional Hemophilia 
Program

The Hamilton-Niagara Regional Hemophilia Treatment Centre has 
recently launched a new software system the Canadian Bleeding 
Disorder Registry (CBDR) to manage patient records and diaries. 

Co-owned by McMaster University and the Association of Hemophilia 
Clinic Directors of Canada (AHCDC), the system, the CBDR, was 
developed by National Blood Authority  (NBA), a statutory Australian 
government agency.  CBDR was built on the same software platform as 
the Australian Bleeding Disorder Registry (ABDR) with Canada specifi c 
customisations to meet Canadian requirements. CBDR has also been 
rolled out in other hemophilia treatment centres in Quebec, and will 
soon be available to treatment centres across the country.  

My CBDR is the new patient electronic diary program that is part of 
the CBDR, it replaces  the existing electronic diary, EZ Log. CBDR, it 
is a web based system designed to allow patients and caregivers to 
record factor infusions quickly and with ease.  

Here are some of the new and improved features available 
with My CBDR:

Documenting  prophylactic treatments are done in no time at all – 
Patients and caregivers now using My CBDR have often commented on 
the ease and speed in which an infusion can be recorded.  

Recording bleeds using an on-line body image – When documenting 
bleed sites, a body image will appear on your screen.  

Most recent treatment recommendations available for you to view – 
You now have access to your treatment recommendations on- line.  Your 
clinic will update these recommendations every time you receive a new 
wallet card.

Additional self management tools available – You can now manage 
your own height and weight, update your address or telephone number 
or provide the clinic changes to your contact list.

Easy to read reports – My CBDR gives you the capability  generate 
various reports based on the infusion records you enter. They are easy to 
read, colorful graphical reports (pie graphs and bar graphs).

Phone app coming soon! – In early 2016  you will be able to download 
an app on your iPhone or Android device to manage your electronic diary 
faster and easier.

How do I sign up?
Log on to www.mycbdr.ca and register yourself. Your treatment centre 
will process your request and send you a temporary password. They will 
also need to communicate with you to set up your baseline inventory 
(the unused factor you have at home at the time of registration) and 
will assist you with training. 

If you have any questions about My CBDR or would like a demonstration 
of the system, contact the clinic at 905-521-2348 or 1-888-903-4642. 
The staff will be happy to assist you.
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Hemophilia Ontario Youth

My Experience!
by Trevor 

Camp, Just the Guys, Seminars, and Webinars! I’ve been to most programs offered to me through Hemophilia Ontario and TCOR in the last 
12 years of my life. Not one event in my mind has left me saying “this was boring” or “why am I here?” – because all of the events have 
been educational, interesting and had purpose. 

So why did I start coming to programs? Well, when I was much younger I attended programs with 
my parents when they decided to go, so if there was ever a program such as Families in Touch, 
Family Camp or the Toronto Marathon fundraiser, I was sure to follow and participate. As I grow 
up and meet new friends and different families, I have become more independent and more 
open to learning for myself from other people’s stories and what they went through or what their 
child’s fi rst years dealing with a bleeding disorder were like. Attending programs has also been a 
great way to keep in touch with the medical staff from the bleeding disorder clinics because they 
are often speakers at programs.  

However, the programs are not just about getting to know or keeping in touch with other people 
involved in the community.  Some programs, like the Commemorative Event are focused on the 
history of treatments that failed the community at one point and how we came to conquer the 
mistakes of others. Other programs such as Just the Guys is a great bonding experience between 
a father and son, and Aging with a Bleeding Disorder focuses on maintaining a healthy lifestyle.

On a personal note I enjoy going to more of a younger audience program such as Families in 
Touch where the younger kids look up to me as a type of role model and when I go to the Men’s 
or HOY programs, I myself look up to the older guys and my peers to connect and learn from 
their experiences. I would encourage all people within our community to go to as many programs 
as possible even if the topic may not fully pertain to them because in my experience, attending a 
wide range of programs always has something that anyone can learn from. 
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Central Western Ontario Region

All CWOR articles, unless otherwise 
noted, are by Alex McGillivray

Annual 
Summer BBQ

On Saturday, August 29, CWOR celebrated the summer at 
Bronte Creek Park with their annual summer BBQ. This 
event is always like seeing family, as members come out 

to enjoy each other’s company, some good eats, and some fun 
summer games for everyone. 

Thank you to the CWOR Council members for their help 
preparing and hosting the event, and a special thanks to Tyler for 
being our grill master!

Supercrawl = Super Awesome

We braved the rain for two days this year at our Annual Charity BBQ at Hamilton’s 
Supercrawl Festival, and just as in 2014, you could fi nd us at the corner of 
Cannon St. and James St. N slinging hot dogs and sausages to the masses.

This event was a great success with an estimated 100,000 people attending the festival, 
and the region raising funds to be used towards regional programs and services!  Many 
thanks to all of the volunteers who helped make this event such a huge success:  Mary 
Pedersen, Rob Dinsdale, Debbie and Meagan Bordi, Jenny and Clarissa Vasquez, 
Vivienne Hazaras, Gabriella Hazaras, Nomvelo Nkomo, Carrie MacLeod, Paul Bordi 
for the use of his truck and helping with set up and take down during the event; Jacob 
Bordi for his help with loading and unloading the truck; Michelle, Cohen and Eli for 
their amazing job directing the crowds to our tent; our grill masters, Tyler McGillivray, 
and Anthony MacLeod; and our special ‘hot dog’, Dannielle Hazaras, for her theatrics 
in enticing people to buy from us.  

A special thank you to the donors and Supercrawl organizers – whose 
contributions made this event a great success!

• Supercrawl Organizing Committee for giving us the tent space at the festival.

• Starsky’s Fine Foods for the discount on the sausages.

• Earth to Table Bread Bar for the cases of water and Pepsi.

We truly appreciate being able to participate in this amazing event!

If this event sounds like fun to you and you’re interested in volunteering, please contact 
Alex McGillivray, Regional Service Coordinator at amcgillivray@hemophilia.on.ca for 
more information!

 Bubble fun in the park

 Fun games in the park Wesley & TuggerSharing stories over Lunch

 Dannielle –  our awesome hot dog extrodinaire!



1 2  |  BLOOD MATTERS Fall 2015

Liam Barbour
Scholarship Award 
The Central Western Region of    
Hemophilia Ontario (CWOR) is proud to   
present the Liam Barbour Scholarship Award.  

This scholarship is made possible through the generosity of 
the Barbour Family.  The Liam Barbour Scholarship Award will 
offer a $500 award to any affected member for their fi rst 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.

Scholarship Requirements:

• To qualify for this award, the applicant must reside in the  
 Central Western Ontario Region, be an active member of  
 CWOR, and have a bleeding disorder. 

• The applicant must provide proof of their enrolment at a  
 post-secondary institution to CWOR.

• CWOR has been empowered with the selection of the 
 award on an annual basis.  The award will be paid in/ 
 around the fi rst week of October of the fi rst year   
 the student is enrolled in post-secondary education.

The deadline for receipt of scholarship applications is 
August 1, 2016. Faxed or late applications will not be 
accepted. For more information or to obtain a Liam 
Barbour Scholarship Award application, please contact Alex 
McGillivray – Regional Service Coordinator.  

Applications can be mailed to Hemophilia Ontario CWOR, 
101-King St. E, Hamilton, ON, L8N 1B2

Regional Council and Staff

CWOR

CONTACT

Alexsandra McGillivray
Regional Service Coordinator

amcgillivray@hemophilia.on.ca

101-140 King Street E.
Hamilton ON, L8N 1B2

905-522-2545

Rob Dinsdale

Mary Pedersen

Debbie Bordi 

Meagan Bordi

Michelle Markowski

Michelle Mundt

Parents’ Education Day

CWOR’s Parents’ Education Day took place on Saturday October 
17th at Oliver & Bonacini’s restaurant in Oakville with a fantastic 
presentation on the “Power of Exercise” by Greig Blamey, 

physiotherapist from Manitoba. 

Participants learned the benefi ts of exercise for those with inherited 
bleeding disorders. They also had the opportunity to speak candidly 
with Greig about any activity challenges they face as parents of 
children with an inherited bleeding disorder.

Just the Guys
2015

North Eastern Ontario Region

All NEOR articles, unless otherwise noted, are  
by Stephanie Morrison

Another September means another “Just the Guys”… or does 
it?  NEOR held its third annual “Just the Guys” weekend with 
a small twist added to the mix – just a few gals! This year, all 

members were invited to spend the weekend in North Bay for its 
Nipissing Adventure Weekend.  

Regional Council and Staff

NEOR

CONTACT
Stephanie Morrison 

Regional Service Coordinator
smorrison@hemophilia.on.ca

501-65 Wellesley Street. E.
Toronto ON, M4Y 1G7 

1-866-545-1647

Shelley Hewett

Betty-Anne Paradis

Joanne Beaulieu

Julia Fortunato

Tim Hewett

Shawn Morrison

The program was fi lled with educational seminars for ”Just the 
Guys” registrants as well as separate seminars for registrants of 
the Member Weekend Getaway. Those who participated in the fun 
activities reported that they enjoyed the new format of having all 
family members present! Participation from two Grandpas made the 
weekend extra special, and the boat ride, well… you just had to be 
there!

 The lovely group with presenter Greig Blamey

The JTG & Member Weekend Getaway Group



BLOOD MATTERS Fall 2015 |  1 3

North Western Ontario Region

Regional Council and Staff

NWOR

CONTACT
Laura Tomkins

Regional Service Coordinator
ltomkins@hemophilia.on.ca

501-65 Wellesley Street E.
 Toronto ON, M4Y 1G7 

1-866-920-2031 

Shelley Hewett

Betty-Anne Paradis

Joanne Beaulieu

Julia Fortunato

Tim Hewett

Shawn Morrison

Fall Clinic

L aura Tomkins, Regional Service Coordinator, 
visited the Thunder Bay clinic this past 
October 19th and 20th. She was able to 

connect with patients and speak about Hemophilia 
Ontario programs and services.

This year OEOR held their annual Summer BBQ at Mont Cascades 
Waterpark in Cantley, Quebec.  Families had a great time enjoying 
all the fun the park has to offer by zipping down the water slides and 

cooling off in the pool.

Families had time to connect during the day at our private deck space where 
Alex McGillivray, RSC had a chance to connect with families and talk about 
upcoming programs and services.

Many thanks to the OEOR Council for their help in planning and hosting 
this event, and to all the members that attended!  We love seeing and 
connecting with you!

Ottawa and Eastern Ontario Region

All OEOR articles, unless otherwise 
noted, are by Alex McGillivray

OEOR Summer
BBQ

Regional Council and Staff

OEOR

Diane Bissonnette 
Lyanne Cabral 
Raminder Kaur Kurichh 
Ashwani Kurichh
Stephen Perry
Nancy Sauve
Anna Sicoli 
Darlene Villeneuve

CONTACT
Alex McGillivray – Acting 

Regional Service Coordinator
amcgillivray@hemophilia.on.ca

2445 Boul St. Laurent, Suite B151D 
Ottawa ON, K1G 6C3 

613-739-3845

Kevin, his sister and his dad enjoying lunch at Mont Cascades Waterpark

Ash and his wife Anju 
smiling for the camera

Brianna and her brother Jax 
having fun
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8th Annual 
Golf Tournament

South Western Ontario Region

All SWOR articles, unless otherwise noted, are  
by Matthew Maynard

It all came together - good weather, golfers, volunteers and supporters on September 26 at Ingersoll Golf Club. Repeating a successful event 
is about everyone contributing to the day of fun and ensuring support for the programs and services in South Western Ontario.  We had many 
returning golfers, volunteers, donors, and sponsors, while many participated for the fi rst time with this year’s event.

Special thanks to our sponsors, 
volunteers and golfers. 

All-Round Truck and Auto Care
Butzer Family
Canadian Blood Services
Dura Med Home Health Care
La Capitale Financial Group
Matt & Brad  Lobsinger
May-McConville OMNI
Maynard Family
Morton Family
Parker Plastics
Pedden General Glass Ltd.
RBC Insurance
Ross Family
RWAM Insurance Administrators Inc.
Selectpath Benefi ts & Financial Inc.

SWOR Dedication – Remember, Honour, Celebrate

On October 24, 2015 SWOR dedicated the tree at Woodland Cemetery London Ontario as the fi fth tree dedication in the region. Each 
tree at University of Western Ontario, the site of Pinecrest Adventure Camp, A public school yard in Chatham, the site of Just the Guys 
and now at Woodland Cemetery commemorates the lives of those impacted by the tainted blood tragedy.

Remembering all those affected by the tainted blood tragedy and in particular the 85 individuals and families in the communities of South 
Western Ontario. Honouring their contribution and memory and in particular the contribution of Vera and Wes Botham. Vera was a nurse 
who compassionately cared for those with bleeding disorders in her care as a nurse at Victoria and Childrens Hospital in London. Vera was a 
committed volunteer and a generous supporter.

With each tree celebration we Remember. With each tree dedication 
we Honour. With each tree dedication we Celebrate ... our devotion 
and commitment to each other and all those impacted by HIV/AIDs 
past, present and future. We have a common need to both support 
and be supported. Without the help of each other, it is diffi cult to get 
along well in life. 

Even though it may seem limiting at fi rst, our obligations are actually 
transformative, allowing us to open up to the potential that can come 
from being part of a supportive and encouraging group of people. 
Just being able to actively see the ways in which we are interconnected 
goes a long way toward becoming more aware of the ties that bind 
you and the joy of being a vital member of a loving community. 

One of SWOR’s awesome golf teams
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Magical Medieval Times at 
Pinecrest Adventures Camp
by Terri-Lee Higgins

Lord Farquaad, Merlin and Madam Mimm joined forces to try 
to steal the throne for the Kingdom of Camelot from Princess 
Buttercup and Sir Lancelot as King Arthur was seeking someone 

to become the new king.  Turns out Lord Farquaad is the long lost 
brother of King Arthur and rightful heir to the throne – who knew?  
Campers and staff watched the story unfold throughout the week 
at Pinecrest Adventures Camp through skits, song, crafts and story; 
it was magical. Parents and guests witnessed the knighting of the 
damsels and nobility as the fi nal act of chivalry as our Medieval times 
came to an end.

Thank you to our amazing staff who, once again, went above and 
beyond to bring Pinecrest to life not only through the theme, but 
also through song, craft, game and day to day activity.  We are truly 
fortunate to benefi t from this group’s dedication to camp and to 
making sure that every camper has a positive, unique experience that 
makes them want to come back. 

Thank you to Baxalta, Bayer, Pfi zer, NovoNordisk and Biogen for your 
ongoing sponsorship of this cornerstone SWOR program. 

Thank you to the Camp Committee for ensuring that everything is 
in place to bring the magic to life.  And fi nally, sincere thanks to the 
SWOR Council for recognizing the incredible impact this program 
has on our youth campers and keeping it at the forefront of your 
programming. It is the sum of all your time and commitment that 
makes a difference in the lives of SWOR youth.

 Silly pool gnomes

 Pay it forward

 Medieval Magic



Regional Council and Staff

SWOR

CONTACT
Matthew Maynard 

Regional Service Coordinator

mmaynard@hemophilia.on.ca

186 King St. E, Suite 30
London ON, N6A 1C7

519-432-2365

Sue Culliton
Kathleen Hazelwood
Travis Hazelwood
Hannah Higgins
Julia Lepera
Michelle Lepera
Monica Mamut
Leigh McFadden
Paul Wilton

World Hepatitis Day

SWOR joined together with Regional HIV/AIDS Connection in 
London on July 28 to promote testing for hepatitis. We, also, 
jointly held a BBQ with community support and provided more 

information at the downtown market and the Central Library.  

More testing was done right 
at the market and at health 
partners across downtown 
London.

Thank You Cando Rail Services!

Many thanks to Cando Rail Services for their generous 
donation to Pinecrest Adventures Camp, and to Sean 
Mullin, contracting employee, for presenting the cheque to 

Terri-Lee Higgins, Executive Director.

East Park BBQ

We had members from across the region, Windsor to Woodstock, join us for our summer celebration in May at East Park in London. The 
pick-up game of baseball happened while lunch was being cooked. Everyone was sharing – reminiscing about camps past and looking 
forward wondering what camp is all about, how to prepare for summer vacations, and what sports are the best.  We soon were spread 

out across the facility to enjoy activities with family and friends.

The 4Ps of Pain Treatment

This was the title of Susan Tupper’s presentation in June as part 
of the Aging with a Bleeding Disorder series in the region. Pain 
management is part of aging and necessary for many with a 

bleeding disorder.  We are grateful to Bayer for making this program 
possible.

The 4 P’s are broad categories of treatments: 

1.  Pharmaceutical

2.  Physical

3.  Psychological 

4.  Prevention strategies
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 SWOR Members enjoying the education session at the Dine & Learn

 Members sharing stories and getting ready for their picnic lunch at East Park



Toronto and Central Ontario RegionFiT at the Zoo!
Families in Touch

All TCOR articles, unless otherwise noted, are  
by Laura Tomkins

The ‘Families in Touch’ summer event and walk fundraiser took 
place on June 14 at the Toronto Zoo. Replacing the Polar Bear 
Dip for the fi rst time as the spring fundraiser, this sold out event 

had over 60 volunteers from TCOR brave the rain to walk around 
the Toronto Zoo, answer some bleeding disorder trivia questions, 
and raised over $4,000 for the region. Thank you to everyone who 
participated! 

Volunteer Appreciation

Several members of the TCOR Council social got together to 
watch the Toronto Blue Jays baseball game on June 18. It was a 
fun evening, especially since the Jays won 7-1! 

Please contact Laura Tomkins if you would like to attend the next 
TCOR Council meeting.

Awareness Booth at the 
Mississauga Healthy Living Expo

On June 13, we had a table set up at the Mississauga Healthy 
Living Expo with educational materials on hemophilia and 
other inherited bleeding disorders. 

We were able to spread the 
word to hundreds of participants 
at this very popular event!

World Hepatitis Day

To spread the word on World Hepatitis Day, which takes place 
yearly on July 28, TCOR had educational tables set up at both 
St. Michael’s and SickKids hospitals. 

Hundreds of people visited 
the booths to educate 
themselves about hepatitis 
A, B and C. 

TCOR was, also, part of 
a World Hepatitis Day 
BBQ at the Queen West 
Community Health Centre. 
At this BBQ members from 
the community were able to 
enjoy lunch and learn about 
different organizations that 
work with those affected by 
hepatitis.

Comedy Night Fundraiser

Once again, we ran our TCOR Comedy Night fundraiser on 
August 27. This year we even added a 50/50 draw and prize! 
Thank you to all who came out to have a laugh and help raise 

funds for TCOR programs and services.

TCOR Cheers on TFC!

On September 26 volunteers and members from TCOR were 
invited to a Toronto Football Club game. Almost 20 members 
attended and Toronto won!
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Maury and Dave having a great time at the Blue Jays game 

TCOR Volunteers are all smiles while getting ready to help 
with event registration



Regional Council and Staff

TCOR

Zachary Adams
Michael Bosompra
Sheila Coad
Maury Drutz
Ayeh Hamidian
Samuel Leon
D’Marc Lewis
Neil Mentuch
Maryam Naji
David Neal
Corrine Van Dusen

CONTACTS
Laura Tomkins 

Regional Service Coordinator

ltomkins@hemophilia.on.ca

Susan Turner 
Executive Assistant/Bookkeeper

sturner@hemophilia.on.ca

501-65 Wellesley Street. E. 
Toronto ON, M4Y 1G7

416-972-0641

AIDS Candlelight Vigil

The Toronto AIDS Candlelight Vigil took place at the 519 Community Centre in Toronto on June 23.  Over 2000 members of the community 
attended, including Toronto mayor, John Tory. This important community memorial is held annually to remember, honour and celebrate the 
lives of people who have died of AIDS, and to recognize and honour those affected by and living with HIV/AIDS. 

TCOR RSC Laura was proud to have been part of planning and attending the event.

Annual Golf Tournament

On September 11, 2015 TCOR’s 16th Annual Golf Tournament for Hemophilia and Inherited Bleeding Disorders was, once again, held at 
the beautiful Nobleton Lakes Golf Club. Over 60 golfers participated raising $13,000 for TCOR !
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 Some of the great teams that came out to support a great cause at TCOR’s Annual Golf Tournament



BLEEDHers

“If we could change ourselves, the tendencies in 
the world would also change. As a man changes 
his own nature, so does the attitude of the world 
change towards him. We need not wait to see 
what others do.” 

Although this momentous piece of history was borne from the 
actions of one man (utmost respect for Mahatma Gandhi), 
it speaks volumes for female engagement within our 

community. 

The message here is simple: be the change you want to see in the 
world, and don’t expect that change from anyone else. Don’t wait. 
You are responsible for your future. It is your responsibility to help 
those around you realize why your mission is important. That by 
changing yourself, the way you live your life and what you stand for, 
those around you will change themselves in return. 

This could not be truer for women in the bleeding disorder community. 
Ladies, the bottom line is, we are outnumbered. Our needs are unknown 
and our diagnosis is still quite new and we continue to educate those 
within and outside of the medical community. Our voices waiver in a 
room full of hemophilia focused discussion. Documents that govern 
our care and society are written in hemophilia-focused vocabulary, 
which in turn determines our Standards of Care. 

Be The Change

by Amy Griffi th

I can’t begin to count the times I’ve sat in a conference room full 
of well-educated, highly-respectable, over-achieving medical 
professionals referencing bleeding disorders as “the boys in my clinic” 
and focusing on “the needs of hemophilia patients”. As much respect 
as I have for those in the Comprehensive Hemophilia Programs across 
the country (and that would be a lot of respect), to that I say, when will 
the dialogue change to address the females in our community? When 
will we be equally as important as the boys and men?

I believe it is our responsibility as women, to educate the masses. 
I live this disease every day of my life, in a small capacity or a large 
one, depending on the day. Every decision I make is borne out of an 
experience I’ve had in my own self-care. There is no better advocate 
for my care, than myself. 

By opening a dialogue with your health care professional, you’re not 
only improving your own care, you’re improving the care of women after 
you. If 20 women go to clinic with iron defi ciencies connected to heavy 
menstrual bleeding, someone is going to notice. That is how Ontario 
founded its fi rst two Women’s Bleeding Disorder Clinics in Ontario. If 
50 women advocate to Hemophilia Ontario for early OBGYN visits with 
professionals specialized in bleeding disorders to better prepare for 
menstruation, pregnancy and childbirth, someone will listen. That is 
how change begins.

First, start talking. Next, keep talking. Finally, never stop talking. 
Advocate! It’s time to step up to the plate, making Gandhi proud, 
and be the change you want to see in the world.

 

BLEEDHers

Hemophilia Ontario Calendar

Dates are tentative and may be subject to change.

HEMOPHILIA ONTARIO
ANNUAL GENERAL MEETING

16
SATURDAY

APRIL
2016

JUST THE GUYS 
WEEKEND 

16   -18
FRIDAY•SATURDAY•SUNDAY

SEPTEMBER
2016

COMMUNITY
CAMP

OCTOBER
2016

14   -16
FRIDAY•SATURDAY•SUNDAY
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Hemophilia Ontario welcomes the interest of individuals in our organization. The 
Board of Directors is elected at our Annual General meetings for a one year term. 
Each region elects a Regional Council at their Regional General Meeting.

For further information please contact:  
Hemophilia Ontario, 65 Wellesley Street East, Suite 501, Toronto, ON M4Y 1G7

 

Your generosity is the key to providing programs and services to individuals with 
inherited bleeding disorders. No other organization in Ontario offers these supports 
to those living with and / or affected by inherited bleeding disorders. With your 
passion, commitment and dedication we know we can make a difference. 

HERE ARE SOME OF THE WAYS YOU CAN HELP:

DONATE
Make a donation, please visit: 

http://events.hemophilia.on.ca/payments.php  
Donate monthly through direct debit or on your credit card

If your employer has a charitable donation program, have an amount taken  
off each pay cheque 

Leave a bequest in your will

FUNDRAISE
Volunteer at a fundraising event, such as Bingo

Join an event, such as the Polar Bear Dip, and obtain sponsors

Nominate Hemophilia Ontario as your company’s charity of the year

CAMPAIGN
Become a Hemophilia Ontario campaigner. Tell your family, friends and 
colleagues about our work

VOLUNTEER
Become a Hemophilia Ontario volunteer. Each and every one of our six 
regions across Ontario are always looking for volunteers to become active  
and involved. Give a little bit of time, or give a lot. Whatever time you can  
give will be greatly appreciated. 

How to Get 
Involved ...

HEAD OFFICE
65 Wellesley Street East, Suite 501, Toronto, Ontario  M4Y 1G7   
www.hemophilia.on.ca

 info@hemophilia.on.ca  @HemoOntario                

 /Hemophilia-Ontario  /HemophiliaON      

 HemophiliaOntario  hemophiliaontario

How You 
Can Help ...

https://www.facebook.com/pages/Hemophilia-Ontario/192391854132304
https://www.youtube.com/user/HemophiliaOntario/feed
https://twitter.com/HemoOntario
https://www.pinterest.com/HemophiliaON/
https://instagram.com/hemophiliaontario/

