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LƴǎƛŘŜ ǘƘƛǎ ƛǎǎǳŜΥ 

December 2018 

Welcome to the December 

2018 edition of the APSU’s 

Rare Kids newsletter.   

We hope that you  find the 

newsletter interesting and 

informative and welcome 

your feedback at:  
{/Ib-!t{¦ϪƘŜŀƭǘƘΦƴǎǿΦƎƻǾΦŀǳ  

Surveillance Studies under 
development 

 IȅǇƻǇƘƻǎǇƘŀǘŀǎƛŀ 
όIttύ 

 ·-[ƛƴƪŜŘ  
IȅǇƻǇƘƻǎǇƘŀǘŀŜƳƛŎ 
wƛŎƪŜǘǎ ό·[Iύ 

Looking aheadLooking ahead  

!t{¦ ǘƘŀƴƪǎ {wt ƳŜƳōŜǊǎ ŦƻǊ ǘƘŜƛǊ ŎƻƴǝƴǳŜŘ ǎǳǇǇƻǊǘ ƻŦ !t{¦ ŀŎǝǾƛǝŜǎ ǘƘǊƻǳƎƘ нлмуΥ 
tǊƻŦŜǎǎƻǊ /ŀǊƻƭ .ƻǿŜǊΣ 5Ǌ Cƛƻƴŀ aŀŎƪƛŜΣ 5Ǌ 5ŀǾƛŘ .ǳǊƎƴŜǊΣ 5Ǌ aŀǾƛǎ 5ǳƴŎŀƴǎƻƴΣ 5Ǌ 5ŀǾƛŘ 
[ŜǎǘŜǊ-{ƳƛǘƘ ŀƴŘ tǊƻŦŜǎǎƻǊ .ƛƴ WŀƭŀƭǳŘƛƴΦ 

²Ŝ ŜȄǘŜƴŘ ŀ ƘŜŀǊǜŜƭǘ ŀƴŘ ŜȄǘǊŀ ǎǇŜŎƛŀƭ ǘƘŀƴƪǎ ǘƻ ǘƘŜ ƻǳǘƎƻƛƴƎ ǇŀƴŜƭ ƳŜƳōŜǊǎΣ !ǎǎƻŎƛŀǘŜ 
tǊƻŦŜǎǎƻǊ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛ  όмо ¸ŜŀǊǎύΣ tǊƻŦŜǎǎƻǊ .ƛƴ WŀƭŀƭǳŘƛƴ όму ¸ŜŀǊǎύΣ ŀƴŘ tǊƻŦŜǎǎƻǊ 
/ŀǊƻƭ .ƻǿŜǊ όнм ¸ŜŀǊǎύ ŦƻǊ ǘƘŜƛǊ ŜȄŎŜǇǝƻƴŀƭ ŎƻƳƳƛǘƳŜƴǘ ƛƴ ǇǊƻǾƛŘƛƴƎ ŜȄǇŜǊǘ ǊŜǾƛŜǿǎΣ 
ƎǳƛŘŀƴŎŜ ŀƴŘ ǎǳǇǇƻǊǘ ŜǎǎŜƴǝŀƭ ǘƻ ǘƘŜ ǎǳŎŎŜǎǎ ƻŦ !t{¦ ǎǳǊǾŜƛƭƭŀƴŎŜ ǎǘǳŘƛŜǎΦ   

!t{¦ {ŎƛŜƴǝŬŎ wŜǾƛŜǿ tŀƴŜƭ ό{wtύ!t{¦ {ŎƛŜƴǝŬŎ wŜǾƛŜǿ tŀƴŜƭ ό{wtύ  

Australian Paediatric Surveillance Unit  

Celebrating 25 Years of research, advocacy and care  

for children living with rare conditions  

¢ƘŜ !t{¦ ǿŀǎ ŦƻǳƴŘŜŘ ƛƴ мффо ƛƴ ǊŜŎƻƎƴƛǝƻƴ ƻŦ ǘƘŜ ƎŀǇ ƛƴ ƪƴƻǿƭŜŘƎŜ ŀōƻǳǘ ǘƘŜ  

ŜǇƛŘŜƳƛƻƭƻƎȅ ƻŦ ǊŀǊŜ ŎƘƛƭŘƘƻƻŘ ŘƛǎƻǊŘŜǊǎ ƛƴ !ǳǎǘǊŀƭƛŀΦ ¢ƘǊƻǳƎƘ ǘƘŜ !t{¦Σ  

ǇŀŜŘƛŀǘǊƛŎƛŀƴǎ ƘŀǾŜ ƳŀŘŜ ŀ ǎƛƎƴƛŬŎŀƴǘ ŎƻƴǘǊƛōǳǝƻƴ ǘƻ ŎƭƻǎƛƴƎ ǘƘŀǘ ƪƴƻǿƭŜŘƎŜ ƎŀǇΣ ŀƴŘ 

ǘƘƛǎ Ƙŀǎ ƛƳǇǊƻǾŜŘ ǘƘŜ ƘŜŀƭǘƘ ŀƴŘ ǿŜƭƭ-ōŜƛƴƎ ƻŦ ŎƘƛƭŘǊŜƴ ƴŀǝƻƴŀƭƭȅΦ  

Lƴ нр ȅŜŀǊǎΣ ƻǾŜǊ олл ǊŜǎŜŀǊŎƘŜǊǎ ƘŀǾŜ ǳǎŜŘ ǘƘŜ !t{¦ ǘƻ ŎƻƴŘǳŎǘ ƳƻǊŜ ǘƘŀƴ сф  

ǎǘǳŘƛŜǎ ƻƴ ǊŀǊŜ ŘƛǎƻǊŘŜǊǎ ƛƴŎƭǳŘƛƴƎ ƛƴŦŜŎǝƻƴǎΣ ƎŜƴŜǝŎ ŘƛǎŜŀǎŜǎ ŀƴŘ ƛƴƧǳǊƛŜǎΦ Lǘ Ƙŀǎ ōŜŜƴ ŀ 

ƎǊŜŀǘ ǇƭŜŀǎǳǊŜ ǘƻ ƘŀǾŜ ōŜŜƴ ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŜ ƛƳǇƻǊǘŀƴǘ ǿƻǊƪ ƻŦ ǘƘŜ !t{¦Φ 

Lƴ aŀȅ ǿŜ ŎŜƭŜōǊŀǘŜŘ ƻǳǊ нр ¸ŜŀǊ !ƴƴƛǾŜǊǎŀǊȅ ŀƴŘ ǎŀƛŘ ŦŀǊŜǿŜƭƭ ǘƻ !κtǊƻŦŜǎǎƻǊ ¸ǾƻƴƴŜ 

½ǳǊȅƴǎƪƛΣ ƻǳǊ 5ƛǊŜŎǘƻǊ ƻŦ wŜǎŜŀǊŎƘΦ  L ǘƘŀƴƪ ƘŜǊ ŦƻǊ мо ¸ŜŀǊǎ ƻŦ ŘŜŘƛŎŀǘŜŘ ǎŜǊǾƛŎŜ ǘƻ  

ƭŜŀŘƛƴƎ ŀƴŘ ŀŘǾŀƴŎƛƴƎ ǘƘŜ ǎŎƻǇŜ ƻŦ !t{¦ ŀŎǝǾƛǝŜǎΦ  L ǘƘŀƴƪ ŀƭƭ {ǘŀũΣ {ǘǳŘȅ LƴǾŜǎǝƎŀǘƻǊǎΣ 

/ƻƳƳƛǧŜŜ ƳŜƳōŜǊǎ ŀƴŘ tŀŜŘƛŀǘǊƛŎƛŀƴǎ ǘƘǊƻǳƎƘƻǳǘ !ǳǎǘǊŀƭƛŀ ŦƻǊ ǘƘŜƛǊ ŎƻƴǘǊƛōǳǝƻƴǎ ǘƻ 

ǘƘŜ ǎǳŎŎŜǎǎ ƻŦ ǘƘŜ !t{¦ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎ ŀƴŘ ƭƻƻƪ ŦƻǊǿŀǊŘ ǘƻ ŀƴ ƻƴ-ƎƻƛƴƎ ŎƻƭƭŀōƻǊŀǝƻƴΦ 

²Ŝ ŀŎƪƴƻǿƭŜŘƎŜ ǿƛǘƘ ƎǊŀǝǘǳŘŜ ŬƴŀƴŎƛŀƭ ǎǳǇǇƻǊǘ ŦǊƻƳ ǘƘŜ !ǳǎǘǊŀƭƛŀƴ 5ŜǇŀǊǘƳŜƴǘ ƻŦ 

IŜŀƭǘƘ 

Pʞᴘeɽs˛ʞ E˗ʒzʨɧeˁʑ Eʶ˗ʒᴆʠ 

tǊƻŦŜǎǎƻǊ .ƛƴ WŀƭŀƭǳŘƛƴ !ǎǎƻŎƛŀǘŜ tǊƻŦŜǎǎƻǊ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛ tǊƻŦŜǎǎƻǊ /ŀǊƻƭ .ƻǿŜǊ 

mailto:SCHN-APSU@health.nsw.gov.au
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YŜŜǇƛƴƎ !ǳǎǘǊŀƭƛŀ tƻƭƛƻ CǊŜŜ τ ǘƘŜ tƻƭƛƻ 9ȄǇŜǊǘ tŀƴŜƭ ŜƴŎƻǳǊŀƎŜǎ ŀƭƭ ǇŀŜŘƛŀǘǊƛŎƛŀƴǎ  
ǘƻ ŎƻƴǝƴǳŜ ǊŜǇƻǊǝƴƎ ŀƭƭ ŎŀǎŜǎ ƻŦ !Ct ǘƻ ǘƘŜ !t{¦ 

IƛƎƘ ǉǳŀƭƛǘȅ ŀŎǳǘŜ ƅŀŎŎƛŘ ǇŀǊŀƭȅǎƛǎ ό!Ctύ ǎǳǊǾŜƛƭƭŀƴŎŜ ƛǎ ŜǎǎŜƴǝŀƭ ǘƻ Ƴŀƛƴǘŀƛƴ Ǉƻƭƛƻ-ŦǊŜŜ ǎǘŀǘǳǎ ŎŜǊǝŬŎŀǝƻƴ ƻŦ  

!ǳǎǘǊŀƭƛŀ ōȅ ǘƘŜ ²IhΦ ¢ƘŜ ²Ih ƛƴŘƛŎŀǘƻǊǎ ƻŦ ǎǳǊǾŜƛƭƭŀƴŎŜ ǇŜǊŦƻǊƳŀƴŎŜ ƛƴŎƭǳŘŜ ŀ ǘŀǊƎŜǘ ŀƴƴǳŀƭƛǎŜŘ  

ƴƻƴ-Ǉƻƭƛƻ !Ct ǊŀǘŜ ƻŦ Ҕмκмлл ллл ŎƘƛƭŘǊŜƴ ǳƴŘŜǊ мр ȅŜŀǊǎ ƻŦ ŀƎŜΦ   

¢ƘŜ !t{¦ ǇǊƻǘƻŎƻƭ ŀƴŘ ŎŀǎŜ ǊŜǇƻǊǘ ŦƻǊƳ Ŏŀƴ ōŜ ŦƻǳƴŘ ƘŜǊŜΥ !t{¦ tǊƻǘƻŎƻƭΣ /ŀǎŜ wŜǇƻǊǘ CƻǊƳ 

¢ǿƻ ǎǘƻƻƭ ǎŀƳǇƭŜǎ ŦƻǊ ǘŜǎǝƴƎ ǘƻ ŜȄŎƭǳŘŜ Ǉƻƭƛƻ ǾƛǊǳǎ ǎƘƻǳƭŘ ōŜ ŎƻƭƭŜŎǘŜŘ ǿƛǘƘƛƴ мп Řŀȅǎ ƻŦ ǘƘŜ ƻƴǎŜǘ ƻŦ ǇŀǊŀƭȅǎƛǎ  

ŀƴŘ ǎŜƴǘ ǘƻ ǘƘŜ bŀǝƻƴŀƭ tƻƭƛƻ wŜŦŜǊŜƴŎŜ [ŀōƻǊŀǘƻǊȅΦ  

aƻǊŜ ŘŜǘŀƛƭǎ ŀǘΥ ǿǿǿΦǾƛŘǊƭΦƻǊƎΦŀǳκƭŀōƻǊŀǘƻǊƛŜǎκǇƻƭƛƻǾƛǊǳǎ-ǊŜŦŜǊŜƴŎŜκǎǇŜŎƛƳŜƴ-ǊŜŦŜǊǊŀƭ 

tƭŜŀǎŜ Řƻ ƴƻǘ ƘŜǎƛǘŀǘŜ ǘƻ ŎƻƴǘŀŎǘ ǘƘŜ !t{¦ ƛŦ ȅƻǳ ƘŀǾŜ ŀƴȅ ǉǳŜǎǝƻƴǎ ŀōƻǳǘ ǘƘƛǎ ǎǳǊǾŜƛƭƭŀƴŎŜΦ 

{ǳǊǾŜƛƭƭŀƴŎŜ {ǘǳŘȅ ¦ǇŘŀǘŜǎ{ǳǊǾŜƛƭƭŀƴŎŜ {ǘǳŘȅ ¦ǇŘŀǘŜǎ  

!Ct w9aLb59w!Ct w9aLb59w  

{ŜǾŜǊŜ LƴƧǳǊȅ wŜƭŀǘŜŘ ǘƻ 5ƛǎŎ .ŀǧŜǊȅ ό{Lw5.ύ  

! ȅŜŀǊ Ƙŀǎ ǇŀǎǎŜŘ ǎƛƴŎŜ ǘƘŜ {Lw5. ǎǳǊǾŜƛƭƭŀƴŎŜ ǿŀǎ ƭŀǳƴŎƘŜŘ ƻƴ ǘƘŜ !t{¦ ƳƻƴǘƘƭȅ ǊŜǇƻǊǘ ŎŀǊŘΦ !ǎ ŀǘ  
5ŜŎŜƳōŜǊ нлмуΣ мо ŎŀǎŜǎ ƘŀǾŜ ōŜŜƴ ƴƻǝŬŜŘ ǿƛǘƘ Ƴƻǎǘ ƛƴƧǳǊƛŜǎ ƘŀǾƛƴƎ ƻŎŎǳǊǊŜŘ ƛƴ ȅƻǳƴƎ ŎƘƛƭŘǊŜƴ ƭŜǎǎ ǘƘŀƴ 
ŬǾŜ ȅŜŀǊǎ ƻŦ ŀƎŜΦ  

bƻǿ ǘƘŀǘ ǘƘŜ ŦŜǎǝǾŜ ǎŜŀǎƻƴ ŀƴŘ ǎŎƘƻƻƭ ƘƻƭƛŘŀȅǎ ŀǊŜ ǳǇƻƴ ǳǎΣ ŀŎŎŜǎǎ ǘƻ ƴŜǿ ǘƻȅǎ ŀƴŘ ƎŀŘƎŜǘǎ ǘƘŀǘ Ŏƻƴǘŀƛƴ 
ōǳǧƻƴ ōŀǧŜǊƛŜǎ ƛǎ ƛƴŜǾƛǘŀōƭŜΦ 

²Ŝ ŜƴŎƻǳǊŀƎŜ ŀƭƭ !t{¦ ŎƻƴǘǊƛōǳǘƻǊǎ ǘƻ 
ǊŜǇƻǊǘ ŀƴȅ ŎƘƛƭŘ ƭŜǎǎ ǘƘŀƴ мс ȅŜŀǊǎ ƻŦ ŀƎŜ 
ǿƛǘƘ ŀ ƴŜǿƭȅ ŘƛŀƎƴƻǎŜŘ ƛƴƧǳǊȅ ǊŜƭŀǘŜŘ ǘƻ 
ŘƛǎŎ ƻǊ ōǳǧƻƴ ōŀǧŜǊȅ ƛƴƎŜǎǝƻƴ ƻǊ  
ƛƴǎŜǊǝƻƴ ǘƘŀǘ ǊŜǉǳƛǊŜŘ ǇǊƻŎŜŘǳǊŀƭ  
ƛƴǘŜǊǾŜƴǝƻƴτŜƛǘƘŜǊ ǘƻ ǊŜƳƻǾŜ ǘƘŜ 
ōŀǧŜǊȅΣ ǘƻ ŀǎǎŜǎǎ ƻǊ ǘƻ ǊŜǇŀƛǊ ŘŀƳŀƎŜ  
ǊŜƭŀǘŜŘ ǘƻ ǘƘŜ ōŀǧŜǊȅ ǘƻ ǘƘŜ !t{¦Φ   

tƭŜŀǎŜ Řƻ ƴƻǘ ǊŜǇƻǊǘ ŎŀǎŜǎ ǿƘŜǊŜ ǘƘŜ 
ōŀǧŜǊȅ Ƙŀǎ ōŜŜƴ ƛƴƎŜǎǘŜŘκƛƴǎŜǊǘŜŘ ŀƴŘ ƛǘ 
Ƙŀǎ ǇŀǎǎŜŘκŦŀƭƭŜƴ ƻǳǘ ƻŦ ǘƘŜ ǇŀǝŜƴǘ ŀƴŘ 
ǘƘŜ ǇŀǝŜƴǘ ŘƛŘ ƴƻǘ ǊŜǉǳƛǊŜ ŀ ǇǊƻŎŜŘǳǊŜ ǘƻ 
ǊŜƳƻǾŜ ǘƘŜ ōŀǧŜǊȅ ƻǊ ǘƻ ŀǎǎŜǎǎ ƻǊ  
ǊŜǇŀƛǊ ŘŀƳŀƎŜ ǊŜƭŀǘŜŘ ǘƻ ǘƘŜ ōŀǧŜǊȅΦ 

¢Ƙƛǎ ǾŀƭǳŀōƭŜ ƛƴŦƻǊƳŀǝƻƴ ǿƛƭƭ ŀǎǎƛǎǘ ƛƴ ǘƘŜ 
ǊŜǾƛŜǿ ƻŦ ƳŀƴǳŦŀŎǘǳǊƛƴƎ ŀƴŘ ǇŀŎƪŀƎƛƴƎ ǎǘŀƴŘŀǊŘǎ ŀƴŘ ŎƻŘŜǎ ŦƻǊ ǇǊƻŘǳŎǘǎ ŀƴŘ ǇŀŎƪŀƎƛƴƎ 
ŎƻƴǘŀƛƴƛƴƎ ŘƛǎŎ ōŀǧŜǊƛŜǎΦ 

[ƛƴƪǎ ǘƻ ǊŜŎŜƴǘ ǊŜƭŀǘŜŘ ƳŜŘƛŀ ŀǊǝŎƭŜǎΥ 

¢ƘŜ /ƻƴǾŜǊǎŀǝƻƴΥ Ψ.ǳǧƻƴ ōŀǧŜǊƛŜǎ ƪƛƭƭΦ  IŜǊŜΩǎ Ƙƻǿ ǿŜ Ŏŀƴ ǇǊŜǾŜƴǘ ƴŜŜŘƭŜǎǎ ŎƘƛƭŘ ŘŜŀǘƘǎ ŦǊƻƳ ōŀǧŜǊȅ ƛƴƎŜǎπ
ǝƻƴΩ лфκлуκнлму 

/IhL/9Υ Ψ¢ƘŜ ƘƛŘŘŜƴ ŘŀƴƎŜǊǎ ƻŦ ōǳǧƻƴ ōŀǧŜǊƛŜǎΩ нтκлфκнлму 

¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨΩ¢ƘŜ ǿŀƭƪƛƴƎ ŘŜŀŘΩΥ ¢ƻŘŘƭŜǊǎ ǿƘƻ ǎǿŀƭƭƻǿ ōǳǧƻƴ ōŀǧŜǊƛŜǎΩ мфκлуκнлму 

Picture: Choice.com.au 

http://apsu.org.au/assets/current-studies/AFP-Study-Protocol-June-2014.pdf
http://apsu.org.au/assets/current-studies/AFP-Initial-questionnaire-Oct-2016.pdf
http://www.vidrl.org.au/laboratories/poliovirus-reference/specimen-referral/
http://theconversation.com/button-batteries-kill-heres-how-we-can-prevent-needless-child-deaths-from-battery-ingestion-101187
http://theconversation.com/button-batteries-kill-heres-how-we-can-prevent-needless-child-deaths-from-battery-ingestion-101187
https://www.choice.com.au/buttonbatteries
https://www.smh.com.au/national/the-walking-dead-toddlers-who-swallow-button-batteries-20180815-p4zxmz.html
https://www.choice.com.au/buttonbatteries


 

 

²Ŝ ōƛŘ ŦŀǊŜǿŜƭƭ ǘƻ !ǎǎƻŎƛŀǘŜ tǊƻŦŜǎǎƻǊ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛ ŀƊŜǊ мо ȅŜŀǊǎ ƻŦ ŘŜŘƛŎŀǘŜŘ ǎŜǊǾƛŎŜΦ  ¸ǾƻƴƴŜ ƧƻƛƴŜŘ ǘƘŜ 

!t{¦ ƛƴ нллр ǘŀƪƛƴƎ ƻƴ ǘƘŜ ǊƻƭŜ ƻŦ !ǎǎƛǎǘŀƴǘ 5ƛǊŜŎǘƻǊΦ  CǊƻƳ нлмсΣ ¸ǾƻƴƴŜ ŜȄǇŜǊǘƭȅ ƎǳƛŘŜŘ ǘƘŜ !t{¦ ŀǎ ǘƘŜ 5ƛǊŜŎǘƻǊ 

ƻŦ wŜǎŜŀǊŎƘ ǳƴǝƭ ƘŜǊ ǊŜǎƛƎƴŀǝƻƴ ƛƴ aŀǊŎƘ ǘƘƛǎ ȅŜŀǊΦ  ¸ǾƻƴƴŜ Ƙŀǎ ǘŀƪŜƴ ǳǇ ŀ ƴŜǿ Ǉƻǎƛǝƻƴ ŀǘ ǘƘŜ !ǳǎǘǊŀƭƛŀƴ  

LƴǎǝǘǳǘŜ ƻŦ IŜŀƭǘƘ LƴƴƻǾŀǝƻƴΣ aŀŎǉǳŀǊƛŜ ¦ƴƛǾŜǊǎƛǘȅ ŀǎ ǘƘŜ !ǎǎƻŎƛŀǘŜ tǊƻŦŜǎǎƻǊ ƻŦ IŜŀƭǘƘ {ȅǎǘŜƳ {ǳǎǘŀƛƴŀōƛƭƛǘȅ ŀƴŘ 

ƭŜŀŘǎ ǘƘŜ ŎƻƻǊŘƛƴŀǝƴƎ ǳƴƛǘ ƻŦ ǘƘŜ bIaw/ tŀǊǘƴŜǊǎƘƛǇ /ŜƴǘǊŜ ƛƴ IŜŀƭǘƘ {ȅǎǘŜƳ {ǳǎǘŀƛƴŀōƛƭƛǘȅΦ   

²Ŝ Ƴƛǎǎ ¸ǾƻƴƴŜΩǎ ŜȄǇŜǊǝǎŜ ŀƴŘ ƘŀǊŘ ǿƻǊƪ ŀƴŘ ǘƘŀƴƪ ƘŜǊ ŦƻǊ ƘŜǊ  

ŎƻƳƳƛǘƳŜƴǘ ŀƴŘ ƻǳǘǎǘŀƴŘƛƴƎ ŎƻƴǘǊƛōǳǝƻƴ ǘƻ !t{¦Φ  ²Ŝ ǿƛǎƘ ¸ǾƻƴƴŜ  

ǎǳŎŎŜǎǎ ƛƴ ƘŜǊ ƴŜǿ ǊƻƭŜΦ 

²Ŝ ǿŜƭŎƻƳŜ /ŀǊƭƻǎ bǳƴŜȊ aƛǊŀƴŘŀ ǘƻ ǘƘŜ ǊƻƭŜ ƻŦ wŜǎŜŀǊŎƘ !ǎǎƻŎƛŀǘŜΦ   

/ŀǊƭƻǎ Ƙŀǎ Ƨǳǎǘ ŎƻƳǇƭŜǘŜŘ Ƙƛǎ tƘ5 ƛƴ /ŀƴŎŜǊ 9ǇƛŘŜƳƛƻƭƻƎȅ ŀǘ ¢ƘŜ  

¦ƴƛǾŜǊǎƛǘȅ ƻŦ {ȅŘƴŜȅΩǎ {ŎƘƻƻƭ ƻŦ tǳōƭƛŎ IŜŀƭǘƘΦ   

²Ŝ ŦŀǊŜǿŜƭƭŜŘ LƴƎǊƛŘ /ƘŀǊǘŜǊǎ ŀƊŜǊ ǎǇŜƴŘƛƴƎ  ǘƘŜ ƭŀǎǘ мн ƳƻƴǘƘǎ  

ǎǳǇǇƻǊǝƴƎ ǘƘŜ !t{¦ ŀŘƳƛƴƛǎǘǊŀǝǾŜ ŦǳƴŎǝƻƴǎ όLƴƎǊƛŘΩǎ ǎŜŎƻƴŘ ǘŜǊƳ ǿƛǘƘ 

!t{¦ύΣ ŀƴŘ ǿƛǎƘ ƘŜǊ ǎǳŎŎŜǎǎ ƛƴ ƘŜǊ ƴŜǿ ǊƻƭŜ ŀǘ ¢ƘŜ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ  

²ŜǎǘƳŜŀŘΦ 
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{ŜǾŜǊŜ /ƻƳǇƭƛŎŀǝƻƴǎ ƻŦ LƴƅǳŜƴȊŀ нлму 

¢ƘŜ нлму ƅǳ ǎŜŀǎƻƴ ƛǎ ƻǾŜǊ ŀƴŘ нл ŎƻƴŬǊƳŜŘ ŎŀǎŜǎ ǿƛǘƘ ǎŜǾŜǊŜ ŎƻƳǇƭƛŎŀǝƻƴǎ ǿŜǊŜ ǊŜǇƻǊǘŜŘ ǘƻ ǘƘŜ !t{¦  
ōŜǘǿŜŜƴ ǘƘŜ мǎǘ WǳƴŜ ŀƴŘ ǘƘŜ олǘƘ {ŜǇǘŜƳōŜǊΦ 

LƴŎƭǳŘŜŘ ǿŜǊŜ ŎƘƛƭŘǊŜƴ ŀƎŜŘ ғ мр ȅŜŀǊǎ ǿƛǘƘ ƭŀōƻǊŀǘƻǊȅ ŎƻƴŬǊƳŜŘ  
ƛƴƅǳŜƴȊŀ !b5 ŀŘƳƛǧŜŘ ǘƻ ƘƻǎǇƛǘŀƭ !b5 ǿƘƻ ƘŀǾŜ ŀǘ ƭŜŀǎǘ ƻƴŜ ƻŦ ǘƘŜ 
ŦƻƭƭƻǿƛƴƎ ŎƻƳǇƭƛŎŀǝƻƴǎΥ  
ǇƴŜǳƳƻƴƛŀ όŎƻƴŬǊƳŜŘ ƻƴ ·-Ǌŀȅ ƻǊ ƳƛŎǊƻōƛƻƭƻƎȅύΣ ƻȄȅƎŜƴ  
ǊŜǉǳƛǊŜƳŜƴǘΣ ƳŜŎƘŀƴƛŎŀƭ ǾŜƴǝƭŀǝƻƴΣ ƭŀōƻǊŀǘƻǊȅ ǇǊƻǾŜƴ ǎŜŎƻƴŘŀǊȅ 
ōŀŎǘŜǊƛŀƭ Ŏƻ-ƛƴŦŜŎǝƻƴΣ ŜƴŎŜǇƘŀƭƛǝǎΣ ŜƴŎŜǇƘŀƭƻǇŀǘƘȅ ǎŜƛȊǳǊŜǎ 
όƛƴŎƭǳŘƛƴƎ ǎƛƳǇƭŜ ŦŜōǊƛƭŜ ǎŜƛȊǳǊŜΣ  ǇǊƻƭƻƴƎŜŘ ƻǊ ŦƻŎŀƭ ǎŜƛȊǳǊŜ ƻǊ  
ǎǘŀǘǳǎ ŜǇƛƭŜǇǝŎǳǎύΣ ǘǊŀƴǎǾŜǊǎŜ ƳȅŜƭƛǝǎΣ ǇƻƭȅƴŜǳǊƛǝǎΣ ƳƻƴƻƴŜǳǊƛǝǎΣ  
Dǳƛƭƭŀƛƴ-.ŀǊǊŞ ǎȅƴŘǊƻƳŜΣ wŜȅŜ ǎȅƴŘǊƻƳŜΣ ƳȅƻŎŀǊŘƛǝǎΣ  
ǇŜǊƛŎŀǊŘƛǝǎΣ ŎŀǊŘƛƻƳȅƻǇŀǘƘȅΣ ǊƘŀōŘƻƳȅƻƭȅǎƛǎΣ ǇǳǊǇǳǊŀ ŦǳƭƳƛƴŀƴǎΣ  
ŘƛǎǎŜƳƛƴŀǘŜŘ ŎƻŀƎǳƭƻǇŀǘƘȅΣ ǎƘƻŎƪ όǊŜǉǳƛǊƛƴƎ Ҕпл ƳƭκƪƎ ƅǳƛŘ  
ǊŜǎǳǎŎƛǘŀǝƻƴύΣ ŀŎǳǘŜ ǊŜƴŀƭ ŦŀƛƭǳǊŜ ƻǊ ŘŜŀǘƘΣ ƛƴŎƭǳŘƛƴƎ ŘŜŀǘƘ ŀǘ  
ǇǊŜǎŜƴǘŀǝƻƴ ǘƻ ƘƻǎǇƛǘŀƭΦ  

   ¢ƘŜ Ƴƻǎǘ ŦǊŜǉǳŜƴǘƭȅ ǊŜǇƻǊǘŜŘ ŎƻƳǇƭƛŎŀǝƻƴǎ ƛƴŎƭǳŘŜŘΥ  
ǇƴŜǳƳƻƴƛŀ όптΦс҈ύΣ [ŀōƻǊŀǘƻǊȅ ǇǊƻǾŜƴ ōŀŎǘŜǊƛŀƭ Ŏƻ-ƛƴŦŜŎǝƻƴ όноΦу҈ύΣ ǎŜƛȊǳǊŜ όмпΦо҈ύΣ ƭŀōƻǊŀǘƻǊȅ ǇǊƻǾŜƴ ǾƛǊŀƭ  
Ŏƻ-ƛƴŦŜŎǝƻƴ όмпΦо҈ύΣ ŜƴŎŜǇƘŀƭƛǝǎ ƻǊ ŜƴŎŜǇƘŀƭƻǇŀǘƘȅ όфΦр҈ύΣ ǊƘŀōŘƻƳȅƻƭȅǎƛǎ όфΦр҈ύΣ ŘƛǎǎŜƳƛƴŀǘŜŘ ŎƻŀƎǳƭƻǇŀǘƘȅ 
όфΦр҈ύΣ ǎƘƻŎƪ όǊŜǉǳƛǊƛƴƎ Ҕпл ƳƭκƪƎ ƅǳƛŘ ǊŜǎǳǎŎƛǘŀǝƻƴύ όфΦр҈ύ ŀƴŘ ŀŎǳǘŜ ǊŜƴŀƭ ŦŀƛƭǳǊŜ όфΦр҈ύΦ  

hŦ ǘƘŜ нл ŎŀǎŜǎΣ м ŘƛŜŘ ŀƴŘ мл ǿŜǊŜ ŀŘƳƛǧŜŘ ǘƻ ŀ ǇŀŜŘƛŀǘǊƛŎ ƛƴǘŜƴǎƛǾŜ ŎŀǊŜ ǳƴƛǘΦ 

Lƴ ǘƘŜ ƭŀǎǘ мм ȅŜŀǊǎΣ ǘƘŜǊŜ ƘŀǾŜ ōŜŜƴ соо ŎŀǎŜǎ ǊŜǇƻǊǘŜŘ ǘƻ ǘƘŜ !t{¦ ǿƛǘƘ ǎŜǾŜǊŜ ŎƻƳǇƭƛŎŀǝƻƴǎ ƻŦ ƛƴƅǳŜƴȊŀ  
ǎǳǇǇƻǊǝƴƎ ŎǳǊǊŜƴǘ ǊŜŎƻƳƳŜƴŘŀǝƻƴǎ ŦƻǊ ǾŀŎŎƛƴŀǝƻƴΦ   

LƴŦƻǊƳŀǝƻƴ ŀōƻǳǘ LƴƅǳŜƴȊŀΣ ǾŀŎŎƛƴŜǎ ŀƴŘ ǊŜŎƻƳƳŜƴŘŀǝƻƴǎ ŦƻǊ ǾŀŎŎƛƴŀǝƻƴ  Ŏŀƴ ōŜ ŦƻǳƴŘ ƛƴ ǘƘŜ !ǳǎǘǊŀƭƛŀƴ  

LƳƳǳƴƛǎŀǝƻƴ IŀƴŘōƻƻƪ ŀƴŘ Ŏŀƴ ōŜ ǾƛŜǿŜŘ ōȅ ŦƻƭƭƻǿƛƴƎ ǘƘƛǎ ƭƛƴƪΥ 
ƘǧǇǎΥκκƛƳƳǳƴƛǎŀǝƻƴƘŀƴŘōƻƻƪΦƘŜŀƭǘƘΦƎƻǾΦŀǳκǾŀŎŎƛƴŜ-ǇǊŜǾŜƴǘŀōƭŜ-ŘƛǎŜŀǎŜǎκƛƴƅǳŜƴȊŀ-ƅǳІŀŎŎƻǊŘƛƻƴ-ǇŀǊŀ-уппс-мррлом 

{ǳǊǾŜƛƭƭŀƴŎŜ {ǘǳŘȅ ¦ǇŘŀǘŜǎ{ǳǊǾŜƛƭƭŀƴŎŜ {ǘǳŘȅ ¦ǇŘŀǘŜǎ  

¢ŜŀƳ !t{¦ нлму 

{ǘŀũ /ƘŀƴƎŜǎ ƛƴ ǘƘŜ !t{¦{ǘŀũ /ƘŀƴƎŜǎ ƛƴ ǘƘŜ !t{¦  

LƴƅǳŜƴȊŀ ! ǾƛǊƛƻƴǎ  LƳŀƎŜ ŎǊŜŘƛǘΥ /5/κCΦ!ΦaǳǊǇƘȅ 

https://immunisationhandbook.health.gov.au/vaccine-preventable-diseases/influenza-flu#accordion-para-8446-155031
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bŜǿ {ǘǳŘȅ !ƭŜǊǘΥ  bŜǿ {ǘǳŘȅ !ƭŜǊǘΥ  /ƘƛƭŘǊŜƴ IƻǎǇƛǘŀƭƛǎŜŘ  ǿƛǘƘ {ŜǾŜǊŜ LƴŘƻƻǊ ¢ǊŀƳǇƻƭƛƴŜ tŀǊƪ LƴƧǳǊȅ /ƘƛƭŘǊŜƴ IƻǎǇƛǘŀƭƛǎŜŘ  ǿƛǘƘ {ŜǾŜǊŜ LƴŘƻƻǊ ¢ǊŀƳǇƻƭƛƴŜ tŀǊƪ LƴƧǳǊȅ   

LƴŘƻƻǊ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪǎ ŀǊŜ ƛƴŎǊŜŀǎƛƴƎƭȅ ǇƻǇǳƭŀǊΣ  

ŜǎǇŜŎƛŀƭƭȅ ŀƳƻƴƎǎǘ ŎƘƛƭŘǊŜƴΦ  ¢ƘŜƛǊ ǇǊƻƭƛŦŜǊŀǝƻƴ ŀŎǊƻǎǎ 

!ǳǎǘǊŀƭƛŀ Ƙŀǎ ǎŜŜƴ ŀ ǊƛǎŜ ƛƴ ǘƘŜ ƴǳƳōŜǊ ƻŦ ƛƴƧǳǊƛŜǎΣ  

ƛƴŎƭǳŘƛƴƎ ǎŜǊƛƻǳǎ ǎǇƛƴŀƭ ƛƴƧǳǊƛŜǎΦ  aƻǊŜ ǘƘŀƴ нл ƴŜǿ 

ŎŜƴǘǊŜǎ ƘŀǾŜ ƻǇŜƴŜŘ ƛƴ !ǳǎǘǊŀƭƛŀ ǎƛƴŎŜ нлмоΦ   

¢ǊŀƳǇƻƭƛƴŜǎ ǳǎŜŘ ƛƴ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪǎ ŘƛũŜǊ ŦǊƻƳ  

ŘƻƳŜǎǝŎ ǘǊŀƳǇƻƭƛƴŜǎ ǳǎŜŘ ƛƴ ōŀŎƪȅŀǊŘǎ ŀŎǊƻǎǎ ǘƘŜ 

ŎƻǳƴǘǊȅΣ ōƻǘƘ ƛƴ ŘŜǎƛƎƴ ŀƴŘ ǇŀǧŜǊƴǎ ƻŦ ǳǎŜΦ ¢ƘŜȅ ŀǊŜ 

ƎŜƴŜǊŀƭƭȅ ƭŀǊƎŜ ŎŜƴǘǊŜǎ ǿƛǘƘ ƳǳƭǝǇƭŜ ƛƴǘŜǊŎƻƴƴŜŎǘŜŘ 

ōƻǳƴŎƛƴƎ ǎǳǊŦŀŎŜǎΣ ŦƻŀƳ Ǉƛǘǎ ŀƴŘ ƎŀƳŜ ŀǊŜŀǎ όǎŜŜ  

ǇƛŎǘǳǊŜǎύΦ ¢ƘŜȅ ŀǊŜ ŘŜǎƛƎƴŜŘ ǘƻ ōŜ ŎǊƻǿŘŜŘ ŀƴŘ  

ŘȅƴŀƳƛŎΣ ŀǧǊŀŎǝƴƎ ōƛǊǘƘŘŀȅ ǇŀǊǝŜǎΣ ǎƻŎƛŀƭ ƎǊƻǳǇǎ ŀƴŘ ŦŀƳƛƭƛŜǎΦ  ¢ƘǳǎΣ ǘƘŜ ƛƴƧǳǊȅ ƳŜŎƘŀƴƛǎƳǎ ŀƴŘ ǘȅǇŜ ŘƛũŜǊΦ  bŜǿ 

ǾƻƭǳƴǘŀǊȅ ǎŀŦŜǘȅ ǎǘŀƴŘŀǊŘǎ ƘŀǾŜ ōŜŜƴ ŘŜǾŜƭƻǇŜŘ ŦƻǊ ǘƘŜ ƛƴŘǳǎǘǊȅ ƛƴ ŀƴ ŀǧŜƳǇǘ ǘƻ ǊŜŘǳŎŜ ǘƘŜ ƴǳƳōŜǊ ƻŦ ƛƴƧǳǊƛŜǎΣ 

ƘƻǿŜǾŜǊ ƴƻǘ ŀƭƭ ƛƴŘƻƻǊ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪǎ ƘŀǾŜ ŎƻƳƳƛǧŜŘ ǘƻ ǘƘŜǎŜ ǎǘŀƴŘŀǊŘǎΦ 

DƛǾŜƴ ǘƘŀǘ ǇŀŜŘƛŀǘǊƛŎ ƛƴƧǳǊȅ ŦǊƻƳ ƛƴŘƻƻǊ ǘǊŀƳǇƻƭƛƴŜ 

ǇŀǊƪǎ ƛǎ ƴƻǿ ƛƴŎǊŜŀǎƛƴƎƭȅ ǊŜŎƻƎƴƛǎŜŘ ŀǎ ŀƴ ŜƳŜǊƎƛƴƎ 

ǇǳōƭƛŎ ƘŜŀƭǘƘ ŀƴŘ ǎŀŦŜǘȅ ƛǎǎǳŜΣ 5Ǌ {ǳǎŀƴ !ŘŀƳǎ ŀƴŘ 5Ǌ 

[ƛǎŀ {ƘŀǊǿƻƻŘΣ ǿƘƻ ƘŀǾŜ ōƻǘƘ ǊŜŎŜƴǘƭȅ ŀǇǇŜŀǊŜŘ ƛƴ 

ƳŜŘƛŀ ǊŜǇƻǊǘǎ ŀōƻǳǘ ǘƘƛǎ ƛǎǎǳŜΣ ŀǊŜ ƭŜŀŘƛƴƎ ǘƘƛǎ ƴŜǿ 

!t{¦ ǎǘǳŘȅ ǿƛǘƘ ǘƘŜ ŀƛƳ ƻŦ ǉǳŀƴǝŦȅƛƴƎ ŀƴŘ  

ŎƘŀǊŀŎǘŜǊƛǎƛƴƎ ǘƘŜ ǎŎŀƭŜ ŀƴŘ ǎŎƻǇŜ ƻŦ ǇŀŜŘƛŀǘǊƛŎ ƛƴƧǳǊƛŜǎ 

ŀǘ ŀ ƴŀǝƻƴŀƭ ƭŜǾŜƭΣ ǎƻ ǘƘŀǘ ƳƻǊŜ ŜǾƛŘŜƴŎŜ ōŀǎŜŘ ŀƴŘ 

ƛƴŦƻǊƳŜŘ ƛƴƧǳǊȅ ǇǊŜǾŜƴǝƻƴ ǎǘǊŀǘŜƎƛŜǎ Ŏŀƴ ōŜ  

ŘŜǾŜƭƻǇŜŘΦ 

tƭŜŀǎŜ ǎǘŀǊǘ ǊŜǇƻǊǝƴƎ ŎŀǎŜǎ ƻŦ {ŜǾŜǊŜ LƴŘƻƻǊ  

¢ǊŀƳǇƻƭƛƴŜ tŀǊƪ LƴƧǳǊȅ !ŘƳƛǧŜŘ ǘƻ IƻǎǇƛǘŀƭΦ  ¢ƘŜ ƴŜǿ 

ǎǘǳŘȅ ŀƭǊŜŀŘȅ ŀǇǇŜŀǊǎ ƻƴ ǘƘŜ ǊŜŎŜƴǘƭȅ ŘƛǎǘǊƛōǳǘŜŘ !t{¦ bƻǾŜƳōŜǊ нлму ǊŜǇƻǊǘ ŎŀǊŘΦ ¢ƘŜ ǇǊƻǘƻŎƻƭ ŀƴŘ ŎŀǎŜ ǊŜǇƻǊǘ 

ŦƻǊƳ ƘŀǾŜ ōŜŜƴ ǳǇƭƻŀŘŜŘ ǘƻ ǘƘŜ !t{¦ ǿŜōǎƛǘŜΥ tǊƻǘƻŎƻƭΣ hƴƭƛƴŜ /ŀǎŜ wŜǇƻǊǘ CƻǊƳΣ tǊƛƴǘŀōƭŜ /ŀǎŜ wŜǇƻǊǘ CƻǊƳΦ 

tƭŜŀǎŜ ŎƻƳǇƭŜǘŜ ǘƘŜ ŎŀǎŜ ŘŜǘŀƛƭǎ Ǿƛŀ ǘƘŜ ǎŜŎǳǊŜ ƻƴƭƛƴŜ ŎŀǎŜ ǊŜǇƻǊǘ ŦƻǊƳ ƻǊ ǎƛƳǇƭȅ ŘƻǿƴƭƻŀŘ ǘƘŜ t5C tǊƛƴǘŀōƭŜ /ŀǎŜ 

wŜǇƻǊǘ CƻǊƳΣ ŎƻƳǇƭŜǘŜ ŀƴŘ ŜƳŀƛƭ ƻǊ ŦŀȄ ōŀŎƪ ǘƻ ǘƘŜ 

!t{¦Φ 

/ŀǎŜ ŘŜŬƴƛǝƻƴΥ  tƭŜŀǎŜ ǊŜǇƻǊǘ ŀƴȅ ŎƘƛƭŘ ŀƎŜŘ ǳǇ 

ǘƻ ŀƴŘ ƛƴŎƭǳŘƛƴƎ мр ȅŜŀǊǎ ǿƘƻ ƛǎ ŀŘƳƛǧŜŘ ǘƻ  

ƘƻǎǇƛǘŀƭ ŀǎ ŀ ǊŜǎǳƭǘ ƻŦ ƛƴƧǳǊȅόƛŜǎύ ǎǳǎǘŀƛƴŜŘ ǿƘƛƭŜ ŀǘ 

ŀƴ ƛƴŘƻƻǊ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪκŦŀŎƛƭƛǘȅΦ 

9ȄŎƭǳǎƛƻƴǎΥ  tƭŜŀǎŜ ŘƻƴΩǘ ǊŜǇƻǊǘ ŎƘƛƭŘǊŜƴ ƛƴƧǳǊŜŘ 

ƻƴ ŀ ŘƻƳŜǎǝŎ ǘǊŀƳǇƻƭƛƴŜΣ ƻǊ ŀǘ ŀƴ ƻǳǘŘƻƻǊ  

ǊŜŎǊŜŀǝƻƴŀƭ ǘǊŀƳǇƻƭƛƴŜ ŦŀŎƛƭƛǘȅΣ ŎƘƛƭŘǊŜƴ  

ŘƛǎŎƘŀǊƎŜŘ ŦǊƻƳ ŜƳŜǊƎŜƴŎȅ ŘŜǇŀǊǘƳŜƴǘ ŀƴŘ ƴƻǘ 

ŀŘƳƛǧŜŘ ǘƻ ƘƻǎǇƛǘŀƭΦ 

[ƛƴƪǎ ǘƻ ǊŜŎŜƴǘ ǊŜƭŀǘŜŘ ƳŜŘƛŀ ƛǘŜƳǎΥ 

¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨWǳƳǇ ƛƴ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪ ƛƴƧǳǊƛŜǎ ǎǇŀǊƪǎ Ŏŀƭƭǎ ŦƻǊ ƳŀƴŘŀǘƻǊȅ ǎǘŀƴŘŀǊŘΩ мрκлнκму 

¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨΩ!ǇǇŀƭƭƛƴƎΩΥ Iƻǿ ǘƻ ŀǾƻƛŘ ǳƴǎŀŦŜ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪǎ Ψƛƴ ŦƻǊ ŀ ǉǳƛŎƪ ōǳŎƪΩ муκммκнлму 

¢ƘŜ tǊƻƧŜŎǘΣ /ƘŀƴƴŜƭ млΥ Ψ{ƘƻǳƭŘ ¢ǊŀƳǇƻƭƛƴŜ tŀǊƪǎ IŀǾŜ aŀƴŘŀǘƻǊȅ {ŀŦŜǘȅ {ǘŀƴŘŀǊŘǎΚΩ нлκммκнлму 

http://apsu.org.au/assets/new-studies/Severe-Indoor-Trampoline-Park-Injuries-Protocol-V1.4.pdf
https://redcap.sydney.edu.au/surveys/?s=FJHKNHE4WJ
http://apsu.org.au/assets/new-studies/Severe-Indoor-Trampoline-Park-Injuries-Questionnaire-V2.2.pdf
https://www.smh.com.au/national/jump-in-trampoline-park-injuries-sparks-calls-for-mandatory-standards-20180214-p4z0c5.html
https://www.smh.com.au/healthcare/half-of-all-trampoline-parks-unsafe-and-in-for-a-quick-buck-20181115-p50gap.html
https://tendaily.com.au/shows/theproject/news/a181120wgy/should-trampoline-parks-have-mandatory-safety-standards-20181120
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wŜŎŜƴǘ 9ǾŜƴǘǎwŜŎŜƴǘ 9ǾŜƴǘǎ  

hƴ ŀ ǾŜǊȅ ǿŜǘ ŀƴŘ ǿƛƴŘȅ {ǳƴŘŀȅ ƛƴ aŀȅΣ ǘƘŜ !t{¦ ŀŎƪƴƻǿƭŜŘƎŜŘ нр 

¸ŜŀǊǎ ƻŦ ŀŎƘƛŜǾŜƳŜƴǘǎ ŀƴŘ ƛƳǇŀŎǘǎ ŀǘ ¢ƘŜ /ƘŀǊƭŜǎ tŜǊƪƛƴǎ [ŜŎǘǳǊŜ 

¢ƘŜŀǘǊŜΣ ¢ƘŜ ¦ƴƛǾŜǊǎƛǘȅ ƻŦ {ȅŘƴŜȅΣ ōȅ ƘƻǎǝƴƎ ŀƴ ƛƴŦƻǊƳŀǝǾŜ Řŀȅ ƻŦ 

ǘŀƭƪǎ ŀƴŘ ŘƛǎŎǳǎǎƛƻƴǎΦ   

{ǇŜŎƛŀƭ ǘƘŀƴƪǎ ŀǊŜ ŜȄǘŜƴŘŜŘ ǘƻ ǘƘŜ ǎǇŜŀƪŜǊǎ ǿƘƻ ƎǊŀŎƛƻǳǎƭȅ ŘƻƴŀǘŜŘ 

ǘƘŜƛǊ ǝƳŜ ǘƻ ǇŀǊǝŎƛǇŀǘŜ ƛƴ ǎǳŎƘ ŀ ǎǳŎŎŜǎǎŦǳƭ ŀƴŘ ƛƴǘŜǊŜǎǝƴƎ ŘŀȅΥ   

 tǊƻŦŜǎǎƻǊ tŀǳƭ /ƻƭŘƛǘȊ ό/ƘŀƛǊΣ tǊŜǎƛŘŜƴǘΣ tŀŜŘƛŀǘǊƛŎǎ ŀƴŘ /ƘƛƭŘ 

IŜŀƭǘƘΣ w!/tύ  

 tǊƻŦŜǎǎƻǊ /ŀǊƻƭ .ƻǿŜǊ ό/ƘŀƛǊΣ !t{¦ {wt /ƘŀƛǊύ 

 aǊ {ǘŜǾŜ ²ŀǳƎƘ !h όaŜŜǝƴƎ ǘƘŜ ƴŜŜŘǎ ƻŦ ŎƘƛƭŘǊŜƴ ƭƛǾƛƴƎ ǿƛǘƘ ǊŀǊŜ 

ŘƛǎŜŀǎŜ ŀƴŘ ǘƘŜƛǊ ŦŀƳƛƭƛŜǎύ 

 tǊƻŦŜǎǎƻǊ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ !a C!Ia{ ό/ŜƭŜōǊŀǝƴƎ нр ȅŜŀǊǎ ƻŦ  

!t{¦ ŀŎƘƛŜǾŜƳŜƴǘǎύ 

 !ǎǎƻŎƛŀǘŜ tǊƻŦŜǎǎƻǊ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛ ό[ƛǾƛƴƎ ǿƛǘƘ ŀ ǊŀǊŜ ŘƛǎŜŀǎŜτ

ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ ŦŀƳƛƭƛŜǎ ŀƴŘ ŎƭƛƴƛŎƛŀƴǎύ 

 5Ǌ {ƭƻŀƴŜ aŀŘŘŜƴ ό9ŀǊƭȅ hƴǎŜǘ 9ŀǝƴƎ 5ƛǎƻǊŘŜǊǎ ƛƴ ȅƻǳƴƎ ŎƘƛƭŘǊŜƴΥ 

ǊƻƭŜ ƻŦ ǎǳǊǾŜƛƭƭŀƴŎŜ ǘƻ ǎǳǇǇƻǊǘ ǇƻƭƛŎȅ ŀƴŘ ŎŀǊŜύ 

 tǊƻŦŜǎǎƻǊ bŀǘŀǎƘŀ bŀǎǎŀǊ ό/ƘŀƛǊΣ CƛƴŀƴŎƛŀƭ aŀǊƪŜǘǎ CƻǳƴŘŀǝƻƴ ŦƻǊ 

ŎƘƛƭŘǊŜƴ /ƘŀƛǊ ƻŦ ¢Ǌŀƴǎƭŀǝƻƴŀƭ /ƘƛƭŘƘƻƻŘ aŜŘƛŎƛƴŜύ  

 5Ǌ aŀǊŎŜƭ ½ƛƳƳŜǘ όCŜǘŀƭ !ƭŎƻƘƻƭ {ǇŜŎǘǊǳƳ 5ƛǎƻǊŘŜǊτŦǊƻƳ  

ǎǳǊǾŜƛƭƭŀƴŎŜ ǘƻ ǇƻƭƛŎȅύ  

 tǊƻŦŜǎǎƻǊ IŜŀǘƘŜǊ WŜũŜǊȅ !h ό{ǳŘŘŜƴ ¦ƴŜȄǇƭŀƛƴŜŘ 5ŜŀǘƘ ƛƴ  

!ǳǎǘǊŀƭƛŀƴ LƴŦŀƴǘǎύ 

 tǊƻŦŜǎǎƻǊ IŜƭŜƴ [ŜƻƴŀǊŘ όw9¢¢ {ȅƴŘǊƻƳŜΥ ŦǊƻƳ ǎǳǊǾŜƛƭƭŀƴŎŜ ǘƻ  

ƎŜƴƻǘȅǇŜ-ǇƘŜƴƻǘȅǇŜ ŎƘŀǊŀŎǘŜǊƛǎŀǝƻƴύ 

 tǊƻŦŜǎǎƻǊ WƻƘƴ /ƘǊƛǎǘƻŘƻǳƭƻǳ !a ό/ƘŀƛǊΣ /ƘŀƛǊ ƻŦ DŜƴƻƳƛŎ  

aŜŘƛŎƛƴŜΣ aǳǊŘƻŎƘ /ƘƛƭŘǊŜƴǎ wŜǎŜŀǊŎƘ LƴǎǝǘǳǘŜύ 

 tǊƻŦŜǎǎƻǊ /ƘŜǊȅƭ WƻƴŜǎ ό/ƻƴǎŜǉǳŜƴŎŜǎ ƻŦ ŎƻƴƎŜƴƛǘŀƭ ƛƴŦŜŎǝƻƴΥ I{±Σ 

wǳōŜƭƭŀΣ ±ŀǊƛŎŜƭƭŀΣ IL±Σ Ŏ/a± ŀƴŘ ½ƛƪŀύ 

 5Ǌ !ƴƴŜ 5ǳǊƪŀƴ ό[ƻƴƎ-ǘŜǊƳ ƻǳǘŎƻƳŜǎ ŀƊŜǊ ŀǘȅǇƛŎŀƭ I¦{ύ  

 !ǎǎƻŎƛŀǘŜ tǊƻŦŜǎǎƻǊ Wǳƭƛŀ .ǊƻǘƘŜǊǘƻƴ όWǳǾŜƴƛƭŜ hƴǎŜǘ wŜǎǇƛǊŀǘƻǊȅ  

tŀǇƛƭƭƻƳŀǘƻǎƛǎύ  

 tǊƻŦŜǎǎƻǊ wƻōŜǊǘ .ƻƻȅ ό{ŜǾŜǊŜ LƴƅǳŜƴȊŀ ƛƴ !ǳǎǘǊŀƭƛŀƴ /ƘƛƭŘǊŜƴύ  

 5Ǌ tƘƛƭƛǇ .Ǌƛǧƻƴ ό9ƴŎŜǇƘŀƭƛǝǎ {ǘǳŘȅύ 

¢Ƙŀƴƪ ȅƻǳ ǘƻ ƻǳǊ ǎǇƻƴǎƻǊǎ ŦƻǊ  

ǘƘŜƛǊ ǎǳǇǇƻǊǘ ƻŦ ǘƘŜ ŜǾŜƴǘΥ 

Sydney Children’s Hospital Foundation  
ŀƴŘ Kids Research, The Sydney Children’s Hospitals Network 

!t{¦ CŀŎǘǎΥ  Since 1993 APSU has… 
Sent 369,999 report cards  

Maintained a response rate of >90% each year 

Studied 69 conditions  

Collected detailed data on ~8,510 children with rare disease 

Published ~ 350 journal publications and reports. 

In 1993  990 clinicians reported by returning a report card in the post, 

in 2018, ~1570 clinicians reported to APSU, 95% by e-mail 

Celebrating 25 Years of the APSU 

[ ǘƻ wΥ /ŀǊƻƭ .ƻǿŜǊΣ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛΣ {ƭƻŀƴŜ aŀŘŘŜƴΣ tŀǳƭ /ƻƭŘƛǘȊΣ 

{ǘŜǾŜ ²ŀǳƎƘΣ [ȅƴŜǧŜ ²ŀǳƎƘΣ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ 

[ ǘƻ wΥ {ǘŜǾŜ ²ŀǳƎƘΣ [ȅƴŜǧŜ ²ŀǳƎƘΣ WƻƘƴ /ƘǊƛǎǘƻŘƻǳƭƻǳΣ  

5ŀǾƛŘ 5ƻǎǎŜǘƻǊΣ IŜŀǘƘŜǊ WŜũŜǊȅΣ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ  

[ ǘƻ wΥ  Wǳƭƛŀ .ǊƻǘƘŜǊǘƻƴΣ tƘƛƭƛǇ .ǊƛǧƻƴΣ wƻōŜǊǘ .ƻƻȅΣ !ƴƴŜ 5ǳǊƪŀƴΣ  
5ŀǾƛŘ 5ƻǎǎŜǘƻǊΣ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧΣ {ǳȊȅ ¢ŜǳǘǎŎƘ 

[ ǘƻ wΥ  /ŀǊƻƭ .ƻǿŜǊΣ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛΣ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ  

[ ǘƻ wΥ  bŀǘŀǎƘŀ bŀǎǎŀǊΣ /ŀǊƻƭ .ƻǿŜǊΣ IŜƭŜƴ [ŜƻƴŀǊŘ 
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5Ǌ aŀǊŎŜƭ ½ƛƳƳŜǘ 

5Ǌ aŀǊŎŜƭ ½ƛƳƳŜǘ ǿŀǎ ǎŜƭŜŎǘŜŘ ŀǎ ŀ Ŭƴŀƭƛǎǘ ƛƴ ǘƘŜ нлму w!/t /ƻƴƎǊŜǎǎ wǳŜ ²ǊƛƎƘǘ 

ŀǿŀǊŘ ŦƻǊ Ƙƛǎ !t{¦ ǇǊŜǎŜƴǘŀǝƻƴ ƻƴ C!{5Φ  aŀǊŎŜƭ ŀƭǎƻ ǇǊŜǎŜƴǘŜŘ ǘƘŜ !t{¦ C!{5 ŀǘ 

9¦C!{5 нлму ƛƴ .ŜǊƭƛƴ ŀƴŘ ŀǘ ǘƘŜ {ŜŎƻƴŘ !ǳǎǘǊŀƭŀǎƛŀƴ C!{5 /ƻƴŦŜǊŜƴŎŜ ƛƴ tŜǊǘƘΦ 

!ŘŘƛƴƎ ǘƻ ǘƘŜ ƭƛǎǘ ƻŦ ǇǊŜǎŜƴǘŀǝƻƴǎΣ aŀǊŎŜƭ  ǇǊŜǎŜƴǘŜŘ ǘƘŜ LƳǇŀŎǘ ƻŦ C!{5 ƻƴ  

CŀƳƛƭƛŜǎ {ǘǳŘȅ ƻƴ ōŜƘŀƭŦ ƻŦ 5Ǌ bŀǘŀƭƛŜ tƘƛƭƭƛǇǎΦ   /ƻƴƎǊŀǘǳƭŀǝƻƴǎ aŀǊŎŜƭΗ 

aŀǊŎŜƭ Ƙŀǎ ŀƴ ŜȄŎƛǝƴƎ ȅŜŀǊ ŀƘŜŀŘ ǿƛǘƘ ǘƘŜ ǇǊŜǎŜƴǘŀǝƻƴ ƻŦ ǘƘŜ !t{¦ C!{5 LƳǇŀŎǘǎ 

ƻƴ CŀƳƛƭƛŜǎ ǎǘǳŘȅ ƻŎŎǳǊǊƛƴƎ ŀǘ ǘƘŜ LƴǘŜǊƴŀǝƻƴŀƭ /ƻƴŦŜǊŜƴŎŜ ƻƴ C!{5 ƛƴ ±ŀƴŎƻǳǾŜǊ 

όaŀǊŎƘ нлмфύΦ   

tǊƻŦŜǎǎƻǊ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ !a C!Ia{ 

нлму Ƙŀǎ ōŜŜƴ ŀ ȅŜŀǊ ƻŦ ƳƛƭŜǎǘƻƴŜ ŀŎƘƛŜǾŜƳŜƴǘǎ ŦƻǊ tǊƻŦŜǎǎƻǊ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧ ǘƘŀǘ ƛƴŎƭǳŘŜ ŎŜƭŜōǊŀǝƴƎ ол ȅŜŀǊǎ ƻŦ 

ǎŜǊǾƛŎŜ ǿƛǘƘ ǘƘŜ {ȅŘƴŜȅ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ bŜǘǿƻǊƪΣ ŀƴŘ нр ¸ŜŀǊǎ ƻŦ !t{¦Φ 

Lƴ ŀŘŘƛǝƻƴ ǘƻ ǘƘŜǎŜ ƛƳǇƻǊǘŀƴǘ ŀƴƴƛǾŜǊǎŀǊƛŜǎΣ 9ƭƛȊŀōŜǘƘ Ƙŀǎ ŀƭǎƻ ōŜŜƴ ǇǊŜǎŜƴǘŜŘ ǘƘŜ ŦƻƭƭƻǿƛƴƎ ǇǊŜǎǝƎƛƻǳǎ ŀǿŀǊŘǎΥ 

ω !a! 9ȄŎŜƭƭŜƴŎŜ ƛƴ IŜŀƭǘƘ /ŀǊŜ !ǿŀǊŘ ŦƻǊ ŎƻƴǘǊƛōǳǝƻƴ ŀǎ ŀ ǇƛƻƴŜŜǊ ƛƴ  

ǊŀƛǎƛƴƎ ŀǿŀǊŜƴŜǎǎ ƛƴ ǘƘŜ ŬŜƭŘ ƻŦ CŜǘŀƭ !ƭŎƻƘƻƭ {ǇŜŎǘǊǳƳ 5ƛǎƻǊŘŜǊ όC!{5ύ ŀƴŘ 

ƘŜǊ ŎƻƴǘǊƛōǳǝƻƴ ǘƻ ǘƘŜ ŘŜǾŜƭƻǇƳŜƴǘ ƻŦ !ǳǎǘǊŀƭƛŀΩǎ ǊŜǎǇƻƴǎŜ ǘƻ C!{5Σ 

ǘƘǊƻǳƎƘ ŀŘŘǊŜǎǎƛƴƎ ŀǎǇŜŎǘǎ ƻŦ ƘŜŀƭǘƘ ǇƻƭƛŎȅΣ ƘŜŀƭǘƘ ŘŜƭƛǾŜǊȅΣ ŜŘǳŎŀǝƻƴ ŀƴŘ 

ƘŜŀƭǘƘ ŀǿŀǊŜƴŜǎǎ ƻŦ ǘƘŜ ŎƻƴŘƛǝƻƴ 

ω wƻȅŀƭ {ƻŎƛŜǘȅ ƻŦ b{²Υ WŀƳŜǎ /ƻƻƪ aŜŘŀƭ ŦƻǊ hǳǘǎǘŀƴŘƛƴƎ /ƻƴǘǊƛōǳǝƻƴ  

ǊŜŎƻƎƴƛǎƛƴƎ ƘŜǊ ǎƛƎƴƛŬŎŀƴǘ ŎƻƴǘǊƛōǳǝƻƴǎ ǘƻ ƛƳǇǊƻǾƛƴƎ ǘƘŜ ƘŜŀƭǘƘ ŀƴŘ ǉǳŀƭƛǘȅ 

ƻŦ ƭƛŦŜΣ ŀǎ ǿŜƭƭ ŀǎ ƘǳƳŀƴ ǊƛƎƘǘǎΣ ƻŦ ƛƭƭ ŀƴŘ ŘƛǎŀŘǾŀƴǘŀƎŜŘ ŎƘƛƭŘǊŜƴ ƛƴ !ǳǎǘǊŀƭƛŀΣ 

ǘƘŜ !ǎƛŀ tŀŎƛŬŎ ŀƴŘ ōŜȅƻƴŘΦ  IŜǊ ǘǊŀƴǎƭŀǝƻƴŀƭ ǊŜǎŜŀǊŎƘ Ƙŀǎ ōŜŜƴ ŀǘ ǘƘŜ 

ŦƻǊŜŦǊƻƴǘ ƻŦ ŀŘǾŀƴŎŜǎ ƛƴ ŜǾƛŘŜƴŎŜ-ōŀǎŜŘ ǇŀŜŘƛŀǘǊƛŎǎΣ ǊŀǊŜ ŘƛǎŜŀǎŜǎΣ  

ƎŀǎǘǊƻŜƴǘŜǊƻƭƻƎȅ ŀƴŘ CŜǘŀƭ !ƭŎƻƘƻƭ {ǇŜŎǘǊǳƳ 5ƛǎƻǊŘŜǊΦ 

ω !ǎƛŀƴ tŀŜŘƛŀǘǊƛŎ !ǎǎƻŎƛŀǝƻƴΥ hǳǘǎǘŀƴŘƛƴƎ !ǎƛŀƴ tŀŜŘƛŀǘǊƛŎƛŀƴ !ǿŀǊŘ ǿŀǎ 

ǇǊŜǎŜƴǘŜŘ ŀǘ ǘƘŜ мсǘƘ !ǎƛŀ tŀŎƛŬŎ /ƻƴƎǊŜǎǎ ƻŦ tŜŘƛŀǘǊƛŎǎ ό!t/tύ нлму 

!t{¦ ǎǳǊǾŜƛƭƭŀƴŎŜ ƳŀƪƛƴƎ ƘŜŀŘƭƛƴŜǎ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎΦΦΦ!t{¦ ǎǳǊǾŜƛƭƭŀƴŎŜ ƳŀƪƛƴƎ ƘŜŀŘƭƛƴŜǎ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎΦΦΦ  

!ǿŀǊŘǎ ƛƴ нлму!ǿŀǊŘǎ ƛƴ нлму  
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YŜȅ tǳōƭƛŎŀǝƻƴǎ ŀƴŘ aŜŘƛŀ ŦƻǊ YŜȅ tǳōƭƛŎŀǝƻƴǎ ŀƴŘ aŜŘƛŀ ŦƻǊ 

 

YŜȅ tǳōƭƛŎŀǝƻƴǎΥ 

ω bƻǾŀƪƻǾƛŎ 5Σ /ƘŜƴƎ !¢Σ ½ǳǊȅƴǎƪƛ ¸Σ .ƻƻȅ wΣ ²ŀƭƪŜǊ tWΣ .ŜǊƪƻǿƛǘȊ wΣ IŀǊǊƛǎƻƴ IΣ .ƭŀŎƪ wΣ tŜǊǊȅ /Σ ±ƛƧŀȅŀǎŜƪŀǊπ
ŀƴ {Σ ²ŀōƴƛǘȊ 5Φ ! ǇǊƻǎǇŜŎǝǾŜ ǎǘǳŘȅ ƻŦ ǘƘŜ ƛƴŎƛŘŜƴŎŜ ƻŦ ƧǳǾŜƴƛƭŜ-ƻƴǎŜǘ ǊŜŎǳǊǊŜƴǘ ǊŜǎǇƛǊŀǘƻǊȅ ǇŀǇƛƭƭƻƳŀǘƻǎƛǎ 
ŀƊŜǊ ƛƳǇƭŜƳŜƴǘŀǝƻƴ ƻŦ ŀ ƴŀǝƻƴŀƭ It± ǾŀŎŎƛƴŀǝƻƴ ǇǊƻƎǊŀƳΦ ¢ƘŜ WƻǳǊƴŀƭ ƻŦ ƛƴŦŜŎǝƻǳǎ 5ƛǎŜŀǎŜǎΦ нлму bƻǾ 
фΤнмтόнύΥнлу-мнΦ 

ω {ǳȊȅ ¢ŜǳǘǎŎƘΣ ¸ǾƻƴƴŜ ½ǳǊȅƴǎƪƛΣ 9ƭƛȊŀōŜǘƘ 9ƭƭƛƻǧΣ ŀƴŘ ŀƭƭ ŎƘƛŜŦ ƛƴǾŜǎǝƎŀǘƻǊǎ ƻŦ !t{¦ ǎǳǊǾŜƛƭƭŀƴŎŜ ǎǘǳŘƛŜǎΦ  
!ǳǎǘǊŀƭƛŀƴ tŀŜŘƛŀǘǊƛŎ {ǳǊǾŜƛƭƭŀƴŎŜ ¦ƴƛǘ !ƴƴǳŀƭ wŜǇƻǊǘΣ нлмтΦ /ƻƳƳǳƴƛŎŀōƭŜ 5ƛǎŜŀǎŜǎ LƴǘŜƭƭƛƎŜƴŎŜΦ tLLΥ{ннлф-
слрмόмуύллллс-пΦ tǳōƭƛǎƘŜŘ ƻƴƭƛƴŜΥ мнκлфκнлму 

ω .ŀǊǘƭŜǧ !²Σ Iŀƭƭ .aΣ tŀƭŀǎŀƴǘƘƛǊŀƴ tΣ aŎaǳƭƭŀƴ .Σ {ƘŀƴŘ !²Σ wŀǿƭƛƴǎƻƴ ²5Φ wŜŎƻƎƴƛǝƻƴΣ ǘǊŜŀǘƳŜƴǘΣ ŀƴŘ 
ǎŜǉǳŜƭŀŜ ƻŦ ŎƻƴƎŜƴƛǘŀƭ ŎȅǘƻƳŜƎŀƭƻǾƛǊǳǎ ƛƴ !ǳǎǘǊŀƭƛŀΥ !ƴ ƻōǎŜǊǾŀǝƻƴŀƭ ǎǘǳŘȅΦ WƻǳǊƴŀƭ ƻŦ /ƭƛƴƛŎŀƭ ±ƛǊƻƭƻƎȅΦ 
нлмуΦ 

aŜŘƛŀΥ 

ω ¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨWǳƳǇ ƛƴ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪ ƛƴƧǳǊƛŜǎ ǎǇŀǊƪǎ Ŏŀƭƭǎ ŦƻǊ ƳŀƴŘŀǘƻǊȅ ǎǘŀƴŘŀǊŘΩ мрκлнκму 

ω ¢ƘŜ /ƻƴǾŜǊǎŀǝƻƴΥ Ψ.ǳǧƻƴ ōŀǧŜǊƛŜǎ ƪƛƭƭΦ  IŜǊŜΩǎ Ƙƻǿ ǿŜ Ŏŀƴ ǇǊŜǾŜƴǘ ƴŜŜŘƭŜǎǎ ŎƘƛƭŘ ŘŜŀǘƘǎ ŦǊƻƳ ōŀǧŜǊȅ  
ƛƴƎŜǎǝƻƴΩ лфκлуκнлму 

ω ¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨΩ¢ƘŜ ǿŀƭƪƛƴƎ ŘŜŀŘΩΥ ¢ƻŘŘƭŜǊǎ ǿƘƻ ǎǿŀƭƭƻǿ ōǳǧƻƴ ōŀǧŜǊƛŜǎΩ мфκлуκнлму 

ω /IhL/9Υ Ψ¢ƘŜ ƘƛŘŘŜƴ ŘŀƴƎŜǊǎ ƻŦ ōǳǧƻƴ ōŀǧŜǊƛŜǎΩ нтκлфκнлму 

ω ¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ ΨΩ!ǇǇŀƭƭƛƴƎΩΥ Iƻǿ ǘƻ ŀǾƻƛŘ ǳƴǎŀŦŜ ǘǊŀƳǇƻƭƛƴŜ ǇŀǊƪǎ Ψƛƴ ŦƻǊ ŀ ǉǳƛŎƪ ōǳŎƪΩ 
муκммκнлму 

ω ¢ƘŜ tǊƻƧŜŎǘΣ /ƘŀƴƴŜƭ млΥ Ψ{ƘƻǳƭŘ ¢ǊŀƳǇƻƭƛƴŜ tŀǊƪǎ IŀǾŜ aŀƴŘŀǘƻǊȅ {ŀŦŜǘȅ {ǘŀƴŘŀǊŘǎΚΩ нлκммκнлму 

ω ¢ƘŜ {ȅŘƴŜȅ aƻǊƴƛƴƎ IŜǊŀƭŘΥ Ψ!ǳǎǘǊŀƭƛŀƴ ƎƻǾŜǊƴƳŜƴǘ ǎǘŜǇǎ ǳǇ ŜũƻǊǘǎ ǘƻ ŬƎƘǘ CŜǘŀƭ !ƭŎƻƘƻƭ {ǇŜŎǘǊǳƳ  
5ƛǎƻǊŘŜǊ ннκммκнлму 

 

https://www.smh.com.au/lifestyle/health-and-wellness/australian-government-steps-up-efforts-to-fight-fetal-alcohol-spectrum-disorder-20181121-p50hhj.html?fbclid=IwAR2p3-LFG279wBtHMkKUmt1D9E7TAyk3c8yCwFPMdSCqJdBeTZZOCx0nYeo#comments
https://www.smh.com.au/healthcare/half-of-all-trampoline-parks-unsafe-and-in-for-a-quick-buck-20181115-p50gap.html
https://academic.oup.com/jid/article/217/2/208/4596529
https://academic.oup.com/jid/article/217/2/208/4596529
https://academic.oup.com/jid/article/217/2/208/4596529
https://academic.oup.com/jid/article/217/2/208/4596529
http://www.health.gov.au/internet/main/publishing.nsf/Content/8FA6078276359430CA257BF0001A4C42/$File/Australian_Paediatric_Surveillance_Unit_Annual_Report,_2017.pdf
http://www.health.gov.au/internet/main/publishing.nsf/Content/8FA6078276359430CA257BF0001A4C42/$File/Australian_Paediatric_Surveillance_Unit_Annual_Report,_2017.pdf
http://www.health.gov.au/internet/main/publishing.nsf/Content/8FA6078276359430CA257BF0001A4C42/$File/Australian_Paediatric_Surveillance_Unit_Annual_Report,_2017.pdf
https://www.sciencedirect.com/science/article/pii/S138665321830252X?via%3Dihub
https://www.sciencedirect.com/science/article/pii/S138665321830252X?via%3Dihub
https://www.sciencedirect.com/science/article/pii/S138665321830252X?via%3Dihub
https://www.smh.com.au/national/jump-in-trampoline-park-injuries-sparks-calls-for-mandatory-standards-20180214-p4z0c5.html
http://theconversation.com/button-batteries-kill-heres-how-we-can-prevent-needless-child-deaths-from-battery-ingestion-101187
http://theconversation.com/button-batteries-kill-heres-how-we-can-prevent-needless-child-deaths-from-battery-ingestion-101187
https://www.smh.com.au/national/the-walking-dead-toddlers-who-swallow-button-batteries-20180815-p4zxmz.html
https://www.choice.com.au/buttonbatteries
https://www.smh.com.au/healthcare/half-of-all-trampoline-parks-unsafe-and-in-for-a-quick-buck-20181115-p50gap.html
https://www.smh.com.au/healthcare/half-of-all-trampoline-parks-unsafe-and-in-for-a-quick-buck-20181115-p50gap.html
https://tendaily.com.au/shows/theproject/news/a181120wgy/should-trampoline-parks-have-mandatory-safety-standards-20181120
https://www.smh.com.au/lifestyle/health-and-wellness/australian-government-steps-up-efforts-to-fight-fetal-alcohol-spectrum-disorder-20181121-p50hhj.html?fbclid=IwAR2p3-LFG279wBtHMkKUmt1D9E7TAyk3c8yCwFPMdSCqJdBeTZZOCx0nYeo#comments
https://www.smh.com.au/lifestyle/health-and-wellness/australian-government-steps-up-efforts-to-fight-fetal-alcohol-spectrum-disorder-20181121-p50hhj.html?fbclid=IwAR2p3-LFG279wBtHMkKUmt1D9E7TAyk3c8yCwFPMdSCqJdBeTZZOCx0nYeo#comments


 

 

Disclaimer 

The information contained in Rare Kids Newsletter is 

provided in good faith from sources believed to be  

accurate and true at the time of publication.  The  

material is provided for general information only and does 

not constitute professional advice.  The APSU does not 

expect or invite any person to act or rely on any statement, 

opinion or advice contained herein. 

YƛŘǎ wŜǎŜŀǊŎƘ 

¢ƘŜ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ ²ŜǎǘƳŜŀŘ 

[ƻŎƪŜŘ .ŀƎ пллм 

²9{¢a9!5  b{²  нмпр 

Weôre on the Web 
www.apsu.org.au       

wŜŘ/ŀǇ hƴƭƛƴŜ wŜǇƻǊǝƴƎ /ƭƛƴƛŎƛŀƴǎ ŀǊŜ ƴƻǿ ŀōƭŜ ǘƻ ŎƻƳǇƭŜǘŜ Ƴƻǎǘ ŎŀǎŜ ǊŜǇƻǊǘ ŦƻǊƳǎ 

ƻƴƭƛƴŜ ǘƘǊƻǳƎƘ ƻǳǊ Řŀǘŀ ŎŀǇǘǳǊŜ ƳŀƴŀƎŜƳŜƴǘ ǎȅǎǘŜƳ όwŜŘ/ŀǇύΦ {ƛƳǇƭȅ ŎƭƛŎƪ ƻƴ ǘƘŜ ƭƛƴƪ 

ǇǊƻǾƛŘŜŘ ƛƴ ǘƘŜ ƳƻƴǘƘƭȅ ǊŜǇƻǊǘ ŎŀǊŘ ŜƳŀƛƭ ǘƻ ŎƻƳǇƭŜǘŜ ǘƘŜ ŦƻǊƳΦ [ƛƴƪǎ ǘƻ ǘƘŜ ŎǳǊǊŜƴǘ 

!t{¦ ǇǊƻǘƻŎƻƭǎ ŀƴŘ ŎŀǎŜ ǊŜǇƻǊǘ ŦƻǊƳǎ Ŏŀƴ ōŜ ŦƻǳƴŘ ƛƴ ǘƘŜ ƳƻƴǘƘƭȅ ŜƳŀƛƭ ǊŜǇƻǊǘ ŎŀǊŘ 

ŀƴŘ ŀǊŜ ŀƭǎƻ ŀǾŀƛƭŀōƭŜ ŦƻǊ ŘƻǿƴƭƻŀŘ ƻƴ ǘƘŜ !t{¦ ǿŜōǎƛǘŜΦ LŦ ȅƻǳ ƘŀǾŜ ŀƴȅ ŘƛŶŎǳƭǝŜǎ 

ŀŎŎŜǎǎƛƴƎ ǘƘŜ ƭƛƴƪǎ ƻǊ ǿƻǳƭŘ ƭƛƪŜ ƳƻǊŜ ƛƴŦƻǊƳŀǝƻƴ ŀōƻǳǘ ŎƻƳǇƭŜǝƴƎ ǘƘŜ ŦƻǊƳǎ ƻƴƭƛƴŜΣ 

ǇƭŜŀǎŜ ŎƻƴǘŀŎǘ ǳǎΦ  

{ǝƭƭ ǊŜǘǳǊƴƛƴƎ ǘƘŜ ȅŜƭƭƻǿ ŎŀǊŘ ōȅ ǇƻǎǘΚ  LŦ ȅƻǳ ŀǊŜ ƻƴŜ ƻŦ ǘƘŜ ǊŜƳŀƛƴƛƴƎ фл ŎƭƛƴƛŎƛŀƴǎ 

ƻǳǘ ƻŦ мслл ǎǝƭƭ ǊŜŎŜƛǾƛƴƎ ǘƘŜ ȅŜƭƭƻǿ ǊŜǇƻǊǘ ŎŀǊŘ ǿŜ ǿƻǳƭŘ ƭƛƪŜ ǘƻ ƳŀƪŜ ǊŜǎǇƻƴŘƛƴƎ 

ŜŀǎƛŜǊ ŦƻǊ ȅƻǳΦ  

bƻǘ ŎǳǊǊŜƴǘƭȅ ŀƴ !t{¦ /ƻƴǘǊƛōǳǘƻǊΚ  ²Ŝ ǿƻǳƭŘ ǾŜǊȅ ƳǳŎƘ ƭƛƪŜ ȅƻǳ ǘƻ ōŜŎƻƳŜ ŀ ƳŜƳπ

ōŜǊ ƻŦ ǘƘŜ !t{¦ ŀƴŘ ǘƻ ŎƻƴǘǊƛōǳǘŜ Řŀǘŀ ǘƻ ǎǳǇǇƻǊǘ ƻǳǊ ǳƴƛǉǳŜ ƴŀǝƻƴŀƭ ǎǳǊǾŜƛƭƭŀƴŎŜ 

ŜũƻǊǘΦ   

/ƘŀƴƎŜŘ ȅƻǳǊ ŎƻƴǘŀŎǘ ŘŜǘŀƛƭǎΚ tƭŜŀǎŜ ƭŜǘ ǳǎ ƪƴƻǿ ȅƻǳǊ ƴŜǿ ŘŜǘŀƛƭǎΦ 

¢ƻ ǎǘŀǊǘ ǊŜǎǇƻƴŘƛƴƎ Ǿƛŀ ŜƳŀƛƭΣ ǘƻ Ƨƻƛƴ ǘƘŜ !t{¦ ƻǊ ǘƻ ƴƻǝŦȅ ǳǎ ƻŦ ȅƻǳǊ ŎƘŀƴƎŜŘ ŎƻƴǘŀŎǘ 

ŘŜǘŀƛƭǎ ǇƭŜŀǎŜ ŎƻƴǘŀŎǘ ǳǎ ƻƴΥ  {/Ib-!t{¦ϪƘŜŀƭǘƘΦƴǎǿΦƎƻǾΦŀǳ 

ǇΥ όлнύ фупр оллр 

ŦΥ  όлнύ фупр олун 

ŜΥ {/Ib-!t{¦ϪƘŜŀƭǘƘΦƴǎǿΦƎƻǾΦŀǳ   
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    !ǳǎǘǊŀƭƛŀƴ tŀŜŘƛŀǘǊƛŎ {ǳǊǾŜƛƭƭŀƴŎŜ ¦ƴƛǘ!ǳǎǘǊŀƭƛŀƴ tŀŜŘƛŀǘǊƛŎ {ǳǊǾŜƛƭƭŀƴŎŜ ¦ƴƛǘ  

¦ǇŎƻƳƛƴƎ 9ǾŜƴǘǎ¦ǇŎƻƳƛƴƎ 9ǾŜƴǘǎ  

¢ƘŜ CƛǊǎǘ LƴǘŜǊƴŀǝƻƴŀƭ w/t/I /ƻƴŦŜǊŜƴŎŜ ƛƴ ǘƘŜ a9b! ǊŜƎƛƻƴ 
нфǘƘ τ омǎǘ WŀƴǳŀǊȅ нлмфΣ  /ŀƛǊƻ 9D¸t¢ 

ǿǿǿΦǊŎǇŎƘƳŜƴŀ-ŜƎΦƻǊƎ 

wƻȅŀƭ !ǳǎǘǊŀƭƛŀƴ /ƻƭƭŜƎŜ ƻŦ tƘȅǎƛŎƛŀƴǎ /ƻƴƎǊŜǎǎ 

άLƳǇŀŎǝƴƎ ƘŜŀƭǘƘ ŀƭƻƴƎ ǘƘŜ ƭƛŦŜ ŎƻǳǊǎŜέ 

сǘƘ τ уǘƘ aŀȅ нлмфΣ  !ǳŎƪƭŀƴŘ b9² ½9![!b5 

ǿǿǿΦǊŀŎǇŎƻƴƎǊŜǎǎΦŎƻƳΦŀǳ 

Best wishes for you and your family this Christmas. 

Merry Christmas and Happy New Year! 

Thank you for your ongoing participation and support during 2018 

The Team at the  

Australian Paediatric Surveillance Unit 

http://apsu.org.au/
http://apsu.org.au/
mailto:SCHN-APSU@health.nsw.gov.au
https://rcpchmena-eg.org/
https://racpcongress.com.au/

