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Message
from the

CHIEF
EXECUTIVE

W

elcome to 2014 and another year of supporting
the wonderful efforts of the staff and volunteers at
The Children’s Hospital at Westmead. The generosity
of the community will see us continue our journey of providing
the very best care and treatment for sick children and
their families.
More than 100,000 children come to the Hospital each year with
our dedicated researchers and clinicians offering the most up-todate specialised services. The support of donors also ensures we
can provide state-of-the-art technology and equipment for
the tiniest of patients.
While our focus is always on making sick kids better, we provide
love and care for many children who have life-limiting illnesses.
Dedicated staff at the Hospital and Bear Cottage help families
with palliative care and support them at their time of greatest
need. Your generous donations can help support these families
as they share precious memories with their children.
Over the summer months I urge you all to be vigilant around
children near water, windows and balconies. The Hospital will
strive to ensure our health safety messages are spread far and wide.
You can help to share these messages to prevent accidents and
injuries for children young and old.
I hope that you enjoy a safe summer and I look forward to sharing
with you more stories of The Children’s Hospital at Westmead.
Warm regards,

ELIZABETH KOFF
Chief Executive
The Sydney Children’s Hospitals Network

A PATIENT’S JOURNEY

“The respite care at
Bear Cottage allows
me to rest and just be
a mum without being
his nurse.”

The Joy of Jacob
Bear Cottage is a home away from home for Jacob and his family

C

hristmas came early for Jacob last
year when his family joined in the
festivities of the annual party at
Bear Cottage. The eight-year-old returned
to the hospice with his sister and mother
to celebrate the season with the many staff
who help create a home-like environment
for children with life-limiting illnesses.
Bear Cottage’s children and families were
all invited to the celebrations where Santa
Claus had to compete with camels, clown
doctors and a fire truck. Despite the many
attractions on the day it was hard to draw
Jacob’s attention away from his iPad and
his favourite Thomas the Tank Engine.
Jacob has autism, epilepsy and intestinal
failure. After failing to thrive as an infant he
requires constant care with feeding tubes
and regular nappy changes. The world
of Thomas and other characters on his
electronic device offer Jacob a sense of calm.
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Finding calm is sometimes a challenge for
his mother Jackie who cares for her son
around the clock. Jacob has an older sister,
Isabella, who has just turned 12 and she
dotes on her little brother. Isabella is also
autistic and Bear Cottage has been a place
of calm for the whole family.
Jackie depends on the hospice for respite
care and treasures the special time she gets
to spend with Jacob. He loves to cuddle up
to other patients and to the resident dog
Frankie. “We’re all relaxed and enjoying
seeing Jacob so happy, loving and
affectionate,” Jackie said.
“Jacob spends lots of time in hospital and
when at home it takes a lot of time to do
meds and feeds and it is very tiring. The
respite care at Bear Cottage allows me to
rest and just be a mum without being his
nurse and it’s wonderful to not have to
worry about cooking or cleaning as well.”

When staying at Bear Cottage Jacob’s
family likes to visit the zoo and they were
delighted to find a special petting zoo as
part of the Christmas party entertainment.
Respite at Bear Cottage is also special
for Jackie because she can spend motherdaughter time with Isabella safe in the
knowledge that Jacob is receiving nursing
and medical care. Taking time out for a
trip to a coffee shop for an afternoon hot
chocolate with her daughter would not be
possible at home.
Bear Cottage exists because of donations
and community support. Jacob is just one
example of your generosity in action.
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STAFF PROFILE

PATIENT PROFILE

“I have learnt so much from
families about persistence,
advocacy, resilience
and absolute love and
commitment...”

“You have opened
opportunities for other
families to have experiences
and outcomes as tremendous
as ours.”

Palliative Care Nursing
A quarter of a century of care
Jude Frost recently celebrated 25 years with The Children’s
Hospital at Westmead. The former oncology nurse has
spent much of that time working in the paediatric palliative
care service supporting our most vulnerable families.
She was instrumental in helping to
establish Bear Cottage staff training in
its early days and is now involved in the
case management of all children receiving
palliative care through the Hospital. As the
Clinical Nurse Consultant Jude meets with
families who have been told their child has
a life-limiting illness. She helps the Hospital
teams establish a plan of care that will
support the child and their family through
the most difficult time of their lives.
“Palliative care is a very family centred
service,” she said. “For some families the
time they have left with their child is a
matter of weeks or months.
“For some families this could be a gradual
process over five or ten years where their
main need is to have regular contact, to
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know when things are changing and to
help with decisions such as when to come
to hospital or stay at home. It is helping
them recognise when they need respite and
ensuring that they are aware of services
that can give support and options to them.”
Often our role is to reassure them that
everything they are thinking, feeling or
doing is ‘normal’. It is sitting with them
while they process all the decisions they are
making to ensure that they have done the
utmost they can for their child but when
the time comes to allow their child to die
in peace, pain free and with dignity.
Jude said she is most proud of making a
positive difference to these children and
their families. “Palliative care nursing is
building relationships with these families

so that they trust you and you support
their need for hope. I have learnt so
much from families about persistence,
advocacy, resilience and absolute love and
commitment to their child that I may never
have learnt if I had worked in another area
of nursing.”
Late last year Jude’s dedication and
commitment was acknowledged with the
presentation of a Long Service Award in
recognition of her 25 years of service to
the patients, families and staff of
The Children’s Hospital at Westmead.

Keyhole Surgery the
Key to Niamh’s Health
Two-year-old Niamh is a healthy toddler who collects all
the ‘daycare’ bugs that every child seems to come down
with. She runs and plays like all her little friends without
showing any signs of being disadvantaged by having less
lung space than her playmates.
Niamh was diagnosed with a rare lung
disorder before she was born. When her
mother Caroline was 19 weeks pregnant
a pre-natal scan showed cysts on Niamh’s
right lung and every stage of Caroline’s
anxious pregnancy was then under close
medical observation.
“The specialists were great but realistic
about my chances of getting full term,” she
said. “We were to just take each week at a
time and there was nothing I could do but
to keep myself healthy.”
After Niamh was born her condition
was closely monitored with her right
lung pushing her tiny heart out of
place. Paediatric surgeon Dr Jonathon

Karpelowsky removed half of this lung
the day before Niamh’s first birthday when
she was old enough for her remaining
lung to be able to expand to fill her chest.
The operation involved keyhole surgery
as our clinicians strive to provide the most
minimally invasive procedures for our
young patients.
“If the keyhole capability had not been
available Niamh would have had a cut from
the front of her body right across her back,”
Caroline said. “The hospital recovery time
would have been at least three weeks with
increased post-op pain. Instead, we were
home three days later with a normal busy
one-year-old and down the beach, back to
usual family life, on day four.”

Niamh will grow up with little scarring as
a reminder of this start to life. Her mother
knows how lucky she is to have been born
full term and to go on to have a successful
operation with such a quick recovery.
“We appreciate every day how lucky we
are to have her. I know Westmead treat
thousands of children a year with many
having much more severe conditions
than Niamh. Through your support, to
technologically advance The Children’s
Hospital at Westmead, you have opened
opportunities for other families to have
experiences and outcomes as tremendous
as ours.”
Thanks to you and others like you we
have state-of-the-art equipment in our
new theatres to allow us to perform
complex procedures likes this one on
Niamh’s surgery.
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DONATE AND SHOW YOUR SUPPORT FOR SERIOUSLY ILL
CHILDREN THIS MARCH. WWW.BANDAGEDBEAR.ORG.AU
OR CALL 02 9845 3367

PATIENT PROFILE

RESEARCH NEWS

Standing up for DMD
R
esearch into childhood illnesses
is not always about finding a
cure or advancing treatments.
For many of our researchers it is also about
finding new ways to improve the quality
of life for children and young people with
life-limiting diseases.
Researchers with the Kids Research
Institute at The Children’s Hospital at
Westmead are helping to make a real
difference in the lives of children like
Philip. The 15-year-old has Duchenne
Muscular Dystrophy (DMD), a
neuromuscular disease which affects one in
every 3,500 boys. Progressive deterioration
of muscle leads boys diagnosed with DMD
to lose the ability to walk before their
teenage years.
Philip’s parents had to fundraise thousands
of dollars to help supplement a subsidy
from disability support services to purchase
a powered wheelchair standing device.

French Connections
A rare tropical infection was diagnosed after Alfred played a dangerous game

‘B

oys will be boys’ takes on a new
meaning when they are young
teenagers living on a small South
Pacific island. For one boy, 14-year-old
Alfred, a game of dare proved almost fatal
when his friends challenged each other to
sniff a dead rat they found in the jungle of
their Futuna home.
It wasn’t long before the French-speaking
boy came down with fevers and rapid
breathing and he was rushed to Noumea
in New Caledonia. His condition worsened
over the following weeks and doctors found
a mass in his chest which they immediately
suspected was cancer.
Alfred was airlifted to The Children’s
Hospital at Westmead for further diagnostic
tests. Under an agreement with the French
Government, children living in the South
Pacific requiring care for chronic illnesses
are referred to the Hospital.
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Our proximity to the islands means less
stress on families like Alfred’s.

Alfred lost almost 10kg as the fungus
continued to attack his organs.

Our clinicians quickly established
Alfred did not have cancer but that
he was infected with an extremely rare
tropical fungus conidiobolus. The infection
has never been seen in Australia before and
Prof. David Isaacs, Clinical Professor in
Paediatric Infectious Diseases, says only a
small number of cases have ever
been reported.

Prof. Isaacs remembers his brave patient
was “an incredibly sick boy, his body was
riddled with fungus’’. It was a long four
months of intensive treatment before
Alfred was well enough to return home
to his seven older siblings.

‘‘It’s a very unusual fungus that’s found in
rotting vegetation,” he said. “We think the
rat was lying in it and Alfred breathed in
a whole lot of it, which went into his lungs
and his chest. It was only when his dad told
us about the game that we thought this rat
must be relevant but other people with this
haven’t had clear history of breathing it in
so we don’t know for sure.’’

We imagine that while he was eager to
catch up with his friends again they will
no doubt be finding less dangerous ways
to play together.

The standing wheelchair allows him to
move from a sitting to standing position in
order to do many of the simple things we
all take for granted.

Ten young men including Philip are
participating in a two-year pilot study to
assess the effect of these devices on quality
of life, psychosocial impact, participation,
performance and satisfaction in daily life.
We hope that results from the study will
inform future funding by state equipment
support schemes.
This life-changing research study is only
possible through the support of donors like
you. Significant funding has been provided
by NRMA Motoring and Services and
NRMA Insurance through Duchenne
Foundation Australia as well as from
MiTech who have provided the powered
wheelchair standing devices.

THANK
YOU
To provide children with world-leading
paediatric care at The Children’s Hospital at
Westmead, we require the most up-to-date
equipment and much of this can only be
funded through the generosity of our donors.
Thank you for helping make this possible.
Five new trauma trolleys, costing a total
of $48,000, have been purchased for the
Emergency Department thanks to donations
in the past year. Donated funds of $130,000
helped buy 26 new Infant Apnoea Bradycardia
Monitors to measure heart rate, respiration

and oxygen saturation levels. The monitors
can also be used as a diagnostic tool and can
document life-threatening events.
The Grace Centre for Newborn Care was able
to purchase nine new neonatal ventilators at
a cost of $59,000 each with more than half a
million dollars in donations helping to reduce
ICU dependency. Three $25,000 cerebral
oximeter devices were provided to Paediatric
and Neonatal Intensive Care, Anaesthesia
and Cardiac Surgery for infants with complex
conditions undergoing cardiac bypass.
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CHILD’S PLAY

HOSPITAL HOMEWORK

Puppetry in Motion
M
eet Harvey and Harper, two
new faces in the Burns and
Plastics Treatment Centre who
are making life a little easier for children
with burns. The puppets share
their experiences in a film for new patients
so they can see procedures in the centre.

Bright blue Harvey, 4, reached for a hot
cup of tea and suffered a scald burn on his
chest and shoulder. His pink friend Harper,
5, was helping her mother bake cakes
and touched the hot over door causing a
contact burn. Many children with burns
will be able to relate to the puppets’
stories because they are based on the most
common injuries that bring youngsters to
our burns unit.

The puppets are the creation of Child
Life Therapist Christina Parkinson and
Social Worker Judy Goodson who work
together to help patients cope with medical
treatments, injuries and illness. Child Life
Therapy minimises stress and anxiety for
children and their families with positive
experiences by promoting effective coping
techniques through play, music, education
and self-expression activities.

The film shows children how to take
medicine, use a nitrous mask and how
nurses change their bandages. Patients can
watch the films on iPads and see Harvey and
Harper attending the treatment centre and
experiencing the same procedures as them.
Our burns and social work teams rely on
the generous support of the community
and on their behalf we thank you for your
continued support.

Christina and Judy regularly use therapeutic
tools to help children understand their
emotions, medical procedures and hospital
experiences. The puppets were made by
Judy and feature in their own short film to
help young children cope with burn related
injury and procedures.

Record
Radiothon
Radio 2UE’s Christmas Appeal for The Children’s Hospital at Westmead helped
raise a total of $837,000 to ‘Make Christmas Magical’. The 15-hour radiothon,
supported by Primo, was a chance to showcase the amazing work of our clinicians
and all the people who help make the Hospital special. The live broadcast from the
foyer included celebrity guests and on-stage performances keeping staff, patients
and families entertained.
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Hospital School More
Than Arts and Crafts
M
ercedes Wilkinson is the
principal of a school where
a child’s enrolment is never
planned by their parents. She heads the
school at The Children’s Hospital at
Westmead where more than 900 students
are taught each year for lengths of stay
varying between a few weeks and the
whole school year. Lessons are held in
special classrooms or at the hospital
bedside. Having our very own school on
site supports a truly holistic approach to
healthcare for children.

Schoolwork for kindy kids to HSC students
ensures accidents and illnesses don’t have
to interfere with the importance of
education. Long-term patients are also
offered career advice by teachers who can
help them find alternative pathways to
careers if chronic illnesses have interrupted
their original plans.

“Families with children who have been an
inpatient for five days and are expected to
stay in for another five days are referred to
the school,” Mercedes said. “They are not
always reluctant to do schoolwork while
here because they crave the familiar and
the routine. Children can also get bored
very quickly once the Hospital ward is no
longer new.”

A bedside visit from a teacher is often
welcomed by children as they are happy
to meet someone outside of the nursing
and medical teams – a teacher is not about
to take a blood test. The four classrooms
in the Hospital are always a hive of activity
with children across all age groups and
constant comings and goings as lessons
work around physio and other tests
or appointments.

Children have lessons between normal
school hours of 9am to 3pm and siblings of
patients can also attend. For many families
the logistics of having a child receiving
treatment in hospital while trying to
shepherd other children to school can prove
problematic. Siblings often start at the
Hospital school and are helped to transition
to local schools in Westmead if their sick
brother or sister is staying here for a long
period of time.
Seven full-time teachers and three school
learning support offers work at the Hospital
school in a workplace that is constantly
changing with different students each day.
“The unique environment of our school
can present a lot of challenges for teachers
but they love the flexibility and the chance
to make a real difference in the lives of
these kids,” Mercedes said.
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Operation Artist

Join the
Bandaged Bear

today.

We would like you to join our Bandaged Bear Club and become
a regular supporter of The Children’s Hospital at Westmead by
making a monthly contribution. Your extraordinary monthly gift
will be critical to the care and recovery of sick children.
Your generosity will help fund specialist medical care,
equipment and research into childhood illnesses. By signing
up with a regular monthly donation you will become part of
the Bandaged Bear Club and will be making an extraordinary
difference. As a member of the club you will receive regular
updates about the Hospital and our ground breaking clinical
care now and into the future.
The 2013 Operation Art program attracted
close to 900 entries with children across the
state keen to bring some cheerful artwork
to our Hospital wards. An exhibition of the
top 50 artworks was officially opened at the
Art Gallery of NSW by the Minister for
Health Jillian Skinner.
Five-year-old Dexter from Leura Public
School won the Junior ANSTO award for
his colourful depiction of his teddy bear in
hospital. His painting along with the other
featured artworks will go on a year-long

regional tour of NSW galleries before
becoming part of the permanent art
collect at the Hospital.
Operation Art is an initiative of
The Children’s Hospital at Westmead
in association with the Department
of Education and Communities.
The program is supported by major
sponsor Australian Nuclear Science
and Technology Organisation
(ANSTO).

Bags for Babies
Thanks to world renowned photographer,
Anne Geddes, who has donated one of her
iconic images to help raise funds for the Grace
Centre for Newborn Care at The Children’s
Hospital at Westmead. Her ‘Country Pumpkin’
features on a tote bag being sold exclusively at
all Harris Farm Market stores in NSW. Thank
you to the Harris family for their ongoing
support. All proceeds will support intensive
care for babies who have surgical, cardiac
and other complex medical conditions.
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If you would like to join the Bandaged Bear Club, visit
bandagedbear.org.au or call 9845 3367.

Volunteers
Part of the
Family
When patients can’t have a relative
at their bedside we make sure they
have a loving hand to hold with our
volunteer Ward Grandparents like
Helen Haskew who is a ‘granny’ to
little Jamie.

Image courtesy The Daily Telegraph
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From the desk of

Bandaged
Bear…
A big ‘Happy New Year’ to all my friends
and supporters – young and old. I hope
you had a wonderful Christmas with your
loved ones and are ready to start 2014 with
a spring in your step.

We are still recovering from all the
celebrations at The Children’s Hospital
at Westmead. Our annual Party Day
brought cheer and special visitors to all the
wards which were beautifully decorated
throughout the entire month of December.

Staff and volunteers helped kick off our
Christmas Appeal with the 2UE radiothon
in mid-November. I was just as excited
as our patients and families to see Santa
Claus take time out from his workshop to
make a celebrity appearance. He was very
impressed with my cycling skills when I
took a turn on the bike for the
‘Race for Grace’.
I haven’t been the only bear at the Hospital
getting extra special treatment. A Teddy
Bear Clinic run by University of Sydney
medical students was well equipped to
diagnose and treat furry patients at the
end of last year. The doctors-in-training
provided expert advice to their young
guardians on how to take care of their
baby bandaged bears at home.

BandagedBear

@BandagedBear

