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Congratulations
THE CANADIAN HEMOPHILIA SOCIETY RECEIVES 

THE CANADIAN BLOOD SERVICES 2013 LIFETIME ACHIEVEMENT AWARD

ALSO: PROJECT RECOVERY, a world-first initiative advanced 
by the Canadian Hemophilia Society becomes reality



BUILDER

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our
mission and vision. We are fortunate to count on a group of exceptional donors who have committed
to making an annual investment to support the CHS and its core programming needs.

To recognize this special group of donors we have created the BeneFACTORs Club, the CHS’
highest philanthropic recognition, which symbolizes the critical bond between our organization, the
donor and every person we serve with an inherited bleeding disorder. Corporations that make annual
gifts of $10,000 or more to support our organization and its core programming needs are recognized
as members of the BeneFACTORs Club.

The Canadian Hemophilia Society acknowledges their tremendous effort.

VISIONARY

INNOVATORS

BELIEVERS

The BeneFACT  Rs Club

Grand Benefactor - multi-year commitment
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Hemophilia Today is the official publication of the Canadian Hemophilia Society (CHS) and appears
three times yearly.

The Canadian Hemophilia Society strives to improve the health and quality of life for all people
with inherited bleeding disorders and to find a cure. Its vision is a world free from the pain and
suffering of inherited bleeding disorders.

The purpose of Hemophilia Today is to inform the hemophilia and bleeding disorders community
about current news and relevant issues. Publications and speakers may freely use the information
contained herein, provided a credit line including the volume number of the issue is given. Opinions
expressed are those of the writers and do not necessarily reflect the views of the CHS.

The CHS consults medical professionals before distributing any medical information. However,
the CHS does not practice medicine and in no circumstances recommends particular treatments for
specific individuals. In all cases, it is recommended that individuals consult a physician before pursuing
any course of treatment.

Brand names of treatment products are provided for information only. They are not an
endorsement of a particular product or company by the writers or editors.

CHS is on facebook Go to the CHS Web site to be directed to our facebook page.
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Word from the editor

François Laroche

attended the WFH Global Forum on the safety and supply
of treatment products for bleeding disorders, held in
Montreal on September 26 and 27, 2013. Several

international leaders in the field of hemostasis made the trip to
Montreal for the occasion. Also present were delegates from the
pharmaceutical industry, blood supply agencies, regulatory authorities
and a number of national member organizations of the World
Federation of Hemophilia (WFH). Presentations addressed such issues
as the safety and future of plasma-derived products, clinical and
economic aspects of new therapies, product choice, new products
under development by pharmaceutical industry manufacturers and the
impact of regulation on product access. I found two presentations
particularly riveting: one by Dr. Steve Pipe, medical director of the
pediatric hemophilia and coagulation disorders program at the
University of Michigan Medical Center, on the move towards
personalized care in treatment protocols; the other by Mark Skinner,
past-president of the WFH, on patient perspective.

Dr. Pipe highlighted the importance of personalizing the treatment
regimens of hemophiliacs based on lifestyle (active or sedentary),
clinical phenotype and individual pharmacokinetics. In other words,
give the right product to the right patient at the right time and at the
right dosage. It is also important to consider the purpose of
prophylactic therapy: is the goal to convert severe hemophilia to
moderate or even mild hemophilia? Is it fewer infusions? Higher
troughs? Perhaps a combination of the latter two options?

Mark Skinner, in his presentation, insisted on the importance of the
patient’s collaboration with his or her attending physician in setting
goals and selecting treatment options to achieve them. This, he
explained, was the way to get the best results. He mentioned a Dutch
study published in 2011 in the journal Haemophilia1 that demonstrated
an 18% reduction in joint bleed frequency for every 1% increase in
factor VIII activity. He added that to hope for a life without joint bleeds,
the factor level of a hemophiliac would have to be maintained at all
times above 15% of normal, a level that corresponds to the mild form
of hemophilia. Is this a realistic objective for everyone? 

The economic aspect is, of course, a key part of the equation, and
was addressed by a number of speakers at the Forum. The global
hemophilia market is expected to grow to more than $11 billion
between now and 2016. The arrival on the market, possibly in the
coming year, of long-acting products is probably a major factor in this
projected growth—hence the importance of responsible and adapted
use of these vital proteins. Might the pharmaceutical companies that
manufacture these products consider a new business model, one based
on greater sales volume and smaller profit margin? The point was made.

1. Den Uijl, I.E., Fischer, K., Van Der Bom, J.G., Grobbee, D.E., Rosendaal, F.R.  Plug, I. Analysis of
low frequency bleeding data: the association of joint bleeds according to baseline FVIII activity
levels, Haemophilia, 2011 Jan; 17(1):41-4. doi: 10.1111/j.1365-2516.2010.02383.x Epub 2010 Sep
2. www.ncbi.nlm.nih.gov/pubmed/20825504

I Paradoxically, while we in the industrialized countries may soon have
access to long-acting products and perhaps even, in the not so

distant future, gene therapy that can treat if not partially cure
hemophilia, people living with hemophilia in developing countries have
little or no access to effective products. Presentations on access to safe
plasma products at reasonable cost were made during the Forum. One
of the most promising avenues may be Project Recovery, conceived 
by the CHS more than a decade ago and finally launched on 
September 26, 2013. You can read all about this extraordinary project
on pages 20 and 21, in an article written by David Page, one of the
major players in getting this project off the ground.

***

This November 2013 edition marks the last publication of the year
celebrating the 60th anniversary of the CHS. To that end, on the

following page you will find a history encapsulating 60 years of
evolution in the treatment of people with hemophilia and other
inherited bleeding disorders. What memories…and what a long way we
have come!

***

Finally, I was deeply saddened by the passing of Douglas Page, father
of David Page, CHS national executive director. Mr. Page passed away

on October 20, two days shy of his 96th birthday. He was one of the
founders of the CHS, along with Frank Schnabel, and the first president
of the Quebec Chapter (CHSQ), from 1959 to 1966. He was one of the
CHSQ’s pioneers and I am truly proud to be one of his successors. His
dedication to the bleeding disorder community will be remembered
always. On behalf of the CHS and the CHSQ, I wish to extend my
deepest sympathies to David and his mother, Enid, as well as to his
entire family.

Douglas Everett Page
October 22, 1917 - October 20, 2013



UNTIL THE EARLY

1960s

MID 60’s 
TO LATE 70’s

LATE 70’s 
TO MID 80’s

MID 80’s 
TO EARLY 90’s

Home care

Out-patient clinic
�  On average 2 hours for a treatment.

�  Lifesaving surgeries such as 
appendectomies now possible.

�  It allowed for a times ten 
concentration of factor VIII from FFP!

�  Unfortunately, since cryoprecipitate 
does not contain the factor IX 
protein, hemophilia B patients continued 
to be treated with FFP until the advent of prothrombin
complex concentrates at the end of the decade.

�  Freedom!

�  Prophylactic treatment 
now possible.

�  Elective surgeries such 
as orthopedic surgeries 
also possible.

WITNESSING 60 YEARS OF PROGRESS
in the CARE AND TREATMENT of

INHERITED BLEEDING DISORDERS at the CHS
PERIOD PRODUCT CARE /  WHAT IT MEANS

A MOTHER
LEARNING

HOME INFUSION

TECHNIQUE

A FATHER
INFUSING

HIS DAUGHTER

AT HOME

Next few
years...
Long-acting products 
and gene therapy 
may change 
everything 
we know!

�  Less frequent infusions with
the same protection against
bleeding episodes.

�  Turning severe hemophilia
into mild hemophilia with
factor level continuously
over 5%.

Gene Therapy

DNA encoding
Factor VIII 

Factor VIII
Proteins

Virus carrying
Factor VIII Gene

Nucleus

Cryoprecipitate

EARLY 1990s 
AND ON

Recombinant clotting
factor concentrate

Hospital care
�  On average 5 to 7 days in the 
hospital for each bleeding episode.
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Plasma-derived factor
concentrate
(virally-inactivated)

Plasma-derived factor
concentrate 
(not virally-inactivated)

Long-acting FVIII 
and IX clotting factor 
concentrates

Gene therapy

Fresh frozen plasma
(FFP)
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C H A P T E R S P O T L I G H T

Community news
British Columbia
Chapter

The BC Chapter held their Annual
General Meeting on August 22, 2013. It was
wonderful to see all the Board members as
well as many long-time and newer members
wanting to contribute to the AGM.

The term for president of the chapter
was up and after six years of service,
Haydn Hendricks stepped down as chapter
president to focus more attention on his
sons. We are pleased to announce that
Curtis Brandell was elected the new
president. Steven Bardini was re-elected as
vice-president and Marla Gibbs was
elected secretary. Nana Mandias and
Haydn Hendricks will serve as directors-at-
large, and Bruce Rempel is once again our
national delegate to be attending
meetings via Skype.

Discussions during the AGM included
the definition of hemophilia, the Vancouver
Foundation, and voting procedures. These
topics will surely be brought up in future
board meetings and clarifications and
updates will hopefully follow. We look
forward to seeing members at awareness
days, fundraising events and social
gatherings over the next year.

Alberta Chapter
What made this year’s Alberta Chapter Goldeye

Family Retreat so outstanding? Perhaps it was the well-
planned events and pirate theme. Or maybe the many
new families who attended, gained through the national
membership campaign, bringing new enthusiasm and
spirit. Then again, it could have been the mix of ages
among the children who were encouraged to play and
look after each other at the toy and craft stations.
Finally, maybe it was the low-key atmosphere which
allowed new families to network with more experienced
families to gain perspective and knowledge about their
bleeding disorder. In the end, it was perhaps all of these
elements that created a weekend to remember. 

Manitoba Chapter
Manitoba Chapter member Wayne

Wolanski introduced the Grey Cup Pool
fundraiser to the chapter in 2010. We
began with a pool of 900 tickets, at $5
each. In 2013, the chapter will run two
pools of 900 tickets. Chapter volunteers
have found the tickets easy to sell. There
is a great variety of prizes and it makes the
game much more fun to watch –
especially if the Bombers don’t make it to
the Grey Cup! This year, ticket sales and
awareness tables will be located at the
Health Sciences Centre and at the Forks in
Winnipeg.

New Brunswick Chapter
Another great year for the New Brunswick Chapter Children’s Summer Camp at Broadleaf Ranch.

We had a terrific donation of a large tent for the kids to dine in and have crafts and education
sessions, rain or shine. We also had some new volunteers and camp counsellors. Our nurses, Louise
and Dorine, were amazing as always. We had an RCMP officer come to speak about bullying;
everyone enjoyed his presentation. The theme this year was Spy Camp, which was a great hit. The
kids enjoyed swimming, horseback riding, kayaking, canoeing, campfire, movies, crafts, and last but
definitely not least the dance. Who knew that glow sticks could make the night so amazing.

What a summer we had in
Saskatchewan! We had our great
Guys Getaway at a northern fishing
camp — tremendously fun and
adventurous for our boys and
fathers. It was a four-day, three-
night weekend that included
fishing, a pontoon boat ride to the
Churchill Falls, swimming, outdoor
fish fries fully outfitted by the camp,
and cozy bunks in great little cabins.
One of our youth leaders gave an
educational lesson on self-infusion.
Thank you to the Missinipe Resort in
northern Saskatchewan and our sponsors for the wonderful time had!

Our second awareness event was our Queen’s City Marathon where we manned a water station
and handed out our awareness materials. We have so much to look forward to, and are thrilled to
be involved so actively as a chapter.

Hemophilia
Saskatchewan
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Toronto and
Central Ontario
Region (TCOR)

The TCOR Golf Tournament on
September 6 at Nobleton Lakes Golf Club
was a huge success! After a beautiful day
on the course, over 70 golfers attended a
fantastic dinner and were able to bid on
great prizes. Over $10,000 was raised! Big
thanks to all of our amazing sponsors,
and all the participants.

YMCA Camp Wanakita welcomed
almost 50 campers aged 6-17, all
affected by a bleeding disorder. The
camp offers activities such as kayaking,
guitar lessons, sailing and archery in a
safe environment, and involves campers
both with and without bleeding
disorders. With the help of almost 10
hemophilia nurses from across the
province, children learned how to self-
infuse and successful first-time infusers
took home a video to show their parents.
A big thank you to all the nurses, who
dedicated their time, and to Camp
Wanakita.

The TCOR Families in Touch event was
held on August 26 on Toronto Island.
With great weather and delicious food,
families were able to bond with new
members and catch up with others. A
dentist from Toronto’s SickKids Hospital
was present to talk about the
importance of oral health care. The next
event will be in December.

On September 10, Hemophilia
Ontario ran a Webinar with Dr. Paula
James of Queen’s University. Dr. James
helped educate over 20 participants on
all aspects of von Willebrand disease. A
big thank you to Dr. James for her time.

South Western Ontario Region (SWOR)
Indy and Salla led their teams

of scientists and adventurers on
an exciting journey as Pinecrest
Camp took on the quest to find
the lost arti-factor in this year's
Raiders of the Lost Arti-factor.
Team chants, challenges, games
and leader contests (which
included debates on key topics
such as whether you eat pizza
crust or point first) had everyone
involved from start to finish.
Whether on their way to archery
or the climbing wall or even the dining hall, campers were always on the lookout to find the missing
treasure. In the end, the long lost message of Professor Professorson was found and camp spirit continued
to shine. Next year’s dates are August 20-24, 2014; hold the date now so you don't miss out. 

Nova Scotia Chapter
August 17-23, 2013, the Maritimes Adventure Camp (MAC) celebrated its 10-year anniversary. MAC's

10th year was a huge success. We had minimal illness and injuries, and a junior camper who infused for
the first time ever! Our staff were fun and supportive, forming strong bonds with the campers right
away. On the first full day of camp, everyone participated in a tree-planting ceremony to honour those
in our hemophilia community who have been lost or affected by tainted blood. This tree will remain at
the camp facility for years to come. Each day was filled with different activities, themes, laughter and
singing, but also educational sessions provided by our nursing staff and multidisciplinary guest speakers.

The Nova Scotia Chapter would like to thank everyone who took part in making MAC 2013 such an
amazing event and we look forward to the upcoming year!

Newfoundland and
Labrador Chapter

This past July the Newfoundland and Labrador Chapter
had their annual family weekend at Lion Max Simms
Memorial Camp. Campers were treated to some local talent,
a carnival night and a BBQ with friends and family. There
were presentations from the industry sponsors and from
our nurse coordinator, Charlotte Sheppard, on self-infusion.
Physiotherapist Colleen Jones also gave a great presentation
on the pro’s and con’s of using ice during bleeding. Dan
Doran visited on behalf of the National Board and we were
happy to learn from his wealth of knowledge and
experience. It was a great weekend had by all!
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n an effort to bring young volunteers into the CHS,
and in recognition that a sound education is of utmost

importance (particularly for those who might not be able to
succeed in a vocation requiring strenuous physical labour),
the CHS offers the opportunity for those who qualify to
receive a scholarship or bursary in the amount of $5,000 to
attend a post-secondary institution of their choice. The
CHS James Kreppner Memorial Scholarship and Bursary
Program is an on-going tribute to honour James Kreppner,
a longtime volunteer and member of the CHS Board of
Directors, for his dedication, intelligence and commitment
to the CHS and community service. In 2013 the CHS was
pleased to award $5,000 scholarships / bursaries to four
outstanding applicants.

I

The award categories are as follows:

— SCHOLARSHIP BASED ON ACADEMIC MERIT

— BURSARY BASED ON FINANCIAL NEED

— MATURE STUDENT BURSARY FOR STUDENTS OVER 30 YEARS OF AGE

The CHS would like to acknowledge Pfizer for its generous support of the 
2013 CHS James Kreppner Memorial Scholarship and Bursary Program.

CHS James Kreppner Memorial 
Scholarship and Bursary Program



MAT U R E S T U D E N T B U R S A R Y R E C I P I E N T

Christopher Aull, Victoria, British Columbia

graduated with a Bachelor of Arts in Psychology from the University of Victoria, but ended up doing technical
support for several different local companies. I have always loved working with computers, but never seemed to

have the time or money to get formal training and move beyond a basic level. With the help of this bursary, I will be
pursuing advanced industry certifications through the Computer Network Electronics Technician program at Camosun
College this fall.

I was born in the early 1980's with severe hemophilia A, at a time when better treatments were slowly becoming available.
As a result, I spent many weeks of my childhood in bed or on a couch recovering from bleeds. But, throughout my life, the
people of the CHS have been there whenever I or my family needed their support. I would especially like to thank the staff
of the hemophilia clinic at St. Paul's Hospital in Vancouver for all their help and encouragement in achieving my goals.
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Additional information including the criteria and application forms for the CHS James Kreppner Memorial Scholarship and Bursary Program is available on the
Web site at www.hemophilia.ca/en/support-and-education/scholarship-program. The deadline to submit applications for next year is April 30, 2014. –J.A.

A C A D E M I C S C H O L A R S H I P R E C I P I E N T S

Ela Hefler, Toronto, Ontario

completed my first three years of high school at Monarch Park Collegiate in Toronto, before being awarded a full
scholarship to study at UWC Pearson College, an international boarding school in Victoria B.C. focused on peace

and sustainability. Now, having graduated with an International Baccalaureate Diploma, I will be headed to Davidson
College in North Carolina where I plan to major in political science.

It was my mother, a marathon running, canoe enthusiast with Type 3 von Willebrand disease (VWD), who showed
me that my bleeding disorder, Type 1 VWD, should not stop me from doing the things I am interested in, be that playing
sports or serving on the Board of Directors of an international youth-focused non-governmental organization. I am also
extremely grateful to have the support of the Canadian Hemophilia Society and to be a recipient of a James Kreppner
Memorial Scholarship, which will help me continue to pursue my passions for education and international development.

Luke Sadler, Winnipeg, Manitoba

rowing up in a family with bleeding disorders profoundly influenced the person I’ve become. I have Type 1 von
Willebrand disease and my older brother has Type 3. As a result, compassion and a nurturing environment were

central components of the way our family related to each other. This has served me well in my work with young children
and in my professional and academic endeavours which have centred around community service and caregiving. There
were many challenges, but growing up the way we did has shaped me into the person I am today, and that’s something
I’m thankful for.

I completed a diploma in Early Childhood Education at Red River College, and have transferred to the University of
Victoria to complete my undergraduate degree. I am hoping to do my practicum working with children in Rwanda. I
genuinely look forward to using my gifts and education to enrich the lives of those in need.

I

G

I

BU R S A R Y R E C I P I E N T

Emileigh Van Dusen, New Glasgow, Nova Scotia

am the daughter of the late Neil Van Dusen who was a severe hemophiliac and unfortunately also a tainted blood
victim. My father along with two of my uncles, Eric Van Dusen and most recently Brian Van Dusen, also lost their

lives due to receiving tainted blood through no fault of their own. I myself am considered to be a symptomatic carrier
of hemophilia B.

I am currently entering my fourth year of study at St. Francis Xavier University where I am majoring in the field of
psychology. For as long as I can remember my family and I have been involved with the Hemophilia Society and we are
very fortunate to have had the opportunity to be a part of such an amazing and strong community.

My ultimate goal after this year is to continue to attend university and hopefully become a social worker helping
others with their personal/social issues and circumstances. I believe my own experiences with hemophilia and the great
losses that my family and I have endured due to the tainted blood tragedy, have given me the abilities and strengths
needed to become an exceptional social worker and to ultimately assist in creating a bright and healthy future for our
very own hemophilia community. Thank you so much for granting me this award and helping make this dream a reality.

I
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Lifetime Achievement Award
The Canadian Hemophilia Society (CHS) was founded in 1953 to

help ensure that an adequate supply of blood products, plasma,
cryoprecipitate (and eventually clotting factor concentrate) would
always be available to treat hemophilia patients across Canada.

In the 1970’s and 80’s, Canada’s tainted blood tragedy deeply
impacted this patient community, with more than 700 hemophiliacs
becoming infected with HIV, and more than 1,600 infected with the
hepatitis C virus.

In the aftermath of this tragedy, the CHS rallied patients across
Canada, successfully advocating for compassionate financial assistance
from federal and provincial governments for those affected by tainted
blood, and demanding change. The CHS went on to play a prominent
role in helping reform the blood system, and as members of Canadian
Blood Services Board of Directors advisory committee, the National
Liaison Committee (and several Regional Liaison Committees), they
continue to ensure that matters of safety and supply are at the
forefront of our decision-making.

Their constant vigilance, focus on safety, and commitment to
ensuring Canada’s blood tragedy is never forgotten, has helped define
the way Canadian Blood Services operates.

As an organization, the CHS has challenged our thinking and
perceptions and they have never hesitated to step up and contribute
when asked. They have helped Canadian Blood Services restore public
faith and trust, and grow into one of the world’s safest blood
operators.

— Taken from the Honouring our Lifeblood evening program

On September 9, 2013, the Canadian Hemophilia Society received the Canadian Blood Services 2013 Lifetime
Achievement Award for its contribution to the field of transfusion medicine. Since 2002, CBS has been
recognizing those who have made landmark contributions to significantly improve the safety and quality of
blood, blood products, stem cells, and/or bone marrow. –C.R.

The Canadian Hemophilia Society receives the Canadian
Blood Services 2013 Lifetime Achievement Award

From left to right: Dr. Graham D. Sher, Canadian Blood Services chief executive officer, Craig
Upshaw and David Page, respectively president and national executive director of the Canadian
Hemophilia Society, and Leah Hollins, chair of the Canadian Blood Services Board of Directors.

Acceptance speech by Craig Upshaw, president of the
Canadian Hemophilia Society

“It was both a surprise and a great honour to learn that the CHS
had received the Lifetime Achievement Award from Canadian Blood
Services. As the first organization to be recognized in this way, the
award reflects the collective contributions of many people over the
last decades. These include physicians who volunteered their time and
expertise to advise us, as well as patients and caregivers whose
commitment and passion made them strong advocates for a better
blood system.

Two of those people deserve special mention. Sadly, James
Kreppner, a long-serving member of the CBS Board of Directors, and
John Plater, a member of the National Liaison Committee and many
other important committees provincially and nationally, both passed
away in recent years from complications of infections acquired during
the tainted blood tragedy that resulted in the creation of CBS.
Fortunately, they were not alone in their advocacy and commitment
to a better blood system and we continue our work without them.
We brag that the members of our Blood Safety and Supply Committee
currently have over 200 years of collective experience working on
blood issues.

Over the last 15 years, the CHS and CBS have not always been in
full agreement on every issue. But we can say that we have always
tried to make our case based on the latest science and without resort
to fear mongering. And we can also say that CBS staff and the Board
have treated us as respected stakeholders, whose opinions and
contributions are to be valued.

What have we learned?
We learned that ordinary people with little background in science

and medicine could become knowledgeable advocates, and affect
change. And we learned that by working together—government
regulators, blood establishments like CBS, pharmaceutical industry,
health care providers and patient organizations—we could build a
blood system that served Canadians better, both in terms of safety
and supply.

As a result, we have forged a healthy relationship that has spilled
over to other patient organizations whose members use blood
products. Slowly, Canadians have regained trust that CBS and its
Quebec counterpart, Héma-Québec, are world leaders in providing a
safe and secure supply of blood products.

And we are not finished. There are new threats to blood safety
every year. Adequate supply is an ever-present challenge in Canada
and around the world. As an example of our continued work together,
a Canadian Hemophilia Society initiative on which CBS and the CHS
have been working on together for years, Project Recovery, a world
first, is finally taking off. This program will turn previously discarded
plasma proteins from CBS donors into life-saving medicinal products
for humanitarian use beyond our own borders.

On behalf of our Board of Directors and the bleeding disorder
community, we thank you for honouring our work.”
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SAPPHIRE
Bayer / Pfizer

PLATINUM
CSL Behring

GOLD
Baxter / Novo Nordisk

We would also like to thank our numerous additional donors – individuals, corporations and foundations – who each year express
their confidence in us by making substantial supporting donations.

Working together with individuals and the corporate sector in Canada helps the CHS accomplish its mission and vision by extending
our reach and reinforcing our messages.

Fundraising

CORPORATE PHILANTHROPY PROGRAM

THANK YOU!

e would like to thank the following companies, corporate foundations and employee fund programs for their generous
support. Our way of recognizing them for their generosity is through our Corporate Philanthropy Program, which
acknowledges the cumulative support given to the CHS for core programming needs and program sponsorship.

U
pc
om

in
g
Ev
en
ts Manitoba Chapter

▪ December 1, 2013 – Volunteer Appreciation Event will be held at the chapter’s office at 1:00 p.m.

▪ March 7, 2014 – Gala Dinner of Culinary Inspirations, Delta Winnipeg at 6:00 p.m.

Toronto and Central Ontario Region (TCOR)
▪ December 8, 2013 – The next TCOR’s Families in Touch (FIT) event will be a holiday party! More information about
registration and location will be released closer to the event.

South Western Ontario Region (SWOR)
▪ November 29 to December 6, 2013 – Festive Pots, Wreaths, and Swags, an annual fundraiser throughout the region
including Windsor, Chatham, Goderich, London, and Woodstock.

▪ December 1, 2013 – World AIDS Vigil participation in London and Stratford, Ontario.

▪ March 2014 – Regional Annual Meeting and education sessions.

Quebec Chapter (CHSQ)
▪ December 2013 – Volunteer and staff recognition evening.
▪ February 2014 – Launch of the New Blood 2014 campaign.

▪ March 2014 – 2014 Family Weekend and Annual General Meeting.

C O M M U N I T Y  N E W S
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Calgary Foundation (The)
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Focus on research
Focus on research
Focus on research

Norman Locke
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

he Canadian Hemophilia Society (CHS) Research Peer Review Committee, in September 2012, appointed 
Dr. Nancy A. Dower as its new chair. Dr. Dower is a pediatric hematologist who has been actively involved in
hemophilia care since 1993. She is presently associate professor of pediatrics, University of Alberta, medical

director of pediatric hematology and co-director of the Dr. John Akabutu Centre for Bleeding Disorders. She replaces
Dr. Patricia McCusker who chaired the committee for eight years before stepping down. We would like to take this
opportunity to thank Dr. Patricia McCusker for her rigourous commitment, devotion and expertise as chair of this
committee.

Under the chairmanship of Dr. Dower, the committee met earlier this year and announced the 2013 grant recipients
for the CHS Dream of a Cure Research Program. The list of projects can be found on pages 15-16. These grants total
$228,505 and were made possible by funding provided by the Hemophilia Research Million Dollar Club (HRMDC) and
the Canadian Hemophilia Society. The HRMDC and the CHS have provided over $4 million in support of hemophilia
research in Canada since 1991. This has made such a difference in the quality of life of people living with an inherited
bleeding disorder.

We have always depended on our hemophilia community – the chapters and regions, individuals, families and
groups — which has provided financial support since the Club’s inception in 1984. And each year this caring and
committed community understands that supporting the Million Dollar Club is the most effective way in which they
can support bleeding disorder research in Canada. In 2012, the chapters and members collectively raised over $55,000
to increase the capital of the endowment fund. An additional $82,000 (including a $50,000 matching gift from the
CHS) was directed towards current research.

To help us promote and raise awareness of the Club, a brochure describing the Club and explaining how individuals
can make a difference by investing in hemophilia and other bleeding disorder research is available through the CHS.
Our goal is to reach out to as many people as possible and we hope this brochure will benefit new families and members
of our community.

Contributions to the HRMDC offer a number of features.

▪ All contributions (whether in form of memberships or donations) are tax-deductible.
▪ One hundred percent of a contribution goes to research — we have no administrative overhead (thanks to the

CHS). The only cost we incur are fees paid to our investment manager and these come out of investment income.
▪ Many supporters prefer to give to something specific, such as research, particularly to an endowment which

will “continue giving” for years to come.
▪ Our recognition of members and honorees, for as long as the Million Dollar Club exists, is a very attractive

feature.

If you would like to support and/or receive our information brochure, please contact Joyce Argall at the CHS national
office (1-800-668-2686 | jargall@hemophilia.ca) or visit the TO SUPPORT US section of our Web site.

As is our custom, we are pleased to acknowledge in Hemophilia Today our members and donors who truly
understand that the Hemophilia Research Fund is “our” fund – tangible and visible evidence of our commitment to
research. The complete list of Voting Members, Non-Voting Members, Honorary Members and Honorees who have
supported the HRMDC since 1984 appears on the next page. We express our heartfelt thanks to all of you for your
generosity!

R E POR T  F ROM  TH E  CHA I R

T
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F O C U S  O N  R E S E A R C H

VOTING MEMBERSHIPS

Ken, Darlene and Tony Poyser
Terry Douglas
Lynne Kubin and Family
C. Kang Tan
Mr. and Mrs. Joe Laxdal
Audrey Irene Saigeon 
Poyser, Schultz and Glass
Hemophilia Ontario 
Manitoba Chapter
The Isaacs
Northern Alberta Region 
Toronto and Central Ontario Region 
Ray and Helen Poyser
Nova Scotia Chapter 
Central West Ontario Region 
British Columbia Chapter 
Dr. and Mrs. Ron George
Desharnais-Pépin Family
Hemophilia Saskatchewan
Marcel and Aline LaFrance
Estate of Mary Ann Olson
Shaun Aaron Bernstein
Mrs. R.W. Rudd
Mrs. Pat Laxdal
Alex, Ken Little and Lisa Sorrenti-Little
Dr. Martin Inwood
Enid and Douglas Page
Poyser, O’Shaughnessy and CHS
Susan Anderson 
In memory of Dorothy Kidd
Ken Hanna
Glass Family
Clam Chops c/o Lois Lindner
DWK Enterprises
Blanche Summers 
In memory of Stuart Johnson
Quebec Chapter 
Southern Alberta Region
North Western Ontario Region
Estate of Janet Rudd
New Brunswick Chapter
G.W. Cooper Family
North Eastern Ontario Region
Aurore Mercure Fournier 
Northern Alberta Region 
In memory of Frank Schnabel
Art and Leona Olson
O’Shaughnessy–Molina
Ian and Gail Austin (Jeff and Tim Austin)
Canadian Hemophilia Society 
Ottawa and Eastern Ontario Region 
South Western Ontario Region 
Clam Chops II Dr. Gerry Growe,  
Lois Lindner, Diane Rudd, George   
Stephenson, Cheong K. Tan
Frank Bott and Family  
In memory of Gregory Bott 
Jamie Hill 
L. Faye Stephenson
Ottawa and Eastern Ontario Region 
In memory of Shawn Duford
British Columbia Chapter
In memory of John Crooks
Northern Alberta Region
In memory of Ken Poyser
Dr. Anthony K. C. Chan
D’Fana-Blanchette Family
George Stephenson, Frank and Helen  
Jackman, L. Faye Stephenson
Scott MacDonald and Noise Solutions
In honour of Carter Ruklic
Northern Alberta Region
In honour of Jack Spady
Northern Alberta Region
In honour of Wilma McClure
Ian Austen 
In memory of Jeff Austen
Tony, Jennifer, Jordan and Dylan Poyser
In memory of Ken Poyser

Friends and Family of Carter Ruklic
Newfoundland and Labrador Chapter
Northern Alberta Region 
In honour of Dr. John Akabutu

Northern Alberta Region
Plot to Clot 2012

Ottawa and Eastern Ontario Region
In memory of Michel Frank
Frank Bott
In memory of Martin and Gregory Bott
David Page
In honour of his “Angel” Julia Page
Maureen Griffith
In honour of her “Angel” Amy Griffith
Catherine Bartlett and Dave Halliday
In honour of their “Angel” Iris Halliday
In honour of their “Angel” Poppy Marie 
Halliday
Joan and Murray Kinniburgh 
In honour of Benjamin and Nathan Gray
Ottawa and Eastern Ontario Region 
In memory of John Wilson
Newfoundland and Labrador Chapter
Dimart Foundation 
In honour of Alexander Mark Ernst
Elaine Dorothy Archibald and Guy-Henri Godin

HONORARY MEMBERSHIPS

Frank Bott and Family 
Canadian Hemophilia Society 
British Columbia Chapter 
Southern Alberta Region
Northern Alberta Region 
Manitoba Chapter
New Brunswick Chapter
Newfoundland and Labrador Chapter
Nova Scotia Chapter
Prince Edward Island Chapter
Quebec Chapter
Hemophilia Saskatchewan
Hemophilia Ontario 
Hemophilia Ontario 
On Behalf of the Maynard Family 
Central West Ontario Region
North Western Ontario Region
Ottawa and Eastern Ontario Region 
South Western Ontario Region
Toronto and Central Ontario Region
Toronto and Central Ontario Region 
On Behalf of the Estate of Ann Lois Brown 
Tom and Marvin Olson
Francine O’Meara
Bert and Joan Rebeiro 
Candace Terpstra 
Carter’s Quest for a Cure

HONOREES

Dr. Agathe Barry
Gisèle Bélanger and her Team
Lorraine Bernier and her Team
Helen and Hunter Bishop
In memory of Martin Bott
In memory of Ann Lois Brown
Dr. Robert Card, Caryl Bell and Elena Kanigan
Comprehensive Care Team of Southern 
Alberta
Kathy Conliffe
In memory of Clifford Roy Crook
Ray and Pat Daniel
In memory of Ken Daniel
In memory of Ray Daniel
Dr. Barry L. DeVeber
Bill Featherstone
In memory of Raymond Joseph Fontaine
For Persons with Hemophilia who have  
Died from AIDS “So We Never Forget”
Pierre Fournier 
In memory of Robert Gibson
Muriel Girard and her Team
Dr. Gerry Growe
In memory of Frank Haslam
Ann Harrington
In memory of Glen Michael Hofer
Dr. Martin Inwood
Dr. François Jobin
In memory of Stuart Johnson
Family of David Joy 

Marie Jutras
Dr. Garner King and Dr. John Akabutu
In memory of James Kreppner
Dr. Nathan Kobrinsky
In memory of Bradley Koloski
In memory of Charles Joseph C. J. Kubin
In memory of Barry Waines Kubin
In memory of Edward Kubin
Normand Landry Family
In memory of Pierre Latreille
In memory of Bill Laxdal
Dr. Mariette Lepine and her Team
In memory of James “Jimmy” Alan Love
In memory of Gary MacLean
In memory of Dr. Douglas, Mark, Paul 
and Norine Maynard
In memory of Art Olson
In memory of Ray O’Meara
Bob O’Neill
Ottawa and Eastern Ontario Region
Dr. Mohan Pai
John Peach
Persons with Hemophilia from South  
Western Ontario Region
Paulien Peters and Duncan Conrad
Gary N. Petrick
In memory of John Poole
Ken Poyser
Ray Poyser 
In memory of Allan E. Quartermain
In memory of Brian Rebeiro
In memory of Darryl Rebeiro
Dr. Georges-Étienne Rivard
Joyce Rosenthal and Lois Bedard
Carter Ruklic
In memory of Howard Sayant
Dr. Brent Schacter
In memory of Kenneth Shewchuk
In memory of Frank Schnabel
Marthe Schnabel
In memory of Glen Sprenger
In memory of John Strawa
Dr. Hanna Strawczynski
Frank and Candy Terpstra
In memory of Frank Terpstra
In memory of Troy Christian Trépanier
Dr. Chris Tsoukas
In memory of Neil Kerr Van Dusen
Dr. Irwin Walker
Barbara Webster
Glen Webster

We would like to thank all those
who made donations:
In honour of Marjorie Calderwood, Dan
Doran, Carter Ruklic, Alexander Mark
Ernst, Benjamin Gray, Nathan Gray, Phyllis
Gray, David Gray, Darryl Gray, Joan
Kinniburgh, Murray Kinniburgh, Victoria
Kinniburgh, Mary MacLeod, Alden
Mueller, John Schmitke.
In memory of Ray Abate, Norman Babinec,
Martin Bott, George Forbes-Bentley,
Marjorie Calderwood, Michael Conliffe,
Shawn Duford, Carole Evans, John Futlon,
Jacqueline Hébert, Reverend Stephen Hill,
Dr. Barry Isaac, James Kreppner, William
Lindner, Brian Lucas, Hazel MacDonald,
Michele Muench, Bill Nette, Art Olson,
Leah O’Neil, Sylvia Ozubko, Clayton Petrick,
John Plater, Ken Poyser, Neil Van Dusen,
Odas White.

We would also like to thank our
numerous additional donors who
each year express their confidence
by contributing to our yearly
appeals or supporting activities
organized by individuals, chapters
and regions.

NON-VOTING MEMBERSHIPS

Dr. S. K. Ali
Montreuil Family
Mr. Normand Campeau
Ralph Murray 
Jacques D. Fournier
David Page
John Fulton
Robert C. Pedersen
Claire B. Gagnon
Quebec Chapter 
Mrs. B. Rose
Donat and M-Paule Gendron
Claire and Éric Roussin
Glenys and Ed Gurney
Savoie Family
Rev. Stephen H. Hill
Elon O. Scott
Jo-Ann Kubin
Blanche Summers
Ghislaine Landreville
Bernice and Henry Triller
Ferdinand Labonté 
In memory of Luc Labonté
Oliver Tulk Family
Jean-Guy Lavigne
Anthony and Maxime Veilleux
Antoine L’Hérault
Joseph Waldner
Louise Mainville
Lionel Mercier
Susan E. Anderson 
Guy-Henri Godin 
Jamie Hill 
David L. Holmes 
François Laroche  
Elaine Reid 
In memory of Marvin Louis Olson 
Friends and Family of Mary MacLeod 
Nova Scotia Chapter 
In memory of Martin Bott 
Dr. and Mrs. Ron George 
In memory of Dr. Barry Isaac
In memory of Cecil and Pat Harris 
Friends and Family of Dr. Barry Isaac  
In memory of Dr. Barry Isaac  
Dr. David Lillicrap  
Margaret Cracknell 
In memory of George Forbes-Bentley
Godin Family: Fernande, Donald and Guy-Henri 
Northern Alberta Region 
British Columbia Chapter 
In memory of Captain Dick Rudd
Catherine Hordos 
In memory of Andras J. Hordos 
Volunteers from the 1st Annual 
Road Hockey Tournament 
In Honor of Trevor Sauvé and Jaime Villeneuve 
Friends and Family of Marjorie Calderwood 
In memory of Marjorie Calderwood
Tanya and Flavio Antenucci
In honour of Andris Antenucci
Dr. Bruce Ritchie
Ken Poyser 
In honour of his “Angel” Darlene Poyser
Jeff Beck 
In honour of his “Angel”  Heather Moller
Tom Alloway 
In honour of his “Angel” James Beckwith
David Page
In honour of his “Angel” Patricia Stewart
Craig Upshaw
In honour of his “Angel” Gayle Achtymichuk 
James Kreppner
In honour of his “Angel” Antonia Swann 
Tony Niksic
In honour of his “Angel” Loretta Niksic
Dr. and Mrs. Ron George
In honour of their “Angels” 
Dr. Martin Inwood, Dr. Irwin Walker,
Dr. J. Cranby, and the Hemophilia Nurse 
Coordinators
Blanchette-D’Fana Family
In honour of their “Angel” Kevin Blanchette
Can-Ital Ladies Society

HEMOPHIL IA RESEARCH MILL ION DOLLAR CLUB
IN GRAT ITUDE AND COMMEMORAT ION | 1984-2012
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F O C U S  O N  R E S E A R C H

CHS Dream of a Cure Research Program
Supporting research towards improving the quality of life for people with hemophilia and finding a cure have been goals of the Canadian Hemophilia
Society (CHS) since it was founded in 1953. Since 1990 through funds provided by the Hemophilia Research Million Dollar Club and the CHS, the CHS
provides basic scientific research grants and studentships aimed at developing treatments for hemophilia and finding a cure. 

THE FOLLOWING PROJECTS WERE FUNDED IN 2013.

DREAM OF A CURE

Novel imaging techniques for assessment of early cartilage 
and soft tissue changes in hemophilic ankles
Dr. Andrea Doria
The Hospital for Sick Children – Toronto, Ontario

This project pioneers the development of novel imaging techniques, including MRI and 3DUS anatomic imaging, 
for assessment of early soft tissue and cartilage changes in the ankle joints of young people with hemophilia.
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DREAM OF A CURE

Oral administration of FVIII DNA to modulate inhibitors 
in hemophilia mice
Dr. Gonzalo Hortelano
McMaster University – Hamilton, Ontario

The overall goal of this project is to understand the effect on the immune system of ingested DNA formulated with
chitosan and to evaluate the potential of oral DNA in preventing and/or reducing FVIII inhibitors.

DREAM OF A CURE

Incorporation of rFVIII into platelets as a potential therapy in patients
with inhibitory antibodies to factor VIII
Dr. Walter Kahr
The Hospital for Sick Children – Toronto, Ontario

The goal of the project is to improve methods for making rFVIII-loaded platelets and to demonstrate their 
potential for use in hemophilia patients with inhibitors. The rFVIII in these platelets would be longer lasting 
and limit the effects of inhibitors.

More detailed descriptions of all the funded research projects are available at 
www.hemophilia.ca/en/research.



DREAM OF A CURE

Platelet–type von Willebrand disease: Novel studies in 
the PT-VWD mouse model
Dr. Maha Othman
Queen’s University – Kingston, Ontario

Standard hemostatic tests lack sensitivity in people with PT-VWD, a rare type of VWD. This project investigates the
utility of an alternative test, the thromboelastography. It would potentially help monitor patients during pregnancy,
at times of infection and following treatment.

DREAM OF A CURE

In-vitro clotting assays measuring equivalent concentration 
of FEIBA and rFVIIa
Xena Li
McMaster University
Under the supervision of Dr. Howard Chan, McMaster University – Hamilton, Ontario

This project uses assays measuring global clot formation to determine the concentrations at which two treatment
options, FEIBA and rFVIIa, show equivalent clotting ability.

DREAM OF A CURE

The effect of FVIII on complement system activation
Joshua Foley
University of British Columbia
Under the supervision of Dr. Edward Conway, University of British Columbia – Vancouver, British Columbia

The purpose of this project is to determine the effect of FVIII on complement activation with the hope of identifying
mechanisms that increase the immune response. The data generated will guide future studies aimed at
understanding antibody development in hemophilia.

DREAM OF A CURE

Investigating the Influence of SNPs (Single Nucleotide Polymorphisms) 
on variability of the Type 2B VWD phenotype
Malak Elbatarny
Queen’s University
Under the supervision of Dr. Paula James, Queen’s University – Kingston, Ontario

This study investigates correlations between genotype and phenotype (the severity of the disease) using Family-
Based Association Testing. Certain Single Nucleotide Polymorphisms may be correlated with the severity of the
patient’s disease including the bleeding symptoms, VWF levels and/or platelet count.

F O C U S  O N  R E S E A R C H

L A B W O R K S T U D E N T S H I P S
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The CHS/Pfizer Care Until Cure Research Program
The Care until Cure Research Program was established in the year 2000 in collaboration with Wyeth Canada, now Pfizer. Pfizer Canada strives every
day to help Canadians live healthy, balanced lives. They do that by discovering and developing innovative medicines. This program allows Canadian
investigators to conduct research on various medical and psychosocial aspects of bleeding disorders. Grants are given for clinical research, including
outcome evaluation, in fields relevant to improving the quality of life of people with hemophilia, with von Willebrand disease or other inherited
bleeding disorders, people with related conditions such as HIV or hepatitis C as well as carriers of an inherited bleeding disorder.

THE FOLLOWING PROJECTS WERE FUNDED IN 2013.

CARE UNTIL CURE 

Assessing differential immunogenicities of factor VIII molecules: 
Do previously treated hemophilia A patients represent a valid model? 
A clinical epidemiology investigational approach
Dr. Angela Barbara
McMaster University – Hamilton, Ontario

This study challenges the idea that switching from one FVIII product to another in previously treated patients is
the factor most likely causing inhibitors. The project reassesses published cases.

CARE UNTIL CURE 

Living with and managing hemophilia from diagnosis and through key
care transitions: The journey for families of children with hemophilia
Dr. Roberta Woodgate
University of Manitoba – Winnipeg, Manitoba

This study will improve understanding of the experiences and needs of families of children with hemophilia.
Children and their parents play an active role in defining issues, considering solutions and identifying priorities.
Results will inform and improve existing services and programs.
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HEMOSTASIS FELLOWSHIP PROGRAM

Investigating the contribution of von Willebrand factor (VWF)
propeptide mutations to Type 3 von Willebrand disease (VWD) 
using Blood Outgrowth Endothelial Cells (BOEC)
Mackenzie Bowman
Queen’s University – Kingston, Ontario

This project investigates how different mutations cause a patient’s VWD. It will test different treatments on BOEC
cells from patients’ blood samples. This will provide a better understanding of what causes Type 3 VWD and may
help create personal treatment options for patients.

INHERITED BLEEDING DISORDERS FELLOWSHIP PROGRAM

An institutional pilot study to investigate exercise patterns 
in boys with hemophilia
Vanessa Bouskill, MN, RN(EC), nurse practitioner-pediatrics; and

Pamela Hilliard, BSc (PT), physiotherapist, The Hospital for Sick Children – Toronto, Ontario

This pilot study at the Hospital for Sick Children explores differences in the amount of time spent in moderate to
vigorous physical activity relating to disease severity using an accelerometer and two self-report questionnaires. 
As well, the relationship between level of physical activity and age, weight, body mass index and prophylactic regimen
is explored.

The CHS/AHCDC/CSL Behring Hemostasis Fellowship Program
The Hemostasis Fellowship Program, a fellowship in congenital and acquired bleeding disorders, was established in the fall of 2001 as a result of a
collaborative effort between Novo Nordisk Canada Inc., the Canadian Hemophilia Society and the Association of Hemophilia Clinic Directors of Canada
(AHCDC). Since 2010, the Fellowship has been made possible thanks to the generous financial support of CSL Behring Canada. As a global leader in the
plasma protein biotherapeutics industry, CSL Behring researches, develops, manufactures and markets biotherapies used to treat serious diseases. 

The goal of this ongoing annual research program that encompasses a one-year fellowship appointment is to provide fellows in hematology or other
relevant fields the opportunity to acquire clinical or research skills necessary to improve the care, treatment and quality of the lives of patients with
hemophilia and other congenital or acquired bleeding disorders.

THE FOLLOWING PROJECT WAS FUNDED IN 2013.

The Canadian Hemophilia Society - Baxter Canada Inherited Bleeding Disorders Fellowship Program for Nurses and Allied
Health Care Professionals was created to engage hemophilia program professionals/graduate students from the disciplines
of nursing, physiotherapy, social work and other related allied health disciplines in research focused on improving services
and quality of life for people and families whose lives are affected by bleeding disorders.

The fellowship is made possible thanks to the generous financial support from Baxter Canada. Baxter Corporation (Canada)
develops, manufactures and markets products that save and sustain the lives of people with hemophilia, immune disorders,
infectious diseases, kidney disease, and other chronic and acute medical conditions. As a global, diversified healthcare
company, Baxter applies a unique combination of expertise in medical devices, pharmaceuticals and biotechnology to
create products that advance patient care worldwide. The CHS is proud to be in a partnership with Baxter in order to
offer this important fellowship program.

THE FOLLOWING PROJECT WAS FUNDED IN 2013.

F O C U S  O N  R E S E A R C HC O M M U N I T Y  N E W S

CHS/Baxter Canada Inherited Bleeding Disorders Fellowship
Program for Nurses and Allied Health Care Professionals
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WFH 2014 WORLD CONGRESS
THE LARGEST INTERNATIONAL
MEETING FOR THE
GLOBAL BLEEDING DISORDERS 
COMMUNITYMELBOURNE, AUSTRALIA . MAY 11-15 

  

      

   
  

  
   

     

www.wfh2014congress.org
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ut first, many of us of a certain vintage never imagined 
we would grow old at all or reach seniority as one researcher
refers to it. It would appear that our seniority caught everyone

by surprise. If you were taking blood products in the early 1980s you
had suspicions about the likelihood of celebrating the onset of your
dotage. I know at least one of my doctors from that era had his doubts.
I had a date or two with his receptionist (I know, I know) whom he
took aside and told not to get too involved as I was going to die. He’s
dead now. I remember my visits with him with fondness and no small
amount of irony, as he would chain smoke behind his desk while
going over my bloodwork: the smoke slowly sucked up and into the
ceiling vents.

Looking back, there should have been some comfort in the
knowledge that our decrepitudes were to be so accelerated that we
would not have to face the host of issues ageing people face. But
there wasn’t this comfort and many of us did die. I can only speak
for myself when I say that as the years passed, it became more and
more likely that HIV wasn’t going to claim me just yet and that I
might in fact live to a ripe old age. And as these years began to pile
up, the more apparent it became that my body was ageing. And not,
in general terms, like a fine wine. I say in general because my grey
hair is an improvement.

How do I reconcile parts of my body feeling 47, my actual age,
while other parts have more in common with a 70-year-old?

How do I accept the assistance I will need, some of it ahead of
schedule, when I have tried for so long to move through the world
without undue attention being called to my somewhat limited
mobility or my limbs. These are some of the questions researchers are
grappling with today.

A friend of mine, born in the 1950s whose mobility is greatly
affected by his bleeding disorder, stood before me recently next to
his cousin. They both have severe hemophilia A and both have
limited range of motion in several joints. One of the cousins,

I sat down in advance of writing this article to see what
research I could find so I typed into my Web browser two words:
ageing and hemophilia. What I found surprised me.

however, seems to have had the worse of it. I say seems because as
we were joking I suggested that he might loose a flexibility contest
with his cousin, to which he quickly retorted, “No way.” A warrior is
how I would describe him. An oversimplification of his journey no
doubt but he is someone who, even now, when it seems the tent that
is his body is about to fold, refuses to surrender but asks himself daily
when that time will come. We fail to surrender. And so, when we are
faced with the regular old indignities of ageing like walking aids, lifts,
supports, pills for this and pills for that, how do we respond? What
does our experience tell us to do? I think it is possible that our
experience, the very skills we have used to survive to face these
challenges at all, may in fact be obstacles to receiving the care we
need as we age.

And so, we look to research to help us understand these challenges.
At least I did. And here is what’s surprising. There’s lots of it. And it’s
interesting. Here are a couple highlights.

Co-morbidities. This is a word you come across quite a lot if you
start reading research. Maybe they could come up with a different
term? Here are some of them: prostatic hypertrophy, prostatic cancer,
renal stone disease, and arterial disease for which hemophilia is not
protective. Also, progressive arthritis and declining fitness (no
kidding), liver disease, cancer, renal disease, and joint disease. Morbid
indeed.

One study was called Sexual evaluation and treatment of ageing
males with haemophilia. Of all the studies I take part in, why wasn’t
I contacted to take part in this one? It would appear that there is
great concern for our sexual health as we age. Which is funny because
as I age I have less and less concern about it. Where were they when
I was 18 and had no clue.

So go ahead, type into your browser the words ageing and
hemophilia, grab yourself your favourite relaxant and learn a thing
or two about what we have, at long last, come to look forward to. I
dare you! It’s not as morbid as you might think.

B

   
  

  
   

     

  

      

The Sage Page

Rick Waines
Vancouver, British Columbia
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What is the purpose of Project Recovery?
Project Recovery will transform surplus, previously discarded
cryoprecipitate from Canadian Blood Services (CBS) donors into factor VIII
concentrate to treat people with hemophilia. It will be channeled
through the World Federation of Hemophilia (WFH) Humanitarian Aid
Program. This program focuses on providing for patients in developing
countries who have little or no access to these life- and limb-saving
medicines and would otherwise be at risk of death or severe disability.

Why is Project Recovery needed?
Seventy to seventy-five percent of people with hemophilia in the
world receive little or no treatment. Factor concentrates are very
expensive and in very short supply in many developing countries.
Treatment with fresh blood components such as plasma or
cryoprecipitate is much less effective than treatment with factor
concentrates and, in the long term because they are not virally
inactivated, exposes patients to a high risk of HIV and hepatitis C. In
the absence of effective treatment, the life expectancy for people
with hemophilia is approximately twenty years.

How will the factor VIII be made?
Canadian Blood Services sends its plasma to Grifols’ fractionation
facility in North Carolina for manufacture into a number of plasma
products for Canadian patients. The factor VIII in the cryoprecipitate
contained in the plasma is surplus to Canadian needs. (Factor VIII for
Canadian needs is supplied by a second fractionator of CBS plasma
and through recombinant technology.) Grifols will harvest the
cryoprecipitate for CBS. Biotest AG will transport this cryoprecipitate
to the Biotest AG fractionation site in Dreieich, Germany. Biotest will
manufacture the cryoprecipitate into its own registered factor VIII
concentrate, called Haemoctin®. It will recover the harvesting and
manufacturing costs by keeping a portion for its own markets and
allocating a portion to CBS for donation to the WFH. Biotest will also
support the WFH by distributing the humanitarian aid product to
recipient countries. 

What is the cost to the different parties?
Project Recovery is cost neutral to all parties. Products are supplied
free of charge to patients through the WFH Humanitarian Aid Program.

R E S E A R C H

The Blood Fact  r

David Page
CHS National Executive Director

PROJECT RECOVERY: A world-first
with a Canadian signature
On September 26, Project Recovery was launched during the World Federation of Hemophilia Global
Forum on the safety and supply of treatment products for bleeding disorders. Project Recovery may
sound familiar to you as we introduced it to you three years ago (Hemophilia Today - July 2010). 
Below is everything you need to know about this remarkable initiative, originating from the Canadian
Hemophilia Society. –C.R.

PROJECT RECOVERY Q & A

From left to right: Svenja Barckhausen, Biotest AG director, plasma procurement, Ian Mumford, CBS chief operating officer, Alain Weill,
WFH president and David Page, CHS executive director.
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When will this project begin?
Contracts for this international cooperation were signed in July 2013.
Grifols has already started to harvest cryoprecipitate from CBS plasma.
The first shipment of cryoprecipitate will be transferred later this year.
The first quantities of Haemoctin will be donated to the World
Federation of Hemophilia in Q2 2014.

How much will be donated?
It is estimated that in the first year of the project five million
International Units of factor VIII will be donated. Donations could be
higher in subsequent years.

What will be the impact of Project Recovery?
A donation of five million International Units of factor VIII will allow
the treatment of approximately 5,000 joint hemorrhages, the most
common symptom of hemophilia, in children and adults. Without such
treatments, the people experiencing these hemorrhages would endure
weeks of excruciating pain and, over time, serious joint damage
leading to crippling. In addition, early treatment or prevention of these
hemorrhages will mean that caregivers—parents, spouses, siblings—
will not have to miss work or school to care for the person immobilized
at home or in hospital.

How does the Humanitarian Aid Program work?
For many developing countries, product donations are often the only
source of treatment product for patients with hemophilia and other
bleeding disorders. The WFH receives requests, many urgent in nature,
from its national member organizations (NMOs) and from recognized
hemophilia treatment centres (HTCs) around the world. The WFH also
channels treatment products to support its healthcare development
programs.

To ensure proper utilization, donations are only sent to registered
HTCs or to WFH NMOs. With supporting documentation from the WFH,
the recipient treatment centre or NMO will work with local authorities
to obtain the licensing needed to allow the donation to be imported
into the country in a timely manner. Once all of the relevant
documents have been prepared, the donation is packaged by dedicated
volunteers and sent to the recipient from the WFH volunteer
pharmacy. In emergency situations, time is of the essence, and
volunteers work tirelessly to ship the products quickly. For more
information visit www.wfh.org/humanitarianaid.

How long did it take to make Project Recovery 
a reality?
More than a decade. The initial proposal was developed by the
Canadian Hemophilia Society in 2000. A major challenge was finding
a plasma fractionator willing to get involved in such a humanitarian
project. Many manufacturers were approached and declined. 
Biotest AG stepped forward in 2010. The last three years have seen the
negotiation of a number of complex agreements between Canadian
Blood Services, Biotest AG, Grifols and the World Federation of
Hemophilia.

What were some of the obstacles?
The obstacles were technical, for example, the possible low yield of
factor VIII from Canadian Blood Services’ recovered plasma;
commercial and economic, for example, how to make the project cost
neutral for all; legal, for example, the liability for each party when so
many partners are involved; regulatory, for example, which authority
would approve a product made with CBS plasma, fractionated in the
U.S., manufactured in Germany, and distributed in developing
countries; and ethical, for example, ensuring that Canadian blood
donors approve of their donation being used outside Canada.

Has this ever been done before?
This is the first project of its kind in the world. It is hoped that the
Canadian experience will serve as a model for other countries. 

Who wins with Project Recovery?
Everybody.

Thousands of patients in developing countries will receive life- and
limb-saving treatments.

Cryoprecipitate from CBS donors will no longer be discarded. The
benefits from their gift of life will be maximized.

Biotest AG will be able to increase the supply of factor VIII, both
through its donation to the WFH and through its own commercial
sales, all made from a previously discarded supply of safe
cryoprecipitate.

The World Federation of Hemophilia will benefit from a large
donation of factor VIII for humanitarian use. For the first time the
WFH can plan ahead based on predictable quantities and a long shelf
life. The completion of these projects will enable the WFH to improve
its Humanitarian Aid Program as part of its comprehensive activities
to achieve treatment for all people with bleeding disorders.

Who wins with PROJECT RECOVERY?
Everybody.
� Thousands of patients in developing countries will receive 

life- and limb-saving treatments.

� Cryoprecipitate from CBS donors will no longer be discarded. 
The benefits from their gift of life will be maximized.
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esearch is a common topic addressed in many of our
encounters with patients and families. This topic is
often initiated when a patient or family member

inquires about something they read recently; sometimes it is in
relation to an open study recruiting participants and sometimes
it is sharing evidence from a research study or paper.

In the past few decades, evidence-based practice (EBP) has
moved from a buzzword to an expectation in most health 
care fields. EBP involves evaluating and utilizing the best 
evidence to assist with patient care decisions1. Research is often
the basis for this evidence, but finding research specific to 
a clinical situation can be 
a challenge especially in
relatively rare disorders
such as hemophilia. To
perform a study, multi-
centre collaboration may be
necessary to increase the
number of participants and,
therefore, strengthen the
evidence. In Canada, we 
are fortunate to have
wonderful infrastructure
through the Canadian
Hemophilia Society and
professional organizations.

Critical appraisal skills
are important in today’s 
age of information and
extremely important in
research utilization. In the
past year CANHC (Canadian
Association of Nurses in
Hemophilia Care) has
launched a regular journal
club to help build our
critical appraisal skills. Nurses from coast to coast have
participated via teleconferencing. We are enthusiastic about 
the opportunity to continue to increase our skills in 
critiquing and incorporating evidence to enhance the care of 
our patients. Like any skill, practice makes perfect; luckily,
opportunities to practice these skills are increasing in 
today’s world.

For families and patients affected by hemophilia, these
questions may be useful when reading research in the news or
on the internet.

C O M M U N I T Y  N E W S

Evidence-based practice (EBP) 

Seven questions to ask when you learn about a new medical finding2

1. Was it a study in the laboratory, animals or people?
2. Does the study include enough people like you?
3. Was it a randomized control trial involving thousands of people?
4. Where was the research done?
5. If a new treatment was being tested, were there side effects?
6. Who paid for the research?
7. Who is reporting the results?

To note: Randomized control trials are challenging to do in rare
populations and may not be the best study design for some types of
research questions. Research studies can take many different forms to fit
the research questions. The strength of the evidence and aim of the study
should also be considered in relation to the study design.

Producing new research to answer small questions can be a large task,
but is critical to the enhancement of care and treatment in inherited
bleeding disorders. This domain of research often seems like it should be
reserved to a few in protected research settings; but in Canada, we have
physicians, nurses, physiotherapists and social workers in our clinics leading
novel research projects as well as collaborating with other researchers to
recruit, collect, analyze and disperse findings of nationally and
internationally initiated projects. Many of us have participated in or are
actively contributing to new research and should feel proud of our
contribution to this cause, as all roles are important. Sound evidence is
generated through rigorous method and collaboration. Credit for
institutional ethics boards and research teams must also be given, as this
infrastructure is important for safe research to continue.

Research participants are essential and we appreciate both the risks
many patients and families take by participating. We are happy for the
benefits that they may experience, including the knowledge that the
community of inherited bleeding disorder patients may benefit from
research that leads to improved care and treatment.

A simple research question may take a long journey to be answered; it
may be lead the researchers in another direction, be refuted in subsequent
study or deconstructed when analyzed for relevance in today’s world. Time,
critical appraisal and careful thought go into applying research and
evidence to the care of an individual person. Questions and answers come
from strange places and we must continue to question and seek evidence.
We all need to work together to further the “evidence” and continue to
enhance and improve care for inherited bleeding disorders both in Canada
and worldwide. A commitment to research together is key.

1 Polit, D.E. & Beck, C.T. (2012). Nursing research: Generating and assessing evidence for
nursing practice.

2 Retrieved from www.nlm.nih.gov/medlineplus/magazine/issues/spring12/articles/
spring12pg20-21.html

 The Nurses’ Station

Erica Crilly, RN, Hemophilia Program, B.C. Children's Hospital, Vancouver, British Columbia
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The Female Factor 

Joanna Halliday
Spruce Grove, Alberta

y daughter innocently asked
what was so funny. She is
still at a blissful age where I

could put her off by saying “it’s a
mommy joke.” She shrugged and went
back to playing with her Barbie. I know
that all too soon it will be time to give
her the “period” talk. What will I say?
That the white bikini is a fantasy? That
sometimes just leaving the house to go
to school or work could be a challenge,
let alone doing flips in public? That her
bleeding disorder will make her
experience with menstruation very
different from her friends and non-
affected family?

While I do not think that this
commercial is a good reflection even of
a normal woman’s period, it did lead
me to feel anxious about how I am
going to explain the large gap between
these commercials and the reality of
living with a bleeding disorder. Then I
began to wonder about the mothers in
our community who do not have a
bleeding disorder but are faced with trying to talk to their affected
daughters, what will they say? I began some research and a
conversation with Dr. Diane Francoeur, director of the Department
of Obstetrics and Gynaecology at the CHU Sainte-Justine in
Montreal, to create a beginners’ guide, if you will, to your bleeder’s
first period.

According to the Society of Obstetricians and Gynaecologists of
Canada, on average in Canada, most girls will start their period around
age 12 but they encourage talking about menstruation with them
much earlier, around age 8 or 9. A great way to get started is with
short, positive, factual talks about changes in the female body and a
woman’s menstrual cycle. Dr. Francoeur stresses the importance of
also seeing your bleeding disorders clinic team prior to your

daughter’s first period. The team can
start to develop a trusting relationship
and create a plan for treatment if
needed. This relationship is also
important if an emergency situation
should arise.

When your daughter does start her
period, she needs to be aware of what
is normal and what is not. Dr. Francoeur
gives some excellent guidelines.
“Periods lasting more than seven days
or with less than 21 days in between
are not normal… If a pad or tampon
change is needed more than every hour
or clots are larger than one cm,
treatment could be necessary.” With
these guidelines in mind, encourage
your daughter to journal her period.
This will ensure that if problems arise,
you can track them accurately for your
appointment. Journaling pages can 
be found at www.hemophilia.ca/en/
women/symptoms.

Some practical “period survival”
suggestions would be to buy a few

different products for your daughter to try until she finds the brand
and absorbency of tampon or pad that is suitable for her. Ensure that
she has a few pairs of dark-coloured underwear and pants that she
can wear on her heaviest flow days and a dark set of bed sheets and
a waterproof mattress cover if your budget allows. She will need a
purse or bag with a discreet inside compartment that can hold her
supplies and some emergency money to buy supplies if she runs out.

It is important to consider her privacy and feelings each time you
discuss her bleeding disorder with anyone. Your daughter will develop
her own coping mechanisms to deal with her bleeding disorder but
being prepared and open with her about it will send a strong
supportive message that she is not alone and does not have to suffer
without treatment.

I started to chuckle as I watched a commercial with a skinny woman in a white
triangle bikini doing a front flip in slow motion off a diving board. She starts
talking, while upside down, about how glad she is that her tampon, which is also
skinny, has a braid to catch leaks. Ah! Is that the magical component? A braid!

Period survival for beginners
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