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AMELIA’S
STORY
The girl who is
giggling again
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Cooking
with allergies

PUPPY
LOVE
New friend at
Bear Cottage

Your
donations
in action!

Kids
Don’t
Fly
Our Prevention of Children Falling from Residential Buildings Working Party continues to have
success in advocating for change. All windows above the ground floor in existing residential
strata schemes must now be retrospectively fitted with a lock or safety device which prevents
the window opening more than 12.5cm. The NSW Government legislation amendments also
include window safety device in the prescribed condition report for rental premises. The new
laws are in line with changes to the Building Code of Australia which made window safety
devices compulsory in bedrooms of new residential buildings from May this year.

Flyscreens keep bugs out, not kids in.
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Message
from the

CHIEF
EXECUTIVE

I

recently had the pleasure of attending a special event to thank
our major donors and to acknowledge some as Benefactors
and Founders of The Children’s Hospital at Westmead. It was
a wonderful opportunity to thank the many individuals, groups
and organisations who have supported us this year.
Your generosity and support has allowed us to focus on improving
the health and wellbeing of children through clinical care,
research, education and advocacy.
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Donations have helped us ensure our clinical care comes with the
most up to date equipment and resources from syringe pumps in
ICU delivering the smallest quantities of intravenous medications
and fluids to entire operating theatres.
Our new state-of-the-art operating theatres allow surgeons to
conference in doctors from all over the world. This equipment
has transformed many surgeries and again puts The Children’s
Hospital at Westmead at the leading edge of paediatric healthcare.
We are also leading the way with research in a range of fields. The
Hospital is treating more young patients with allergies and our
staff are working hard to try and address this growing issue.
You can learn about the research work of our Allergy and
Immunology Fellow in this newsletter and the new cookbook our
experts have designed for families who have children with allergies.
I hope you enjoy the Bandaged Bear newsletter and reading about
the work of The Children’s Hospital at Westmead, which is only
possible because of you.
Warm regards,

ELIZABETH KOFF
Chief Executive
The Sydney Children’s Hospitals Network

www.bandagedbear.org.au
Street address:
Cnr Hawkesbury Road and Hainsworth Street,
Westmead, Sydney, NSW
Postal address:
Locked Bag 4001, Westmead 2145
Main telephone: (02) 9845 3367
The Children’s Hospital at Westmead acknowledges the generous ongoing support of Planet Press towards the cost of producing the Bandaged Bear Newsletter.

“We are thankful every
day that The Children’s
Hospital at Westmead
exists and is such a
wonderful facility.”

Adventurous Amelia
Making Magic Again
Amelia and her little brother Patrick are giggling again and their mum says thank you.

S

ix-year-old Amelia’s mother Nicole
clearly remembers the day her
daughter was diagnosed with
neuroblastoma in March 2010. “We went
from having a healthy normal three-yearold to having a three-year-old with an
aggressive, life-threatening form of cancer
in a matter of hours,” she said.
It had only been a few weeks since they
had noticed a small lump near Amelia’s
collarbone and after a series of tests with
their GP they found themselves at The
Children’s Hospital at Westmead.
“It was without question the most difficult
day of our lives. We had never spent
a single night away from either of our
children and we had to basically hand our
baby boy Patrick over to our family so that
we could be at the Hospital with Amelia.”
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An aggressive treatment regime was put
in place for Amelia. During her many
inpatient visits over the next few years
staff helped minimise the trauma of
treatment. Child Life Therapists and
Music Therapists help kids understand and
prepare for treatment by providing fun and
diversion. Amelia was a big fan of all things
fairy related and the Hospital made sure
there were lots of fairy wings and wands
around to keep things magical.
“Finishing treatment was a big milestone.
We celebrated and then had to readjust to
‘normal’ life. Every day we feel intensely
thankful that Amelia responded so well to
the treatment she received. We love seeing
her do everyday normal things.
Her enthusiasm for life is infectious and the
sound of Amelia and Patrick giggling away
as they play together is a magical sound
that we will never ever take for granted.

“Having a child go through treatment
for cancer is a very difficult way to gain
perspective and the ability to appreciate the
simple and small things in life.
“We feel so fortunate that we were able
to easily access the treatment available at
The Children’s Hospital at Westmead and
to know the treatment protocol that was
developed for Amelia was the same as that
available in the leading children’s cancer
hospitals across the world.
“The wealth of knowledge that all
members of the Oncology and Bone
Marrow Transplant Teams possessed was
amazing and we always felt confident that
any question we had would be answered
and that any concern would be addressed.
We are thankful every day that The
Children’s Hospital at Westmead exists and
is such a wonderful facility.”

A PATIENT’S JOURNEY
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“In Australia we have one of
the highest rates of children
with allergies.”

A Good Fellow

Thanks to Woolworths Generous Support
Dr Peter Hsu is dreading the day he has to tell a young
patient they are allergic to their own pet. He watched as
a colleague told a young boy his pet dog was partially
responsible for his allergic symptoms and the tears that
followed were almost heartbreaking.

W

hile canines are not top of his
list of allergies to decipher,
Dr Hsu is tackling some of
the mysteries of allergies and children’s
immune systems in his role as Allergy and
Immunology Fellow at The Children’s
Hospital at Westmead.
The fellowship is funded by donations from
the annual Woolworths Fresh Food Kids
Appeal and is involved in a number of
research projects within the Department of
Allergy and Immunology.
Dr Hsu is currently working on a project
that looks at regulatory T cells (Treg) in
children with and without allergies.
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“Very little information is available about
these special immune cells in children,”
he said. “This research could help us
understand conditions where the immune
system is out of control such as allergy,
eczema and diabetes.”
This work combines Dr Hsu’s two
loves of research and paediatrics. As
the Allergy and Immunology Fellow
he combines research with clinical care
in the Hospital’s Outpatients Clinic.
Immunology and allergy research was a
field of study that appealed to him because
of its diversity and the huge potential for
future discoveries. Dr Hsu is currently
undertaking a PhD in immunology.

“Allergies are skyrocketing in the Western
world and there are many different theories
for this,” he said. “Here in Australia we
have one of the highest rates of children
with allergies and it is still not clear why.
One theory relates to the lack of sun
exposure and it might surprise many
people that the ‘sunburnt country’ has such
high rates of vitamin D deficiency.
“Our research team, led by Professor
Dianne Campbell, is investigating whether
vitamin D supplementation will improve
eczema. Whilst the cause of eczema is not
clear, it is thought that the immune system
is dysregulated in this disorder, causing
skin inflammation. Vitamin D might help
to regulate the immune system and we
want to see if it can help dampen immune
hyperactivity in eczema. We will also be
analysing the Treg population to see if
vitamin D treatment improves the function
and numbers of these cells in eczema.”

HEART CENTRE

William and Rijen now
Brothers of the Heart
Our Heart Centre for Children brings together all the
skills needed to care for children and families affected
by childhood heart disease. Patients are treated by
cardiologists, cardiac surgeons, nurses, psychologists
and a wide range of support staff.

T

he Centre diagnoses and treats
thousands of children with
congenital heart disease each year.
It is the most common serious congenital
abnormality affecting children like six-yearold William Chamberlin and five-year-old
Rijen Shrestha.
They are part of our ‘club of champions’
with matching lines of stitches down their
chests which they proudly refer to as their
zippers. The boys are now the best of
friends after spending eight weeks together.

They shared a room following a series of
planned operations to return them to good
health. It was the third operation for each
of them.
The 100-strong team in the Heart Centre
for Children work together to provide the
best possible outcomes for children and the
best support options for families whether a
child has the smallest of heart murmurs or
a severe heart abnormality. Your generous
donations are making a difference with
every piece of new technology and research
we are slowly beating heart disease in
children.

IMAGES courtesy of the Daily Telegraph
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For more information call (02) 9845 3481,
email events@bandagedbear.org.au or visit www.bandagedbear.org.au

Be inspired by the bravery of families who face the challenge of illness
every day and challenge yourself to take on the 14km fun run in support
of these two special places of care.

Bandagedbear

Bandagedbear

@Bandagedbear

Be a part of the The Sun-Herald City2Surf 2013 on Sunday 11 August and help us
raise $200,000 for The Children’s Hospital at Westmead and Bear Cottage.

Join Team
Bandaged Bear

PATIENT PROFILE

“I will be forever happy for
the impact that this has had,
not only on his health but
on all of our lives and our
outlooks on life.”

From Brisbane to Westmead
for Life Changing Treatment
Brisbane boy Bailey is almost six years old and has already spent many years in a lot of
pain and discomfort due to a vascular malformation of the tongue.

A

bnormal tangles of blood vessels
saw his tongue swell up to four
times its normal size, blister and
bleed. The condition was very painful
and restricted every aspect of his life from
eating to sleeping. His mother Robyn
remembers a boy who was losing weight
and his condition worsening to where it
restricted his breathing and speech before
the Vascular Birthmarks Program at The
Children’s Hospital at Westmead helped
transform his life.
“Bailey was an IVF baby so he is a much
loved combination of love and science
- much like his happy, healthy self after
treatment,” she said. “He is a very sweet
kid and amazingly patient with a high pain
threshold in retrospect.
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“We were in the best place at The
Children’s Hospital at Westmead with the
best people and facilities to free our child
from his pain and give him a better quality
of life.”
Dr David Lord, an interventional
radiologist at the Hospital used minimally
invasive image guided treatments to free
Bailey from his pain. Rather than cut the
malformation out with traditional surgery,
interventional radiology allows the treating
doctor to enter the malformation and
treat it from the inside, leaving no scars
or risk to the surrounding body tissues.
This specialised equipment was funded by
Sargents Pies Charitable Foundation.
“Within a few weeks his tongue was
amazingly healthy – the best it had looked
in his whole life, almost normal size and a
very healthy surface.

“While I wish Bailey did not have his
condition and we did not need to go to
The Hospital I will be forever happy for
the impact that this has had, not only on
his health but on all of our lives and our
outlooks on life. The support for us being
from interstate was amazing. While we
were at the Hospital we saw children from
overseas, country families and families
who pretty much had to call the Hospital
their second home. We were only there a
week or so but we will always remember
this experience as one of the best and most
challenging of our lives. We were also
incredibly impressed with the equipment
and staff in Paeditric Intensive Care Unit.
I had been in adult intensive care before
and to see the specialised and sensitive
equipment for smaller patients was awe
inspiring.”
It is only through incredible support of our
donors we can afford the new equipment in
the Paediatric Intensive Care Unit.

RESEARCH NEWS

Sixteen-year-old Johnathan
was one of the participants
and managed to lose an
impressive 32 kilos
during the trial.

Researchers Bust a Diet Myth

O

ur Hospital’s endocrinology
researchers have recently ‘busted’
the myth that an increased
protein diet is more effective than a
standard diet higher in carbohydrates in
improving insulin sensitivity. This was the
surprising finding of the first six months of
the RESIST Study (Researching Effective
Strategies to improve Insulin Sensitivity in
children and Teenagers).

The study recruited 111 children between
10 and 18 who were overweight or
obese and had clinical features of insulin
resistance putting them at high risk of
developing Type 2 Diabetes.
Sixteen-year-old Johnathan was one of
the participants and managed to lose an
impressive 32 kilos during the trial. “I’m
more confident, I have a lot higher selfesteem” he said.

Children were put on either a high
carbohydrate diet or a moderately
increased protein diet. In the first three
months they received regular support
from a dietitian to help them lose weight
followed by a three month exercise
program with ongoing dietary support.
So far the results have shown that both
diets are effective in improving insulin
sensitivity.

Cancer Study a Success Story
A world first study offering more
personalised cancer care has
doubled the survival rates for
children with high-risk acute
lymphoblastic leukaemia (ALL).
The pioneering clinical trial
was initiated at The Children’s
Hospital at Westmead and
Sydney Children’s Hospital.

A

new test for Minimal Residual
Disease (MRD) was developed by
the Children’s Cancer Institute
Australia to detect a single leukaemia cell
among 100,000 healthy cells in the bone
marrow.
This allowed for the early detection of
children with a high risk of relapse so
clinicians could tailor a child’s treatment.

The decade long study enrolled more
than 650 Australian children and also ran
in the Netherlands and New Zealand.
The trial is one of the first studies to show
how identifying high risk patients early
in the treatment plan and consequent
changes in treatment can improve the
chance of cure - in this case doubling the
survival rate from 35% to 70% for highrisk Acute Lymphoblastic Leaukaemia.
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SURGERY NEWS

Centre Stage for New Theatres
The Children’s Hospital at Westmead is
now home to the most technologically
advanced operating theatres in any
paediatric facility in Australia. After
18 years and countless of operations
the Hospital’s operating theatres have
undergone a long awaited and multimillion dollar upgrade thanks to the
generosity of Sargents Pies Charitable
Foundation.
The state-of-the-art suites feature an
integrated communication system allowing
the surgical team to communicate between
theatres as well as with observers in an
adjoining conference room or remotely
via teleconference. The surgical team
do not need to leave the sterile field for
consultations even with overseas clinicians
who can view the surgery live. This will
benefit our patients and the educational
opportunities for our clinicians.

Video cameras around the room can be
controlled from within the theatre and
externally. During laparoscopic procedures
they can also show what the surgeons are
looking at inside the patient’s body.
Medical imaging can be accessed without
having to move away from the operating
table and images from the surgery can be
uploaded directly into a patient’s medical
record. The new theatres also feature
specialised lighting to help reduce fatigue
during long and complex surgical cases.
Jason Simpson, Nurse Manager of
Perioperative Services, said the technology
will allow surgeons to operate more
efficiently. “We are still fine-tuning the way
we use the equipment but the possibilities
are incredible,” he said

Safe Play for Child Protection
Mural artist April Keogh and her daughter Pauline Tivoli attended the official opening of our new Child Protection Unit
courtyard. The play area for children was generously supported by RailCorp’s Workplace Giving Program.
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BEAR NEWS

Bear Cottage strives to create
a homelike environment for the
children and families who stay
at the hospice and like most
homes has a live-in pet. Golden
Labrador Frankie helps make
each day as happy and fun filled
as possible for children with life
limiting illnesses.

A Dog’s Life in Bear Cottage

F

rankie has been at Bear Cottage
since she graduated two years ago
from Assistance Dogs Australia. She
responds to voice commands from children
who no longer have the use of their limbs
and she can perform around 20 different
tricks. She can open doors and fridges and
most importantly can push the button to
make the toy train work.

For some children who are almost totally
immobile she will visit and stay with them
to provide company and affection. Frankie
loves accompanying families to the local
beaches and on walks in Manly.

Some of the detainees visited Bear Cottage
last year to see Frankie in action and many
have since gone on to fundraise for the
hospice. They have also helped clearing
garden beds at Bear Cottage.

She was trained by detainees from the
Frank Baxter Juvenile Detention Centre as
part of an Assistance Dogs program ‘Justice
Pups’ who taught her basic commands.

It took two years for her to be fully trained
at a cost of $25,000 so she is very valuable
in more ways than one.

Bandaged
Bear
Breakfasts
Baxter Turvey keeps an eye on his bear
during the Bandaged Bear Breakfast at
Cootamundra Public School. Thousands
of children across the state held their own
breakfasts to support the Hospital during
the Bandaged Bear Appeal.
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Cooking Allergy
Free? YUM!
Parents of children with food allergies
are always searching for tried and tested
recipes that will pass the kids taste test.

T

he Children’s Hospital at Westmead has come to their
rescue with our allergy and nutrition experts producing
the definitive cookbook for making healthy meals
that the whole family can enjoy. With one in 20 Australian
children now having a food allergy ‘YUM!’ provides essential
information for their families and carers.
The new cookbook contains basic advice for anyone trying to
manage an allergy, medical facts and practical tips for babies to
teens. It can show you how to shop for a child with an allergy,
how to prevent cross-contamination when preparing food at
home as well as eating out and party strategies. There are
100 easy-to-follow, healthy and nutritionally-balanced recipes
for every meal of the day that exclude all the major allergens
including cow’s milk, dairy, egg, peanut, tree nut, soy and wheat.
‘YUM!’ also looks at easy ways to reintroduce excluded foods
for other children in the family.

Look out for ‘YUM!’ at all good bookstores including the Kids Health bookshop at the Hospital.

WALK THE TALK

The inaugural ‘Walk to Westmead’ recently saw dozens of Telstra staff make the
five hour journey by foot from the city to the Hospital helping to raise almost $30,000.
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The hospiTal making news
The Hospital Makes the News.indd 1

16/05/13 3:06 PM

Thank You to Some of Our
Newly Awarded Donors
Benefactors and Founders of The Children’s Hospital at
Westmead were acknowledged at a recent thank you function for
donors. The Hospital’s supporters were joined by special guest
two-year-old Allie, a liver transplant recipient, at the Art Gallery
of NSW for the special night.
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From the desk of

Bandaged
Bear…
The Easter Bunny made a special visit
to The Children’s Hospital at Westmead
and hopped around the wards sharing
chocolate eggs and other treats with our
patients. It was great to have another furry
friend visit the children.
Easter was also popular time to pat a
bunny rabbit for those who got up close
with the Kindifarm animals who make
regular visits to the Hospital.

In early April I had a great time flying
in a helicopter, much to the surprise of
children at a special event here at the
Hospital. I made my grand entrance on
a Fire and Rescue helicopter to welcome
26 firefighters who cycled here all the
way from Wagga Wagga. They had taken
part in the annual 400 in 4 charity bike
ride. Now in its eight year the four-day
challenge has raised more than $250,000
for our Burns Unit.
It is always wonderful to meet the people
who go out of their way to do something
special for the patients of The Children’s
Hospital at Westmead.

