
The Children’s Hospital at Westmead carers at kids Newsletter | Summer 2014 | Page 1

We would like to thank Julie for the following information 
about her website which shares knowledge and advice for 
those with a wheelchair, children and the travel bug.

“When our family booked our first big overseas holiday we 
found ourselves saying ‘surely we can’t be the first people 
with someone with a disability to do this?’ We certainly 
weren’t the first, but at times it felt that way. When we 
returned from what turned out to be a fantastic holiday we 
decided to share our information with others that may be 
travelling with someone in a wheelchair.

Our son is 17 years old and has Cerebral Palsy and we found 
we had much to consider when we travelled. I could see how 
families may find it overwhelming and all too difficult but 
with planning and research we had a trip that our family will 
remember for the rest of our lives.

After we unpacked and all the excitement of the trip was 
over we started working on a website. The idea has grown 
from a little bit of information about our trip to America to 
information on our local holidays, cafes and playgrounds that 
are wheelchair friendly. We try to put a variety of information 
on the site because we understand that there is a huge range 
of abilities out there and America may be out of reach for 
different reasons. That’s okay, because there is plenty of fun 
to be had in Sydney. We also share on our Facebook page 
any new ‘finds’ like equipment and services that we think are 
unique or just could be useful to other families.

I am a chatty person so I want the information to be friendly 
and simple from our perspective. When I read about a 
destination I want to feel excited and inspired to go there 
not to read about the gradient of a ramp (though it is of 
course important to know it is accessible). Being an ex travel 
consultant it is in my nature to want to share information 
about places that I love, so the website has been easy from 
that perspective.

I always dreamt I’d be one of those mums getting on the 
plane with one neat bag and looking like I’d just stepped 
out of Vogue. The reality is I arrive at the plane door and 
have to load up with wheelchair cushions and all kinds of 
other paraphernalia in my comfy non-Vogue track pants! At 
the end of the day it’s about spending quality time with my 
family. A holiday brings that and although I’d love to be the 
Vogue Mum I’ve accepted that’s not going to happen.
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 A wheelchair definitely changes the way you travel but from 
our experience there are fantastic services out there and the 
airlines have always been very accommodating. A positive 
attitude and the ability to not take yourself too seriously goes 
a long way to making for a wonderful family experience.”

Top Travel Tips:
•	 	Start	local	if	you	are	unsure	of	how	the	holiday	will	go.	

We did many car trips before we took on air travel. This 
gives you an idea of the ‘must haves’ for trips.

•	 Ask	questions	and	research	your	hotel	or	destination.	

•	 	When	asking	questions,	don’t	assume	that	the	hotel	
reservation staff know what you need. You may need to 
really spell it out for them i.e. is there room to transfer 
from wheelchair to toilet, are there any stairs at all? 
Although it may seem at the time you are being over the 
top, it saves a lot of disappointment when you get to your 
destination if you know exactly what facilities are there. If 
they don’t have the answers ask them to find out. Always 
be polite and don’t get frustrated with the process, you 
will always receive better service this way.

•	 	Accept	that	travel	with	a	wheelchair	is	often	slower	and	
takes more time in each place. Don’t try to cram as much 
in as maybe you used to. Some places, like Disneyland, 
will have exceptional service where you go to the front of 
the queue but generally things are slower.

•	 	Build	as	much	storage	into	your	wheelchair	as	you	can	
when you order it. It is invaluable for even day trips 
around the city, particularly if you have other children.

•	 	Ask	if	the	Companion	Card	is	accepted	at	attractions	
and shows as this is a big money saver. Even animal 
encounters like Sea World, for example sometimes 
accept this card. This makes a special experience often 
affordable for a family.

•	 	Always	travel	with	your	MLAK	key	in	Australia.	It	gives	
you	access	to	disabled	toilet	facilities,	Liberty	swings	and	
change facilities. Attach it to the wheelchair and it will 
always be handy.

For more travel tips and regular updates on Julie and her 
family’s travels visit their website or follow them on Facebook:

www.havewheelchairwilltravel.net 
www.facebook.com/havewheelchairwilltravel 

Have Wheelchair Will Travel
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Who is eligible to  
receive support under 
Better Start?
The Better Start program is an Australian government 
initiative funded by the Department of Families, Housing, 
Community Services and Indigenous Affairs (FaHCSIA). The 
Better Start initiative supports families and their children who 
have a diagnosis of Down Syndrome, Fragile X Syndrome, 
Cerebral Palsy, moderate or greater vision or hearing 
impairments including deaf-blindness. In January 2013 this 
program was expanded to cover children with a diagnosis of 
Prader	Willi,	Williams,	Angelman,	Kabuki,	Smith-Magenis,	
CHARGE,	Cornelia	de	Lange	or	Cri	du	Chat	Syndromes,	or	
Microcephaly.

More information about  
early intervention funding
Eligible children can be registered to access early intervention 
funding of up to $12,000 (up to a maximum of $6,000 in 
any one financial year).

The increased access to targeted early intervention in 
the pre-school years is intended to complement existing 
Commonwealth and State and Territory government services 
and to assist these children to have the best possible 
preparation for the transition to school.

The funding can be used to pay for early intervention services 
provided by a range of early intervention professionals who 
are members of the Better Start Early Intervention Service 
Provider Panel.

The professionals on the panel include:

•	 speech	pathologists	

•	 audiologists	

•	 occupational	therapists	

•	 physiotherapists	

•	 psychologists	

•	 orthoptists

•	 teachers	of	the	deaf	

•	 optometrists	

Eligible children must be registered before their sixth birthday 
and families will have until their child turns seven to use the 
early intervention funding.

For more information go to the website: http://betterstart.net.
au/ or call 1800 242 636 The information is available in a 
range of languages. 

Hoyts Cinemas is offering $1 movie tickets for 
carers who come accompanying the person they 
care for.

Carers simply need to present either a 
Healthcare Card with a CD or CP code noted 
in the payment type section or A Centrelink 
Pension Card with CAR or DSP noted on the 
reverse side of the card to be eligible. 

All Hoyts cinemas are accepting this special 
offer until 31 March 2014.

Please note the following terms and conditions.

•	 	Carers	will	not	be	allowed	$1	carers	ticket	if	
not accompanying the person they care for. 

•	 	The	person	with	a	disability	will	be	charged	
admission at the appropriate rate for their 
category (i.e. concession/senior/child). 

•	 	If	the	person	with	a	disability	is	
accompanied by multiple carers, only one 
carer is allowed the $1 carers ticket. 

•	 	Offer	valid	all	day,	everyday	including	
Saturday nights, school holidays and  
public holidays. 

•	 	Offer	valid	for	special	events	including	3D	
films ($1 fee for 3D glasses) and gala events. 

•	 	Offer	valid	for	Hoyts	La	Premiere,	Directors	
Suite, Bean Bag Cinema, Xtremescreen  
and	IMAX®.

Hoyts Cinemas 
is offering  
$1 movie tickets 
for carers!



The Children’s Hospital at Westmead carers at kids Newsletter | Summer 2014 | Page 3

Trauma Teddy 
Thank You
Dawn Wakefield is in her eighties and tries to remain active with croquet and 
social	functions.	The	loved	mother	and	grandmother	also	likes	to	contribute	
to	the	community	and	she	knits	wonderful	teddies.	The	popular	teddies	are	
distributed to children who visit the Parent and Carer Resource Centre (PCRC). 
Dawn buys all the wool and stuffing herself and embroiders truly expressive faces 
on the teddies. She makes one teddy a night while watching television. We thank 
Dawn for her wonderful contribution to the PCRC. 

Would you like to know 
more about health and 
medical research? 

Would you like to 
contribute to the research 
process but don’t know 
where to start?

Parents/Caregivers 
Research Workshop 
Tuesday	18	March	2014	

9.30am-2.30pm 

Doreen	Dew	Lecture	Theatre	

Education	Centre,	Level	4	

The	Children’s	Hospital	at	Westmead

The basic research information workshop covers topics such as:

•	 funding	and	ethics	processes

•	 different	types	of	research

•	 research	terminology

•	 tips	on	contributing	effectively	
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Carer Tips 

Book Review: Pea Soup
Author	Lisa	Nops.	Price	$29.99

Lisa	Nops	has	written	a	book	about	her	experiences	of	having	a	daughter	with	Autism,	some	of	the	challenges	she	
has faced and the joy she has felt. The book is written from her point of view and talks about things the family tried 
to	help	their	daughter.	Thoroughly	enjoyable	and	easy	to	read	book.	Lisa	has	kindly	donated	a	copy	to	the	Parent	
and	Carer	Resource	Centre	for	families	to	read.	Reviewed	by:	Kelly	Bowler,	Carer	Support	Officer.

Join	IDEAS	and	get	a	free	bimonthly	newsletter	
detailing national conferences relating to 
specific disability groups, locations and booking 
information for holidays that are disability friendly, 
a telephone hotline for sourcing support groups, 
appliances, government and non-government 
services, etc. 

IDEAS	link	is:	http://www.ideas.org.au		 
or	phone:	Toll	free	1800	029	904,	 
Hearing	impairment	TTY	02	69473377.

Thanks	to	one	of	our	carers	for	supplying	us	with	
this excellent tip to share with others. 

This	is	your	opportunity	to	help	each	other	out	
with any tips or hints you have learned while 
looking after your child with a chronic illness or 
disability. We are looking for anything which has 
made life more manageable for you or for your 
family, send your tips to  
Kelly.bowler@health.nsw.gov.au 
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Hospital change tables 
for older children
If you are looking for facilities to change an older child try  
the change room located in the Emergency waiting area. 
There is another change room in X-ray on level 2, it will fit  
an older child but is not long enough for a teenager.

If you need to take “time out” or if you want to 
locate information about a range of services, the 
Parent and Carer Resource Centre is the perfect 
place for you! We are located on level two 
opposite	Kid’s	Health,	and	our	contact	number	is	
9845	0580.

The following free services are available  
at the Centre:

•	 Carer service directories
•	 Daily papers and magezines
•	 Microwave
•	 Computer and internet access
•	 Free tea and coffee
•	 Access to Driver Reviver Room
•	 Free book exchange
•	  Regular activities and events for parents & carers
•	 Local	information

The Parent and Carer Resource Centre
A great place for timeout, support and information!

Upgrade of the  
feeding room
In response to feedback from parents, the Carer Support 
Program has helped upgrade the feeding room near the 
Volunteers Shop. The area is now more suitable as a quiet 
area to feed babies and older children as well as a space  
for children experiencing sensory overload while waiting for 
an appointment. 

•	 3268 patients attended lessons in our hospital school

•	 There were 1,038,267 outpatient appointments

•	 There	were	530	volunteers	and	3,508	staff

•	 We	used	112,980	band	aids

Did you know in 2013 at 
The Children’s Hospital at 
Westmead...
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Calendar  
and Contacts
Carers NSW 

Carers	NSW	is	an	association	for	relatives	and	friends	caring	
for people with a disability, mental illness, drug and alcohol 
dependencies, chronic condition, terminal illness or who are 
frail. Have a number of courses running.  
Check their website for current courses: 
www.carersnsw.asn.au or call 9289	4226

Northern Sydney Central Coast Area Health 

Have lots of events and courses for parents and carers. 
www.internetapps.nsccahs.health.nsw.gov.au/eventdiary 
or 8877	5349

Siblings Australia

Interactive workshops about sibling issues for professionals 
and parents. For more information, check out www.
siblingsaustralia.org.au, or to organise your next workshop, 
call 0408	720	558 email kate@siblingsaustralia.org.au 

Cerebral	Palsy	Alliance	(formerly	The	Spastic	Centre)

Cerebral Palsy Alliance works to enhance the lives of people 
with Cerebral Palsy and enable their full participation in the 
community.

A range of information sessions for people with Cerebral 
Palsy and their families are held throughout the year.  
Check out www.thespasticcentre.org.au 

The	Leukaemia	Foundation	

The	Leukemia	Foundation	is	the	only	national	organisation	
dedicated to the care and cure of patients and families living 
with leukemias, lymphomas, myeloma and related blood 
disorders.Numerous	free	courses	are	offered.	 
See www.leukaemia.org.au or phone 9902 2222

Early Days 

Early Days is a series of workshops for mothers, fathers 
and other family carers of children aged six years or younger 
who have recently been diagnosed with an autism spectrum 
disorder or are going through the assessment process. 
To book into any of the workshops listed or to request a 
workshop to be scheduled in your local area phone  
1800	334	155	(freecall).  

To find out more information go to www.earlydays.net.au 

Early Days Online Workshops for Parents

•	 Building	Your	Resilience	to	Stress

•	 Managing	Stress

•	 Supporting	Siblings

•	 Video	Modelling

•	 Communication

•	 Self-Management

•	 Sleep

•	 Fathers

Autism	Spectrum	Organisations

The country’s largest not-for-profit autism specific service 
provider provides information, education and other services. 
For more information about courses phone: 8977	8331 or 
go to www.autismspectrum.org.au.

To register please call 8977	8353 or email 
edworkshops@autismspectrum.org.au 

Positive Partnerships 

Supporting school aged students on the Autism Spectrum. 
Provides workshops and information sessions for parents/
carers of school aged children with ASD. For more information 
on workshops go to www.autismtraining.com.au

Workshops and information sessions for parents and carers of 
school aged children with Autism Spectrum Disorder are free 
of charge.

Self-paced online parent/carer courses

•	 Understanding	Autism:	Using	the	Planning	Matrix	

•	 Creating	Positive	Partnerships	

•	 Problem	Solving:	Using	the	GROWTH	Model	

•	 Developing	Support	Networks	

•	 Using	Evidence	to	Guide	Decision	Making
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Family	Advocacy

Family Advocacy is an independent, disability advocacy 
organisation	which	works	across	NSW.	Holds	numerous	
courses, for more information or to register phone  
9869	0866 or 1800	620	588	
(Free	call	for	NSW	non	metro	callers)	or	 
workshops@family-advocacy.com or go to 
www.family-advocacy.com

Resourcing	Families

Resourcing Families provides support and information to 
families of children and young people with developmental 
disability	in	NSW.

For more information phone 9869	7753 
or info@resourcingfamilies.org.au

Learning	Links	

Provides education for parents/carers of children with 
disabilities and learning support needs as well as 
professionals who may work with them. They have a number 
of courses which involve a fee, further information available 
at www.learninglinks.org.au
phone 8568	8200 or mail@learninglinks.org.auilepsy

Epilepsy Action Australia

Webinars allows anyone across Australia to access the 
services of Epilepsy Australia without face to face contact 
and in the comfort of your own home. As long as you have 
internet access and a phone, they can deliver an education 
webinar to you and your family. 

For more information about other seminars and courses run 
go to www.epilepsy.org.au/our-services 

Corner Hawkesbury Road and Hainsworth Street
Locked	Bag	4001	Westmead	NSW	2145	Sydney	Australia
Tel	02	9845	0000
Visit our website: www.schn.health.nsw.gov.au

We want to hear  
from you!
We would like to be able to share your stories,  
experience and knowledge. If you have something to say, 
we are listening. 

Contact	Kelly	Bowler,	Carer	Support	Officer	on	 
9845	3590, Kelly.bowler@health.nsw.gov.au or speak 
to a volunteer in the Parent and Carer 
Resource Centre.

Organisations wanting to advertise 
carers’ activities or seminars are also 
encouraged	to	contact	Kelly.

If you would like to unsubscribe to 
this newsletter or any of the carers 
news, please email  
Kelly.bowler@health.nsw.gov.au 
with unsubscribe.

The Carer 
Wellness program 
will start again in 
February 2014
Yoga	•	Reflexology	•	Massage	Therapy

All classes are free of charge. 
Timetables and  
booking information:  
www.chw.edu/parents/csp


