a supporter’'s story

Give a family the gift of fun

University student Cassie Lawton is
perhaps a little too old to dust off her
teddy bear and head down to the Teddy
Bears Picnic, but that doesnt stop her
from purchasing tickets to the event each
year. Cassie and her family support the
Charity Ticket-a-thon Program, which
allows disadvantaged families to attend
the Teddy Bears Picnic and share in the
magic of this very special event.

We love supporting the Charity
Ticket-a-thon as we are not only
supporting The Children’s Hospital
at Westmead, we are also giving a
disadvantaged family a day out that they
would otherwise not be able to afford,
Cassie said.

The concept is simple. Supporters
purchase tickets to the Teddy Bears
Picnic which are then distributed on their
behalf to struggling families associated
with The Children s Hospital at Westmead
and also through charity groups, such

as The Smith Family, Barnados and the
Salvation Army.

The Charity Ticket-a-thon has been
running for ten years and has brought joy
to thousands of disadvantaged families.
For many of us, a simple family outing
is a fairly regular occurrence, but to
disadvantaged families, the opportunity
to attend the Teddy Bears Picnic creates
precious family bonding time and
memories that last a lifetime.

The Marian Centre, a St Vincent
De Paul Society refuge, helps women
and children escaping from violent
relationships and last year distributed
some of the 650 family passes purchased
through the Charity Ticket-a-thon.

Most women and children escaping
violent relationships don’'t often have
the opportunity to go to events like this
and usually feel a sense of isolation.
The Picnic introduces them to the idea
of family stability in a fun environment

Why not Think Kids this Christmas?

When most of us think of Christmas, we think of celebration, cheer and fun with
family and friends. But for sick children in hospital over the Christmas holidays,
it is a particularly dif cult time to be away from loved ones. With your support,
we aim to cure sick kids faster and send them home healthy and happy not

just at Christmas, but all year round.

Last year, we raised over $50,000 from Christmas card sales. These funds
supported the purchase of much needed equipment, research and strategic
clinical initiatives to help our sick kids and their families. So when you think of
Christmas cards this year, why not Think Kids ?

Every card you send will make a difference, so place your order now!

and allows them a valuable opportunity
to feel part of the community, Marian
Centre Childrens Services Coordinator,
Kathleen Gleeson, said.

Support for the Charity Ticket-a-thon
was unprecedented in 2007 and we are
hoping for even more support this year. To
purchase tickets, please fill in the enclosed
order form or phone (02) 9845 3364.

Cassie Lawton (second from left) pictured with
(L-R) her grandmother Sophia Vlodarczk, mother
Ursula Lawton, sister Amy Lawton and father
Phillip Lawton.

You can view our full range of Christmas cards and merchandise items online at
www.chw.edu.au/eshop. For more information, call our Customer Care Centre on 1800 770 122.

The Children s Hospital at Westmead acknowledges the generous ongoing support of

Planet Press towards the cost of producing the Bandaged Bear Newsletter.
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The best Teddy Bears Picnic yet!

Support The Childrens Hospital at
Westmead by joining us on Sunday 19
October for the biggest and best Teddy
Bears Picnic yet! All the fun and excitement
kicks off at 10:30am at Rosehill Gardens
with plenty of activities and entertainment
for the whole family.

Dont miss Kung Fu Panda and the
Marvel Superhero Show appearing on
Centre Stage, as well as the all-time
favourite activities like jumping castles,
face painting and the Bear Clinic. You can
also grab an autograph from the Channel 7
celebrities, enjoy school performances and
Picnic Popstars on the School Stage or just
enjoy the free rides all day!

For an updated list of activities and
performers leading up to the event, be sure
to visit www.teddybearspicnic.com.au

Teddy Bears Picnic tickets are only $15
each or $50 for a family of four. The ticket
price includes entry to the event, access
to all activities, entertainment and parking,
with all proceeds going directly to The
Childrens Hospital at Westmead. Tickets
can be purchased from Ticketmaster online
at www.ticketmaster.com.au or by calling
136 100.

To help make this wonderful day
happen, we need lots of volunteers to get
involved. If you would like more information
about volunteering or attending the Teddy
Bears Picnic, please call (02) 9845 3364

or email events@chw.edu.au.

Unable to make it to the Picnic? Why not show your support
and purchase a Charity Ticket-a-thon ticket instead? For more
information, please see the back page of this newsletter.




Message
from the

Chief
Executive

Helping the sick kids and families who come through our
doors to cope with a vast array of medical conditions is an
everyday challenge for the Hospital. As we strive to do our very
best for them, we are constantly motivated by the generosity
and commitment of our donors who help us carry on the work
that we do.

As the largest paediatric centre in NSW, The Children s
Hospital at Westmead provides the most advanced care and
treatment options for children from NSW, Australia and across
the Pacific Rim. We currently care for over 60,000 sick children
and their families each year in a positive, healing environment
which blends specialist paediatric care, community education,
advocacy for improved child health and ground-breaking
research into childhood illnesses.

Many of you may not be aware that the Hospital houses
leading specialty units such as the NSW Paediatric Burns Unit,
The Paediatric Liver Transplant Unit, The National Centre for
Immunisation Research and Surveillance, the NSW Newborn
Screening Service, The Kerry Packer Institute for Child Health
Research Building, the National Poisons Information Centre and
the only Paediatric Tumour Bank in the southern hemisphere.

Donations from our supporters are of great value to us in
pursuing strategic clinical initiatives, continuing vital research,
purchasing the latest equipment, making state-of-the-art
treatment options readily available to our patients and
developing special programs to enhance our support services for
sick children and their families.

Your generosity is an encouragement to our patients, their
families and all the staff at The Children s Hospital at Westmead.
Thank you for helping us give our sick kids a happier and
healthier future. Good health to you and your loved ones!

Warm regards,

Dr Antonio Penna
Chief Executive

If you would like information on
making a donation, joining our Circle
of Friends monthly giving program,
organising a fundraising activity, gifts

in kind or bequests, please call
(02) 9845 3367 or visit us online at
www.chw.edu.au/about/fundraising.
Thank you!




Riley (right), with sister Lauren and brother Sam — March 2008.

Riley Johnson Age 13

A caring, loyal, determined and disciplined boy, with
maturity beyond his years.

Adventurous, with a keen interest in reptiles and would
love to have pet pythons if he can convince his Mum!
Loves music and has just passed his fifth year
saxophone examinations.

Enjoys constructing things and would like to become an
engineer one day.

Riley, with his halo traction, two months after the accident — March 2004.

A halo traction is a way of keeping the head and neck still
while recovering after an accident or operation to the neck
bones. The traction is attached to the head by titanium
screws which are screwed into the skull bone. The halo
traction may be attached to a custom-made vest to keep

the head perfectly still whilst seated.

Sometimes the screws would move and it was very
painful. 1 was relieved when the halo traction was Ipally
removed after nine weeks and replaced with a neck
collar, says Riley.




a patient’s journey

Riley s story

Riley’s sister, Lauren, hopes for a miracle to save her little brother.

Riley was nine years old when he was critically
injured in a car accident. With severe facial, head,
brain and spinal injuries, the best case scenario
was that Riley would be left a quadriplegic
the worst was that he would die

Rileys Mum, Debbie, was driving
down a remote country road with
Riley seated in the back. The accident
happened as they manoeuvred around a
dangerous bend and their car was forced
down on to an embankment. Riley was
thrown out, headfirst, through the rear
window and lay unconscious, metres
away from the car. Resisting the urge to
move him, Debbie put her hand on his
head to try and stop the bleeding.

Coincidence or miracle, nobody
knows  but two of the people who
passed by at that crucial time were
Wendy McLoughlin, Senior Orthopaedic
Nurse at The Childrens Hospital at
Westmead, and a local SES volunteer.
They provided expert assistance whilst
waiting for the CareFlight helicopter
which soon arrived to transport Riley to

The Children s Hospital at Westmead.

| couldn’t believe | was looking at
my son. His head was badly injured and
his left eyelid was sliced off. His face
was so completely cut up that he was
unrecognisable, recalls Dad, Wayne.

At the Hospital, Riley was placed on
full life support and emergency surgery
was performed, involving 200 stitches
to his head, face and left eye. He was
in critical condition in the Intensive Care
Unit for a couple of days but the worst
was yet to come.

Riley s brain injury was in the highly
serious category. His neck injury was
severe and the ligaments attaching his
head to his spine were torn  this would
usually result in severing of the spinal
cord and immediate death. It was a
miracle that Riley was still alive.

The next day, Riley underwent
a rare ten-hour operation that had
been performed on few other children
worldwide. Two titanium rods were
inserted to connect his skull back to the
top of his vertebrae. A halo traction was
put in place to keep his head and neck
still during the healing process.

Wayne and Debbie were prepared for
the worst. Surgeons informed them that
chances of Riley surviving the operation
were slim and, if he did, he could be left
a quadriplegic. It could be a while before
he could perform basic tasks like talking,
eating and swallowing, and it could be
months before he was able to recognise
people, including his own family.

When Riley regained consciousness
four days after the operation, Debbie and
| were at his bedside, fearing the worst,”
Wayne recalls. “He looked up at us and
said, ‘Hi Dad, Hi Mum, | love you'. It was
such an amazing moment.

Riley then suffered post-traumatic
amnesia for four weeks. The doctors
expected Riley to be in hospital for up to
eight months, but he progressed so well
that he was home after three months.

The Hospital's follow-up care was
excellent,”saysWayne.“TheRehabilitation
team visited his school regularly, making
sure he had the right seating and aids
for head support and advising his
teachers on how to assist him with the
issues he might encounter.

The Hospital team did a miraculous
job with Riley. Surviving his critical neck
injury and recovering as he did from his
severe brain injury — we are still amazed!
Only a few kids in the world would have
regained full use of their limbs the way
he has.

Riley is now 13 and leading a
normal life, taking care to avoid activities
that could affect his neck. He doesnt
remember the accident and a lot that
happened during his first month in
hospital  but he does know that being
alive today and being able to do the things
he does is something to be thankful for,
every day.




research news

Our one-in-six-billion miracle girl

She s got purple highlights in her
hair and bright blue fingernails, but to
the doctors at The Children s Hospital
at Westmead, Demi-Lee Brennan
is a one-in-six-billion miracle girl
after spontaneously taking on the
immune system and blood type of her
organ donor.

The breakthrough is a world-first in
transplant medicine.

At nine years of age, Demi was
gravely ill when she contracted a virus
that destroyed her liver. With hours to
spare, she received a life-saving liver
transplant and immediately began
a cocktail of immuno-suppressant
drugs, the standard fare for transplant
patients to ensure their bodies do not
reject the donated organ.

Nine months after the transplant,
Demi became extremely unwell again
and her doctors were shocked to find
that her blood group had changed
from O-negative to that of her donor,
O-positive. Even more shocking was
the revelation that stem cells from the
donor liver had penetrated her bone
marrow, resulting in Demis body
giving itself a bone marrow transplant.
Her immune system had almost been
totally replaced by that of the donor.

Researchers and doctors at the
Hospital came together and took the
brave decision to wean Demi off all her
anti-rejection drugs, which allowed the
new immune cells to wipe out the old
cells. Her condition then stabilised.

Dr Stuart Dorney, Director of
Clinical Governance at The Children s
Hospital at Westmead, was Demis
treating doctor. According to him, out
of the 150 patients who received liver
transplants at the Hospital, Demi is
the only one to have stopped using the
anti-rejection medication. To have this
happenisthe mostamazing thing, said
Dr Dorney.

The team of professionals who cared
for Demi have commenced research into
why this rare phenomenon occurred.
Demis story attracted intense local

(Top) Demi tells her story to the media. (Bottom) Demi, with her Mum Kerry and sister Stacey.

and international media attention after
details of the case were published in
the New England Journal of Medicine.
Lead author of the paper, Dr Stephen
Alexander, a transplant researcher at
the Hospital, said they hoped their
findings would lead to improving
treatments and outcomes for other
transplant patients.

Now aged 16 and having been off
immuno-suppressants for four years,

Demi says, | feel quite normal. It's
almost like it never happened. | can't
thank the doctors and donor family
enough for giving me this second
chance at life. Demi has become
quite the media superstar after this
experience and has her sights set on
Australian Idol. That's partly why I've
dyed my hair black,” she whispers.
“I'm a rock singer.




fundraising news

Fresh Food Kids Hospital Appeal

§réSh food
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Woolworths annual appeal to raise
funds for Childrens Hospitals nationally
is on again for the 14th year. The Fresh
Food Kids Hospital Appeal this year will
run from 25 August to 19 October.

Woolworths are one of Australias
biggest corporate fundraising success
stories and we are so grateful for their
unwavering enthusiasm and support for

Visit your local Woolworths store between
25 August and 19 October and support us in
raising funds to help us fulfil our vision
Healthy Children for a Healthy Future !

The Childrens Hospital at Westmead.
Each vyear, their fundraising activities
take many forms, including black-tie
balls, trivia nights, sausage sizzles and
cake drives, as well as raffle tickets and
merchandise sold by the thousands.

To date, Woolworths annual appeals
have raised close to $14 million for the
Hospital. And over the last five years,
the appeal merchandise sales alone
brought in almost $2 million. The Fresh

Food Kids Hospital Appeal will provide
vital funds for research, equipment and
strategic  clinical initiatives, enabling
us to continue to deliver excellence in
paediatric healthcare.

Many thanks to Woolworths, their
staff and customers for their generous
contribution, tremendous efforts and
continued support which help make a
significant difference to the lives of so
many sick children and their families.

A heart warming experience for sick kids

In November 2008, about 20 kids,
accompanied by 11 Rehabilitation
staff, will attend Camp Lionheart at the
LIFE Adventure site in Kurrajong, NSW.
Founded by Dr Stephen O Flaherty, Senior
Staff Specialist and Head of the Hospital s
Rehabilitation Department, Camp
Lionheart is for kids with Acquired Brain
Injury (ABI), aged seven to thirteen.

Dr OFlaherty sums up the Camp
perfectly, To see these young children
experience true independence, often for
the first time, is very inspiring. We watch
their confidence soar as they achieve
goals and have fun at Camp Lionheart.
It makes a real difference to their lives.

Camp Lionheartwould not be possible
without the generosity of sponsors and
patrons of the annual Camp Lionheart
Sportsmens Gala Dinner organised by

the Lions Club of Carlingford-Dundas. A
spokesman for the Club, Clem Cawley,
commented on how the Club became
involved in this venture. Having seen
first hand the benefits older kids gained
from Camp GoAhead, the Club decided
to work on developing a Camp for
younger kids, with Dr O’Flaherty and
the Rehabilitation Department. And we
undertook to raise the required funds
through the Sportsmen’s Gala Dinner.

This year, Oatlands House will host
the Dinner on Friday, 17 October, with
Nick Farr-Jones, former World Champion
Wallabies Captain, as Guest Speaker and
Steve Edge, former international rugby
league legend, as MC. For tickets or
more information, please phone Clem on
(02) 9481 9125 or 0411 271 357, or
email ccawley@optusnet.com.au

A highlight for the kids last year was a visit by
Happy Dragon, mascot of the St George Bank

— the celebrated Gold Sponsor for the 2007 Camp
Lionheart Dinner (and again in 2008).




fundraising news

Our Little Sweethearts Ball

Aston Baker, 2V years old.

Our Little Sweethearts Ball was
organised in February 2008 by the Inner
Wheel Club of Liverpool Combined Inc,
to purchase much needed equipment for
the Hospital s Liver Transplant Unit.

The event, held at Le Montage in
Leichhardt, had over 500 attendees
and raised an amazing $100,500! Our
heartfelt thanks go to the Committee of the
Inner Wheel Club of Liverpool Combined
Inc for this remarkable achievement!

The inspiration for this fundraiser
came about when a member s grandson,
Aston Baker, was found to have Alpha 1
Antitrypsin Deficiency, arare degenerative
liver disease. Following a successful liver
transplant performed by Dr Albert Shun

and his team at the Hospital, Aston is
now a healthy little toddler and visits
the Liver Clinic every two months for
check-ups.

What a wonderful night and what
a wonderful organisation! It was my
absolute honour to attend the Little
Sweethearts Ball on behalf of The
Children’s Hospital at Westmead. Never
for a moment underestimate the value
and dedication of our community groups.
To every organisation out there who
supports the Hospital — thank you for
every hour you dedicate, every invitation
you send, every single dollar you raise.
- Hospital Ambassador, Melissa Doyle
(Sunrise, Channel 7).

Giving Silent Angels back their wings

Rett Syndrome, a debilitating genetic
disorder, is the second most common form
of severe mental disability in females. In
Australia, it affects one in 8,500 girls by
the age of 15.

Affected girls, knownas SilentAngels ,
develop normally for the first six to twelve
months of life. Then, development stops
and even reverses. It results in severe
disability and, in most cases, impairs
speech and mobility. The care required
for a young woman with Rett Syndrome
is comparable to that required for a high-
level quadriplegic.

The same year that | won my lifelong
dream of Olympic Gold in Sydney (2000),
my daughter, Ashli, was diagnosed with
Rett Syndrome, says Brett Aitkin, who is
one of the patrons of the Rett Syndrome
Australian Research Fund. Since then, it
has affected every aspect of our lives.

There are currently 300 girls affected
nationally by the condition, but only a
small number of clinics exist specifically
for Rett Syndrome sufferers. At present,

only 24 girls can be seen every year
in the NSW clinic for coordination of
their complex health needs, including
occupational therapy, physiotherapy,
speech therapy, music therapy and
nutritional support.

Professor John Christodoulou, Director
of the Western Sydney Genetics Program
at The Childrens Hospital at Westmead
has spent 14 years researching a cure for
this disorder. He says, By understanding
better the biology of Rett Syndrome,
it may be possible to develop specific
treatments to slow or halt the progression
of the disorder, or perhaps even find
acure”.

From 24-28 November 2008, the
Rett Syndrome Australian Research Fund
will launch Angel Week. Last year, Angel
Week donors helped to raise $30,000 for
the Hospitals Rett Syndrome research
team. For more information on Angel
Week, phone 1800 177 111 or visit
www.rettsyndromeaust.org.au

Brett Aitken (Olympic Gold Medallist 2000), with
daughter Ashli who has Rett Syndrome.
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bear cottage news

Care and comfort by the sea

Rick and Sharon Pardon with their newborn son, Ethan. (Inset: Little Ethan, a month before being diagnosed

with a malignant brain tumour.)

To have a sick child is distressing.
To have that child diagnosed with
a life-limiting illness is devastating.
And then to have that child die is an
absolute tragedy.

Since opening its doors in 2001,
Bear Cottage has cared for over 340
children with life-limiting illnesses,
some of whom have had many respite
visits. 130 of these children have passed
away. Here is a personal account from
one father, Rick Pardon, who wanted
to share his experience at Bear Cottage
with his first born child, Ethan.

On 30 May 2003, our world was
turned upside down. Our only child
at the time, three-month-old Ethan,
was diagnosed with a malignant brain
tumour at The Children's Hospital
at Westmead.

Although the care Ethan received

at The Children’s Hospital at Westmead
was excellent, the emotional and
physical toll on my wife Sharon and
| was enormous. We both stopped
working to devote our time to caring
for him, taking 12-hour shifts each,
and time spent together was rare.

Night time was the worst, with the
sounds of medical equipment, alarms
and nurses making their regular rounds.
Our nerves were fragile and our health
was understandably failing due to the
enormous stress of our situation.

Then one day, Bear Cottage was
mentioned to us, described as a special
location that offered respite care for
the child and family, a place to spend
quality time together — we soon found
that it was so much more.

When we arrived at Bear Cottage,
we were struck with the peace and

tranquility. Bear Cottage looked and felt
like a big house rather than a hospital.
It was perched on a hill in Manly with
magnificent views of the ocean. Nurses
did not wear uniforms, each room had
a family bed where parents could sleep
with their child nearby and there was
a common dining room for families
to enjoy meals together. For the first
time, we felt as close to being a normal
family, given the circumstances.

Sadly, Ethan passed away in July
2003. Although we will never get over
the sadness of his loss in our hearts,
being at Bear Cottage allowed us to
spend those final precious months of
our son’s life with him in a calm and
peaceful family environment. Sharon
and | continue to take great comfort
in this.

Rick s moving account of his child s
death and the precious last days that
they shared with him really brings
home the value of a place like Bear
Cottage and the significant difference it
makes to families in this situation.

An initiative of The Childrens
Hospital at Westmead, Bear Cottage
is the only children s hospice in NSW
and all services are provided free of
charge to families. Each year, it costs
over $1.7 million to run Bear Cottage
and this is entirely funded by donations
from our generous supporters. If you
would like more information on Bear
Cottage, please call (02) 9976 8300 or
visit www.bearcottage.chw.edu.au

4
'

bear $

cottage

an initiative of

the childr€n’s hospital at westmead




schools news

McCarthy Catholic College ‘Dancing with the Staff” winners.

A big THANK YOU to the many
schools who have recently held
fundraisers for The Children s Hospital at
Westmead. McCarthy Catholic College,
Emu Plains, held their inaugural Dancing
with the Staff competition. The concept
was similar to the Channel 7 program,
Dancing with the Stars. 13 students
were paired up with 13 brave teachers to
learn a two to three minute dance from a

range of styles including jive, rock and roll,
disco and even ballet! Hours of rehearsals
eventuated in a dancing spectacular that
all students at the college enjoyed and
funds were raised through ticket sales.

Bandaged Bear says THANKS to all
schools for supporting Bandaged Bear
Day! The stripes on Bandaged Bears
coat were a huge hit this year with

In Memoriam

many schools holding stripy mufti days!
We had lots of help from schools selling
at train stations too, which was fantastic.
As aresult, schools have raised more than
$120,000 in support of our Bandaged
Bear Day this year.

Mamre Christian College students celebrating
Bandaged Bear Day.

TEDDY BEARS’ PICNIC 2008 is
fast approaching, so why not grab your
teddy and hold your own Picnic at
school during September and October!
All schools will receive an information
pack on how they can be involved shortly.

Call Michelle on (02) 9845 3364
for more information.

Often when a loved one dies, the family requests that instead of owers, a donation be made to
The Children s Hospital at Westmead. We gratefully acknowledge gifts recently received in memory of:

Lilli Ansett
Lucy Aoutal

Gladys Carter
Umberto Castelarin

Jackson Geyer
Stephen Grana

Brittney McKenna
Matthew Mitne

Carmelino Salis
Fortunato Serra

George Argoustinos Larry Chan Tony Grech Anthony Moran Diane Elizabeth Simpson

Marjorie Arms Lorna Nell Chapman Miriam Harris Eva Morris John Spence

Kristine Bailey Hazel Morris
Shirley Ball

David Bellamy

Thomas King-Chu Cheung Philip Harris Mattie Spence

Benjamin Clarke Norma Isaac George Moulos Diane Stone

Lyn Crosby Aimee lzard Geoffrey O Brien Maria Filippa Tilocca

Alice Bellenger Patricia Marie Dale Lochlan Jones Pia Mai Orana Florence Pearl Toms

Jean Bennett Jade Davies George Levantis Adam Pavkovic Neville George Toms

Lilly Bennett Smoky Dawson Doris May Lewsam Karen Philpott Xuan Chieu Tran

Maurie Bernays Rosaria Politano
John Bootle
Julie Brink

Natalie Lorna Cabot

George Di Bitetto
Nettie Eabry
Harriet Egan

Egidio Lizzi Doug Turner

Domenica Lombardo Edna Polley lan Vince
Michele Radice

Immacolata Rechichi

Bruna Lucchitti Emma Kim-Maree Wheeler

Patricia Fenech Ernesto Mazzotti Mary Younan

Allan Cargill Ky Frendo Martin Daniel McDonnell Mary Robinson Alberto Zanin




