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e have had a busy and exciting few months, with
the highlight being the visit to Bear Cottage by the
Duke and Duchess of Cambridge. The kindness
and grace shown by the royal couple touched us all and created
a sense of excitement and happiness that has not been seen at
Bear Cottage before.
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I recently had the pleasure of hosting our annual Donor Thank
You Function and spending the evening with some of our most
valued supporters. At this event we presented four Founder
Awards and 30 Benefactor Awards to people who have given
us exceptional support. Our thanks and deep gratitude to these
donors – it’s very difficult to imagine how we could provide
life-saving care to thousands of children each year without you.
Thanks also to John Symond for allowing us to hold this special
event at his home.
As I spend time talking to donors, a common theme that emerges
is that you want your support to have a powerful and lasting
impact on the Hospital and the care we provide. One of the
key ways to provide this very meaningful support is by leaving a
bequest to The Children’s Hospital at Westmead in your Will.
Read more about leaving a bequest in this newsletter or let us
know if you would like to talk more about this important topic.
Take care of yourself and your family this winter. The cold
weather brings with it our busiest time of year, so we will be
working especially hard to keep kids healthy.
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Cover photo: Tesia, aged nine, before she was diagnosed
with a brain injury.
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“My hospital has
taught me how to cope
and live in your world.”

Tesia’s tale of
courage and hope
Tesia is a beautiful and courageous teenage girl who suffered a devastating
brain injury six years ago. She delivered this speech at a fundraising event for
the Hospital organised by her mum, Melita. This touching account gives a small
insight into some of the challenges she faces each day and how The Children’s
Hospital at Westmead has helped her learn to live again.

H

i my name is Tesia. When I was
nine years old I suffered a life
threatening trauma and I was
left with a permanent brain injury. It’s not
easy being who I am. I am different and
sometimes don’t fit in.

I have a very good relationship with the
Hospital. I love them for what they have
done for me and if it wasn’t for the Kids
Rehab Department and all my therapists
and doctors I would not be as strong as
I am now.

The Children’s Hospital at Westmead
saved my life. I spent a lot of time in the
Hospital learning all over again to walk,
talk, eat, sleep, go to the toilet and dress
myself. I worked so hard to learn to be
normal again.

Brain injury is a silent disease.

When I talk to you and I don’t make
sense, you tease me.

You cannot see me struggling with daily
activities and most of the time I can’t
even explain myself because my brain
works slowly or my headaches are too loud.

When I play sport, you pick me last
for the team.
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What you see is a plain shell. Inside my
head I struggle every day with learning
new things.
When I read, you laugh at me because
I read really slowly.

When I run into you, you push me and say
’Oi’. I just didn’t see you there, I’m sorry.

A PATIENT’S JOURNEY

Tesia - aged nine

When I try my best to remember who
you are, you think I’m being rude.
When I am tired because my brain has
had enough and I switch off, you think
I have attitude.

My hospital has taught me how to cope
and live in your world. I need your
acceptance and I need your support.
So, please, be my friend and don’t judge
me for the things I don’t do right.

When I get angry and begin to cry easily,
it’s not because of you.

All I want to do is belong to your
world too.

I know you struggle with things too.
But when you have a brain injury, that
struggle happens all day every day, even in
your sleep when the night terrors come.

I don’t think you truly know how important
you are to a child like me, so thank you for
helping me belong and for saving my life.”
Tesia and her mum, Melita at the 2014 Emerald Ball
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ROYAL VISIT

Royal couple
delight and inspire
It’s not every day that royalty comes to visit, so for all the
little ‘princes’ and ‘princesses’ of the Bear Cottage family,
the chance to meet the Duke and Duchess of Cambridge
was a dream come true.

P

atients and their families, staff and
volunteers were dressed in their
finest as they welcomed the Royal
couple with open arms and open hearts to
their ‘home away from home’.
The only children’s hospice in NSW, Bear
Cottage supports ordinary families who
are faced with the extraordinary challenge
and heartbreak of caring for a child with a
life-limiting illness.
Bear Cottage is dedicated to providing a
special place for families to spend quality time
together and receive support and respite care
throughout their difficult journey.
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It was this dedication and compassion
that shone through under spectacular blue
skies on Good Friday, giving the Duke and
Duchess a glimpse of what Bear Cottage is
all about – celebrating life, however short.

The royals spent several
hours talking with families,
offering kind and caring
words of comfort.

The Royals spent several hours talking
with families, offering kind and caring
words of comfort. They were shown some
of the important ways that Bear Cottage
therapists use art play and music therapy
with patients and families, with the
Duchess even joining in a sweet rendition
of ‘Twinkle, Twinkle Little Star’.
She later addressed the intimate gathering
and offered some insightful words of
praise. “The haven that you have created
here is inspirational and there is so much
that you can share with each other as you
continue to support and nurture those in
your care,” she said.
Bear Cottage continues to provide this
exceptional care thanks to the support of
the community and people like you. We
thank you for helping us make a difference
to the lives of these precious children and
their families.

PATIENT PROFILE

Marvellous Mia
Bear Cottage patient, Mia, is a gorgeous five year old girl who
loves her family and dressing up as a princess. Her Mum,
Peta, bravely shares her story of hope and heartbreak.

M

ia was born in 2009 – a
healthy and robust baby. She
was inquisitive and joyful, full
of love and a little bit of mischief too. At
nine months old she started walking – we
couldn’t believe our little girl with the
blonde curls was running circles around us!
As time went by we had our concerns
about Mia’s development. Her behaviour
was very challenging and her language
skills weren’t developing as they should.
We put it down to a combination of things
– the ‘terrible twos’, the arrival of her baby
brother Toby, the upheaval of moving to a
new home and missing Daddy who had to
travel regularly for work.
In August 2012, Mia, aged three, had
her first seizure. She had her second a
month later and after various tests was
diagnosed with epilepsy. Unfortunately,
Mia’s health began to deteriorate quickly
and the seizures increased. Her language
and memory began to suffer. Mia was
frequently falling over and lost the
confidence to walk down steps or run.
Nine months after Mia’s first seizure,
our beautiful, affectionate, funny and

determined daughter was diagnosed with
the rare life-limiting condition – late infantile
neuronal ceroid lipofuscinosis or, as it is
more commonly known, Batten disease.
Our hearts broke as we heard the words,
“Mia probably won’t make it to high school.
We are talking about years, not decades.”

“We have since visited
Bear Cottage many times.
Here, music therapy is the
best medicine.”

We were introduced to Bear Cottage soon
after Mia’s diagnosis, as our lives were feeling
chaotic and confused. Toby was super
impressed with the trains and the other lovely
children and Mia was mesmerised by the fish
tank and Frankie the resident dog.
We have since visited Bear Cottage many
times. Here, music therapy is the best
medicine. I love being in the garden watching
Mia and Toby play instruments, sing with
other children and enjoy the sunshine.

It was in the garden at Bear Cottage
that Mia met the Duke and Duchess of
Cambridge. ‘Princess Kate’ sailed into the
garden gracefully and joined in singing
Twinkle, Twinkle Little Star. We watched
enraptured as she interacted with the
children. It was a beautiful sunny day that
we will cherish forever.
On the same day we met another family
with a daughter affected by Batten Disease,
which was incredibly moving and made the
day even more significant for our family.
Bear Cottage is a place where Mia is fully
recognised and her days celebrated. We
want to make every day count. We want
to make her life matter, her time with us
special and her days as fun and fulfilling as
humanly possible. We cannot comprehend
the future so we are living with our little
family in the present.
We feel blessed to have family, friends and
Bear Cottage who offer us empathy, strength,
understanding, patience and love as we care
for Mia and try to give her all the joy, respect
and love she deserves in her lifetime.”
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Minchinbury
Public School
Minchinbury Public School held a very
festive Bandaged Bear Breakfast in March
to support sick kids at The Children’s
Hospital at Westmead. For the second
year running they raised $800! They held
a teddy bear competition and enjoyed a
scrumptious breakfast thanks to generous
donations from local businesses.

Just kidding...

Did you know?

Why did the banana go to the hospital?
Because he wasn’t peeling very well

• Our Poisons Information Centre, Australia’s only 24-hour
poisons advice service ph: 131 126, answered more than
113,000 calls last year

Who did the farmer call when the
pig needed to go to the hospital?
A hambulance

• In 2013, over 14,000 operations were performed at The
Children’s Hospital at Westmead, including up to 50 liver,
kidney and bone marrow transplants

Why did the cookie visit the doctor?
Because she was feeling crumby

• The Newborn Screening Service tested over 100,000 babies
for more than 30 potentially life-threatening disorders in 2013
• Last year, 112,000 Band-Aid’s were used at the Hospital

Al Noori
Muslim School
When Al Noori Muslim School decided
to get involved in the Bandaged Bear
Appeal, they were planning a Teddy
Bears Picnic with just the Kindergarten
to Year 2 students. Before too long,
the school’s SRC decided to make the
fundraiser even bigger and better by
holding a whole - school mufti day.
Thanks to this great initiative, the
school beat their previous
fundraising record by raising
an outstanding $3310.70!

Colouring in Competition

Winners!

Randwick Boys
High School
A new initiative from the students at
Randwick Boys High School proved a
huge hit! The boys coordinated a staff
vs students dodge ball tournament,
successfully raising $1380 for The
Children’s Hospital at Westmead.

Charlotte, age 4
Birrahlee Pre-School

PJ, age 5
Niagara Park Primary School

Leila, age 9
Bellfield College

Brooke, age 10
Caringbah North School

Richard Johnson
Anglican School
During March, students at Richard
Johnson Anglican School were encouraged
to bring along their favourite bear and
to participate in some ‘beary special’
lunchtime activities. K-2 also held a
wonderful Teddy Bears’ Picnic morning
tea. The school managed to raise a
superb $1005.15!

What’s coming up?

Ballimore
Public School
@bandagedbear

facebook.com/bandagedbear

bandagedbear

Join Team Bandaged Bear and run for
The Children’s Hospital at Westmead in this
year’s City2Surf

Sunday

10 August

Get on board and support the 2014 Radiothon later
this year. Keep an eye out for more information on
how you can support our patients and their families
this Christmas
HELP
US
RAISE

$250,000

FOR SERIOUSLY ILL CHILDREN

to tage

(02) 9845 3367 • www.bandagedbear.org.au
Westmead and Bear C

Details can be found at www.bandagedbear.org.au
or call the Schools Liaison Officer (02) 9845 3469
for more information.

C2S1855 Team Bandaged Bear - Event Poster.indd
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The students of Ballimore Public School
worked hard and got their hands dirty to
raise money for The Children’s Hospital
at Westmead. All the students did chores
around their homes and on their farms for
pocket money, very generously donating
every last cent towards their Bandaged
Bear Appeal fundraiser. The students
raised a total of $255, which is an amazing
effort for a school of only 13 students from
seven different families!

STAFF CASE STUDY
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“I see working with
children and families
when they are extremely
vulnerable and facing
life-threatening situations
as a great privilege.”

Care in Profile – PICU
This issue we are introducing a new feature profiling some of our dedicated staff. We hope
you enjoy learning more about the people at the frontline of care for our patients and families.
What is your favourite thing about
working at The Children’s Hospital
at Westmead?
I really enjoy working with the different teams
of staff at the Hospital. Everyone plays their
part in the overall care of very sick children.
Delivering high-quality world-class care is
our aim and we achieve this through the
dedication of staff.

Brad Ceely – Nurse
Practitioner, Paediatric
Intensive Care Unit (PICU)
Tell us about your role at
The Children’s Hospital at Westmead.
As a Nurse Practitioner in PICU I am
involved in care for some of the sickest
children in the Hospital. I organise transfers
of patients to PICU from the wards if their
health is deteriorating and they need more
intensive care. I also work closely with families
when their child has been in PICU for an
extended period of time to make sure they
are receiving the best care.
I have been working at The Children’s
Hospital at Westmead since I was a new
graduate nurse in 1995, apart from a
short stint working overseas. I have been
working as a Nurse Practitioner in PICU
for over ten years.

I see working with children and families when
they are extremely vulnerable and facing lifethreatening situations as a great privilege. I do
my very best to communicate with them at
every step of their journey, hopefully towards
making a full recovery.
Tell us about one of your memorable
patients.
There have been many memorable
patients over nearly 20 years of working
at the Hospital, but one in particular does
come to mind.
She had a life-limiting disease and the
only long-term treatment for a healthier
life was a lung transplant. To receive this
life-saving transplant she had to reach
six years of age in good enough health to
receive the ‘gift of life’.

Through the sheer determination of the
family and staff at The Children’s Hospital
at Westmead, the girl was successfully cared
for at home with high level support from the
Hospital until she reached six years of age.
She was then the youngest child in
Australia to receive a lung transplant and
is now living the life that her family dreamt
for her – going to school, playing sport and
even visiting Disneyland!
It’s an incredible feeling to be part of such an
amazing, life-saving outcome.
How do donations impact your work
with patients needing intensive care?
Donations impact significantly on the PICU
and the quality of care we can offer. All
donations are greatly appreciated by staff as
they help us to achieve greater outcomes for
children and ideally get them back home to
look forward to a happy and healthy future.
Donations not only fund life-saving
equipment but also special ‘extras’ that
make a world of difference to families –
like new, more comfortable beds and iPads
to help children communicate when they
are critically ill.

This seemed like an unachievable goal
as the girl was very young and her health
was declining.
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BEQUESTS

“Children need more
than medical care –
emotional support is
just as important.”

Bequests to The Children’s Hospital at
Westmead are a vital source of funding.
By leaving a bequest in your Will, you’ll be
actively helping the Hospital to purchase
vital medical equipment, undertake
medical research and launch support
services for children and families.

Leave a
lasting legacy
The powerful inspiration behind Peter’s support of The
Children’s Hospital at Westmead happened over 70
years ago. Peter contracted polio as a young child and
found himself hospitalised in The Children’s Hospital
at Camperdown, many miles away from his home in
country NSW, feeling alone and isolated.

M

any years later, it was the
memories of these feelings and
his gratitude to the Hospital
that brought him back to health that
inspired Peter and his late wife Suzanne to
leave a portion of their estate in their will
to The Children’s Hospital at Westmead.
Once Peter was introduced to the Chronic
Illness Peer Support (ChIPS) Program,
he instantly knew that this was a perfect
way for him to help alleviate the feelings
of isolation in adolescents that he felt
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in hospital many years prior. ChIPS is
an innovative program that connects
young people with chronic illnesses in
hospital, encouraging mentoring, personal
development and, ultimately, friendship.
Peter has become an avid supporter of the
program and has made provision in his
will to continue to support long after he is
gone. “Children need more than medical
care – emotional support is just
as important,” he said.

Last year, the Hospital received almost
$1 million from the generosity of the Late
Robyn Sampson. Robyn had no children
of her own but was passionate about
making a difference to sick children and
their families. Robyn specified that her
bequest was to be used for equipment and,
respecting her wishes, the Hospital will
achieve one of its most important goals – to
upgrade the patient monitoring equipment.
This means that clinical staff can review
treatment history and instantly make
judgements and recommendations
on appropriate patient care. These
enhancements will dramatically improve
patient care and ensure that Robyn’s
legacy will continue for years to come.
A/Prof John Collins, Head of Pain and
Palliative Care Service at The Children’s
Hospital at Westmead, has his salary
partially funded by a bequest. “Bequests
benefit all aspects of our work, including
research, providing high quality care and
being able to improve our services and
facilities on an ongoing basis,” he said.
If you would like more information, or
simply a no-obligation conversation
about leaving a bequest to The Children’s
Hospital at Westmead, please call the
Bequest Manager, Anne McFadden,
on (02) 9845 3573.

SKILLS FOR LIFE

Helping build skills for life
One in every 100 children
born in New South Wales
each year is diagnosed
with Autism or an Autistic
Spectrum Disorder and up
to 70% of these children
also have an intellectual
disability.

M

eet Tom Butterworth, the
inaugural Nikki Fellow
in Clinical Psychology.
This fellowship is funded by a threeyear private donation and is a unique
opportunity for a psychologist to make
a significant contribution to improving
the lives of children and adolescents with
Autism Spectrum Disorders.

Both the donor family and Tom are
acutely aware of the desperate need for
more services for children with Autism
or intellectual disabilities in NSW.
Although there is no cure for Autism,
Tom and the Developmental Psychiatry
Team aims to ensure that children reach
their full potential by developing their
emotional and social skills. This approach
also helps boost mental health and build
resilience within the family.

Clinical research over the last 10 years has
seen Emotion-based Social Skills Training
(EBSST) adopted as a world class treatment
program. As the Nikki Fellow, Tom will now
take a lead in establishing EBSST Clinics for
school-aged high-functioning children and
those with intellectual disability.
“I am very excited about working with this
amazing team at The Children’s Hospital
at Westmead and advancing the care of
patients and their families.

Bandaged Bear Appeal
A
range of fun events and activities
were held throughout March
as part of the Bandaged Bear
Appeal. In its 25th year, the Bandaged
Bear Appeal has become a much-loved
fundraiser that helps The Children’s
Hospital at Westmead to purchase the
most technologically advanced medical
equipment, conduct ground-breaking
research and provide vital support services
for families in their time of greatest need.

There were a few twists and turns along
the way too – special challenges designed
to make participants stop and think about
the challenges faced by sick kids and their
families every day.

Schools, community groups and workplaces
were encouraged to hold their own
fun fundraisers and Bandaged Bear
merchandise was on sale at train stations
across Sydney.
A new and exciting part of this year’s
Appeal was the Grin and Bear It
Challenge. This was a gruelling sixkilometre mud run incorporating an
obstacle course, designed to test physical
and mental limits.

Thank you to everyone who got
involved this year and we look
forward to your support in 2015
for an even bigger March!
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EMERGENCY DEPARTMENT

Kids Care Centre easing
the emergency burden
When a parent’s worst nightmare comes to life and their child becomes very
unwell or seriously injured, The Children’s Hospital at Westmead’s Emergency
Department is a beacon of hope.

P

arents rush their sick children to
the Emergency Department – or
‘ED’ as it’s known around the
Hospital - at all times of day and night,
desperate for the world-class specialised
care for their child that The Children’s
Hospital at Westmead is renowned for.
Winter is traditionally the busiest time for
emergency departments, especially when
caring for kids who are more prone to serious
respiratory illnesses during the colder months.
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An innovative solution to reduce waiting
times and provide better care for patients
in the Emergency Department is the Kids
Care Centre.
The Kids Care Centre is situated within
the Emergency Department, providing
expert care for less urgent emergency cases
during the peak afternoon and evening
periods. This area is ideal for care and
observation and frees up beds in the ED for
more urgent cases, such as those arriving
by helicopter or ambulance.

Donor support helped to establish this
new centre, through the purchase of four
new examination couches. The Hospital
is now looking to change some of the beds
in the Kids Care Centre to be suitable
for overnight stays and is hoping to use
donated funds for this important upgrade.
Donations have also been used to purchase
a Cosycot, a portable bassinette for small
babies who require resuscitation, with heat
controls to keep them warm.

RESEARCH

Special treatment
for rare diseases
Around 400,000 Australian children have a rare disease,
impacting greatly on many families and the health system.
The Children’s Hospital at Westmead is leading the global
push to provide greater recognition for rare diseases by
improving diagnosis, treatment and support.

W

hen a child is born with a rare
disease, their family often
feels isolated and vulnerable.
Many struggle to cope with medical
expenses and they don’t feel part of a
support network like families with children
with more common conditions.
Director of Research, Prof Chris Cowell,
understands the issues faced by these
families well and oversees research groups
with a common goal. “One of our major
aims is to ensure that we deliver research
that improves treatment and quality of life
for children with rare diseases,” he said.

A range of research projects at the Hospital
are aimed at improving the care of patients
with rare diseases. From improved genetic
testing to searching for a cure, continued
investment into research will bring rare
diseases to the forefront.
Sarah, aged five, was born with a rare
lung disease, interstitial lung disease.
It means she needs to be connected
constantly to her oxygen, needs help
feeding and must be cared for by a large
team of health professionals.

“Our home has been transformed into
a hospital ward, with oxygen cylinders,
metres of tubing and an oxygen
concentrator, a pulse oximeter, a VPap
machine, air purifier and many different
medications and specialised formula and
equipment for gastrostomy feeds” said
Sarah’s mum, Susanna.
Despite the struggles Sarah experienced
in her first few years of life, she now
attends Year 1 in a mainstream public
school and Susanna says she is a “happy,
thriving little girl”.
To learn more about supporting research
into rare diseases, call our Fundraising
Department on (02) 9845 3367.
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Sunday

10 August

From the desk of

Bandaged
Bear…

Join Team Bandaged Bear and
test your fitness in honour of the
challenges faced every day by sick
children and their families. Team
Bandaged Bear will be participating
in the Sun-Herald City2Surf on 10
August and the Blackmores Running
Festival on 21 September.

I

especially enjoyed meeting so many
Bandaged Bear Appeal supporters
during March. It was a busy month
with many wonderful supporters raising
money to help us continue providing the
very best life-saving care.
At Easter, I dusted off my royal crown and
cape and headed over to Bear Cottage at
Manly to welcome two of the most special
guests imaginable – the Duke and Duchess
of Cambridge. You can read more about
their magical visit in this newsletter.
I recently spent a lovely morning at Bondi
Beach. Besides enjoying the sea breeze and
a cappuccino, I was also there to be part
of the BP and Today Show weather cross.
After some on-air fun, I walked away with
$7375 worth of petrol vouchers which I
rushed straight back to the Hospital to be
distributed to families in need.

I was also thrilled to receive a $50,000
cheque from Erebus Motorsport V8 at the
launch of the V8 Supercars and to head
down to Costco for a spot of shopping and
to help them with their in-store fundraising.
Winter is one of the busiest times for
The Children’s Hospital at Westmead.
To keep your family safe during winter,
keep healthy and avoid colds and flus, heat
your home safely and be careful with hot
drinks around little ones.

Take care and thanks very
much for your support!

BandagedBear

@BandagedBear

By joining our team you are
committing to helping to make a
difference to the sickest children in
NSW. Together we can give them
the best care, support their families
in their time of greatest need and
fund research into the causes,
cures and improved treatments for
childhood illnesses.
Team Bandaged Bear will be there
to support you all the way, from the
day of registration through to the
finish line as you help raise funds
for our very worthy cause.
Join or find out more by visiting
www.bandagedbear.org.au or
call (02) 9845 3367.
FND1895 - 0614

2014 has been a very exciting year so far for all my
friends here at The Children’s Hospital at Westmead.

Whether you are a serious runner,
jogger, walker or cyclist, this is your
chance to join Team Bandaged
Bear and help raise much-needed
funds for The Children’s Hospital
at Westmead and Bear Cottage.
All you need to do is register and
commit to raising a minimum of
$150 which will enable you to
have access to some very exclusive
Team Bandaged Bear benefits.

