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For Neuroblastoma Research at SickKids

Mud-Wrestling Misfits and Potato Projectiles:

The Second Annual James Fund Neuroblastoma Family Retreat

by Faye Whyte

I asked my daughter Sydney, after we came
home from the second James Fund Neuro-
blastoma Family Retreat, whether the kids
talk about cancer.

“No.” She doesn’t know who's fighting neu-
roblastoma or who’s bereaved and, for her, it
really doesn’t matter.

“They all play the same,” the 11 year old says,
with a shrug. What was the best part of her
weekend? Playing on the dock with Scott and
his homemade cannon, with “ultimate camp
counsellor” Malcolm, and Syd Birrell, out on
the lake in a kayak, fielding flying potatoes.

For the adults, it’s a different experience.
We've all lived through moments no parents
or grandparents should have to witness. We
struggle with fears that make others praise us
as courageous and strong. But we don’t feel
strong. Standing beside your sick child isn’t
some noble, courageous choice. It’s just what
you do.

There is understanding here. Tears are okay.
They don’t mean you’re a misfit, even when
you aren’t sure why you're crying. And it’s
okay to get down in the mud and fight with
your faith and your beliefs. Because, no mat-

ter what religion you follow, living with your
heart is one lesson that even an adult can
learn.

And, when we sit in a room, each feeling
fractured and scared, I'm a little less alone.
By coming together, sharing our stories and
supporting one another, we can make the
future brighter. We can share in the promise
of research that’s taking the world by storm.

Each of us comes here feeling a bit unsure,
wanting to touch someone, to share. And

we do. But we also find flying potatoes and
mud-wrestling misfits and the glimmer of a
future where neuroblastoma isn’t a disease

you manage, it’s a cancer you cure.

Neuroblastoma families fishing off the dock
during the second annual James Fund
Neuroblastoma Family Retreat

“Every 14 hours, another young child dies of neuroblastoma in
the USA and Canada. I hope you will help finish the task of

finding a cure for neuroblastoma and make the words of little

James come true, when he said “With all this experimenting,

they’ll get it figured out and all the children with neuroblastoma

will be able to survive.” — ,
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- Tom Hanks, Honorary Patron - The James Fund

November 2008

Congratulations to Dr. David Kaplan
for being awarded the Prize for “Best
Paper” at the Advances in Neuroblas-
toma Meeting in Japan!

A Message from James’ Dad

In 2001, seven year old James was battling
terminal neuroblastoma. We became acutely
aware that research was lagging in this field.
As a parent you do everything you can to save
your child, so we decided to raise money for
neuroblastoma research, hoping a cure could
be found in time.

Although James died nine months later, the
James Fund did not. We have brought in
several million dollars, and through strategic
research spending and a ton of hard work,
the SickKids scientists are now amongst the
world leaders in the neuroblastoma field
(read more in Dr. Kaplan’s report inside).

The James Fund has become a beacon for
other families facing the same catastrophe.
They have joined the cause, organized
fundraisers, and brought new awareness to
the fight against neuroblastoma. We stand
side by side, supporting each other. We also
discovered that fundraising for a cure is about
building relationships - exactly what our
precious neuroblastoma children have taught
us ... life is about giving each other hugs and
making each day count.

-Syd Birrell

www.]amesFund.ca



Families Together ...

Walk/Run for The James Fund

A Peterborough favourite, this year’s event
raised $45,000. Many thanks to supporters
who provided a wonderful venue to raise
funds and awareness, and to gather neuro-
blastoma families together.

Top pledge winner, Doug Harris-Lowe,

and his team

Shania’s Fun Fair

Shania’s Fun Fair is a fabulous family-
friendly, indoor event at the Markham
Fairgrounds. Highlights were face painting,
games, inflatable’s, sport challenges, a Funky
Hair Zone and musical entertainment. Also
this year was a nine hole golf tournament and
BBQ lunch. Shania’s supporters have raised
an impressive $115,000 for the cause.
www.geocities.com/shaniasunflowers

Matthew Hower Fundraising

Folks in Winnipeg really know how to party.
Mackenzie and Stephanie, both turning 18,
decided to ask their friends to support neu-
roblastoma research rather than bring gifts.
It was quite the bash! The theme was “An
evening at Tiffany’s” with a three-tier cake
and a live band (thankfully the neighbours
did not call the police).

This year, Carson and Mackenzie were joined
in the Manitoba Marathon by additional
teams from St. Ingatius School, raising aware-
ness and funds. And the End Blast prairie
social is an annual favourite with the adults.
Matthew’s supporters have raised an impres-
sive $76,000 for The James Fund.
http://caringbridge.org/visit/howerfamily

www.]JamesFund.ca

Sydney & Georgia
HOPE Fund

The highlight of Sydney’s year was when she
was invited into the recording studio to par-
ticipate in the SickKids ‘Believe’ campaign.
She thoroughly enjoyed the experience, and
I think she sold bracelets to everyone in the
studio (including Dr. Kaplan - again).

She also had a fabulous time at the Toshiba
Celebrity Golf Tournament. We were thrilled
to have Sydney & Georgia’s bracelets avail-
able for sale on the SickKids web site this
year, and we’ll be looking for another on-line
home for them. http:\\writegal.blogspot.com

Sydney with baseball star Roberto Alomar

Sam’s Day

It was an Olympic-style celebration for neu-
roblastoma survivor Sam Lack’s 5th Birth-
day! The Burlington community took part
in the family fun day, raising over $44,000.
Para-olympian Paul Rosen, Women’s Hockey
Team Olympian Lori Dupuis and cross-Cana-
da cyclist David Visschedyk were at the event
to present each child with their very own
“Olympic Medal!” Sam’s Day is an annual
celebration that has raised over $120,000 for

The James Fund! www.samsday.org

Lori, Sam and Paul showcasing their medals

Neuroblastoma families

joining together, in the name of their children,
to raise funds to find a cure for neuroblastoma ...

Kyle’s Fight

Kyle’s family is in full force, raising funds for
a cure for neuroblastoma. They celebrated
Ontario’s first Family Day with a Family
Skate in Vaughan, and held a fundraiser
called “Music for a Cure,” featuring several
local choirs and musicians. These commu-
nity events have raised over $9,000 in honour
of Kyle. www.kylesfight.ca

Wall of Honour

Shania Johnston and Sam Lack were recently
recognized on the prestigious Wall of Honour
at SickKids for outstanding fundraising .

Legacy’s Inner School Fundraising Tackwon-Do
Tournament — A marshall arts friendship tour-
nament, honouring true-life hero, Jackson,
and raising $5,000 in his honour.

Shave Bryant’s Hair - After raising $4,500 in
pledges, Brayant allowed his friends and fam-
ily in Calgary to take turns shaving his hair ...
right down to his scalp!

Marathon Run for Breanna — Congratulations
Chris and Jennifer for running the Toronto
Marathon in honour of Breanna.

Polar Plunge - A bunch of crazies dresses up
annually as a green train and jumps into
frozen Chemong Lake to raise money, and
definitely some awareness, for our cause.

Exotic Car Day - Saving kids from cancer is
really fun! ILR Car Control School teamed
up with GTA Exotics and Toronto area exotic
car owners at the Powerade Centre to spend
a day giving rides around a race course for
donations to The James Fund.

“Bah! Humbug?” - Tired of last-minute
buying? Judi and her family now take turns
choosing a charity in lieu of Christmas gifts.
We were fortunate to receive $900 from her
festive clan.

Invado Beach Volleyball - Take part in these
fun, well-organized co-ed tournaments in

Bowmanville (March) and Oshawa (August).

www.invado.ca




Solving Kids Cancer

Solving Kids Cancer (SKC) is parent-led
foundation in New York City dedicated to
devising new ways to quickly stream-line and
improve the translation of childhood cancer
research into effective therapies.

SKC is impressed with the high-quality and
urgency of research funded by The James
Fund and has directed over $600,000 to

neuroblastoma research at SickKids.

Thank you to our USA friends. “Every kid

deserves to grow up!” www.kidcancer.org

Planes, Carts & Automobiles

Ever golfed in Toronto? The good folks at
Toronto Hydro Energy Services kindly raised
$11,000 at their Customer Appreciation and
Charity Golf Tournament for The James
Fund.

If you've never golfed at Royal Woodbine
Golf Club, it’s quite a thrill.

Foreword by Tom Hanks Mz

YA CANE
Let CANcer
RUTN YoUR DAY

THe

Based on the emails
written by Syd Birrell
to friends around the
world while his young
son James battled
cancer, this book will
inpire you to seek life,
love, laughter and
adventure.

Syd Birrell never guessed that his middle-of
-night emails detailing their family’s daily
fight with neuroblastoma would one day
be a book that would become a powerful
tool to raise both awareness and funds.
And of course, the heartwarming story has
challenged parents around the world to
make every day with their kids count.

Ya Can’t Let Cancer Ruin Your Day is
available at Chapters and Amazon or
www.GreenTrainBooks.com

An Update from The James Birrell Laboratories

for more details, visit www.JamesFund.ca

The past year has been an exciting time for neuroblastoma research at SickKids and in Canada.
The James Fund has enabled us to greatly increase the number of laboratories investigating new
treatments for neuroblastoma, at SickKids and at other universities in Canada. These labs work
together as a team, a unique and beneficial characteristic of research in Canada. The research
funded by The James Fund has been recognized worldwide, and been the recipient of awards
and prizes. Most importantly, we have begun, in a short period of time, to translate our findings
in the laboratory to the clinic. On behalf of the James Fund investigators and funded laborato-
ries, I thank you for your generous support that has enabled us to perform innovative and novel
research that we hope will soon result in efficacious treatments.

Dr. David Kaplan, Senior Scientist, Hospital for Sick Children

for The James Birrell Laboratories investigators

Neuroblastoma clinic - In January 2008, we started a neuroblastoma clinical program at Sick-
Kids. Under the direction of Drs. Meredith Irwin and Sylvain Baruchel, all patients with newly
diagnosed neuroblastoma, as well as those with recurrent or relapsed disease are followed in a
multi-disciplinary clinic. Through this program SickKids” and other Canadian patients will have
access to the latest clinical trials and novel therapeutics.

Clinical trials - The drug discovery project funded by The James Fund has discovered rapamy-
cin as a potentially potent agent for neuroblastoma. Rapamycin together with vinblastine is now
being administered on a compassionate basis to patients at SickKids and the University of Ver-
mont, and another drug that works in a similar manner to rapamycin - temsirolimus - will be in
a Phase I clinical trial together with vinblastine by the NANT clinical trials consortium, chaired
by Dr. Sylvain Baruchel at SickKids. This trial will open in 2009.

New grants enabled by James Fund funding - We are pleased that James Fund funding has en-
abled our team to receive neuroblastoma grants from Solving Kids Cancer (U.S.A.), the Ontario
Institute of Cancer Research (to Dr. Kaplan), The Terry Fox Cancer Institute (Dr. Kaplan), and
the National Cancer Institute of Canada/Canadian Cancer Society (to Dr. Irwin). These grants
total approximately $1.5 million, leveraged from projects initiated by $30,000 James Fund seed
grants. We are particularly grateful to our funding partner Solving Kids Cancer for their sup-
port of the cutting-edge neuroblastoma Drug Discovery Project at SickKids.

Future funding and projects - This year, we anticipate funding “New Idea” neuroblastoma
grants to the laboratories of Drs. Meredith Irwin, David Kaplan, Sylvain Baruchel, Paul
Thorner, and Herman Yeger of The James Birrell Laboratories, and laboratories at SickKids and
University of Toronto that are new to the neuroblastoma field, those of Drs. Mike Moran, Jason

Moffat (U. Toronto), Cliff Lingwood, and David Malkin.

In addition, The James Fund supports investigators in labs outside of SickKids for collabora-
tive projects with SickKids scientists, either through direct funding or by providing matching
funds for SickKids laboratories to perform projects. The James Fund, in only a few years, is now
funding some of the best neuroblastoma research worldwide, and through its funding initia-
tives, brought together a large international team and encouraged new laboratories to enter the
neuroblastoma field.

Dr. David Kaplan leads the drug discovery project using neuroblastoma stem cells at SickKids,
with the objective of finding new drugs and treatments. This research, led by Dr. Kaplan’s
postdoctoral fellows Drs. Kristen Smith and Loen Hansford, performed with Dr. Baruchel’s
postdoctoral fellow Dr. Libo Zhang, was awarded the Prize for “Best Paper” at the Advances in
Neuroblastoma Research meeting in Japan, and was featured on the website of the American
Society for Cancer Research. Dr. Kaplan presented seminars on this work in Sweden, and at
the Memorial Sloan-Kettering Cancer Centre, New York University, University of Vermont,
National Institutes of Health, University of Cincinnati, University of North Carolina, and at
the American Society for Pediatric Oncology and Haematology. The drug discovery project
investigators function as a team, with the other team members including Drs. Meredith Irwin
(oncologist helping to lead the project), Paul Thorner (pathologist), Ted Gerstle (surgeon), and
Herman Yeger.

Dr. Sylvain Baruchel was named Chair of the Advances in Neuroblastoma Research meeting to
be held in 2012 in Toronto. This is the major forum for sharing results and findings in the neu-
roblastoma field. He was also named a Member of the International Neuroblastoma Registry
Group to establish neuroblastoma tumor banking and treatment in under-privileged countries,
and Chair of the Canadian Neuroblastoma Advance New Therapy Site Consortium.
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“My work with The James Fund has
been one of the most important and rewarding experiences of my life.”

- Michael Burgess, Chair: James Birrell Endowment Fund Committee

Our heartfelt gratitude goes to Canadian Star, Michael Burgess, who is chairing an initiative to
raise $10 million to keep the James Birrell Laboratories sustainable into the future. Michael also
generously spearheaded three major fundraising events this past year for The James Fund.

Songs for Hope James Fund Golf Classic

The Songs for Hope evening was held in
May, in Toronto to launch the James Birrell
Endowment Fund at SickKids. And it was

done in true James Fund style.

Imagine a cozy restaurant, a ceiling adorned
with colourful umbrellas. The tables set with
green trains, gerbera daisies, and designated
with children’s names. At each place, a hand-
made, beaded napkin ring and a greeting
awaiting each guest.

Title sponsored by Anden Bath Centre, and
hosted by Michael Burgess, the James Fund
Golf Classic raised $60,000 in support of the

James Fund Neuroblastoma Family Retreat.

Magnificent wines were donated by FABiano,
and a gourmet menu was offered by Romag-
na Mia Ristorante. To make the evening truly

magical, our host, Michael Burgess, offered Thank you to management at Peterborough’s

Kawartha Golf & Country Club for their
above-and-beyond expertise, to St. Veronus
Café & Tap Bar for the phenomenal oyster

up a few songs while we enjoyed the feast.

Generous sponsors and guests raised $80,000
towards the endowment fund and permanent
neuroblastoma research positions at SickKids.

bar, and to our generous donors and sponsors.
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Toshiba Celebrity Golf

Tournament

Held at Copper Creek Golf Course, The
James Fund was thrilled to benefit from this
event, which boasted a roster of 35 interna-
tionally-acclaimed actors, singers, athletes and
media personalities, not to mention of course
our own special neuroblastoma families.

Many thanks to the wonderful staff at
Toshiba of Canada Limited, Office Products
Group, and its dedicated committee, for
directing the proceeds of this great event to
our cause. Thanks also to all the sponsors
and donors who made the event possible.
www.toshiba.ca/charitygolf
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Anna and Adam, with the legendary
Walter Gretzky

For more information about The James Fund, contact Diana Birrell, Development Coordinator, by email at diana.birrell@JamesFund.ca
or 705-749-3941. Visit www. JamesFund.ca to join the Green Train of Hope and help find a cure for neuroblastoma!

Special thanks to Lazer Graphics and Lisa Clarke for their support of this newsletter.
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