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The first national workshop on Living with a rare bleeding disorder, held in
Montreal in mid-November, was an unqualified success. Participants, healthcare
professionals and hemophiliacs were unanimous in expressing the hope that the

event would become an annual classic. In past years, people with rare factor
deficiencies have often been relegated to the sidelines. This workshop was a much
appreciated opportunity for them to meet and talk with their peers. You can read
their stirring testimonials and other information about this successful “first” in this
issue of Hemophilia Today.
You can also read about the National Awards reception held at the end of

November. This is an occasion for the CHS to reward the work of the many volunteers
and healthcare professionals who give time and energy to improve the quality of life
of those with bleeding disorders. A fitting recognition of the selfless people who
actively demonstrate their commitment to the well-being of the bleeding disorders
community!
After the Canadian Blood Services in 2007, it was Héma-Québec’s turn to plant

“a tree of life” in front of its Head Office in Montreal, at the request of the CHS, to
honour the victims, living and deceased, of the tainted blood tragedy of the 1980s.
This symbolic gesture was much appreciated by those infected and affected by HIV
and/or hepatitis C, who met on a nice October day to witness this moving event. You
can read about it on page 12.
Following several months of lobbying by the Quebec Chapter (CHSQ) on the issue

of the Multi-Provincial and Territorial Assistance Plan (MPTAP), the Ministère de la
Santé et des Services sociaux du Québec (MSSSQ) confirmed on January 30, 2009,
that it would be indexing the program retroactively to 2005. The addition of two
years to the agreement announced by the MSSSQ in 2007 restores Quebec to third
place (after Ontario and Alberta) for the generosity of its assistance program to
victims of transfusion-acquired HIV. This is a major victory for the CHSQ and one that
was achieved thanks to the coordinated and concerted efforts of several stakeholders
who encouraged the ministry to move forward a second time on this file. The battle
was hard-fought but the taste of victory was all the more sweet. This is proof again
of the importance of having a strong organization in place to present our position
and defend our rights.
Finally, 2009 promises to be a special year in many ways. It marks the 50th

anniversary of the Canadian Hemophilia Society - Quebec Chapter. And 2009 is also
the year in which both Alberta's bleeding disorders clinics and Quebec's hemophilia
treatment centres celebrate the 30th anniversary of their creation… 30 years of
progress and innovation in care and treatment by healthcare professionals dedicated
to improving the quality of life of people with inherited bleeding disorders. Now
that’s something to celebrate!
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What does it mean if someone says, “You’re one in a
million”? It usually means that you have done
something extraordinary. Maybe you went out of your

way to perform a service. Perhaps you knew the answer to a
very, very difficult riddle. Possibly, you conquered an extreme
physical challenge. Or, heaven forbid, you have committed a
hideous and vile crime, only an extreme few could be capable of.
What does it mean if your doctor says, “You’re one in a

million”? It could be good news, as in: “This treatment rarely
works, but your tests show positive results.” Or,
“Congratulations! You’re having quadruplets, again.”
But what does it mean if a doctor says, “You’re one in a

million. You have factor VII deficiency”? The good news is that
you finally have an answer and a diagnosis. The bad news is the
doctor is right; the incidence of factor VII deficiency (or

Alexander’s disease) is one in a million. It probably means that
for months and perhaps even years, you (or your parents) have
suffered through symptoms, repeated your history too many
times to too many physicians, searched the Web for information,
felt isolated and spent endless sleepless nights worrying. It
means that not much is known about your condition and how
to best treat it. It means that you and your family will have
difficulty finding written information and evidence-based data
to guide your management decisions.
Statistically speaking, which I hardly ever do, it also means

that there are at least 31 other individuals in Canada with factor
VII deficiency! This is where the Canadian Hemophilia Society
comes in. Our mission states: The Canadian Hemophilia Society
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Message
from the
President

Pam Wilton, RN

strives to improve the health and quality of life for all people
with inherited bleeding disorders and to find a cure.
“For all people with inherited bleeding disorders” is key.
We have chosen to reach out to those 32 people in Canada

who have factor VII deficiency (as well as people with other rare
inherited bleeding disorders), their families and healthcare
providers to share our knowledge, experience and resources.
We are here to provide our support and to help these
individuals connect with others with the same diagnosis.
We have made it our mission.
With some creative scheduling, I was able to be in Montreal

to attend part of the Living with a rare bleeding disorder
workshop. It was
extremely nice to see
our experienced staff
and volunteers
working along with
brand new volunteers
who had recently
connected with the
CHS, offering their
time and skills because
of their interest in one
of the rare bleeding
disorders. I was
grateful to once again
welcome healthcare
professionals from our
community, such as
John Wu, Nora
Schwetz, Rochelle
Winikoff, Georges
Rivard and many
others who came to share their knowledge with us. I also
appreciated the opportunity to talk with Hicham Gonzalez,
Novo Nordisk, and Heinz Neuhaus, CSL Behring, and to thank
them in person for their generous support of the workshop.
However, as I looked around, I realized that I had never

met most of the others in the room. I seemed to be among
strangers. I had a feeling of apprehension. Would the workshop
meet their expectations? Would they feel welcome? Would
they see something in the CHS that would make them want to
be a part of our community? Would I get to know them? Then
I looked again. A guy in a golf shirt was telling a story that was
making his group laugh; three women were sharing pictures of
their kids; someone was complaining about Air Canada; a
fellow on crutches was skillfully navigating his way through
the obstacles and a bunch of techies were gathered around the
LCD projector trying to get it to sync with a Mac. These were
not strangers at all!
Others will write about the workshop and about the

information shared that weekend in this issue of Hemophilia
Today. I hope you will take time to read the articles and to learn
more about each of the bleeding disorders. I also want you to
look at the pictures. What do you see? Look closely. You see men
and women. You see people of all ages. You see spouses. You see
parents. You see volunteers. You see smiles. You see pain. You
see curiosity. You see determination. You see leaders. Do you
know these people? Of course you do. You know them all.

One in a million
Our mission states:
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. “For all people
with inherited
bleeding disorders”
is key.
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Community
News

The Canadian Hemophilia Society is pleased to invite you to
Rendez-vous 2009 which includes the CHS Annual General

Meeting, the Canadian Inherited Bleeding Disorders Medical &
Scientific Symposium and annual meetings of the four healthcare
professional teams which serve the bleeding disorders community.

Rendez-vous 2009 will be held from May 7 to 10 at the Fairmont
Château Laurier Hotel in Ottawa, Ontario. It is a biennial meeting
organized jointly by members of the Association of Hemophilia
Clinic Directors of Canada (AHCDC), the Canadian Association
of Nurses in Hemophilia Care (CANHC), the Canadian
Physiotherapists in Hemophilia Care (CPHC), the Canadian
Social Workers in Hemophilia Care (CSWHC) and the Canadian
Hemophilia Society (CHS). Rendez-vous 2009 is sponsored by
Baxter and Bayer, as well as CSL Behring, Novo Nordisk, Wyeth
and Octapharma.

In 2009, it is being held under the theme, Together, We Care.

NOTICE
The Annual General Meeting of the Canadian Hemophilia
Society will convene as follows:

Saturday, May 9, 2009 - 8:30 a.m.
at the Fairmont Château Laurier,
Ottawa, Ontario.

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 of Directors for 2009-2010.

4. To receive the audited financial statements of the Canadian
Hemophilia Society for the year ended December 31, 2008.

5. To appoint an auditor for the ensuing year.

6. To transact such other business as may properly come before
this Annual General Meeting of the members of the Canadian
Hemophilia Society.

James Kreppner
Secretary

� Long-time CHS volunteer Ken Poyser receives the Order of Canada

Her Excellency the Right Honourable Michaëlle Jean, Governor General of Canada,
presented the insignia of member of the Order of Canada to Kenneth Poyser, C.M.
For four decades, Kenneth Poyser has worked to improve the quality of life for
those with hemophilia in Canada and abroad while overcoming the challenges of
the disease himself. In addition, he established a fund that provides financial
support for research on the disease in Canada, and he has contributed to the
creation of international programs that help developing countries assist their citizens
living with hemophilia.

By attending this exciting weekend you can:

▪ Hear from medical experts at the Canadian Inherited Bleeding
Disorders Medical & Scientific Symposium and learn about the
latest developments on hepatitis, reproductive and perinatal
issues, standards of care and musculoskeletal health.

▪ Visit the industry exhibits and network with peers and friends
during the reception and banquet.

▪ Participate in community development workshops and gain
new knowledge and skills.

▪ Take part in your organization’s Annual General Meeting.

The CHS will be sponsoring a limited number of participants to
attend. Chapters are encouraged to sponsor as many members as
possible. For more details, please consult the CHS Web site at
www.hemophilia.ca or contact your local chapter. – C.C. / H.B.

S C H E D U L E O F E V E N T S
Thursday, May 7, 2009
9:00 a.m. – 5:00 p.m. Healthcare professionals meetings
5:00 p.m. – 10:00 p.m. AHCDC dinner meeting
7:00 p.m. – 8:30 p.m. CHS committee meetings

Friday, May 8, 2009
8:30 a.m – 5:30 p.m. Canadian Inherited Bleeding Disorders

Medical & Scientific Symposium
6:30 p.m. – 7:30 p.m. Reception
7:30 p.m. Banquet

Saturday, May 9, 2009
8:30 a.m. - 9:30 a.m. CHS Annual General Meeting
9:00 a.m. – 5:00 p.m. Healthcare professionals meetings
9:30 a.m. – 12:00 p.m. Community development workshops:

volunteer development and fundraising
1:00 p.m. – 5:00 p.m. CHS Board of Directors meeting
1:00 p.m. – 5:00 p.m. Community development workshops:

hepatitis and transition to adult care

Sunday, May 10, 2009
9:00 a.m. – 2:00 p.m. CHS Board of Directors meeting

RENDEZ-VOUS
2009

Together,WeCare

MAY 7-10
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At the CHS Awards Banquet, held in
Montreal, November 29, 2008, in
conjunction with the CHS Semi-Annual
Board of Directors Meeting, the CHS
recognized a group of dedicated
volunteers and healthcare providers who
made a significant contribution to the
bleeding disorders community in 2007
or during preceding years.

International Contribution Award
This award is presented in recognition of a
volunteer who, through continuing efforts
over a number of years, has made a
significant international contribution to
the development of care and services for
people with bleeding disorders.

2007 Recipient || David Page
David Page is widely respected

throughout the global bleeding disorders
community for his dedicated efforts over
the past 30 years towards improving
hemophilia care around the world. In
1996, recognizing his knowledge and skills
in the field of blood safety, programs and
government relations, the WFH invited
David to join the WFH Congress Organizing
Committee, and he was elected to the
WFH Executive Committee in 2000. Over
the years, he has served as vice-president
NMO, VP Programs, and VP Communications
and Public Policy. In June 2008, he
completed his 8-year mandate.
David has been a member of the WFH

Congress Organizing Committees since
1996 and has given numerous

presentations during congresses and NMO
Training. He helped organize the treatment
rooms for congresses in 2000 and 2006
and helped write a detailed process that
could be followed by others. He also
assisted in procuring donated products
from pharmaceutical companies to be used
for patients attending congress. He
continues to chair the WFH Blood Safety
and Supply Committee, which organizes
the biennial Global Forum on the safety of
hemophilia treatment products.
He initiated the first WFH twinning

project in Canada, between Quebec and
Senegal. Always willing to give up his time
to help his fellow hemophiliacs improve
their treatment, David has travelled around
the world for weekend meetings and has
given workshops in Cuba, Panama, Egypt,
Morocco, Jordan and Tunisia.

Exceptional Service Award
This award is presented in recognition of
an individual or organization which,
through exceptional service over a number
of years, has contributed to the growth
and development of the mission of the
CHS at the national level.

2007 Recipient  || Patricia Stewart
Patricia Stewart has demonstrated

exceptional service and dedication to the
CHS for over 10 years. She has served as a
Quebec representative on the CHS Board
of Directors (1998-2004) and on the
National Program Committee (1996-2007).
Since 2000, she has served as a member
and chair of the National Awards
Committee and also chaired the CHS 50th
Anniversary Celebration Committee in
2003. Patricia served on the Quebec

Chapter Board of Directors (1996-2006),
was Quebec Chapter president (2004-
2005) and chair of the Quebec Chapter
Program Committee (2001-2007). She has
been responsible for the Quebec Chapter
international twinning projects since 1998.
Patricia also serves on the Hemophilia

Today Editorial Committee and has been
responsible for The Female Factor column
since 2000. She has made a special
contribution in the area of women and
bleeding disorders, including giving
presentations on women and bleeding
disorders at the WFH World Congresses in
Seville, Montreal and Istanbul. She chaired
the CHS Carrier Project Working Group and
co-edited the All About Carriers guidebook.

Dr. Cecil Harris Award
This award was
initiated to honour
the outstanding
contribution of
Dr. Cecil Harris, the
first medical advisor
of the CHS. This
award is presented 
to a physician in
recognition of
distinguished contributions in the areas of
research or the advancement of the care of
patients with hemophilia or other
inherited bleeding disorders.

2007 Recipient || Dr. Mary-Frances Scully
Dr. Mary-Frances Scully has been with the

hemophilia clinic in St. John’s, Newfoundland,
since 1997 and became director in 1998. She
was involved in landmark research on mild
hemophilia which led to the discovery of a
gene marker identified with a specific
population traced to an isolated area. She has
been particularly committed to ensuring that
all individuals diagnosed with a bleeding
disorder receive follow-up care.
Dr. Scully has been involved with CHS

programs related to women and bleeding
disorders since 1998 and was awarded a Care
until Cure grant to develop a clinical/
laboratory screening tool for women
presenting with menorrhagia. She was also a
member of the CHS ER Advisory Group for
many years. Her dedication to re-establishing
the provincial hemophilia program and
determination to provide appropriate follow-
up care have contributed to improved health
and quality of life for people with bleeding
disorders in Newfoundland and Labrador.

The CHS honours 
volunteers

David Page (R) receives his award from Eric Stolte.

Dr. Mary-Frances Scully

Patricia Stewart receives her award from François
Laroche, CHSQ president, and Pam Wilton, CHS 
president (R).
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Award of Appreciation
This award honours an individual who 

has demonstrated
outstanding service
to the care of people
with inherited
bleeding disorders
over and above the
responsibilities as a
member of the
hemophilia
healthcare team.

2007 Recipients  || Claudine Amesse, RN
Claudine Amesse has been treating

children with hemophilia at the Sainte-
Justine Hospital in Montreal since 1990
and has made a significant contribution to
the bleeding disorders communities locally,
nationally and internationally. Her nursing
expertise is greatly appreciated at the
Quebec Chapter family weekends and
summer camp, as well as her articles for
the chapter newsletter. At the national
level, she has served on various
committees and helped develop
educational materials including the CHS
self-infusion video. She has also worked to
raise awareness about women’s bleeding
disorders. She was actively involved in the
CHS von Willebrand disease awareness
campaign and is a member of the national
working group on carriers. She also
collaborated on the CHS information
booklets on the rare factor deficiencies.
Claudine has also been a dedicated
volunteer at the international level, through
her involvement on the Quebec Chapter
International Projects Committee and in the
twinning projects with Senegal and Tunisia.

Greig Blamey, PT
Greig Blamey has been working at the

adult hemophilia clinic in Winnipeg for
over 10 years. Over the years, he has
presented posters and sessions at several
WFH world congresses and WFH
musculoskeletal congresses. As president 
of the Canadian Physiotherapists in
Hemophilia Care (CPHC) for the past three
years, he has demonstrated excellent
leadership and organizational skills. He has
helped develop a mentoring program and
an educational PowerPoint presentation,
available online for physiotherapists new
to hemophilia. He also helped develop a
teaching tool for therapists treating
hemophilia in rural areas. He has been 
involved locally through the Manitoba

Chapter, while also sharing his clinical
expertise internationally, such as through
the Belarus twinning project. At the
national level, Greig serves as the CPHC
representative on the CHS Program
Committee. He chaired the National
Workshop for Adults with an Inhibitor in
2006 and was a member of the Review
Committee for the Guide to Orthopedic
Surgery for People with Hemophilia and
Inhibitors.

Chapter Leadership Award
This award is given to an individual who
has merited special national recognition
for outstanding efforts to further the
growth and development of a particular
chapter.

2007 Recipient  || Dan Doran
Dan Doran first became involved as a

CHS volunteer when he moved to Halifax
in 1988. He was vice-president of the Nova

Scotia Chapter and served as its president
from 1989 to 1992. As president of the
Nova Scotia Chapter, he was instrumental
in advocating for HIV compensation for
Nova Scotians who received contaminated
blood products by arranging the series of
meetings with Nova Scotia Minister of
Health George Moody that ultimately
resulted in the Nova Scotia government
becoming the first province to provide
HIV compensation.
In 1993, Dan returned to his home

province of Prince Edward Island and
became the president of the PEI Chapter
that fall. He was chapter president until
1996 and then served as vice-president
until 2000. At the national level, Dan
became chairperson of the CHS Finance
and Administration Committee in 1994
and served as CHS treasurer (1996-2000).
Under his leadership those four years, the
CHS achieved its goal to create a million-
dollar contingency fund.
He continues to work closely with the

executive of the PEI Chapter, and serves
as the PEI representative on the National
HIV-Hepatitis Committee.

Chapter Recognition Award
This award recognizes chapters and
regions that have demonstrated a
significant achievement over the
preceding year or years in one or more
specific areas such as fundraising,
communications, peer support/education,
advocacy and chapter development.

2007 Recipient ||
Prince Edward Island Chapter
Public Awareness
Following her participation in the CHS

VWD Awareness Training Workshop in
Montreal, Shelley Mountain, a PEI woman
living with VWD, and hemophilia nurse
coordinator Dorine Belliveau gave a series
of community presentations about VWD in
November and December 2007. Shelley
was interviewed on the radio and featured
in local newspaper articles. In November,
the PEI Chapter held an information evening
about VWD for the general public. In
December, the chapter partnered with
Canadian Blood Services, collaborating on
community posters and setting up a VWD
display during the In Honour Blood Drive.
VWD awareness efforts in 2008 included a
presentation to students at the PEI Nursing
College.    – C.C.

Claudine Amesse, RN

Greig Blamey receives his award from Maureen 
Brownlow, chairperson of the CHS Program Committee.

Dan Doran receives the Chapter Leadership Award
from JoAnn Craig, PEI Chapter president.
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Chapter
Spotlight

Alberta Chapter
� Celebrating 30 years of hemophilia

care and caring in Southern Alberta

The Southern Alberta Region Hemophilia
Clinic officially opened its doors on

January 10, 1978. To celebrate the clinic’s
30th anniversary, Dr. Poon asked if we
would hold a social event. We decided to
hold the event at a downtown art gallery
on November 6, 2008. The evening was
catered and music was provided by a local
jazz band.
Many health professionals and

hemophilia society volunteers were
responsible for drafting the original
document, A Proposal for Hemophilia Total
Care in Alberta, which became the basis for
establishing the Northern and Southern
Alberta hemophilia clinics. The original
Southern Alberta task force committee
consisted of Barry Isaac, Dr. Andrew Kaegi
and Dr. June Whaun. The original Northern
Alberta task force members included 
Dr. John Akabutu, Dr. King, Dr. Davis, 
Dr. Wadsworth, Dr. Buchanan, Dr. Mant 
and Ron Upshaw, then president of the
Alberta Hemophilia Society. Ken Poyser 
and Dr. Garner King were very involved in
the beginning in obtaining funding for
both clinics; without their intervention
with the then Minister of Health, Gordon
Minelli, funding may not have been
forthcoming for the programs.

Although few of the individuals who
were involved in the early days of the clinic
were able to attend the event, there were
several who did make it to the party. 
Cathryn Bennett, the clinic’s original nurse
coordinator, flew in from California. 
Dr. Jack McDonald, the original clinic social
worker, also attended the party. And Robert
Innis, executive director of the Alberta
Children’s Hospital in 1978, also attended.
They all spoke about their memories of
their involvement in the clinic in those
early days. Dr. Poon also shared a few
words of recollection about what was
happening in hemophilia care when he
joined the clinic in the 1980s. We were also
fortunate to have in attendance Deborah
Franz Currie from the CHS national office,
who also said a few words to the group.
More than 50 guests including families

living with hemophilia and staff from the
Alberta Children’s Hospital and Foothills
Hospital attended the celebration. We all
felt a deep sense of gratitude for the early
pioneers who had a vision for hemophilia
care in Alberta and how they worked as a
team to make their dream happen.

Hemophilia Saskatchewan

The Hemophilia Saskatchewan Christmas
Party was a huge success! It was

wonderful to see so many gather to have
fun and celebrate together. Kids and adults
enjoyed the opportunity to meet and
renew friendships and make new friends.
We were particularly excited to have new
people join us.
Brenda Baker’s The Old Elephant’s

Christmas Concert put young and old into
the Christmas spirit as she skillfully wove
the tale of a special Christmas ornament

and family
traditions. This
year, Brenda
performed a
concert in Regina
as well as two in
Saskatoon.
The year 2009

promises to be a
busy year as we
look forward to
Guys Getaway,
socials in Regina
and Saskatoon and
a women’s
conference.

Manitoba Chapter
� Congratulations and thank you to 

Hidden Valley Colony

Last December, the Manitoba Hidden
Valley Colony won first place in the

Pork Quality Competition at the 2008 Hog
& Poultry Days, held in Winnipeg. This
prestigious competition invites hog
producers from all over Canada. The CHS
Manitoba Chapter as well as the Portage
General Hospital were invited to attend
the ceremony and received a donation
from the Hidden Valley Colony cash
award.
Each year, 50 per cent of the prize

money awarded at this competition is
donated to charities and more than 
7,500 kg of the world’s finest pork is
donated to provincial food banks. Since
1996, the Pork Quality Competition has
donated more than $250,000 to charity.
The CHS Manitoba Chapter is grateful to
the members of the Hidden Valley Colony
for sharing their success with us!

Hemophilia Ontario

Hemophilia Ontario and its regions were
pleased to offer a wide range of

programs and activities in 2008. For 2009,
our aim is to reach new target groups,
specifically women, the South Asian
community and aboriginals. With a
complement of talented and diverse staff,
we have begun making these connections
and have participated in awareness events
that call upon Hemophilia Ontario and its
regions to directly engage these groups
within their own communities. While we will
still offer valuable programs such as Camp
Wanakita, we look to broaden our scope and
offer programs that specifically meet the
needs of our broader community base.
The Women’s Wellness Workshop (W2)

to be held at Camp Wanakita in October
will provide a clear demonstration how
Hemophilia Ontario and its regions will
connect with the specified target groups in
2009. In addition, we are heeding the call
from our hemophilia treatment centres and
community members who wish to see more
programs delivered on a multi-regional
basis. This will mean that some programs
that have proven successful at the local
level will now be offered across the
province; the Women in Touch program
and Just the Guys are two examples.(L-R): Cathryn Bennett, Dr. Jack McDonald, Dr. Man-Chiu Poon and Robert Innis.
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Please stay tuned for more updates
throughout the year. We look forward to
seeing you at one of our events SOON!

Toronto and Central Ontario
Region (TCOR)
This winter has been a period of transition
for TCOR, as both Andrea Lajdecki and
Kristina Pliskevicius are on extended leave.
Joining us are Manisha Ramrakhiani and

Eli Bennett, both graduates of the
Fundraising and Volunteer Management
Program at Humber College. Manisha
brings a rich and diverse background that
includes work in such areas as fundraising,
public relations, program coordination and
graphic design. Eli comes to us with over
five years’ experience in the philanthropic
sector. An advocate for effective program
delivery, Eli is eager to be of service to the
bleeding disorders community.

Both Eli and Manisha bring energy and
enthusiasm, and are welcome additions to
the team. If you happen to see either of
them while at clinic, feel free to introduce
yourself.
In the coming year, TCOR will be

working to improve programming and
support to more people than ever before.

South Western Ontario
Region (SWOR)
� Just The Guys

Fear Factor was the theme that brought
together fathers and sons from SWOR,
CWOR and TCOR for this year’s Just The
Guys Getaway. This weekend event offers
fathers (or male role models) and sons in
our regions the opportunity to learn more
about bleeding disorders and to connect
with other families that have similar

victories and challenges.
Who can forget the
Mystery Drink contest –
bobbing for an apple
with a number on it and
then drinking that many
drinks of the mystery
liquid (OJ and cabbage)
– the dads won’t soon
forget! Or digging
through porridge
blindfolded to find
poker chips with points?
How about milking an udder (rubber glove
filled with water, first to fill the bucket was
the winner). Education is a major
component of this weekend and we would
like to thank Derek Hicks, Pam Hilliard and
Aljon Agbanay for making themselves
available and for their great presentations.
Thank you also to Keira Evans and Rebecca
Gold, our amazing medical staff. Planning
is already underway for the 2009 event –
we look forward to seeing you there.

� Toronto Marathon

SWOR’s Team Travaglini won the Toronto
Marathon Relay! An amazing feat?
Absolutely – they beat 105 other teams! The
team consisted of six great young men from
St. Thomas Aquinas’ cross-country team here
in London (Jordan DeSumma, Nate Lamb,
Kevin Miller, Alastair Thompson, Anthony
and Matthew Travaglini) and 13-year-old
Paul Travaglini, who has severe hemophilia B.
They were thrilled with their accomplishment
and plan to run again in 2009.

Other runners to represent SWOR
included: half-marathon – Annette
Kavelaars-Burrows; 5-km run – Charlie
Pangborn and all members of Team Johnny
(Johnny Jr., John, Tony Jr. and Tony Lepera;
Mauro, Mauro Jr., Marco and Suzanne

Puzzuoli; Solange and Hubert Brard; Lisa
and Marissa Lepera; and Vince Smith). SWOR
received over $5,000 in pledges raised by
our runners – you are truly amazing! Thank
you also to Julia and Michelle Lepera and
Silvia and Marco Travaglini for their
assistance throughout the day—you made it
better for the SWOR runners.

� Winter Celebration

SWOR went back in time on December 14
at our annual Member Winter Celebration,
held this year at Fanshawe Pioneer Village.
Walking into the village from the parking
lot in the freezing rain generated many
conversations around living in the 1800s
and really having to walk all those miles to
school (without boots, uphill both ways if
my papa was to be believed). We were
served a great breakfast by staff dressed in
period clothing and as each child decorated
their gingerbread cookie, in came
St. Nicholas offering the traditional orange
to each child. After the meal, members
visited the various buildings and enjoyed a
horse-drawn wagon ride (not enough snow
for the sleigh), printed an old-fashioned
Christmas card at the Free Press, ventured
to the blacksmith to try to figure out the
old-fashioned metal puzzles, and made
paper decorations at the schoolhouse to
take home for their tree. Even though the
weather wasn’t warm, fun was definitely
had by all.

� Holiday Wreaths

We have had another successful year with
our Holiday Wreaths fundraiser. This year
we included the option of beautiful patio
pots and the response was amazing—we
have orders in place for 2009! The support
of members, family and friends through
both purchasing and posting at work
helped us sell 165 wreaths and 44 patio

Just The Guys Getaway

Manisha and Eli

Team Travaglini
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pots, raising $1,200 profit to support
activities in our region. Our sincere thanks
to everyone who helped make this a
success! Look for us again in 2009.

Central West Ontario Region
(CWOR)
CWOR had its annual holiday party at the
Americana Resort & Spa in Niagara Falls on
November 30, 2008. Families and friends
joined for a day of fun in the resort’s
waterpark and then enjoyed a lovely turkey
dinner in one of the resort’s dining halls.
Everyone also had a chance to view the
CHS self-infusion video, and ask questions
about the benefits of camp. The dinner
wrapped up with a special visit from 
Mr. and Mrs. Claus. We would like to thank
all who participated and also those who
volunteered their time and effort towards
making this event special!

North Eastern Ontario
Region (NEOR)
I would like to take this time to introduce
myself to the CHS and the readers. My
name is Teresa Genereux and I am the new
Regional Service Coordinator for the North
Eastern Ontario Region (Sudbury). I started
in November 2008 and I’m enjoying the
challenge thus far. Being a mother of two
daughters with von Willebrand disease, my
main goal for the upcoming year is to raise
awareness of hemophilia and other
bleeding disorders within my community. 
I would like to organize a walk-a-thon
involving local schools in April for World
Hemophilia Day. We have an upcoming
bleeding disorders clinic in May, and I hope
to connect with the YMCA of Sudbury to
broaden our future program offerings.

Ottawa and Eastern Ontario
Region (OEOR)
On December 6, 2008, the Ottawa and
Eastern Ontario Region of Hemophilia
Ontario held its annual Camp Wanakita
pizza registration party at the Children’s
Hospital of Eastern Ontario.
This annual event allows the families of

children who have attended the camp in
the past to mix and mingle with families of
children who are considering sending
children to the camp for the first time.
Registration forms for 2009 were available,

along with assistance for completing the
forms. The 10 families in attendance were
guided through a virtual tour of Camp
Wanakita’s values, programs and facilities
by our clinic nurse, Diane Bissonnette. The
CHS self-infusion video was made available
for families to view.
For the first time family camp was

presented and discussed, with several
families indicating interest in attendance
for 2009.
Regional Service Coordinator Colin

Patterson challenged the youths present to
participate in a new initiative to create a
youth group based on the new
technologies of skype/eluminate. This core
youth group would regularly meet online
to organize their own programs and
activities, and decide on future ones. There
was interest expressed in possible Web
casts and online presentations. Eight of the
youths submitted their e-mail addresses for
follow-up communications in the new year.
The youth participants were also encouraged
to involve their friends in the initiative to
broaden the membership and reach of
the bleeding disorders community.

Quebec Chapter (CHSQ)
� Social activities for families with

young children

On December 7, families with young
children under the age of 8 from

Quebec City and Montreal met to enjoy
social
activities
organized by
the CHSQ.
The Montreal
families
gathered for
lunch and an
afternoon at
the Olympic pool, while the Quebec City
families enjoyed a buffet, followed by a
guided tour of Parc Aquarium.

� Volunteer training and recognition

From November 14 to 16, the CHSQ
convened all volunteers to a special
weekend at the Estrimont Suites & Spa in
Orford. Some 30 volunteers spent the
weekend taking part in a training session
on governance and attended presentations
given by pharmaceutical representatives on
the latest developments in hemophilia

treatments. Saturday night was set aside to
recognize the contribution of volunteers:
these individuals give their time freely and
are an integral part of the team.

� Inhibitors Weekend

The weekend of October 3–5 was set aside
for people affected by inhibitors to meet at
Estrimont Suites & Spa in Orford. This year’s
activities included various music therapy
and yoga workshops for the youngest
attendees, as well as a Q&A workshop led

by Dr. Georges-Étienne Rivard, director of
Sainte-Justine Hospital’s Quebec Centre for
Inhibitors of Coagulation. It was an
opportunity for families affected by this
reality to gather together and enjoy well-
earned respite time together.

� Dance for Life Benefit —an unqualified
success!

On November 1, the CHSQ held its Dance
for Life Benefit at the Espace Dell’Arte in
Montreal. Featuring some 60 artists on
stage, the event was an opportunity to
discover performing groups that were as
varied as they were talented, including
world renowned tap dancer Travis Knights.
In all, some 250 people were on hand to
applaud the dancers and, of course, support
the cause. We would like to extend our
heartfelt 
thanks to the
volunteers,
partners and the
public for their
support: their
participation
enabled us to
raise $17,500.
Given this
unqualified
success, we can
only wish long
life to Dance 
for Life.   –C.R. Travis Knights
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Canadian Hemophilia Society
▪ May 7-10, 2009
Rendez-vous 2009: CHS Annual General Meeting and Medical
& Scientific Symposium, in Ottawa, Ontario.

▪ November, 2009
Fourth CHS National Family Inhibitor Weekend – date and
location to be confirmed.

Alberta Chapter
▪ March-June 2009
Spring Clinic Event: Meet team members of the adult and
children’s clinics and participate in a Passport to Well-Being
module – dates to be confirmed.

▪ April 17, 2009
World Hemophilia Day: Volunteers are needed for various
activities. Please contact us if you’re interested at 
1-866-425-9851 or albertachapter@hemophilia.ca.

Hemophilia Saskatchewan
▪ March 28, 2009
AGM Linger Longer Day, with lunch and educational sessions
at Mayfair United Church in Saskatoon.

▪ June 6, 2009
Regina BBQ – location to be confirmed.

▪ June 13, 2009
Saskatoon BBQ – location to be confirmed.

Manitoba Chapter
▪ March 7, 2009
Gala Dinner of Culinary Inspirations from the Silver Screen, 
at the Delta Winnipeg, 350 St. Mary Avenue, Winnipeg.

▪ March 24, 2009
Annual General Meeting – location to be confirmed.

▪ April 5, 19 and 26, 2009
30th Anniversary Puma Road Running Series for Hemophilia
– Assiniboine Park, Winnipeg.

▪ April 7, 2009
Rural clinic/member meeting – location and program to be
confirmed.

▪ April 17, 2009
World Hemophilia Day public awareness – Health Sciences
Centre, Winnipeg.

Hemophilia Ontario
▪ April 25-26, 2009
Annual General Meeting.

Toronto and Central Ontario Region (TCOR)
▪ March 29, 2009
TCOR Annual General Meeting: TCOR invites all its members
to the 2009 AGM. This year’s meeting will be full of
information, entertainment and surprises – location to be
confirmed.

Upcoming
Events

▪ April 17, 2009  
World Hemophilia Day: Our goal is to build more awareness
about bleeding disorders and the programs and services
provided by TCOR – location to be confirmed.

▪ May 2009  
Inalex Workshop: Inalex workshops are renowned for
providing families with important information and strategies
for living with a bleeding disorder – date, topic and location
to be confirmed.

▪ June 13, 2009  
Families In Touch: A Family Picnic with entertainment, fun
and education for the whole family! – location to be
confirmed.

▪ June 15, 2009  
Golf Tournament – Please Save The Date! TCOR proudly
presents the 10th Annual Hemophilia Golf Classic on Monday,
June 15, at the Station Creek Golf Club – North Course, in
Gormley, Ontario. Flyers will be mailed to you in March and
registration begins April 1. Don’t miss this wonderful
opportunity to support TCOR and to enjoy a great day of golf!

South Western Ontario Region (SWOR)
▪ March 28, 2009
Annual General Meeting, 1–4 p.m. 
Four Points Sheraton, in London.

▪ May 21, 2009
Golf Tournament, Highland Gold and Country Club.

Central West Ontario Region (CWOR)
▪ March 29, 2009
CWOR Annual General Meeting.

▪ April–May 2009
Health & Fitness Education for Children – date to be
confirmed.

Ottawa and Eastern Ontario Region (OEOR)
▪ March 29, 2009
CWOR Annual General Meeting.

Quebec Chapter (CHSQ)
▪ March 27-29, 2009
2009 Family Weekend, CHSQ Annual General Assembly and
50th anniversary celebration. 

▪ April 2009  
Red White & You activities organized by members in their
area.

▪ May 2009
Bowl-a-thons in Montreal and Quebec City.

Prince Edward Island Chapter
▪ April 18, 2009
The day after World Hemophilia Day is the second annual 
Run For It event in PEI. We are hoping for province-wide
participation this year. We invite anyone from across the
country to attend. Stay tuned for updates.

▪ May 2009
Annual spring meeting – date and location to be confirmed.
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Below is a translation of the speech delivered by
François Laroche on this occasion.

Allow me first, on behalf of the Canadian
Hemophilia Society, to thank Héma-
Québec for accepting to pay tribute to

the victims of the tainted blood tragedy of the
1980s, one of the darkest periods in the
medical history of Canada. This
commemoration is being held some 25 years
after the events, 11 years after the tabling of
the Krever Report on the blood supply in
Canada, and 10 years after the creation of
Héma-Québec and the Quebec blood system.

By planting this “tree of life” in
collaboration with the Canadian Hemophilia
Society, Héma-Québec is taking a concrete step
toward ensuring that we never forget the
people who passed away after contracting HIV
and/or hepatitis C. This act also honours the
courage and determination of those living with
one of these viruses, or both of them at the
same time, as I do, for more than 20 years in
some cases.

The tree is a powerful symbol: its roots
burrow deep into the ground and anchor firmly
in the soil. Its trunk is synonymous with
steadfastness and determination. Its branches
lift skyward as if in hope. All come together in
a sign of longevity and endurance.

As everyone knows, blood products that
were administered to hemophiliacs to relieve
their suffering and were intended to improve
their quality of life instead, in many cases,
worsened it by transmitting potentially deadly
infectious viruses: HIV and hepatitis C.

Hemophiliacs felt betrayed by those in
charge of the blood system, whom they trusted
to supply them with safe and effective
products.

Over the past two decades, we’ve lost many
loved ones—deaths that could have been
prevented. Among them, I remember two
young hemophiliac brothers, barely 
14 and 16 years of age, who died two years
apart in the late 1990s. Ten years later, their
father, in the hope of finding some comfort,
did as we are doing here today and planted a
tree in memory of his two sons at their final
resting place on the Acadian shore.

Commemoration of the Tainted Blood Tragedy
A “tree of life” is planted at Héma-Québec, October 9, 2008.

On October 9, 2008, a “tree of life” was planted at Héma-Québec’s Head Office in Montreal to remember the victims
of the tainted blood tragedy of the 1980s. Quebec Health and Social Services Minister, Yves Bolduc, Héma-Québec
President and CEO, Dr. Francine Décary, Canadian Hemophilia Society-Quebec Chapter President, François Laroche,
and some thirty guests gathered to make this gesture of hope and to unveil a plaque to the memory of those who lost
their health, and their lives, during this dark period in the country’s medical history.

“This tree is a living memorial to the thousands of people 
who lost their lives in Canada’s tainted blood tragedy. 

May their pain and suffering not be in vain.”



What’s new on www.hemophilia.ca

HEMOPHILIA TODAY W I N T E R  2 0 0 9 13c o m m u n i t y n e w s

NEW 
resource available
� Challenges, Choices, Decisions:

A guide on orthopedic surgery
for people with hemophilia and
inhibitors

Until fairly recently, the risk of
uncontrolled bleeding prohibited most

surgeries for patients with inhibitors. In
the past decade, the availability of
bypassing agents to manage bleeding
during surgery has allowed procedures to
be performed that previously were not
considered possible. This new educational
resource was developed as a guide to help
hemophilia patients and their families
understand what is involved in orthopedic
surgery in the presence of inhibitors.

The Canadian Hemophilia Society’s Web site is one of the most visited Web sitesworldwide when it comes to bleeding disorders. To continue to provide reliable
information on bleeding disorders, the CHS has launched its revised Web site with
expanded content, improved navigation and revamped design.

Facts and figures for hemophilia.ca…

▪ Over 25,000 visitors per month…
▪ Over 1 million hits per month…
▪ 5,000 document downloads per month…
▪ In the top five listings on most search engines…
▪ 100,000 pages viewed per month!

hemophilia.ca is your Web site to consult for information about bleeding disorders,
chapters activities, newsletters, the most updated contact information for Canadian
hemophilia treatment centres, volunteer opportunities, latest research news, and more.

Come visit us at www.hemophilia.ca

A Guide on Orthopedic Surgery for
People with Hemophilia and Inhibitors

CHALLENGES
CHOICES
DECISIONS

Available for download on the CHS Web
site. To order copies of this new
publication or any other resources you
may need, please contact the CHS office at
1-800-668-2686 or chs@hemophilia.ca.

I also recall two friends who worked as
volunteers with our association in Quebec and
who passed away mere months apart, one in
late 2005 and the other in early 2006. As I said
earlier, these deaths could have been prevented.

Fortunately, the various interveners in the
blood supply system have drawn lessons from
past mistakes to ensure that this will never
happen again. 

The result is that today we can depend on
an improved blood system and on a much safer
supply of blood products.

The creation of Héma-Québec and its various
committees, the establishment of a
Hemovigilance Committee, and the arrival on
the scene of all the other players have
contributed to the fact that all users of blood or
blood products can now count on one of the
safest blood supply systems in the world. In fact,
several members of the Canadian Hemophilia
Society sit on some of these committees in
order to contribute to this system.

Quebecers can once again trust the system.
According to the 2005–2007 Report Card 

on Canada’s Blood System published last year
by the Canadian Hemophilia Society—some 
10 years after the tabling of the Krever Inquiry
Report—the players in the Quebec blood system
score high marks in the various areas cited: in
particular, Héma-Québec for its commitment to
an adequate blood supply and to the safety of
blood products, the Quebec government for the
quality of its blood surveillance system, and all
interveners for their openness and
transparency.

The only sour note relates to the Krever
Report’s first recommendation: implementation
of a no-fault compensation plan. This has yet
to be done. I would like, however, to
acknowledge here the concerted efforts made
recently by the Quebec government to have
this bill adopted. The Canadian Hemophilia
Society firmly hopes that it will be adopted in
the near future.

Finally the Canadian Hemophilia Society
would like to take this opportunity to
underscore the compassion and support shown
by all Quebecers and Canadians toward the
many victims who died as a result of tainted
blood and those who continue to live with its
consequences. This compassion was evidenced
by the compensation payments made by the
federal and provincial governments to improve
the quality of life of the victims and their
families. They are thankful, in spite of the fact
that a final resolution on indexation of these
compensation payments has yet to be reached.
Such a resolution would enable Quebec victims
and their families to definitively turn the page.
We are currently working with all stakeholders
on this matter and we remain hopeful that
with minister Bolduc’s help, we will soon be
able to resolve the issue.

In memory of the victims…

– C.R.

– C.C.

To support us To volunteer To contact us
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Partner Recognition

Our Partners – Our Champions
Baxter, Bayer, CSL Behring, Novo Nordisk, Octapharma and Wyeth

Can you imagine a world without medicine? Given how we take for granted 
cures and treatment options today, probably not. But it has only been in the past 
50 years that modern medicines, such as those our community relies on, were

discovered and developed by the pharmaceutical industry.
Advances in medical technology mean that people all over the world are living longer

and healthier lives. It is in large part due to the pharmaceutical industry that many of the
world’s most devastating diseases have been wiped out or have become treatable. Before
the 1970s, people with severe hemophilia died in childhood or early adulthood or at best
were crippled for life. But thanks to a range of medicines developed by our pharmaceutical
partners, people with bleeding disorders are no longer tied to hospitals for regular
treatments and can now look forward to long, active lives.
Pharmaceutical companies are in the business of improving health and saving lives.

Drugs are produced in hopes of easing suffering, preserving life and curing illness. But our
pharmaceutical partners don’t stop there: they are also leading Social Responsibility
Partners. Through their financial contributions, in-kind donations and expertise, they are
making a real difference to our inherited bleeding disorders community.
To honour this specialized group of donors, the CHS created the BeneFACTORs Club, an

elite club that symbolizes the significant bond that exists between our corporate partners,
the CHS and every person with an inherited bleeding disorder that we serve.
Pharmaceutical partners who make annual general programming gifts of $10,000 or more
to the CHS are recognized as members of the BeneFACTORs Club. In addition, members of
the BeneFACTORs Club who make a multi-year pledge of investment are designated as
Grand BeneFACTORs, one of the highest honours the CHS bestows upon its unrestricted
giving donors.
The BeneFACTORs Club provides crucial support to the CHS, making possible many

activities and programs for people with bleeding disorders within our strategic initiatives
in areas including: care and treatment, research, safe secure blood supply, education and
support, advocacy, international development, youth engagement and more.
We take this opportunity to thank our pharmaceutical Champions for their commitment,

support and irreplaceable life-giving contributions. We applaud the people who work within
this dynamic industry, tackling one of the most important challenges facing mankind - 
the battle against disease.
As a charity benefiting from their continued and unwavering support, we extend a

hand of friendship and gratitude and a heartfelt thank you for helping us grow to where
we are today.

At Baxter, we have been pleased over
the last three years to contribute to 
the Canadian Hemophilia Society’s
Benefactors Club, providing unrestricted
funding which goes directly to valuable
programs and initiatives that improve
the lives of patients with bleeding
disorders.
Serge Messerlian, business unit director,
Baxter Bioscience
_____

Bayer has been a proud member of the
hemophilia community for over 20 years
and is committed to providing
innovative therapies to help patients
manage their illness while enhancing
their quality of life with unique
community support programs.
Doug Grant, vice-president corporate
affairs, Bayer HealthCare Pharmaceuticals
_____

CSL Behring is very proud to be part 
of the CHS Benefactors Club, and to
support the CHS with the great work
they do. We look forward to a wonderful
year in 2009. 
Joseph Andolfatto, national manager
coagulation and critical care Canada, 
CSL Behring
_____

Supporting the Canadian Hemophilia
Society through the Benefactors Club
means supporting the needs of people
with inherited bleeding disorders. 
We share the CHS’s commitment to
improving quality of life and finding 
a cure.
Dave Mussar, associate director, NiaStase®
marketing, Novo Nordisk Canada
_____

Wyeth Canada’s commitment to
hemophilia takes on many forms, but
our partnership with the Canadian
Hemophilia Society shines brightest. 
As an innovative pharmaceutical
company our duty of responsibility to
our patients extends beyond our
therapeutic treatments. The CHS’s
shared vision of patient advocacy,
education, and research make them a
natural and cherished partner. Wyeth’s
continued presence as a BeneFactors
Club Member highlights Wyeth
Canada’s dedication and responsibility
to hemophilia and the hemophilia
community at large.
Geoffrey Johnson, product manager - 
hemophilia, specialty products business
unit, Wyeth Pharmaceuticals

Corporations that make annual unrestricted gifts of
$10,000 or more to our organization are recognized

as members of the BeneFACTORs Club.

The Canadian Hemophilia Society recognizes 
their tremendous investment.

BeneFACT RSThe Club
Innovators
Baxter
Bayer

Builders
CSL Behring
Novo Nordisk
Wyeth

Believer
Octapharma

Deborah Franz Currie and Pauline Major, CHS resource development



HEMOPHILIA TODAY W I N T E R  2 0 0 9 15f u n d r a i s i n g

FUNdraising
by Joyce Argall, Deborah Franz Currie and Pauline Major, CHS resource development

Red White & You

It’s one thing to suffer because nothing can be done. It’s entirelyanother matter to suffer with a bleeding disorder because of
ignorance — that’s tragic.
Inherited bleeding disorders affect one in every 1,000

Canadians. The Canadian Hemophilia Society is committed to
reaching out with information to every man, woman and child 
in the country. In 2009, the CHS and its provincial chapters are
expanding efforts and working together to raise awareness about
inherited bleeding disorders through coordinated Red White & You
events surrounding World Hemophilia Day, on April 17, 2009.

Why?
An estimated 30,000 Canadians are living with a bleeding disorder,
but research suggests that many have not been properly diagnosed…
thus suffering in silence. The time has come to increase awareness
and educate people about the symptoms and treatment of bleeding
disorders. Knowledge and awareness remain the most effective ways
to improve the lives of people living with a bleeding disorder.

How will we get the word out?
This year on World Hemophilia Day, April 17, 2009, it is our goal
to have a Red White & You event in every province, whether that
be an information booth in a public mall, a “wear red” initiative at
a school or workplace, or a Red White & You walk or run in your
local community. By using the same branding and having an event
in every province on the same day, we can educate the public
about the importance of early diagnosis and how to better manage
living with a bleeding disorder. Promotional campaign items are
being developed such as a red-and-white ribbon and a silicon
awareness bracelet… and more. Stay tuned!

If you would like to help us raise funds for research by organizing
a Red White & You awareness activity in your community, please
let us know and we
will provide you
with materials free
of charge.

Don’t forget to mark
your calendar –
April 17, 2009

Raising awareness of bleeding disorders – Together we can!

Dare to Dream began in 2006 as an event that brought the
thrill of race car driving to raising awareness and funds for

hemophilia. The goal was to involve the general population and
CHS chapters in raising funds for the CHS through a pledge-based
system. After two years of test-driving the pilot project we are
convinced the concept works; it just needed a “tune-up”.
From now on, Dare to Dream for Hemophilia will be known as

Dare to Dream for a Cure. By focusing on raising awareness and
funds for research, the event will have the opportunity to
spotlight each chapter and its regions, especially local recipients
of research grants.
Another big change in 2009 is chapter involvement. At the

start of the 2009 fiscal year, each chapter will automatically
receive one “spot” at the September Dare to Dream racing event,
including airfare and hotel accommodations, to use to fundraise
for research!

Some chapters have already put forward ideas on how they plan
to raise money for their Dare to Dream spot:

▪ raffle tickets for a grand prize draw;

▪ silent or live auction prize at a gala or golf tournament;

▪ pledge-based fundraising with the prize being awarded to the
top fundraiser or based on a ballot system;

▪ grand prize draw at a local hockey tournament, car show, etc.

This year, Dare to Dream for a Cure is shaping up to become
the Canadian Hemophilia Society’s national signature event. By
working together and involving every chapter in raising funds for
research, we are taking one step further to finding a cure.
As an additional incentive, Wyeth, the Dare to Dream for a

Cure signature sponsor, will be donating four additional spots
to reward the chapter that raises the most money per capita. 
A big thank you to Wyeth for their continued support of this
event and their generosity!
Don’t forget to contact your local chapter to get a chance to

win the Dare to Dream for a
Cure package: a day at the
race track with travel and
accommodation included!
As further details are

available with respect to Red
White & You and Dare to
Dream for a Cure, they will be
posted on our Web site. Visit
us at www.hemophilia.ca to
get the latest on these events.

presented by 

Dare to Dream for a Cure 
 for inherited bleeding disorders 

présenté par

Osez rêver d’une cure 
pour les troubles héréditaires de la coagulation

A "wear red or white" day at Mother Teresa Catholic School in Sylvan Lake, 
Alberta in 2008

CHSQ, CHS and WFH raise awareness at Montreal Central
Train Station on World Hemophilia Day 2008.
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The mission of the Canadian
Hemophilia Society (CHS) is to strive
to improve the health and quality of

life for all people with inherited bleeding
disorders, and to find a cure. In recent
years, the CHS has expanded its efforts
beyond hemophilia A and B, to also serve
people with von Willebrand disease and
other rare inherited bleeding disorders
(deficiencies in factors I, II, V, combined V
& VIII, VII, X, XI and XIII, and platelet
function disorders). All of these inherited
bleeding disorders are caused by a
deficiency that prevents blood from
clotting normally.

How does blood clot normally?
Blood is carried throughout the body

within a network of blood vessels. When
tissues are injured, damage to a blood
vessel may result in leakage of blood
through holes in the vessel wall. The
vessels can break near the surface, as in a
cut. Or they can break inside tissues or
organs, causing a bruise or internal
hemorrhage.
Platelets are small cells circulating in the

blood. Each platelet is less than 1/10,000 of
a centimetre in diameter. There are 150 to
400 billion platelets in a normal litre of
blood. Platelets play an important role in
stopping bleeding and beginning the repair
of injured blood vessels.
When a blood vessel is damaged, it

constricts to slow the flow of blood to the
injured area. Platelets stick and spread on
the walls of the damaged blood vessel.

This stage is called platelet adhesion. These
activate other nearby platelets to clump at
the site of injury to form a platelet plug.
This stage is called platelet aggregation.
The surface of these activated platelets
then provides a site for blood clotting to
occur. Clotting proteins or factors
circulating in the blood are activated on
the surface of the platelets to form a
mesh-like fibrin clot. These proteins
(factors I, II, V, VII, VIII, IX, X, XI and XIII
and von Willebrand factor) work like
dominos, in a chain reaction. This is called
the coagulation cascade.
If any of the clotting factors is missing

or is not working properly, the chain
reaction is blocked. When this happens,
the blood clot does not form and the
bleeding continues longer than it should. 

What are rare factor deficiencies?
Deficiencies of factor VIII and factor IX are
known as hemophilia A and B, respectively.
Rare factor deficiencies are bleeding
disorders in which one of the other 
clotting factors (i.e., factor I, II, V, VII, X, XI,

or XIII) is missing or not working properly.
Less is known about these disorders
because they are diagnosed so rarely. In
fact, many have only been discovered in
the last 40 years.

What are platelet function disorders?
Platelet function disorders are conditions
in which platelets do not work the way
they should, resulting in a tendency to
bleed or bruise more easily. Since the
platelet plug does not form properly,
bleeding can continue for longer than
normal.
Since platelets have many roles in the

clotting process, platelet function
disorders can lead to bleeding disorders of
various severities. Glanzmann
Thrombasthenia and Bernard-Soulier
Syndrome are examples of platelet
function disorders.
To learn more about rare factor

deficiencies and platelet function disorders,
please visit the CHS Web site at
www.hemophilia.ca/en/bleeding-disorders.
–C.C.

Rare factor deficiencies
are bleeding disorders 

in which one of the
other clotting factors 

(i.e., factor I, II, V, VII, X,
XI or XIII) is missing or
not working properly.

FACTOR VII

Factor VII Deficiency

Factor VII is defective, activation stops – no clot is formed

Clotting factors are activated when a vessel breaks

One factor activates the next – a clot is formed

Normal
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On November 14-16, 2008, the first
CHS national workshop for people
affected by a rare bleeding disorder

took place in Montreal. The goal of the
workshop was to provide adult patients
and parents of a child living with a rare
factor deficiency (FI, FII, FV, FVII, FX, FXI,
FXIII) or a platelet function disorder
(Glanzmann Thrombasthenia, Bernard-
Soulier Syndrome) with an opportunity to
meet with others in similar circumstances
and to gain new information about the
management of their disorder.
Thanks to unrestricted educational

grants from CSL Behring and Novo
Nordisk, the CHS was able to sponsor
approximately 40 participants from across
Canada to attend the weekend.

The CHS would like to thank the
members of the workshop organizing
committee, who came up with an
excellent program that was greatly
appreciated by both participants and
presenters.
As indicated by the comments from

participants, the workshop was an
excellent start towards the CHS’s goal to
provide more education and support to the
1,200 Canadians living with a rare
inherited bleeding disorder.

Living with a rare bleeding 
disorder workshop – 
a world first!
by Clare Cecchini
CHS Program Development Coordinator

� “I recently had a great opportunity to
be a part of the very first rare bleeding
disorders workshop. As part of the
organizing committee, we met via
teleconference to plan the workshop. On
Friday night, during the opening session,
participants learned about the CHS and
had the chance to meet each other and
make new friendships.
On Saturday, we had several guest

speakers who covered a wide variety of
pertinent topics. Dr. Georges-Étienne
Rivard presented an excellent overview of
coagulation and bleeding disorders. We
also heard from Dr. Anne-Marie Vincent
about genetics and learned how each rare
bleeding disorder is passed on to the next
generation. Dr. John Wu enlightened us on
different clinical presentations and the
consequences of bleeding episodes.
Suzanne Douesnard, a psychologist with
over 30 years experience with the
hemophilia community, talked about the
challenges of living with a rare bleeding
disorder and strategies for coping. 

This was followed by a panel of
speakers, including myself; we shared our
strategies of how we overcame our
challenges. It was emotional for all of us
as we shared our stories and our hearts.
During the afternoon, we participated

in roundtable discussions with bleeding
disorder experts from across Canada. It
was like having coffee with your doctor
and you felt as if you were the only one in
the room! We then broke into small groups
and discussed various issues affecting
women, men or parents of a child with a
rare bleeding disorder.
On Sunday, Marion Hahn, PT, gave a

presentation on physiotherapy. Nora
Schwetz, RN, and several patients shared
tips for accessing optimal care, and we
learned from Margaret Rand, PhD, about
how to get involved with the Association
of Hemophilia Clinic Directors of Canada
(AHCDC) Rare Inherited Bleeding Disorders
Registry. We also heard about how to get
involved as a volunteer with the CHS
chapter in our own province. I want to
thank the Canadian Hemophilia Society for
inviting me to be a part of the workshop. 
I can’t wait for next year!”
–Gwenn Bodie, parent of a 13-year-old
with factor XIII deficiency, Thompson,
Manitoba

The workshop organizing committee (L–R): Clare Cecchini, Dr. John Wu, Ryanne Radford, John Rogasky, Nora
Schwetz, RN, Beverly Dawson, Gaudenza Ramunno, Clarke Dale, RSW, Gwenn Bodie. 
(Absent: Dr. Georges-Étienne Rivard and Marion Hahn, PT).

The first CHS national workshop for people affected by a rare bleeding disorder took place in Montreal, in
November 2008.

(L-R): John Rogasky, Gwenn Bodie and Beverly Dawson. 
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The participants were a mix of
healthcare professionals from across
Canada (who gave up their weekend to
share their wealth of knowledge), people
personally affected or parents caring for a
child with a rare bleeding disorder. Besides
the valuable information available, I was
able to meet with many others and learn
about their experiences as well as share
mine. The group breakout sessions were an
extra bonus. It was a chance to split into
small groups to meet with others (by
gender and/or common bleeding
disorders), and to raise questions and
concerns with the health professionals.
Saturday evening we walked to a quaint
French restaurant to enjoy a wonderful
dinner and engage in social conversation. 
Following the weekend, I was able to

share my experiences with my fellow TCOR
(Toronto and Central Ontario Region)
board members, our regional service
coordinators and the hemophilia nurse
coordinator at the St. Michael’s Hospital
Hemophilia Treatment Centre. I would like
to thank the CHS organizing committee
for putting on such an amazing event. It
was a weekend to remember!”

Maury Drutz, a man with factor XI
deficiency, Toronto, Ontario

� “Over the years we have done
a lot of research, educating
ourselves on our young son’s
Glanzmann Thrombasthenia (GT).

But this one weekend dramatically
increased our overall understanding of GT
and how to care for our child. Physicians,
social workers, physiotherapists and other
professionals presented summaries of the
common issues and best practices when
living with bleeding disorders, with plenty
of time to ask questions. Panel
presentations and informal dinner chats
with other patients and parents gave us
some real insight into the challenges and

successes of others,
some of whom have
had to cope with
bleeding disorders for
decades. Meeting
with the
pharmaceutical
company
representatives
clarified how they
approach the
development of
treatment options

and what kinds of treatments we might
see in the future. Many people shared
practical tips on dealing with the
healthcare system efficiently, travelling
safely, getting insurance, educating others
who may not understand bleeding
disorders, and other day-to-day useful
advice. Even just sharing a few simple tips
of our own made us feel like we were
giving back to the community. In short,
knowledge is power, and after this
weekend, our concerns and fears for our
son have largely vanished and have been
replaced with a feeling of empowerment
and optimism.”

Robert and Lorna Burfoot-Lobo, 
parents of a 6-year-old with Glanzmann
Thrombasthenia, Calgary, Alberta

� “The first CHS national rare bleeding
disorders workshop was held in Montreal
on a wet and chilly November weekend.
However, this dreary weather did not
dampen the warm enthusiasm and
camaraderie shared amongst the
participants in this very special gathering.
The workshop agenda included talks on
the medical and social aspects of these
diverse, yet similar conditions. Affected
individuals shared their experiences of
bleeding manifestations and how they
have obtained medical care in their local
communities. Additionally, roundtable
discussions provided opportunities for
individuals with similar diagnoses to meet

with each other as well
as time to discuss
appropriate management
with the medical staff.
As the name implies,

these bleeding conditions
are extremely rare. Even
with the recent
international efforts
toward setting up patient

registries and publications to provide
management guidelines, we still have a lot
to learn in order to truly optimize the
management of such conditions. As a
hematologist, I was able to share my
knowledge and experience in managing
these bleeding conditions. However, I was
somewhat surprised to discover the
variability of clinical manifestations in
some of these individuals, which does not
necessarily follow the typical ‘text book’
picture. Nonetheless, I was very
encouraged by the testimonies and stories
from affected individuals about how they
have successfully coped with their
respective challenges. Consequently, I have
developed more insight into the
psychosocial implications of having a rare
bleeding condition that very few
physicians in the country are familiar with,
and are hesitant to treat. I was touched by
the frank sharing amongst the affected
individuals and their parents. In particular,
I am very appreciative for the support of
the CHS, as well as our pharmaceutical
partners, CSL Behring and Novo Nordisk in
making this workshop possible.”

Dr. John Wu, Director, Hemophilia
Program, BC Children’s Hospital, Vancouver,
British Columbia

Dr. John Wu
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The group breakout sessions were an extra bonus.

� “In the past I have found the Internet
to be my main tool for gathering
information about my factor XI deficiency
as there is very little out there in the way
of question and answer forums. When I
heard about the CHS rare bleeding
disorders workshop, I jumped at the
chance to apply. Luckily, I was accepted.
My only expectation was to learn more
about my disorder. That was an
underestimate!

Robert and Lorna Burfoot-Lobo.



my disorder…all in complete isolation. Many
questions remained unanswered for a long
time because few people, including doctors,
really understand the disorder. I grew up
hoping that one day I would meet one of
those ‘rare people’ like myself so that I
could find out if it was possible to live a
normal and fulfilling
life. Happily, life
showed me that it is
possible. I’ve
completed my
education; I have an
excellent job; I have a
wife and two
wonderful children.
In short, I have a
normal life.
The workshop Living with a rare bleeding

disorder opened my eyes to the world. In
one of those rare moments in my life, I
opened the gates of my secret garden to
others, to ‘people like me’. Over the
weekend, I had access to leading Canadian
specialists, those rare individuals who really
understand my disorder. I finally found the
answers to the questions that had haunted
me for far too long. I also had the
opportunity to talk to people who had lived
through situations similar to mine. And I
met the parents of children with the same
disorder as I have. We shared many life
experiences and exchanged contact
information. At that moment I decided to
become a big brother to the young people
who are living with factor XIII deficiency. I
believe that I can give them something that
no one was ever able to give me when I was
growing up. I’ve finally found an extended
family in the Canadian Hemophilia Society,
one in which ‘we are all related by blood’. I’d
like to thank all the organizers, interveners
and participants who made this event such a
great success. I hope to have the chance to
repeat this experience again one day.”

Sébastien Bédard, a man living with severe
factor XIII deficiency, Boucherville, Quebec
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� “I cannot begin to describe the
euphoria and sense of relief I have felt since
attending this workshop. The weekend was
filled with valuable knowledge, experienced
professionals and most of all, new
acquaintances that quickly became part of
a ‘new family’. The support, encouragement
and knowledge that surrounded me were
inspirational. I intend to use the workshop
and my re-introduction to the Bleeding
Disorder Treatment Centre in Vancouver as
a springboard to assist and advocate for
others living with bleeding disorders in rural
B.C. I thank you for what the conference
has given to me.”

Gaudenza Ramunno, a woman with factor
XI deficiency, Kamloops, British Columbia

…
� “The weekend we had in Montreal was
extremely informative, at times
overwhelming, but a once-in-a-lifetime
experience we will never forget. My son,
Ryan Kirton, who is 16 years old, was just
diagnosed with a rare bleeding disorder in
the fall of 2008. Although it took over a
year to get the diagnosis, as a result of the
workshop, I do feel more reassured. Both
Ryan and I spoke to a range of people from
doctors, nurses to individuals like himself
and parents like me wanting to learn more
about rare bleeding disorders. I found
myself in awe when listening to the
personal stories some people shared about
nearly dying, receiving monthly
transfusions, or carrying frozen plasma with
them. Thankfully, my son has yet to
experience anything as traumatic! We are
hoping to stay in touch with some of the
participants with whom we developed new
friendships.”

Nancy Kirton, mother of a 16-year-old son
with a platelet disorder, Ottawa, Ontario

…
� “I spent the first 30 years of my life
living alone with my disorder. I went
through some hard times: the tainted blood
scandal, bleeding episodes, acceptance of

Sébastien Bédard

The workshop Living with 

a rare bleeding disorder opened

my eyes to the world. In one of

those rare moments in my life, 

I opened the gates of my secret

garden to others, to “people like

me”… I also had the opportunity to

talk to people who had lived

through situations similar to mine. 
–Sébastien Bédard

Participants sharing their stories.

� “As a nurse, I have always appreciated
that there is a great deal to learn from the
patients, and learn I did from this wonderful
group of individuals with rare bleeding
disorders and their significant others. The
energy in the room was something I had
never experienced at past workshops. The
instant connection of the participants
whether they were young or older, French
or English speaking, was demonstrated by
the tremendous support they offered to
each other. 
Congratulations to everyone who

attended for taking ownership of their
workshop and making it so successful. Also,
congratulations to both Clare and David for
having the courage to go where no
workshop has gone before. Along with all of
the participants, you also fit the category of
special, yes, and one in a million!”

Nora Schwetz, RN, Winnipeg, Manitoba
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Youth
File

The National Youth Committee has lots
of plans for this year! Hot on the heels
of our successful youth leadership

retreat in September, the National Youth
Committee met in Montreal in November
and developed our plans for 2009. We also
welcomed some new members to our fold,
as we finalize our roster under a new,
regional representation model. The 2008-
2009 committee consists of:

Western Canada
Ryanne Radford (Alberta)
Silvana Moran (Manitoba)
2 seats vacant

Ontario
Sarah Bradshaw
Eddie Crosbie
Adam Del Gobbo
Emil Wijnker

Quebec
Martin Kulczyk
Maxime Lacasse-Germain
David Pouliot
Patrick Syriani

Eastern Canada
Craig Wilkins (New Brunswick)
Dean Hines (Nova Scotia)
Ryan Brownell (Nova Scotia)
Adam DuBourdieu (Newfoundland 
& Labrador)

I am excited by the energy that our
committee is expressing. We are a very
enthusiastic and intuitive group, and we
have a lot of great ideas for engaging
Canadian youth affected by bleeding
disorders. Here are a few of our plans for
2009:

Drive Your Car, Drive Your Care
This hands-on, interactive educational
program will allow participants to learn

by Emil Wijnker
National Youth Committee Co-Chair

more about “taking the driver’s seat”
when it comes to their health care. While
taking an industry-recognized driver
education program, participants also learn
about the parallels between aspects of
defensive driving and auto care and
managing a bleeding disorder. While still
in the very early stages, we hope to
initiate pilot programs in Montreal and
Toronto this year.

M2 : Mentoring Members
This multi-faceted program contains
various modules on fostering a positive
environment for the involvement of young
members in succession planning. Aspects of
M2 will include a Mentorship/Pairing
Program, another Youth Conference (Walk
the Talk), committee involvement
opportunities, and development of a
Journey to Leadership curriculum that will
recognize and advance youth volunteering
at both the local and national levels.

Youth package
This information package geared toward
youth who are not currently involved with
the CHS will be made available at clinics
and other venues. It will contain materials
about the CHS and the National Youth
Committee, and hopefully pique their

Full speed ahead
in 2009!

interest and encourage them to get involved.
I’ve said it before and I’ll say it again:

the CHS National Youth Committee has
come a very long way in a very short time!
Since our founding in the spring of 2007,
we have elevated the exposure of the
youth in the CHS to levels not seen in a
very long time. As co-chair, I could not be
more proud! This May, at Rendez-vous
2009, my term as committee co-chair will
come to an end. Maxime Lacasse-Germain
will be assuming the position of co-chair
alongside Sarah Bradshaw, who will also be
assuming the youth seat on the CHS Board
of Directors. I can’t wait to see where Max
and Sarah will take the Youth Committee
in the year to come!
As always, keep your eyes and ears open

for local youth programming in your area.
Contact information for your local CHS
National Youth Committee representatives,
as well as information on upcoming youth
events, can be found on the Youth section
of the CHS Web site which, along with the
rest of hemophilia.ca, has recently received
a facelift. 
If you are 18 years old and older and

would like to fill one of the vacant
positions on our committee, please do not
hesitate to contact Hélène Bourgaize at
hbourgaize@hemophilia.ca.

National Youth Committee met in Montreal to develop its plans for 2009.
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Our 
Stories

by Paul McNeil, Sudbury, Ontario

Iwas never able to play hockey, I wasn’ton the basketball or football team in
high school. I wasn’t able to play dodge

ball or wrestle or do many of the things
my friends did. Instead I was on the swim
team, I read lots and took music lessons.
The other thing I did that was different
was that I also had to go to the hospital
often for treatments that, as a child, I had
great difficulty explaining to my peers, let
alone adults.
Now, all of that has changed.
But first let me explain. In October

2000 I became the first severe hemophiliac
to complete a full marathon. Since then I
have done eight. The Toronto international
marathon in 2005 was my last one.
I had been having difficulty with

fatigue. I knew I had contracted hepatitis C
and was also a chronic carrier of hepatitis B,
and that those two infections can play
havoc with your liver. I had seen a
hepatologist and he told me that there was
nothing wrong, just that my enzymes were
elevated. I wanted a biopsy but he would
not do it. I knew my body, I knew
something was wrong.
In the line at that fateful marathon in

2005, I knew in my heart that I couldn’t
complete it. I wrestled with my pride and
decided that I would only do a half. I
completed the race without difficulty,
pride slightly bruised but my health intact.
In January 2006 I started having

difficulty at work. My supervisor was
finding me asleep at my desk. I had no
recollection of falling asleep. My
concentration was suffering. I was putting
on weight and not feeling well at all.
After a number of tests and procedures,

the infectious diseases doctor
in Sudbury referred me to a
colleague in Toronto.
Finally, a biopsy determined

that I had another type of
hepatitis that is common in
Europe but not here in North
America. The doctor figured
that somewhere along the line
I had received blood tainted
with this virus. Hepatitis D. (An
interesting fact about hepatitis
D is that it needs a chronic
carrier of hepatitis B to
survive. Guess who the lucky guy was.)
He said that I would need treatment

but that the treatment may or may not
help: “It will either cure you or kill you.” I
wasn’t able to work while I was on the
treatment. He gave me possibly two years
to live without a liver transplant. In
October 2006, I took a sick leave from
work. Exactly one week later, my boss
called to tell me I was being laid off. On
top of having a potentially fatal illness, I
now had no job.
Jump ahead to February 2007. I was ill,

on more pills than I could count, not eating,
sleeping most of the time. This marathon
runner was now reduced to walking places
with a cane in a half confused state. I spent
my days lying on the couch and in pain. I
had been placed on the transplant list; but
the treatment had failed and since the
treatment had almost killed me, my time
was shorter. Maybe a year.
I had many close calls during my illness

and had one false alarm for a transplant.
The doctor told me in July 2007 that I
didn’t have much time.
On August 9, 2007, my phone rang and

I ignored it because I was talking with the
dietician. Then my cell phone rang. My
daughter brought me the phone. Then my
transplant pager went. When I retrieved

Be selected as one of “OUR STORIES” and you
could win a trip to Buenos Aires to attend the
XXIX World Hemophilia Congress in 2010.

To submit YOUR story, send your text to chs@hemophilia.ca or give us a call at 
1-800-668-2686. To enter the contest, you must be a Canadian citizen or 
permanent resident 18 years of age and over. For more details, please contact us at 
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the message I heard the sweetest words:
“Paul, we have a liver for you.” I went into
surgery August 10, 2007, at 8:30 a.m. And
woke up that night with a new liver and
no hemophilia.
I am now almost two years

transplanted. I can honestly say that not
having hemophilia hasn’t really affected
me other than this simple fact. When I
hurt myself I have no idea what to do.
Tylenol seems like too little. My wife just
tells me to suck it up and my brother, who
is also a hemophiliac, tells me to get over
it. I guess I will, someday. I’m just holding
out for my dad to give me his hockey
equipment… once I learn to skate that is.
I have three young daughters, they are

now 7, 6, and 4. All that played on my
mind was leaving them without a father.
Leaving my wife without a husband. My
wife was a solid unwavering support. I
honestly have no idea how she did it but
by God’s grace we made it together.
In closing let me say this. My friends

that I had made through the hemophilia
society stood by me in such a way that is
incredible. Marc LaPrise opened his home
to me after my surgery for my month-long
stay in Toronto. Others offered supportive
words and a listening ear. For that I owe
you all my thanks.

My journey 
to a new life Paul with his family.
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Medical
News

� Hepatologists eye protease inhibitors
for hepatitis C

November 3, 2008 - Several drugs that
inhibit the protease enzyme of hepatitis C
are in the pipeline, but the two closest to
market are boceprevir and telaprevir. On
the basis of phase II data, both drugs
appear to be effective with acceptable side
effect profiles; the new drugs offer the
chance to improve on standard therapy for
chronic HCV. Boceprevir almost doubled
sustained virological response, which
would be "a significant advance" if it holds
up in phase III clinical trials. Investigators
looking at telaprevir are focusing on
shorter therapeutic durations. Late-stage
clinical trials for both drugs are under way.

Read more at:
www.medpagetoday.com/
MeetingCoverage/AASLD/11620
www.hivandhepatitis.com/
2008icr/aasld/docs/111108_a.html
http://hivhep.tempdomainname.com/
2008icr/aasld/docs/112508_b.html

� Marrow transplant may have cured
AIDS

November 12, 2008 - An American man
who suffered from AIDS appears to have
been cured of the disease 20 months after
receiving a targeted bone marrow
transplant normally used to fight
leukemia, his doctors said. While
researchers — and the doctors themselves
— caution that the case might be no more
than a fluke, others say it may inspire a
greater interest in gene therapy to fight
the disease that claims 2 million lives 
each year.

Read more at:
www.msnbc.msn.com/id/27683001/

� Breath test for non-invasive
assessment of liver fibrosis in chronic
hepatitis C patients

October 24, 2008 - G. Lalazar and
colleagues evaluated the effectiveness of
the "BreathID" continuous online (13)C-
methacetin breath test for identifying liver
inflammation and fibrosis in hepatitis C
patients with normal ALT. The test reflects
hepatic microsomal function and has been
shown to correlate with liver fibrosis. Such
tests work on the principle that a damaged
liver is unable to efficiently metabolize
various substances, which can be measured
in the expelled breath. "BreathID is an
accurate tool for measuring the degree of
inflammation and fibrosis in patients with
chronic HCV infection and normal ALT,"
the study authors concluded. "As such, it
may prove to be a powerful, noninvasive
alternative to liver biopsy in the
management of this patient population."

Read more at:
www.hivandhepatitis.com/
hep_c/news/2008/102408_a.html

� Hepatitis C patients may have
abnormal blood sugar

September 10, 2008 - Nearly two thirds of
patients with chronic hepatitis C infection
may have abnormal blood sugar levels,
according to a report in the American
Journal of Gastroenterology. “Careful
evaluation for undetected glucose
abnormalities is ‘essential’ in caring for
chronic hepatitis C patients.” "… we would
recommend an oral glucose tolerance test
for chronic hepatitis C patients who are
older than 40 years old, have a family
history of diabetes or who are
overweight,” Dr. Yu advised.

Read more at:
www.reuters.com/article/healthNews/idU
SHAR07676120080910

� Kidney disease risk increased for
patients with HIV and hepatitis C

September 29, 2008 - People who are both
HIV and hepatitis C infected are at
significantly higher risk of kidney disease
compared to those with HIV only, say US
researchers. HIV guidelines already stress
that hepatitis C coinfection is a risk factor

for kidney disease and recommend doctors
check regularly for proteinuria and
regularly monitor patients’ estimated
glomerular filtration rate (eGFR) – a test of
kidney function. The authors say their
results reinforce the importance of these
recommendations.

Read more at:
www.aidsmap.com/
en/news/8E85364E-349F-4555-B3B1-
19C80466E6A3.asp

� Milk thistle compound silymarin safe
and potentially effective for HIV-HCV
coinfected patients on HAART

August 29, 2008 - Investigators have
explored various alternative and
complementary therapies to help slow the
progression of liver disease. Among these
is silymarin, a component of the milk
thistle plant (Silybum marianum). In a
recent study, researchers concluded, "Milk
thistle was safe in this study population,
with no clinically significant interactions
with antiretroviral." They added that, "The
trend toward reduction in AST suggests
possible benefit and deserves further
study."

Read more at:
www.hivandhepatitis.com/
2008icr/AIDS2008/docs/082908_d.html

� SMART study shows antiretroviral
treatment interruption is particularly
risky for patients with HIV-HBV or
HIV-HCV coinfection

December 5, 2008 - A growing body of
evidence indicates that CD4-guided
interruption of antiretroviral therapy (ART)
is potentially hazardous, and this may be
especially true for HIV-HBV and HIV-HCV
coinfected patients, according to an
analysis from the SMART study published
in the December 1, 2008 issue of Clinical
Infectious Diseases.  Based on their
findings, the researchers concluded,
"Interruption of antiretroviral therapy is
particularly unsafe in persons with
hepatitis virus coinfection."

Read more at:
www.hivandhepatitis.com/
hiv_hcv_co_inf/2008/120508_a.html

Hepatitis and HIV  
Press Review
by Michel Long 
CHS Program Development Coordinator
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All about muscles – Part 2

by Catherine van Neste, PT

As seen in the last issue, muscle
injuries follow a well identified
healing process that can last from

three to four weeks, depending on the
severity of the injury. Muscle fibres tear, a
hematoma forms and an inflammatory
reaction sets in. Then the regeneration of
the muscle fibres begins, along with the
production of scar tissue. In this
regeneration phase, the injury site is
invaded by new blood cells, called
capillaries, which carry the ideal flow of
nutrients to the site. The final phase of
healing consists of the proliferation of
newly formed muscle fibres in the scar
tissue, thus making the injured area more
resistant.
All authors agree that recurrent muscle

injuries are worse than initial injuries and
require a longer period of inactivity. In this
article, I hope to help you understand why
new injuries occur, what the consequences
are for muscle fibres and how to prevent
recurrences.

Recurrent injuries DURING the healing
period
Scar tissue is never as resistant to injury

as healthy muscle tissue. That’s why it’s
essential to let a scar heal properly before
submitting it to any kind of stress. Trying
to shorten the rest period is a guaranteed
recipe for a second muscle strain,
compounded by a bigger hematoma and
more extensive scarring.
Even after patiently enduring a rest

period, you can still reinjure yourself: this
happens when, in your excitement, you
take up activities too quickly. In fact, scar
and muscle tissue are considerably
weakened during the first 10 days of
healing. Consider, for example, that muscle
can loose up to 50% of its strength in the
first 24 hours after an injury. By Day 7, it
will only have recovered 77% of its

resistance to stress. The result is that the
muscle’s ability to “protect itself” is
reduced.
On the other hand, too long a rest

period can lead to a large amount of scar
tissue, which leaves the injured area more
fragile.

Recurrent injuries AFTER the healing
period
Our initial injury appears well on the

road to disappearing for good. Why, then,
is it possible to reinjure ourselves several
weeks, or even months, later. The reasons
are many. Here are just a few:
• Persistent muscle weakness, along with
a lack of flexibility. Both play an
important role in the muscle’s ability to
endure stress during physical activity.

• Too much scar tissue. This can be the
result of two many repeated injuries in
the acute phase or strict rest beyond
the prescribed period. A scar is made up
of more fragile tissue than a healthy
muscle.

• Inadequate warm-up before an activity:
in fact, raising muscle temperature by
1°C enables the muscle to handle loads
better. A proper warm-up, combined
with stretching exercises, improves the
muscle’s elasticity.

• Muscle fatigue: a muscle that is pushed
beyond its limits loses its ability to
handle stress.

Prevention
Muscle injuries occur when athletes try

to go beyond the mechanical limits of
their muscle fibres. It’s important,
therefore, to try and extend those limits to
the maximum. Here are some strategies to
reduce your exposure to this type of injury: 
• A good warm-up, followed by
stretching, is one of the first measures
to prevent injury. Choose exercises that
are related to the physical activity you’ll
be doing. 

• Be sure not to neglect the muscle
strengthening and stretching phase of
your rehabilitation.

• Stop any activity at the first sign of
fatigue. Trying to push past the fatigue
will lead to coordination and
concentration problems that will expose
you to a greater risk of injury.

• Take up new activities gradually.
• In any impact activity (not
recommended for hemophiliacs),
wearing protective gear around the
muscles helps to distribute the force of
the impact over a larger surface, thus
reducing the risk of muscle contusion.

Because life is a dangerous game, some
injuries can’t be avoided. But with the
necessary knowledge at your fingertips, it
should be easier for you to make the right
choices when faced with this kind of
situation.
In the third and final article in this

series, we’ll re-examine how to recognize
muscle bleeds, as well as the possible
clinical complications.
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is an opportunity to bring families
together for clinics, physical and fun
activities and community support
through Hemophilia Ontario.
The team at the Saskatchewan

Bleeding Disorders Program has begun a
Quality Improvement Initiative related to
needle pain and needle fear. The initial
actions have been to survey (by telephone
or at clinic) all patients under 15 years of
age in order to better assess the
experiences of patients and families
around needle care. The majority were
found to have had at least one negative
needle experience, and there are several
where needle care is a significant issue in
managing their bleeding disorder. This led
to finding resources and tools to better
support patients and families, including
the use of physical, behavioural and
pharmacological approaches. There is
ongoing work toward incorporating
Better Needles Plans, and selecting
measures to assess different
interventions. Support for educating
parents and encouraging them to
confidently advocate for their child in
needle poke situations is another area of
focus.
CSWHC strongly values an

interdisciplinary approach. We look
forward to meeting our colleagues again
in May and continuing our work on
common priorities.

Canadian Social Workers in
Hemophilia Care (CSWHC)
continues to be excited about the

Parents Empowering Parents program
(PEP). Following our last meeting in May,
our group received funding from Bayer
HealthCare International for one member
to take the Training for Trainers for the
PEP program. In early October 2008,
Michelle Sims of Saskatchewan was
fortunate to take part in this intensive
three-day training, which was held in the
beautiful city of New Orleans, Louisiana.
Nurses, social workers and parent trainers
from across the United States attended. It
was a wonderful
opportunity to learn
from and with our
American colleagues in
the bleeding disorders
community.
The PEP program is

an excellent blending
of knowledge and
information related to
bleeding disorders and
child development
with parenting skills
support and training.
Its strengths are due to
the program’s
foundation of parent
involvement, flexibility
and support to provide
the most effective
training for each
location, and funding
to help remove barriers and allow
participants to be there with fewer
worries to participation. Trainees are
matched with an experienced mentor. 
PEP is an international program and has

SocialWorkers
Face-to-Face

recently expanded into New Zealand and
Israel. Discussions and planning are
ongoing about how to extend and
develop this successful program in
Canada.
Across the country, social workers in

Ottawa, Vancouver, Calgary and Winnipeg
will be taking part in
piloting the new
transition materials
being developed
through the
Canadian Hemophilia
Society. Work on the
standards of social
work practice nears
completion. We are
pleased with our new
visibility on the CHS
Web site and further
development of the
CSWHC Web page is
a priority.
In Northern

Ontario, Linda
Mansfield-Smith is
part of their clinic’s
team effort to
partner with

Hemophilia Ontario to coordinate clinic
activities with family activities at the
local YMCA. Distance and travel are an
issue for many families, who may come
for a one- or two-day stay. This initiative

PEP is an international

program and has

recently expanded into

New Zealand and

Israel. Discussions and

planning are ongoing

about how to extend

and develop this

successful program in

Canada.

by Linda Mansfield-Smith, MSW 
The Haven Program, Sudbury Regional
Hospital and Michelle Sims, RSW
Saskatchewan Bleeding Disorders
Program
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Ryanne’s story

Iwas diagnosed with severe factor Vdeficiency with a factor V level of less
than 1% when I was seven months old.

As a child growing up in Newfoundland, I
had many bleeds and spent lots of time at
the children’s hospital. The only treatment
available for factor V deficiency is fresh
frozen plasma and I have estimated that I
have received about 2,000 units of plasma
in my lifetime.
I have managed my bleeding disorder

over the years to the best of my ability and
have completed a French Immersion

certificate, a Journalism diploma and a
Communications degree.
My fiancé and I moved to Calgary in

June 2008 and since then, I have become
very involved with the Canadian
Hemophilia Society. I am followed at the
Southern Alberta Rare Blood and Bleeding
Disorders Clinic at the Foothills Medical
Centre. Morna Brown and Carol Spitzer are
wonderful nurse coordinators there who
work alongside two great doctors, Dr. Man-
Chiu Poon and Dr. Shannon Jackson.
Through the clinic, the CHS invited me

to attend the hemophilia youth conference
in Orillia, Ontario. I was hesitant at first
because I had never attended anything like
this before. However, attending the three-
day conference was one of the best
decisions I have ever made.
It was a tremendous opportunity to

meet young people who were dealing with
the same issues as I was. I had never met
anyone with a bleeding disorder before. It
was nice to finally be around other people
who also had to take it easy, who spent
many nights in the hospital, who
experienced all the same things that I did.
Since the conference I have joined the

CHS National Youth Committee, which is

made up of youth aged 18-25 from
across Canada. The purpose of this
committee is to support, promote and
encourage youth to get involved with the
Canadian Hemophilia Society.
I have also had the pleasure of

attending the Rare Bleeding Disorders
Conference in Montreal in October, which
was an eye-opening experience. Not only
did I meet others with rare factor
deficiencies, I had the chance to talk one-
on-one with specialists from various
disciplines, including gynecology and
psychology.
This year I became a board member of

the Southern Alberta Chapter of the CHS.
My goal as a director is to involve youth.
We are currently planning a youth event
for 2009.
I am happy to also be a new member of

the CHS Volunteer Development
Committee. Since I have been working
professionally for the past six months as a
recruiter, I have learned some valuable
skills and am looking forward to putting
them to good use on the committee.
I feel it is very important for me to be

involved with the CHS. Through the people
I’ve been meeting, I am learning to accept
my condition and how to live the best life I
can with a bleeding disorder. I also feel it is
important to let others know about what a
great resource the CHS is and how easy it is
to get involved.    - R.R.

Volunteer
File “Volunteers do not

necessarily have the time;
they just have the heart.”

–Elizabeth Andrew

h
Marion Stolte
Chair of the CHS Volunteer 
Development Committee

Ryanne and fiancé Zane

I am happy to also be a new
member of the CHS Volunteer
Development Committee.
Since I have been working
professionally for the past six
months as a recruiter, I have
learned some valuable skills
and am looking forward to
putting them to good use 
on the committee.

Volunteers have the heart!
Indeed they do! And the
achievements we have gained over
the years are due to the hard work,
the tremendous amount of time
and heartfelt effort given to
strengthen the organization and
each one in it, so that quality of
life for all with bleeding disorders
will be improved.

This issue of Hemophilia Today
focuses on rare bleeding disorders –
what an opportune time to have
one of our newest members,
Ryanne Radford, share some of her
story and her motivations for
volunteering. Ryanne, along with
three others who are affected by
rare bleeding disorders, are
currently volunteering on local
hemophilia boards.
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Xyntha®

launched 
in Canada

Xyntha®, a plasma/albumin free
recombinant factor VIII (FVIII)

therapy, was launched in Canada by
Wyeth in January 2009 after
approval by Health Canada in April
2008. In January 2009 the province
of Quebec listed Xyntha for
distribution by Héma-Québec.
Canadian Blood Services is
currently conducting a Therapeutic
Drug Process Review to determine
if Xyntha will be supplied in the
other nine provinces. Wyeth has
confirmed that the product is
commercially available as of
February 16, 2009.

To learn more about Xyntha,
Hemophilia Today (HT) interviewed
Steven Arkin, senior director, Wyeth
Research. Dr. Arkin worked as a pediatric
hematology/oncology physician and as a
clinical investigator in the academic
sector. His past hemophilia experience
includes 18 years in comprehensive
hemophilia treatment centres at the
Mount Sinai Medical Center and the Long
Island Jewish Medical Center, both in
New York. In his current position, Steven
Arkin has been worldwide medical
monitor for the Xyntha clinical studies.
Dr. Arkin has played an integral role in
the registration of Xyntha in the United
States and Canada.

HT: Dr. Arkin, Xyntha is a unique
name. What was the thinking behind
the name?

Dr. Arkin: Wyeth chose Xyntha with the
idea that the name suggests a forward-
looking quality. As well, it is distinct
from other drug product names, thus
eliminating any chance of confusion.

HT: Wyeth currently produces a
recombinant FVIII product, Refacto®,
which has been used around the world
for many years. What led Wyeth to
develop a new product?

Dr. Arkin: It was our perception and the
perception of many in the hemophilia
community that Refacto is a valued
treatment product and has many
attributes. The goal of Wyeth was to
take the existing attributes of Refacto
and to build on them to develop a next-
generation product. Xyntha uses a
state-of-the-art manufacturing and
purification process designed to enhance
the theoretical safety margin. The
manufacturing process for Xyntha is free
of the addition of albumin or any other
human- or animal-derived protein to the
media that produce FVIII in Chinese
hamster ovary cells, or CHO cells. The
purification process uses a synthetic
ligand free of any animal or human
protein, as opposed to Refacto, which
uses a murine monoclonal antibody. A
nanofiltration viral removal step has
been added to the purification process.
As well, most clinical monitoring of

hemophilia patients uses a test called
the one-stage clotting assay; the
potency of Xyntha has been aligned to
make it easier to monitor patients using
this one–stage assay. 
So the theoretical safety margin has

been enhanced and the product is easier
to use in the clinical setting.

HT: If human albumin was added to
the cell culture with Refacto but is
not with Xyntha, is this because there
have been concerns or even cases of
pathogen transmission with Refacto?

Dr. Arkin: Albumin is very widely used
for medicinal purposes. Its history has
included use in some of the recombinant
FVIIIs and it was even added to the vial
as a stabilizer. It has been used as a
stabilizer in vaccines. No specific
concerns have been identified; however,
regulatory guidance recommends
removal of albumin from the
manufacturing process. There is a saying
that “what you don’t know, you don’t
know” and one could envision that
perhaps one day there could be a
problem associated with albumin. If
albumin was not part of the production
process, one would not have to worry
about this theoretical possibility. It
eliminates a theoretical portal by which
a pathogen might get in, though that
possibility is vanishingly small. Instead of
albumin, the nutrient in the Xyntha cell
culture is neither of human or animal
origin.

HT:  Given that Xyntha has not been
exposed to material of human or
animal origin, why then is it necessary
to add viral inactivation and removal
steps?

Dr. Arkin: In fact, all recombinant
products include a viral inactivation step
such as solvent-detergent as an extra
layer of protection. Because Xyntha is a
smaller molecule, it can also be
subjected to a nanofiltration step.

HT: Both Xyntha and Refacto are
different from other recombinant
FVIIIs in that the B-domain is deleted,
or clipped out. Can you describe what
this means, and what are the
advantages and/or disadvantages?

Dr. Arkin: If one looks at the structure of
natural FVIII, there are 5 regions or
domains that are necessary for it to
function, and then there’s the B-domain
that connects two of these regions.
Removal of the B-domain of the
molecule has been shown not to affect
coagulation. These proteins are produced

by David Page 
CHS Executive Director

Factor
The

Blood
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in cells – CHO cells. One can think of
these cells as the factory for FVIII. By
virtue of removing the B-domain, the
molecule is smaller and the cells are
better able to produce protein. This
translates into more efficient
production. Improved efficiency puts
Wyeth closer to being able to produce
recombinant FVIII for the worldwide
hemophilia community. With regard to
safety or efficacy, there is no specific
advantage or disadvantage to having a
B-domain deleted protein compared to a
full-length protein.

HT: What have the clinical trials
revealed as to the efficacy of Xyntha?

Dr. Arkin: The clinical trials evaluated
Xyntha in the treatment of previously
treated patients with hemophilia A.
Wyeth looked at several settings. In the
treatment of bleeding, 1 or 2 infusions
of Xyntha were sufficient in 92% of
episodes. Patients rated the initial
infusion of Xyntha as excellent or good
for treatment of 70% of the bleeding
episodes. Some patients have also been
treated on prophylaxis. These patients
reported a rate of 3.9 bleeds per year,
which compares favourably with Refacto
and other products in use. In the
surgical setting, in a study of patients
undergoing major surgeries, physicians
and surgeons judged that hemostasis
was excellent during 92% of surgeries
and good in the other 8%. 

HT: Inhibitors are considered to be the
most serious complication of clotting
factor therapy. What have pre- and
post-marketing studies revealed
about the incidence of inhibitors with
Xyntha?

Dr. Arkin: Our clinical trials show us that
in previously treated patients Xyntha
would be considered as comparable to
other FVIII products. Of 94 patients in
the pivotal study, 2 experienced
transient low-level inhibitors. In both
patients the inhibitor was present at a
single point in time and was not

measurable either before or after this
point in time. These patients had no
clinical symptoms of an inhibitor. 

HT: Where is Xyntha currently
approved and how long has it been on
the market?

Dr. Arkin: Xyntha is approved in the
United States. It has been marketed
since August 2008. It received a Notice
of Compliance from Health Canada in
April 2008.

HT: How is Xyntha supplied?

Dr. Arkin: Xyntha is supplied in vial sizes
of 250, 500, 1000, and 2000 IUs. It
comes with the needle-less R2 Kit®,
which has been used in Canada with the
Wyeth hemophilia B product, Benefix®,
for over a year and been well-received
by patients and treaters. When
constituted the final volume is 4 ML for
all vial sizes.

Policy on Blood, Blood Products and their Alternatives

The Canadian Hemophilia Society Policy on Blood, Blood Products and
their Alternatives states in Section 2.2.3 on Choice of Product:
Quality therapy implies that a patient and his/her physician have the

option to choose products which meet that patient’s individual needs.

a) The decision as to choice of product should be made jointly by the
physician and the patient (or his guardian). 

b) Access to a range of products to meet individual patient needs,
including but not limited to control of bleeding, prophylaxis and
immune tolerance induction, must be provided.

The full policy is available at 
www.hemophilia.ca/en/about-the-chs/public-affairs.

Joint statement of the Canadian Hemophilia Society
(CHS) and the Association of Hemophilia Clinic Directors
of Canada (AHCDC)

vCJD infection reported in a person with hemophilia in UK: FVIII
concentrates considered most likely cause

February 19, 2009 - On February 17, the Health Protection Agency in the
United Kingdom (UK) reported that a man with hemophilia was found at post
mortem examination to have evidence of infection with the agent causing
variant Creutzfeldt-Jakob disease (vCJD). The man died of unrelated causes and
never showed symptoms of vCJD. As part of an ongoing study, the patient’s
spleen was biopsied after his death and evidence of the infectious agent,
abnormal prion proteins, was detected. This is the first time that a person with
hemophilia has been found to have any evidence of vCJD infection.

To read the full CHS and AHCDC statement, please go to
www.hemophilia.ca/en/safe--secure-blood-supply.

Editor’s Note: The full Xyntha monograph
is available at www.wyeth.ca/en/products.



HEMOPHILIA TODAY W I N T E R  2 0 0 928 t h e  f e m a l e  f a c t o r

Factor VII deficiency is a very rare
inherited bleeding disorder. While
approximately 1 in 1,000 people carry

the defective factor VII gene without
showing symptoms of the disorder, when
both parents carry the
gene there is a chance
that a child will have
severe factor VII
deficiency. This form
occurs in only 1 in
500,000 people. This is
the story of its impact
on one family, as told by
Carole, one of three
siblings whose lives
were traumatically
affected by this
disorder.
For many years a

story circulated about a
doctor in a small town
in Quebec who kept a
map on his office wall.
This map didn’t have
towns and rivers on it
but rather the
genealogy of local
families affected by
factor VII deficiency.
Amongst this doctor’s
patients during the
1960s was a family
where there was no
previous history of
bleeding. The first sign
occurred when Carole’s
seven-year-old sister had prolonged
bleeding following a tooth extraction. She
was referred to the local hematologist,
who diagnosed factor VII deficiency. All
the children in the family were tested and
Carole was also found to have the disorder,
as was another sister born later.

Treatment in 
the 1960s consisted of
plasma transfusions.
The girls saw the
doctor, as needed,
when they had a
bleeding problem. He
provided free care to
them at a time before
provincial health
coverage existed,
which was greatly
appreciated by the
family with eight
children. Excessive
bruising was common for all three girls.
Carole recalls having to be careful not to
engage in sports that could lead to joint or
muscle bleeds.

When Carole’s sister
began menstruation, oral
contraceptives were
prescribed to lessen her
menorrhagia (heavy
menstrual bleeding). But
the bleeding continued
to be abnormally heavy
and after a year she
underwent a
hysterectomy. She was
only 13 years old. A few
years later, faced with
the same menstrual
problems, it was decided
that Carole would also
have a hysterectomy as
would the third sister.
Carole recalls how

lightly some people
treated her
hysterectomy. “You’re
lucky,” some would say.
“You don’t have to worry
about getting pregnant.”
But living in a small
town also meant that
most everyone knew she
couldn’t have children.
This was difficult to
come to terms with, for
both Carole and some of

the men she dated, but eventually she
found the right partner who accepted her
for who she was.
When their doctor retired about seven

years ago, the sisters were referred to a
hemophilia treatment centre (HTC), where
their medical history was entered into the

Female
Factor
by Patricia Stewart

The

inherited bleeding disorders patient
registry. They learned more about the
disorder and the advanced treatment
available, plasma-derived factor VII
concentrate. Carole is now on factor
replacement therapy by self-infusion and
is seen every two years at the HTC. She
adds that she is more informed now about
factor VII deficiency and associated risks
such as brain hemorrhages. “I often have
bad headaches – now I’ll be more alert
about the level of pain and contact the
centre if it seems to be abnormally
painful,” she says.
Carole says now that she is in the

patient registry, she feels safer and less
isolated. “I felt like an orphan – all alone,”
she says. She is reassured by the fact that
should she ever need emergency care, her
medical information is readily available to
the treating doctors. She keeps her
FactorFirst card with her at all times and
wears a personalized Medic Alert bracelet.
She consults the CHS Web site regularly
and she and one of her sisters attended
the recent CHS workshop Living with a
rare bleeding disorder (see article on p. 17).
Had factor replacement therapy been

available in the 1960s, Carole and her
sisters may not have had to undergo the
trauma, as children, of having
hysterectomies for menorrhagia. Hopefully
the Clinical practice guidelines on the
management of women with inherited
bleeding disorders, published in 2005 by
the Society of Obstetricians and
Gynaecologists of Canada (SOGC), will
ensure that no woman will have to live
with the trauma of losing the choice to
have children because of an undiagnosed
bleeding disorder. The SOGC guidelines are
available on the CHS Web site under
Educational Material: www.hemophilia.ca.

She (Carole) … keeps

her FactorFirst card

with her at all times

and wears a

personalized Medic

Alert bracelet. She

consults the CHS Web

site regularly and she

and one of her sisters

attended the recent

CHS workshop Living

with a rare bleeding

disorder.

Living with 
factor VII deficiency: 
a family history

Carole and France Carignan at the CHS workshop Living with a rare bleeding
disorder.
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A Global
Perspective

2008was a continuation of the
success that the TCOR – Jordan twinning
experience has been since its debut five
years ago. From November 4 to 14, 2008,
TCOR hosted our friends from the Jordanian
Hemophilia and Thalassemia Society (JHTS)
for a 10-day educational exchange visit.

Sawsan Al-Swety, a physiotherapist
from Jordan, undertook three days of
training at the Hospital for Sick Children
and St. Michael’s Hospital in Toronto,
where she met a number of hemophilia
patients alongside physiotherapy staff Pam
Hilliard and Caroline Jones. She also had

the opportunity to
experience and appreciate
firsthand comprehensive
care (something very much
taken for granted in
Canada) through
attendance at the Friday
clinic at the Hospital for
Sick Children.
A special TCOR board

meeting focused on
twinning was held. TCOR
board members and JHTS
board members Arafat
Awajan and Asia Al Sayayadeh exchanged
information and reviewed programs and
services, organizational structure, and the
planning and budgeting processes. We were
joined by two former TCOR board members
and Sawsan Al-Swety, who is very involved
with the hemophilia society in Jordan and
offers free physiotherapy clinics to
patients. Special guests included 12-year-
old Omar from Jordan, who met and
exchanged valuable information (through
hand-held video games) with his new
Canadian buddies Stephan and Roman.
Later in the week, the Jordanian board
members were able to meet with TCOR
youth representative Sarah Bradshaw. 
A well-attended hepatitis C information

session was also part of the very busy
schedule for our guests.
The TCOR Families in Touch Support

Group held an international potluck
dinner, where Arafat presented the
advances in Jordan accomplished through
the twinning program. The Awajan family
particularly enjoyed the opportunity to
meet and chat with other
families in a relaxed
environment.
Arafat, his wife Asia and

Sawsan Al-Swety also attended
a recognition luncheon in
honour of Dr. Bernadette
Garvey, who spearheaded the
founding of the St. Michael’s
Hospital Adult Hemophilia
Program over 25 years ago and
was also instrumental in
establishing the Hemophilia
Treatment Centre twinning
with two hospitals in Jordan.
Last and perhaps most

importantly, our Jordanian
partners attended hemophilia
clinics at both the Hospital for

TCOR and Jordanian
Hemophilia and
Thalassemia Society
twinning visit

by Mike Beck, Candace Terpstra 
and Susan Turner 
Toronto and Central Ontario Region

Sick Children and St. Michael’s Hospital,
which were valuable opportunities to learn
more about comprehensive care. Young Omar
enjoyed his tour of the SickKids Research
Laboratory, where Dr. Margaret Rand gave
him the opportunity to conduct a bit of his
own research.
All was not work though. We found 

time for a visit with a family (where Omar
had a chance to play with his Canadian
counterparts), shopping at the Eaton Centre,
supper at the top of the CN Tower and a trip
to Niagara Falls.
By the time Friday came, a tired family

boarded their flight home to Jordan laden
with books, souvenirs and hopefully an
understanding of the role of the CHS in
promoting improved care, and the ways in
which TCOR works to accomplish our shared
vision of improved health and quality of life
for people with bleeding disorders. We also
hope we were able to repay some of the
incredible Jordanian hospitality that has been
our pleasure to experience over the course of
the twinning.

(L-R) Back row: Omar Awajan, Arafat Awajan, Asia Al Sayayadeh. 
Front row: Mike Beck, Candace Terpstra and Sarah Bradshaw.

During TCOR’s last visit to Jordan, young Laithe meets physiothera-
pist Sawsan Fawzi. Together they will work on improving his knee
joint function.



a  g l o b a l  p e r s p e c t i v e

Meeting between Tunisia
and Quebec bears fruit

by Joumana Yahchouchi, CHSQ program
and fundraising coordinator

November 3 to 10, the Canadian
Hemophilia Society-Quebec Chapter
(CHSQ) met with the Tunisian

Hemophilia Association (ATH). The CHSQ has
been cultivating close ties with its sister
organization in Tunisia for the past three
years. During the visit to Tunis and Sfax, the
Quebec delegation had an opportunity to
present a series of interactive and practical
workshops. The goal was to consolidate the
ATH’s governance and to encourage Tunisia’s
hemophilia community to become involved
with the organization.
CHSQ President François Laroche
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described the evolution of the Quebec
Chapter’s activities since its creation in
1959, and stressed the importance of
perseverance and doggedness in pursuing
goals. As he explained to the audience, the
CHSQ’s gains were not achieved in a day but
are the fruit of the hard work of many
generations—a powerful testimony and
message of hope to the ATH, which was
created in 1992.
Youth involvement is the key to the

future. In the second workshop, David
Pouliot, the CHSQ’s young vice president,
emphasized the vital role that Tunisian
youth must play within the ATH. Some of
the ideas thrown out to the young
participants helped the Tunisian association
identify possible recruits. The workshop
confirmed the need, day after day, to make
young people aware of their potential to act.
Finally, raising funds is not always the

easiest task to do. As program and
fundraising coordinator for the CHSQ, I made
a presentation to the members of the ATH
Board of Directors and close collaborators,
offering practical tips and useful and
concrete tools to help the organization
successfully develop future activities.
Once again, the meeting proved

extremely productive and constructive for
both parties. It is always fascinating to see
to what extent commitment and energy on
both sides of the ocean can bring about
enormous changes.

Future and current members of the ATH Board of
Directors and members of the CHSQ Board of Directors
during the youth workshop held in the newly-built
Tunis Hemophilia Treatment Centre.

Joumana Yahchouchi, CHSQ
program and fundraising
coordinator, held a
fundraising workshop that
triggered a lot of interest
and participation by the
ATH members.

Leaving the youth workshop held in Sfax, the youngest members playfully surrounded Joumana for a permanent memory of the scene.


