














Canadian Blood Services focuses on improving organ and
tissue donation and transplantation rates

Canadian organ and tissue donation rates
have been relatively steady over the last
decade, despite several initiatives aimed

at improving performance. In 2008, the
Federal, Provincial and Territorial Ministers
of Health asked Canadian Blood Services
to lead the design of an integrated system
that would better meet the needs of

all Canadians.

Since then, thousands of stakeholders
—including the Canadian Transplant
Association, transplant recipients,
families, donors, medical experts and
patient groups—have helped to shape

these recommendations.

You yourself may have participated in

one of Canadian Blood Services’ cross-
country public dialogues between October
2009 and May 2010. More than 300

concerned Canadians shared their thoughts
on the organs and tissues donation and
transplantation (OTDT) system of today,
how it could be improved, and what values
a new system should be built on.

Overall, participants agreed that the
OTDT system should uphold the
principles of fairness and equality, safety,
and efficiency. It should also promote
increased education not only of the public,
but the medical community.

Canadian Blood Services has devoted many
months to consulting those directly affected
by organs and tissues, as well as the general
public, which it polled in March. You may
also have seen the organization at this year’s
Transplant Games in Quebec City. There,
Canadian Blood Services met transplant
recipients, heard their inspirational stories,

and shared updates on their activities
related to their mandate.

Canadian Blood Services has taken all
feedback to heart, and that information

has been integral in the design of these new
recommendations. The organization plans
to present preliminary recommendations to
the Deputy Ministers of Health at the end
of 2010. Until then, there are still ways you
can get involved:

* share your transplant story online or read
reports from Canadian Blood Services’ public
dialogues at www.blood.ca/speakup;

e download a free kit from
www.blood.ca/speakup and convene your own
discussion about organ and tissue donation in
Canada with family and friends; or

* read general public polling results: visit
www.blood.ca and look for the August 13,
2010 news release.

La priorité de la Société canadienne du sang : améliorer les
taux de don et de greffe d’organes et de tissus

Les taux de don et de greffe d’organes et
de tissus stagnent au Canada depuis une
dizaine d’années, malgré plusieurs mesures
pour les améliorer. En 2008, les ministres
de la Santé du gouvernement fédéral et des
gouvernements provinciaux et territoriaux
ont demandé a la Société canadienne du
sang de diriger la conception d’un systeme
intégré de gestion des dons et des greffes
qui permettrait de mieux répondre aux
besoins des malades.

Des milliers de personnes et d’organismes
— des grefés et leurs proches, des donneurs,
des spécialistes, des groupes de patients et
I’Association canadienne des greflés, entre
autres — ont contribué a I'élaboration de

ces recommandations.

Vous avez peut-étre vous-méme pris part
al'un des débats publics organisés par la
Société canadienne du sang dans tout le
pays entre octobre 2009 et mai 2010. Lors
de ces rencontres, plus de 300 Canadiens

ont exprimé leur point de vue sur la gestion
actuelle des dons et greffes d’organes et

de tissus, les moyens de 'améliorer et

les valeurs qui devraient sous-tendre le
nouveau systeme. Les participants étaient
généralement d’avis que celui-ci devrait
reposer sur les principes d’équité, d’égalité,
de sécurité et d’efficacité. Il faudrait en
outre qu’il facilite la sensibilisation non
seulement du public, mais également du

milieu médical.

Depuis des mois, la Société canadienne du
sang consulte tous les organismes et toutes
les personnes directement concernés par

le don et la greffe d’organes et de tissus,
ainsi que le grand public, qu’elle a sondé
en mars. Elle était dailleurs présente aux
Jeux canadiens des greflés qui se sont tenus
cette année a Québec. Ses représentants
ont eu 'occasion d’y rencontrer des greffés
et d’écouter leurs témoignages inspirants,

et en ont profité pour renseigner les

participants sur les activités entreprises
dans le cadre du nouveau mandat

de l'organisation.

La Société canadienne du sang a érudié
trés attentivement tous les commentaires
et opinions regus et s'en est servi pour
élaborer ses recommandations. Elle
compte présenter ses recommandations
préliminaires aux sous-ministres de la
Santé 4 la fin de 2010. D’ici 13, vous
pouvez encore vous impliquer de

plusieurs facons :

* partager votre témoignage de greflé ou
consulter les comptes rendus des débats

publics 4 I'adresse www.sang.ca/speakup;

¢ télécharger une trousse d’information
depuis l'adresse www.sang.ca/speakup afin
d’organiser vos propres discussions sur le don
d’organes et de tissus avec vos proches;

¢ lire les résultats du sondage aupres du public
ainsi que le communiqué du 13 aott 2010 sur

notre site (www.sang.ca).
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A Parent’s Perspective

Our family’s story started in early 2008
when my daughter Katie began to
experience breathing difficulty upon
exertion. She thought she was just out of
shape, but her breathing became gradually
more laboured until even a stairway at
school or at home required rest stops. Our
family doctor ordered a battery of tests and
all of the results came back inconclusive.
She was then sent for a cardiac ultrasound
which revealed an enlarged heart. We

were dispatched to the Hospital for Sick
Children where she was diagnosed with a
rare form of pulmonary hypertension, and
given two months to live. Katie was put on
the lung transplant list but deteriorated so
quickly we were told the end was very near.
We had said our goodbyes and committed
her to God’s care when a surgeon arrived
to tell us that there was one chance, albeit
a very risky one, to attach an artificial

lung directly to Katie’s heart. It had never
been done on a paediatric patient before,
and had only been tried a few times on
adults. The artificial lung worked, and for
thirty days her blood circulated externally
through the device until matching donor
lungs could be found.

During her recovery Alison Drabble
showed us pictures of previous Transplant
Games to buoy Katie’s spirits.

August 9-14, 2010, I attended my first
Transplant Games. Quebec City is
beautiful and the weather was perfect, but
it was the activities associated with the
games that drew my attention. There is
something very compelling about seeing
your child or family member compete and
interact with other transplant recipients.
To see the special bond they share and to
observe their appreciation for the gift of
life is very rewarding. It’s not the medals or
the level of success that really matter, but
it is the common denominator of being
alive and able to compete after having life
threatening organ failure.

What could be more thrilling than
watching the little ones run their 25 metre
dash? Or to see seniors and young people
play table tennis just for fun. To share the
big smiles for country and province as an
athlete climbs the podium reaffirms the joy
of being alive.

Today Katie is a first year student at
University in London, Ontario, and we
have great hopes for her future, a future
made possible by the unselfish gift of an
organ donor family. There are no words but
to simply say ... THANK YOU.

— Submitted by Paul Sutherland

Thank You Adesa!

On September 15, 2010, the CTA
presented Daryl Maidment, General
Manager, ADESA Toronto, with a
recognition award for their commitment
to raising organ donor awareness and

for their many years of supporting the
Canadian Transplant Association. ADESA
is a company that specializes in vehicle
auctions. We had an opportunity to
thank the dealers at the auction and were
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delighted that ADESA chose the CTA to
be the recipient of their 2010 annual golf
tournament fundraising event. We are
very grateful for their generous donation
to assist the CTA in raising awareness and
saving lives across the country.

Photo (right):

Tom Scoggins Auctioneer ADESA, Janet Brady Past-President
CTA, Daryl Maidment General Manager ADESA, Assistant
General Manager, and Dick Winter CTA




Abby’s Story

Our daughter Abby was born with
hypoplastic left heart syndrome. She
was diagnosed with this condition
when she was about a month old

after our pediatrician detected a

heart murmur. Abby was flown by

air ambulance to British Columbia’s
Children’s Hospital to undergo open
heart surgery. She had another heart
surgery at four months old, and a third
when she was three and a half years
old. The three-part surgery was to
reconstruct her heart but by the end of
that year she wasn’t doing well and we
were told heart transplantation would
likely be the next step. We flew to
Toronto in February 2006, and three
months later Abby had her transplant
at the Hospital for Sick Children.
Because her previous surgeries
included human tissue grafting, Abby
was now a ‘sensitized’ patient which
made her recovery longer and more
complicated. She required several
sessions of plasmapheresis to replace
her plasma and wash the blood cells
of the antibodies, basically forcing her
body to accept the heart and forget
about the previous tissue grafts. We
were finally able to return home

in October.

So far things have been going well.
Watching her run, play soccer or any
physical activity amazes us. If Abby’s
previous surgeries had been successful,
her heart would have been running on
only two of the normal four chambers,
so her activity level would have been
limited. Now, with her new heart, she
is so full of energy it’s like there is no
stopping her. Kent often says, “We
should ask the cardiologist if there’s an
off button!”

Abby is now nine years old. This
August we were thrilled to attend

the Canadian Transplant Games

in Quebec City. At the Opening
Ceremonies Abby was the first one
into the hall proudly carrying the

BC placard, followed by her four
teammates. The remaining 142
transplant athletes followed, each
proudly representing their province
from across Canada. Then came the
group of donor families who received a
huge standing ovation. We know that
without the donors and their families
none of our families would be at

the games.

Abby competed in four events and
received medals for her age category
for Bowling (Bronze), Ball Throw
(Gold), Long Jump (Gold), and
50-meter run (Gold). We were so
impressed with her effort as she
achieved some personal bests in the
track events. I think she really liked
competing with her peers - a lot more
fun than racing her mom or dad. One
thing that stood out for us was how
the cheering grew louder until the
last person crossed the finish line. The
support for each athlete young and
old, first or last, was incredible. Each
athlete should receive a gold medal
just for attending the games. They are

all winners!!

We met other families at the games
and listened to some unbelievable
stories. What a memorable week
of activities, from the Opening
Ceremonies to the Closing Gala.
‘We made some new friends and are
looking forward to seeing them at
the next Canadian Transplant
Games, and maybe even the World
Transplant Games.

When we returned home to BC,
we asked Abby what the best thing
was about going to the games. She
said, without hesitation, “Making
new friends ... oohhhh and my
medals.” A special thanks to all

of the donors, donor families, the
Canadian Transplant Association,
MC2 Organizers, and all the
many volunteers.

— Submitted by Kent Farnsworth
and Jane Yabuki
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Transformative Journey
- Engaging Life after Transplantation

In 1980 I was diagnosed with cardiac
hypertrophy, a hereditary disease that
causes thickening of the heart tissue.
But it would be several years before
doctors would even begin to discuss
the possibility of a heart transplant. In
1987 I was in Miami for a consultation
with Dr. Pierre Grondin, the first to do
a heart transplant in Canada after Drs.
Bernard and Shumway. He told me
that 50% of the success of a transplant
is medical (how the surgery went,

any post-operative complications)

and 50% is what you do once youre
back home (physically, psychologically
and socially). In 1993, at age 25,

I became only the third Canadian to
have an artificial pacemaker/defibrillat
or implanted and finally, in 2000, I
received the greatest gift in the world
— a healthy heart.

The Christmas before my transplant
was given a pair of running shoes but

I refused to wear them until my heart
was healthy. Since my first steps in
them, as a healthy 32-year-old man,
those shoes have come along wherever
I go. My journeys in the past 10 years
have taken those shoes a great distance,
from the summit of France’s Mont

Blanc in 2003 to the 6,000-metre
mark on Mount Sajama in Bolivia the
following year.

Now, after 4 years of preparation,
with support from Novartis, I have
completed a new journey - an 850

km bike ride across Canada to

raise awareness for organ and tissue
donation. The Transformative Journey
speaking tour was an opportunity for
me to connect with other transplant
patients across Canada and their
families to let them know they are not
alone in the difficulties they experience
in this journey. There are resources
available to them and they should be
empowered to seek out information.

I wanted to be able to share with them
my experiences and, most of all, to
listen to their stories. Every meeting
was extraordinary — seeing people —
touched to suddenly realize that they
are not alone, that there are people
around them living almost the same
experience, some in desperate need of
help, and to see that there are other
recipients, family members and others
there to help them, to guide them.

My bike ride took me from Edmonton,

Alberta, to Calgary, and then on to

London, Ontario, Hamilton, Toronto,
Ottawa, and finally, home to Montreal.
The first days were pretty difficult. Old
wounds from medication side effects
and falls from blackouts before the
transplant came back to haunt me. My
hips and knees were hurting enough
that at times I could have cried. It took
me two days to start getting used to

it, to understand that if I could just
keep going, the pain would go away.
By taking action I would get better and
be able to continue my Journey. Just
like any transplant recipient and family
should do - take action and reach for a
solution, and help if you need it.

When I arrived at Montreal Heart
Institute, my final stop, there were
mote than 100 people waiting for

me including my wife and children,
my doctor, surgeon, physiotherapist,
nurses and so many others who
helped me with “the other 50%.”

I could not have imagined a better
finale to my Transformative Journey
or a better way to celebrate the success

of my transplant.

— Submitted by Sylvain Bedard




XVIIl World Transplant Games

Goteborg, Sweden, will host the 18th
World Transplant Games on June
17-24, 2011. These dates were chosen to
coincide with their “Summer Solstice,”

a special time of celebration in Sweden.
We can join in by celebrating our second
chance at life and participating in the
Transplant Games, showing the world
how fit and healthy we’ve become since
our transplant.

Sweden is a beautiful country and the
city of Goteborg has lots to offer. Canals
within the city will make you think

of Holland. Large open air cafes may
remind you of Paris or Nancy, France. It
is a modern city but has its “Old Part” as
well, an area well worth a visit whether
to find that special something to take
home or to indulge in an afternoon
aperitif at one of its many street cafes.

At every World Games the host
country is allowed to introduce two
new sporting events, and Sweden has
chosen floor hockey and a foursome
in golf. Floor hockey will be played
indoors with a small plastic ball and

a stick that resembles a hockey stick
with holes in the blade. Petanque will
again be offered as they do not have any
lawn bowls in Sweden. All other sports
remain the same. See the TENTATIVE
SCHEDULE on the local organizing
committee (LOC) website

www.wtg2011.com.

The LOC wants participants to have a
spectacular time while in Sweden and
are planning many special events
including two “Learn to Sail” evenings.
The boats they’ll be using for the lessons
are called 2-kronas which are very safe
for beginners.

At present the cost is $890.00 Canadian
or 6200 Swedish krona. Please see their
website and see all that Goteborg has to
offer. I will set up a page on the CTA
website and keep you updated on any
new information or changes regarding
the Games. I look forward to seeing you
in Sweden.

— Heather Fisher, Team Manager
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TRANSPLANT CANADIENNE
ASSOCIATION DES GREFFES

Canadian Transplant Association
c/o N. Folkins

11649 St. Albert Trail NW
Edmonton, AB T5M 3L6




