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Word
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Editor

François Laroche
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Bridgestone Racing Academy, Mosport, ON
September 19, 2008

Thrills and adrenaline from start to finish!

Hockey and racing cars were fixtures of my childhood. From the age of 4, I was
always playing crazy hockey games in the basement, either on my own or with
my dad, where I pretended to be one of the great heroes of the time: Jean

Béliveau, or a bit later on, Guy Lafleur.
When I was around 8 or 10, like most children of my age, I enjoyed playing with toy

cars, which I sent speeding down a race track propped up on a shelf. With Gilles
Villeneuve, Didier Pironi or Jacques Laffite at the wheel, which one would be fastest:
the red, blue, or green and white? What joy... and what great high-speed crashes!

How can I explain my feelings when I was offered the chance to spend a half-day at
the Bridgestone Racing Academy in Mosport, Ontario, as part of the Dare to Dream for
Hemophilia event, to help raise funds for hemophilia and raise awareness for people
living with bleeding disorders. I was just thrilled.

On the site, after the welcome, we were invited to participate in a 75-minute open-
wheel race car lesson. We were told all about the features of the track, important
safety rules, etc. Then we were given a helmet, a fire-retardant racing suit, balaclava
and shoes, and assembled on the perimeter of the track for our first exposure to an
open-wheel race car. There the instructor explained to us the components and
characteristics of the car. Then the group was divided in two and we went onto the
track, all very excited and somewhat apprehensive.

After the first few laps, I started to understand and control this beast. It was quite a
handful. Unlike a regular road car, you have to forget about cruising speeds. The car
just wants to accelerate or decelerate. And the brakes are amazingly powerful. As I
started to gain control, I began lapping faster, leaving my braking later and

accelerating out of the corners
more quickly. I had a few
scares—came out of curve #7 a
bit too fast, but I managed to
get the car under control in the
nick of time. Then I locked up
the front wheels just before the
last bend (#12), taking it much
too widely. But I didn’t come off
the track at any point, and the
adrenaline was really flowing at
times. All in all, it was a
fantastic and unforgettable
experience in a very controlled
and extremely safe environment.

A big thank-you to the CHS
and Wyeth, official sponsor of
the Dare to Dream for
Hemophilia event, and to all my
personal sponsors, without
whom I would never have been
able to take part in the event.
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In June 2008, the city of Istanbul was once again invaded. Asmall but determined group of Turks resisted by creating long,
long lineups for entry visas at the airport, driving taxi passen-

gers in circles, tearing up the landscape and building huge fences.
Fortunately, most of the Turkish people realized that unlike the
Byzantines, Romans and Ottomans, this force meant no harm and
so they welcomed the 4,000 delegates to Congress 2008. For 10
glorious days, Istanbul sparkled on the Bosphorus; this time as the
capital city of the global hemophilia community.

Canada sent many of her best scientists, volunteers, healthcare
professionals, researchers, experts, scholars and leaders to share
knowledge, learn new ways, foster collaboration, build partner-
ships, challenge thinking and help others.

And Canada sent me too — with a long list of things to do
while I was there!

My first duty was
to attend the pre-
congress National
Member Organization
Training for a day,
along with Hélène
Bourgaize of the CHS
National Office, to set
up our booth and an-
swer questions about
our bid to have Con-
gress 2012 in Toronto.
A seven-foot tall ice
sculpture of the CN
Tower attracted crowds
to the Canadian booth
and was a subtle sym-
bol of our ability to get
things done, despite
the odds…or the
temperature!

Having co-chaired
the Multidisciplinary Program Committee for Congress 2006 in
Vancouver, I have a good appreciation of the tremendous amount
of planning and hard work that goes into the implementation of
a successful Congress and my anticipation mounted as we gath-
ered for the official opening. The congress program offered so
many excellent sessions that it was difficult to choose which
ones to attend.

Each World Congress reminds us of how fortunate we are to
live in a country with resources and how we can share with peo-
ple with bleeding disorders in other parts of the world. The CHS
and the Irish Haemophilia Society (IHS) have shown leadership
and generosity by making regular contributions to the WFH. This
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Message from the President

Pam Wilton, RN
President

is the right time to ask other countries who can help to do so,
and the WFH asked me to host a breakfast session on this topic. I
was a little apprehensive, not because I wasn’t confident that
other countries would respond positively but because managing
an act like David Page and Brian O’Mahony, CEO of the IHS, is
tough at the best of times but a hundred times harder in a dark
congress building at 6:30 a.m., with not a drop of coffee in sight.

Canada leads in the number of twinnings with hemophilia or-
ganizations and hemophilia treatment centres worldwide. The
CHS is “twinned” with the South Africa Hemophilia Foundation.
Many chapters and
regions also have
“twins”. The accom-
plishments of the
WFH Twinning Pro-
gram were highlighted
during Congress and
the outstanding work
of individuals and
partnered organiza-
tions recognized and
applauded in an
awards ceremony. The
Canadians were on
their feet and cheer-
ing loudly when our
own Dr. Man-Chiu Poon of the Southern Alberta Hemophilia
Clinic was recognized this year for his leadership and excellence.

As President of the CHS, I was also invited to attend several
dinners, presentations and receptions. (Tough work, but someone
has to do it.) I was always warmly welcomed as the representa-
tive from Canada and always met someone who complimented
me on the work of the CHS and the commitment of our volun-
teers and staff. I was especially proud when a woman from the
U.S. told me how impressed she was with the knowledge and
leadership skills of the CHS youth who attended the National
Hemophilia Foundation conference in Florida last October.

It was also my privilege to represent the CHS at the General
Assembly of the World Federation of Hemophilia. I proudly set-
tled myself in the front row, behind the little Canadian flag (think
United Nations), where I did my best to appear composed and
dignified. All the while I was thinking, “How cool is this?” I soon
realized that I no longer had a name but should respond to
“Canada?” This was a fascinating experience filled with lots of
pomp, drama and importance.

Finally, it was show time! All the months of consultation,
strategizing, preparation and rehearsals had led to this moment.
Dr. Manuel Carcao of the AHCDC and I had been selected to deliver
Canada’s bid for Congress 2012 in Toronto to the WFH delegates.
Pressure? Hardly. We only knew that the CHS and all of our profes-
sional organizations (not to mention Tourism Toronto!) were
counting on us to bring the congress home to Canada. We were
ready. We did our best. We were good. Paris won. I’m sorry, Canada.

After the business of the WFH was conducted, there was yet
another Canadian, David Page, thanked for his many years of dedi-
cation and contributions to the work of the WFH. Although David’s
time on the WFH Executive Committee came to an end, there was
another Canadian, Eric Stolte, waiting in the wings to join the
Executive and ready to respond when someone says, “Canada?”.

You can call me
“Canada?”

Each World Congress
reminds us of how
fortunate we are to
live in a country with
resources and how
we can share with
people with bleeding
disorders in other
parts of the world.
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� Being HIV-positive will no longer be a
bar to visit the USA

Being HIV-positive will no longer be a
bar to the granting of a visa to visit the

USA, according to new rules issued by the
US Department of Homeland Security.

US consular officials will now have the
authority to grant visas for short visits to
otherwise eligible HIV-positive individuals
without having to obtain a special “waiver.”
But a visa must be obtained before travel to
the US.

The new rule, called the Human Immun-
odeficiency Virus (HIV) Waiver Final Rule
was announced on September 29 and can
be read at www.dhs.gov/xprevprot/laws/
gc_1222707499738.shtm. It applies to
people with HIV who wish to visit the US for
up to 30 days.

“Current therapies (clotting factor re-
placement injections) can be cost-prohibi-
tive and, unfortunately, up to 35 per cent
of patients treated in this way develop an-
tibodies to the injected factor, limiting the
effectiveness of such treatment. For these
reasons, alternative treatments such as
gene therapy are desirable,” she explains.
“One promising therapy that has been
used to successfully treat hemophilia A in
a mouse model is spliceosome-mediated
RNA trans-splicing (SMaRT).” Dr. Aukema
plans to investigate the function of one of
the most important components of the
splicing machinery as a route towards im-
proving splicing-based therapies for he-
mophilia.

For more information, please visit
www.hemophilia.ca.

� Dr. Kelly Aukema 2008 recipient of
the Hemostasis Fellowship

Weare pleased to announce that
Dr. Kelly Aukema is this year’s

recipient of the Novo Nordisk Canada –
CHS - AHCDC Fellowship in Congenital and
Acquired Bleeding Disorders.

Dr. Kelly Aukema will engage in a study
titled RNA splicing mediated therapies for
hemophilia. Her CHS project on splicing
therapy is a natural progression from her
current RNA research at the University of
Northern British Columbia.

Community
News

Hemophilia Today… and tomorrow
The Editorial Committee of Hemophilia Today would like to hear your comments about the content and
format of the newsmagazine. Please use the reply form and pre-stamped envelope inserted in this issue and
send us suggestions on how to improve Hemophilia Today.

� The Canadian Hemophilia Society is proud to provide Hemophilia Today free of charge to its readers
across Canada and around the world.

� Production costs are kept as low as possible by, for example, producing a single bilingual copy and
printing the newsmagazine in a 2-colour format.

� Nevertheless, Hemophilia Today costs $40,000 annually for the CHS to produce and distribute.

We would also like to invite readers to make a voluntary contribution to offset these costs and help us to
continue providing the best possible publication free of charge to all who request it.

Thank you!
Photo below from Hemophilia Today Spring 2008
Chapter Spotlight, Northern Alberta Region
Students mark World Hemophilia Day at Mother Teresa Catholic School.

HIV-positive individuals who wish to
make short visits to the US will need to
apply to their local US consulate. A visa will
be granted if they meet all the normal con-
ditions for the granting of a US visa. A
granted visa will not mention HIV. But US
consular officials will have to be satisfied
that HIV-positive visa applicants will not
engage in activities in the US that will pose
a threat to public health.

Eligible HIV-positive individuals will now
be able to obtain a visa to visit the US on
the same day as they have an interview
with a consular official.

Source: Michael Carter, AIDSMAP News,
Tuesday, September 30, 2008
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Our Mission
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.

Research1960

2008

Nikolas and Patrick Muinonen

Eddy and Donald Burns

has made great strides in less
than 50 years, but a cure
has yet to be found.
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Mature student bursaries
Patti Ryland
Goose Bay, NL

Patti is currently
completing a Bache-
lor’s degree in Social
Work at the Univer-
sity of Manitoba via
distance education.
The CHS financial
award will enable her
to pursue her dream
of becoming a social worker. She learned
more about the bleeding disorder and the
CHS after her family, including her husband
who has hemophilia, attended a camp in
2007 for people with hemophilia and their
families, sponsored by the CHS Newfound-
land and Labrador Chapter. Through this
camp she realized the importance of pro-
viding strong, ongoing support to families
dealing with hemophilia and other chronic
health conditions, and the role that she
could play as a social worker.

Ania Szado
Toronto, ON

Ania Szado has VWD
and is the parent of
children who also
have the disorder.
She returned to
school last year to
pursue a Master’s of
Fine Arts in Creative Writing. The degree
will provide her with the academic require-
ments to teach creative writing in colleges
and universities. Currently, she is a free-
lance copywriter and a published novelist. A
CHS volunteer for over a decade, Ania has
contributed to many CHS conferences as an
organizing committee member, speaker or
group leader. She has also helped the CHS
raise awareness of bleeding disorders in
women.

CHS bursaries
Kristy Dobson
Pickering, ON

Kristy Dobson is a competitive figure skater
with von Willebrand disease (VWD) and one
day hopes to represent Canada at the
Olympic Winter Games. She trains about 25
hours per week, 15 hours on the ice and 10
off. “My bleeding disorder affects me every
single day of my life,” she says. In addition
to her skating career, Kristy has aspirations
to research better training methods for
Canadian athletes. She is pursuing a degree
in Kinesiology and Health Science at York
University in Toronto.
(See Kristy’s article in Our Stories)

Julia Stewart Page
La Durantaye, QC

Julia is currently
studying at the Uni-
versity of Costa
Rica in San José as
part of an exchange
program with Laval
University in
Québec, where she
is completing a pro-
gram in Interna-
tional Studies and Modern Languages. This
exchange has broadened her horizons
about the possibilities of international col-
laboration, and the capacities of emerging
countries in resolving important issues such
as environmental protection and commu-
nity-based sustainable development proj-
ects. She is grateful to the CHS for
providing her the opportunity to pursue this
adventure, which will allow her to expand
her interest in working with Latin American
countries towards social justice. A carrier of
hemophilia, Julia has been an active volun-
teer with the CHS and the Quebec Chapter
for several years, and participated in the
national All About Carriers project.

2008 CHS
Scholarship and
Bursary Program

CHS scholarship
Lyanne Fortin-Foster
North Bay, ON
After graduating with
honours from École
secondaire Algonquin
in North Bay, Lyanne
earned an Honours
Bachelor’s degree in
Sociology from
Queen’s University in
Kingston. She re-
cently completed a
post-graduate certificate program in Cor-
porate Communications at Seneca College
in Toronto. She is currently working to-
wards a Master’s of Professional Communi-
cations at the University of Western Sydney
in Australia. Lyanne has been personally af-
fected by hemophilia. Her older brother
Patrick had severe hemophilia and con-
tracted HIV through tainted blood the year
she was born, in 1984. He died of AIDS in
2001, when she was 17. While attending
university she found out that she is a car-
rier of hemophilia with symptoms of mild
hemophilia.

n 2008, the CHS is pleased to provide
five $4,000 scholarship and bursary
awards to support individuals pursuing

studies at a post-secondary educational in-
stitution. The CHS offers student awards in
three categories:

– scholarship based on academic merit
– bursary based on financial need
– mature student bursary

The CHS would like to acknowledge the
generous support of the sponsors of the
2008 Scholarship and Bursary Program. The
five awards were made possible by educa-
tional grants from CSL Behring (3), Bayer
HealthCare (1) and Baxter BioScience (1).

I

The CHS Scholarship and Bursary Program is open to Canadians with hemophilia (factor VIII or
IX deficiency) or another inherited bleeding disorder (such as von Willebrand disease, a rare
factor deficiency or platelet function disorder), carriers, and those who contracted HIV through
blood transfusion. Spouses and children of the above mentioned people may also apply.

The deadline for submission of completed applications and supporting documents is April 30, 2009.

Information about the program and application forms are available on the CHS Web site at
www.hemophilia.ca.

2008
RECIPIENTS
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� Important message to individuals infected with HIV by tainted
blood products and members of their families

The HIV Trust Fund was created under Ontario law as a result of the closure of
the Canadian Red Cross Society in 1998. Funds were set aside for individuals
who could establish a link between their illness and the Canadian Red Cross

blood products distribution system. Individuals who signed a release to receive
payments under the Federal Provincial Territorial Assistance Program for Secondarily
Infected Individuals (EAPII) and the Multi-Provincial Territorial Assistance Plan
(MPTAP) are not eligible to receive compensation from this fund. Claims for
compensation from the HIV Trust Fund were to be filed by February 5, 2002.

Since the creation of the HIV Trust Fund, however, no compensation has been
distributed and many questions remain unanswered. Among them is whether it is
possible to submit a claim past the deadline of February 5, 2002. Also unclear is the
eligibility of family members of the individual infected who have not signed a
release for the EAPII or the MPTAP.

The Ontario Superior Court and an arbitrator began to consider some of these
questions in September 2008. If the court and/or the arbitrator decide that it is
permissible for claims to be filed after the February 5, 2002 deadline, it is expected
that a new deadline and procedures for considering such claims will be established.

Family members who might eventually be eligible are understood to be:

– The parents and the grandparents of the person directly infected who have
not signed the EAPII or MPTAP release

– The spouse of the person directly infected who did not sign the EAPII or
MPTAP release

– The siblings of the directly infected person who have not signed the EAPII or
MPTAP release

– The children of the directly infected person who have not signed the EAPII
or MPTAP release (or where court approval in the case of a minor was not
attained)

– The grandchildren of the directly infected person who have not signed the
EAPII or MPTAP release

There are no guarantees regarding the decision to be made by the court or
what claims might be accepted.

However, given that there is a possibility that family members might possibly
be eligible to make a claim for compensation from the HIV Trust Fund, those
who intend to file a claim should do so as soon as possible.

There are three forms that need to be completed for each individual claim.

Once completed, the forms must be sent to:

The Canadian Red Cross Society (CRCS) HIV Trust Fund
130 Adelaide Street West, Suite 2600

Toronto, ON M5H 3P5

To obtain forms and for any questions you might have, please contact Betty
Montoni at 416 865-2925. She can respond primarily to questions in English and
refer callers to a bilingual staff member as needed.

LATE-BREAKING NEWS - Just before going to press with this Hemophilia Today
issue, we learned that Judge Cullity has rendered his decision. He ruled that the court
has jurisdiction to extend the deadline or to direct that additional late or irregular
applications be accepted. See www.hemophilia.ca to read the complete decision.

NEW
resources available!

� VIDEO – Hemophilia: What
School Personnel Should Know

This new video is designed for teachers
and other personnel in a school with a

student who has hemophilia. Properly in-
formed, school staff can ensure that a child
with hemophilia gets the care he needs,
and that he feels
accepted in his
school environ-
ment. The video
was developed
by the CHS, in
collaboration
with parents and
hemophilia
treatment centre
healthcare professionals. It was made pos-
sible through an unrestricted
educational grant from Bayer HealthCare.

� Navigating the ER

This new module of the Passport to Well-
Being Program was launched on August

16 at the Nova Scotia Family Weekend.
Navigating the ER, the latest in the series of

booklets accom-
panying the
Passport pro-
gram, contains
practical sugges-
tions to help
people with
bleeding disor-
ders be prepared
for accessing
emergency care.
This module was
made possible
through an unre-
stricted educa-
tional grant
from Baxter
BioScience.

To order copies of these new resources,
please contact the CHS office at
1 800 668-2686 or chs@hemophilia.ca.
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Hemophilia Ontario

Summer is the height of Hemophilia On-
tario’s programming calendar and this

year has been no different. From a seminar
on how to build a water garden oasis to
hepatitis C workshops, golf tournaments,
conferences, camps and support groups,
this summer’s programming has been rich
and diverse. We continue this momentum
into the fall with upcoming programs in-
cluding the annual Just the Guys event, the
Central West Ontario Golf Tournament,
2008 Toronto International Marathon, and
Transition Program Evening (an information
session on shifting from pediatric to adult
care) to name a few.

There are simply too many events to list
within this spotlight, but we would like to
recognize the
efforts of all
volunteers
and staff
across the
province who
have helped
make our pro-
grams a real-
ity this year.

� New promotional items

Hemophilia Ontario
now has fridge magnets!
These magnets include the
Hemophilia Ontario logo
and our local and toll-free
telephone number.

Hemophilia Ontario
balloons are here! Are
you planning an event on
behalf of Hemophilia On-
tario? Why not top it up
with our promotional bal-
loons? They come in red
and white colours and
feature the Hemophilia
Ontario logo… what could
be better?

Please contact
Stephanie Darroch for fur-
ther details at sdarroch@
hemophilia.on.ca or 416
972-0641 ext. 20.

South Western Ontario
Region (SWOR)
� Moved to new offices

It’s official! We’ve moved and are up
and running at our new location:
186 King Street Suite 30,
London, ON N6A 1C7.

All other contact information remains
unchanged: telephone 519 432-2365,
fax 519 432-9922 and e-mail
jserrador@hemophilia.on.ca and
thiggins@hemophilia.on.ca.

� Inaugural tournament a success!

On a warm and sunny Monday in May,
the Highland Country Club in London was
the venue for our first Golf Tournament for
Hemophilia and Inherited Bleeding Disor-
ders. Sixty-four golfers swung their clubs,
and in some cases hacked their way, to fun

Chapter
Spotlight

would like to thank Matthew Maynard for
hosting the evening and Paul Wilton for
presenting an overview of his life as a per-
son living with hemophilia. The net profit
for the day was $10,000! On behalf of the
SWOR Fundraising Committee, thank you
all for making this day a huge success.

� Pond-building seminar

Saturday July 26 – Pond Master Chuck
Catton and his crew (Jason Zehr, Phil Jack-
son, Gord June) worked alongside partici-
pants to install a pondless waterfall 8.25
metres tall (35 feet) at Hospice of London,
located at 837 Talbot Street, London. An
opportunity for people to learn how to in-
stall their own water garden oasis at home,
this event was also a fundraiser benefiting
SWOR. In Hospice of London, Hemophilia
Ontario SWOR found a community partner
that has played a role in member care. As a

in the sun. A BBQ lunch and buffet dinner
were served. The winners of the day were
Jeff Robinson, Greg Sansom, Ray Bedard
and Lance Trowhill, who finished an amaz-
ing 14 under par just ahead of Corey Perry,
Brandon Prust, Danny Syvret and Kelly
Thompson (all of the 2005 Memorial Cup
winning team, London Knights) who fin-
ished second at 12 under. There were a
wide variety of items on the prize table, as
door prizes and for the silent auction. We
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� Pirates invade Pinecrest Adventures
Camp

This year’s camp theme, Pinecrest Treas-
ure Island, led to lots of fun and adventure!
Thirty-four campers enjoyed a camp pro-
gram overflowing with pirates, treasures
and legends. The days were full with
themed events such as the Buccaneer’s
Dinner, where we dressed like pirates and
ate with our hands, a hidden treasure hunt,
and cardboard boat building contest and
race. Campers also had the chance to cre-
ate their own pirate treasures in the craft
hut. Again, we enjoyed our camp classics –
campfires, Run and Scream, Crazy Utensil
Lunch, swimming and, you guessed it,
folks… FLAGS!!! We were fortunate to have
great weather for every day of camp, ex-
cept for the last night. When the weather
was bad we rolled with it, and still man-
aged to have fun indoors.

Thanks to Bayer, Baxter, CSL Behring,

result of the tainted blood tragedy, hospices
across Canada provide comfort and support
to individuals infected through tainted
blood products. Hospice of London provides
caring support, day programs and services
to meet the physical, social, emotional and
spiritual needs of people living with a life-
threatening illness.

� Kincardine Break-the-Wall swim

Sunday August 3 – The mother/daugh-
ter team of Chris and Karla Dickson braved
the chilly waters of Kincardine Harbour in
their efforts to raise awareness of hemo-
philia and funds for SWOR. The Dickson
family was introduced to hemophilia
17 years ago with the diagnosis of the
youngest son. Over the years, they have
met and worked with some wonderful peo-
ple who have helped with their life journey.
The past several years have seen their

grassroots efforts to promote and support
SWOR through unique and heartfelt
fundraising initiatives such as the Christ-
mas tea biscuit campaign. This time, with
friends and family there for support, Chris
and Karla began at the north pier and
swam out to the breakwall (a concrete wall
designed to protect the harbour from high
winds and strong waves). By the end of the
swim both ladies were tired, but thrilled, to
have crossed one more thing off their life
list. We would like to say congratulations
and thank you to Chris, Karla, the Dickson
family and everyone who helped to make
the day a reality and the event a success.

Novo Nordisk, Wyeth and the London Com-
munity Foundation for sponsoring the camp
this summer. A special thanks also goes to
Lori Laudenbach and Keira Evans for being
our caring camp nurses. A big thank you
goes to Mary Jane Steele for leading the
CIT campout. And a standing ovation goes
out to the Pinecrest staff who volunteer
their time to create a magical place for the
children in our region.

� SWOR summer BBQ

On Saturday, June 21, the Annual SWOR
Summer BBQ was held at Greenview
Aviaries Park & Zoo, near Ridgetown, Ont.
Forty-nine members of all ages had a wild
time. After a fabulous potluck BBQ, we took
a stroll through the miniature village and
the children cooled off on the splash pad.
We also explored the zoo, which features
domestic and exotic animals – tigers, lions,
jaguars, cougars, zebras, eland, donkeys,
wolves and so many more.

Hemophilia Saskatchewan

Hemophilia Saskatchewan’s Family
Weekend in September was a resound-

ing success with people attending from all
over the province. There was programming
and events for all ages.

It was wonderful to see the youth ac-
tively taking ownership of their own ses-
sions under the guidance of Jesse Katzman,
Lana Price-Wright and Justin Shenher. The
youth enjoyed the chance to come together
to learn and have fun.

Sessions for the adults included topics
such as What’s New in Treatment and Re-
search?, Bleeding Disorders 0 – 12, What to
Expect & How to Handle it, Building Family
Assets – You Don’t Need to Go it Alone, The
SystemWorks – One Family’s Story, How to
be Assertive, and Playing and Being Safe.

Fun was had by all socializing, rekindling
friendships and making new friends.



� Youth activity

On August 9, the CHSQ youth group en-
joyed a different and refreshing summer
experience: the waterslides at Village Va-
cances Valcartier near Quebec City. This an-
nual get-together was an opportunity to
take part in one of the favourite sports of

the hemophilia
community in a
safe, enjoyable
setting. Despite
the forecast, our
youngsters were
determined to
brave the weather
and take advan-
tage of this day!
Mission accom-
plished: the eight
participants really
enjoyed their out-
ing, which gave
them an opportu-
nity to strengthen
their ties with
other kids who
share the reality of
hemophilia.
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Quebec Chapter (CHSQ)
� Summer camp

From August 10 to 15, 18 young peo-
ple, including 10 with hemophilia,

took part in the CHSQ summer camp at
Camp Portneuf in Saint-Raymond-de-
Portneuf. Under the watchful eye and
encouraging guidance of the valiant
hemophilia nurses, Claudine Amesse of
the Centre hospitalier universitaire
Sainte-Justine and Louisette Bail-
largeon of the Centre hospitalier uni-
versitaire de Sherbrooke, they learned
about or perfected their self-infusion
techniques. Once again, this was a very
positive experience that encouraged
our youngsters with hemophilia to de-
velop their autonomy and self-confidence.
It was also a great opportunity for the
young campers to form new friendships
that, we hope, will last for years. We would
like to extend our warmest thanks to all of
our partners, who make this essential activ-
ity possible for young members of the CHSQ.

Nova Scotia Chapter

Wehave just finished up with our suc-
cessful family weekend and another

fantastic year at summer camp. Moving
into the fall and early winter is quite busy
and exciting for our chapter. In October, we
will be participating for our second year in
a row in the Nova Scotia’s Windsor Pump-
kin Regatta. We are happy to announce
that Wim Peters will be paddling the pump-
kin across the river again. Last year he
came in 11th, fantastic for his first time
paddling a 400lb pumpkin! We’ll keep you
posted on this year’s result.

Prince Edward Island Chapter

On September 4, Shelley Mountain gave
a VWD presentation to a class at the

University of Prince Edward Island School
of Nursing. Using the CHS VWD education
kit as a starting point, she personalized the
presentation and also touched on other
bleeding disorders. The presentation was
well received and participants asked lots of
questions. We hope to be invited back
again next year.

Classroom cure

Olivia, a six-year-old girl
with hemophilia, started her
first day of Grade 1 with a
pesky cut on the back of her
hand that just didn’t want
to stop oozing. So six band-
aids later, she had to have
an infusion. A concerned
student in her class asked
her if the cut kept bleeding
because she kept picking it.
When Olivia explained that
she is missing “a glue” in
her blood to make it stop,
the child replied: “Don’t
worry, the teacher has lots
of glue, you’ll be OK.”
Too cute!!!

Newfoundland and Labrador
Chapter

� Great teamwork with fundraising!

On June 7, we held our 5th Annual Com-
munity Walk-a-thon all across the

province including Labrador. Funds raised
will help support the Hemophilia Research
Million Dollar Club.

In August, Ann Jerrett raised $100 for
the chapter from a yard sale.

On September 2, Derrick Maye, our
treasurer, presented a $500 cheque to
Mrs. Ruby Power of Grand Falls-Windsor.
Ruby was the lucky winner of our Labour
Day Sweep. There were 1,430 tickets sold.
Thanks to our family and friends again
for their support. Great teamwork,
everyone!
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Canadian Hemophilia Society (CHS)
▪ November 14-16, 2008 – The first national workshop for
people affected by a rare factor deficiency (FI, FII, FV, FVII, FX,
FXI, FXIII) or a platelet function disorder (Glanzmann
Thrombasthenia, Bernard-Soulier Syndrome) will be held in
Montreal.

▪ November 28-30, 2008 – CHS semi-annual Board of
Directors and Chapter Presidents meetings (Montreal).

Southern Alberta Region
▪ November 6, 2008 – The Southern Alberta Region celebrates
the 30th anniversary of the establishment of its hemophilia
clinic, from 7 to 10 pm at the Art Gallery of Calgary.

▪ December 13, 2008 – Christmas Party and Annual General
Meeting at the Executive Royal Inn in Calgary.

Hemophilia Saskatchewan
▪ November 29, 2008 – Kids’ Christmas party, from 1 to 5 pm,
River Room of the Radisson Hotel in Saskatoon. Please let the
office know that you will be attending by calling the number
306 653-4366.

▪ December 11, 2008 – The Old Elephant’s Christmas –
At 7 pm at the Royal Saskatchewan Museum in Regina.

▪ December 14, 2008 – The Old Elephant’s Christmas –
At 1 pm and 3:30 pm at The Refinery in Saskatoon. Hemophilia
Saskatchewan joins with Brenda Baker to present The Old
Elephant’s Christmas, an enchanting tale of the world’s
smallest elephant. Through original and traditional music,
Brenda Baker draws the youngsters into this interactive story.
Every year the elephant has been there for Christmas, until
one year he is missing and his friends want to know what has
happened. Be sure to share this wonderful story with the
youngsters you know. It is guaranteed to be one of the
highlights of the season.

Hemophilia Ontario
▪ Register Now! – Accepting Camp Wanakita pre-registrations.
Please contact Stephanie Darroch at
sdarroch@hemophilia.on.ca or 416 972-0641 ext. 20 to
pre-register today!

▪ January or February 2009 – Hemophilia Ontario Youth
Winter Retreat – Stay tuned for further details!

Toronto and Central Ontario Region (TCOR)
▪ November 8, 2008 – Families In Touch – In conjunction with
a visit from members of the Jordanian Hemophilia Society, our
international twinning partner, this year we will hold an
international pot-luck dinner and educational evening on
Saturday, November 8. Plan to come out to meet our guests
from Jordan!

▪ November 9, 2008 – We are pleased to invite you to a
recognition luncheon for Dr. Bernadette Garvey, director of
the Toronto and Central Ontario Hemophilia Program at
St. Michael’s Hospital. Tickets are available in the TCOR office.

▪ January 2009 – Women’s health forum – Once again the
Hemophilia Society is requesting volunteers to help raise
awareness about bleeding disorders at 2009’s Women’s health
forum. This event takes place in January. For more details,
please contact the TCOR office at 416 972-0641.

Northern Ontario Region (NOR)
▪ October 29-30, 2008 - Comprehensive care clinic to be held
at the Thunder Bay Health Sciences Centre. Sandra Waboose,
Regional Service Coordinator, will be on hand to answer
questions and provide information.

South Western Ontario Region (SWOR)
▪ November 2008 – Bleeding disorders awareness month.
▪ November 2008 - The holiday party. This annual SWOR event
provides the opportunity for members to connect, learn and
celebrate the holiday season together.

▪ November and December 2008 – Holiday Wreath and Basket
fundraiser. By decorating your home or office for the holidays,
you can help raise funds for programs in the region. Watch for
more information about how you can get involved with this
fundraiser. Don’t forget that a wreath or basket would make a
great gift!

Ottawa and Eastern Ontario Region (OEOR)
▪ November 2008 – VWD education evening in Kingston.
▪ December 2008 – Camp Wanakita pizza party.

Quebec Chapter (CHSQ)
▪ November 1, 2008 – Dance for Life – Benefit for the CHSQ.
▪ November 14-16, 2008 - Training weekend for volunteers
and staff of the CHSQ, including the volunteers’ party and
information day with pharmaceutical industry partners for all
CHSQ members.

▪ Early November 2008 - Training activities in Tunisia as part
of our twinning with the Tunisian Hemophilia Association;
three CHSQ delegates will be attending.

Nova Scotia Chapter
▪ November 2008 – Annual Curl for Hemophilia – Teams of four
will battle with the “rock” for first place. This event has always
been fun, with great turnout and awards and prizes.

▪ December 2008 – Semi-annual general meeting, along with a
Christmas party and a visit from Santa for the kids. Also this
year on Boxing Day, we are joining hands with Canadian Blood
Services on their annual blood drive. We will be educating the
donors on rare bleeding disorders.

Newfoundland and Labrador Chapter
▪ November 14, 2008 – Raising awareness on VWD – At 12 pm
at the Health Sciences Centre in St. John’s.

▪ February 14, 2009 – 2009 Valentine’s Day Sweep at the
Janeway Clinic in St. John’s.

Upcoming
Events
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August 19 Mosport Racefest
The CHS participated in the Mosport Racefest in the heart of downtown Toronto,
a pre-race activity that is part of the Grand Prix of Mosport festivities. There were dis-
plays, pit stop demonstrations, race cars on exhibit and drivers available for autographs.
Many people visited our booth during the two-hour event.

August 20 Ron Fellows/Mosport Hockey Challenge
Canadian racing icon Ron Fellows is more accustomed to driving high-performance race cars than lacing up his skates.
But on August 20, he was joined by other American Le Mans race drivers and crew, along with current and former hockey pros,
for a fun game of hockey, all in support of the CHS.

August 21-24 Mosport Grand Prix
Our awareness and fundraising activities culminated
with the Grand Prix of Mosport, one of Canada’s
biggest racing events.

FUNdraising

In addition to great racing, the Grand Prix of Mosport
featured many activities off the track for fans to see and
do, including autograph sessions with drivers and teams
and race-related merchandise for sale. The CHS at-
tracted many people to its booth and auctioned off
Bridgestone Racing Academy seats.

The more people know about bleeding disorders, the
more likely they are to want to support us!

Good awareness and fundraising initiatives have the power to further our cause and move us closer to our goal…
our goal of one day finding a cure.

The best way to raise awareness is to speak out and inform people. And that’s just what the Canadian Hemophilia
Society did over a week in mid-August at three different racing events:

CHS revs it up
for a cureby Joyce Argall, Deborah Franz Currie

and Pauline Major, CHS Resource Development

The CHS expanded its reach by placing an ad in the Grand Prix of Mosport
souvenir program which was purchased by more than 40,000 race fans.

Our heartfelt thanks to our partners such as Mosport,
Ron Fellows, and our volunteers who made our August
activities such a success!



H E M O P H I L I A T O D AY F A L L 2 0 0 8 13f u n d r a i s i n g

FUNdraising

2008 Grand Prize winners with CHS President (L-R): Stéphane Rivard,
Pam Wilton, CHS President, Sarah Bradshaw and Matthew D'Addario.

S peed, acceleration, G-force – and exhilaration – were all part of
the 2008 Dare to Dream for Hemophilia event, presented by Wyeth, on
September 19 at the Bridgestone Racing Academy, one of North
America’s most respected racing schools.

Thirty-two novices slid into the cockpits and took the wheels of
open-wheel Van Diemen racing cars – a car designed solely for high-speed
precision racing.

As the green flag dropped, our participants accelerated around the race
track, applying their newfound skills and
understanding of race car driving, thanks to
their Bridgestone safe driving training. Our
drivers challenged the exciting and
demanding race track in a thrilling battle of
technology, driver skills and talent.

“An awesome day for a great cause – a-
once-in-a-lifetime experience that should
not be missed!” one participant said.

The Canadian Hemophilia Society’s
awareness and fundraising event powered
through the day until the checkered flag
dropped, ending the day.

“We appreciate the outstanding
dedication of Wyeth and Baxter’s support to
our Dare to Dream for Hemophilia event,”
said CHS President Pam Wilton. “Dare to
Dream is an important initiative for the
Canadian Hemophilia Society, which
captures the spirit of our dream of a cure.”

For 2009 even more exciting activities
will take place across Canada. Stay tuned
for more details, you won’t want to miss it.

“An awesome day
for a great cause –
a-once-in-a-lifetime
experience that
should not be
missed!”



Executive Committee. Each of the seven
nominees had an opportunity to give a
three-minute speech near the end of the
meetings. Plus our own CHS 2012 Congress
Bid Team was on hand to demonstrate the
wisdom of selecting Toronto for 2012.

It’s always a high privilege to lock arms
with volunteers from around the world who
are paying such a high price to see quality
hemophilia treatment become a reality. It

provides motivation for us all to keep the
CHS strong so that we can continue to
serve the international vision of Treatment
for All as we pursue our own mission of
striving to improve the health and quality
of life for all people with bleeding disorders
and to find a cure. I am deeply grateful for
the opportunity to learn and grow from at-
tending the NMO Training.
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NMO training
experience
by Eric Stolte, London, ON

Mothers of children with hemophilia
have been described as the lioness
of her pride. Here’s a Wikipedia

description for lioness: “The lionesses are
the hunters for their pride and capture their
prey with precise and complex teamwork…
Members of human cultures living among
lions in natural habitats have understood
this characteristic and often have chosen
the lioness to represent their most fero-
cious war deities and warriors….”

I met one at the National Member Or-
ganization (NMO) training prior to the WFH
Congress in Istanbul, Turkey. Megan was
one of over 100 people attending from
quite a number of countries at the WFH
workshop. A true African lioness, she led
the “hunt” to establish the NMO from
Nigeria as she sought help for her son.

WFH president Mark Skinner’s opening
address on the WFH’s progress towards its
mission of Treatment for All ignited our mo-
tivation to continue to work hard to make
this a reality for the 70 per cent of people
with hemophilia around the world who
have yet to have access to treatment. His
talk emphasized the relevance of workshop
topics such as Demystifying Medical Re-
search and Patient Representation and In-

volvement on Government Committees
towards strengthening our NMOs and then
lending that strength to those still struggling.

The meeting highlighted the rich cul-
tural diversity and special bonds in the
global community. Part of my mandate for
attending the workshop was to get to know
people and hopefully secure their vote for
my candidacy as a Lay Member on the WFH

Hemophilia 2008 World Congress

It’s always a high privilege to lock arms with volunteers
from around the world who are paying such a high price
to see quality hemophilia treatment become a reality.
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Women: the hidden
bleeding disorders
population
An interactive workshop on
outreach strategies

by Clare Cecchini
CHS Program Development Coordinator

OnJune 1, 2008, in conjunction with
the WFH World Congress in Istanbul,
Turkey, a pre-congress workshop on

outreach to women with bleeding disorders
was presented. The workshop was co-
chaired by Ann-Marie Nazzaro, PhD, Na-
tional Hemophilia Foundation, U.S., and me.
Approximately 25 participants, both men
and women, from a variety of countries in-
cluding Iran, Canada, New Zealand, Geor-
gia, Macedonia, Nigeria, the U.S. and the
U.K. attended the afternoon workshop.

Roshni Kulkarni, MD, gave the opening
presentation, which was an overview of the

range of women’s bleeding disorders and
estimated incidence of these disorders –
from rare disorders to VWD. A brainstorm-
ing session followed in which small groups
discussed country- and region-appropriate
outreach strategies for disseminating in-
formation on women’s bleeding disorders
and for identifying women who have
bleeding disorders.

A panel of speakers then gave presenta-
tions on various outreach strategies from
five different countries and cultures, includ-
ing both fledgling efforts at education and
outreach to women and best practice mod-
els of successful outreach to women. Each
participant received a toolkit containing
sample outreach materials, a copy of
the new WFH resource, Patient Out-
reach Guide for Hemophilia and Other
Bleeding Disorders, and a template for
an action plan. The participants then
worked in small groups to apply the
strategies discussed at the workshop
to develop an action plan to under-
take when they return home.

Over the summer, the participants
received a summary of the individual
action plans that had been developed

(GAP) project in advancing hemophilia care
in the country. There was even a session
called The Global Impact of Twinning. Our
own Patricia Stewart presented a perspec-
tive from an established hemophilia organi-
zation twin.

Amidst all these sessions was a flurry of
twinning meetings orchestrated by the
WFH’s Dr. Assad Haffar. Canadians packed
into a room with South Africans or
Tunisians or Jordanians to work out future
directions, work plans and visits with the
help of WFH executive members such as
Dr. Nigel Key of the U.S. and Gordon Clarke
of Ireland.

The twinning theme carried on into so-
cializing. A wine reception at the congress
and then the introduction of a Wyeth video

For me the theme
was twinning
by Mike Beck, Toronto, ON

This was my fourth world congress and
for me the theme was twinning. From
Mark Skinner’s opening address show-

ing the significant successes of both Na-
tional Member Organization (NMO) and
Hemophilia Treatment Centre twinnings
around the world, to my session choices
and topics of conversation, I found myself
drawn to learning about the work of WFH
twinning partners.

At the NMO Global Training workshop
held pre-congress, Shirin Ravanbod shared
the efforts of the Iranian Hemophilia Soci-
ety in women’s outreach. Later, I found my-
self thinking of Shirin’s outreach through
plays while listening to Argentina’s Irene
Fuchs talk about art in hemophilia. In the
same session, Bradley Rayner of South
Africa described their ROCK program, a very
effective and innovative outreach program.
Arafat Awajan of Jordan spoke of the role
of the WFH Global Alliance for Progress

It is always an honour to be able to
represent the CHS at the world congress
and a privilege to join with volunteers
from around the world.

about emerging twins gave me a chance to
visit with friends from all the various CHS
twins. There were many conversations
about achievements, excitement, hope and
satisfaction with results, mixed with the
mundane that marks the everyday stuff of
all our lives. We had chances to exchange
ideas and try one person’s solution on an-
other’s problem, solidify friendships and
make new ones. There were also opportuni-
ties to compare the lessons of our common
experiences and plan ways to put the les-
sons to use.

It is always an honour to be able to rep-
resent the CHS at the world congress and a
privilege to join with volunteers from
around the world. At my first congress, my
eyes were opened to the suffering and need
but also the courage, drive and commit-
ment of the emerging organizations to
bring quality treatment to their members
and indeed Treatment For All. This impor-
tant work continues.

at the workshop. The co-chairs will be
staying in contact with participants
throughout the year to follow up on the
outcomes of their action plans. Comments
from participants in the workshop evalua-
tion indicated that the opportunity to
meet and share strategies on outreach to
women was extremely valuable, and that
such workshops should be offered again in
the future.

Mike Beck,
Chairperson of the
CHS International
Projects Committee

Shirin Ravanbod
shared the efforts

of the Iranian
Hemophilia Society

in women's
outreach.

(L-R) Ann-Marie Nazzaro, PhD, National Hemophilia
Foundation, U.S. and Clare Cecchini, CHS Program Development
Coordinator co-chaired a pre-congress workshop on outreach
to women with bleeding disorders.



H E M O P H I L I A T O D AY F A L L 2 0 0 816

WFH, presented the Global Alliance for
Progress (GAP). The goal of this program is
to improve treatment and care for people
with bleeding disorders in developing coun-
tries based on five main principles:
1. Establish a national registry of patients
in order to increase the number diag-
nosed and establish reliable laboratory
testing;

2. Create a winning coalition with govern-
ments, medical personnel and patients
and their families;

3. Promote multidisciplinary care as a way
to improve overall care;

4. Increase the availability and safety of
clotting factor concentrates, the mini-
mum target standard of treatment for
hemophilia established by the WFH being
1 IU (international unit) of factor per
capita (Canada consumes about 5
IU/capita);

5. Train patients to take control of their
disease and encourage their autonomy as
well as their involvement in the health-
care system.
Currently, 14 countries are involved in the

GAP, including Tunisia, the country twinned
with the CHS Quebec Chapter (CHSQ).
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Sessions dealing with
medical and
multidisciplinary issues
by François Laroche, Quebec City, QC

Hemophilia 2008, the XXVIII WFH
Congress, set a record for participa-
tion with some 4,200 delegates from

115 countries.
It was four busy days during which I was

obviously interested in sessions dealing
with medical issues (new treatment, gene
therapy, inhibitors, pathology, etc.), and
also those dealing with multidisciplinary
topics (social impact of bleeding disorders,
prophylaxis, quality of life, etc.) and muscu-
loskeletal issues (physiotherapy and ortho-
pedic surgery).

A number of items caught my attention
and here are a few I’d like to share with you.

Global Alliance for Progress (GAP)

During the opening plenary on Monday
morning, Mark Skinner, president of the

Psychosocial issues

In the psychosocial area, Susan Cutter of
the United States presented the results of
her study on the benefits of physical activ-
ity. Children with hemophilia who take part
in physical activity and sports show self-
esteem and a perception of their quality of
life equal to that of ‘normal’ children, she
reported. Key is the careful selection of the
type of physical activity.

Bleed and tissue regeneration

During the final plenary session on
Wednesday morning, Maureane Hoffman of
the U.S. presented the results of her study
involving bleeds and tissue regeneration in
animals. She stated that healing is a bit
longer to attain in mice with a bleeding
disorder because of localized subcutaneous
hemorrhages in tissue around the injury. A
joint bleed causes angiogenesis (growth of
new blood vessels that thicken the synovial
tissue lining the joint) and the inflamed lin-
ing is vulnerable to further bleeding. In ad-
dition, iron deposits that accumulate in the
joint cavity damage the bone’s cartilage.
Her conclusion: stopping a bleed is never as
good as preventing it.
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In this sense, adequate prophylactic
treatment can significantly reduce bleeds in
such a way so as to avoid a vicious cycle of
repeated bleeds and angiogenesis leading
to chronic synovitis.

Promising therapy

On Tuesday morning, I attended an in-
teresting presentation on a promising he-
mophilia therapy consisting of inoculating
healthy hepatic cells (hepatocytes) into the
organism of an affected person to increase
the activity of the missing factor. In a study
led by Dr. Kazuo Ohashi of Japan, re-
searchers managed to increase factor IX ac-
tivity by 1.5% in a mouse, without any
negative side effects. The challenge in
adapting this therapy for humans is to
gather a sufficient number of hepatocytes
to obtain a significant clinical effect. For

the moment, it’s impossible to produce he-
patocytes with cellular cultures.

As for infectious diseases, there’s more
and more hope. Dr. Jorge Daruich of Ar-
gentina presented data from his study that
substantiates that patients co-infected
with HIV and HCV should undergo the same
treatment with peg-interferon and rib-
avarin as those only infected with HCV,
since their response to treatment is about
the same (with sustained viral responses
varying from 27 to 50%) and since the
therapy doesn’t have an impact on the HIV
infection. However, adverse reactions may
be a bit more frequent and intense in peo-
ple who are co-infected, thus the impor-
tance of having the patient followed by a
multidisciplinary team.

Innovations in treatment

One of the sessions I was looking for-
ward to was on Thursday morning and dealt
with innovations in the area of treatment
for bleeding disorders.

First, Dr. Magdy El-Ekiaby of Egypt pre-
sented a technique for treating mini-pools
of plasma with solvent detergent to ensure
the safety of cryoprecipitate. An effective
process, it doesn’t affect the proteins and
will soon be available for testing in coun-
tries in the Middle East and the Maghreb.
This technique opens interesting horizons
for the treatment of patients with hemo-
philia A or fibrinogen deficiency in develop-
ing countries (remember that only 25% per
cent of people with hemophilia around the
world have access to adequate treatment).

Then, Dr. Paul Giangrande of the United

Genetic therapy will eventually

offer a cure for hemophilia,

according to Dr. Giangrande.

To be more realistic, however,

until this is achieved,

prolonged-acting factor

concentrates or even products

that accelerate clotting time

constitute attainable targets in

the near future.

h e m o p h i l i a 2 0 0 8 w o r l d c o n g r e s s

Kingdom gave a presentation about pro-
longed action factor VIII and IX concen-
trates. The interest in these molecules
resides in the fact that they would have a
longer half-life and potentially be less im-
munogenic (less likely to cause the develop-
ment of inhibitors).

The most advanced research is on mole-
cules “pegylated” with liposomes (fat mole-
cules). A factor VIII molecule that has been
pegylated in this way becomes more resist-
ant to inactivation while still, in a way,
remaining protected from the immune re-
sponse and other elimination mechanisms –
this prolongs its action. However, it must be
said that though the protein seems to be
clinically more effective in humans, the pro-
longation of the half-life of the molecule
has not been measured in a laboratory.

Another advanced study introduced the
notion of “glycopegylation”, pegylation with
a glycosylation technique that attaches the
glycol molecule to another site. The proce-
dure does not affect the molecule in its
chain and also seeks to prolong its half-life.

Other innovations and studies on pro-
longing factor activity were presented, no-
tably fusion with albumin, and factor IX
fusion with the Fc area of an antibody.
Other products like TFPI (Tissue Factor Path-
way Inhibitors) that accelerate clotting time
are also promising.

Genetic therapy will eventually offer a
cure for hemophilia, according to Dr. Gian-
grande. To be more realistic, however, until
this is achieved, prolonged-acting factor
concentrates or even products that acceler-
ate clotting time constitute attainable tar-
gets in the near future.
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Paris chosen over
Toronto to host WFH
Congress 2012

On June 6 in Istanbul, the World Federa-
tion of Hemophilia (WFH) General As-

sembly chose Paris to host Hemophilia 2012
World Congress. The assembled National
Member Organizations of the WFH selected
Paris over Toronto, the other finalist.

Although Canada was not successful in ob-
taining the Congress, the CHS put together an
excellent bid, which was superbly presented by
PamWilton, CHS President, and Dr. Manuel
Carcao, representative of the Association of
Hemophilia Clinic Directors of Canada.

Paris, however, was a formidable
opponent. Congress facilities are of a high
quality. The city has proven its ability in the

Key developments in
clotting factor
concentrates

by Bill Mindell, Chair, CHS Blood Safety
and Supply Committee

With 4,200 delegates from 115
countries and hundreds of presen-
tations at the WFH Congress in Is-

tanbul this past June, it is difficult to sum it
all up and limit my enthusiasm to factor
concentrates. Nevertheless, that is the task
and I will try to convey what struck me as
the most interesting developments in factor
concentrates.

The main developments concern the
next generation of product innovations that
we will see: longer-acting factor concen-
trates. There are a number of approaches
being developed, with several products in
clinical trials and at least one close to li-
censing. Dr. Paul Giangrande of the U.K.
stated in an overview presentation that we
are within five years of the clinical use of
longer-acting products. Some of these
products could also lead to oral or nasal
administration, he suggested. He described
some current studies involving longer-act-
ing products, including:

– Clinical trials on factor VIII concentrate
combined with liposomes, which may
provide protection for up to 14 days.

– Research to develop a factor VIII mole-
cule that is resistant to inactivation,
and has five times the normal half-life.

– A study on adding a polyethylene glycol
(PEG) to a full-length factor VIII mole-
cule. There is some loss of activity, but
it has demonstrated a doubled half-life
in mice. The researchers are also work-
ing on a similar approach for factor IX
and VWF.

– A study using PEG factor VIIa in animal
models.

– Albumin fusion, an alternative to pegy-
lation, that fuses molecules together by
genetic engineering and has shown a
nine-fold increased half-life in animal
models.

– Research on enhancing factor IX based
on “recycling” the factor IX molecule.

– The development of a factor IX molecule
as a nasal spray product, by creating
“molecular gates” between cells to allow
large proteins (factors) to pass through.

Clearly there is still much work to be
done, but new products and new ap-
proaches are in active development on
many fronts. The resultant products will
lengthen the intervals between hemophilia
treatments, innovations that will continue
progress towards the fulfillment of the
promise of a cure.

past to attract
large numbers of
participants to
medical
congresses. In
addition, the
Association
Française des
Hémophiles
worked extremely
hard in the
months prior to
the vote to

reduce Congress costs and make the
meeting financially viable.

The CHS would like to thank all those
who contributed to the preparation and
promotion of the Toronto 2012 bid. We
congratulate the Association Française des
Hémophiles for its successful bid to host
Hemophilia 2012 World Congress. We look
forward to an exciting and informative
congress in the City of Lights in 2012.



H E M O P H I L I A T O D AY F A L L 2 0 0 8 19h e m o p h i l i a 2 0 0 8 w o r l d c o n g r e s s

Canadian doctor
receives
the International
Healthcare
Volunteer Award

Canadian hematologist Man-Chiu Poon
was the recipient of the International
Healthcare Volunteer Award from the

World Federation of Hemophilia (WFH), pre-
sented in Istanbul in June. This recognition
is awarded every two years at the World
Congress to a volunteer healthcare profes-
sional who has contributed significantly to
further the WFH’s mission to improve treat-
ment around the world.

This year’s award to Dr. Poon is in recog-
nition of the enormous time and energy
that he has devoted to improving hemo-
philia care and quality of life for patients in
China over the last 15 years.

A hematologist in Calgary, Alberta,
Dr. Poon’s involvement in advancing hemo-
philia care abroad began in 1993, when he
traveled to China, sponsored by the Cana-
dian Hemophilia Society, to lead a WFH
workshop.

In 1997, his centre, the Southern Alberta
Hemophilia Clinic in Calgary, established a
twinning partnership with the Hematology
Institute of Tianjin. This hemophilia treat-
ment centre (HTC) twinning won a WFH
Twins of the Year Award in 1999. With
Dr. Brian Luke of Ottawa, Dr. Poon worked to
help the WFH expand twinning to two addi-
tional treatment centres in China. These
achievements have led to the establishment
of the National Hemophilia Treatment Cen-
tre Collaborative Network in China, with six
founding centres in Beijing, Tianjin, Jinan,

Dr. Poon (right) receives
his award from Mark Skinner,

President of the WFH.

Many Canadians contributed to the success of the 2008
Hemophilia World Congress.
We wish to thank and congratulate those who participated actively in
various sessions, either as chairs or as speakers. We were also proud of
the number of posters by members of the Canadian bleeding disorders
community that were accepted for display during Congress.

Hefei, Shanghai and Guangzhou.
In 2005, Dr. Poon took a year-long sab-

batical and volunteered his time in China.
He spent a great deal of time working with
Chinese patients and doctors. Thanks to his
work and dedication, China is now entering
the WFH Global Alliance for Progress (GAP)
program.

Dr. Poon has contributed to the devel-
opment of the WFH Guidelines in the
Management of Hemophilia and its trans-
lation into Chinese, as well as numerous
other publications.

Congress Sessions
Theresa Almonte
Dr. Victor Blanchette
Clare Cecchini
Dr. Andrea Doria
Dr. Brian Feldman
Mathias Haun
Dr. Catherine Hayward
Pam Hilliard, PT
Dr. Paula James
Dr. Mirriam Kaufman

Dr. Gillian Kernaghan
Dr. David Lillicrap
Kathy Mulder, PT
Dr. Maha Othman
David Page
Dr. Man-Chiu Poon
Sandra Squire, PT
Ann Marie Stain, RN
Patricia Stewart
Dr. Jean St-Louis
Pam Wilton, RN

Pre-Congress Sessions
Greig Blamey, PT
Clare Cecchini
Dr. Brian Feldman
Pam Hilliard, PT

Dr. David Lillicrap
Kathy Mulder, PT
Elizabeth Paradis, RN
Ann-Marie Stain, RN
Nick Zourikian, PT
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International
hemophilia community
woven together
by David Pouliot, Montreal, QC

Istanbul was my second experience of aworld congress of hemophilia. The first,
in Vancouver in 2006, had an enormous

impact on me, and I must say the same
thing happened again this year. Congress is
an excellent source of information and an
incredible place to meet people.

Since the event brings together not only
specialists in the medical field but also pa-
tients and volunteers from the hemophilia
community, the program offered sessions
dealing with both scientific and social is-
sues. Not being a doctor myself, but a pa-
tient and volunteer, I’m very interested in
topics dealing with problems associated
with hemophiliacs, their roles, the involve-
ment of youth and international support.

I’m also very curious to learn about new
discoveries. And this is another thing the
congress is great for: even if you don’t
have the training to follow all the scien-

tific presentations, many sessions, particu-
larly the morning plenaries, are given by
people who are extremely knowledgeable
in their field yet are also able to make this
information understandable to a general
audience.

But I must say, one of the most inter-
esting aspects of congress is what happens
on the sidelines. By this I mean discussions
in the hallways. Talking about projects that

we do here, listening to others talk about
their projects, sharing our respective prob-
lems, sharing solutions, etc. These discus-
sions often deal with the same topics, but
each time they’re just as interesting and
informative as the first.

As in Vancouver, I came to the same re-
alization: the international hemophilia
community is strongly woven together, and
the world congress is eloquent testimony to
this. In the same room, we can find people
from around the world who share the same
questions and even the same problems.

Of course, the treatment situation isn’t

the same in every country. From one con-
gress to another, the numbers on the avail-
ability and access to products are more and
more encouraging, but there’s still a long
way to go before everyone has access to the
same quality of treatment. When you take
part in a congress, you can only become
more aware of this inequality, and so it’s
precisely with the hope that one day this
will disappear that the World Federation of

Hemophilia exists first and foremost.
This is a summary of some of the things

that came to me when I thought about
congress. Yet I know there’s more. But I’ll
end with a few words about Istanbul. It’s a
city filled with historical monuments, mag-
nificent architecture, beige tones, and cra-
dled by two seas and straddling a strait
(the Bosphorus) with extremely blue wa-
ters. Surprisingly, though it's a noisy city,
its inhabitants aren’t stressed out the way
you see people in some of the capitals in
North America or Western Europe. To be
brief, I liked it very much.

Congress is an excellent source of information and
an incredible place to meet people.
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Meeting old friends at congress

by Katie Hines, Elmsdale, NS

When I found out I had been accepted
to attend the WFH Congress in

Turkey, even being six months pregnant,
I wasn’t going to pass up the opportunity.
And I enjoyed every moment of it.

The opening ceremonies were as al-
ways a very unique and cultural experi-
ence. I attended sessions throughout the
week on quality of life (QoL) and found it
very interesting that they had studies on
QoL in carriers. At the 2006 Congress, I
learned about QoL assessment tools and it
sparked my interest greatly. I also at-
tended many lunch symposiums and spent
time at the pharmaceutical displays, while
also helping out at the CHS display.

I was thrilled to see friends from Sri
Lanka whom I’d met at the 2006 Con-
gress. A group of us from Nova Scotia met
with them and we decided that we want
to try to twin. Through the youth sessions,
I got to meet many youths from across
the world, learn about what they do in
their regions, and share what we do here.

The cultural event at the Palace was
definitely another highlight. For someone
who never took a huge interest in history,
I definitely did there and learned a lot.

All in all, it was a great learning experi-
ence. I even celebrated my 25th birthday at
the farewell banquet. Sarah, another CHS
delegate and my roommate in Istanbul, had
arranged for a candle on my cheesecake.
Once our table of Canadians started
singing Happy Birthday, every other table
joined in and I had half the conference
singing along. I got away with blaming the
tears on the pregnancy hormones but re-
ally, it was an amazing moment that
capped a week I will remember for the rest
of my life. Thank you to the CHS for send-
ing me to Congress 2008!

CANADIAN HEMOPHILIA SOCIETY

KARTTIK SHAH YOUTH FELLOWSHIP RECIPIENTS

Building a strong future for the
CHS and our leaders of tomorrow

by Sarah Bradshaw, Mississauga, ON

While in Istanbul for the World
Congress, I had the opportunity to

meet many individuals from around the
world. I was able to finally connect with
people that we had been communicat-
ing with through e-mails and confer-
ence calls. I also met so many people
whose names you hear throughout the
society and you know are active mem-
bers in the global community.

In addition, I had the chance to meet
a lot of new people for the first time
who were connected to hemophilia.

Some were in
the healthcare
or pharmaceu-
tical field,
some were
family mem-
bers or friends,
and some
were people

with bleeding disorders. People had
their own unique perspectives and rea-
sons for attending the congress. I was
able to learn from all of the speakers,
and the people I met at dinners and just
casually through the halls. Each one
taught me something new and gave me
even more inspiration to continue on
within the CHS.

The youth from around the world
were able to connect one afternoon and
taught me the most. They made me re-
flect on how well we are doing here in
Canada and how we can help others
around the world. I hope to continue
building a strong future for the CHS
and our leaders of tomorrow.

Thank you for the opportunity!

Gene therapy: many promising
advancements

by Paul Wilton, London, ON

In June of this year I attended the WorldFederation of Hemophilia Congress in Is-
tanbul. I nearly talked myself out of the trip
because I was afraid of traveling to a for-
eign country with my factor products. I am
glad I didn’t because on this trip, it posed
no problems. Istanbul is a beautiful modern
city of 10 million. I was a bit culture
shocked when I first arrived, because of the
amount of people, pollution and the stray
dogs. I soon learned that the Turkish people
are very similar to us, and began to appre-
ciate the different aspects of their culture.

My favourite sessions of the congress
were the ple-
nary sessions.
More specifi-
cally, my
favourite ses-
sions were on
gene therapy.
There are
many promis-
ing advance-
ments
happening in
this field
which in
years to come will greatly improve hemo-
philia treatment. It was a privilege to learn
from those who have dedicated their lives
to fields of study that affect hemophilia
care. I am grateful for the opportunity to
have met so many other people affected by
hemophilia from around the world, to learn
from their experiences, and plan how we
can work together in the future. I would
like to thank the Canadian Hemophilia So-
ciety for granting me the opportunity to at-
tend this congress.

The CHS Karttik Shah Youth Fellowship was initiated in memory of
Karttik Shah of Toronto, Ontario, in recognition of his commitment
to hemophilia youth programming and, in particular, for his
participation over many years on the CHS Board of Directors and the
WFH Youth Committee.

My favourite
sessions of the
congress were the
plenary sessions.
More specifically,
my favourite
sessions were on
gene therapy.
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The CHS National Youth Committee
held its first-ever National Youth
Retreat September 5-7 at YMCA

Geneva Park near Orillia, Ontario. Twenty-
five youth from seven different provinces
enjoyed a fantastic weekend at one of
Ontario’s most picturesque youth
leadership centres. We were also fortunate
to be joined by one participant from South
Africa, our WFH twinning partner. After a
warm welcome from CHS president Pam
Wilton, we kicked off the weekend with a
very entertaining presentation by John
Plater on the benefits of having a bleeding
disorder. Friday evening provided many of
the youth with the opportunity to get to

September 5 - 7, 2008
A WEEKEND RETREAT FOR YOUNG PEOPLE

leadership skills activities by the YMCA
Geneva Park staff. These activities proved to
be very eye-opening and educational for
many of the participants. We learned what
works and especially what doesn’t work
when leading groups.

We then held a brainstorming session on
some proposed CHS youth-oriented
programs, which proved to be very
interesting and productive. After lunch, we

…it was an amazing weekend. I was especially thrilled
to see how well the youth from all across the country got
along and how quickly new friendships formed and blossomed.

and leadership skills activities by the YMCA
Geneva Park staff. These activities proved to
be very eye-opening and educational for
many of the participants. We learned what
works and especially what doesn’t work
when leading groups.

Afterwards David Pouliot and Sarah
Bradshaw presented an international
perspective on youth involvement in the
bleeding disorders community. Saturday
evening was our campfire. We had lots of
fun playing games, sharing songs and
roasting marshmallows!

Sunday morning, we learned more about
the structure and function of the CHS as
well as the National Youth Committee it-
self. Sarah Bradshaw and I also presented
ways for youth to become involved with the
bleeding disorders community at all levels
of the organization. We then participated in
an active planning exercise where we all
outlined goals for becoming involved with
the CHS.

All in all, it was an amazing weekend. I
was especially thrilled to see how well the
youth from all across the country got along
and how quickly new friendships formed
and blossomed. I would like to thank the
CHS Board of Directors for continuously
supporting youth initiatives and to Hélène
Bourgaize for supporting us and organizing
this retreat. Special thanks to our financial
sponsors, Bayer HealthCare and CSL Behring,
for making this weekend possible.

by Emil Wijnker
National Youth Committee Co-Chair

know their fellow participants with some
groups staying up into the wee hours of the
morning...

After breakfast on Saturday, we were
treated to a very empowering presentation
by Simon Jackson on “the power of one”.
We then held a brainstorming session on
some proposed CHS youth-oriented
programs, which proved to be very
interesting and productive. After lunch, we
were led in some problem-solving and



H E M O P H I L I A T O D AY F A L L 2 0 0 8 23o u r s t o r i e s

Our
Stories

Kristy Dobson is an 18-year-old competitive
figure skater and York University student in
Toronto. She also has von Willebrand
disease. She shares her story about how the
bleeding disorder has affected her life.

How a bleeding disorder
has affected my life

by Kristy Dobson, Pickering, ON

VonWillebrand disease has had a big
impact on my life. At a fairly young
age, I found out that I had a bleed-

ing disorder. It not only resulted in a major
lifestyle change, but it also made it neces-
sary for me to learn about the challenges
that I would have ahead of me and I asked
myself, “How am I going to deal with this?”

I am 18 years old and a competitive fig-
ure skater representing Canada. My bleed-
ing disorder affects me every single day of
my life. I train about 25 hours per week
(15 on the ice and 10 off) and one day
hope to represent Canada at the Olympic
Winter Games. Once my skating career is
done, I have aspirations to research better
training methods for Canada’s athletes.

Competing in a sport at an elite level
requires many hours of training and daily
physical stress to the body, resulting in nu-
merous injuries for someone with a bleed-
ing disorder. For a person without a
bleeding disorder, injuries such as a sprain
or minor impact injury can heal within a
week or so and they do not have to be con-
cerned about what is going on inside their
body. But for someone like me, a simple
sprain can take weeks to months to fully
recover and I always have to be concerned
with what is happening inside.

Questions like: Could I be bleeding into
the joint? Will I need a blood transfusion
for blood loss? Do I need to inject myself
with DDAVP? Do I need blood products?
Should I go to the hospital now or should I
wait and see how it goes? These decisions
were all previously made by my parents and

coaches, but now that I am an adult, I must
make those decisions for myself. However, if
I have a bleed from a head injury or some-
thing of the same severity, I am not in a po-
sition to make such decisions, so key people
in my life have to be informed as to what to
do in those circumstances.

For example, about two years ago I had
an injury that could have ended my skating
career. It started with a simple sprain to my
ankle but within a very short period of time,
I had bled severely into my joint. By the time
I got to Sick Kids Hospital in Toronto and the
decision was made to inject me with DDAVP,
infection was setting in. The infection in the
blood was very severe and the decision to
operate and irrigate the joint had to be
made. An operation would get rid of the ex-
cess blood and infection, but there was a risk
of damage to the tendons. After weeks in
the hospital and several IV blood meds, mor-
phine and antibiotics, the infection finally
started to respond and they did not need to
operate. Months of rehab and medications,
along with my great determination, got me
back on the ice.

On a day-to-day basis, major problems
can arise from the simplest of events. For
example, just by bending my arm I can in-
jure blood vessels or tissues and cause
major internal bleeds. I have to be aware of
any swelling or hot spots around joints and

take any bruising very seriously, especially if
it is unexplained. Minor cuts and scrapes to
people may be minimal, but I almost always
end up in the hospital getting stitches.

On a day-to-day basis, I must make sure
that I have supplies of DDAVP at home and
at the arena in case I injure myself. Since
DDAVP must be stored at a certain temper-
ature and in a fridge, I cannot carry it on
my person so I must make sure that I can
access it when needed. Wherever I go, I
must have a plan for getting the DDAVP
quickly. I have been taught by the Hemo-
philia Clinic at Sick Kids how to inject my-
self and I have taught my parents, skating
coaches and other key people who will be
able to help me in an emergency situation.
It can be a tough call as to whether I need
DDAVP or a hospital assessment first.

Along with a bleeding disorder, I have
Ehlers Danlos Syndrome. Ehlers Danlos pre-
vents my tissues from connecting properly.
This also results in bleeds and severe bruis-
ing, as well as tendonitis because it also
makes my body so flexible, and that causes
rips in the tendons and therefore consider-
able bleeding.

I have had numerous injuries and daily
occurrences that have always led me to the
hospital for treatment, but I have learned
to cope with and overcome my bleeding
disorder.

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
chs@hemophilia.ca or 1 800 668-2686.

Everybody has a story…
Let’s hear yours!Our

Stories
Contest
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Three hundred years of
experience on CHS
Blood Committee

As Bill Mindell, Chairperson of the CHS
Blood Safety and Supply Committee
(BSSC), is reporting on the latest ad-

vances in clotting factor concentrates in
this issue’s feature on the recent WFH Con-
gress in Istanbul (see page 18), this column
will be devoted to describing the dedicated
work of the members of the Committee.

The BSSC is composed of a group of fif-
teen individuals (see sidebar) who devote
many, many hours of their free time to en-
suring that the CHS fulfills its role as the
consumer watchdog of Canada’s blood sys-
tem. These include two physicians, a med-
ical student, two nurses, an engineer, two
lawyers, an expert in public health with a
Master’s degree, a university professor of
psychology and others who simply have
real-life experience with blood issues. To-
gether, the committee members have gath-
ered over 300 years of experience in blood
system work. The committee holds monthly
teleconferences and an annual weekend
meeting. While most of the members have
a special interest in therapies for bleeding
disorders, the Committee has for many
years included recipients of blood and
blood products for other conditions. Cur-
rently, the BSSC includes two representa-
tives of patients with primary immune
deficiencies who require immune globulin
therapy on a regular basis.

Their purpose is to inform and advise the
CHS Board of Directors by keeping abreast
of developments in the following fields:

— blood, blood products and their
alternatives, including recombinant
factor products;

— replacement therapy for hemophilia,
von Willebrand disease, rare factor
deficiencies and platelet function
disorders;

— new ways of delivering factor therapy;
— gene therapy;
— transfusion medicine as it relates to
the safety of the blood supply.

The duties and responsibilities of the com-
mittee members are to:

— follow the most recent scientific
literature;

— keep abreast of policies adopted by
Canadian and international regulators,
blood agencies and governments;

— attend conferences related to its
mandate;

— address concerns raised by members of
the bleeding disorders community;

— communicate with the bleeding
disorders community to keep it
informed on important issues;

— participate in advisory committees
related to Canada’s blood system;

— maintain channels of communication
with other stakeholders (Canadian
Blood Services, Héma-Québec,
provincial blood advisory committees,
Health Canada, Public Health Agency
of Canada, other national and
international hemophilia associations,
other blood recipient associations and
pharmaceutical companies active in
the Canadian market);

— provide advice to the Board of
Directors and CHS staff in the event of
an emergency (emerging pathogen,
recall or withdrawal of blood products,
shortage, threat to accessibility…).

Over the last year the BSSC has been in-
volved in the following activities:

— publication of the Fourth Report Card
on Canada’s Blood System to coincide
with the 10th anniversary of the Krever
Report;

— participation in the CBS - Héma-
Québec Selection Advisory Committee
to provide advice on the choice of
clotting factor concentrates for the
2008-2013 contracts;

— efforts to ensure that Canadians with
bleeding disorders have access to the
full range of therapeutic products
licensed in Canada;

— intervenor status in the Freeman case
to support Canadian Blood Services
and Health Canada in the
maintenance of the safest blood
donor deferral criteria;

— development of a framework to
ensure that members receive the
fullest and most accurate information
on clotting factor concentrates from
pharmaceutical representatives at
chapter meetings;

— development of a CHS policy to
promote the widest access to solid
organ donations.

Pam Wilton, who joined the committee in
2007 when elected CHS President, describes
the committee members this way: “I am
blown away by this group’s knowledge and
experience. They are national treasures.”

by David Page
CHS Executive Director

BloodFactor

The CHS Blood Safety
and Supply Committee

Tom Alloway, PhD
Ontario

Bill Featherstone
Manitoba

Michael King, MD
Alberta

James Kreppner, LLB
Member of the Canadian Blood
Services (CBS) Board of Directors and
Chairperson of the CBS National
Liaison Committee

Martin Kulczyk
Quebec

Wilma McClure, RN
Alberta

Bill Mindell, MPH
Chairperson of the BSSC and member
of the CBS National Liaison Committee

Tina Morgan
Canadian Immune-deficiencies Patient
Organization, Ontario

David Page
CHS staff support to the BSSC and
member of the Héma-Québec Safety
Advisory Committee

John Plater, LLB
Ontario

Mohammad Qadura
Health Canada Expert Advisory
Committee on Blood Regulation,
Ontario

Bruce Ritchie, MD
Chairperson of the CHS Medical and
Scientific Advisory Committee, Alberta

Craig Upshaw
Alberta

Michael Whelan
Canadian Immune-deficiencies Patient
Organization and member of the CBS
National Liaison Committee, British
Columbia

Pam Wilton, RN
CHS President
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Medical
News

� Vertex announces new Phase III
REALIZE trial to study telaprevir in
hepatitis C patients with prior
treatment failure

August 22, 2008 – In an effort to improve
response rates and reduce side effects
associated with treatment for chronic
hepatitis C virus (HCV) infection,
researchers are studying several directly
targeted oral agents that interfere with
various stages of the viral lifecycle. Among
the furthest along in the pipeline
is telaprevir (VX-950), an experimental HCV
NS34A protease inhibitor being developed
by Vertex Pharmaceuticals and Tibotec.
Vertex has received approval from U.S. and
European regulatory authorities to start a
Phase III trial of telaprevir in combination
with pegylated interferon and
ribavirin in genotype 1 chronic HCV
patients who did not achieve a sustained
virological response with prior interferon-
based therapy.
Read more at:
www.hivandhepatitis.com/hep_c/news/
2008/082208_a.html

� Schering-Plough to initiate Phase III
studies with HCV protease inhibitor
Boceprevir in previously untreated HCV
patients and those who failed prior
treatment

May 21, 2008 – Schering-Plough Corpora-
tion announced that it is initiating two large
Phase III studies of boceprevir, its investiga-
tional oral hepatitis C protease inhibitor, in
patients chronically infected with hepatitis C
virus (HCV) genotype 1. One study will be in
previously untreated (naive) patients and the
other in patients who failed prior treatment
(relapsers and nonresponders), an area of
great unmet medical need. The two random-
ized, double-blind, placebo-controlled stud-
ies will evaluate the efficacy of boceprevir in
combination with Pegintron® (peginterferon
alfa-2b) and Rebetol® (ribavirin, USP), com-
pared to standard care with Pegintron and

Rebetol alone. “These studies are designed to
demonstrate that this combination therapy
has the potential to benefit a broad range of
patients by significantly increasing sustained
response rates with a potentially shorter
course of treatment,” said co-principal in-
vestigator Fred Poordad, MD, of UCLA.
Read more at:
www.prnewswire.com/cgi-bin/
stories.pl?ACCT=109&STORY=/
www/story/05-21-2008/
0004818367&EDATE

� Prognosis of HIV/HCV co-infected
patients may be better than previously
thought

June 21, 2008 – The long-term outlook for
HIV-positive individuals with hepatitis C
(HCV) co-infection may be much better
than previously thought, according to in-
formation from a cohort of patients in
Milan that was presented to the Fourth In-
ternational Workshop on HIV and Hepatitis
Co-infection, in Madrid. The investigators
found that over 20 years after infection
with HIV, the vast majority of patients with
HCV co-infection were still alive and that
the probability of progressing to end-stage
liver disease was nine per cent.
Read more at:
www.aidsmap.com/en/news/C47EDC6B-
A39C-411C-959E-EAF5668D9BF0.asp

� In transplants, older livers not so
different from younger ones

July 22, 2008 – Patients with the hepatitis
C virus (HCV) who receive a liver from a
donor older than age 60 do not experience
a higher rate of transplant failure, death or
recurrent disease in the following five

years, according to a study published in the
July issue of Archives of Surgery. The re-
searchers conclude, “Overall patient and
graft survival in HCV-positive recipients is
comparable with that in HCV-negative pa-
tients, and there seems to be little, if any,
adverse effect on short- and medium-term
follow-up with the use of carefully selected
older donor grafts in recipients with HCV…
Data from this series suggest that the con-
tinued use of selected older donors is a safe
method of expanding the liver donor pool,
even for HCV-positive recipients.”
Read more at:
www.medicalnewstoday.com/articles/
115669.php

� Mindfulness meditation slows
progression of HIV, study suggests

July 27, 2008 – Researchers at UCLA report
that the practice of mindfulness meditation
stopped the decline of CD4 T cells in HIV-
positive patients suffering from stress, slow-
ing the progression of the disease. The study
was just released in the online edition of
the journal Brain, Behavior, and Immunity.
Mindfulness meditation is the practice of
bringing an open and receptive awareness
of the present moment to experiences,
avoiding thinking of the past or worrying
about the future. It is thought to reduce
stress and improve health outcomes in a
variety of patient populations. If this initial
finding is replicated in larger samples, it’s
possible that such training can be used as a
powerful complementary treatment for HIV
disease, alongside medications.
Read more at:
www.sciencedaily.com/releases/2008/07/
080724215644.htm

Hepatitis C Press Review
by Michel Long
CHS Program Development Coordinator

� Recruiting new members for CHS National HIV-Hepatitis Committee

The CHS National HIV/Hepatitis Committee is now a permanent committee
and is beginning a new year of activity. We are seeking new committee
members for 2008-2009. Individuals interested in issues concerning the
needs of those infected/affected by HIV and/or hepatitis C
are welcome.

For more information, contact Michel Long at the
National Office at 1 800 668-2686 or
mlong@hemophilia.ca.
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All about muscles – Part 1

by Catherine van Neste, PT

Most of you have a good grasp of
the physiopathology of joint
bleeds in general. Less often dis-

cussed are muscle bleeds, in which the in-
jury and healing mechanisms are more
vague and causes of recurrence unknown.
The aim of this article is to re-examine the
spectrum of muscle injuries, the associ-
ated physiopathology and the healing
process. Once demystified, it will be much
easier for you to make the right choices to
ensure optimal recovery and thereby avoid
recurrences.

The range of muscle injuries includes:

Muscle soreness
Muscle pain after an unusual activity. This
corresponds to minor muscle strains with
associated small hemorrhages. For people
with hemophilia, this symptom should not
be taken lightly and should be followed by
a period of rest to allow for effective coag-
ulation.

Muscle contusions
Usually traumatic and sudden in onset, fol-
lowing impact of the muscle against the
ground or an object. No one is immune to
these incidents!

Muscle strain
Occurs with strong or repeated contrac-
tions when the muscle is in an extended
position. The muscle is then subject to ten-
sion it cannot support and the muscle fi-
bres tear.

Complete muscle laceration
or detachment
The most severe and, fortunately, the least
common muscle injury. This phenomenon
will not be discussed here since it occurs
rarely.

The mechanism behind each injury is differ-
ent, but the effect on muscle fibres is ex-
actly the same.

The Physio
Corner

Stages of healing

Destruction stage (days 1-3)
At the time of the initial trauma, the mus-
cle fibres tear and a hematoma forms at
the site of the tear. This triggers an inflam-
matory reaction.

Repair stage (days 2-7)
Characterized by the regeneration of mus-
cle fibres and production of scar tissue that
fills the space between the torn fibres. It is
essential to understand this concept since
scar tissue is never as resistant to tension
as intact muscle fibre. In addition, there is a
growth of blood vessels at the injury site,
which will result in a larger hematoma in
the event of a relapse.

Remodelling stage (days 7-28)
As new muscle fibres mature, they are reor-
ganized and partially penetrate the scar tis-
sue. Still, the scar tissue will always be the
definitive bond between fibres at this loca-
tion, making this part of the muscle more
vulnerable over the long term.

Treatment

Treatment is little different from that
suggested for athletes, other than a slightly
longer recovery time in order to avoid a re-
currence of injury and, as a result, a second
hemorrhage.

Of course, injecting coagulation factor is
the first reflex, but it is crucial to also apply
the well-known RICE technique (Rest, Ice,
Compression and Elevation) to minimize
bleeding at the injury site. Here’s why:

Rest
According to studies on the effect of immo-
bilization on tissue healing, a rest period
reduces the size of the hematoma and re-
duces the space between the torn muscle
fibres. This means scarring is reduced to a
minimum. As well, a sufficiently long rest
period is needed so that the scar tissue can
become strong enough to support the ten-
sion generated by muscle contraction. It is
possible that the scar tissue will let go, pro-
ducing a second tear that is worse than the
first one. The principle behind rest is there-
fore to prevent muscle contraction, which
is why crutches (or sometimes even a
wheelchair) are used and activity using the
affected limb is limited.

Ice
Ice helps reduce the size of the hematoma
and the inflammatory reaction, which can
accelerate in the regeneration phase.

Compression and Elevation
Reduces blood flow at the injury site.

Although rest is essential, the rest period
must not go on indefinitely. Studies have
shown that when muscles are immobilized
for too long, excessive scarring results and
muscles are not as resistant to the tension
produced by contractions. It is therefore
important to make a gradual transition
from muscle immobilization to progressive
mobilization in the form of light muscle
contractions and controlled, pain-free
range-of-motion exercises. This physiother-
apy allows for better penetration of the
newly regenerated muscle fibres through
the scar tissue and also reduces the size of
the scar. There is also better orientation of
the fibres and they will better resist the
stress of resuming physical activity. Lastly,
muscle atrophy will be minimized.

Recovery from a muscle injury would not
be complete without muscle strengthening
and flexibility exercises, always being
mindful of pain. A strong, flexible muscle is
better able to protect itself. For athletes,
the decision to resume training is usually
based on the muscle’s ability to stretch
without causing pain.

In summary, muscle healing follows very
specific stages that must be respected in
order to optimize recovery and avoid re-
lapse. The rest period, which no one likes
but which is very necessary, is the key to
effective rehabilitation. In addition, always
remember that aching muscles are a symp-
tom of minor muscle strains and they must
be given time to heal.

In the next issue of Hemophilia Today,
we’ll discuss the risk of recurrence at the
various stages of recovery and ways of
preventing them.
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Canadian Social Workers
in Hemophilia Care meet
in Saskatoon

by Anne Vaughan, BA, MSW, RSW, IWK
Health Centre, Halifax, NS

Canadian Social Workers in Hemo-
philia Care (CSWHC) enjoyed a won-
derful opportunity in May to keep our

national efforts moving forward, to share
our enthusiasm for our work and to help
orient newcomers like myself to the bleed-
ing disorders community. Co-chairs Ruanna
Jones and Linda Waterhouse welcomed
members to the workshop and Annual Gen-
eral Meeting and thanked our sponsors, the
Canadian Hemophilia Society, Novo Nordisk
and CSL Behring, for their support.

As a veteran social worker, this was my
first opportunity to meet intensively, face-
to-face with colleagues in my specialized
area of practice and I loved every minute of
it. Individually, our work has become en-
riched. As a professional group, we gained
momentum for our national efforts and
broadened our ability to share useful re-
sources with clients and families and to
work on common priorities.

A full-day workshop

This year we were especially thrilled to
have a full-day workshop, A Taste of Parents
Empowering Parents (PEP): A child manage-
ment training program for parents of chil-
dren with bleeding disorders. PEP is a parent
education program that consists of 10 ses-
sions facilitated by a social worker, nurse
and trained parent(s). The interactive ses-
sions are designed to build on each other to
provide parents with a solid knowledge
base, highly successful parenting skills and
techniques, and continuing education
about bleeding disorders.

We were guided experientially through
the day by expert and gifted professionals
Danna Merritt, clinical social worker of the

Statement by the World Federation of Hemophilia Medical Advisory Board
on herbal/homeopathic products marketed to treat von Willebrand disease

The Medical Advisory Board of the World Federation of Hemophilia (WFH) notes
that two products, Wilbrintin and Willetab, are being advertised for sale through
the Internet with the claim of being effective in the treatment of von Willebrand
disease. Both these products for oral use are homeopathic or herbal products
composed of dilute preparation of herbs and chemicals such as ammonium
chloride and potassium nitrate but do not contain von Willebrand factor. These
products are marketed by companies based in Europe and can be sold without
review or a licence from the European regulatory authorities in view of the
nature of their composition. No supporting data from clinical trials are available
to support their use.

The Medical Advisory Board does not support the use or marketing of these
products for the treatment of a potentially serious condition such as von
Willebrand disease in the absence of any supporting evidence of clinical efficacy
or approval by the usual pharmaceutical regulatory agencies.

This statement was approved by the WFHMedical Advisory Board on June 3, 2008.

SocialWorkers
Face-to-Face

Hemophilia Treatment Centre at the Chil-
dren’s Hospital of Michigan, and Madeline
Cantini, BSN, RN, clinical research coordi-
nator at the Gulf States Hemophilia and
Thrombophilia Center affiliated with the
University of Texas Health Science Center in
Houston. And it was fun!

In the United States, PEP is made possible
through an unrestricted educational grant
from Bayer HealthCare, Biological Products
Division. We were pleased to have Mr. Kon-
rad Noronha, representative from Bayer, at-
tend our workshop in the morning. At our
Annual General Meeting the following day,
CSWHC members unanimously endorsed PEP
and we will be exploring how we can bring
this successful program to Canada.

Ruanna gave a history of the CSWHC,
noting that social workers have always
been a part of the CHS multidisciplinary
team. CHS Executive Director David Page,
President Pam Wilton and Chair of the CHS
Program Committee and retired hemophilia
social worker Maureen Brownlow visited
our group during the meeting to discuss
our contributions to hemophilia care and to
share updates.

Our colleague Yolaine Houle described a
multidisciplinary project on Educative clinic
days for adolescents with severe hemophilia.
Yolaine and her colleagues from the hemo-
philia clinic at Sainte-Justine Hospital in
Montreal attended the WFH Congress 2008
in Istanbul to present their initiative.

This was Ruanna Jones’ last meeting as

co-chair and a member of the social work-
ers’ group. Linda Waterhouse thanked her
for her leadership and dedication to repre-
senting our profession. We are happy to an-
nounce that Connie Shrubsole is our new
co-chair with Linda Waterhouse.

CSWHC members contribute directly to
many special projects. In addition to our
special projects, Connie and Linda will be
leading us in these priorities for 2008-2009:

1) Standards of social work practice;

2) Psychosocial assessment tool;

3) Three social work articles for
Hemophilia Today;

4) CSWHC brochure and CHS Web page;

5) PEP program draft plan;

6) New social worker in hemophilia care
training manual.

We look forward to sharing more about our
work in future issues of Hemophilia Today.

…we gained momentum
for our national efforts
and broadened our ability
to share useful resources
with clients and families
and to work on common
priorities.
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In this second article on volunteerism,
we have an opportunity to hear “words
from the heart” of a volunteer. Elaine
Zech began volunteering as a young
child and her “volunteer life” continues
even now as a grandparent. Much
happened in the middle of those years,
but her heart for volunteering never
really faded.

Has it really
been 40 years?
by Elaine Zech, Qu’Appelle, SK

Ihave been a volunteer for at least 40years and it was so painless that I only
just realized it! I know that sounds a lit-

tle crazy but I think if you understand my
background it will make sense.

My volunteer career started back in the
mid-sixties when I was just a kid. My
brother had a bleeding disorder – hemo-
philia. My parents realized the importance
of support from others in the community
who were going through similar issues with
their sons and together, with a very small
group of parents, formed Hemophilia
Saskatchewan.

I don’t really remember much about this
except that for years our family went
swimming every Sunday night with other
families who were touched by hemophilia.
We made new friends and had a ton of fun.
Just by being there and bonding with other
kids whose brothers had the same issues
was in actual fact volunteering. We all vol-
unteered our friendship and support to
each other without even knowing it.

For my mom, it was the opportunity to
talk to other mothers about the challenges

of raising a special needs child – this helped
sustain her. For my dad, it was one of the
few activities he could participate in with
his son in a reasonably safe environment.
For my brother, well, he got to be just one
of the gang – no glass eggs in the pool!
Quite the heady experience for any kid who
just wanted to be treated like everyone else.

Life went on, I grew up, married and
started a family of my own, complete with
a beautiful daughter and wonderful hemo-
philiac son of our own. Time to get back to
volunteering!

With the birth of our son, my husband
and I realized we could use as much help as
possible, so back to Hemophilia
Saskatchewan we went! My husband took
his turn at volunteering as president of the
chapter. We were unaware that our partici-
pation at meetings, every friendship made

in the ER, even having clinic staff present
to school staff and students was a form of
volunteering. For us, life went on and we
were blessed with changes in treatment
that in turn meant better care and health-
ier boys – or so we thought.

Tragedy. My brother became so ill that
he was hospitalized and no one seemed to
know what was wrong. We eventually
learned that most of the hemophilia popu-
lation was sick and dying. Instead of draw-
ing strength from the friends in the
hemophilia community, we drew apart, try-
ing to piece together our shattered lives as
the ones we loved kept dying and we were
powerless against it. Those were dark days
for all affected by bleeding disorders.

But you know, that darn volunteer bug
bit again as our little boy managed some-
how to become a man and went to his first
Hemophilia Saskatchewan meeting and
drew old Mom and Dad back. We never
asked him to go – he just began his turn as
a volunteer and along the way, I was drawn
back as well.

Now as proud grandparents of a grand-
son with hemophilia, we once again feel
the need to draw together with our bleed-
ing disorders family, because that is what
being a volunteer means to us.

This second and unique family is very
important to us. We are people from every
walk of life, sharing similar life experiences
and supporting each other – in both little
and big ways.

Being a volunteer can be as huge as you
allow it to be or as minimal as going to a
social function and bringing a batch of
cookies.

Volunteering doesn’t mean “doing” as
much as “being”. Just being there for some-
one who is probably going through the same
experiences in life that you are going
through or have already experienced is huge.

It means forming a network of “family
members” to count on in bad times and to
enjoy in good times, because they under-
stand.

Volunteering means allowing your fam-
ily members to meet and form bonds with
other families with similar issues, being
able to laugh and smile and realize that no
one is alone. Oftentimes volunteers form
lifelong friendships as strong as any family.

Reach out and touch someone. It will
come back to you a hundredfold in ways
you cannot imagine.

Be a volunteer!

Volunteer
File

Now as proud
grandparents of a
grandson with hemophilia,
we once again feel the
need to draw together
with our bleeding disorders
family, because that is
what being a volunteer
means to us.

“Volunteers do not
necessarily have the time;
they just have the heart.”

–Elizabeth Andrew

h
Marion Stolte
Chair of the CHS Volunteer
Development Committee

Dennis and Elaine Zech


