
wiLLiaM 
wAitS to go hOMe

13 
month old William has never seen his 

family home in Wollongong, as all of his 

short life has been spent in the Sydney 

Children’s Hospital, Randwick’s Intensive Care Unit (ICU). 

William was born with a severe respiratory disorder 

and a rare heart defect known as Total Anomalous 

Pulmonary Venous Connection (TAPVD) where the four 

veins that carry blood to the left side of the heart are 

positioned incorrectly. At birth William was rushed 

from Wollongong to the Sydney Children’s Hospital for 

emergency surgery.  

“William is our �rst child and the �rst grandchild in our family. It 
was a complete shock to all of us that William had to be taken 
to Sydney Children’s Hospital, because nothing had come up in 
the pre-birth ultra sounds to indicate William might be unwell. We 
were really frightened for him during those �rst few days,” said 
William’s mum Julieann. 

Whilst the cardiac operation successfully corrected the problem 
with William’s heart, the severity of his lung condition meant that 
William had to remain in ICU, dependant on a ventilator to assist 
with his breathing.

“A biopsy performed on William’s lung revealed he had a rare 
form of chronic lung disease. His lung tissue is abnormal, making 
it extremely dif�cult for him to breathe,” said Julieann. “He had 
an operation called a tracheostomy, where an incision is made in 
the windpipe to create a direct airway through to the lungs. This 
allowed him to be hooked up to a ventilator permanently, so he 
could breathe.”

Doctors are expecting that over time the tissue in William’s lungs 
will grow and heal, allowing him to breathe without the assistance 
of a ventilator.  “It’s just a matter of keeping William on the 
ventilator and waiting to see if his condition gets better. William’s 
dad Jay and I are preparing to take William home eventually. We 
are being taught by the nurses how to care for William, with his 
complex condition,” said Julieann, who travels to the Hospital 
everyday to be with her beloved son in ICU. 

“Being in the Hospital for such a long time has been an 
emotional rollercoaster. It has been very draining, everyday 
brings ups and downs as William’s health �uctuates, but the ICU 
team has been so fantastic,” said Julieann. 

“William loves playing with the doctors and nurses and is always 
waving at them from his cot. Health wise he is doing much better 
now. We are even able to pack up a portable ventilator and leave 
the ICU for afternoon walks to the park. These are precious 
moments which we cherish until we are able to take our baby 
boy home.” 
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“Everyday brings ups 
and downs as William’s health 
�uctuates, but the ICU team has 
been so fantastic.” 
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Dear Friends and Supporters,

Many will be familiar with the breadth of our services and, in 

particular, with the highly specialised role of Sydney Children’s 

Hospital (SCH) in dealing with the most complex, difficult and life 

threatening illnesses and injuries.  In this hierarchy of severity 

the Intensive Care Unit (ICU) remains the pinnacle in the vast 

array of our complex and interactive matrix of services.  It is 

a place where dedicated teams of healthcare professionals, 

assisted by state of the art equipment make lifesaving decisions, 

day and night, 365 days of the year.  As the levels of expertise 

and excellence at our Hospital continue to rise, the ICU remains 

“a breathtaking blend of commitment, skill, compassion and 

technology”.  Children from all over NSW and beyond are rushed 

to our ICU with the most urgent and challenging conditions one 

can imagine. 

Within SCH the ICU interacts with all of the specialties and 

disciplines in paediatric medicine, surgery, nursing and allied 

health.  They provide critical care to babies and children after 

major operations, such as cardiac and brain surgery.  Not only 

does the range of diagnoses vary enormously but consider the 

size range between a tiny newborn that fits in the palm of an adult 

to a strapping teenager.  To match this diversity we need superb 

responsiveness and expertise. 

A noticeable feature of the ICU is the highly technical and 

expensive nature of the equipment and the essential need to 

constantly remain abreast of the most recent advances.  They 

not only deliver outstanding care for the children in need of their 

services but also train the specialists of the future and provide 

leadership in pioneering new advances and research endeavours.   

These achievements have been and continue to be only possible 

with the outstanding support that our corporate and community 

donors provide to the ICU.

Thank you and best wishes,

Professor Les White,

Executive Director, Sydney Children’s Hospital

“ The ICU remains 

a breathtaking 

blend of 
commitment, 

skill compassion 

and technology.” 

LETTER FROM

LES WHITE

Les White and Jordan
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When eight month old Kristian was born, 
nothing prepared his overjoyed parents 
Kathryn and Mark for the devastating news 

to come. Two hearing tests confirmed that Kristian 
had severe hearing problems, and the family was 
flown straight from their hometown of Maude, 45 
minutes from Hay in south western NSW, to Sydney 
Children’s Hospital, Randwick. 

Kristian had further tests to discover how acute his hearing 
problem was. “I knew when I walked into a room full of 
Hospital specialists that something was terribly wrong,” said 
Kathryn, “they told us that Kristian was severely to profoundly 
deaf and would require hearing aids and more tests to 
discover if a cochlear implant would enable him to hear.” 

Over the next eight months Kristian and his family flew 
between Maude and Sydney every three to four weeks so 
that Kristian could undergo testing, have his hearing aids 
re-fitted for his growing ears, and Kathryn and Mark could 
learn more about his hearing loss and how it would affect him 
in the future.

Luckily Kristian was a prime candidate for a cochlear implant 
and in February he underwent an operation to place the 
hearing device behind his right ear. The cochlear implant will 
be programmed to individually suit Kristian over the next six 
months through a process called ‘switch-on’ and ‘mapping’. 
The range of sound Kristian can detect will be slowly built up 

kRisTiAn
LeaRnS to hEaR 
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“	Having to cope with the emotional and financial 
strain of travelling such long distances has been 
very stressful. Sydney Children’s Hospital has 
been so supportive.”

and adjusted. Through this technique Kristian will be taught 
how to hear. The process will be repeated with a cochlear 
implant to be fitted behind Kristian’s left ear in the near future. 

“Having to cope with the emotional and financial strain of 
travelling such long distances has been very stressful,” said 
Kathryn, “Sydney Children’s Hospital has been so supportive. 
They have really helped us get through this hard time, so that 
after the operations and implant programming, our beautiful 
son will be able to lead a happy and healthy life.”
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Asthma can be managed with three types of medication;

•	 Preventer medication: Taken regularly to help the body become less sensitive to asthma triggers, so an attack is less likely to occur. This can be inhaled into the lungs or taken as a tablet.
•	 Controller medication: These are long acting reliever inhaled medications which may be used in combination with preventer medications

•	 Reliever medication: Helps the asthmatic breathe during an attack or before exercise. 

How to Manage Your Child’s Asthma
•	 Do not ignore the warning signs that your child may be having an asthma attack. Chest pain and shortness of breath may be indicators your child could be suffering from asthma and you should seek medical advice.  •	 Often children can have their first attacks when they return to school, are around other children, exposed to a range of infections and in confined spaces.

•	 If your child is a known asthmatic keep asthma medications on hand at all times.
•	 Make an asthma action plan with your doctor. This is a plan written specifically for your child, it will provide information about medicines, ways to try and avoid an attack and what to do when your child has an attack. The asthma action plan should be reviewed by your doctor regularly. 

•	 Inform your child care centre or school of your child’s asthma in writing. Give them detailed information about their triggers, asthma action plan, and medications. •	 Remember to visit your doctor regularly, to review your child’s asthma managements and asthma action plan. •	 Encourage your child to communicate with you about their asthma.

All information provided is for education purposes only. Please consult with your doctor or other health professional to make sure this information is right for your child.

Asthma is a common chronic disease in children, affecting one in six 
children in Australia. Each year the Sydney Children’s Hospital cares for 
many children with life threatening asthma. More boys have asthma but 

after teenage years more women suffer from the disease. Some children can 

grow out of asthma, but the presence of eczema or hay-fever make it more likely 

a child over six will continue to suffer from the disease. Common asthma attack 

triggers can include exposure to smoke or allergies to animals. 

?Did you know...

AstHMa



LaCi’s mEDicAL 
EmeRgeNcY

When two year old Laci first complained of 
feeling sick, her mum Sarah thought she had 
simply caught a 24 hour virus. Two days later 

however, Laci was sick again suffering from a sore 
stomach and vomiting. She was rushed to the local GP 
in Gundagai by her concerned parents. 

Laci’s condition deteriorated and Sarah took her to the 
local hospital. Within hours they were transferred to the 
larger regional hospital in Wagga Wagga. After four days in 
hospital with no improvement, Laci was transferred to Sydney 
Children’s Hospital, Randwick, to receive specialist care and 
investigation into her illness.  

Tests revealed that Laci had been suffering from a 
choledochal cyst. A cyst of her bile duct had burst and was 
leaking into Laci’s abdomen, making her extremely sick. Laci 
was bedridden, unable to eat or drink, and suffering from 
abdominal swelling and pains which were making it very 
difficult for her to sleep. The leaking bile was slowly poisoning 
Laci, and an emergency operation was performed to drain the 
bile.  

Initially Laci improved, however after two weeks she started 
to deteriorate again and underwent a second emergency 
operation to drain more bile. 

Laci’s family was in stress and turmoil - their beloved little girl 
was so weak and she was going to have to stay in hospital 
over the Christmas season. Fortunately Laci’s parents and 
older brother and sister were able to spend Christmas Day 
with Laci in the Hospital, and had a great time when The 
Wiggles made a surprise visit. 

Once she had recuperated, Laci had her third and final 
operation to remove the cyst and gall bladder, and her bile 
duct was reconstructed. Laci was now able to process food 
normally again.  

“Although the whole ordeal was very trying, the staff at Sydney 
Children’s Hospital were so good, everyone was absolutely 
lovely. They did everything they could to help Laci cope with 
what was happening to her,” said Sarah. 

After the successful surgery and two and a half months spent 
in hospital, Laci finally returned home to Gundagai and is 
back to being her happy, boisterous self. Laci will visit Sydney 
Children’s Hospital every six months for check ups, to make 
sure her digestive system is working properly.

Laci is the face of Gold Week fundraising campaign 
2008. For more information visit www.goldweek.org.au
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“Although the whole ordeal was 
very trying, the staff at Sydney 
Children’s Hospital were so good, 
everyone was absolutely lovely.” 



Last year our June newsletter featured fifteen month old Mathew 
from Goulburn, who had a rare and aggressive form of nephrotic 
syndrome, a life-threatening kidney disease. 

Matthew spent 10 months on dialysis under the specialist care of Sydney Children’s 
Hospital, Randwick, whilst his body grew big and strong enough to undergo a 
transplant with a kidney donated by his loving mother Angela.  

In October 2007, Matthew had major surgery and successfully received Angela’s 
kidney. They have both returned home to Goulburn. Matthew is now free of the 
dialysis machine that had kept him in his cot for up to 20 hours a day, is eating solid 
foods and loves playing in the local park, like other children.

During his stay at Sydney Children’s Hospital Matthew was the face of Gold Week 
2007 and featured recently on the Channel Ten’s ‘Saving Kids’ program. He has also 
been the subject of numerous newspaper articles in his hometown of Goulburn. 

“Mathew has come so far, thanks to the specialist care he received at Sydney 
Children’s Hospital. We are so grateful to the team of dedicated staff for giving 
Matthew a second chance at life,” said Angela. 

Please find enclosed my donation of: (please circle)

$50	 $75	 $125	 $500 	 or $

Enclosed is my cheque or money order made payable to Sydney Children’s Hospital Foundation, or please debit my credit card details below.

Bankcard	 Mastercard	 Visa	 Amex	 Diners

Card Number

Name on card

Signature										          Expiry Date

Dr/Mr/Mrs/Ms/Miss

Address	

	 P/Code

Telephone ( )

We respect your privacy and do not give your name and address to any other charity or business. Donations are tax deductible. Please return this coupon and your donation  
to Sydney Children’s Hospital Foundation, Locked Bag 5, Randwick, NSW 2031 and we will forward a receipt. Sydney Children’s Hospital Foundation ABN 72 003 073 185. Telephone (02) 9382 1188  
email schfoundation@sesiahs.health.nsw.gov.au website www.sch.edu.au. Sydney Children’s Hospital Foundation would like to thank those companies who made the production of this newsletter possible.  
Your generosity and commitment is greatly appreciated. Your name will be placed on our mailing list and you will, from time to time, be mailed fundraising and health information such as  
this newsletter, invitations to events, Christmas card catalogues, etc. If you do not wish to receive this information or do not want your name to be placed on this list, please tick this box SC
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i would like to help sick kids

Matthew, 2 years, 
enjoying the beach.

?THEY NOW
WHERE ARE

• Cavalier Homes Australasia• Fairfax
• Francrane
• Glintech
• K & T Metal Fabrications• Mailroom Express
• Morton Branding Consultants• Oxford Printing & Design • Reach Crane Trucks Pty Ltd• Smouha Fabrics

• Steelbuilt Kit Homes

THANK YOU

Matthew, 11 months, before the operation.




