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Abstract 
Aim. Following the establishment of paediatric palliative care services over 
recent decades, this study sought to identify information to inform future policy 
and practice.  
Methods. A rapid review using thematic synthesis was conducted to synthesise 
existing information about improving paediatric palliative care. Information 
was extracted in relation to key areas for investment and change: quality, 
access, advance care planning, skills, research, collaboration, and community 
awareness. 
Results. A total of 2,228 literature sources were screened, with 369 included. 
Synthesised information identified clear ways to improve quality of care, 
access to care, advance care planning, and research and data collection. The 
synthesis identified knowledge gaps in understanding how to improve skills in 
paediatric palliative care, collaboration across Australian jurisdictions, and 
community awareness.  
Conclusions. The findings of this review bring together information from a 
vast range of sources to provide action-oriented information to target 
investment and change in paediatric palliative care over coming decades.   
 
Keywords: Palliative Care, Pediatrics, Policy Marking, Health Policy, 
Delivery of Health Care, Quality of Health Care, Health Services Accessibility, 
Teaching, Advance Care Planning, Patient-Centered Care. 
 
Key Points:  

• Rapid review methods were used to synthesise information to inform 
future improvements to paediatric palliative care in Australia.  

• Detailed information is available to help improve quality and access to 
paediatric palliative care, advance care planning, and research and data 
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collection.  
• Further information is needed to inform skills development, 

collaboration across Australian jurisdictions, and public awareness of 
paediatric palliative care.  

 
1. Introduction 
Paediatric palliative care aims to improve the quality of life of children with life-limiting 
conditions and their families, from diagnosis. This includes, but is not limited to, end of life 
care. In 2016, an estimated 24,386 children were living with life-limiting conditions in 
Australia.1 The care of children with these conditions can be complex due to their 
physiological resilience, the uncertain trajectory of their illness, the role of parents or 
guardians as decision makers, and the ongoing development of a child – physically, 
emotionally, cognitively, socially, culturally, and spiritually.2,3  
 
In response to the complex needs of children with life-limiting conditions, many countries 
have progressively developed specialist paediatric palliative care in recent decades.2,3 
Specialist services now exist in most states and territories of Australia,4 although the pace of 
development has been slower than other Western countries such as the United Kingdom 
(UK).5 Work undertaken over recent decades affords an opportunity to synthesise existing 
understandings of effective paediatric palliative care to inform future policy and practice. 
This article reports a review to inform the future development of paediatric palliative care in 
Australia.  
 
2. Materials and Methods 
This study used rapid review methods, which effectively synthesise large amounts and 
diverse sources of information to inform policymaking.6 This review is the first phase of a 
broader project to develop a National Paediatric Palliative Care Action Plan. A steering 
committee comprised of staff, representatives, and nominees from Palliative Care Australia 
(PCA) and Paediatric Palliative Care Australia and New Zealand (PaPCANZ) oversaw the 
design and conduct of the review. Many steering committee members also contributed to this 
article as co-authors. 
 
2.1. Search Strategy 
Peer-reviewed literature was searched using Medline, CINAHL, and Embase. ‘Grey’ 
literature (i.e., literature that is unpublished and not peer-reviewed) was searched using 
Google Advanced Search. The search strategies are available in Supplementary File A. 
Additional literature was identified through sources such as reference lists of included 
literature sources.  
 
2.2. Screening 
The following inclusion criteria, developed in consultation with the steering committee, were 
adopted so the findings of the review would inform the National Paediatric Palliative Care 
Action Plan:  

1. A specific focus on paediatric palliative care; 
2. A focus on improvement in at least one of the following areas:  

a. Quality;  
b. Access; 
c. Advance care planning; 
d. Skills; 
e. Research and data collection; 
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f. Collaboration across jurisdictions; 
g. Dissemination of information; 
h. Community awareness; 

3. Including information relevant to the Australian context (e.g., information about 
developing paediatric palliative care in countries where this is currently non-existent 
was not eligible for inclusion).  

 
Each source was screened using the online systematic review tool Covidence by a single 
reviewer, with a second reviewer consulted where necessary. Each source was screened by 
title and, where available, abstract. When necessary, the full literature source was read to 
determine eligibility.  
 
2.3. Quality appraisal and information extraction 
Consistent with other rapid reviews,6 no established quality appraisal tool was used. An 
Information Extraction Tool was custom developed (see Supplementary File B). Quality 
appraisal and information extraction was undertaken by a single reviewer using Covidence, 
with a second reviewer consulted where necessary.  
 
2.4. Information synthesis 
Thematic synthesis was used to synthesise diverse forms of information across the literature 
sources.7 A single reviewer synthesised information using the qualitative analysis software 
NVivo, with feedback from other reviewers. Four literature sources produced by key 
international and Australian policymaking organisations (the World Health Organization, the 
Australian Commission on Quality and Safety in Healthcare, Palliative Care Australia, and 
Paediatric Palliative Care Australia and New Zealand) were identified as providing policy 
recommendations that are particularly influential in Australia.4,8-10 Each major finding from 
the synthesis was compared against these documents to determine compatibility with 
recommendations by key policymaking organisations. 
 
3. Results 
The peer-reviewed literature search was conducted on 30 October 2020, and the ‘grey’ 
literature search on 13 November 2020. Screening resulted in 369 sources being included in 
the review (see Figure 1). The majority of the included information sources were peer-
reviewed empirical studies (n = 361). A small number of ‘grey’ literature sources were 
included (n = 8). 
 
---------------INSERT FIGURE 1 AROUND HERE--------------- 
 
The synthesis identified many literature sources relevant to some key areas and relatively 
fewer sources relating to other areas (see Table 1). Many sources related to multiple key 
areas. No unique literature sources were identified in relation to improving dissemination of 
information that were not already addressed in another area. This area is therefore not 
specifically reported below.  
 
---------------INSERT TABLE 1 AROUND HERE--------------- 
 
Due to space constraints, key findings and references are reported below. A comprehensive 
report is available at: https://eprints.qut.edu.au/211016/  
 

https://eprints.qut.edu.au/211016/
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3.1. Improving quality  
Patient- and family-centred care as a way of improving the quality of paediatric palliative 
care is promoted across literature sources,11,12 including by key policymaking 
organisations.4,8-10 Although there is some uncertainty about the extent to which patient- and 
family-centred care is currently achieved,13 ensuring continuity of care by a trusted clinician 
is known to promote such care.12  
 
A multidisciplinary approach  (sometimes referred to using related terms such as 
‘interdisciplinary’) is also known to improve quality,14,15 and is advocated for by key 
policymaking organisations.4,8-10 This should extend beyond specialist paediatric palliative 
care to include other acute care specialities where children receive palliative care, such as 
neonatal intensive care.14,15 Multidisciplinarity should also encompass community healthcare 
services, including but not limited to community palliative care. One strategy for facilitating 
this is the ‘pop up’ model, where specialist paediatric palliative care services support local 
acute- and community-based services to care for individual children at times when they need 
this.16 Integrating care across disciplines and settings can be managed through care 
coordination.3,15  
 
Setting benchmarks through documents such as guidelines, frameworks, and policies is one 
way to improve quality.17 Key documents in Australia include A Practical Guide to Palliative 
Care in Paediatrics, published in 2014,18 and service development guidelines published in 
2018.4 Future iterations could be informed by methodologies (e.g., systematic reviews) that 
have been used in other countries, such as the UK.19  
 
3.2. Improving access  
Early integration of paediatric palliative care so that it is delivered alongside care with 
curative intent, is known to improve access17,20 and is recommended by key policymaking 
organisations.4,8-10 The most common strategy for early integration is through the adoption of 
one or more ‘triggers’, such as those in the Paediatric Palliative Screening Scale (PaPaS).21  
 
Many literature sources highlight the importance of improving access by providing paediatric 
palliative care in various settings,22 and key policymaking organisations recommend this.4,8-10 
This includes providing access to respite care, to ensure families have opportunities to 
manage the needs of their child with a life-threatening or life-limiting condition alongside the 
needs of other family members.19,23 In Australia, a population dispersed across vast 
geographical space creates challenges for ensuring equitable access to paediatric palliative 
care. Support for families living in regional, rural and remote parts of Australia can be 
improved through strategies such as the ‘pop-up’ model described above16 and through 
telehealth.24  
 
A small number of literature sources emphasise the specific needs of culturally and 
linguistically diverse populations,25,26 and key policymaking organisations recommend 
addressing these.4,8,10 In Australia, policymaking organisations place particular emphasis on 
Aboriginal and Torres Strait Islander people.4,10  
 
3.3. Improving advance care planning  
Advance care planning (ACP) is “…a process of discussions between families and health 
care providers about preferences for care, treatments and goals in the context of the patient’s 
current and anticipated future health”.27 ACP is recommended by key policymaking 
organisations.4,8-10 Nevertheless, many children who are likely to benefit from ACP either do 



7 
 

not receive this at all or receive it close to the end of their life, when its usefulness may be 
limited.28  
 
At the level of healthcare systems, ACP can be improved by early integration of specialist 
paediatric palliative care,29,30 a finding consistent with the literature about improving access. 
There is some evidence that uptake of ACP can be improved at a population level by 
developing policies and procedures that support proactive planning.31 An Australian 
framework is available that includes triggers to commence advance care planning.32 
 
The synthesis of literature sources highlighted that ACP could be improved through patient- 
or family-focused interventions.33,34 Interventions should be targeted or adaptable to the 
needs of particular groups, such as adolescents and young adults and culturally and 
linguistically diverse populations.34 In addition to patient- or family-focused interventions, 
clinician training is important for improving ACP.35 This is addressed further in the next 
section.   
 
3.4. Improving skills  
There are important limitations in the literature about improving skills, knowledge, and 
confidence in providing paediatric palliative care. First, most literature focuses on clinicians 
with far less consideration given to improving the skills and knowledge of patients or 
families. Second, although many sources recommended training in specific areas, very few 
determined priorities. Those sources that did determine priorities have limited transferability 
to contemporary Australia,36,37 although Palliative Care Australia has suggested priority 
areas.4 Third, there is an absence of robust evidence about optimal education approaches.38 
 
There are calls for a foundational level of competence in palliative care across a range of 
specialties in paediatrics, in recognition that these clinicians are likely to encounter instances 
where a palliative approach to care will be appropriate.39 Developing foundational 
competencies are recommended by several key policymaking organisations.4,8,10 A hierarchy 
of skill levels may guide investment in training.39 For instance, foundational competencies in 
a palliative approach could be required for undergraduates and qualified paediatric clinicians. 
Beyond this, general palliative care training could be provided to those more frequently 
involved or with an interest in caring for children with life-limiting conditions. At the highest 
level, specialist paediatric palliative care training could be provided to those whose core 
activity is caring for children with life-limiting conditions.  
 
A recent call was made for developing central repositories of educational resources and 
curricula that suit the different contexts in which paediatric palliative care is provided.40 To 
achieve this, there may be scope to expand existing international initiatives, such as 
Education in Palliative and End-of-Life Care (EPEC) Pediatrics.41 There are also resources 
available in Australia through the Quality of Care Collaborative Australia in Paediatric 
Palliative Care (QuoCCA), which facilitates scheduled, ‘pop-up,’ or incidental training.42  
 
3.5. Improving research and data collection 
A common theme identified across the literature was the need to enhance routine data 
collection by developing and implementing quality indicators relevant to the specific needs 
and characteristics of paediatric palliative care.43,44 Although some key policymaking 
organisations have specifically recommended this,4,8 and a checklist of clinical indicators for 
paediatric palliative care is available,18 no quality indicators specifically developed or 
adapted for use in Australia were identified.  
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Many projects have been undertaken that identify priorities for research in paediatric 
palliative care,45,46 although no sources could be identified that specifically considered 
research priorities in Australia. There are calls to include key stakeholders across the research 
process, including child patients, their well siblings, and other family members.43,45 This 
would help ensure research meets any needs specific to paediatric palliative care in Australia. 
Investment in research is recommended by key Australian policymaking organisations.4,9  
 
3.6. Improving collaboration across jurisdictions 
Both federal and state or territory governments have a role in developing, funding, and 
providing paediatric palliative care in Australia.47 Service development guidelines produced 
by Palliative Care Australia advocate planning across jurisdictions to ensure all children with 
life-limiting conditions and their families have access to at least one specialist paediatric 
palliative care service, even if a child lives in a state or territory that does not have a 
specialist service.4 Very little information was identified to inform improved collaboration 
across jurisdictions.  
 
Following a recommendation to ensure state-based services are developed and delivered in 
line with best-practice guidelines (including those developed at the national level)47 
additional guidelines have been developed by key policymaking organisations.4,10 Beyond 
policy, the QuoCCA initiative described earlier provides a clear example of national 
collaboration to improve paediatric palliative care across Australia.42 These existing policies 
and programs provide a foundation for future initiatives to improve collaboration across 
Australian jurisdictions.  
 
3.7. Improving community awareness 
Improving awareness of palliative care within the community is likely to contribute to 
enhanced quality of care. For example, families are more likely to approve of and access 
paediatric palliative care once they understand that it focuses on alleviating symptoms and 
enhancing quality of life.48 Although improving community awareness is critical, very little 
information addressing this topic was identified through the review. There is some evidence 
to support the promotion of death literacy within schools,49 and to work with communications 
specialists to promote community understanding of paediatric palliative care.50 There is scope 
for further work in this area.  
 
4. Discussion 
Paediatric palliative care has rapidly developed over recent decades, both in Australia and 
internationally.2,3 Alongside policy and service development, research evidence has grown in 
a way that will enable further developments in policy and practice. The major findings of this 
rapid review (see Table 2) could facilitate the future development of policy and practice by 
systematically identifying and synthesising information with relevance to paediatric palliative 
care in Australia.  
 
---------------INSERT TABLE 2 AROUND HERE--------------- 
 
This review has identified many literature sources that provide information about improving 
quality and access to paediatric palliative care. Priorities in this area should be to promote: 1) 
patient- and family-centred care; 2) a multidisciplinary approach to care; 3) early integration 
of specialist paediatric palliative care; 4) the use of advance care planning; 5) the provision of 
care in a variety of settings; and 6) considering the specific needs of the culturally and 
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linguistically diverse people that comprise contemporary Australia. Australian guidelines are 
currently available to inform initiatives across each of these areas4,10 but future development 
could be enhanced by methodologies that have been utilised in other countries.19 For 
example, UK guidelines are based on systematic reviews, supplemented by expert opinions 
from clinicians and lived experience from children.19  
 
Many literature sources consider ways to improve skills in paediatric palliative care. 
Although hierarchies of competency in palliative care have been identified for different areas 
of paediatrics, there is ongoing need to identify priorities for skills development, and optimal 
ways of delivering education.38 Furthermore, although enhancing the skills and knowledge of 
the clinical workforce are essential, this should not be at the expense of considering the skills 
and knowledge of patients and families. Enhancing the knowledge and skills of patients and 
families will increase the likelihood that the child can be cared for in a location of their 
choice, including their own home.  
 
A subset of the literature sources included in the review highlight the importance of routine 
data collection to inform continuous quality improvement and research to underpin evidence-
based practice. Considerable work has been undertaken internationally to identify research 
priorities,45,46 as well as to develop quality indicators that can be used for routine data 
collection.21,43,44 The extent to which these are applicable in the Australian setting remains 
unclear.  
 
Effective collaboration across jurisdictions is critical to the delivery of paediatric palliative 
care in a federated nation state such as Australia.47 Improving community awareness of 
paediatric palliative care will also be essential.48 The paucity of information available about 
both these areas is indicative of the need for further research and investment to underpin 
future improvement. 
 
There are strengths and limitations associated with the broad focus of this rapid review. A 
key limitation is a lack of detailed analysis of how to accomplish specific initiatives that will 
improve paediatric palliative care. However, often the synthesised literature sources included 
review articles that consider these initiatives in greater detail. Although the review was broad, 
an absence of literature in certain areas, such as about Aboriginal and Torres Strait Islander 
children, means significant gaps in knowledge remain. A key strength of the broad focus of 
this rapid review is bringing together information from a vast range of literature sources, with 
a specific aim of considering this information in relation to Australia. In comparison to other 
Western countries, there is scope to accelerate the development of paediatric palliative care in 
Australia.5 The results of this review thereby provide action-oriented information to target 
future investment.  
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Figure 1: Screening results  
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Table 1: Number of literature sources addressing each topic 
Improvement Area Number of Sources 
Quality 137 
Access 128 
Advance care planning 62 
Skills and knowledge 133 
Research and data collection 69 
Collaboration across jurisdictions 9 
Community awareness 7 

 
Table 2: Summary of key areas for investment 
Investment Area Key Initiatives 

Quality 
• Ensure patient- and family-centred care 
• Facilitate multidisciplinary care 
• Set quality benchmarks 

Access 
• Ensure early integration 
• Deliver care across different settings 
• Accommodate diversity 

Advance care planning 

• Ensure early integration of specialist paediatric 
palliative care 

• Develop and implement patient- or family-
focused interventions 
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Skills and knowledge 

• Ensure foundational competence in palliative care 
across the paediatric workforce 

• Develop educational resources and curricula  
• Identify priorities for skills development  
• Understand optimal ways to deliver education 

Research and data collection • Develop and implement quality indicators 
• Identify research priorities in Australia 

Collaboration across jurisdictions • Invest in better understanding how to enhance 
collaboration 

Community awareness • Invest in better understanding how to improve 
awareness 
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