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T he B ene FACT Rs C lub
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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Word from the editor

François Laroche

Long-acting products or gene therapy?

M

embers of the World Federation of Hemophilia (WFH)
gathered in Paris from July 8 to 12, 2012 for the
organization’s XXX International Congress. This was the
second time the City of Light hosted a WFH congress.
The first was close to 50 years ago, the WFH’s III congress in 1965, a
mere two years after the founding of the organization in 1963.
Between then and now, exceptional progress has been made in the
treatment available for people with bleeding disorders and life
expectancy for people living with these disorders has tripled—at least
in industrialized countries. Much remains to be done, however, to
ensure that everyone across the globe has access to adequate care:
we mustn’t forget that only 25% of the 6.9 million people with
bleeding disorders currently have access to such care, though giant
steps have been made. Congress participation has increased
exponentially since the first Paris congress, from 120 delegates
representing 22 countries in 1965 to a record of over 5,400 delegates
from 130 national member organizations in 2012.
During the five days of the congress, I focused in particular on
sessions dealing with medical and musculoskeletal issues. I attended
several conferences on highly promising long-acting products, others
on just as promising products for the treatment of inhibitors, one
on clinical trials of gene therapy in hemophilia B (which may
revolutionize the treatment of hemophilia) and even one questioning
the use of ice in acute hemarthrosis, challenging well-established
dogma in our community. David Page has written a summary of this
latter presentation by Nichan Zourikian, physiotherapist at SainteJustine Hospital, which you can find on page 18.
What I was looking forward to most, however, was the debate
between supporters of long-acting products and proponents of gene
therapy, with the patients’ point of view as a backdrop. The doctors
who spoke in favour of long-acting products argued this innovative
therapy is based on safe and effective recombinant products that
offer better treatment prospects—as prophylactic doses can be spaced
out or better protection achieved against bleeding thanks to a higher
factor level at the end of the dosing interval. That patients are willing
to enrol in clinical trials is also an asset. Finally, doctors supporting
long-acting products mentioned that gene therapy is being clinically
tested in the treatment of hemophilia B only at present, that we do
not yet know the long-term efficacy of the therapy and that elevated
liver enzymes (ALT and AST) have been noted in patients treated with
gene therapy, though the elevation is probably temporary. The doctors
supporting gene therapy argued it is the first treatment that may
actually cure hemophilia, and cures are rare with hereditary disorders.
They said that a single gene injection using an adeno-associated virus
4 | Hemophilia Today November 2012

vector increases factor IX level from near 0% to about 5%, turning
severe hemophilia into mild hemophilia for a period of at least 18
months. They added that the therapy can be administered repeatedly,
that the effect is reproducible in almost all patients and that clinical
trials with hemophilia A are to begin soon.
In fact, it wasn’t really a debate. What’s important to patients is
being well-informed and having a wide range of treatment options
so they can make informed choices about what works best for them
and can deal adequately with the risks of experimental treatments.
Gene therapy does, however, raise the issue of funding for clinical
trials. Such studies are usually funded primarily by pharmaceutical
companies, which may have little interest in funding trials that could
lead to cures that would considerably shrink the highly lucrative
market for coagulation products. But that’s another story.
This was my sixth congress, and I am more and more convinced
that hemophiliacs have a leadership role to play by enrolling in
clinical trials that can lead to a better quality of life for themselves
and generations to come.

* * *

I

was still in France in the days following the congress
in Paris when I learned the sad news of the death
of John Plater. I was profoundly upset by this
announcement. John was a tireless and devoted activist
who had a huge impact on so many of the issues and
struggles of the CHS and Hemophilia Ontario. Those
fortunate to have spent time with him will remember
his booming voice and laugh, his generosity and his
outstanding people skills. He was easy to talk to and
every exchange was rewarding. He was also a topnotch legal counsellor. You can read a heartfelt tribute
to John on pages 12 and 13 of this issue. Another of
my hemophiliac brothers is no longer with us, but his
legacy will be felt for many years to come. He will be
sorely missed...

Message from the president

Craig Upshaw

It’s all about involvement

I

f you or your child is registered in a hemophilia treatment centre,
you will soon be receiving a letter from your physician
recommending you become a member of your local chapter. This
is part of the CHS membership drive. We hope to build
membership across the country to 2,500 from its current level of 1,700
by 2015. The package will contain not only a letter of invitation; it will
also include information on what the CHS does for people with
bleeding disorders. The CHS supports treatment centres in offering the
best possible care, lobbies governments to ensure access to the most
advanced treatment products at no cost to the end user, funds research
into better care and a cure, provides up-to-date information and peer
support, and raises awareness in the public about bleeding disorders.
While some of these activities go on in the background, many of
the programs and services, especially those offered by the chapters,
require we contact you to make sure you know about them. That’s
the first reason why membership is so important.
The second reason is strength in numbers. The CHS is only as strong
as the force of its volunteers and members. There have been many
advocacy challenges over the 60 years of existence of the CHS; the

future will not be any different. Cutbacks in hospital and government
budgets are a reality. The CHS does not want these financial issues to
affect the quality of the care you or your child receives at clinic. Nor
do we want any limits to access to products in optimal quantity. And
we certainly want to be able to choose the next generation of longeracting factor concentrates as soon as they are approved by Health
Canada.
A strong organization with committed, involved members is key
to maintaining this strength.
A third reason is that we need your support. While the CHS
receives very strong support from the pharmaceutical industry and
thousands of generous donors in the general public, these sources of
funds are slowly decreasing. To remain strong the CHS and its chapters
need the support of those who most benefit from their services:
people affected by inherited bleeding disorders. Financial support of
the CHS and its chapters is, of course, entirely optional.
So when you receive an invitation to become a member of your
chapter, please do so. It will open the door to information and
support. Membership has its privileges… and it’s free.

I

would like to personally thank two physicians who have agreed to serve the
CHS in different capacities. Dr. Alfonso Iorio has been appointed as the CHS
medical advisor. Dr. Iorio is associate professor of Clinical Epidemiology &
Biostatistics and Medicine at McMaster University and director of the McMaster
Hemophilia Centre in Hamilton. Dr. Iorio succeeds Dr. Bruce Ritchie of Edmonton
who very ably served as chair of the CHS Medical and Scientific Advisory
Committee and medical advisor for more than a decade.
Dr. Nancy Dower, pediatric hematologist and co-director of the Dr. John
Akabutu Comprehensive Centre for Bleeding Disorders at the University of Alberta
Hospital in Edmonton, has accepted to chair the Peer Review Committee which
assesses grant applications to the CHS' three research programs. Many thanks to
Dr. Patricia McCusker, who chaired the Peer Review Committee for eight years.
We are extremely fortunate to be able to count on their time and expertise.
Drs. Iorio and Dower are but two examples of the many health care providers
who volunteer for our community.

Dr. Alfonso Iorio

Dr. Nancy Dower

* * *

F

inally, I would like to congratulate two friends (and former presidents of the
CHS) who were elected to the World Federation of Hemophilia Executive
Committee at the General Assembly in Paris in July. Eric Stolte was elected Vice
President Finance. Pam Wilton was elected to one of the two open lay positions.
I am sure they will bring vast knowledge and experience to the WFH and help
the organization towards its goal of Treatment for All.

Eric Stolte

Pam Wilton
Hemophilia Today November 2012 | 5

Community news
C

H A P T E R

S
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Alberta Chapter

Another successful Goldeye Family Retreat for the CHS Alberta Chapter! The theme this year was Halloween and was enjoyed by over
70 members at the Goldeye Retreat Centre in Nordegg, Alberta.

Manitoba Chapter
Manitoba Chapter hosts golf tournament
n September 11, 2012, the Manitoba Chapter held its first fundraising
tournament in ten years at Bridges Golf Course just outside of Winnipeg.
The enthusiastic group of golfers enjoyed a good day on a fabulous course.
Tournament chairman Ingrid Olson noted, “This tournament will help support
direct client services, education and advocacy for all those living with inherited
bleeding disorders.” Thanks to our many sponsors for contributing to a successful
event. Special thanks to the planning committee and all the volunteers who
helped make the day possible. Finally, thanks to Terri-Lee Higgins from
Hemophilia Ontario for sharing their expertise and materials with us.

O

Closest to the Pin winners: Grant and Heather Mills.

Hemophilia Saskatchewan
une brought forth our Annual Family Picnic at Pike Lake Provincial Park. Several families were in attendance, with good food, conversation
and kids jumping in mud puddles as it ended up being a very rainy day! Thank you to Keith and Arlene Bailey for helping organize this event.
On September 9, we participated for the second year in the Queen City Marathon. Thank you to all the volunteers who were able to help staff
at our water aid station and promote our organization to the 4,200 runners who took part in this event.

J
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Toronto and Central Ontario Region (TCOR)
TCOR heads to the zoo for a Passport to well-being session
ast June, 84 TCOR members came out to the latest Families in Touch event to hear Pam Hilliard, physiotherapist at SickKids Hospital, discuss
Destination Fitness. Topics included fitness for joints, mental health and blood flow, safe and unsafe activities, and variables to consider when
signing a child up for a sport. Trevor Reid, a TCOR youth member, provided a positive personal perspective on fencing with a bleeding disorder. It
was great to hear about his experience and passion for the sport.

L

South Western Ontario Region (SWOR)
A proud tradition
s part of this year’s closing ceremonies, Pinecrest Adventures Camp celebrated 20 years of providing
youth with inherited bleeding disorders a safe camp experience. Speakers included: Dick Wijnker,
member of the original camp committee, who talked about how and why the camp became a reality; Leslie
Bauman, who spoke of how her brother John Meyers and nurse Liz Clegg started the camp; Lori Laudenbach,
advanced practice nurse, who talked about her involvement and how camp makes a difference in the lives
of local youth; and Paul Wilton, a camp attendee for 20 years, who shared his memories and why he has
remained involved. We acknowledged past and present sponsors and staff as well as local donors. Everyone
had a chance to view the displays of historical photos dating back to 1992 and many camp T-shirts over
the years. Campers decorated quilt squares during the week, and families made squares to be added to what
will be a great commemorative quilt. On behalf of SWOR, thank you to everyone for their ongoing support
and involvement with Pinecrest Adventures Camp and here’s to another 20 years.

A

Nova Scotia Chapter
Maritime Adventures Camp 2012
ast August, 33 campers and 24 staff took part in the 2012 Maritime
Adventures Camp (MAC). The idea for MAC was developed by Katie
Hines in 2003. Prior to MAC, children with bleeding disorders attended
Camp Goodtime, a camp intended for children with cancer; children
with bleeding disorders were only considered if space permitted. When
Katie had her first child, Brayden, who was born with severe
hemophilia, she felt that he would benefit from having the
opportunity to connect with other children similar to him. She also
hoped that Brayden might learn about his bleeding disorder from
nurses trained to treat children with such conditions. Katie looks back
fondly on the creation of camp and feels it is the third best
accomplishment of her life (next to the birth of her two children!).
Over the years, MAC has allowed youth affected by a bleeding

L

Ryan Kleefman accepts the John Meyers
Award from John’s sister, Leslie Bauman.

disorder the opportunity to connect with peers who understand them
the best. MAC 2012 offered programs such as archery, swimming,
horseback riding, “warrior training”, Halloween, movie night, kangaroo
court, and many more fun adventures.
MAC would not be possible without the many wonderful volunteers
who make the week a success. These volunteers, from the Maritimes
but also from Ontario, include the programming staff (Katie Hines,
Nicole Lake, Jocelyn Kendrick, Diane Cunning and Jackie Mercer),
nursing staff (Betty Ann Paradis, Sue Van Oosten and Abbie
Humpheries) and the counsellors who all help out tirelessly with the
campers.
Maritime Adventures Camp means many things to many people
but most importantly it is one week out of the year when children can
get away, have fun, learn and make lots of new friends! Peter Wilson,
who worked at various camps for over 20 years, said that he likes that
first moment when a child with a bleeding disorder suddenly realizes
that he or she is not alone. And this is what camp is all about!
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CHS JAMES KREPPNER MEMORIAL
SCHOLARSHIP

AND

BURSARY PROGRAM

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 2012, the CHS was pleased to award $5,000 scholarships / bursaries to six outstanding applicants.

I

The award categories are as follows:
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 2012 CHS James Kreppner Memorial

A CADEMIC S CHOLARSHIP R ECIPIENTS
Meagan Bordi, Dundas, Ontario

I

graduated from Highland Secondary School with honours as an Ontario scholar. I am attending McMaster
University this fall working towards a degree in Life Sciences and hopefully an Origins Research Specialization.
It is an honour to have been awarded the CHS James Kreppner Memorial Scholarship, which will aid me in
achieving my goal of pursuing a career in medicine.
I have been living with type 3 von Willebrand disease all my life and have had many ups and downs throughout
the years. I truly believe that having this disease has made me a stronger person and has shown me that I cannot
take anything for granted in this life. Take what you have and make it the best you can. As Eleanor Roosevelt said,
“It is better to light a candle than to curse at the darkness.”

Nick Czeryn, Winnipeg, Manitoba

I

am a graduate of Mennonite Brethren Collegiate Institute and am attending Canadian Mennonite University
(CMU) during the upcoming year. I have chosen to pursue a Bachelor of Arts with a major in psychology
accompanied by a number of science-related courses. After this degree is completed I hope to enter medical
school at the University of Manitoba. My decision to become involved in the medical field has been greatly
influenced by the fact that my father has hemophilia. My experience with the hemophilia community has inspired
me to become involved in helping those with bleeding disorders as well as the general public. Eventually I hope to
have a lasting impact on those who suffer from genetic conditions.
Along with my schooling I am also involved in a number of extra curricular activities. I am playing on the CMU
soccer team and continuing involvement with my church as a Sunday school teacher. I will work hard to balance
the different areas of my life in order to achieve and maintain the high standards necessary for a student interested
in pursuing medical school.

Alexander Little, Calgary, Alberta

I

graduated from the University of Victoria with a Bachelor of Arts and majored in English. I have just started my
second year of law school at the University of Windsor. During my first year, in addition to my courses, I spent
at least three hours a week volunteering at a community legal aid clinic and worked face to face helping clients.
This summer I studied law in Kuala Lumpur, Malaysia, through an exchange program.
I have severe hemophilia A and while in Malaysia, I became very conscious of how to travel and live abroad
while having a bleeding disorder. I have travelled in the past and contributed to a Canadian Hemophilia Society
module entitled, Bon Voyage! Travelling with a Bleeding Disorder. I believe that it is very important that
hemophiliacs feel comfortable and, with enough desire and preparation, I know it is possible to have tremendous
experiences that at first seem daunting for someone with hemophilia.
The support of my family and the hemophilia community has been incredible and I am grateful for this
scholarship to put towards my law degree.
8 | Hemophilia Today November 2012
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B URSARY R ECIPIENTS
Samuel Leon, Scarborough, Ontario

I

was diagnosed with severe hemophilia A late in my childhood while living in Haiti, a country where
treatment for hemophilia is non-existent. I survived with the help of anti-inflammatory medication until
I moved to Canada in my early twenties.
I finished high school and completed my bachelor degree in Business Administration. I recently graduated
from the City Adult Learning Centre and I am currently attending George Brown College in Toronto where I
am studying Business Administration/Accounting. I have chosen this field because I already have a degree in
business and want to become a Certified Public Accountant. I completed my first year and am on my way to
achieving that goal. With my degree I hope to be able to help people with bleeding disorders, especially those
in poor countries like Haiti. I may not be a doctor in medicine but I could certainly help with establishing a
hemophilia treatment centre in that country. I would like to thank the Canadian Hemophilia Society for their
unwavering support to help people with bleeding disorders achieve their goals.

Rachel Wright, North River, Nova Scotia

I

graduated in June 2012 from Cobequid Educational Centre, Truro, Nova Scotia. I am now attending
Dalhousie University in Halifax, Nova Scotia, in the Bachelor of Science (Kinesiology) program. I would
eventually like to continue my studies and become a physiotherapist and work in a hospital setting,
hopefully with children.
I was diagnosed with a bleeding disorder when I was 18 months old and started attending a week-long
camp for children with bleeding disorders when I was seven years old. I am now 17 years old and look forward
to many years of giving back to the bleeding disorder community as a volunteer. I wish to sincerely thank the
Canadian Hemophilia Society for its support.

M ATURE S TUDENT B URSARY R ECIPIENT
Sean Buzash, Saskatoon, Saskatchewan

A

s a child it was a dream to turn a passion for skateboarding into a career. After finishing high school,
with meagre savings as seed money and a lot of youthful enthusiasm, a friend and I established our
own company. After fourteen years I left the business feeling the need for new challenges.
Since that time I have held various positions in the heavy construction industry. Building on what I have
learned, and with a strong desire to positively impact the world we live in, I am now pursuing a career in
environmental science. This fall I began attending Selkirk College in Castlegar, British Columbia, enrolled in
the Integrated Environmental Planning program.
Finding out as an adult that I had a factor XI deficiency was unexpected but not surprising. While it hasn't
changed my day to day life, it has made me a more responsible and well prepared person; attributes I hope
will help me as I begin my studies as a mature student.
I would like to thank the exceptional staff at the Saskatoon Royal University Hospital Bleeding Disorders
Program and the Canadian Hemophilia Society for all their support in my endeavours.

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, 2013.
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Cycling 6,000 km to raise funds and awareness
n July 27, 2012, Matthew Maynard (right), regional service coordinator for
the South Western Ontario Region (SWOR), greets cyclist Barry Haarde, a
46-year-old from Texas, who is the first person with hemophilia and HIV to ride
across the United States, raising funds for Save One Life.
Save One Life matches children and young adults who have hemophilia in
the developing world with
sponsors in the United States
to help defray the financial
costs of living in poverty with
a chronic, life-threatening
disorder.
Starting in Oregon on
June 17, Barry rode 50 days to
successfully dip his wheel in
the Atlantic Ocean in New
Hampshire on August 6.
Both Matthew and Barry
have faced the challenges of
being affected with severe
hemophilia as well as having
been contaminated with
tainted blood products. For
Matthew, it was very special
to meet someone who has
overcome so much and shows
this kind of determination no
matter the obstacles found on
his path. A truly inspiring
encounter! – C.R.

O

Congratulating two deserving
staff members!

his year, the CHS is proud to present two very
deserving staff members with a special recognition
for their dedicated years of service.
On June 2, the CHS Board of Directors recognized
David Page for his ten years of outstanding service
focused on advocating for care and treatment and a
safe blood system.
Michel Long was also recognized on September 20
for his five years of outstanding work with the CHS and
the people it serves.
Thank you both for your dedication to the CHS over
the years. – H.B.

T

Pfizer’s Take a Break contest: great contest, great prize, great winner!
n September 8, 2012, Pfizer crowned the winner of its Take a Break contest which was hosted on the CHS facebook page from July 11 to
August 8, 2012. The winner, who received the most votes on facebook for her photos of how she takes a break, is Stacey Barrie from
Nova Scotia.
In the picture, receiving their prize, are Stacey and her family (left) and, on behalf of the Nova Scotia Chapter, its president Dianna Cunning
and David Page, executive director of the CHS (right). Also in the picture is Nicolas Gagnon (centre) from Pfizer. – C.R

O
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Dental care for people with bleeding
disorders – What you need to know
eople with bleeding disorders need the same preventive
dental treatment as everyone else. With this is mind,
the Canadian Association of Nurses in Hemophilia Care
(CANHC) has just published a new educational resource
presenting the basic guidelines on how to recognize and
cope with dental problems. Please ask your treatment centre
nurse coordinator for a copy or contact the CHS national
office. – C.R.

P

DENTAL CARE
FOR PEOPLE WITH
BLEEDING DISORDERS
WHAT YOU NEED TO KNOW

Upcoming Events

NEW RESOURCE
Canadian Hemophilia Society
▪ May 23-26, 2013 – Rendez-vous 2013 in
Winnipeg, Manitoba.
Hemophilia Saskatchewan
▪ December 2012 – Family Christmas Party in
Saskatoon.
▪ January 2013 – North region social activity.
▪ February 2013 – South region social activity.
▪ March 2013 – Linger Longer Day, AGM and
educational sessions in Saskatoon.
Manitoba Chapter
▪ December 2, 2012 – Volunteer Appreciation
Party.
▪ March 8, 2013 – Gala Dinner of Culinary
Inspirations, fundraiser celebrating 10 years of
fine food and friends.
Toronto and Central Ontario Region (TCOR)
▪ Late November/Early December 2012 – Two
in One: Come out to our first-ever combined
Camp Wanakita Registration/Families in Touch
(FIT) Holiday Party.
▪ February 2013 – Join our Ageing with a
Bleeding Disorder workshop and learn useful
tips on coping with a bleeding disorder as years
progress.
▪ March 2013 – TCOR’s second 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.

CODErouge

2012

Webcast available
ast May, CODErouge 2012, the 1st Canadian
Conference on Bleeding Disorders in Women,
took place in Toronto. A Webcast of the conference
is available for viewing. To watch the different
sessions of CODErouge 2012, please go to
www.hemophilia.ca/en/women and click on each
of the sessions you wish to view. – C.R.

L

South Western Ontario Region (SWOR)
▪ December 1, 2012 – World AIDS Day. Vigil
participation in London and Stratford, Ontario.
▪ November 23 to December 7, 2012 – Festive
Pots, Wreaths and Swags, our annual fundraiser
throughout the region in Windsor, Chatham,
Stratford and London.
▪ March 2013 – Regional Annual Meeting and
education sessions.

Deadline for the CHS National Awards’ nominations
The deadline to submit nominations for the CHS National Awards is January 31, 2013. The awards will be presented next May at
Rendez-vous 2013 in Winnipeg. For further details about the National Awards Program or to obtain copies of the nomination
form, please visit the CHS Web site at www.hemophilia.ca/en/about-the-chs/to-volunteer/volunteer-awards. - H.B.
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The CHS lost a
giant and a friend
J OHN P LATER
THE FOLLOWING ARE MESSAGES
EXPRESSING FRIENDSHIP AND
CONDOLENCES AFTER JOHN’S PASSING...

 My hemophilia family got smaller.

Time to say goodbye to a friend, mentor
and inspiration: farewell John Plater.
I’m honoured to have been able to
work alongside you and learn from you.
- Emil Wijnker, Ontario

 We have lost one of our finest.
Rest in peace my friend.
- Mike Beck, Ontario

 John showed me what it means to be

a man. Bravery, integrity, honesty,
compassion, generosity, humility. I was
lucky to know him. I miss him.
- Dr. Bruce Ritchie, Alberta

 I am deeply saddened by this news.

I believe he is in good company with
James (Kreppner); may they both be
at peace.
- Lorna Tessier, Canadian Blood
Services

 Our hearts are heavy. We have all lost
a very dear colleague and friend.
- Bill & Carrie Mindell, Ontario

 John was a remarkable man; his

devotion to the cause of bleeding
disorders was exceptional. He was
a mentor, role model but more
importantly a friend to many of us.
I feel privileged of having worked so
closely with John over the years.
We will miss his sense of humour and
kind heart.
- Hélène Bourgaize, CHS staff

 I have fond memories of John from

when I worked with him on the CHS
Program Committee. He was a
formidable champion for people with
hemophilia in Canada, and this is truly
a significant loss.
- Greig Blamey, PT, CHT, Manitoba
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O

n July 28, 2012, Canada lost a tireless advocate and champion for
human rights. We are deeply saddened by the passing of John Plater,
a longtime friend and dedicated volunteer of the Canadian
Hemophilia Society (CHS). John passed away from complications caused by
HIV and hepatitis C. He was 45. The CHS wishes to extend our deepest
sympathies to his wife, Karen, to his mother and sister, as well as his many other
family members and friends. He will be greatly missed.

For over two decades, John volunteered his time and skills to the CHS and worked tirelessly
on behalf of people with bleeding disorders but also on behalf of Canadians who became
infected with HIV and hepatitis C through contaminated blood or blood products. Indeed, his
contribution to a safer blood system is a legacy to all Canadians.
At the age of 24 he became the youngest president of Hemophilia Ontario and also became
a member of the CHS Board of Directors, which he served for nearly 15 years. He referred often
to his hemophilia volunteer work as his “second career".
John was instrumental from 1991-93 in the push to achieve compensation for individuals
infected by HIV through the blood system, which culminated in the Multi-Provincial/Territorial
Assistance Program. It was during this period that the federal government, at the urging of
John and other advocates from the CHS, instituted a public inquiry on the blood system, with
Justice Horace Krever as Commissioner. John played a prominent role in submissions to the
Commission of Inquiry, which ultimately recommended a reform of the blood system and a
no-fault compensation scheme for those injuries caused through the blood system. Eventually,
this work also resulted in compensation for people with hemophilia and all other Canadians
infected by hepatitis C through the blood system. The initial 1986-1990 Hepatitis C Settlement
Agreement covered almost all Canadians with bleeding disorders, but John continued to
advocate on behalf of those Canadians left out of the settlement. In 2006, with the Pre1986/Post-1990 Hepatitis C Settlement Agreement, compensation was extended to all
Canadians infected by hepatitis C through the blood system.
John’s wife, Karen, stated during a radio interview: “John didn’t really become angry or bitter
about being infected with this, but he said ‘How can I make life better for people who were
infected and how can I make sure that this never happens again?’" Karen also recalled that John

T R I B U T E

often said, "Anyone who is infected with HIV or hepatitis C is a victim. Anyone who has
to deal with this disease has all the same issues. It doesn’t matter how we’re infected—
we’re all people and we all have rights and we all have lives that we want to live.”
Karen also shared the following: “John always put other people before himself. He
was driven to care for people and to live life to the fullest. No matter what he was
doing, no matter what was going on, he cared about individual people. Lots of people
saw him working doing media releases, working on different committees, working at
government levels, but I also saw him working in his community. (...) We always said
that we needed to love hard, to play hard and to work hard and we tried to do them in
that order. Sometimes, we mixed up the play hard and work hard; I remember that many
vacations were delayed as he was working on papers for his different committees or
preparing material for a case or whatever. But, we never mixed up the love hard.”
Over the years, whenever the CHS needed an effective public advocate and
spokesperson, or representative on a high-level committee, it turned more often than
not to John because of the well-earned confidence that he would effectively represent
the CHS and the interests of people with bleeding disorders.
With John’s passing, the CHS has lost a brilliant advocate, a champion for human
rights and a tireless volunteer, but most importantly, we have lost a dear friend who
will be profoundly missed and remembered. – C.R.

T O
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 John was a true leader and a gentleman. I know

he and James keep looking out for each other in
the next life.
- Antonia “Smudge” Swann, Ontario

 John had a remarkable way of motivating

others to reach beyond their limitations, to
think better, to work harder, to expect more and
to always, always give nothing less than their
best.
- Pam Wilton, Ontario

 Truly saddened by his passing, He enriched so
many – a life well lived!
- Eric Stolte, Ontario

 John was a giant. He is gone but every time a

difficult issue arises, I will imagine the words
that would have boomed out of his mouth and
he will continue to provide wise counsel.
- David Page, CHS executive director

 A man who played his cards so well in spite of
the terrible hand he was dealt.
- Paul Cochrane, Ontario

 I first met and worked with John in the early

90s and his energy was contagious. A passionate
soul who gave 110% to whatever he undertook
and who brought out the best in each of us.
- Joyce Argall, CHS staff

 I was so shocked and saddened by this news…
what a loss for our hemophilia community!
- Sherry Purcell, RN, Ontario

 I feel privileged to have met John. My thoughts
are with his family and many friends.
- Kathy Lawday, Ontario

 We will miss his energy and strong

commitment. He leaves behind a legacy that will
be hard to match.
- Michael Whelan, British Columbia

 It was an honour to work with him. It was great

to see him smile, joke and encourage all the
time. His loss is huge for the hemophilia society.
May his soul rest in peace.
- Manisha Ramrakhiani, Ontario

 So sad to hear that we lost one of our

hemophilia friends.
- Ryanne Radford, CHS National Youth
Committee co-chair, Alberta

 It was such a privilege to have worked with

John to organize the HIV and the Blood System
Symposium in 2006 when I experienced
firsthand his outstanding leadership,
compassion and dedication to improving the
lives of people living with HIV in Canada.
- Clare Cecchini, Montreal

 We have lost more than just a man, we have
lost an icon for the hemophila society.
- Stacey Johnson, Alberta
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Optimism reigned at
WFH Congress 2012
David Pouliot, Montreal, Quebec

T

he World Federation of Hemophilia (WFH) has once again pulled off an impressive feat, bringing together
for its International Congress not only experts in diverse medical fields and pharmaceutical companies but
patients as well. It is my understanding that it is very rare for these three groups, so different from one
another, to work together hand in hand as we do. The international hemophilia community seems to be filled
with extremely warm and intelligent people.
Never have I left a congress feeling so optimistic. Already in
January of this year, we knew that real breakthroughs had been
made in England by Dr. Edward Tuddenham and his team towards
a definitive cure for hemophilia B. At the congress, Dr. Tuddenham
announced his latest results: after six months, the six patients
treated with his innovative gene therapy were maintaining a
factor IX level of 1 to 6% (moderate hemophilia), whereas prior
to the treatment all had
severe hemophilia (factor IX
level <1%). Though we’re not
talking about a complete
cure, I’m sure you’ll agree the
improvement is tremendous.
There are still things to be
worked out with this therapy,
but as far as I am concerned,
we are no longer in the realm
of science fiction when we
The Quebec Chapter at Congress. From
speak of a cure. A hallway
left to right: David Pouliot, Sébastien
Bédard, François Laroche and Mylene D’Fana. discussion (and there were
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many, as you can imagine) also made me aware that we can expect
a similar discovery of a “cure” for hemophilia A in the near future.
Another reason to celebrate... treatments for hepatitis C
continue to improve. We will soon be seeing treatments that don’t
require interferon, with its many devastating adverse effects.
Anyone, like myself, who is lucky enough to be able to wait for a
new treatment that will be less difficult to take should also be able
to expect that this new product will be accessible to him.
In terms of international cooperation, the WFH is working to
introduce a new business model for pharmaceutical companies. As
we know, the products we use to treat hemophilia are available only
in the world’s richest countries. By cutting prices for their products,
the world’s big pharmaceutical companies would have access to a
much larger market. Sales would go up as a result and profits would
be maintained. A win-win situation for everyone. Treatment for All
is and remains the key slogan of the WFH.
These were the three things that impressed me most. However,
I have a little notebook spilling over with notes jotted down
throughout the congress. Please don’t hesitate to ask me to talk
more about the congress when you see me!
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Gaining knowledge at World Congress
Ryan Kleefman, Strathroy, Ontario

I

could hardly believe it when I got the call. Days started counting
down. Plans were finalized. Then it finally sank in – I was going
to Paris for the World Federation of Hemophilia World Congress.
Through various speeches given at Congress, my eyes were
opened to the situations many individuals affected by hemophilia
live in around the world. Approximately 75 per cent of those
affected by bleeding disorders do not have access to the necessary
medical care that they require. WFH President Mark Skinner spoke
often about this topic, mostly in conjunction with the Global
Alliance for Progress (GAP) program and Close the Gap campaign.
These programs focus on reducing the number of people who do
not have access to essential care to treat their bleeding disorders.
They have been successful in helping increase the number of people
identified and diagnosed as well as helping increase the survival and
treatment of children with bleeding disorders in developing
countries around the world.
Researchers and doctors gave revealing insight into various
topics surrounding bleeding disorders. Nichan Zourikian (SainteJustine Hospital in Montreal), spoke on the use of ice in acute
hemarthrosis, stating that local cooling may actually impair
hemostasis, backing this assertion with many research articles*.
Victor Blanchette (Hospital for Sick Children in Toronto) lectured
on the topic of personalized prophylaxis which fine tunes each
patient’s prophylactic schedule to their own factor half-life, thereby
optimizing the therapeutic benefit. Jan Astermark’s symposium
(Malmö University Hospital in Sweden), on the prediction and
prevention of inhibitors, laid out the process by which inhibitors
may form, and gave a dramatic approach to avoiding the
development of inhibitors. Perhaps one of the most amazing topics

was gene therapy for the treatment of monogenic bleeding
disorders. David Lillicrap (Kingston General Hospital) and Edward
Tuddenham (Royal Free Hospital in London, U.K.) both gave sessions
which outlined the advances in gene therapy for hemophilia B,
giving hope that a cure is now closer than ever.
Outside of the scientific realm, various speakers led sessions
which outlined issues in ageing, dealing with diagnosis, the effects
of bleeding disorders on individuals and their families, current
situations in various countries, tips on advocating for care, and so
on. Pam Wilton, past-president of the Canadian Hemophilia Society,
spoke about how her family dealt with the diagnosis of her son,
Paul, and as an individual indirectly affected by hemophilia. Paul
himself also spoke on the importance of hemophilia nurses at
summer camps as well as issues that young adults with bleeding
disorders face.
I was able to gain much knowledge, filling many pages of my
notebook. This knowledge will be of vast use to me whether I am
volunteering at Pinecrest (a camp for children with bleeding
disorders in Ontario), serving on various committees and councils
in the bleeding disorder community or simply speaking with peers
outside of the bleeding disorder community about hemophilia.
Congress was a huge success. Being able to take part in this
event with over 5,000 participants from more than 120 countries
was an amazing opportunity. My many thanks go out to the
numerous organizers and volunteers at this event for the excellent
job they did, as well as to the CHS for sending me there.
* EDITOR’S NOTE: Read related article in current issue on page 18: Should Ice be
part of RICE? by David Page.
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World Congress in Paris: much emotion, many discoveries
Sébastien Bédard, Boucherville, Quebec

T

he XXX International Congress of the World Federation of
Hemophilia (WFH) took place in Paris, July 8 to 12, 2012. This
was my first WFH world congress, and I have to say, I found its
scope and professionalism truly impressive. Over 5,400 delegates
attended this year’s congress, breaking all records.
During the opening ceremony, congress organizers launched the
50th anniversary celebration of the WFH. As a Canadian, I was proud
to hear that the founder of the WFH was Frank Schnabel, a
hemophiliac from Montreal, and that its offices are located in
Montreal. Much progress has been made in care available to people
with bleeding disorders over these last 50 years. Here in Canada, we
are very privileged to have access to the best treatment and the latest
technological advances. Sometimes, it is easy to imagine that
hemophiliacs across the globe can obtain the same care as we have
here, but this is far from the case. We saw an extremely moving video
about the lives of hemophiliacs living in Africa. Honestly, I was
devastated by what I saw and I now appreciate more than ever having
been born in Canada. The purpose of the Close the Gap fundraising
campaign is to help all people living with bleeding disorders obtain
care like we have here. During the congress, about $40,000 was raised
by delegates and WFH patron Jan Willem André de la Porte
contributed another $80,000, for a grand total of $120,000.
I originally wanted to attend the congress to tap into a rich
source of information—about rare bleeding disorders in particular,

as I write a column for the Rare Bleeding Disorders Corner of the
Quebec chapter newsletter. I was not disappointed, as I was able to
hear a number of fascinating presentations that helped me learn
and understand many things that will be most useful for upcoming
articles. I was especially interested in the sessions where doctors
presented posters summarizing their studies, as these provided an
opportunity to talk directly with these specialists. Helpful as well
were the stands manned by pharmaceutical companies, where
information on new medications was available.
Throughout the congress, I had the feeling that the hemophilia
world is moving forward at a brisk pace—new treatments, new
long-acting drugs and even gene therapy. The next few years will
be very exciting, as we can expect numerous scientific breakthroughs.
A number of volunteers, as well as employees of the CHS, worked
tirelessly to have the 2016 WFH Congress held in Montreal. Miami
and Montreal were the finalists, but unfortunately Miami was
selected to host the congress in a vote held during the WFH’s annual
meeting. Perhaps another time!
And what can I say about Paris, this magnificent city with its
priceless historical heritage. Everything was perfect—the
presentations, the cultural events, the choice of site, the services
offered, etc. I congratulate everyone at the WFH for making this
congress such a success. I also want to thank the Quebec Chapter
of the CHS for giving me the opportunity to take part in this event.

WFH president calls for paradigm shift in care
David Page, CHS national executive director

I

n his final address to Congress delegates, after eight
years as WFH president, Mark Skinner threw down
an ambitious challenge: create a new paradigm in
care for people with bleeding disorders based on
dramatically increased access to therapies and vastly
improved treatment.
Mark highlighted the growth of the WFH from 12
countries at its foundation in 1963 to 122 countries,
representing 95% of the world’s population, at the
Paris meeting this summer. He traced the progress in
treatment products from plasma in the 1950s to the
discovery of cryoprecipitate in 1965 to the
introduction of factor concentrates in the 1970s,
through the tragedy of blood-borne pathogens in the
1980s and on to safe therapies, both plasma-derived Mark Skinner
and recombinant, in the 1990s. Mark described the development
of multidisciplinary comprehensive care, first introduced in the U.K.
in the 1950s, a concept that soon spread throughout the developed
world. He cited some of the recent progress in care and diagnosis.
The number of people identified with hemophilia increased from
105,000 in 2002 to 164,000 in 2011. The per capita use of factor
VIII, a key indicator, has risen from 0.8 IUs per capita of population
to 1.4 IUs in less than 10 years. (Canada is at 5.5 IUs per capita.)
Nevertheless, huge problems remain. The number of people
with all types of bleeding disorders stands at only 260,000, a far
cry from the estimated 6.9 million people symptomatic in the
world. More than 75% of the factor concentrates are used by
only 15% of the world’s population. More than 40% of countries
report that their main therapy still consists of fresh frozen plasma
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and cryoprecipitate.
Mark Skinner stated that we are on the cusp of a
new generation in care. Biosimilars, virally-inactivated
cryoprecipitate, longer-acting factors and even gene
transfer are appearing over the horizon. But will
there be access so that the WFH dream of Treatment
for All becomes a reality?
Since the introduction of factor concentrates 40
years ago, Mark maintained, we have lived in a world
of scarcity and high prices. Recombinant technology
has changed that. There is no insurmountable barrier
to vastly increased production. He called for a
paradigm shift to a new 21st century business model
based on high volume of production and low margin
of profit, rather than the current situation of low
volume and high profit.
Only in this way, Mark argued, will governments, especially in the
more impoverished countries, be able to meet their responsibility of
providing care for all their citizens. Only in this way will patients in
the developed world be able to move beyond prophylaxis protocols
that target 1% factor levels, a standard that research is increasingly
showing as inadequate to preserve joint health over a lifetime. Why
not 3% or 5% or even 15% when normal is 50 to 150%?
Mark concluded that the WFH, its member organizations,
patients and caregivers must pursue optimal individualized
treatment regimens and aspire to full integration into society.
Quite the challenge!
EDITOR'S NOTE: Mark Skinner’s full presentation can be viewed as a Webcast at
wfh.org.

Vhlunteer File

Ashley Tolton
Chair, National Chapter Relations Committee

Inspiration to get involved

R

aja Ammoury-Alami is mother to three boys, two with hemophilia. Her middle son was
diagnosed with hemophilia at three months of age and she has been an active volunteer
with the CHS ever since. Raja and her family recently attended the World Congress of
Hemophilia in Paris; she shares her reasons for volunteering and how her time at the congress
has rejuvenated her volunteering spirit.
When her son was diagnosed with
hemophilia while the family was
living in Jordan, Raja wanted to
connect with other parents so she
started her own support network
by posting her name up at the
hospital. “As any concerned parent,
I started collecting information
about the treatment and what to
do on a daily basis or in case of
emergency, but that was not
enough, I needed more,” she says.
Raja looked for ways to connect
with other families, hear their
stories and how they overcame
obstacles. She found it was
beneficial to get to know other
families going through the same
experiences, and soon realized that
there was a whole community
going through the same hurdles she and her family faced every day.
“I was not alone. The empowerment and rewarding feeling I had,
once I got involved, was amazing.”
Over the years, wherever they lived, Raja continued to get involved
in local hemophilia groups. She is currently a CHS volunteer in the
Ottawa and Eastern Ontario Region and delegate with Hemophilia
Ontario, and member of the CHS Board of Directors. Raja says the
social and emotional support gained through her contact with other
families with hemophilia stimulates her passion to volunteer and
share with others. She also feels she has a great responsibility to
continue to make things better for the bleeding disorder community:
“I want a better place for my kids when they grow up, I want to make
a difference, and I want to be part of the change.”
At the World Congress Hemophilia in Paris, she enjoyed learning
about the latest research, technologies and practices in the world of
hemophilia from health care professionals, educators and other parents
dedicated to making life better for people with hemophilia and their
families. Meeting and knowing people around the world who are
working for the same cause is inspiring – this, along with the real sense
of belonging and being part of a global family, was a highlight
of the congress. She came away with a stronger sense of commitment

to the cause. “Volunteering is
helping to make things better,”
she notes, and is a means for
her to offer help where it is
needed and help families find
areas where improvements can
be made at home.
Living with hemophilia is
a central part of Raja’s and
her family’s life, and so is
volunteering to improve care
and quality of life for others.
Her message to everyone is
that regardless of how small
or large your contribution
might seem – get involved.
“It all counts and makes a real
difference in someone’s life,”
she says, adding that each
individual contribution is
important to help improve life for people with bleeding disorders
and their families. Seeing all the others out there making a
difference, especially in countries that have far less in terms of
treatment and support than Canada, has spurred her continued
dedication to her volunteering for hemophilia. She concludes, “I call
to all patients, parents and families: do not underestimate what you
can contribute.”
* * *
ow let me introduce myself. My name is Ashley Tolton, a
volunteer with the Manitoba Chapter and new chair of the CHS
National Chapter Relations Committee. I am looking forward to my
new role and working with this committee of great volunteers from
across Canada, as we work to provide support to our chapters and
improve quality of life for all people living with inherited bleeding
disorders. I look forward to highlighting in this column the great
work of volunteers across the country.
A big thank you is in order to Marion Stolte for her leadership as
chair of this committee over the past six years. Fortunately, Marion
will be staying on as a committee member; therefore we will continue
to benefit from her commitment to supporting our chapters and our
work as we move ahead in our goals. Thanks, Marion!

N

Hemophilia Today November 2012 | 17

Medical news
The Nurses’ Station

Hemophilia nurse coordinators are learning “MI”
Dorine Belliveau, RN, nurse coordinator, Hemophilia Clinic, Horizon Health Network, Moncton, New Brunswick

Y

ou may have heard the words “motivational interviewing” in
recent months. This new concept is being introduced to nurses
and other comprehensive care team members in Canadian
hemophilia treatment centres, but has been used with success for
about a decade in other chronic health conditions such as diabetes
and cystic fibrosis.
Motivational interviewing (MI) used in the health care setting is a
person-centred way of interviewing patients with the goal being to
help them make individual changes towards improved health
outcomes. In the “spirit” of MI, the nurse coordinator invites the patient
to decide how the interview will flow, gently reflects on the positive
words spoken by the patient, and shows a genuine interest and curiosity
toward the patient’s feelings and attitudes about change. Sometimes
the nurse coordinator will ask the patient about the “upsides” and
“downsides” of change. At the same time, the nurse and the patient
may examine the positive and negative aspects of continuing the same

behaviour. The patient can then decide how confident he/she is about
being able to change and maintain the new behaviour.
As a nurse coordinator in a hemophilia treatment centre with
many years of experience, I sometimes find myself in situations
where I feel that a patient I am caring for does not have optimal
health because of the way he/she manages his/her bleeding
disorder. I have found myself in the “expert trap” referred to in
motivational interviewing literature, wherein I would try to
convince patients that a change in behaviour would be in their best
interests. I would give long explanations, show pictures, and hand
out printed materials, never asking them if they were interested in
what I was offering. I was the expert and it was my job to give them
all the information that I felt they needed.
Motivational learning has helped me come to learn that it is not
all about me – it is all about the patient! And this is changing my
way of interacting with patients in clinic.

Should Ice be part of RICE?
David Page, CHS national executive director

N

o, not according to a review just published in Haemophilia
by a team of researchers, including Nichan Zourikian and
Dr. Georges-Étienne Rivard, respectively physiotherapist and
clinic director at the CHU Sainte-Justine in Montreal.
RICE (rest, ice, compression and elevation) have long been
recommended, along with factor replacement therapy, to treat joint
and muscle bleeding in people with hemophilia. The theory was that
ice would cause blood vessels to constrict, thereby slowing bleeding.
This new peer-reviewed paper, however, raises questions about the
efficacy of ice in slowing or stopping bleeding. Indeed, it suggests
that the application of ice could impair the coagulation process and
make bleeding worse.
The researchers state: “There is lack of evidence within the general
literature indicating a beneficial effect of ice on clinical outcome
after acute soft-tissue injury.” They go on to write: “The use of ice
may pose a risk in a person with hemophilia (PWH) due to its effects
on the coagulation system and platelet functions, thereby impairing
hemostasis. While this effect might be less relevant in the general
population in whom the hemostatic mechanism is intact, it may be
very important when treating PWH.”
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The researchers cited studies showing that the temperature inside
the knee joint is reduced, depending on the duration and technique
of ice application, from the normal 37ºC to anywhere from 20 to
30ºC. Other studies in people without hemophilia (and a very small
study in people with hemophilia) as well as animals have shown
longer bleeding times when the skin surrounding the hemorrhage
was exposed to cold. In other words, hemostasis takes place best
at body temperature. Application of ice can be tempting, the
researchers note, as cooling of the joint can temporarily reduce pain.
They conclude: “In PWH, with hemarthrosis, the use of ice appears
to have a greater risk than benefit. Therefore, ice application in the
treatment of acute hemarthrosis should be questioned. Additional
studies are needed, specifically in the field of bleeding disorders to
provide high-quality evidence surrounding the potential risks
associated with ice in PWH with hemarthrosis, whether there exists
any net, beneficial effect of ice, and to better define the role of ice
in clinical outcomes for this population.”
A. L. FORSYTH, N. ZOURIKIAN, L. A. VALENTINO and G. E. RIVARD. Haemophilia (2012),
1–8 | The effect of cooling on coagulation and haemostasis: Should “Ice” be part
of treatment of acute haemarthrosis in haemophilia?
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Michel Long, CHS national program manager
and Dr. Elena Vlassikhina, volunteer collaborator
 Liver cancer risk may be reduced by vitamin E
High consumption of vitamin E either from diet or vitamin
supplements may lower the risk of liver cancer, according to a new
study published in the Journal of the National Cancer Institute.
www.medicalnewstoday.com/releases/247935.php
 Vitamin B12 may boost hepatitis C treatment
In a new Italian study, previously untreated patients with HCV who
received vitamin B12 along with the drugs pegylated interferon and
ribavirin were more likely to have undetectable levels of virus at 24
weeks after stopping treatment compared to patients who did not
receive vitamin B12. Investigators say adding B12 to standard therapy
may boost the body’s ability to fight the virus.
www.webmd.com/hepatitis/news/20120717/vitamin-b12-mayboost-hep-c-treatment-response
 Hepatitis C vaccine breakthrough
Hepatitis C has a great ability to change its structure and evade the
immune response, making it hard to develop a vaccine and vaccinate
against different HCV strains. But a new vaccine candidate developed
by Australian researchers shows potential; the vaccine only contains
the most essential, conserved parts of the viral surface protein, so it
works on a variety of strains. Once developed, it could be the first
preventative vaccine for the virus.
www.sciencealert.com.au/news/20121408-23657.html
 French research gives scientists hope of ‘functional cure’ for
HIV
A French study has found that a small group of patients were able to
stop taking HIV drugs without any resurgence of the virus in their
bodies. It is one of several studies that have boosted hopes not of a
total cure for HIV, but of what is being called a 'functional cure'
because the virus remains in the body at very low levels but does not
cause disease and the patient is able to stop taking medication.
www.guardian.co.uk/society/2012/jul/26/french-study-scientists-hiv
 Hepatitis C treatment may improve liver fibrosis even without
a cure
Experiencing a large decrease in HCV viral load after starting
interferon-based therapy has been associated with reduced liver
inflammation and lower risk of fibrosis progression, even among
patients who did not achieve sustained virological response,
researchers reported in the American Journal of Gastroenterology.
www.hivandhepatitis.com/hepatitis-c/hepatitis-c-topics/hcvtreatment/3656-hepatitis-c-treatment-may-improve-liverfibrosis-even-without-a-cure
 Curative hepatitis C treatment benefits non-liver health and
survival in HIV
For people living with both HIV and HCV, not only does curative
hepatitis C treatment reduce the risk of liver-related disease and
death, but it also helps limit HIV disease progression and deaths not

related to liver disease, according to a Spanish study.
www.aidsmeds.com/articles/hiv_hepatitis_progression_1667_
22467.shtml
 Potential cause of HIV-related depression, cognitive problems
discovered
Researchers at Georgetown University Medical Center believe they
have discovered a cause of depression and dementia-like symptoms
in people living with HIV and suggest the finding not only has
therapeutic potential, but may also provide a way to test people living
with HIV to determine their risk for developing depression and
cognitive problems.
www.poz.com/rssredir/articles/hiv_dementia_bdnf_761_22682.
shtml
 Milk thistle doesn't help hepatitis C
A new study shows milk thistle did not offer any significant benefits
for people with chronic hepatitis C infection, even when given at
higher than the normal dose, nor did they find any improvements in
physical or mental quality of life measures or depression among milk
thistle users.
www.webmd.com/hepatitis/news/20120717/milk-thistledoesnt-help-hepatitis-c
 Meds stop HCV treatment blues
A German trial has found that prophylactic escitalopram substantially
decreased the occurrence of depression among HCV-infected patients
beginning interferon and ribavirin therapy, cutting the incidence of
depression in that population almost by half.
www.medpagetoday.com/Psychiatry/Depression/33824

FREE SUBSCRIPTIONS FOR MORE UP-TO-DATE NEWS
Given the large quantity of HCV and HIV news which is
published daily and our inability to reproduce in a timely
manner all the major stories in this column, we encourage our
readers to subscribe to CATIE’s free bulletins and updates at
http://orders.catie.ca/subscription/subscribe.shtml
HepCInfo Updates – CATIE’s bi-weekly HepCInfo Updates aim to
make HCV scientific findings more accessible.
CATIE E-bulletin – Regular reports on resources and services from
CATIE and other organizations across Canada.
TreatmentUpdate – CATIE’s flagship treatment digest has kept
Canadians current on the leading edge HIV and AIDS research
and treatment for more than 18 years.
The PositiveSide – Practical information and tips to helpmaintain
your physical, mental, emotional, spiritual and sexual health.
CATIE News – Brief, focused updates on new and important
developments in HIV.
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Social Workers Face-to-Face

Social work and international twinning projects
Hulda Niv, MSW, RSW, Southern Alberta Pediatric Oncology and Bleeding Disorder Program, Alberta Children’s Hospital

I

n December 2011, the CHS invited chapter volunteers and Canadian
hemophilia treatment centres professionals to participate in an
International Twinning workshop. The workshop aimed to mentor
those already involved in twinning partnerships and those planning
or wanting to initiate such projects in the future.

Understanding the process and being realistic
Having worked with the bleeding disorder population for the
past few years, I’d had the opportunity to obtain some information
about the twinning projects, but had limited knowledge about the
process. Given the opportunity to learn more about the topic, I was
happy to attend the workshop in February 2012.
During the two-day workshop, as I listened to people share their
experiences from developing countries, I realized how little I knew
about the twinning program and how naïve I was to think that it was
a simple process. Soon enough, I understood that if social workers
wish to be involved in twinning partnerships, they must often focus
on community-level services rather than direct patient care.
In developed countries, social work plays a key role in providing
comprehensive care to individuals with bleeding disorders and their
families. This includes direct psychosocial assessments, individual
and family therapy, group education, advocacy, referrals, and
financial aid. At the community level, social work practice involves
participation in local and national committees, research initiatives,
and education to help advance patient rights and interests.
However, when twinning with developing countries, there are
two main obstacles that can make it hard for social workers to play
a direct patient care role in the twinning projects – lack of resources
and language barriers.
Many developing countries grapple with lack of resources and
the challenge of meeting basic needs for food, water, shelter, health,

and education. Under these circumstances, resources for social work
can be quite sparse. In some cases, the absence of a stable political,
social and/or economic environment hinders the ability to provide
social work services.
Cultural assumptions and language barriers present challenges
to the free flow and exchange of information, and inability to
communicate clearly can lead to misunderstandings and feelings of
alienation among those involved. Even with the ability to speak and
communicate in another’s language, it is important to understand
the particular cultural nuances and dynamics of conversation and
communication in a particular country, which may otherwise
present obstacles to establishing trust and providing social work
services.
However, social workers can and should definitely participate
in twinning projects.
In my view, social workers can provide leadership and take an
advisory role to support twinning projects in many ways. Such as:
▪ Evaluate the health, services and needs within the community
and assess the design and structure of the social service system;
▪ Exchange knowledge of social work practice to strengthen the
profession in a particular country and support its efforts to
become a strong, stand-alone professional organization;
▪ Identify barriers and challenges and help address issues and
cultural sensitivities for people from different backgrounds;
▪ Increase the knowledge and expertise of those involved in
twinning projects, within both organizations.
Social work has an important role in the care of people with
bleeding disorders in developed countries, and the contribution of
this profession and its community-based approach can be extremely
valuable and beneficial in developing countries.

The Physio Corner
Helmets for winter sports: don’t leave home without them!
Kathy Mulder, PT, Health Sciences Centre, Winnipeg, Manitoba

D

uring the winter months in Canada, it can be difficult to
maintain the recommended levels of daily physical activity
(see Hemophilia Today, March 2012). While there are many
popular outdoor winter sports, many of them are not
recommended for people with bleeding disorders because they
involve hills and slopes, speed and/or hard surfaces. Examples of
sports that are NOT RECOMMENDED are downhill skiing, snowboarding,
tobogganing and hockey.
People with bleeding disorders must carefully evaluate the risks
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and consequences of the types of injuries that can occur. Consider
these statistics: 50 per cent of tobogganing/sledding injuries are
head injuries and 22.5 per cent involve the spine. According to the
U.S. National Ski Areas Association, most head injuries occur when
skiers hit their head on the snow ground (74 per cent). Brain injury
accounts for 67 per cent of skiing deaths in children. Given that
these devastating injuries can occur with such frequency in the
general population, those with any type of bleeding disorder are at
continued on page 21
extreme risk.

Fundraising

CORPORATE PHILANTHROPY PROGRAM

W

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.

SAPPHIRE
Bayer / Pfizer
PLATINUM
CSL Behring
GOLD
Baxter / Novo Nordisk

BRONZE
Biogen Idec Hemophilia
Fondation de Bienfaisance T.A. St-Germain (La)
Héma-Québec
Hope Air
Impression Paragraph Inc.
Industrial Alliance
Leon’s
MAW Charitable Fondation
Octapharma
Power Corporation of Canada
Robert and Arnold Hoffman Foundation
Tran
Vertex One Asset Management Inc.

THANK YOU!

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.

The Physio Corner continued from page 20
If for some reason you are still considering participating in any
of these sports, you must wear an appropriate helmet. Helmets
are designed to protect the head and skull directly, and to spread
the impact over a larger surface area. But more importantly, they
help the head slow down more gradually when a collision occurs.
Many brains are injured because the skull stops moving when it
encounters a hard object or surface but the brain does not.
Depending on the force of impact, the brain may bounce back and
forth a few times inside the skull, causing injury in several areas. An
excellent animation showing this effect can be seen at
www.thinkfirst.ca/programs/concussion.aspx.
Helmets are designed to be either single impact (e.g., most ski
helmets, bicycle helmets) or multiple impact (e.g., hockey helmets,
some skateboarding helmets). Single-impact helmets must be
replaced after a collision occurs; keep this in mind if you are renting
equipment: there is no guarantee that the rental company knows if
a helmet has been involved in a collision, so it may no longer be safe!
Almost all helmets are designed for specific sports. Be sure to
choose the right helmet for each activity! For example, hockey
helmets can be used for sledding or tobogganing, but should not
be used for skiing or snowboarding. Helmets must fit properly; they
need to be the correct size and the pads should be in contact with
the cheeks and forehead. The strap needs to be fastened tight
enough so that only one finger fits between the chin and strap, and
the front edge of the helmet should be two fingers above the
eyebrows so vision is not blocked. Hats and ponytails should not be

worn inside the helmet. See the guide at www.thinkfirst.ca/
documents/SkiandSnowboardingHelmet1page.pdf for details.
Finally, be sure that the helmet you choose is certified as safe.
Currently there are NO MANDATORY safety standards for skiing or
snowboarding helmets – adherence by manufacturers to standards
is purely voluntary. When looking for a skiing or snowboarding
helmet, look for these certifications: the Snell Certification system
(RS-98, S-98), which is the most stringent, followed by the American
and European standards (ASTM F-2040 and CEN 1077). Remember
that these are mostly single-impact helmets. All hockey helmets
must be certified by the Canadian Standards Association (look for
the label CSA Z262.1).
An excellent resource regarding concussion, injury rates and
helmet selection can be found at www.thinkfirst.ca/safetyinfo.aspx.
There are safety tip sheets for several activities including ice skating,
skiing and snowboarding, as well as tobogganing and sledding, and
resources such as “Which Helmet for Which Activity?” and the “Ski
and Snowboarding Helmet Fitting Guide.”
Be sure to discuss your activities truthfully with your hemophilia
treatment team. There are other alternatives that may be less risky
and more suitable, for example, snowshoeing, cross-country skiing,
curling, recreational skating, and more.
Regardless of the winter activity that you choose, you need to
have a plan in place in case of injury. Accidents can happen to
anyone at any time. At the very least, carry your MedicAlert® and
your FactorFirst or TreatFirst information card with you at all times.
For additional information: www.thinkfirst.ca.
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A Global Perspective

Quebec-Nicaragua twinning project
September 2012 assessment visit
François Laroche, president of the CHS - Quebec Chapter

P

ROLOGUE: On the flight from Houston, Texas, to
Managua, Nicaragua, on September 15, I confided
to Geneviève Beauregard, program and operations
manager of the Quebec Chapter of the CHS (CHSQ), that
I had mixed feelings about our trip to Nicaragua, a
country about which we then knew very little. Though
this was my third organization twinning assessment visit,
I was outside my comfort zone, as all the discussions were
going to take place in Spanish and I speak very little Nicaragua Association of Hemophilia Board of Directors with CHSQ
representatives, Geneviève Beauregard and François Laroche.
Spanish. I was reassured, however, by Geneviève and Luisa
Durante (World Federation of Hemophilia [WFH] Regional Program Manager, Americas, who was also accompanying
us on this voyage), both of whom are Spanish-speaking and who promised to be my interpreters.

We spent three extremely busy days, September 16, 17 and 18,
visiting hospitals, the premises of the Red Cross, and attending
meetings not only with the board of directors of the Nicaraguan
Association of Hemophilia (NAH) but also with patients and their
families, the executive director and the president of the Red Cross
and even the secretary general of the National Blood Authority of
Nicaragua’s department of health. Here is what we learned:
▪ Nicaragua has a public health system and all citizens have access
to free care in hospital. For the more affluent, there are several
private hospitals with superior equipment and services.
▪ Care for hemophiliacs is provided by the Red Cross (a private
humanitarian agency funded mainly by donations from other
countries), as this is where the expertise is—the director general
of the Red Cross is a hematologist specializing in hemostasis. Also,
the Red Cross provides meals and accommodations on weekdays
for hemophiliacs experiencing bleeds.
▪ Care is very rudimentary: generally fresh frozen plasma and
cryoprecipitate. Small amounts of factor concentrates are
occasionally available, when donations arrive from the WFH.
▪ There is no multidisciplinary team (not even a physiotherapist),
but a dentist is available part time to provide dental care.
▪ Hospital care for hemophiliacs is completely inadequate (lack of
expertise in hemostasis).
▪ Diagnostic errors are numerous, due to lack of training but also
sometimes due to shortage of reagents needed to adequately
perform and interpret tests.
▪ Hemophiliacs, their families and the director general of the Red
Cross would like to set up a hemophilia treatment centre on the
Red Cross premises.
▪ Our first impression is that the Minister of Health would prefer
hemophiliacs be treated through the public system, that is, in
hospitals.
▪ The director general of the Red Cross is extremely sympathetic to
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the cause of hemophiliacs and wants to provide them the best
possible care.
▪ The members of the board of directors of the NAH are very
motivated to get things moving.
The main objective of the twinning partnership will be to help the
NAH do the following:
▪ Build a solid organizational structure
▪ Increase the association’s ability to lobby department of health
authorities
▪ Organize educational workshops for association members
▪ Advocate for better care for the country’s hemophiliacs
As these objectives seem realistic, we developed an appropriate
action plan. We have high hopes that with the backing and
financial support of the WFH, the CHSQ–NAH organizational
twinning will generate many fine achievements and be crowned
with success at the end of its four-year term.
In closing, I would like to thank Geneviève Beauregard and Luisa
Durante for their commitment and their outstanding contributions
throughout this assessment visit. And I also want to extend
heartfelt thanks to Javier, Engels, Dr. Berrios, Jose (our chauffeur)
and the entire NAH team for their warm welcome and their
collaboration throughout our stay.
¡Hasta la proxima!

Twinning partnership suspended
Due to the socio-political situation in Egypt, it is with much
regret that both the Egyptian Society of Hemophilia and the
Canadian Hemophilia Society have agreed to end their
twinning partnership. – C.R.

The Blood Fact r

David Page
CHS national executive director

News &
Reviews
 Pro Bono Bio announces the development of
subcutaneous and long-acting blood factors VIIa,
VIII and IX
LONDON and MOSCOW, September 11, 2012 – Pro Bono Bio Group
(PBB), an Anglo-Russian partnership, announced the successful
conclusion of preclinical trials to develop long-acting factors for
subcutaneous (under the skin) administration. The trials were
conducted at the University of Alabama with dogs.
PBB has six longer-acting products under development: three
products for intravenous infusion and three for subcutaneous
infusion in factors VIII, IX and VIIa.
In its press release, PBB says it has been able to generate these
longer half-life factors for subcutaneous administration by
attaching an inert molecule of polyethylene glycol (PEG), using
TheraPEG™ technology, to each individual factor molecule in a
precise location remote from the active site on each factor.
PBB hopes to optimize these products so that effective
prophylactic cover will be possible with each of these blood factors
via a once-a-week regimen.

 Baxter submits rFIX product to FDA for approval
BAXTER, September 5, 2012 – Baxter International announced it has
submitted a biologics license application to the U.S. Food and Drug
Administration (FDA) for approval of Bax 326, a recombinant factor
IX protein. This is a third generation rFIX manufactured without
exposure to human and animal proteins, and with a normal halflife.
The application is based on results from a 10-country study in
73 patients with moderate or severe hemophilia B.

 Phase III trials of factor IX product placed on hold
PARIS, July 10, 2012 – Inspiration Biopharmacuticals, partnered with
Ipsen, announced that the U.S. FDA had placed on hold both its
adult and pediatric Phase III trials of IB1001, a recombinant factor
IX product.
During the course of routine laboratory evaluations conducted
as part of the Phase III trials, Inspiration observed a trend towards
a higher proportion of IB1001 treated individuals developing
antibodies to Chinese Hamster Ovary (CHO) protein, the product's
host cell protein. No adverse or allergic reactions were reported in
the 86 trial subjects.
It is not known how long the development of this recombinant
factor IX product will be delayed.

 Bayer begins patient enrollment in phase III trial
for long-acting FVIII
BERLIN, July 10, 2012 – Bayer announced the start of patient
enrollment in its Phase III trial with BAY94-9027 called PROTECT III.
PROTECT stands for PROphylaxis in haemophilia A patienTs via
directly pEgylated long-aCTing rFVIII.
The study will evaluate different dosing strategies in both
prophylactic and on-demand therapies in 120 to 140 previously
treated subjects worldwide.
Bayer’s press release states that BAY94-9027 has been
engineered to extend the circulating half-life of rFVIII while
preserving full biologic activity by inserting a single cysteine (amino
acid) site to its surface, which serves as an attachment site for a
polyethylene glycol (PEG) polymer.

 Biogen Idec and Sobi start global trials of longlasting hemophilia A and B products in children
WESTON, Massachusetts & STOCKHOLM, July 5, 2012 – Biogen Idec
and Swedish Orphan Biovitrum (SOBI) announced the start of Phase
III trials of long-acting FVIII and IX products in children under the
age of 12.
rFVIIIFc and rFIXFc are fully-recombinant clotting factors
developed using Biogen Idec's novel and proprietary monomeric
Fc-fusion technology, which makes use of a natural mechanism to
recycle rFVIIIFc and rFIXFc in the circulation in the body and extend
half-life.
Phase III trials for these novel products in individuals with
hemophilia A and B over 12 years of age are very close to
conclusion with results expected to be announced before the end
of the year.

 Health Canada approves a new recombinant
factor XIII product
OTTAWA, June 19, 2013 – Health Canada approved a new
recombinant factor XIII concentrate marketed by Novo Nordisk
called Tretten™. This product will be known as Novo Thirteen™
elsewhere in the world. This product is only used for people
suffering from factor XIII deficiency sub-type A and not those
suffering from factor XIII deficiency sub-type B.
The approval of Tretten is based on the results of a phase III
clinical trial, Mentor™ 1 (Blood 2012; 119 : 5111-7).
Tretten will be available in a 2,500 IU format as a lyophilized
powder to be reconstituted in a solvent for infusion. The dosage
recommended by the manufacturer is 35 IU/kg every four weeks as
prophylactic treatment.
EDITOR’S NOTE: Follow the progress of the many clotting
factor therapies in preclinical and human trials at
www.hemophilia.ca/en/safe--secure-blood-supply/productsin-the-pipeline.
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Youth File

Justin Smrz & Ryanne Radford
Co-chairs, National Youth Committee

2012 Youth Advocacy Workshop

I

n early September, 25 young adults with a bleeding disorder gathered in Toronto to attend the 2012 edition
of the National Youth Workshop. The theme this year was advocacy. The workshop started with smiles, laughs,
hugs, and some anxious faces. Those who had been to prior workshops quickly made their way to old friends
with new stories while new recruits nervously exchanged hellos. Once done with catching up, the old hands
quickly looked towards the newbies and further expanded their circle of friends.
The three-day workshop provided participants with tips on how
to better advocate for ourselves; we learned some of the best
practices in self-advocacy as well as how to overcome barriers
when advocating for our own care. Saturday morning began with
an in-depth explanation on the accessibility of blood products
presented by David Page, CHS executive director. He told us why
we need to be involved in our care, why we young leaders of
tomorrow need to be aware of the current trends relating to the
blood system, why we need to ensure continued access to a safe
and secure blood supply for future generations, as well as why we
need to ensure the maintenance of standards of care established
by the CHS and the four health care groups involved in the
treatment of people with bleeding disorders. His presentation was
great, one of the favourites of the weekend. Everyone learned
something new and we were motivated to get even more involved
with the CHS.
Next we heard some stories from some of our peers about their
emergency department (ER) experiences; a few made us cringe. To
round off our discussion about the ER, our very own nurse from
Kingston, Sherry Purcell, painted a picture of how the ER can look
on some occasions. This made us realize that even though we know
that we need medical attention as quickly as possible, the ER staff
has a lot on their plate and a little patience is required; however,
gentle and respectful persistence is not bad either.

Then followed a presentation by André Lanciault, retired
ombudsman of Sainte-Justine Hospital, on the rights, responsibilities
and empowerment of patients in the care process. Participants were
amazed to learn the influence an individual can have in the delivery
of their own care. Should a bad situation occur while visiting an ER,
remember that you have rights, you must speak up, and you are the
one who controls your life. Don’t hesitate to use the resources
available to you (ombudsman, social workers and, if available,
hospital user committee).
On Sunday morning, we had the opportunity to hear a
presentation on the history of hemophilia and the CHS. We think
we know it all? I have news for you: 80 per cent of what was
presented was unknown by the majority of the participants. Did you
know that in the 1960s some researchers thought that eating large
amounts of peanuts would reduce bleeding in hemophilia? Of course
it turned out not to be true, but still a whole generation of boys
with hemophilia was forced to consume large quantities of peanuts!
We learned so much during the weekend, needless to mention
that these sessions took place along with other fun activities and
social gatherings where we had the chance to share and learn from
one another.
We will soon begin planning our next workshop. If you have
some ideas, themes or issues you would like us to address, please let
us know. We would love to hear from you!

