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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.
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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.
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It also seems that giant steps are being made in research on treatment of human immunodeficiency virus (HIV) and 
hepatitis C (HCV) infection. As reported in the last issue of Hemophilia Today, two new drugs (boceprevir and telaprevir) are

now available in Canada. These drugs, taken in combination with current HIV therapy consisting of peg-interferon and ribavirin,
considerably increase the chances of successful treatment. 

Other drugs currently being tested in clinical trials provide hope that, in the near future, a therapy that does not include
interferon in any form, and has fewer adverse effects, will soon be available. Check out the table on page 13 in the Hepatitis
and HIV Press Review for more information.

Clinical trials have also been launched for development of a hepatitis C vaccine. And a Canadian team has begun a clinical
trial with the goal of developing an HIV vaccine.

All this is very encouraging and bears watching in the coming months.
The Canadian Hemophilia Society and its provincial chapters, through the Hemophilia Research Million Dollar Club and the

Dream of a Cure research program, are very proud to financially support the development of research in all hemostasis-related
fields in Canada.

Word from the editor

François Laroche

Making substantial 
progress in research
We are decidedly on the eve of a breakthrough in the treatment of inherited bleeding disorders. As mentioned in the

Word from the editor of the last issue of Hemophilia Today (Vol. 46, No. 3, November 2011), a number of very promising
products are currently in phase II or phase III clinical trials. In fact, a phase III trial of a gene therapy that can substantially
correct hemophilia B is scheduled for 2012.

To get an idea of the products under development,
check out the excellent compilation by David Page in The
Blood Factor on pages 17-19 of this issue. All these
products, once on the market, are likely to have a positive
impact on the quality of life of people with bleeding
disorders.

We have heard, of course, of the long-acting products
that researchers have been working on for the last decade.
In the next three years, perhaps even the next two, a
product of this type will probably be available on the
Canadian market for the treatment of hemophilia B as
well as hemophilia A.

We can also expect more effective products for the
treatment of inhibitors to hit the market very soon, an
important advance for those suffering from this difficult
complication.

Gene therapy, among other things, gives us every
reason to hope, now more than ever, that a cure, at least
a partial one, will be discovered for hemophilia B within
the next five to ten years.

National staff, Michel, Clare, Joyce and David, on a very unique visit
to Dr. David Lillicrap's hemophilia dog colony at Queen's University
in Kingston, Ontario, where several dogs with canine hemophilia A
have been cured through gene therapy. Puppies in the picture are
the offspring of blood donor dogs.
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Message from the president

Craig Upshaw

ob Dylan wrote those words 50 years ago. They certainly apply
to the world of inherited bleeding disorders today.

Since the introduction of factor concentrates in the
late1960s, we have seen some important changes—major

advances in safety, recombinant products, increased vial sizes, new
administration devices and room temperature storage—but none of
these changes significantly altered how well the products worked.
This is about to change. In the not-so-distant future, perhaps in 2014,
the first longer-acting products will be introduced, providing
physicians and patients with new treatment options. (See The Blood
Factor on page 17) For some, this will mean a reduction in the
frequency of treatments required for prophylaxis. For others, these
products will mean higher “trough” levels and better protection
against bleeds. (A trough is the lowest factor level between doses of
prophylaxis.)

Until recently there has been significant reluctance on the part 
of physicians to switch patients from one factor concentrate to
another due to concerns about inhibitor development. New
international data, however, has diminished, if not eliminated, these
fears. This knowledge combined with the development of new
products by a range of companies will result in increased competition
and, ultimately, huge changes in the Canadian market for factor
concentrates.

And now one more change: a breakthrough in gene therapy!
Recent clinical research brings the hope of a cure before I am too old
to enjoy the freedom of not bleeding.

Indeed, these changes point to an exciting future, but there are
also storm clouds on the horizon.

For the last two decades the CHS has successfully advocated for
physician/patient choice and access to the most advanced treatment
products. Doing so will be even more critical as the next generation
of products hits the market. With the current health funding
challenges, we are already hearing questions around the cost of factor
concentrates, monitoring of product utilization and the merit (or lack
of merit) of prophylaxis care for adults. We are seeing the emergence
of evidence-based medicine and the need to show positive outcomes
to justify all the dollars invested. The importance of documenting
utilization of expensive factor concentrates has never been greater.
Documenting product use and linking it to health outcomes are
crucial to maintaining our access to an optimal supply of the safest,
most efficacious products. The future will not be a repeat of the past.

More than ever, our national organization needs to stay abreast
of safety and supply issues. Our chapters must be informed, proactive

The times they are a changin’

B and able to advocate on behalf of people with bleeding disorders and
our hemophilia treatment centres (HTCs). Access to the most
advanced therapies at no cost to the end user, delivered by 
well-resourced HTCs, will be the key advocacy focus for the CHS in
coming years.

There will be change within the CHS as well. We are re-defining
our membership categories to include our partners in the HTCs. We
are reviewing our by-laws in light of the recently adopted Canada
Not-for-profit Corporations Act (CNCA). In 2012, under financial
pressure, the Board of Directors has decided to discontinue most face-
to-face committee meetings and one of its two annual board
meetings. We are required to work smarter, adopt communication
tools such as webinars and increase the frequency of teleconferences.
In addition to these changes, the CHS will also be making a decision
to restructure the national board, reducing its size from its current
25 directors. This decision is not being taken lightly and follows a
board workshop in November, results of an audit of similar not-for-
profit boards and chapter consultation. The goal of the restructuring
is not only to reduce expenses but also to enhance director
accountability, and increase collaboration and board effectiveness.

Change means opportunity. I am optimistic for the future of the
organization and our collective ability to advocate for optimal care
and treatment.

I welcome your comments and suggestions on how, together, we
can support the goals of the CHS and our broader bleeding disorder
community via my e-mail at: president@hemophilia.ca.

I wish everyone a happy and healthy 2012.
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Hemophilia Saskatchewan
In October, we had a Family Fun Day in conjunction with a presentation
by Dr. Jan North, scientific affairs liaison from Bayer. We had many

families in attendance for the presentation and lunch followed by an
afternoon of bowling and pizza.

November was Bleeding Disorders Month and we had a very
successful Steakless Steak Night Fundraiser and Silent Auction. About
140 tickets were sold for this event.

In December, we had our Family Christmas Party in Saskatoon. This
was a wonderful weekend full of swimming, gifts for the kids, a delicious
banquet, and visiting with friends and family. Thank you to everyone
who came out to celebrate the holiday season with us!

Manitoba Chapter
Manitoba Chapter receives enduring gift from the Silverberg family memorial fund

The Canadian Hemophilia Society – Manitoba Chapter was very honoured to be in the company of 74 local, national and international health
and social charities to receive funds, in perpetuity, from the Silverberg family legacy. The $8.5 million bequest from the Estate of David

Silverberg is the second largest endowment fund managed by the Jewish Foundation of Manitoba. In 2011, the Ernest I. Silverberg, Morris
Silverberg, David Silverberg, Maier Silverberg & Antzi Silverberg Fund distributed $307,000 among the 74 charities.

David Silverberg was born in Winnipeg in 1913 to immigrant parents, Maier and Antzi Silverberg. He graduated from the University of
Manitoba in 1934 with a degree in Electrical Engineering. He worked for the federal government designing airports and runways and retired
as chief engineer of administrative services for the Department of Transportation. David and his brothers, Ernest and Morris, were raised with
a strong charitable giving ethic and dedicated themselves to community services. Mr. Silverberg considered these values to be the “family
legacy.” In that spirit they chose to leave an enduring gift for future generations. The Manitoba Chapter is very grateful to the Silverberg
family for their enduring gift.

Alberta Chapter
The Southern Alberta Region of the Canadian Hemophilia

Society held its first girls’ sleepover at the zoo! The event
was a big success with 15 girls participating and two parent 
volunteers helping out. 

We had presentations from Hulda Niv, social worker, and
Sheri Van Gunst, nurse coordinator, from the Alberta Children’s
Hospital. The presentation focused on building self-esteem and
having a positive attitude. Ryanne Radford, a volunteer, spoke
about growing up with a bleeding disorder and the benefits of
being involved with the Canadian Hemophilia Society.

The girls were treated to gift bags, snacks, arts and crafts
and even a bedtime story! Everyone slept in the otter aquarium
and fell asleep to the sounds of the otters swimming. During a
morning tour of the zoo the girls saw bears, frogs, tigers and
many other animals. Overall, the event was a lot of fun and
very interesting.

Community news
C H A P T E R S P O T L I G H T
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Central West Ontario
Region (CWOR)
CWOR holiday party and  
Wanakita registration event

CWOR held its annual holiday and Camp Wanakita registration
event on December 10, 2011. This year the region held their

first potluck, which was a great success! Over 60 participants
attended and enjoyed listening to Christmas carols played by
volunteer Ruth, cooperative games, and an indoor golf putting
game. The event finished off with a special visit from Santa. Many
thanks to Mary Pedersen for raising funds to hold this annual
event. Also, thank you to all of the volunteers who assisted in
planning and running the event: Mary Pedersen, Igor Ristevski, Rob
and Jane Dinsdale, Leslie and Marvin Bauman, Courtney Lakin, and
Dane Pedersen. Many thanks to our young volunteers as well: our
volunteer photographer, Madeline Bauman, and Robin Pedersen.

Toronto and Central
Ontario Region (TCOR)
Families in Touch makes a splash

TCOR kids had a great time at the Cummer Park Community
Centre Swimming Pool as parents shared experiences on the

sidelines. The regional service coordinators led a Passport to well-
being workshop on navigating the emergency department, and
families came away with helpful tips and strategies for their next
emergency visit. Join us for the next Families in Touch event in
June for another educational workshop! 

You make a difference!

Every year SWOR picks a theme for its November Appeal and this
year’s theme – You Make A Difference – proved to be true

regarding our members, donors, medical team and volunteers
throughout our community. SWOR would like to express its gratitude
for the many individuals and companies that provided support and
help, sponsored events, donated prizes and participated in events in
2011. Your contribution is making a difference in our communities
in South Western Ontario and beyond, and probably more than you
know. To Baxter, Bayer, Novo Nordisk and Pfizer, your continued
support of all regional programs has made a difference helping us to
provide strong educational programming to our members.

Thank you to the bleeding disorder program staff for your
dedication, contributions, and your ongoing commitment to
individuals and families living with inherited bleeding disorders,
which is making a difference to the whole community!

2011 was a year of many accomplishments and opportunities.
We look forward to continuing to make a difference in 2012!

South Western Ontario
Region (SWOR)
Wreaths, swags and pots – Oh My!

We had another successful year with our holiday wreaths
fundraiser. Sam’s driveway was filled to the sidewalk! The

success of this project lies in the volunteer efforts to collect the
orders, get them ready and deliver everyone’s order! We have a
great local supplier, De Goeys Flowers, which helps us deliver in
London, Chatham, Windsor, Stratford and throughout our region.
Thanks everyone for pitching in! 

Wellness for Women (W2)

W ellness for Women (W2) is a conference for women affected
by bleeding disorders from across Ontario held every two

years. It includes medical experts on inherited bleeding disorders
and speakers on holistic wellness. Last October, 67 women came
together to learn and share their experiences of living with
inherited bleeding disorders. Thank you to attendees, our
presenters, Ontario staff and event sponsors, Baxter, Bayer, CSL
Behring, Octapharma and Pfizer. Without all of you, our programs
would cease to exist. 
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Quebec Chapter (CHSQ)
The Quebec Chapter is kicking off 2012 by offering a range of

programs and activities designed to meet the needs of people living
with a rare inherited bleeding disorder. The CHSQ is investing funds
raised through events, such as the Dance for life benefit evening and
the annual membership campaign New Blood, to develop and improve
the many support and education programs offered to its members. The
CHSQ would like to thank the numerous donors who help make this
possible. The new slate of activities for 2012 will be released shortly
and the CHSQ encourages all those living with a rare inherited bleeding
disorder to participate in many of the exciting programs being offered.

Alexander Ocampo at the 2011 Dance for life event.

Ottawa and Eastern Ontario Region (OEOR)
A memorable holiday party

The Ottawa and Eastern Ontario Region held its annual holiday party on December 12, 2011. Children of all ages joined board
members at the Ottawa Police Association to build gingerbread houses, play games, sing carols and enjoy a wonderful buffet of

food. Guests this year were treated to a wonderful show of magical illusions by Chris Pilsworth. Chris wooed the audience by performing
an array of magical illusions that held the crowd breathless. 

Each family got to decorate and take home their own gingerbread. All the children had a great time with a scavenger hunt and
other entertaining games. St. Nick joined in the festivities by paying a friendly visit to the party and handing out gifts to each child.

C O M M U N I T Y  N E W S
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The CHS chapters and regions, individuals,
families and groups have provided
generous financial support to the
Hemophilia Research Million Dollar Club

(HRMDC) since its inception in 1984. Last year
the CHS challenged the chapters and its
members to collectively raise $50,000 annually
to increase the capital of the endowment. In
return, if budget permitted, the CHS would
match these funds.

I am very happy to report that this caring and committed
community not only met the challenge but even surpassed this mark!
A total of $74,000 has been donated to the HRMDC endowment to
date and an additional $30,000 to current research. With 2011
expenses and revenues very close to projections, the CHS will be able
to meet its part of the challenge and match the donations up to a
maximum of $50,000.

And more good news… a balanced budget was approved for 2012,
which means that the CHS should be in a position to again match

I am a survivor!
Survivor benefits for spouses and children 
of long-term survivors covered by the 
Multi-Provincial Territorial Assistance Program (MPTAP)

□ Were you directly infected with HIV through the blood system?

□ Are you covered under the MPTAP compensation plan?

□ Did you marry or have children since September 15, 1993?

If you answered ‘yes’ to these questions we need to hear from you.

In 1993 the Multi-Provincial and Territorial Assistance Plan
(MPTAP) was introduced. It included survivor benefits for the
spouse and dependents of the primarily infected person. Spouse
and children were defined as the spouse as of September 15, 1993,

and dependent as a natural child as of September 15, 1994, or adopted
child as of September 15, 1993. Following the death of the primarily
infected person, the spouse as defined is entitled to $20,000/year for
five years. Dependents are entitled to $4,000/year for five years, for
each child under age 18, or between ages 18 to 25 and attending a
secondary or post-secondary educational institution full-time.

At this point there are an unknown number of directly infected
long-term survivors who may have married or entered a spousal
relationship or had children since September 15, 1994. We would
like to find out how many of our members are in this situation.

chapter donations to the HRMDC. This will take
us one step closer to the goal of a two and a
half million dollar endowment in 2015.

This challenge is directly associated with
the five-year strategic plan adopted by the
CHS in 2011. One of the key goals of the plan
is to promote and fund research to improve
treatment and ultimately to find a cure; one
of the desired outcomes is that the HRMDC

will grow by at least $100,000 annually with, as mentioned above, a
target of two and a half million dollars by 2015. Another outcome is
to grow the funds available annually for the CHS Dream of a Cure
Research Program from $150,000 to $225,000.

Thank you so much for your commitment. Research gives hope
for the future; in the short and medium term, it is a powerful tool to
attract and keep talented researchers and clinicians in the bleeding
disorder field.

All together, I am confident that the challenge will be met, once
again, in 2012!

If you signed the MPTAP agreement and have subsequently married,
your new spouse or any children born are not entitled to survivor
benefits! The Canadian Hemophilia Society would like to hear from you
if you are in this particular life situation. Some of our members have
expressed a desire to seek modification to the MPTAP agreement for
those long-term survivors who have decided to start a family.

If this applies to you, we want to help. The CHS is prepared to
lobby provincial and territorial Health Ministers with a view to
extending survivor benefits to all spouses and children of directly
infected long-term survivors covered by the MPTAP, including those
spouses and children who became part of the claimants’ lives after
the time of applying and being accepted under the plan. The
advocacy work would be undertaken by a task force (small working
group) and overseen by the CHS National HIV-Hepatitis Committee.
At this point in time we would like to hear from anyone in our
membership who is in this situation – a ‘head count’ will be useful
during the lobby process. Any information you provide to the CHS is
kept in the strictest of confidence; no personal information will be
divulged during the lobby process.

We are also looking for individuals who are prepared to join the
working group and help bring this to fruition. One of our members,
Marc LaPrise, will be leading the working group that will be helping
to advise the HIV-Hepatitis Committee as they coordinate the lobby
effort. This is your chance to stand up for your rights as someone
who was infected through the blood supply and to seek appropriate
support to be able to fulfill a new role and responsibilities in life as a
mother, father or life partner.

Contact Michel Long at mlong@hemophilia.ca or 
1-800-668-2686 – M.L.

EXCELLENT NEWS 
A remarkable challenge has been met!
Maurice Marette, chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

�

�

�

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



Now available! Third Edition
All About von Willebrand Disease

In recent years, our awareness of the
challenges, concerns and misunderstandings
faced by women, men, girls and boys with

von Willebrand disease has grown considerably.
In year 2000 the Canadian Hemophilia Society
realized there was a need for a comprehensive,
easy-to-understand book about living with this
common bleeding disorder. With the generous
involvement of the bleeding disorder
community, both health care providers and
consumers, we gathered and organized the most
up-to-date information and advice available. In
2007 a revised edition was produced. Now, in
2012, we present to you—the children, adults,
families and health care professionals whose
lives are touched by von Willebrand disease—the
third, revised edition.

The CHS would like to thank Dr. David Lillicrap
and Dr. Paula James for revising the second and
third editions of All About von Willebrand
Disease. Both the original and revised editions of
All About Von Willebrand Disease were made
possible through unrestricted educational grants
provided by CSL Behring. – C.C.
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When her son Braxton was diagnosed with hemophilia, author and mother Clara Penner was lost
and afraid, caught in a rollercoaster of emotions. To offer guidance in times of confusion, Clara
shares her family’s inspirational story in Gentle Steps on the Journey of a Healing Heart: Living

Joyfully through Rocky Times (published by Balboa Press).
This is the story of one family’s journey of healing after their son was diagnosed with severe

hemophilia at just two days old. Clara describes her family’s emotional difficulties when faced with the
realities of chronic illness, as well as the ways each person overcame this helpless feeling. Capturing
stories of the challenges each family member experienced and the steps to their healing, Clara shares
the amazing triumphs of the human spirit and explores how everyone has the power within to shape
their destinies.

Clara has incorporated into the book her experience with families living with a bleeding disorder
during her time as the president of Hemophilia Saskatchewan and as a member of the Board of Directors
of the Canadian Hemophilia Society, as well as her own personal experiences on how hemophilia has
touched her life. 

Clara Penner lives with her two children and husband in Medicine Hat, Alberta. The book can be
purchased from her Web site at www.gentlestepsonthejourneyofahealingheart.com. – C.C.

Alberta mom shares her story

All About von Willebrand Disease
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1.  To receive the report of the Nominating Committee.
2.  To acknowledge the designated directors of each chapter.
3.  To nominate candidates for the director-at-large positions on the CHS Board for 2012-2013.
4.  To receive the audited financial statements of the Canadian Hemophilia Society for the year ended December 31, 2011.
5.  To appoint an auditor for the ensuing year. 
6.  To receive the report of the Hemophilia Research Million Dollar Club.
7.  To approve the recommended amendments to CHS by-laws.
8.  To transact such other business as may properly come before this Annual General Meeting of the members of the Canadian

Hemophilia Society.

Maia Meier, Secretary

CANADIAN HEMOPHILIA SOCIETY
▪ May 25, 2012 – 1st Canadian Conference on
Bleeding Disorders in Women, in Toronto, Ontario.

▪ September 7-9, 2012 - Youth Leadership
Workshop, Toronto, Ontario.

ALBERTA CHAPTER
▪ June 16, 2012 - Annual Family BBQ at the zoo.

HEMOPHILIA SASKATCHEWAN
▪ April 17, 2012 - World Hemophilia Day displays,
Regina, Saskatoon.

▪ June, 2012 - Family BBQ.

MANITOBA CHAPTER
▪ April 21, 2012 - Annual General Meeting &
Education Day (location to be confirmed).

▪ July, 2012 - Family Camp (details to come in May).

TORONTO AND CENTRAL ONTARIO REGION
(TCOR)

▪ March 31, 2012 - TCOR’s first von Willebrand
disease information session. Whether you’ve been
recently diagnosed or know the ropes, there’s
always something new to learn from the experts.

▪ April 14, 2012 - Take the plunge with the World
Hemophilia Day Polar Bear Dip in Lake Ontario!
Collect pledges to support people with bleeding
disorders.

▪ April 17, 2012 - Educate the doctors of the future
by speaking to medical students about bleeding
disorders on the World Hemophilia Day panel
discussion.

▪ May 12, 2012 - Join our Men’s Workshop to hang
out with the guys and learn useful information
about your bleeding disorder, HIV, HCV and more.

OTTAWA AND EASTERN ONTARIO REGION
(OEOR)

▪ April 21, 2012 - Hemophilia Ontario AGM.
▪ May, 2012 - Youth consultation/meeting.

SOUTH WESTERN ONTARIO REGION (SWOR)
▪ April, 2012 - Pinecrest Adventure Camp applications 
will be mailed out.

▪ April 15, 2012 - Polar Bear Dip Celebration of World
Hemophilia Day at Little Beach, Port Stanley, ON.
Celebrating World Hemophilia Day by educating the
community while raising funds for regional programs.
Pledge Forms are available online at
http://events.hemophilia.on.ca/polarbear.php.

▪ July, 2012 - SWOR summer celebration with be hosted by
Kustermanns Berry Farm. Contact Matthew Maynard at
mmaynard@hemophilia.on.ca for details.

▪ July 9, 2012 - 5th Annual Golf Tournament for
Hemophilia and Inherited Bleeding Disorders, Highland
Golf and Country Club, London, ON.

▪ July 21, 2012 – Ride for the Record. See Hemophilia
Today – November 2011 for the details.

QUEBEC CHAPTER (CHSQ)
▪ April or May, 2012 – Women’s weekend. Details to come.

NOVA SCOTIA CHAPTER
▪ April, 2012 – The Nova Scotia Chapter is holding its 
very first von Willebrand disease workshop. It will be an
all-day educational event/workshop focused completely
on VWD. There will be numerous presentations from
experts to individuals living with bleeding disorders. 
For further information, please contact
tazalynne@gmail.com or phone 902-681-8700.

PRINCE EDWARD ISLAND CHAPTER
▪ April 15, 2012 – For World hemophilia Day, the PEI
Chapter will be hosting a swim event titled: Swimming 
for Bleeding Disorders. This is a FREE Swim by Donation
to the PEI Chapter of the Canadian Hemophilia Society.
There will also be educational booths from sponsors, door
prize as well as treats for the children! Come and enjoy
this celebration!

▪ June, 2012 - The PEI Chapter is in the planning stages 
of hosting a Hemophilia Family Day. Guest speakers, 
BBQ and games will be the highlight of that day. More
details will follow.  

NOTICE

U
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The Annual General Meeting of the Canadian Hemophilia Society 
will convene as follows: Saturday, June 2, 2012 - 8:30 a.m. at the
Four Points by Sheraton Toronto Airport Hotel, Mississauga, Ontario
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Statistics say that 12.5 million people volunteer in Canada – what
an astounding number! And each of our volunteers with a local
chapter or region or the CHS nationally is part of that 12.5
million. Kudos to you! Thank you for giving of your time and

energy to see greater good come to all those who are living with inherited
bleeding disorders.

“Did you know that National Volunteer Week was first proclaimed in
1943 to draw public attention to the vital contribution women made to
the war effort on the home front? 

“In the 1960s, organizations began stressing the importance of
thanking volunteers across Canada. It is now the largest celebration of
civic participation in Canada” — from the Volunteer Canada Web site
www.nationalvolunteerweek.ca.

Taking time to think through how to recognize our volunteers is very
important. Each person wants to know that they have contributed to
something greater than themselves, that their efforts have made a
difference, that they have made an impact. How do you tell a volunteer

Ihave been a member of the CHS National Youth Committee for four
years now, two of them as co-chair—first with Sarah Bradshaw and
now with Ryanne Radford. In May, I will be passing the torch to a
new co-chair who is more than up to the task.
The Youth Committee has taught me a lot over the years, including

better planning skills and the ability to speak comfortably in public. It
was also an excellent way to learn how non-profit organizations work.

In my work with the committee, I was called on to plan three leadership
workshops as well as a Drive Your Car/Drive Your Care workshop. I also
participated in strategic planning meetings and helped develop youth
initiatives for various chapters. I’ve been on the Quebec Chapter’s Board
of Directors for three years now, and I manage the summer camp program.
In this role, I attended the North American Camping Conference of
Hemophilia Organizations (NACCHO), which takes place every year in
Phoenix, Arizona, and, thanks to the Karttik Shah Youth Fellowship, I went
to the 2010 Hemophilia World Congress in Argentina.  

These experiences have helped me better understand my bleeding
disorder and given me the opportunity to build relationships with young
people all over the world. What’s more, working for the organization has
not only allowed me to contribute but has also helped me come into my
own as a young adult.

V lunteer File

Marion A. Stolte
Chair, National Chapter Relations Committee

Now that I am getting a bit old for the Youth Committee, it’s time to
step aside and give these opportunities to other young people who also
want to get involved. If you are a young Canadian with an inherited
bleeding disorder, I encourage you to get involved in your provincial or
regional chapter. You’ll be surprised by the new attributes and skills you’ll
develop, not to mention the new friendships!

To find out more, get in touch with the youth representative in your
area. You’ll find his or her contact information in the Youth Web section
of the CHS Web site: www.hemophilia.ca/en/youth-web/to-contact-us.

The new co-chair, Justin Smrz, will take over in May. He has been with
the committee for some time, and is very active with the British Columbia
Chapter, including their summer camp program. I am convinced that
Justin’s outstanding leadership abilities and responsive approach will
allow him, along with Ryanne, to invigorate the National Youth
Committee with new ideas. Good luck to both of you!

In closing, let me fill you in on an upcoming event. A leadership
workshop will be held next fall on the topic of advocacy. Contact Hélène
Bourgaize to sign up (hbourgaize@hemophilia.ca). And don’t forget to
check out our blog: generation-clot.blogspot.com. Lastly, if you have
any suggestions, questions or comments for the National Youth
Committee, please tell us about them!

that they have made a positive impact in your community? For new ideas,
consult the CHS Recognition Program which has been developed by the
Chapter Relations Committee (copies available upon request).

In addition, Volunteer Canada’s National Volunteer Week Web site is
focused specifically on recognizing and thanking volunteers and has a
variety of resources (even a superhero postcard!) for you to take
advantage of, and provides a place for you to share what you are doing
to thank volunteers.

Let’s work together this April and express our thanks and appreciation
for all the work that our volunteers do.

On behalf of the Chapter Relations Committee, thank you for your
time, energy, commitment and passion to make a difference in your
chapter, in your region. When each of us participates, there is a ripple
effect that gives even greater energy to our combined efforts — and our
bleeding disorder community benefits tremendously! 

Thank you for your heart, your caring, your commitment to make a
difference.

h

Youth File

Maxime Lacasse Germain
Co-chair, National Youth Committee

Celebrating volunteers – April 15-21

Four rewarding years with the CHS National Youth Committee
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Michel Long, CHS national program manager
and Dr. Elena Vlassikhina, volunteer collaborator

Medical news
H E P A T I T I S  &  H I V

P R E S S  R E V I E W

� Hepatitis C pills clear virus without interferon
Results from a small study show that two experimental pills from Bristol-Myers Squibb (daclatasvir and asunaprevir) cleared HCV in 
36 per cent of the patients enrolled (genotype 1 infection), who had failed treatment with existing drugs. The study, which may lead to
a new oral-therapy approach against the liver disease, also demonstrated 100% sustained virologic response 12 weeks post-treatment
with quadruple therapy.
www.businesswire.com/news/home/20120118006659/en/Hepatitis-Treatment-Data-Demonstrating-Proof-Principle-Direct-Acting

� Twelve weeks interferon-free PSI-7977 regimen cures 100% hepatitis C genotypes 2 and 3
A 12-week course of Pharmasset’s once-daily experimental nucleotide analog PSI-7977, combined with ribavirin, cured 10 of 10 people
with HCV genotypes 2 and 3 given the regimen – without pegylated interferon – in a Phase II clinical trial.
www.poz.com/rssredir/articles/psi7977_svr_hcv_761_21405.shtml

As we usher in 2012, the treatment for hepatitis C (HCV) remains promising with two new drugs approved (boceprevir and
telaprevir), and interferon-free regimens in the future, and a cure now finding its way into the world of the difficult-to-treat
patients. More tolerable HCV therapies, all oral and interferon-free regimens, are in the pipeline and a large number of articles
has recently been published outlining impressive clinical outcomes for various drugs being studied. Big HCV news also came

from collaboration agreements between pharmaceutical companies.
The important new articles being too numerous to cover fully in this press review, we provide this table from the HCV New Drug

Research Web site to help our readers keep track and sort out the various drugs being investigated. Visit their Web site for a comprehensive
digest of some of these articles: http://hepatitiscnewdrugs.blogspot.com/2011/12/hepatitis-c-looking-ahead-to-2012.html.

INTERFERON-FREE HCV THERAPIES IN MID- AND LATE-STAGE DEVELOPMENT

PHASE COMPANY INVESTIGATIONAL DRUGS DRUG ACTION

III Pharmasset PSI-7977 Polymerase inhibitor

II Abbott Laboratories ABT-450 plus ABT-333 or ABT-072 Protease and polymerase inhibitors

Boehringer-Ingelheim BI-201335 and BI-207127 Protease and polymerase inhibitors

Bristol-Myers Squibb BMS-650032 and BMS-790052 Protease and NS5A inhibitors

Gilead Sciences GS-9451, GS-5885 and GS-9190 (tegobuvir) Protease, polymerase and NS5A inhibitors

Inhibitex INX-189 Polymerase inhibitor

Novartis DEB025 (alisporivir) Cyclophilin inhibitor

Peregrine Pharmaceuticals Bavituximab Phosphatidylserine-targeted antibody

Roche Danoprevir and RO5024048 Protease and polymerase inhibitors

Santaris Miravirsen MicroRNA-122 inhibitor

Vertex Incivek (telaprevir) and VX-222 Protease and polymerase inhibitors

Looking ahead in 2012 – continued on page 14

Hepatitis C – Looking ahead in 2012
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� Incivek, Victrelis working well in HIV/HCV co-infection studies
Roughly 70 per cent of people living with HIV and hepatitis C virus
co-infection have undetectable HCV viral loads after 24 weeks of
treatment with either Incivek (telaprevir) or Victrelis (boceprevir) plus
pegylated interferon and ribavirin, according to preliminary results
from two studies reported at two recent medical conferences.
www.aidsmeds.com/articles/victrelis_incivek_coinfection_1667_
21422.shtml

 The Nurses’ Station

specific to his or her profession and to come to some consensus on care
methods and philosophy.

One highlight at this stage was undoubtedly the presentation by
Susanne Douesnard, licensed psychologist, on defence mechanisms, such
as denial, exhibited by patients with chronic disease, which helps explain
why patients sometimes resist the team’s recommendations. The nurses
also contributed by reviewing educational tools for children and
adolescents in different age groups and developing a structured and
standardized education plan.

Our multidisciplinary team was gradually becoming an
interdisciplinary team. In other words, rather than each professional
having a separate objective for a patient or group of patients, we
were working together towards a common objective.

It was in this context that the special clinic days were introduced.
Patients 0 to 18 years of age and their parents were invited to participate.
Individual appointments with the physiotherapist, the nurse and the
physician were maintained, but three workshops were added: one for
patients led by a nurse, one for parents led by a social worker and one for
children led by a psychologist.

This new approach has been extremely successful. It allows nurses
and psychosocial practitioners to really take their place and fully
assume their roles on the team. The special clinic days give the nurse
an opportunity to educate patients, adapting the approach to the
patients’ level of understanding. Psychologists have an opportunity
to help children connect with the emotions brought about by the
constraints of the disease and to incorporate them in their daily lives
in a healthy way. And the social worker gets a chance to equip parents
with the tools they need to raise a child with a chronic disease.

These special clinic days have many benefits for our young patients
and their parents, and they help break the isolation many people living
with hemophilia experience. They are the result of a change in our way
of working that promotes implementation of the philosophy of the
Canadian Hemophilia Society: those living with hemophilia should have
access to comprehensive care that addresses all aspects of the person.

Special clinics in comprehensive care
Claudine Amesse, RN, Hemostasis Centre, CHU Sainte-Justine

Special clinics are clinic days reserved for a particular doctor
and a specific program at the Sainte-Justine Hematology
Clinic. When a special clinic is held, the program’s nurse
coordinator selects the patients the team will see on that day,

grouping them by age as well as disease type and severity.
We started running these special clinics in September 2010. It was

an administrative decision taken to improve our services. The team
at the hemostasis centre, composed of hematologists, nurses,
physiotherapists, psychologists and a social worker, had been meeting
regularly for a little over a year to exchange observations arising from
our practice. Here’s what we had noted:

▪ Patients enter adolescence with little knowledge or understanding
of the mechanisms underlying their condition;

▪ In adolescence, we see a drop in compliance with preventive
treatment plans along with an increase in joint bleeding episodes
linked to practice of sports with a high risk of injuries that can
provoke joint bleeds;

▪ Parents often tell us how hard it is to convince their children to
follow the recommendations with regards to sports;

▪ Younger children often express anger and frustration at the
number of needles they have to endure;

▪ In our clinics, professionals often address educational information
to parents rather than patients in order to save time;

▪ There is often a long wait between appointments with the
physiotherapist, the nurse and the hematologist;

▪ School-age children have difficulty understanding why bleeding
episodes must be prevented at all costs;

▪ Finally, most young adults, despite having access to concentrates
since diagnosis, develop an average of one to two hemophilic
arthropathies. Our clinical records clearly show a cause-and-
effect relationship with high-risk sports and non-compliance to
treatment.

We continued to meet after these problems were identified, our goal
being to each share knowledge about hemophilia and chronic disease

� Clinical trial uncovers potential ‘functional cure’ for HIV/AIDS
Data from a clinical trial suggest that a new therapy called SB-728-
T based on the modification of both copies of a patient’s CCR5 gene,
which encodes the major co-receptor used by HIV to infect immune
system cells, may potentially serve as a “functional cure” for HIV/AIDS.
http://newsroom.ucla.edu/portal/ucla/clinical-trial-uncovers-
possible-216360.aspx

� HIV vaccine trial approved by FDA
A Canadian-developed vaccine (University of Western Ontario) has
received FDA approval to start human clinical trials. The vaccine
stimulated a strong immune response in early testing and appears to
have no adverse effects.
www.cbc.ca/news/canada/story/2011/12/20/hiv-vaccine-western.html

Looking ahead in 2012 – continued from page 13
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Social Workers Face-to-Face

What is the problem?

In western European countries, many people with severe
hemophilia are able to avoid severe bleeds and joint damage due
to the effective use of factor concentrate as home treatment and
primary prophylaxis. Prophylaxis therapy is both costly and time

consuming. Intravenous (IV) infusion may be painful, particularly for
small children and some older patients. It may be inconvenient and
disruptive to a patient’s household; consequently, adherence to
treatment may be difficult. Adults and children may delay treatment
until the pain from bleeding becomes significantly intense. In the
case of young children, the parent’s ability to comply with treatment
guidelines is dependent on the child’s cooperation; therefore the
efficiency of treatment is largely influenced by the level of this
compliance. It is known that patients with chronic illnesses adhere
to medical treatment plans only 50 per cent of the time and
compliance with any long-term medical regimen is challenging.

Why might treatment not work?
While modern prophylactic and on-demand treatment enables
people with hemophilia to live independently and have productive
lives, it requires commitment by patients and their families to life-
long adherence to a demanding regimen of self-care. The level of
adherence among patients with hemophilia can be influenced by
factors such as the treatment regimen, patient’s environment, each
person’s awareness and attitude to treatment, and individual
experiences and preferences.

Why might people skip or not use prophylaxis?
▪ reduction, fluctuation or disappearance of symptoms;
▪ forgetfulness;
▪ lack of time for the treatment;
▪ convenience.

How can we promote adherence to treatment?
There are many tools that can be used to assess and promote
adherence to treatments:

The challenges of sticking to treatment
Hulda Niv, MSW, RSW, Southern Alberta Pediatric Oncology and Bleeding Disorder Program, Alberta Children’s Hospital

▪ assessment tools such as patient self-reporting which include
parent/patient interviews, questionnaires, diaries and treatment
logs; 

▪ indirect measurements including pill counts, electronic
medication monitoring and prescription refill records;

▪ direct measurements such as appointment keeping and
treatment refusal;

▪ clinical/health outcomes such as frequency of bleeds and
hospitalization, and disease severity;

▪ biological/biochemical indicators such as blood levels of
medication.

Patient suggestions on how to improve adherence:
▪ home teaching care, respect for patients’ experiences, more
home visits, meetings and/or workshops;

▪ environmental support such as more contact between bleeding
disorder professionals and schools, general information and
resources, training for patients and job flexibility;

▪ an Internet discussion forum and a treatment diary, which
patients consider to be the two most useful means of
improving adherence;

▪ strong patient relationships with and confidence in their
hemophilia professionals, whom they regard as authorities
having a positive influence;

▪ patient comprehensive level of education and knowledge of
hemophilia.

Studies demonstrate that educational strategies have generated more
attention as potential agents of change in patient adherence
behaviour than any other type of intervention. Many families believe
that health education about the medical and psychological benefits
of prophylaxis best facilitated their own acceptance of the treatment
recommendations and ongoing adherence to treatment. Therefore, it
is critical for health providers to understand the disease and age-
specific barriers to adherence in order to assist patients to overcome
these challenges.

� iPhone app for HCV patients
The University of Liverpool has launched an iPhone app, HEP iChart,
based on Web site www.hep-druginteractions.org which provides
patients and health care professionals with immediate access to up-
to-date information on potential drug interactions between HCV
drugs and other drugs that the patient may be prescribed as well as
over-the-counter, recreational or herbal medications. The free app is
available for download to Android and Apple devices (search for HEP
iChart).
www.news-medical.net/news/20111123/University-of-Liverpool-
introduces-HEP-i-chart-for-HCV-patients.aspx

� Hepatitis C vaccine shows promise in first trial
An experimental vaccine against hepatitis C has shown promising

results in its first clinical trial in humans, say researchers from the
University of Oxford. However, they caution there is still a long way
to go before we have an effective vaccine ready for clinical use.
www.medicalnewstoday.com/articles/239982.php

� New fibrosis classification improves accuracy of diagnosis in
hepatitis C
A new classification for diagnosing fibrosis in patients with chronic
hepatitis C has shown to be as accurate as currently used algorithms,
without requiring liver biopsy. A recent study details the method,
which synchronously combines two fibrosis tests to provide a non-
invasive and more precise fibrosis diagnosis.
http://medicalxpress.com/news/2012-01-fibrosis-classification-
accuracy-diagnosis-hepatitis.html
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The media is full of stories and
reports describing the benefits
of physical activity and
highlighting the negative effects

of an increasingly sedentary lifestyle.
The World Health Organization and
many governments have created fact
sheets and guidelines to promote
activity and decrease time spent
physically inactive. However, until
recently there have been no guidelines
for children under five years of age.

This has now been addressed by new Physical Activity Guidelines
which have been developed in the United Kingdom. Start Active, Stay
Active is “a document that presents guidelines on the volume,
duration, frequency and type of physical activity required across the
lifecourse to achieve general health benefits.”

Physical activity includes all forms of activity from walking to active
play, working out in a gym and competitive sport. Sedentary behaviours
are those during which the child is physically ‘inactive,’ including sitting
activities such as riding in a car, watching TV or reading. There is strong
evidence that inactivity increases the risk of heart disease, diabetes,
obesity, cancer, falls and depression. There is also evidence that physical
activity promotes bone health, muscle strength and joint function,
which are especially important for people with hemophilia.

Generally speaking, more physical activity translates into more
health benefit. Further, higher levels of activity during childhood help
develop the skills and habits to promote an active lifestyle in later
years – therefore, it is important to establish a high level of physical
activity at an early age.

But what about children with hemophilia? When the diagnosis is
made, parents might be tempted to try to protect their child from injury
by limiting the amount of free play and keeping the child constrained in
a car seat or stroller. Unfortunately, such physical activity restrictions and
sedentary behaviour go against the natural tendency of children to 
be active, and limit their ability to use their muscles and develop
coordination and imagination.

There are three guidelines in the U.K. document for children under
age five. It is our opinion that these guidelines can and should be
followed by children with hemophilia:

Physical activity should be encouraged from birth, particularly
through floor-based play and water-based activities in safe
environments. 

Allowing babies to roll, reach, crawl and play on the floor is
essential for normal development of motor skills. Water-based
activities such as parent-and-baby swimming sessions have often
been recommended for young children with hemophilia.

The Physio Corner

Children of preschool age who are
capable of walking unaided should be
physically active daily for at least 180
minutes (3 hours), spread throughout
the day.

While it may seem that your toddler
never stops moving, one U.K. study
found that most three- to four-year-
olds spent only 120-150 minutes per
day in active play, and 10-11 hours per
day being sedentary. Activities that
encourage children to use their large

muscle groups, practice a wide variety of movement, use a variety of
play spaces and equipment, and make up their own games are
beneficial. Incorporating physical activity into everyday activities, such
as by walking to a friend’s house instead of taking the car, also
provides health benefits (for the parents as well as the child). The
intensity of the activity is not important at this age, and the three
hours of activity does not need to occur all at once. By spreading
physical activity throughout the day, extended periods of sedentary
activity are also reduced.

All children under age five should minimize the amount of
time spent being sedentary (being restrained or sitting) for
extended periods (except time spent sleeping).

Sedentary activity is not normal for children! Unfortunately, in
the past several years, we have seen an increased number of
‘containerized’ children – these children spend extended periods in
car seats, strollers and various baby seats. While these devices make
it much easier to keep track of a busy toddler, long periods of
sedentary time are detrimental.

The complete document and fact sheets are available at
www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_127931

Another excellent resource is Move and Play Every Day, National
Physical Activity Recommendations for Children 0-5 Years. Produced
by the Australian government in 2012, this brochure provides support
and guidance to parents and caregivers of young children in relation
to physical activity, play, sedentary behaviour/sitting and television
viewing. It provides many examples of activities that are both fun
and beneficial. www.health.gov.au/internet/main/publishing.nsf/
Content/phd-physical-activity-0-5-pdf-cnt.htm

We encourage all parents of children with hemophilia to follow
closely their child’s physical activities. When a child is recovering
from a bleed, and a few sedentary days are necessary, it can be
especially challenging to ensure three hours of movement daily.
Speak to your HTC physiotherapist who can suggest alternate
physical activities.

New physical activity guidelines for young children
Kathy Mulder, Matthew Thiessen and Kristy Wittmeier, physiotherapists, Winnipeg
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ever have so many clotting factor concentrates been in development or “in the pipeline”. So many, in fact, that it has become difficult
to keep track of them all. So Hemophilia Today is publishing three charts, one each for factor VIII, factor IX and for inhibitor products,
to help readers stay informed of their progress through pre-clinical work, clinical trials and regulatory approval.

Hemophilia Today has been able to identify 23 new therapies in development, nine for hemophilia B (including two promising
gene therapies), eight for hemophilia A and VWD, and six bypassing therapies to treat patients with inhibitors. While some of these are still at
the pre-clinical stage, when the research is conducted on mice and other animals, many are in Phase III trials with patients, the final stage
before an application is made to market the product commercially. If the results of the clinical trials are positive, we may begin to see these
products prescribed in Canada around the year 2015. That’s only three years away, not long in terms of drug development.

Longer-acting products
The development of longer-acting products could be the first major improvement in care for hemophilia since the advent of virally safe

concentrates and prophylaxis in the late 1980s. While claims need to be confirmed by clinical trials, it is possible that the half-life of factor
IX could be extended three-fold, factor VIII two-fold and recombinant factor VIIa eight-fold. This has the potential to reduce the frequency
of infusions, an advance in convenience, or increase the trough levels in prophylaxis, a clear therapeutic advance. Currently, prophylaxis aims
to maintain at least a 1% factor level at all times. Should physicians and patients be content with 1% or is a higher trough level desirable to
prevent bleeding?

More potent products
Some of the products in development are designed to be more potent and more effective in stopping bleeding. This is critically important

for patients with inhibitors, for whom current treatments are not nearly as effective as conventional treatments for patients with hemophilia
A and B without inhibitors. 

Broader portfolios for companies
The pipeline sees the development of broader portfolios for companies so that they can market products in all three major areas—

hemophilia A, hemophilia B and inhibitors—and not just one or two, as is the case today. This has the potential to increase world supply and
competition. In a worldwide market growing by 8% a year, this is a good thing. While not all of these products will make it to market, many are
very promising. Hemophilia Today will update these charts periodically online. We invite you to consult the CHS Web site for progress. 
See www.hemophilia.ca/en/safe--secure-blood-supply.

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

The Blood Fact  r

David Page
CHS national executive director

Products in the pipeline
N

Pre-clinical study Research conducted in the lab, sometimes with animals, to test the safety and efficacy of a new drug

Phase I trial A study conducted with a small number of humans to test whether a new drug is safe

Phase II trial A study conducted with a small number of humans to test whether a new drug is safe and efficacious 
(does what it is supposed to do)

Phase III trial A study conducted with a larger number of humans to test whether a new drug is safe and efficacious,  
usually in comparison to existing drugs

Phase IV A study conducted after a drug has been commercially marketed to confirm the results of the clinical trials
(post-marketing) trial
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PRODUCT PIPELINE  |  FACTOR VIII & VWF (JANUARY, 2012)

NAME COMPANY TYPE CLINICAL TRIALS

rFVIIIFc (BIIB031) Biogen Idec/Swedish Recombinant factor VIII A Phase I/II trial was completed in July, 2011. 
Orphan Biovitrum (Sobi) A Phase III trial (A-Long) started in late 2011. 

DESCRIPTION The Fc fusion technology binds the FVIII molecule to a recombinant human immune globulin molecule to extend half-life. The Phase I/II trial showed a 1.7
fold increase in half-life of FVIII compared to Advate (Baxter).

Bax 111 Baxter Recombinant von Willebrand factor A Phase III trial started in October, 2011.
DESCRIPTION This is a recombinant von Willebrand factor for the treatment of VWD.

BAY81-8973 Bayer Recombinant factor VIII A Phase III trial is underway.
DESCRIPTION This is a 3rd generation full-length rFVIII manufactured without exposure to human and animal proteins, and with a normal half-life.

NNC 0155-0000-0004 Novo Nordisk Recombinant factor VIII A Phase III trial is underway. Participation is by invitation.
DESCRIPTION This is a 3rd generation rFVIII manufactured without exposure to human proteins and with a normal half-life.

Human-cl rhFVIII Octapharma Recombinant factor VIII A Phase III trial is underway. Recruitment has not yet started.
DESCRIPTION This is the first rFVIII with human-like post-translational modifications and does not contain antigenic hamster residues. It has a normal half-life.

NNC 0129-0000-1003 (N8) Novo Nordisk Recombinant factor VIII A Phase III trial is underway. Recruitment has not yet started.
DESCRIPTION This glycopegylated rFVIII aims to have an extended half-life to reduce the frequency of infusions.

BAY94-9027 Bayer Recombinant factor VIII A Phase I trial was completed in late 2011.
DESCRIPTION This is a pegylated, long-acting plasma/albumin free, full-length rFVIII. The goal is to increase half-life and reduce the frequency of infusions.

Bax 855 Baxter Recombinant factor VIII A Phase I trial has begun.
DESCRIPTION This is a pegylated, long-acting plasma/albumin free, full-length rFVIII. The goal is to increase half-life and reduce the frequency of infusions.

PRODUCT PIPELINE  |  FACTOR IX (JANUARY, 2012)

NAME COMPANY TYPE CLINICAL TRIALS

rFIXFc (BIIB029) Biogen Idec/Swedish Recombinant factor IX A Phase I/II trial was completed in July, 2010. A Phase III trial (B-Long)
Orphan Biovitrum (Sobi) started in early 2011. Patients who complete the Phase III study will 

be recruited into a follow-up study starting in February, 2012.

DESCRIPTION Fc fusion technology binds the FIX molecule to a recombinant human immune globulin molecule to extend half-life. Phase I/II trials showed a 
3-fold increase in half-life of FVIII compared to existing therapies. Recovery closely approximated plasma-derived FIX products.

IB1001 Inspiration Recombinant factor IX A Phase III clinical trial was completed in October, 2011; a 
Biopharmaceuticals/Ipsen marketing authorization request was filed in Europe.

DESCRIPTION This is a 3rd generation rFIX manufactured without exposure to human and animal proteins with a normal half-life. The company’s goal is to increase world
supply and lower the price of rFIX.

Bax 326 Baxter Recombinant factor IX A Phase III trial is underway. Recruitment has concluded. A follow-
on study with patients who completed the pivotal study is currently recruiting.

DESCRIPTION This is a 3rd generation rFIX manufactured without exposure to human and animal proteins, and with a normal half-life.

C255238539 Novo Nordisk Recombinant factor IX A Phase III trial is underway. Recruitment has not yet started.
DESCRIPTION This is a 3rd generation rFIX manufactured without exposure to human and animal proteins, and with a normal half-life.

rIX-FP CSL Behring Recombinant factor IX A Phase I clinical trial is completed. A Phase II/III trial (PROLONG-9FP) 
started in January, 2012.

DESCRIPTION This rFIX is fused with recombinant human albumin. Phase I trial showed a very promising extension of half-life.

Gene therapy Amsterdam Molecular Gene therapy for hemophilia B A Phase I/II trial is completed. The therapy was granted EMA orphan 
Therapeutics designation (November 2011).
St. Jude’s Hospital, Tennessee; 
University College London

DESCRIPTION This therapy uses an AAV vector. Patients expressed levels of FIX of 3 to 11% after 6 to 16 months. (N Engl J Med 2011; 365:2357-2365) 

40K pegylated Novo Nordisk Recombinant factor IX A Phase I trial is underway.
recombinant FIX
DESCRIPTION This pegylated recombinant factor IX is intended to increase the half-life.

Factor IX-CTP Prolor Biotech Recombinant factor IX A Phase I clinical trial is planned for 2012.
DESCRIPTION With this technology, FIX is fused with a carboxyl terminal peptide to extend half-life. Pre-clinical trials in mice showed extended half-life.

ZFN-mediated  Sangamo Biosciences Gene therapy for hemophilia B Pre-clinical
Genome Editing
DESCRIPTION The goal is to permanently correct a disease gene in an adult mouse model of hemophilia B using systemic delivery of zinc finger nucleases (ZFNs).
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As a person with a rare bleeding disorder I have used
numerous resources throughout my life in order to deal
effectively with my severe factor V deficiency. I was
involved with the Canadian Hemophilia Society (CHS)

Program Committee for two years. Now 74 years old, I continue to
contribute to the CHS working group on ageing with hemophilia.

Among the major challenges I have faced due to my rare bleeding
disorder are those of prompting a wide range of health care providers
to acknowledge and understand the implications of my factor V
deficiency and urging these health care providers to actively
communicate with those who know me best, the resource-filled team
at the St. Paul’s Hospital Hemophilia Treatment Clinic (HTC) in
Vancouver. My local referring physician, the exemplary staff of the
adult hemophilia clinic and the efficient cardiac care team at St. Paul’s
Hospital were involved, in a very positive way, with multiple aspects
of my cardiac care and follow-up last June. I advocated for the best
possible health care outcomes by requesting active collaboration
between all people before intervention, especially prior notification
of the HTC team. My TreatFirst card, copies of HTC clinic notes, and
inter-professional consultations were shared during this episode and
a well-planned cardiac angiogram was successfully performed. 

In March 2012, the CHS will make available an important new
resource that will provide another tool to optimize care for people

with bleeding disorders: the Partners in Care card.
As explained by Clare Cecchini, CHS national program manager,

this new resource was developed by the CHS working group on
ageing following the focus group on ageing that took place at the
2011 Calgary Rendez-vous meeting. Although primarily targeted as
a resource for older patients, the Partners in Care card will be useful
for all people with bleeding disorders, including women, as a way of
highlighting the implications of their bleeding disorder to family
physicians, obstetrician/gynaecologists, medical specialists, dentists
and other relevant health care professionals. The card will encourage
health care providers to contact the patient’s hemophilia treatment
centre before undertaking invasive procedures. The CHS recommends
that people with bleeding disorders keep the wallet sized Partners
in Care card together with their FactorFirst or TreatFirst card; the
CHS can provide plastic sleeves to hold the cards. Copies of the new
card will be sent to HTCs and will also be available at the CHS
national office.

The Partners in Care card provides an important addition to
existing processes utilized by people with bleeding disorders as they
seek to enhance their health care interactions and outcomes. The
development of this new tool is one of many life-affirming strategies
sponsored by the CHS and its supporters. No wonder I’m here to shout
“Thank you!” from the Sage Page.

New CHS resource: Partners in Care card

PRODUCT PIPELINE  |  INHIBITORS (JANUARY, 2012)

NAME COMPANY TYPE CLINICAL TRIALS

OBI-1 Inspiration Porcine recombinant factor VIII A Phase III trial was initiated in January, 2012.
Biopharmaceuticals/Ipsen

DESCRIPTION This is an alternative treatment for patients with hemophilia A and inhibitors.

NNC 0078-0000-0007 Novo Nordisk Recombinant factor VIIa A Phase III trial is underway. Recruitment has started.

DESCRIPTION The purpose of this trial is to confirm the efficacy and safety of this rFVIIa in patients with congenital hemophilia and inhibitors. The product aims to have
increased clotting activity compared to Niastase.

PF-05280602 Pfizer / Catalyst Biosciences Recombinant factor VIIa A Phase I trial started in August, 2011 and is recruiting participants.
DESCRIPTION The purpose of this trial is to study the safety, tolerability and pharmacokinetics of this product, a recombinant factor VIIa variant (813d).

LA-rFVIIa Novo Nordisk Recombinant factor VIIa A Phase I trial has been completed.

DESCRIPTION The aim of this clinical trial is to investigate the safety and pharmacokinetics of long acting activated recombinant human factor VII (LA-rFVIIa) in patients
with hemophilia. 

CSL689 rVIIa-FP CSL Behring Recombinant factor VIIa This product was in pre-clinical stage in summer 2011. It was granted Orphan 
Drug Designation (ODD) by the European Commission. This would entitle CSL 
Behring to exclusively market in Europe for a period of 10 years if the product 
at the stage of license application fulfils the orphan drug requirements.

DESCRIPTION This is a recombinant fusion protein linking coagulation factor VIIa with albumin for the treatment of inhibitors in hemophilia A and B. 
A greater than 8-fold increase in half-life was observed in pre-clinical studies.

Factor Xa The Children’s Hospital Recombinant factor Xa Pre-clinical
of Philadelphia

DESCRIPTION The altered shape of factor Xa is intended to make it safer and more efficacious compared to the wild-type factor, but much longer lasting in blood
circulation. This could lead to a new class of bypass therapy for hemophilia.

The Sage Page

Judith DesBrisay 
Quesnel, British Columbia
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A s a woman with an inherited bleeding disorder and a member of the CODErouge
multidisplinary advisory group I am excited about the new CHS national awareness program:
CODErouge | WHEN WOMEN BLEED TOO MUCH. The goal of this new program,
specifically targeted at health care providers and women in the general public, is to identify
undiagnosed women with bleeding disorders and ensure that they have access to appropriate
medical care from health care providers with expertise in bleeding disorders and the specific
issues that relate to women. CODErouge is made possible through the generous support of
CSL Behring.

The Female Factor

To promote this new program, a CODErouge Web landing page has
been developed: www.coderougewomen.ca. This landing page is meant
to be a conduit to the new comprehensive women’s section on the CHS
Web site (www.hemophilia.ca/en/women). This new section offers
comprehensive information about types of bleeding disorders,
symptoms, diagnosis, precautions for pregnant women, and stories from
women who bleed too much. This www.coderougewomen.ca. address
will appear on all CODErouge outreach and promotional material.

Joanna Halliday
Spruce Grove, Alberta

www.coderougewomen.ca
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T H E  F E M A L E  F A C T O R

To assist with the implementation of CODErouge at the
local level each of the ten CHS chapters will be identifying
a woman affected by a bleeding disorder to become the
CODErouge ambassador for her province. Her role will
be to coordinate, in collaboration with her chapter, the
provincial CODErouge outreach and awareness efforts.
CODErouge ambassadors will be sponsored to attend 
the May 25, 2012 1st Canadian Conference on Bleeding
Disorders in Women. They will also participate in a training
workshop on May 26 that will provide them with an
opportunity to gain new skills and resources to assist with
the implementation of CODErouge at the local level. For
further information please contact the CHS.

On May 25, 2012, in Toronto, the CHS will officially launch
CODErouge by hosting the 1st Canadian Conference on
Bleeding Disorders in Women presented by CSL Behring and
supported by Bayer, Biogen Idec, Octapharma and Pfizer.
The one-day conference will be held in Toronto, in
conjunction with the annual meetings of AHCDC, CANHC,
CPHC and CSWHC (please see conference announcement).
In addition to HTC health care providers, the conference
will target obstetricians/gynaecologists, emergency and
family physicians, and affected women with VWD or other
inherited bleeding disorders. The conference will feature
sessions on VWD testing and diagnosis, quality of life, the
management of menorrhagia, childbirth and other bleeding
symptoms, the establishment of multidisciplinary clinics for
women with bleeding disorders and an update on state-of-
the-art research.

Be a part of history by attending the May 25 1st Canadian Conference on Bleeding Disorders
in Women. Get involved by raising awareness about bleeding disorders in women in your
community. Become informed by checking out the new women’s section on the CHS Web site.

We hope to see you in Toronto on May 25!
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My granddaughter Frédérique
was born on March 27, 2010.
What a joy! Her smile has lit
up my life ever since.

However, events shortly after her birth
puzzled her parents and had the staff at
Sainte-Justine Hospital in Montreal
scratching their heads. Frédérique was
born with a number of bruises and when
her umbilical cord was cut, it took time
for her to catch her breath. It was
perplexing, and everyone wanted to
understand what was happening.

Sylvie Marmen, Sainte-Thérèse, Québec

Blood tests were run and other investigations conducted.
Based on these, Dr. Georges-Étienne Rivard surmised that
Frédérique might be suffering from Glanzmann
Thrombasthenia, a rare bleeding disorder. This condition is
caused by a deficiency of a platelet protein needed for the
platelets to clump together. This was the first time we had
heard of this disorder. Dr. Rivard met with Frédérique’s
parents, taking time to explain what the disease is all about,
its severity and the measures to allow Frédérique to lead her
life and avoid or cope with the difficulties stemming from
this bleeding disorder.

In subsequent conversations, Dr. Rivard explained that
Glanzmann Thrombasthenia is genetically transmitted and
that both parents must be carriers of the defective gene for
the disease to be inherited. The scientific literature suggests

that this situation, where both parents are carriers, often arises
when they have ancestors who were blood relatives. He
therefore asked Frédérique’s parents if they were aware of any
blood relatives among their ancestors. Of course, they knew
nothing of the sort and had no way of finding out as their
family trees were incomplete or inaccessible. Dr. Rivard said
that he would have really liked an answer to this question.

As the grandmother, I said to myself that perhaps I might
try to find out a little more about this. I contacted the Société
d’histoire et de généalogie des Pays-d’en-Haut in Saint-

When the branches of your family tree      

F R É D É R I Q U E ’ S  F A M I L Y  T R E E          

Our Stories
Our Stories
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Sauveur and met with Carmelle Huppé. Carmelle explained the main
tools I could use to conduct real genealogical research, told me how
to register research results and insisted on the importance of relying
only on marriage and birth certificates, trusting only information
confirmed by official documents.

She also showed me how to construct a family tree in the form
of a fan chart, making it easy to rapidly consult information collected
about entire families.

I set to work, devoting a great many hours to the task. I learned
much and made discoveries about the two families and the history

of Quebec. I also had to struggle with records written by
hand, some carefully penned and others scribbled. I also
understood that the records were most often written by
priests, who recorded names as they were pronounced by
people at that time, which meant the same names were often
not spelled the same way.

At last, I started to get results. Frédérique’s parents did in
fact have a common ancestor, a man who had had two
consecutive marriages with children from both spouses. In
addition, many of the children from these marriages had died
at a young age. My daughter and her husband were both
descendants of one of these two marriages.

In conducting this genealogical research, I was working
with the idea that I had to get results as quickly as possible
so I could give them to Dr. Rivard. I stepped up the pace of
the work and finally ended my marathon in April 2011.

While I was frantically trying to complete my research,
Dr. Rivard, in the meantime, was testing the blood of the two
parents. The results were surprising, to say the least. Both
parents were indeed carriers of a defective gene that can
cause Glanzmann Thrombasthenia, but the genes derived
from different mutations.

There were two possible explanations: the genes may have
come from a common ancestor but developed in different
ways; or they could be mutated genes that did not originally
derive from a common ancestor. In other words, in
Frédérique’s case it was not possible to confirm any
connection between her suffering from Glanzmann
Thrombasthenia and the blood relations among her ancestors
substantiated by genealogical research.

Despite all the work, there are a number of things I am
happy about. The family trees of Frédérique’s parents are
complete, or almost, right back to the arrival of the first
French colonists in Quebec, and
this information is now
available to Dr. Rivard’s
team. I have a much better
understanding of the
peopling of Quebec and
North America and a much
better appreciation of the
work that historians and
genealogical researchers do.
And to top it off, the family
trees I developed will be there
for Laurence as well, my second
grandchild, born in October.

      connect with your inherited bleeding disorder...

     I N  T H E  F O R M  O F  A  F A N  C H A R T



Planned Giving is a way donors can leave
money/assets to a non-profit organization at their
deaths or a way to invest money so that they
receive benefits during their lives and then
bequeath the remaining funds to an organization.

Planned giving, very simply, is planning now to
make a gift in the future.

This gift is a donation that can be arranged today
through your estate planning or financial plan.
Although your gift will not be available to the
Canadian Hemophilia Society or the Hemophilia
Research Million Dollar Club until sometime in the
future, this form of charitable donation provides a
source of financial security for research and the
valuable programs and services that individuals
and families with bleeding disorders have come to
count on.

so that Benjamin and Nathan can hope for a cure…
Leave a Lasting Legacy

H E L P  U S  P R O V I D E  H O P E  F O R  T O M O R R O W

A legacy or planned gift will ensure that 35,000 Canadians
who suffer from inherited bleeding disorders will benefit
from our programs and research for years to come. When
drafting or changing your will, please remember the
Canadian Hemophilia Society or the Hemophilia Research
Million Dollar Club.

For more information, please call Joyce Argall at 1-800-668-2686 or send an e-mail to jargall@hemophilia.ca.

www.hemophilia.ca

P L A N N E D  G I V I N G :  A  D E C I S I O N  M A D E  T O D A Y ;  A  G I F T  F O R  G E N E R A T I O N S  T O  C O M E

WHAT IS A LEGACY OR PLANNED GIFT?
HOW TO GET STARTED
— GIVE US A CALL: Contact us and we will tell you about the opportunities

that are available for giving, and how your gift will allow us to continue
our work.

— CONSULT THE APPROPRIATE PROFESSIONAL ADVISORS: Your financial planner,
lawyer, accountant or life insurance expert can help you leave a gift.

— TALK TO YOUR FAMILY MEMBERS: Make them aware of your intentions so they
can support the achievement of your charitable goals.

PLANNED GIVING OPTIONS

There are a number of options available to you, and your professional advisors
can help you choose which ones would work best for you and your family:

CASH OR SECURITIES | CHARITABLE GIFT ANNUITIES | GIFT TO HONOUR SOMEONE

GIFT IN MEMORY OF A LOVED ONE | GIFT OF RESIDUAL INTEREST | GIFT OF LIFE INSURANCE

RRSPS OR RRIFS (OFTEN A GREAT TAX ADVANTAGE)  | SPECIAL OCCASION GIVING

BENEFITS

Planned giving will bring you significant satisfaction that comes from
contributing to the future. It can also provide considerable tax and estate
planning benefits to you.


