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President’s Message

by Paul Wilton

Y
ou asked for it – together we’ll deliver. In 2009 the Canadian Hemophilia Society 
(CHS) initiated a needs assessment and stakeholder consultation on the development 
of a new strategic plan. This conversation lasted two years, consulting affected 
members and their families, volunteers, Hemophilia Treatment Centre (HTC) team 

members, and staff on the goals we should strive to achieve over the next five years. This 
project sought out expertise on inherited bleeding disorders from each Chapter in each 
Region of the country. In early 2011 Hemophilia Ontario adopted the CHS Strategic Plan, 
and through discussion with our members adapted the plan to respond to opportunities 
and challenges unique to Ontario.

One of the results of this process is the development of an outcomes document for 
Hemophilia Ontario. In this document we have set out a clear vision of the goals we want 
Hemophilia Ontario to accomplish by the end of 2015. Our top priority is to achieve 
comprehensive care for all people with inherited bleeding disorders. To help measure our 
progress in achieving this goal we have set six specific desired outcomes:

• 9 HTCs in Ontario will have been assessed to identify strengths and gaps in   
 services benchmarked with the National Standards of Care

• 9 HTCs will have services for women with inherited bleeding disorders 

• Ontario will have designated funding for the Hemophilia Treatments Centres

• Those Co-Infected with HIV and Hepatitis C will have access to liver transplants

• Hemophilia Ontario will provide services and programs to those living with   
 Inherited Bleeding Disorders and HIV/AIDS or Hepatitis C and their families

• Access to care will be expanded in less economically developed countries

We may not have the ability to achieve each of these goals on our own. However, staff have 
developed an action plan, which will ensure we are advocating to the relevant decision-
makers to ensure these goals are met. We are not wedded to any specific tactic in this action 
plan. We are open to adding any new idea that can be demonstrated to help us achieve 
these goals and abandoning any practice that proves ineffective. 

The Board and staff will not be able to achieve these goals on our own. We need your 
help. The first step you can take is to learn about the issues involved so that you can better 
advocate for your own care and the care of others. In this edition of Blood Matters we 
hope to make you more aware of Care and Treatment Issues, specifically the Standards of 
Care.  There will be a noticeable change in the up coming editions of Blood Matters as 
we focus on having a more in-depth exploration of the advocacy goals identified in our 
outcomes document. We hope that in the coming months you will have conversations with 
your Regional Service Coordinators (RSCs) about opportunities to get involved to help us 
achieve our goals.

Our community has accomplished extraordinary things throughout our history. With skilled 
and engaged volunteers and staff, a clearly articulated vision and action plan I have no 
doubt we will build on this legacy in the near future. 
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Executive Director’s Message

by Terri-Lee Higgins

Welcome to 2014!  I am excited by the energy of a new year and already ponder 
what opportunities and challenges this year will bring.   2013 ended with our 
second consecutive Volunteer Sector Reporting Award (VSRA) nomination for 
transparency in financial reporting. We are honoured by this recognition.

In an effort to keep things fresh, this edition of Blood Matters introduces new sections and 
writers to provide information that can help you: 
• make informed choices in your personal care regimen
• make positive healthy lifestyle choices and  
• determine the educational sessions and events that will be important to you in 2014

We welcome your thoughts, article or section ideas at any time. 

At a recent gathering I asked everyone in the room who has a ‘hand’ in providing hemophilia 
care if they would put their hands together for a photo.  The result is on the front cover.  
These hands represent the hematologists, administrative supports, physiotherapists, social 
workers, laboratory staff and nurses who are involved in the care you receive each and every 
day.  This is a symbolic representation of all those involved in delivering the standards of care 
in our Hemophilia Treatment Centres.  

Minimum Standards of Care
In May of 1978, Winnipeg hosted the Comprehensive Care for the Canadian Hemophiliac 
conference which started the wish for national standards.  

Since their introduction in 2007, Hemophilia Ontario has worked to raise awareness of the 
Standards; however, our message has not yet reached everyone.  In selecting the Standards of 
Care as the theme for this issue we had a goal to ensure that Hemophilia Ontario’s members 
knew what the Standards were, how they were developed, why they are such an important 
part of individual care and how to find them.    

So What Are the Standards?  
The Canadian Hemophilia Society provides the following on their website:    
http://www.hemophilia.ca/en/care-and-treatment/comprehensive-care-standards

“The Vision of the Standards of Care is to provide comprehensive care to all individuals 
with inherited bleeding disorders, guided by clear standards, facilitated by engagement with 
stakeholders, and driven by needs and best practice, resulting in best outcomes. The focus 
of these standards is on the structural and resource requirements necessary for a Hemophilia 
Treatment Centre to effectively provide care, and on its functions and responsibilities.  These 
standards are not intended to guide therapies, these being most properly addressed by 
clinical practice guidelines.” 

Originally developed to establish a level of care in Ontario, the document received national 
attention. A multi-disciplinary committee worked with CHS and AHCDC (Association of 
Hemophilia Clinic Directors of Canada) to develop the document as a way to standardize the 
care of people with bleeding disorders nationally, as recommended by the 1998 Standards 
of Care Conference.  

The purpose of national standards is to encourage Hemophilia Treatment Centres (HTC) to 
adhere to uniform practices that are desirable, accountable, transparent and organized.  The 
Standards identify core and extended team members, diagnostic and therapeutic principles, 
services and the responsibilities of the HTC’s toward achieving the standard.  In 2013 the CHS, 
with the assistance of the Hemophilia Provincial Coordinator began an evaluation process 
to determine where the standards are achieved and potential gaps in services.  CHS and 
Hemophilia Ontario will work with the HTC’s toward minimizing and eliminating identified 
service gaps.

When I began my career with Hemophilia Ontario in 2007 as a Regional Service Coordinator, 
one of my responsibilities was to raise awareness of the ‘new’ Standards of Care.  Six years 
later it’s remains a responsibility I am happy to have.  I encourage you to read and know the 
standards as a way of understanding the level of care you are entitled to expect at every clinic 
visit.  I encourage you to raise concerns with your HTC teams, your RSC or myself – without 
knowledge there cannot be improvement.

What’s 
         in this Issue?
SPRING 2014   Volume 5, Number 1

Thank you to our sponsors:

MAGAZINE and PROGRAMS

PROGRAMS
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Editor’s Message:
Take Care of Yourself!

by Tom Beer

W
e all say it and mean it at the time. But, what does it mean 
to care? What does it cost to care?

During an editorial meeting, I had a sudden memory 
flash. Years ago, having donated blood at a number of 

clinics and at the High Schools in which I taught, one of the clinic 
nurses asked if I’d volunteer to be “on call” at the local hospitals to 
donate when there was a special need. I said, “Yes”. I remembered 
one “middle of the night” call. When I got to the hospital I was told 
this one was for a boy with a “severe bleed”. Of course I was curious, 
but, what struck me at that moment was that from then on, I was 
always donating for “someone”. Someone’s grandparent, parent, 
sibling, spouse, child, someone for whom somebody cared… and I 
cared about that.  

We are a caring society. We don’t like people to suffer. 

But, too often, those of us who care for others forget about us. We’ll 
look after ourselves after we’ve looked after them.

That’s what I’m thinking about now. 

We all know how good we feel when we help someone else feel good. 
And, for some of us that’s all we need. But many caregivers take on 
more than they can handle, sometimes but not always, knowingly.

High on my personal list of caregivers are parents.  If you’re one, 
you know what I’m talking about…midnight terrors, phantoms in the 
closet. They are easy compared with an unwell child. How often have 
you caught yourself questioning your own competence?

Why can’t I help her?  What can I do more to relieve his hurting? 
Should I?  Shouldn’t I?  What if...? 

Probably the hardest thing to admit is that you can’t help or worse 
you can’t cope, because then guilt and self-doubt kick in.

Experts know that when you’re so involved in helping others, you 
neglect your own health because you convince yourself that you’re 
the parent. It’s your job. That’s the “shoemaker syndrome”. Who 
makes shoes for the shoemaker’s family when the shoemaker is busy 
making shoes for other people?

But, what are the costs?

The Mayo Clinic has identified these Top 5 Symptoms of Caregiver 
Stress.
1.  Feeling overwhelmed and irritable.
2.  Feeling tired – most of the time.
3.  Sleeping too little OR too much.
4.  Gaining OR losing weight.
5.  Losing interest in the things you once enjoyed doing.

Ours is a constituency where the entire family is affected.  

So, who looks after the caregiver?  What are we to do when we get 
that “it’s all too much” feeling? 

According to the Mayo Clinic, the cardinal rule is simple. “Focus on 
what you can do.”

That’s all any of us can do. 

In the next editions of Blood Matters, the issues around Caregiver 
Stress are going to be addressed, because you are NOT alone. 

Hemophilia Ontario is here.

Take care because we care!

W
hen nine month old Hirwa Mpano Virgile sustained an 
intracranial bleed in May of 2013, doctors knew he would 
not survive without immediate surgery. However, with 
just three vials of treatment in stock at the King Faysal 

Hospital in Kigali, Rwanda, he would require significantly more just to 
survive the surgery. 

To receive the assistance they needed, the doctors requested a 
humanitarian aid donation from the World Federation of Hemophilia 
(WFH). The WFH, in turn, sent the treatment that the boy needed to 
get through his surgery and the subsequent recovery. The boy’s father, 
Sylvestre Mulindabyuma, later wrote thanking everyone that helped 
save his son’s life. Tragically however, as a result of the bleeding, the 
boy is now permanently blind. 

Building Evidence into Practice:
Proposed Evidence-Based Updates to the 
Canadian Physiotherapists in Hemophilia Care 
(CPHC) Standards of Care

Since 1996, the WFH Humanitarian Aid Program has channelled 
donations of life saving treatment products to people in urgent need, 
most often in countries where access is very limited. For 17 years, this 
program has directed over 245 million international units of life saving 
clotting factor concentrates to 86 countries, reaching people in need 
like Hirwa. In addition, one of the goals of this program is to encourage 
health authorities to provide this treatment by demonstrating the efficacy 
of using clotting factor concentrates. Therefore, this would in turn build 
a solid foundation for sustainable hemophilia care in the future. 

In 2013, Bayer, Baxter, CSL Behring, Grifols, Kedrion, and Pfizer 
have made donations to the program. Their ongoing commitment 
will continue to strengthen the WFH Humanitarian Aid Program by 
providing life-saving medicine to those in need.

Canadian Hemophilia Society News &
World Federation of Hemophilia News

HEMOPHILIA WORLD – DECEMBER 2013, HUMANITARIAN AID

by Maria Carolina Arango – WFH Humanitarian Aid Program Officer
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Hemophilia Ontario News

Dear Hemophilia Ontario Member,

Re:  HEMOPHILIA ONTARIO’S 58TH ANNUAL GENERAL MEETING

This letter is to notify all Hemophilia Ontario Members that the 58th Annual General Meeting will be held at the Sheraton Hotel, 
116 King Street West, Hamilton Ontario L8P4V3 on Saturday April 12, 2014 beginning at 10:00 am, in the Ballroom.

The affairs of Hemophilia Ontario are conducted by a Volunteer Board made up of not more than 18 Members. At the present 
time, Paul Wilton, Mike Beck, Maury Drutz, Monica Mamut, Julia Sek, David Neal, Raja Ammoury-Alami, Ash Kurichh, Phyllis Gray, 
Victoria Kinniburgh, Igor Ristevski, Mary Pedersen, Kristen Luszka, Amy Griffith, Rob Dinsdale, Kevin Cruse, and Jeff Beck.  Each 
member has been elected  for a one-year term, ending April 12 2014.  

If you are interested in being a Board Member or if you wish to nominate someone to stand for election, as a Board Member, 
please contact Susan Turner for a Nomination Form. Please ensure that the person you are nominating is aware of the nomination, 
and is willing to stand for election.  The deadline for receiving nominations prior to the Annual General Meeting is Monday,  
April 7, 2014. 

If you are unable to attend and wish to be provided a Proxy Form, please contact Susan Turner at sturner@hemophilia.on.ca  
416-972-0641 ext 21 by Tuesday, April 1, 2014.  All forms to be returned no later than Monday, April 7, 2014.

In recognition of National Volunteer Week, Hemophilia Ontario will present The Volunteer Awards at the AGM.  Nomination  
forms and Award details are available on our website at www.hemophilia.on.ca, or check out the back cover of the magazine  
for a breakdown of the awards.

Should you have any questions, please call Terri-Lee Higgins 519-432-2365, 416-972-0641 or 888-838-8846 ext 21 or leave a 
message for Paul Wilton, President, at the Hemophilia Ontario Office at 416-972-0641. 

Please RSVP your attendance to:  Susan Turner      sturner@hemophilia.on.ca 

    or call toll free    1-888-838-8846   |   local   416-972-0641  extension 21.

Hemophilia Ontario
Annual General Meeting
Saturday, April 12, 2014 – Hamilton, Ontario

T
he goal of the financial assistance policy is to provide 
exceptional financial support to people with bleeding 
disorders and their families to reduce the burden caused 
by their condition. To be eligible 

for financial assistance, these individuals 
must be members of Hemophilia Ontario 
or, if not, clients of one of the province’s 
hemophilia treatment centres, and in 
financial need.

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. protective helmets), in-hospital 
costs (e.g. telephone and TV) and 
other emergency funding. Hemophilia Ontario will pay for the first 
MedicAlert bracelet, first year of membership and a replacement 
bracelet if worn out. Lost bracelets are the responsibility of the family, 
except under exceptional circumstances.

Financial Assistance

Hemophilia Ontario is the payer of last resort and will, first of all, ask 
that members attempt to have these costs covered by other social 
agencies including medical plans and the government.  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.  
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.

mailto:sturner@hemophilia.on.ca
http://www.hemophilia.on.ca
mailto:sturner@hemophilia.on.ca
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T
he 2013 installment of W2 brought together women from all 
across the province and deepened the connection between 
women alike through various educational components that 
represented different stages of life.  

There were several outstanding professionals who presented both 
medical and wellness material to the group.  Dr. Tania Dumont from 
the Ottawa Hospital focused on gynecological issues, while Lucie 
Lacasse, Nurse Coordinator from the Ottawa Hospital focused on 

aging well with an inherited 
bleeding disorder. In addition, 
Dr. Rochelle Winikoff also 
presented on the medical 
management of bleeding 
disorders with respect to 
women. Other presenters 
included Carrie Ku speaking 
on women’s health and from 
Hemophilia Ontario’s CODErouge Ambassadors, Amy Griffith and 
Michelle Lepera. The weekend also contained wellness components 
such as a presentation on resiliency by the fabulous Yvette Perreault 
from the AIDS Bereavement Project of Ontario, and a yoga session 
led by Julia Sek.  

In addition to all the educational sessions, Hemophilia Ontario 
decided to hold a large group programming feedback discussion 
facilitated by the W2 program co-chairs, Alex McGillivray – RSC, Amy 
Griffith – Volunteer, and Sherry Purcell – Nurse Coordinator.  The 
discussion was a success as we received feedback on how to improve 
the program for future years to come.  Thank you to all those who 
shared so openly and honestly with us.

We’d also like to send our thanks to our sponsors Baxter, Octapharma, 
and Pfizer, as well as to all the staff, volunteers, and planning 
committee who made this year’s event such a great success.  We look 
forward to seeing you all in 2015!

Wellness for Women: 
W2 Weekend

by Alex McGillivray – CWOR RSC

Participants at the 2013 W2 Weekend

A Breakdown of 
Hemophilia Ontario’s 
Regions
by Sarah Wood – TCOR RSC

H
emophilia Ontario provides services to all of Ontario, 
and we do this by separating the province in to smaller 
regions, identified on the map to the right. Each region 
is staffed by one, or two, Regional Service Coordinators. 

The region you fall in to is based on which of the 9 provincial clinics 
you attend and not where you live.  If your clinic is in one region, 
but you live in a different region, your home region would be the 
one that your clinic is located in.  Check out the individual regional 
sections in this magazine to see who your local Regional Service 
Coordinator is and what programs are happening in your area.

To review the map in more detail, please check the website at http://
www.hemophilia.ca/en/provincial-chapters/ontario/about-our-chapter  

johnfyfe-millar
Highlight
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Hemophilia Ontario 
Twins with Tanzania

by Candace Terpstra

I
n the week of September 18th, 2013, Hemophilia Ontario 
representatives travelled to East Africa to the United Republic of 
Tanzania to meet with representatives of the Hemophilia Society 
of Tanzania in order to assess the possibility of an organizational 

twinning. Our flight took us through Zurich, Switzerland with a 
touchdown in Kenya and south to Dar Es Salaam, a city of over 3 
million people, the largest city in Tanzania and its unofficial capital.  
The country’s population of 45 million is spread over a large expanse 
of land where many are reliant on a subsistence agricultural economy. 
Known for its political stability, this African country is able to attract 
both aid and investment in its natural resources.  

On the first day of the assessment visit, we met with the medical team 
at the Mumhimbili National Referral Hospital. Our meeting included 
two hematologists, hematology nurses, laboratory personnel and 
a trained physiotherapist. To date only 29 people with hemophilia 
have been diagnosed and 40 additional blood samples are waiting 
in storage to be analyzed. Diagnostic capacity is limited by the lack 
of funds required for the purchase of reagents and service contracts 
to operate and maintain the specialized laboratory equipment. 
Treatment is also a major issue in that the hospital relies on fresh 
frozen plasma to treat all patients with inherited bleeding disorders 
except when small amounts of nearly expired factor become available 
through the WFH humanitarian aid program.

We were also able to tour the National Blood Transfusion Service facility 
in Dar Es Salaam. This facility is part of a relatively new infrastructure 
for blood collection and processing which spans the country with a 
facility in each of seven zones. Operators report that they have been 
able to increase the number of voluntary donors every year over the 
past five years. Each unit of blood is screened for HIV, Hepatitis B and 
C, and Syphilis. The institution of an external quality control system is 
currently underway. 

With Ministry of Health and Social Welfare officials, the discussion was 
broad, including such issues as the limited diagnostic capacity, the lack 
of treatment, the number of deaths, the need for awareness among 
medical personnel in upcountry (rural) regions and the treatment 
guidelines which await government approval. The discussion around 
the possible production of cryoprecipitate, purchase of necessary 
equipment and training of laboratory personnel was encouraging 
as was the plan to augment hemophilia care and treatment at 
Mumhimbili Hospital. It was agreed that this group would continue 
to meet.

A meeting with patients and families provided a powerful overview 
of the harsh reality faced by people with hemophilia and inherited 
bleeding disorders in Tanzania. Treatment is lacking and it can be 
costly for families if they are not able to obtain the waivers needed to 
avoid paying medical fees. Transportation is also a serious undertaking 
for those living at any distance from a hospital.  Most challenging 
and heart breaking was that many relatives present at the meeting 
described the loss of loved ones in their families. A young woman 
reported that she had lost two baby brothers as a result of bleeding 
due to circumcision. An older woman reported losing two brothers. 
Two teens had reportedly died in the two months prior to our visit. 
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Greetings from
Tanzania 

by Dominic Seye

H
ello, my name is Dominic Seye and I wanted to send my 
greetings to everyone in Canada, especially the members 
of the Hemophilia Society. We are very excited about the 
twinning with Hemophilia Ontario and hopefully some 

very good things will come out of our partnership. We thank you for 
your visit last September. The members of the Hemophilia Society of 
Tanzania were excited that there is some interest in our situation here 
in Tanzania.

As for me, I am the first person with a bleeding disorder to be on the 
Board of the Hemophilia Society of Tanzania along with parents, other 
family members and doctors.  I know that I have a bleeding disorder 
because two of my uncles passed away from bleeding. However, I 
do not know the type of hemophilia that I have because our hospital 
has a limited ability to diagnose my problem at this time. I am twenty 
years old and I live on the outskirts of Dar Es Salaam, the largest city 
in Tanzania. I live with my wife, my mother, my young brother and 
my niece, whose mother has a bleeding problem like mine. I have          
one brother and four sisters in my family.  I am fortunate to own a 
small business in the area where I live and am able to make a living 
for my family. 

Among other problems I experience transportation problems going to 
hospital when the bleeding begins abruptly. This is worse still because 
of the remoteness of the place where I live. By extension this is what 
other families experience.   We also have the problem of getting factor 
to use for injection and instead blood plasma is used which forces us, 
the patients, to be hospitalized for some days. We shall be grateful if 
any assistance is given.

I have applied to the WFH to attend the Congress in Melbourne 
Australia as a youth delegate. Hopefully I will have the opportunity to 
meet my Canadian friends if my application is successful.  

On behalf of the members and friends of Hemophilia Society of 
Tanzania, and Richard Minja , the President, we send greetings to our 
friends in Ontario. 

I can’t help but think of the early days of the Canadian Hemophilia 
Society and how families came together to bring awareness, to 
fundraise, to see what could be done, but also to comfort each 
other in times of loss.  In my family, I never had the chance to meet 
Frank’s brother, Anthony, who died at the early age of 17 as a result 
of gastrointestinal bleeding.  We are so very fortunate here in Canada 
that times have changed and that hemophilia care and treatment 
have so dramatically improved as a result of medical improvements 
but also as a result of the Society’s advocacy efforts over the years.  
And we are confident and hopeful that hemophilia care and treatment 
will change for the better in Tanzania.  The Hemophilia Society of 
Tanzania and Hemophilia Ontario were officially recognized as 
twinning partners in October of 2013. We await the approval of our 
joint Action Plan for 2014.



Hemophilia Ontario
2014 Dates to Remember

April

12 Annual General
 Meeting

17 World Hemophilia
 Day

July

28 World Hepatitis 

 Day

September
19 – 21 
 Just the Guys

October

3 – 5
 Community 
 Camp

November

 Bleeding 

 Disorders

 Awareness Month

Camp WanakitaSession

C July 27 – August 9
C1 July 27 – August 9
C2 July 27 – August 9
CD July 27 – August 23   [Student Counsellors Only]

Change of Leadership: 
Hemophilia Ontario Youth

by Laura Tomkins – TCOR RSC

Hemophilia Ontario Youth

H
emophilia Ontario Youth, or HOY, is an annual program that brings together those aged 18-30 who are living with a bleeding disorder. 
A big thank you goes out to RSC’s Alex McGillivray from CWOR and Sarah Wood from TCOR for all their hard work and dedication that 
went towards planning and running the fun events for HOY 2013.         

I am very excited to be 2014’s HOY lead. If you have any ideas for 2014 and/or wish to be involved, please contact me at:    
  ltomkins@hemophilia.on.ca or 416-972-0641 ext. 14.
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Our Youth Are Heading to Arizona:
For the North American Camping Conference for 
Hemophilia Organizations

by Julia Lepera – Pinecrest Adventures Camp Councellor

T
ravelling to the warm state of Arizona during the frigid 
month of January is just one of the many fantastic benefits 
of attending the North American Camping Conference for 
Hemophilia Organizations (NACCHO). This year will be my 

second year attending NACCHO and I couldn’t be more excited. 
Last year I was the only girl from Pinecrest Adventures Camp who 
attended so this allowed for a wonderful opportunity to bond with 
all the boys. I was able to make a stronger connection with my fellow 
counsellors as well as meet new people from all over the world. 

Arriving at the conference room last year was one of those “take a 
step back” moments because as I walked through the doors I saw 
every person from hundreds of different camps all gathered together 
like they’ve known each other for years. It felt as if we were all 
brought together striving for the same cause, to improve the camp 
experience. It was an amazing feeling that I’m really looking forward 
to experiencing once more this year. I believe I was able to bring back 

by Zach Adams – Pinecrest Adventures Camp Assistant Director

W
elcoming in the New Year brings with it much joy and excitement; one part of this excitement for me is 
the opportunity I am given to attend the North American Camp Conference for Hemophilia Organizations 
(NACCHO) in Tempe, Arizona. This year I have been fortunate enough to be selected to attend this amazing 
conference for a third time. I have also been given the opportunity this year to arrive a day early and participate 

in the Directors Conference. Being able to attend this specially designed pre-conference is an exciting prospect for me, 
as I feel it will give me a solid foundation of important information that I can incorporate into use during my first year as 
Assistant Director of Pinecrest. I choose to apply to NACCHO each year as the information I learn becomes an invaluable 

resource to draw upon throughout the year planning for various Hemophilia Ontario events and also to use while at camp. Being this is my third 
time attending I am still amazed at the variety of different sessions provided year after year. Each year a new theme is developed and sessions 
are reworked to ensure there is continual updating and improvements to the information provided. All of the sessions presented at NACCHO are 
facilitate by excellent speakers who teach you, interactively, a great assortment of tools necessary for use in everyday camp life. I feel as though 
NACCHO is unique in the aspect of fun! Calling it a conference I’m sure is just a formality as the atmosphere is very inclusive and entertaining while 
also allowing for excellent collaboration and discussion to occur between many people representing camps all over the world. I am very fortunate 
to be given such a wonderful opportunity to represent Hemophilia Ontario and great programs such as Pinecrest and am excited to continue my 
development of learning at NACCHO this year!

a lot of new information along 
with enhancing my knowledge of 
topics I already understood. My 
favourite session from NACCHO 
2013 was a session discussing 
women and their menstrual cycles. Being a woman makes this an 
important issue for me that I relate to on various levels. 

At SWOR’s Regional General Meeting in March I was asked to talk 
about something I had learned from NACCHO. I chose to discuss the 
importance of talking to older girls at our camp about their periods 
while ensuring they felt comfortable talking to us about anything. 
This past summer the senior girls had a separate bonding time with 
each other and their counselors, allowing for an excellent addition 
to our camp. NACCHO benefits every person who attends and I am 
very happy that I was fortunate enough to have been sponsored to 
experience it for a second time.
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F
ollowing the Tainted Blood Tragedy, the goal to establish a 
safe and secure supply of treatment products entered the 
spotlight and became a critical need in the bleeding disorder 
community. After the severe impact that contaminated blood 

products had on those who received them, many people fought 
for improved safety and security surrounding the supply of blood 
products. As a result of hard work and dedication, many improvements 
were made. However, improvements continue to be made due to the 
legacy of what happened before the era of recombinant factors. This 
is the first instalment in a series of articles which will be looking at the 
safety and security of the supply of treatment today. Topics may range 
from new policies being passed for the purpose of enhancing safety 
to the science of new products in the pipeline which may become 
treatments of the future.

My name is Ryan Kleefman. In collaboration with Zach Adams, 
I will be working on articles focussing on the issues of product 

supply, specifically in regard to safety and security. As a patient, this 
information is not only of interest to me, but it also directly impacts 
my condition and treatment. As a university student working in health 
sciences and biology, this type of information is strongly related to 
my field of study.

The purpose behind these articles on safety and security is to 
inform the bleeding disorder community of research, news, and 
developments which are in some way related to the blood supply. 
In order to lessen the gap between the information available and 
the information that actually reaches the community.  Zach and I will 
be developing a series of articles designed to inform the community 
about anything from policy changes to new developments which will 
somehow change the blood supply, for better or worse. Informed 
individuals make stronger advocates who understand the issues the 
bleeding disorder community faces. 

Whether individuals read for interest sake or because they want to 
make themselves more informed members, we hope you will take 
the time to browse our up coming articles.  Articles will represent 
different pharmaceutical companies and their products, though this is 
not intended as a recommendation of said products.  The first article 
below is a follow up article to the RODIN Study published in 2013. 
The second is a review of an innovative product that Octapharma 
introduced several years ago.
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The Canadian Comprehensive 
Care Standards for Hemophilia 
and other Bleeding Disorders
by Sarah Crymble – Hemophilia Provincial Coordinator

National standards are a vital component of care in Canada. If 
you have not heard of the Standards of Care it is important to 
have a brief background on how they came to be.  The standards 
were originally created in Ontario, by your provincial health care 
professionals. 

The committee developed the standards to ensure the highest 
quality of care was being upheld for those with an inherited 
bleeding disorder. The standards were based on data, best 
outcomes, and the needs of all people within the inherited 
bleeding disorder community. The standards outline guiding 
principles on the purpose, how they will help, and characteristics 
of an effective bleeding disorder program/hemophilia treatment 
centre. They set out standards for treatment population, who your 
core team is, extended team members, services available and 
responsibilities of each treatment centre.  The provincial standards 
were adopted nationally in 2007 and are available for use in all 
Canadian treatment centres; they can also be used by you!

Do You Know Who Your Core Team Is?  

Do you have access to all core team members?  Did you see all 
core team members at your last assessment visit?

Your core team members are the permanent team members with 
specific expertise and experience in the management of inherited 
bleeding disorders and acquired hemophilia.  You should be seen 
by each member of your core team at each assessment visit.  

They are a:

• Medical director  • Nurse coordinator

• Physiotherapist  • Social worker 

• Administrative assistant who works with your infusion records

How Can You Use the Standards to Work for You?

The standards can also be used to advocate for more services 
within your hospital and to the hospital administration. Your 
treatment centre wants to give you the best care possible. 
However, increasing core team member time takes more than just 
asking … I wish it was that easy!   You play a very important role in 
increasing staff time and getting all of the core team members as 
a permanent part of your team. I need to hear your voice, so it’s 
time to speak up, help your treatment centre reach the standard 
for comprehensive care. 

You can access the standards document by logging on to to the Canadian Hemophilia Society:
http://www.hemophilia.ca/en/care-and-treatment/comprehensive-care-standards/

Safety and Security 
of Treatment Today

by Ryan Kleefman

Bleeding Disorders News
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On December 6, 2013, a review of Bayer’s Kogenate was completed 
by the European Medicines Agency’s Pharmacovigilance Risk 
Assessment Committee. It states that there is no evidence that Bayer’s 
recombinant factor VIII results in the development of more inhibitors 
(or antibodies to the factor) in previously untreated patients when 
compared to other recombinant or plasma-derived products. This 
means that, in terms of inhibitor development at least, Kogenate is 
safe. Compared to other products, it does not cause more inhibitors 
than other treatments. This review, though completed many years after 
the release of Kogenate, upholds the safety of Bayer’s recombinant 
factor VIII product.

Bayer’s Kogenate production is currently centred in Berkeley, 
California. This is their only production site for this recombinant 
factor in the world. In order to strengthen the security of the supply, 
Bayer has begun development of a second production facility in 
Wuppertal, Germany. Though the Berkeley facility is state-of-the-art, 
Bayer plans to open a new biotechnology facility in 2016 as back-
up or insurance should something catastrophic occur at the Berkeley 
facility. Even though policies are in place to prevent accidents and 
building standards to counter earthquakes are exceeded, accidents 
and environmental disasters can affect production. For that reason, 
Wuppertal is being invested in as an additional production site for 
Kogenate. Though the project is not expected to be completed for 
several years, this additional production facility will help to ensure 
that patients with bleeding disorders can rely on a secure supply.

Though the milestone occurred several years ago, Octapharma’s 
Wilate was approved by the FDA for distribution in 2010, marking 
the entrance of Octapharma into the American coagulant market. 
Wilate was not only Octapharma’s first blood coagulant product to 
be marketed in the United States, but it also became the first and 
only replacement product for von Willebrand disease(VWD) that was 
designed specifically for patients affected by VWD. Octapharma’s 
innovative viral inactivation process added a second step to make 
Wilate the first double-viral inactivated VWD treatment product. 

The process designed to remove viral agents in order to ensure 
the safety of coagulant products uses both detergent and heat, an 
innovative technique that builds on previously used one step or 
single viral inactivation procedures. Wilate uses no human albumin to 
stabilize the highly concentrated von Willebrand factor concentrate. 
Improving viral inactivation and moving away from use of human 
albumin illustrate advancements in safety by ensuring that treatment 
products which are used by those with bleeding disorders remain 
effective while not containing any contaminants.

Blood product safety and a secure supply of treatment products are 
critical issues within the bleeding disorder community. Check out the 
next issue of Blood Matters for more information that will educate 
you as a reader and develop your skill as an advocate.

by Zach Adams

A
 few months ago I was approached and asked to participate in a partnership with Ryan Kleefman, which would 
lead to the development of a new section of articles in Blood Matters. These articles, to begin this year, will 
be concerning blood safety in Canada, product development as well as other related information that may be 
of importance to the bleeding disorders community. I was immediately interested in the project and I am very 

eager to learn more about the latest news regarding blood safety in Canada and the development of new products and 
technologies, while furthering my understanding through sharing this new information with you. These are issues that 
should remain at the forefront of discussions and, together, we should continue to be a strong and influential voice when 
it comes to the safety of blood products and the development of new technologies. Personally, I feel connecting with 
other members while remaining up to date with the latest news and reports regarding these topics will strengthen this 
voice and aid development of new initiatives. The objective of these up coming series of articles will be to provide this 
information in a straightforward and easy to understand format, ensuring everyone is as well informed as possible.

To begin this project I would like to bring to attention a story that made a CBC list of the top 6 health stories of 2013, the discussion surrounding 
paid plasma donations. This issue has been very much debated over the past year and continues to hold high valued discussion throughout the 
bleeding disorders community. I would encourage everyone to become aware of this subject matter by delving into the information available in 
order to continue this important conversation. Below are two informative articles published in the Toronto Star that may assist individuals who 
are newly gaining insight into this topic.

http://www.thestar.com/life/health_wellness/2013/04/22/hemophilia_ontario_opposed_to_paid_plasma_clinics.html
http://www.thestar.com/life/2013/05/16/critics_demand_public_consultation_on_paidplasma_clinics.html
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Hemophilia Ontario Advocacy for Safe Supply:   
We Are Here To Be Your Voice

A
t Hemophilia Ontario, we are committed to making sure that all of our members have access to 
have a safe and secure blood supply. If you ever have any issues with medication or factor access 
(at a clinic, whilst travelling, etc.) please contact your local Regional Service Coordinator and we will 
advocate on your behalf.
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Treatment Centre Assessment 
Well Underway
by David Page – National Executive Director, 
Canadian Hemophilia Society

In surveys of the community’s priorities, the CHS has consistently 
been told, “If there’s only one thing you can do, it’s to advocate 
for the highest quality of care in our treatment centres.”

In Fall 2013, the CHS began a country-wide study to evaluate the 
adequacy of the physical, material and human resources in Canada’s 
bleeding disorder treatment centres. The overall goal is to identify 
any gaps in resources that may prevent the centres from delivering 
care and treatment according to the Canadian Comprehensive Care 
Standards for Hemophilia and Other Inherited Bleeding Disorders.

In Ontario, the assessment team of Michel Long, CHS Program 
Manager, and Sarah Crymble, Ontario provincial hemophilia 
coordinator, has visited centres in Kingston, Toronto, Hamilton, 
Ottawa and Sudbury. Other visits are planned.

The CHS work is supported by the Association of Hemophilia Clinic 
Directors of Canada and is done in collaboration with the treatment 
centres that accept to participate. The assessment takes two forms:

•  meetings with members of the comprehensive care teams to   
 ascertain their capacity to meet the Standards of Care and gather  
 suggestions on ways they can better meet patient needs;

•  a detailed questionnaire to a random sample of patients/  
 caregivers to gauge their satisfaction with services and solicit   
 suggestions for improvements. 

You may have already received a patient satisfaction questionnaire. 
Or you may receive one in the coming months. 

CHS and Hemophilia Ontario urges you to complete and return the 
questionnaire to the CHS national office.
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Transfusion Records
 Purpose and Importance 

by Laura Tomkins –TCOR RSC

A Recent edition of Clinic Notes: News from the Hemophilia 
Clinic, put out by St. Michael’s Hospital in Toronto focused 
on the importance of keeping accurate and up-to-date 
transfusion records.  This article summarizes the information 

in that resource. To access the full resource please contact St. Michael’s 
Hemophilia Treatment Centre.

Keeping track of your infusion information is a very important step in 
treating hemophilia.  By keeping a transfusion record, which involves 
documenting each time you infuse, you can provide better outcomes 
to your health care.  

Your transfusion record should include:

The date and time of your infusion
•  The time of the infusion is important to document as the time   
 between infusions and between infusion time and activities can  
 impact the frequency and severity of bleeding.

The reason for the infusion
•  Is the infusion routine prophylaxis?
•  Is the infusion an additional prophylaxis infusion because of sports  
 or a scheduled procedure?
•  Is the infusion required because you have a bleed? If so, indicate  
 the location of the bleeding. Was it spontaneous or traumatic?   
 Indicate the severity if possible
•  Is the infusion a follow-up dose for a previous bleed? If so, indicate  
 this as a follow-up treatment.

Name of product, lot number, number of vials and total amount 
infused
•  This is essential information in the event of unexpected adverse  
 reactions that might lead to the recall of specific lot numbers.

Any adverse reactions experienced or comments 
•  Note anything you think is relevant; such as restriction in mobility,  
 pain, swelling, other medications or non-medicinal interventions  
 used.

You can keep track of your infusions in a variety of ways, whether the 
log is on paper or electronic using a Microsoft Word document or 
Excel sheet. There are also apps which you can get on your mobile 
device. Some clinics also have websites where patients can log their 
information. Contact your health care provider team to find out how 
often/how they would like these logs collected. St. Michael’s hospital 
for example collects via email, fax, mail, or in person. 

Each time your log is submitted, your HTC team reviews it and uses 
it to:
•  have a better understanding of your     
 bleeding history and pattern
•  identify any under-treated or over-     
 treated bleeds
•  make suggestions to your treatment     
 protocol that might reduce the      
 frequency or severity of bleeds

Infusion records provide valuable information 
about your bleeding pattern. It helps your 
hemophilia team to make adjustments to your 
treatment plan to prevent bleeds and make 
better decisions about your care.

National office in Montreal
400-1255 University Street
Montreal, QC  H3B 3B6 

E-mail: chs@hemophilia.ca

mailto:chs@hemophilia.ca


P
eople living with hepatitis C waiting for improvements in the 
standard of care for many years, and as those of us paying close 
attention to the pharmaceutical pipeline are aware, a flurry of 
research and development is on the verge of transforming 

hepatitis C treatment. In just a few short years, hepatitis C treatment 
will no longer be an arduous, year-long ordeal with intolerable side 
effects – with long shot odds that treatment will be successful making 
the experience of taking treatment all the worse.

We are on the verge of a new era in hepatitis C treatment, where 
therapy won’t include pegylated interferon and its drastic side effects. 
New therapies currently being studied in clinical trials are shorter, 
highly tolerable, and show success rates ranging between 95-100%.

Once these clinical studies are completed, we will have the medical 
ability to cure hepatitis C in a generation. This is especially important 
news for many people who have been living with hepatitis C for a long 
time and are experiencing significant liver damage (fibrosis, cirrhosis 
or hepatocellular carcinoma), who need access to new treatments in 
short order – especially for people who haven’t been successful with 
previous treatment.

All this said, interferon-free treatments are still a way’s off, because 
studies showing whether these treatments are safe and effective are 
still underway. What will prove most challenging in changing the face 
of hepatitis C treatment, however, isn’t the science, but the politics. 
The way government regulatory bodies and public drug plans work 
threatens timely access to treatment, and these impacts are already 
being felt – even before a single Canadian has ever taken new 
treatments outside of a clinical trial.

There is a lot to be done to ensure a hepatitis C cure will be available 
for all who need it. In this article, I’ll explain where we are in terms of 
new hepatitis C therapies. Future articles will speak about regulatory 
issues that threaten timely access, the role CTAC is playing to ensure 
a hepatitis C cure will be available for all, and how you can help.

Hepatitis C Treatment: Where we’re at:    
In comparison to many other areas of pharmaceutical development, 
hepatitis C has a very, very busy pipeline. After many years without 
advances, many treatments are progressing their way through various 
clinical trial phases.

As of January 2014, two new treatments have been approved for use 
by Health Canada – simeprevir (which is being sold under the trade 
name Galexos, manufactured by Janssen), and sofosbuvir (Sovaldi, 
Gilead). Another medication, faldaprevir (Boehringer-Ingelheim) 
is currently being reviewed by Health Canada and an approval is 
expected soon.

Why three new medications? These medications target different parts 
of the hepatitis C viral replication cycle: simeprevir and faldaprevir 
are hepatitis C protease inhibitors (just like boceprevir and telaprevir, 
although clinical trials show these new medications are more 
effective), and sofosbuvir is the first medication of its type, targeting 
the hepatitis C NS5A polymerase.

We also need a number of new medications because each of the 
hepatitis C genotypes responds differently to treatment. 
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The Future of 
Hepatitis C Treatment 

by Paul Sutton 
Policy Researcher, Canadian Treatment Action 
Council (CTAC)

HIV/AIDS and Hepatitis C News

For people living with hepatitis C genotype 1, which includes most 
people living with hepatitis C in Canada, the interferon-free era is 
still a year or more away. Simeprevir and sofosbuvir have been 
approved by Health Canada for use in people living with genotype 
1 in combination with pegylated interferon and ribavirin, and it is 
expected faldaprevir will be approved in the same way. While you 
may have heard about promising interferon-free regimens including 
simeprevir and sofosbuvir, trials are still under way, and results are not 
expected until midway through 2014. 

This means, at least at first, simeprevir and sofosbuvir will be a part 
of treatment regimens that include pegylated interferon. While 
interferon is associated with side effects that are extremely hard to 
tolerate, the emergence of these two new medications is a good news 
story: with them, treatment duration can be shortened (to 24 weeks 
with simeprevir and 12 weeks with sofosbuvir for most people living 
with genotype 1), and unlike boceprevir and telaprevir, simeprevir 
and sofosbuvir are not associated with increased adverse events.

As we move into an interferon-free era for hepatitis C genotype 1 
treatment (expected in 2015), these preferred treatment regimens 
will change. Two promising interferon-free combinations, including 
a combination of sofosbuvir and a new medication called ledipasvir 
developed by Gilead, as well as a combination of 3 new medications 
prescribed with ribavirin and ritonavir developed by AbbVie, are 
showing extremely strong results in Phase 3 trials. For the time being, 
however, people living with hepatitis C genotype 1 will still need to 
take pegylated interferon as part of their therapy – although therapy 
will be much more tolerable and have a shorter duration.

Check It Out!

by Sarah Wood – TCOR RSC

H
ead on over to ouragenda.ca if you are a gay man looking 
for resources and support around your overall health.  
Our agenda is a campaign started by the Gay Men’s 
Sexual Health network (GMSH) and strives to address the 

complex and interwoven factors that play in to gay men’s mental 
and physical health. The campaign acknowledges that there are 
multiple health issues that affect the gay men’s community and that 
these issue impact and build on each other, thus requiring a more 
holistic and well-rounded approach to health for gay men.  

The overall goal is to begin a conversation about gay men’s health.  
To be a part of this conversation, check out the website! 

www. ouragenda.ca
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Hepatitis C and HIV/AIDS 
News Flashes 

According to research from the “Journal of Infectious Diseases”, 
found on www.AIDSmap.com, dried spots of hepatitis C 
contaminated blood left at room temperature for six weeks 
had tested as still being infectious. While using antiseptics to 
clean the area were up to 100% effective, the more diluted the 
antiseptics used were the less effective they were.
http://www.aidsmap.com/Hepatitis-C-virus-dried-on-
inanimate-surfaces-can-remain-infectious-for-up-to-six-weeks/
page/2808006
.....................................................................................................
According to research from the “Journal of Infectious 
Diseases”, found on the Healio and CATIE websites, even 
after being cured of hepatitis C, some people are seeing a 
relapse of the infection. Researchers believe this may be due 
to the liver acting as a reservoir for the virus.
http://www.healio.com/infectious-disease/hepatitis-resource-
center-2013/late-relapse-after-svr-may-not-be-new-hcv-
infection
....................................................................................................
According to an article found on www.hivandhepatitis.com, 
after liver transplants, patients living with hepatitis C who took 
low-dose aspirin experienced slower liver fibrosis progression.
http://www.hivandhepatitis.com/hcv-disease-progression/
hcv-fibrosis-cirrhosis-steatosis/4430-aasld-2013-aspirin-and-
cenicriviroc-may-help-reduce-liver-fibrosis

Dolutegravir, a drug licensed in the US to be a part of 
combination therapy for HIV treatment, was approved in 
Canada in October 2013, according to CATIE News. Being 
sold under the brand name Tivicay, this drug is classified as 
an integrase inhibitor. Dolutegravir has mostly only mild side 
effects and few drug interactions. This drug can be taken 
day or night, with or without food or water, and can be used 
by those over 12 years old and who weigh more than 39kg. 
(CATIE news)
It seems that the fight for safe blood worldwide was still 
occurring in 2013. Blood from France used by some people 
with hemophilia in Iran infected 250 people with HIV, and a 
man from East Lancashire, England who was infected with HIV 
via tainted blood in the 1970’s and 1980’s was still hoping to 
get an apology and compensation from the government after 
fighting with them for 30 years.
In Japan, HIV positive blood was transfused to two patients, 
with one of the patients becoming infected by the HIV virus. 
This is not the first time this has happened in Japan, as HIV 
positive blood was also transfused to a patient in 2003. The 
Japan Red Cross believes that people are donating blood 
as a means to find out if they are HIV positive. Free and 
anonymous HIV tests are usually only available on weekdays 
at public health centres, and there is a lot of stigma around 
being tested.  One person who went to be tested was even 
told that “HIV is a disease of gays,” and there is currently still 
a lot of discrimination and prejudice against those who are 
homosexual in Japan.
http://www.globalpost.com/dispatch/news/kyodo-news-
international/131126/man-infected-hiv-tainted-blood-used-
transfusion
http://www.burnleycitizen.co.uk/news/10851524.East_Lancs 
man_wants_public_inquiry_into_scandal_that_saw_him_
infected_with_HIV_virus/
http://www.presstv.ir/detail/2013/11/28/337200/france-
imported-exported-contaminated-blood-fabius-foreign-minister/
http://www.japantimes.co.jp/news/2013/12/13/national/
donors-with-hiv-fears-still-vex-blood-centers/#.Uq5VnbSmarg

According to an article found on the university health network 
website, baby boomers nationally should be screened for 
hepatitis C by their health care professionals for not only is this 
“the largest group to have the illness…(but) early treatment 
makes hepatitis C curable.“ According to Dr. John Feld of the 
Toronto Western hospital “many infected people have no idea 
they have the disease until it’s too late.” This article emphasizes 
how “hepatitis C causes more years of life lost than any other 
infectious disease in Ontario” and that not only it is important 
to increase the knowledge of the infectious disease among 
doctors but to also focus on eliminating the stigma based 
around hepatitis C in society. 
http://www.uhn.ca/corporate/ForMedia/PressReleases/
Pages/National_screening_HepC.aspx
....................................................................................................
Studies have found that those with genotype 1 hepatitis 
C who combined the drugs ledipasvir and sofosbuvir had a 
94% cure rate after eight weeks. These patients had been 
previously untreated. According to Toronto Western hospital 
doctor Jordan Feld “sofosbuvir has the potential to transform 
HCV treatment in Canada as it addresses many unmet patient 
needs… the high cure rates, shortened treatment duration, 
and potential to eliminate or reduce interferon injections give 
us our best opportunity to successfully treat Canadians with 
hepatitis C.”
http://www.aidsmap.com/Gilead-two-drug-hep-C-combination-
cures-94-of-genotype-1-patients-in-8-weeks/page/2813444/
....................................................................................................
In November 2013 the US government passed the HIV Organ 
Policy Equity (HOPE) Act, which allows organs from HIV positive 
patients to be given to other HIV positive patients, which could 
allow another 600 organs to be donated per year.
http://thehill.com/blogs/floor-action/healthcare/189820-
congress-opens-door-to-allowing-hiv-organ-donations

According to an article found on the Fox News website, there 
unfortunately seems to be a setback in the search to find an 
AIDS cure. To be cured of HIV, the virus must completely be 
absent in the body, and researchers have recently “discovered 
that the reservoir of latent or inactive HIV that silently lingers in 
a patient’s body is much larger than scientists believed.”
http://www.foxnews.com/health/2013/10/24/major-setback-
for-aids-cure-study-finds-reservoir-hidden-hiv-bigger-than-once/
.....................................................................................................
Articles found on the USNews and POZ websites have stated 
that Ciclopirox, a nail fungus drug, has shown in laboratory 
tests to block HIV infected cells mitochondria, killing the cells 
and blocking them from returning. More research has to be 
conducted, but there is also a possibility of the drug to be 
applied to reduce sexual transmission of the virus. Uninfected 
cells were not affected.
http://health.usnews.com/health-news/news/
articles/2013/09/23/nail-fungus-drug-might-help-against-hiv-
study-suggests
http://www.poz.com/articles/Ciclopirox_antifungal_761_
24583.shtml
.....................................................................................................
A harmless but disfiguring condition called cutis verticis gyrate 
(CVG) has been found among 4 HIV positive men in San 
Francisco. The reasoning to why this happened is still being 
investigated, but all 4 men did test for “high levels of glucose 
(sugar) in their blood”, with 75% of them “approaching pre-
diabetic levels or even higher, and one patient’s glucose levels 
were within the range seen in people with diabetes.” There is 
no cure but there is treatment for CVG.
http://www.catie.ca/en/catienews/2013-12-05/unusual-and-
rare-complication-described-san-francisco
.....................................................................................................
According to a recently published study, those who have 
hemophilia and are HIV positive “have an increased proportion 
of immune cells in their blood that specifically target HIV. 
This protective immune response helps chronically infected 
hemophilia patients survive, even during periods of HIV 
activity.”
http://www.news-medical.net/news/20131212/
Understanding-long-term-clinical-stability-in-hemophilia-
patients-living-with-HIV.aspx
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As stated by the U.S. Centre for Disease Control and Prevention 
website, “iron is a mineral needed by our bodies… (and) 
is a part of (all cells and) many enzymes.” Iron is used by 
our bodies in a variety of cell functions, including carrying 

oxygen in our blood, storing and using oxygen in our muscles, and to 
help digest food.

According to the U.S. National Heart, Lung and Blood Institute, iron 
deficiency is the most common nutritional deficiency and occurs when 
you do not have enough iron in your body. This can be caused by a 
poor diet, blood loss, or the inability to absorb enough iron.

Iron deficiency is a concern for those with inherited bleeding disorders 
because they are more susceptible to losing more blood via bleeds 
than someone without an inherited bleeding disorder would, and 
blood loss is connected to losing iron.

To determine one’s iron levels, a health care provider may do a variety 
of different blood tests, but the most common to check for one’s iron 
levels include a hemoglobin test or hematocrit test. Symptoms of and 
issues caused by iron deficiency include a variety of body function 
impairments, including fatigue, dizziness, weakness, hair loss, brittle 
nails, twitches, and pica. Iron deficiency can, also, lead to anemia, 
which can affect the functioning of organ systems.

The Office of Dietary Supplements recommends that males should 
have 7-11 mg of iron a day, and females should have between 7-15 
mg of iron a day. These numbers are determined by one’s age. Eating 
certain types of foods can increase your iron levels, and these foods 
include different types of meats and fishes, such as oysters, mussels, 
beef, chicken, pork, and turkey. You can, also, get sources of iron from 
vegetarian and vegan sources, such as pumpkin seeds, tofu, soy beans, 
lentils, chickpeas, beans, eggs and spinach. For some, doctors may 
recommend an iron supplement to help with their iron deficiency.
Sources:
HealthLink BC Nutrition Series-Number 68d, January 2011
St. Michaels Hospital handout, Clinic Notes: News from the Hemophilia 
Clinic, June 2013 
http://www.cdc.gov/nutrition/everyone/basics/vitamins/iron.html
http://www.nhlbi.nih.gov/health/health-topics/topics/ida/causes.html
http://ods.od.nih.gov/factsheets/Iron-HealthProfessional/

Cycling Through Adversity:   
An Interview with Alex Dowsett 
by Laura Tomkins –TCOR RSC

In December 2013 I had the opportunity 
to interview Alex Dowsett the world 
renowned cyclist from England living 
with hemophilia.  Diagnosed with severe 

hemophilia A at 18 months, the diagnosis 
was a shock not only to his parents as there was no family history, 
but also to his doctor - the doctor initially told Alex’s mom she was 
over-reacting in testing him for a bleeding disorder!  Alex was the first 
person with hemophilia the doctor had ever met. 

Alex learned to self-infuse by age 9, however, he occasionally felt left 
out as a child when he would not be invited to ̀ active themed` birthday 
parties. As a child he wanted to remain active so being unable to 
participate in activities like soccer (or football for those in the UK and 
Europe) and only getting to watch from the sidelines or as a referee, 
drove him to find a sport he could excel in.  He discovered there 
are hundreds of hemophilia friendly sports. Growing up Alex played 
basketball, tennis, took up sailing, and began swimming up to 5 times 
per week, which was a sport encouraged by his health care team.  

Being singled out did not discourage Alex from striving to be a 
professional cyclist, but, in fact, made him angry and more determined.  
His keen swimming abilities that help with lung capacity and overall 
fitness helped him when he began cycling. To help with training, Alex 
swims and goes to the gym emphasizing that while swimming may 
not look exciting, it is good for the body overall and has a big social 
scene. He notes that by joining a running, cycling or swimming club, 
or any sports group, you are not only working out, but also, having 
fun. Since he began swimming, he has noticed a marked decrease in 
bleeding issues and, in fact, has had no internal bleeds.

When others find out that Alex has hemophilia, Alex states that people 
are often quite fascinated for there are so many misconceptions still 
about hemophilia, such as that if you get a paper cut you will bleed to 
death. However, he believes by telling people about his condition it 
educates people on the fact that he is really no different than anyone 
else.  His advice to others with inherited bleeding disorders? “Respect 
it, but don’t let it hold you back.” Alex reinforces the importance of 
keeping fit and healthy, and always listening to doctors’ advice, but 
“don’t let it bring you down.”

Alex has competed in some of the toughest races in the world, but 
he said the toughest race to prepare for was the 2010 European 
championships.  After breaking his shoulder blade, Alex was back on 
a static bike within 7 days, back on the road in 10 days, and ended 
up winning the 3,500km race!  Vigilant about his personal care, Alex 
has educated his race team, which includes two doctors, about his 
bleeding disorder and has a fridge on the tour bus where he keeps 
his factor. During race and training days, Alex infuses himself with VIII 
every day, switching back and forth from 1000 units one day to 2000 
units the next. For his off days he uses 2000 units every other day. 
By letting everyone know about his condition, he makes sure that 
they know that his injections are medication, and are not banned or 
used to increase his performance. Together they ensure his health 
is well managed and that his bleeding disorder doesn`t impact his 
performance. 

Alex`s biggest role model is his dad who is involved in car racing which 
he finds fascinating. Another role model is Chris Boardman, a former 
world champion cyclist whose attention to detail in preparation and 
training and technical know-how helped him win Olympic gold, shatter 
world records and win several stages of the Tour de France. Asked if 
he sees himself as a role model Alex replied no, he just likes winning!  

Alex’s future goals include qualifying for and doing well in the Tour 
De France and the Commonwealth Games. He is, also, planning on 
competing in the next summer Olympics in Rio in 2016 and hopes to 
win a gold medal!

When asked for advice to others who wish to take up cycling, he 
emphasizes how fascinating cycling is because it is one of the first 
times as a child you have independence and can go places without 
your parents help driving you around. It also keeps you fit, which helps 
you feel better about yourself.

To learn more about Alex and his organization Little Bleeders, which 
offers advice, guidance and support to those who a bleeding disorder, 
visit littlebleeders.com.

Iron Deficiencies and 
Their Connection to 
Bleeding Disorders
by Laura Tomkins – TCOR RSC

Healthy Living with a Bleeding Disorder

BLOOD MATTERS Spring 2014 |  1 5

johnfyfe-millar
Highlight

http://www.cdc.gov/nutrition/everyone/basics/vitamins/iron.html
http://www.nhlbi.nih.gov/health/health-topics/topics/ida/causes.html
http://ods.od.nih.gov/factsheets/Iron-HealthProfessional


CWOR Tacky Sweater Party! 

I
t was a Tacky Sweater theme for last year’s version of CWOR’s 
Annual Holiday & Camp Wanakita Registration Party.  Families 
gathered for a potluck and some fun, complete with a tacky 
sweater competition.  The kids also enjoyed a visit from Santa’s 

elves and a great time was had by all.

Thank you to CWOR volunteers, Mary Pedersen, Igor Ristevski, 
Debbie & Meagan Bordi, and Rob & Jane Dinsdale for all of their 
help, physically and financially.  Many thanks to Pat McCabe and 
Betty Smith for coming and entertaining the families as Santa’s elves, 
and lastly, thank you to all the families for the delicious treats!  We 
look forward to seeing you next year!

World AIDS Day Vigil 

O
n Monday December 2, 2013, CWOR participated in their 
first World AIDS Day Vigil at Christ Church Cathedral in 
Hamilton with The AIDS Network.  An event that honours 
those from the HIV community that have been lost, the 

event also focuses on celebrating life and the future.  This year’s 
guest speaker was HIV/AIDS activist David Hoe who provided an 
inspirational outlook on the future of HIV/AIDS.  We are thankful to 
have participated in 2013’s event, and look forward to collaborating 
with The AIDS Network for 2014’s event.

Bleeding Disorders 
Awareness Month!

T
his past November CWOR participated in an open house 
with The AIDS Network by hosting an education booth on 
Hemophilia Ontario and inherited bleeding disorders. The 
booth was well received as just over 30 participants from 

the community received information on what the organization does, 
as well as general information about inherited bleeding disorders.  
CWOR would like to thank The AIDS Network for the opportunity 
to participate in this open house during their AIDS Awareness Week 
schedule.

Central Western Ontario Region
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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 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.

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 first week of October of the first year   
 the student is enrolled in post-secondary education.

The deadline for receipt of scholarship applications is August 
1, 2014.  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

mailto:amcgillivray@hemophilia.on.ca


of help from family and friends. I used October as an opportunity to 
remind people that they could get in all their Christmas shopping at 
this one event.  We had kitchenware, holiday décor, dips, spices, face 
and body products, make up and jewelry.  I was pleased to have had 
82 people attend.  Adjunct to this was the Zumbathon held 3 weeks 
later.  What a fun event.  Everyone danced for approximately an hour 
and a half and we had door prizes totaling more than $500!  Feedback 
was positive as it was a fun event with great door prizes however 
the attendees would have preferred an evening event. LIFEforia 
Wellness Club was present for the morning offering free one week 
memberships as well as protein packed smoothies for the participants.  
A nice surprise was Jan Mosher, creator of Jandanas, who brought her 
bandanas, jingle belts and neck warmers to sell.  She gave a donation 
of 25% of her sales to HO NEOR.  29 People attended the event and 
over 40 tickets were sold.  All in all between donations, sales, raffle 
tickets, zumbathon tickets and sales of the left over baking I was very 
pleased to report that a tad over $1800 was raised.

I had somewhat of an ulterior motive for doing this fundraiser and 
advertising on a grander scale.  I had hoped to recruit other families 
affected by bleeding disorders to join in my efforts, however, this did 
not quite work as I had planned.  What I did find, was that people I know 
well and those I don’t know so well were interested in hearing about 
hemophilia and how it affects my son.  Friends, family, neighbours, co-
workers and acquaintances offered support by donating or spreading 
the word for me about my fundraisers.  Although I didn’t quite get the 
outcome I had originally planned, I did much more than simply raise 
money, I raised awareness and found support in places I never knew 
I had.  

Will this become a yearly event?  It is hard to say.  I’m a mother of 3 
young children and I work full time.  But it was a ton of fun, so most 
likely it will.

Hemophilia Ontario would like to 
thank Alana for the tremendous 
amount of work she put in to 
these events. The time and 
dedication shown by her is truly 
touching and we appreciate 
everything she has done.  

Thanks Alana!

Zumbathon Fundraiser
by Alana Brassard – NEOR Volunteer

I
n early summer of 2013 I decided I wanted to host another third- 
party fundraiser for HO NEOR, but I wanted to go bigger.  I opted 
to host a home party at a local hotel.  My reason for not having 
it at my home is because I felt that people who did not know me 

may be more willing to come, and there would be less pressure for 
people to buy if it was a little more open.  I hosted a couple Everyday 
Style home parties in the past raising money for HO NEOR because 
they donate 30% of all regular sales to your charity.  I knew an Arbonne 
representative and asked if there was a fit for my fundraiser.  It was 
agreed that HO NEOR would receive 10% of sales from that night.  
The third vendor was a representative from Stella & Dot.  Stella & Dot 
could not offer any fundraising incentives so the representative, who 
is also a Zumba fitness instructor, agreed to host a Zumbathon for me 
at no charge and the product that I earned for hosting the party would 
be given as door prizes.  I first approached a local radio station to see 
if I could get advertising for free which turned out much easier than 
I thought.  My ad was run several times a day for a few weeks before 
both events.  The home party evening was held early in October and 
was a great success.  I had many local businesses donate raffle items, 
I asked high school students to volunteer their time, and I had a ton 

Fall Clinic

F
all clinic was held on Saturday, November 2, 2013. Members were 
invited to listen to Betty-Anne Paradis talk about the importance 
of home infusion. Younger members had a fun filled night 
learning how to shine like a circus performer with SirkaFran.

North Eastern Ontario Region
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Children’s entertainment at the NEOR Clinic

New Council Being Formed   
in NEOR 

T
he New Year will also bring about a new council for the NEOR 
region.  Members will have the opportunity to fill positions in 
the council during our upcoming RGM.  

Alana Brassard and Sebastien

mailto:smorrison@hemophilia.on.ca


Goodbye to the OEOR  
Regional Service Coordinator 

W
e would like to say thank you and good luck to Ericka 
Burns as she moves on to a new career opportunity.  We 
wish her all the best!       
Amanda Grant has been hired as the new OEOR RSC, 

please join us in welcoming Amanda.  You can reach her at agrant@
hemophilia.on.ca or by phone 613-739-3845.  

Treats and Eats at    
OEOR Holiday Bash

T
he OEOR Holiday Party was on December 8th and it went 
off without a hitch! There were lots of sweet treats and good 
eats for everyone not to mention a gingerbread house for all 
the families to decorate and bring home!  We had a magician 

that captivated adults and kids alike with his shenanigans and magic 
tricks! One of our kind volunteers made balloon animals and some 
even helped us decorate some cupcakes! There were crafts and prize 
draws and even 
a pine cone hunt; 
there were some 
wreath casualties 
but the kids loved 
it! Just when we 
thought all the fun 
was over Santa 
showed up early 
and even had a 
big bag of gifts for 
all the kids!  

What a great day!

Bleeding Disorders 
Awareness Month!

N
ovember saw the NWOR Region celebrating Bleeding Disorders Awareness Month. A Health 
Fair was held at the Metis Nation of Ontario and was attended by over 60 participants. In 
addition to a booth from Hemophilia Ontario, the Ontario Breast Cancer Screening Program 
was on hand to provide mammograms, and the Thunder Bay District Health Unit was there 

to administer Diabetes Testing. All participants received lunch and the opportunity to win one of several 
draw prizes. 

Thank you to everyone involved for making the day a huge success.

North Western Ontario Region
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Raja Ammoury-Alami, 

Jordan Cabral

Lyanne Cabrall

Ashwani Kurrichh

Nancy Sauve

Darlene Villeneuve
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 Toronto ON, M4Y 1G7 
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Ottawa and Eastern Ontario Region
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by Ericka Burns     

ATTENTION
Members!

OEOR is in 
Need of Volunteers!  

W
e are looking for people to join the Regional 
Council, a role which gives participants a say in 
the programs and fundraisers that are offered in 
our region. If you want to get involved and make 

an important contribution, this is the role for you.  Please get 
in touch with Terri Lee Higgins – thiggins@hemophilia.on.ca          
if you are interested in this exciting opportunity.

mailto:agrant@hemophilia.on.ca
mailto:swhitney@hemophilia.on.ca
mailto:thiggins@hemophilia.on.ca


“It is Getting Better
 All the Time” Beatles 

A
t the beginning of December members and volunteers 
throughout our communities; Windsor – Chatham – London 
- Goderich - Woodstock – and beyond to Kitchener Waterloo 
and Guelph  - participated in our festive pots, wreaths and 

swags event.  This was another successful program starting with the 
sales in November and Maureen and her elves putting together 
the bows for all the wreaths.  There are many that contribute to this 
success; Michelle In Windsor,  Karen in Chatham,  Emil and Travis filling 
their vans for London and Woodstock, Dawn delivering to Guelph 
and Kim at Manulife Financial in Kitchener Waterloo who does it all, 
sales, delivery and she is a customer too!  Special thanks to Maureen 
our organizer for the use of her driveway, which gets filled and almost 
emptied in one day for London customers.  She put together a great 
team (not sure if Troy knew what he was getting into for the day) and 
Jennifer helped out and promptly left for Australia.

Winter Celebration 

T
he entry to the 
Community School 
in Strathroy was 
decorated with pots, 

wreaths and swags! We 
had new and old members 
out.  Games and fun for the 
children led by Hannah and 
even being inside was great 
fun with some of the games 
from Camp Wanakita and 
Pinecrest Adventure Camp 
being played.  Dawn had us 
doing crafts together and 
Ruby taught us how to do 
the loom on our fingers!  We 
had a great presentation by 
Leigh on the new treatment 
products that Ryan had put together – He was a little surprised how he 
got all the children to listen and then at the end was asked by an 8 year 
old what he was just talking about?  

Testaments from the event include: “the girls cannot wait to go to 
camp since the get together” and “If I am a grandmother can I be a 
member?”

South Western Ontario Region
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Pots and Wreaths Galore!

Best Wishes to a 
Vital Member of 
Our Community
Sheila Schembri

A
fter 26 years of working in the 
Bleeding Disorders Program as 
Administrative Assistant, Sheila 
is moving on to a new role and 

opportunity within London Health Sciences Centre in London, Ontario.  
Sheila provided exceptional services to the medical team, to families 
and individuals in the region, and to Hemophilia Ontario SWOR, not 
just as the supporting staff person at the hospital but as a volunteer 
throughout the years.  Sheila has worked with all of the medical directors 
of the Bleeding Disorder Program, supporting everyone through the 
contaminated blood tragedy while also being able to support many 
from diagnosis through to being part of the adult care program. Sheila 
we wish you every success and happiness in your new role and know 
that you will be missed.

My Experience as a First Year 
Leader In Training
By Kody Portelli

B
eing a first year Pinecrest Leader in Training (LIT) has been an 
amazing experience. I learned so much this year working with 
the little kids. I learned how to be a good role model with 
responsibility. When working as a leader you must be a good 

role model for the little ones because they follow by example, so if 
you’re acting immature, they’re likely to do the same. As a leader you 
must also have a sense of responsibility. Be responsible for your actions 
as well as your language. As a first year LIT you have to remember that 
you’re not only responsible for yourself but for other campers as well. 

By being the only first year LIT it felt like I was working alone even 
though I worked with the second year LIT’s. On the first day of camp, 
being the only LIT, I had no one to relate to, but I quickly got passed 
that and all the staff was very helpful and understanding in my learning 
process. By the end of camp everyone said I fit in perfectly with the 
second year LIT’s and I felt pretty good about that.

I originally joined Pinecrest as an LIT because I like working with kids 
and I like to see all the campers having the time of their life. Being a 
Leader gave me a different perception of camp and getting volunteer 
hours was also an asset. Camp also gave me a learning opportunity to 
overcome my shyness. I am usually a very shy person, but this camp 
experience has helped me to overcome that by doing the LIT camp 
fire and running some of the activities. Just being able to be myself 
with no worries was a great experience.

Just the experience of being an LIT was a confidence builder and a 
very positive experience for me. I had the best time and I am really 
looking forward to coming back next year as a second year LIT.
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Pinecrest Adventures Camp 
2014 

P
lanning for Pinecrest Adventures Camp has begun! 
This five day residential camping experience for 
SWOR children with a bleeding disorder and 
their sibling’s ages 4-16 years, provides respite 

to parents while providing the campers the opportunity 
to experience camp as all children do.  The only camp in 
Ontario specifically designed to meet the special medical 
needs of these children which includes their siblings, 
offers knowledgeable and specially trained volunteer staff 
(medical, co-directors and counsellors) on site 24 hours per 
day.  

We are pleased to announce Ryan Kleefman is the 2014 
Director and Zach Adams is the Assistant Director. In the 
next newsletter we will share more details about our staff 
and our exciting plans for this year’s theme! 

It is our goal to Educate, Encourage, and Empower our 
SWOR youth...  Hope to see you at camp! 

Please hold these dates on your calendar:

What:  Pinecrest Adventures Camp

When:  Wednesday August 20 –  arrive 6 pm until 
 Sunday August 24 – pick up 11 am

Where:  Camp Menesetung, Goderich, Ontario 
 (directions provided in confirmation packages)

The Adventures Group from Pinecrest Adventure Camp 2013

Men’s Event

T
he Men’s Event is an annual event which gives guys who are living with or are affected by 
a bleeding disorder (father, son, sibling, friend, etc.) a chance to get together and have 
a little bonding time. On November 10, 2013 seven men from TCOR came together 
for this annual event which included an afternoon of bowling at Bathurst Bowlerama, 

followed by food and discussion with Jordan Lewis, Social Worker at St. Michael’s Hospital.

Commemorative Event: 
Remembering and Honouring 

O
n the afternoon of November 
17, 2013 TCOR held their annual 
Commemorative Event. This event 
is held to pay respect to the tainted 

blood tragedy and those who were affected and/
or lost their lives due to the tragedy. While this 
event usually involves a tree planting, this year 
this event was changed, in order to remember 
and pay respect to the past, to educate younger 
generations about the history of our community 
and how much has happened to bring us to where we are today, and to help guide the future of blood safety and supply. Three amazing speakers 
presented to almost 60 participants. The speakers were Yvette Perreault, Director of the AIDS Bereavement and Resiliency Program of Ontario, 
Antonia “Smudge” Swann, spouse of the late James Kreppner, who was one of the key activist in finding justice for those affected by the tainted 
blood tragedy, and actor/writer/producer Kat Lanteigne, who wrote “Tainted”, a play which focused on the lives of a family who discovered they 
were affected by Canada’s largest public health care disaster, and the physical, emotional, spiritual, and mental affects it caused.

Toronto and Central Ontario Region

All TCOR articles, unless otherwise noted,
are by:

mailto:mmaynard@hemophilia.on.ca
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Families in Touch: Food, Laughs and Bowling

Families in Touch is our most popular event and is always a great time. It is a chance for all members of our community to come out, 
connect, have fun, and meet other families experiencing the same things. This event is open for those living with bleeding disorders 
as well as their unaffected family members. On December 8, 2013 the annual Families In Touch holiday party took place at Bathurst 
Bowlerama, where pizza and chicken wings were accompanied with bowling and laughs. We also had one of our members, Dan Ignas, 

lead an education session with some of the parents where he spoke about his time at Camp Wanakita and overall experience growing up with 
hemophilia, and answered several questions.

Upcoming TCOR Events 
Regional General Meeting: On March 1, 2014 the TCOR Regional 
General Meeting will be taking place at the RINX Entertainment Centre 
from 12-3pm. An hour lunch will be followed by the meeting for adults, 
and activities in the centre for children. To register for this free event 
please contact Sarah Wood at swood@hemophilia.on.ca or 416-972-
0641 ext. 12.
......................................................................................................................
Polar Bear Dip: Get ready, because on Sunday March 23, 2014 the annual 
TCOR and CWOR Polar Bear Dip will be taking place! This fundraiser, which 
always occurs near World Hemophilia Day, encourages members to dress 
in their wackiest costumes and plunge into Lake Ontario at Woodbine 
Beach! To register for this event please visit www.events.hemophilia.on.ca 
or contact Laura Tomkins at ltomkins@hemophilia.on.ca or 416-972-0641 
ext. 14. All pledges collected will help support programs and services 
for people with inherited bleeding disorders in your area. Pledges can 
be collected online or you can download the online form and bring the 
pledges with you to the event on March 23, 2014.
......................................................................................................................
Aging with a Bleeding Disorder:  On Sunday, May 4, 2014 the  
Second Annual Aging with a Bleeding Disorder event will be happening. 
More information about registration and location will be released closer 
to the event.
......................................................................................................................
Men’s Event: Mark your calendars, as the next Toronto and Central 
Ontario Region (TCOR) Men’s Event will be taking place on Sunday 
May 25,2014! More information about registration and location will be 
released closer to the event.
......................................................................................................................
Families in Touch: The next Families In Touch (FIT) event will be ringing 
in summer by taking place on June 21,2014, the first day of summer! 
More information about registration and location will be released closer 
to the event.

One of the bowling teams at the Families in Touch Holiday Event

Clinic Corner

Community and Primary Health Care recently presented an abstract at the World 
Federation of Hemophilia Musculoskeletal Congress on their Physiotherapy 
Standards of Care and they were generous enough to share their abstract 
with us.  Many thanks to Karen Strike, Registered Physiotherapist at Hamilton 
Niagara Regional Hemophilia Centre, for facilitating this.  

Building Evidence into Practice: 
Proposed Evidence-Based Updates to the 
Canadian Physiotherapists in Hemophilia Care 
(CPHC) Standards of Care
Authors – K. Strike, J. Nixon, N. Graham, C. Jarock, S. Squire, C. Van Neste

Background: Research in the field of hemophilia has played a critical 
role in the management of the disease. As the practice of physiotherapy 
becomes more evidence based, the standards of Physiotherapy care 
must also evolve to ensure that persons with hemophilia receive 
comprehensive treatment.

Objective: To evaluate and update the Canadian Physiotherapists 
in Hemophilia Care (CPHC) Standards of Care against current best 
evidence.

Methods: Medline and Embase were used to identify the current 
evidence for physiotherapy management of persons with hemophilia. 
Keywords used were: hemophilia and physical therapy with additional 
limits restricting results to the English language.  Searches of Medline 
and Embase returned 80 and 265 potential articles, respectively.  
Articles were reviewed to include only those from which novel standards 
of care could be developed.  

Results: The Hemophilia Joint Health Score (HJHS) has been found 
to be the assessment most widely adopted by physiotherapists to 
assess for moderate changes in joint status [1-3].  Current evidence 
also suggests that physiotherapists play an important role in chronic 
disease management in the ageing population [4,5], as well as in the 
secondary prevention of obesity, by prompting increased physical activity 
of patients (i.e. daily exercise, appropriate sport selection) [4,6-9].  

Conclusion: Based on current evidence, it is recommended that the 
CPHC standards of care include: a) use of the HJHS at annual reviews 
[1-3]; b) education on appropriate sport selection [4,8]; and c) discussion 
on levels of physical activity [4-9].

Keywords: Hemophilia, Physiotherapy
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by Alex McGillivray

W
elcome to BLEEDhers, a new section of Blood Matters magazine that is dedicated to women living with 
inherited bleeding disorders.  Through our two CODErouge ambassadors, Michelle Lepera and Amy 
Griffith, this section will include articles that focus on a variety of pertinent educational and lifestyle topics 
aimed at increasing awareness about women and inherited bleeding disorders.  From issues such as easy 

bruising, to frequent nosebleeds, to heavy and prolonged menstrual cycles, you can look forward to finding comfort 
and information through this unique community.  

CODErouge Overview: 

When Women Bleed Too Much

I
n May 2012, the Canadian Hemophilia Society proudly hosted 
the First Canadian Conference on Bleeding Disorders in Women, 
presented by CSL Behring. For the first time, twenty-one 
CODErouge ambassadors, who are women affected by bleeding 

disorders themselves, along with hematologists, gynecologists, 
family physicians and health care practitioners gathered together to 
discuss how to improve the quality of life for women with bleeding 
disorders and reach out to undiagnosed women. 

In the evening of the very successful CODErouge 2012, 
CODErouge ambassadors from across the country met to begin 
an initiative to step out in order to educate both health care networks 
and the public on the needs of women with bleeding disorders, and 
also, increase awareness to raise diagnosis. 

Through various training exercises, CODErouge ambassadors were 
trained in areas of public speaking, hosting community awareness 
displays, working directly with the media, and reflecting on the 
success of past Canadian Hemophilia Society chapters in achieving 
this now shared goal.

In addition to the information you find in BLEEDhers, you can also 
find information on the following websites:

http://www.coderougewomen.ca/

http://www.hemophilia.ca/en/women/  

Should you have ideas for specific
article topics or have questions, 
please feel free to email:

Alex McGillivray, 
Regional Service Coordinator at 
amcgillivray@hemophilia.on.ca. 

Michelle Lepera
l Iive just outside of Windsor, in Tecumseh, 
Ontario. I work full time with the Ministry of 
Attorney General. I am a dedicated wife and 
mother of two lovely teenagers. I enjoy yoga, 
biking and travel. I am a carrier of Hemophilia 
A, Factor 8 deficiency. My son is 17 years old 

and has Severe Hemophilia. I have been an active council member in 
the South West Region for 16 years. I volunteer in many different fund 
raising and awareness programs such as the Annual Wreath sales and 
the Toronto Marathon, and have attended 3 world congresses and 
many other workshops and educational sessions. 

Before my diagnosis at age 28, I went through many problems with 
bleeding and never knew why. Because I am a girl, I was never treated 
properly and only found out I had a bleeding disorder when my son 
was diagnosed with hemophilia at age one. 

I feel strongly about women and bleeding disorders and the 
importance of raising awareness. I am now a CODErouge 
ambassador, dedicating my extra time in raising awareness and 
increasing diagnosis for women and girls with bleeding disorders. 

I am very passionate about raising awareness and have the compassion 
to carry out the task. 

Amy Griffith
First and foremost, I am not the most agile 
young woman, and never have been. 
Growing up, due to my lack of grace, I was 
always covered with unexplained bruises 
and fell victim to endless nosebleeds. Being 
an only child from a family with no inherited 
bleeding disorder history, the last thing on 

my parent’s minds was getting me checked for one. However, just 
before I started school at four years old, upon referral from our family 
doctor, I was tested for von Willebrands Disease type 2A, and at last, 
we had answers. 

As a female with a bleeding disorder, not to mention the only member 
of my family diagnosed, I was thrown a lot of learning curves growing 
up while navigating my disorder. I was immersed in a male-centered 
community, where females were just starting to find their place. I am 
happy to say, we have now also found our voice. 

I believe that growing up as a female with a bleeding disorder is a 
truly unique experience for each woman. How we bleed, why we 
bleed, and our treatment needs are distinctively different than those 
of our male companions. For this reason and many others, I became 
a CODErouge ambassador. 

I am passionately dedicated to raising awareness for young women 
with bleeding disorders, and consistently encourage females to open 
up the conversation and fearlessly discuss their needs. I believe by 
recognizing women’s bleeding challenges and shedding some light 
on them, we will better serve women everywhere, and help them get 
answers to questions they may have had for years. 

johnfyfe-millar
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Pharmaceutical News *Brand names of treatment products are provided for information only.  
 Their inclusion is not an endorsement of a particular product or company.

Thank You!

Step Up Reach Out 
By Sarah Wood

ATTENTION ALL YOUTH!  

W
e have a fantastic opportunity to tell you about.  For 
those of you who don’t know, Bayer HealthCare offers 
a program called Step Up Reach Out (SURO), which is 
an international leadership program designed to build 

future bleeding disorder community leaders. This program is only 
available for youth living with hemophilia. 

To give you a little background information about the program; it was 
created in 2007 by the University of Texas Health Science Center, Gulf 
States Hemophilia and Thrombophilia Centre and is run by the Lone 
Star Chapter of the National Hemophilia Foundation, all of which is 
supported generously by Bayer HealthCare.  

So what does this mean for you?  Well, youth who are chosen to be 
a part of the program get together with other young people from 
all over the world and undergo hands-on training, coaching, and 
learning, with the goal to create and improve leadership skills.  

Step Up Reach Out has trained over 90 youth from over 20 different 
countries, and last year Canada had two successful applicants!

Not only is this a really great opportunity to learn some new skills, 
meet some new people, and have some fun, but it is absolutely 
free!  There is no cost to participants or their families as travel costs, 
accommodation and program expenses are covered.

If this sounds like something you might be interested in, definitely 
go to www.stepupreachout.net get more information or to apply, 
applications should be posted on the website shortly. The deadline 
for applications for the 2014-2015 program is June 1, 2014.

See below for the topics and locations for the 2014-2015 
program:
SESSIONS:
Part I “Building the Foundation of Leadership”
Session Date:    October 2-7, 2014 (includes two days of travel)
Location:    San Francisco, California

Part II  “Defining Your Leadership Role”
Session Date:   March 19-24, 2015 (includes two days of travel)
Location:   Costa Rica

T
he staff of Hemophilia Ontario would like to thank each and every one of our Pharmaceutical sponsors for all of the support they provided 
in 2013.  The valuable programs and services that we were able to provide due to your continued support have had a huge impact 
on our community and our members, and for this we are extremely grateful.         
From all of us, thank you!

Hemophilia Ontario Staff

johnfyfe-millar
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Amy Griffith  accepting the 2013 
Leaders of Tomorrow Award 

Volunteer
AWARDS
Volunteer
AWARDS

2014
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James Kreppner Distinguished Volunteer Award - This award 
commemorates James’ lifelong commitment to Hemophilia Ontario and 
people living with inherited bleeding disorders in Ontario.  Nominees are 
those individuals who have demonstrated a commitment to the Society’s 
mission and values, and demonstrated outstanding contributions.

The President’s Award - Hemophilia Ontario is home to dedicated 
innovators and leaders who are committed to helping the organization 
reach its mission.  The core values of trust, respect and collaboration 
play out every day at Hemophilia Ontario.  These values extend beyond 
the office walls in the countless hours volunteers give to helping others 
in the community.  This award recognizes a current or past Hemophilia 
Ontario President, Hemophilia Ontario Board Member, Committee 
Chair, or Regional Chair.  The recipient, if any, will be selected by the 
president in his/her sole discretion, after a review of nominations and the 
recommendation of the Awards Committee.

The Ann Harrington Award - This award commemorates Ann’s long term 
commitment, caring and compassion towards those living with an inherited 
bleeding disorder and is reserved for a member of any Hemophilia 
Treatment Centre team serving Ontario patients.  Nominees go beyond 
the confines of their job description to partner with Hemophilia Ontario 
in enhancing the lives of people in the inherited bleeding disorders 
community.

The Shawn Duford Grass Roots Leadership Award - The Shawn Duford 
Grass Roots Leadership Award honours Shawn’s lifelong goal of ensuring 
individuals with inherited bleeding disorders and their families would 
always find support close to home.  This award commemorates Shawn’s 
commitment to ‘grassroots’ or local leadership.  It recognizes regional 
members who, through an inherent desire to serve others, a collaborative 
approach and initiative have built regional community.

Honourary Lifetime Membership Award - The Honourary Lifetime 
Membership Award is bestowed to a small but distinguished group of 
individuals who have been recognized for providing significant continuous 
and extraordinary service to Hemophilia Ontario.  This award is a means of 
recognizing and thanking long-time Society members for their contributions 
as well as a means of keeping a valuable resource of experience and 
expertise available to other members of Hemophilia Ontario.

Leaders of Tomorrow Award - This award recognizes youth (ages 13-25) 
who have made outstanding contributions to their regional communities 
through volunteering diligently in their community to support Hemophilia 
Ontario.  Youth Leader recognition is awarded to volunteers by Hemophilia 
Ontario annually at Regional General Meetings as recognized by their 
local council.

Volunteer Recognition Pins - Volunteer Service Pins are awarded to 
volunteers by Hemophilia Ontario annually at Regional General Meeting, 
in honour of the hard work and many hours of service donated to the 
Society.  

Staff Leadership Award - The Hemophilia Ontario Staff Leadership 
Award celebrates, promotes and encourages quality service that reflects 
the values of our organization.  Nominees exhibit warmth, energy, and 
enthusiasm.  They demonstrate a strong commitment to developing their 
personal knowledge about issues affecting people with inherited bleeding 
disorders, willingly advocate on their behalf and engage the community 
they serve.

Each year Hemophilia Ontario honours and celebrates the selfless efforts of individuals at their 
Annual General Meeting.  There are a variety of awards available and nominations for any 
award can come from our members, the community at large, staff and / or our HTC partners.  
If you know a deserving nominee, forms are available from your Regional Service Coordinator 

or online at http://www.hemophilia.ca/en/provincial-chapters/ontario/volunteers---awards/.  

*Please note that individual awards may not be awarded annually.

The submission deadline for applications is March 15, 2014.  Applications can be submitted 
electronically to sturner@hemophilia.on.ca, by FAX 1-888-958-0307 or in person to your local 
Regional Service Coordinator.

2014 Hemophilia Ontario Volunteer Awards

Mary Jane Steele accepting her 
Years of Service Award

Alex McGillivray accepting the 
2013  Staff Leadership Award

Tom Alloway accepting the 2013
Honourary Lifetime Membership Award 

Steve van Dusen accepting the 2013 
Shawn Dufford Grass Roots Leadership Award
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