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What is paediatric palliative care?

• "Palliative care for children and young people with 
life-limiting conditions is an active and total
approach to care, embracing physical, emotional, 
social and spiritual elements. It focuses on 
enhancement of quality of life for the child and 
support for the family and includes the 
management of distressing symptoms, provision of 
respite and care through death and bereavement."

(Royal  College Paediatrics and Child Health, UK)
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Why develop a resource?

• National Palliative Care Program, Australian 
Government of Health and Ageing study (2004) 
into paediatric palliative care delivery in Australia 
identified:
“the provision of comprehensive and timely 
information about both clinical and management 
aspects of paediatric palliative care … to provide 
families (particularly in rural areas), local health 
care professionals, community hospitals and other 
relevant organisations.”

Paediatric Palliative Care Model of Care Review – Final Report 2004
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Aim of the resource
• To provide quality information to dying 

children and their families and communities
• To enable children and their families to 

utilise the document in a timely fashion 
throughout their individual experience of 
the journey

• To ensure the resource is targeted at non-
medical people across all areas of Australia, 
particularly rural, regional and indigenous 
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Consulting on the development of a 
resource?

“Rather than relying on expert opinion about 
what is needed and how best to provide it, 
stakeholders must be consulted about their 
priorities and realities.” (MacPherson 2006)
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Consulting on the development of a 
resource?

Consumers:
• “to act as a ‘reference group’ for consultation, providing an 

organized resource, clearly valued by …staff and others to 
assess service users’ views. 

• Comprise “… network ….committee … cross membership 
with a wide array of network and non-network, cancer-
related and non cancer-related, local, regional and national 
groups” (A. Richardson et al 2005)

• “The failure to include a critical reference group of 
consumers and carers will create the unnecessary risk that the 
questions they consider most pertinent, through their own use 
or contact with the service will go unmasked”( Lammers and 
Happell 2004)
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What do the working committees look 
like?

Clinical Reference Group comprised clinicians and 
government representatives 
– General Practice
– Consultant palliative care paediatrician
– Paediatric palliative care nurses
– Social workers
– Carers Australia
– Commonwealth government
– Palliative Care Australia
– Parent 
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What do the working committees look 
like? (2)

Carer Advisory Group comprised 
– Parents in focus groups of children with 

malignant and non-malignant disease
– Parent conversation via in-depth phone 

interviews
Aim: To ensure the resource meets the needs 

of the primary target audience, children and 
their families
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What principles need to be considered 
when different levels of people work 

together?
• Understanding roles, aims and scope of project
• Understanding how government operates 

– Policy development and implementation
– Limitations of the project funding

• Health professionals add academic, knowledge 
of existing resources and experiential content

• Parents add real life experience and insight into  
what is helpful and not helpful information
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Role of parent on Steering Committee

• To add reality and depth to the academic input 
with the inclusion of both experiences and 
feelings relevant to the information 

• Assist in filtering information

• Ensure the information provided is presented in a 
clear and concise way that is easily understood by 
all consumers who may require the resource
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Role of parent on Steering Committee

• Provide feedback to and from other parents in 
carers group who are assessing and reviewing 
work of the steering committee

• To assist in the development of a format for 
the resource that is applicable and usable to 
the spectrum of consumers who will be 
requiring it
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Working with parents and health 
professionals

• By combining professional knowledge and clinical 
skills with lived experiences a feasible and 
multidimensional project is delivered

• Provides a learning experience for clinicians,
carers and policy writers
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Tailoring each Folder

• Identify basic services in local state
• Identify services in local town or council 

area
• Identify services specific to child’s illness 

and family’s needs
• Add to the folder throughout time 
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Challenges
• Inclusion of rural/remote
• Inclusion indigenous health professionals
• Interstate collaboration
• Ensuring colleagues reviewing document understood 

the limitations of the project e.g. aimed at parents not 
health professionals

• Project officer changes
• Project leadership from a peak body not clinical 

practice
• Development of a document that meets the needs of 

families crossing the complexities of remoteness and 
information technology
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Achievements

• Commitment to include families
• Completion of document that has been 

successfully used across Australia
• User friendly document that is somewhat 

different to the anticipated product
• Project philosophy and principles can be 

used in future projects e.g. National Care Planning 
Project auspiced by The Victorian Paediatric Palliative Care 
Program
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Parent/Carer feedback

Knowledge
• “In a way we have become experts because we have 

lived the experience not just learnt the knowledge”
• Our biggest regret about this project is that we did not 

have it when we needed it"
Isolation
• " The thought that there are other families out there 

going through what we did is gutwrenching, I hope what 
we have done will help them and let them know they are 
not alone“

Carers Advisory Group
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Parent/Carer feedback

Grief
• " I feel as though my daughters struggle and our 

experiences have not been in vain, to honour her 
memory by helping other families is such a positive 
feeling"

• "When ...... died very few people wanted us to talk about 
it and suddenly with this project we have been 
encouraged to openly speak and express our 
experiences and feelings and it has really assisted us in 
our grieving process"

Carers Advisory Group



22/2/07 VPPCP/DoHA/PCA

Distribution of document
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State/Territory Clinician Other Metropolitan Regional

New South Wales 57 19 31 45

Aust Cap Territory 3 3 6 -

Tasmania 8 3 9 2

Victoria 29 12 23 18

South Australia 15 11 17 8

Northern Territory 3 - 3 -

Western Australia 14 7 13 8

Queensland 35 15 23 27

Overseas 17 2 21 -

Sub Total 181 73 146 108

Total 254 254
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Feedback about developing the 
document

“You often don’t know what the 
questions you need to ask are”

“If caring for someone terminally ill –
if the info is hard to get to, you won’t 

bother, you just don’t have time”

“I was afraid to know at first, I got some 
amount of information, then did my own 

research later in my own time. It’s 
common to have fear”

“The language they use can be very difficult 
to understand, particularly at the beginning 

when you are not used to it ”

“A checklist of what paperwork to do when 
a child dies eg. Inform equipment suppliers, 
call doctors, things to cancel – Centrelink, 

medical insurance”

“But the information has to be localised. I think I’d 
be frustrated if I didn’t have a resource that was 

localised”
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Preferred Format
• Many want the resource available in both a booklet/folder and a 

website.
• Women preferred a booklet/folder but felt their husbands would 

prefer the website
• A booklet/folder is preferred:

– Not everyone has access to or likes using computers
– Tangible

• Can give to parents straight away so that they immediately 
have something

• Can pass round to family / friends
• Its their own personal resource

– Can carry with them
– Put on their shelf

– Convenient
• Can use it anywhere / pick it up anytime

– While having a drink, when in bed

Important as they have little spare time

– Generally prefer a folder including brochures over a book as can
copy and/or hand out to family and friends

“A lot of people are 
computer-illiterate. They 
could miss out totally”

“If they have a book to give to you 
from day one and say here, go home 
and read this it would answer a lot of 

your questions ”

“A booklet’s handy – you 
can read it while doing 

something else”

“It’s personal – it’s your own”
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