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ABSTRACT 

Introduction: Infants with life-limiting conditions (LLC) are a heterogeneous 

population, and furthermore they comprise of the highest deaths in childhood. The 

provision of palliative care for infants is complex and impacted by unique challenges 

that may reduce the opportunity to integrate palliative care principles and practices 

into their care. Infants may receive palliative care in a diverse range of health settings 

and by interdisciplinary primary healthcare teams, which may not involve specialist 

palliative care service consultation. 

 

Aim: The overall aim of this study was to better understand how palliative care is 

delivered to infants with life-limiting conditions and examine the involvement of 

specialist palliative care service consultation in this population.  

 

Methods: The thesis consists of two studies. The first study (Study 1) was a 

retrospective patient health record review to explore the care management 

trajectories of infants, palliative and end-of-life care provided to infants with life-limiting 

conditions who died before 12 months of age. The infants had received care during 

2018-2019 at three hospitals in Western Australia (WA). Two methods of data 

analysis involved directed content analysis and process mapping. Approvals from 

Institutional and University Human Research Ethics Committees were obtained. A 

waiver of consent was approved. 

 

The second study (Study 2) was an integrative review to synthesis the literature for 

how palliative care is delivered for infants aged less than 12 months with life-limiting 

conditions from a broader context. Six databases; MEDLINE, CINAHL, ProQuest, 

Cochrane, Joanna Briggs Institute and EMBASE were searched for peer reviewed 

theoretical and empirical research from diverse methodologies published in English, 

from 2010 to 2022. Quality appraisal was completed for 26 patient cases series, 9 

qualitative, 5 cross sectional and 1 quality improvement study. Data extraction 

involved grouping the articles according to the research focus, each article was 

summarised and tabulated. Data analysis involved deductive content analysis and 

narrative approach to summarise the synthesised results. 

 

Results: In Study 1, 45 infants were eligible for inclusion. Process mapping led to 

typology of care management encompassing four trajectories; early de-escalation due 
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to catastrophic event (11 patients); treatment with curative intent throughout (4 

cases); treatment with curative intent until a significant point (21 patients); and early 

treatment limits (9 patients). There was specialist palliative care team involvement for 

25% of infants and standardised advance care planning processes were used for just 

over 10% of infants. Bereavement and psychosocial support for the family were 

infrequently reported.  

 

In Study 2, the search generated 3,156 articles; a reference management software 

programme and research screening tool organised and screened the articles. A total 

1,674 articles were screened at title and abstract level, with 116 articles that met the 

eligibility criteria and were independently read in full. The final number of articles 

included after critical appraisal was 37. Studies were conducted from 14 countries 

and included cases series of newborns up to age 18 years (24 studies), health 

professionals (8 studies), and bereaved parents (5 studies). The 37 articles identified 

and examined two models of palliative care delivery and illustrated differences in care 

received and experiences of families and health professionals. Health professionals 

reported lack of palliative care education, challenges for delivering palliative care in 

intensive care settings and barriers to advance care planning including prognostic 

uncertainty and transitioning to end-of-life care. Families reported positive 

experiences with specialist palliative care services and challenges engaging in 

advance care planning discussions.  

 

Conclusion: The two studies presented in this thesis revealed there are complex 

issues surrounding the provision of palliative care for infants. Study 1 and Study 2 

both identified only a small proportion of infants with LLCs received specialist palliative 

care consultation and the majority died in intensive care settings. Infants and their 

families may benefit from earlier integration of palliative care principles and practices 

in parallel to receiving curative or life-prolonging treatment and include specialist 

palliative care service consultation. Optimal palliative care should encompass a 

collaborative and coordinated approach between the primary healthcare teams and 

specialist palliative care services. There is opportunity to enhance the delivery of 

palliative care for infants and optimise the experience for families through prioritisation 

of palliative care education for health professionals, implementation of standardised 

advance care planning processes and better integrate specialist palliative care 

services across hospitals and health service in WA. 
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GLOSSARY OF TERMS 

For the context of this study the following terms and abbreviations are defined: 

 

Child or children includes neonates, infant/s, child/ren and adolescent/s up to 18 

years of age. 

End-of-life care involves care provided in the days or weeks leading up to a person’s 

death. Involves management of symptoms, and support to the family. 

Family includes parents, carers, siblings, and grandparents. 

Health professional includes members part of the multidisciplinary team such as 

nurses, doctors, social worker. In some cases, the term nurses and doctors will be 

specifically used.  

Infant includes the term neonate/s under 12 months of age. The term infant used 

throughout this thesis relates specifically to infant/s and neonate/s. 

Life-limiting condition (LLC) is defined as a condition/s that may cause illness and 

disability that progresses over a period of time which may result in the possibility of 

death in childhood, where cure may not be possible or may fail.  

Perinatal palliative care can commence during pregnancy, when a life- limiting 

condition is diagnosed, continues during delivery and newborn period.  

Perinatal period is defined as 20 weeks gestation and up to 28 days after birth. 

UK refers to the United Kingdom. 

US and USA refer to the United States and the United States of America. 

WA refers to Western Australia. 
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CHAPTER 1 

1.1 Introduction 

The World Health Organization estimates that there are up to 21 million children 

(neonates, infants and adolescents) who require palliative care each year (World 

Health Organization, 2018). International reports have shown infants have the highest 

prevalence of death in childhood, with over 4 million infant deaths reported globally in 

2017 (Fraser, Gibson-Smith et al.,  2020; National Centre for Health Statistics, 2020; 

World Health Organization, 2019). It is important to note that not all infants who die 

require palliative care due to the nature of their death, for example infants who die 

suddenly or unexpectedly (World Health Organization, 2019).  

 

Palliative care has been recognised as a global health issue and considered a human 

right. Palliative care is an approach to care that aims to the enhance quality of life for 

adults and children with life-limiting or life-threatening conditions. The World Health 

Organization reported that only 14% of the population worldwide who need palliative 

care will receive it (World Health Organization, 2023). For children palliative care is 

defined as:  

 

…the total care of the child’s body, mind, and spirit, and also involves giving 

support to the family. It begins when illness is diagnosed and continues 

regardless of whether or not a child is receiving treatment directed at the 

disease (World Health Organization, 2023, Key facts, para. 1). 

 

The overarching philosophy of palliative care for children is to provide holistic and 

family centred care, prioritising quality of life through effective symptom management 

(Palliative Care Australia, 2018; World Health Organization, 2018). Palliative care is 

recognised as being different from other medical specialties in that it not only focuses 

on the physical symptoms of the child but also addresses the psychosocial, emotional 

and spiritual needs of the child and their family (Palliative Care Australia, 2018; World 

Health Organization, 2018, 2023). 

 

Palliative care as a specialty dates from the 1960s. The origin acknowledges the 

pivotal work of English nurse, social worker and later physician Dame Cicely 

Saunders, for her influence in transforming the care of terminally ill adult patients with 

a proactive approach for managing pain and a holistic care approach embracing the 
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person’s psychological, spiritual, and social care (Sisk et al., 2020). The term palliative 

care was used to describe this work, leading to the emergence of adult hospices in 

the United Kingdom (UK), the United States of America (USA) and Australia (Sisk et 

al., 2020).  

 

For children, the palliative care movement began in the late 1970s, and in the early 

2000s, there was establishment of paediatric and perinatal palliative care specialty 

(Hynson & Sawyer, 2001; Sisk et al., 2020). During this time, despite the recognition 

of the need to improve a child’s suffering through proactive symptom management 

and a total care approach of the child, translation into clinical practice was slow to 

occur (Sisk et al., 2020). Much of the early literature and practice focused primarily on 

children with cancer and on managing care of dying children rather than a continuous 

care approach for a life-limiting condition (LLC) diagnosis (Sisk et al., 2020). Only later 

in the 1990s, authors began to report how palliative care could benefit children with a 

range of non-cancer LLCs (Sisk et al., 2020). This expansion reflected recognition of 

a need for palliative care across a broader range of diagnoses other than cancer, such 

as cardiac and neurological conditions (Sisk et al., 2020). These early studies also 

highlighted several key inadequacies and areas for improvement in palliative care 

provision, such as the need to support families, improve communication between the 

family and health professionals, reduce gaps in provision of bereavement care and 

develop health professionals’ confidence in delivering palliative care through 

education (Contro et al., 2002; Contro et al., 2004; Wolfe, Grier, et al., 2000; Wolfe, 

Klar, et al., 2000). 

 

Since the 2000s, there was further progression in the specialty of paediatric palliative 

care through development of guidelines and principles published by the American 

Academy of Pediatrics (2008), a curriculum for educating health professionals (2004), 

and a shift in research focus to build the evidence base of palliative care for children 

(Sisk et al., 2020). Over the last decade, paediatric palliative care has become 

increasingly recognised by health professionals and health services as an essential 

element of comprehensive care for children with LLCs (Sisk et al., 2020).  

 

Despite the recognition and higher profile afforded to paediatric palliative care, Sisk 

et al. (2020) highlighted several ongoing challenges that included lack of palliative 

care education for health professionals, inadequate funding to support research, 

inequitable access to palliative care teams, and the need for better integration of 

specialist palliative care in health services. In practice these challenges may result in 
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suboptimal palliative care including ineffective symptom management, increased 

hospitalisations, lower quality of life and inadequate psychosocial care for the family 

(World Health Organization, 2023). 

 

1.1.1 Specialist Paediatric Palliative Care Teams 

The key roles of specialist paediatric and perinatal palliative care teams in hospital 

and community settings have been articulated by international and national palliative 

care guidelines (National Institute for Health and Care Excellence, 2016; Palliative 

Care Australia, 2018; Together for Short Lives, 2013). These include the following: 

 

• assisting with communication between the primary healthcare team and the 

child’s family,  

• promoting shared decision making,  

• facilitating advance care planning discussions,  

• supporting the provision of optimal end-of-life care, symptom management, 

psychosocial wellbeing of the child and family and,  

• bereavement support (Palliative Care Australia, 2018).  

 

Specialist paediatric palliative care teams comprise multidisciplinary health 

professionals including but not limited to physicians, nurses, and allied health 

professionals who have undertaken advanced training or acquired clinical expertise 

and experience in palliative care (Palliative Care Australia, 2018). A number of studies 

have articulated the importance of early consultation with specialist palliative care 

teams and the benefits for families, which include improved quality of life through 

effective symptom management, psychosocial support for the whole family, continuity 

of care and clear communication between health professionals and family, options for 

place of care and bereavement support (Contro et al., 2004; Ekberg et al., 2021; 

Fraser, Bluebond-Langner et al., 2020; Jack et al., 2018; Mitchell et al., 2017). 

Palliative care best practice requires the primary healthcare team and specialist 

palliative care team to work collaboratively, and to work in partnership with the family 

(Ekberg et al., 2021; Palliative Care Australia, 2018). Operationally this means the 

patient, the child, remaining under the care of their primary healthcare team, with the 

specialist palliative care team providing consultation (Palliative Care Australia, 2018; 

Western Australian Department of Health, 2021).   
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1.1.2 Life-Limiting Conditions 

There are a broad range of conditions infants and children may experience which are 

considered life-limiting or life-threatening (British Association of Perinatal Medicine, 

2010; Catlin & Carter, 2002; Department of Health Western Australia, 2015; Together 

for Short Lives, 2023). Together for Short Lives (2023) is a leading palliative care 

charity in the United Kingdom and presents four diagnostic categories that describe 

the different trajectories where infants and children may require palliative care and 

have been widely adopted. See Table 1.  

 

Table 1. Categories of life-limiting and life-threatening conditions for infants and 
children 

Category Example 

Life-threatening or life-limiting conditions for 
which curative treatment may be feasible 
but can fail 

Palliative care may be considered during 
treatment or when treatment fails. E.g., 
cancer, organ failure, extreme prematurity, 
congenital heart disease  

Conditions where premature death is 
inevitable 

There may be periods of intensive 
treatment aimed at prolonging life. E.g., 
chromosomal abnormality, bilateral renal 
agenesis 

Progressive conditions without curative 
treatment options 

Palliative care can be provided over the 
whole trajectory. E.g., severe 
neuromuscular disorders, severe metabolic 
conditions, anencephaly 

Irreversible but non-progressive conditions 
causing severe disability, leading to 
susceptibility to health complications and 
deterioration  

Child may have complex medical needs 
with poor quality of life. E.g., severe 
cerebral palsy, brain or spinal injury  

(Together for Short Lives, 2013, 2023) 

 

The categories can assist health professionals in planning an appropriate care 

pathway and assessment of palliative care needs (Catlin & Carter, 2002; Together for 

Short Lives, 2013, 2023). Although the categories are useful, it is recommended to 

individually assess the need for palliative care with frequent re-assessments as the 

child’s condition may change rapidly (Together for Short Lives, 2013).  

 

The prevalence of children with LLCs has increased over the last two decades 

(Fraser, Gibson-Smith, et al., 2020). Data from the UK reported the prevalence of 

children aged 0-19 years with LLCs had increased from 26.7 per 10,000 in 2001 to 

66.4 per 10,000 in 2020 (Fraser, Gibson-Smith, et al., 2020). Internationally and in 

Australia infants comprise of the highest number of deaths in children and account for 
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the highest prevalence of LLCs (Fraser, Gibson-Smith, et al., 2020; National Centre 

for Health Statistics, 2020; Australian Institute of Health and Welfare, 2022). The 

leading causes  of deaths are attributed to conditions secondary to preterm births, 

and congenital abnormalities (Australian Institute of Health and Welfare, 2022; 

National Centre for Health Statistics, 2020; Office for National Statistics, 2020). 

 

Some changes in health care that may account for the increased prevalence include 

medical and technological advancements that have improved antenatal detection of 

abnormalities, obstetric care and neonatal care, including the care for premature 

infants at the margins of viability (British Association of Perinatal Medicine, 2010; 

Moro et al., 2006). Opportunity to be admitted to intensive care has also increased, 

attributed to advancements in medical treatment. A UK report found the number of 

children admitted to intensive care units increased by 15% between 2004 and 2013 

(Birchley et al., 2017). Furthermore, Fraser and Parslow (2018) reported children with 

LLCs accounted for 73% of deaths in a UK paediatric intensive care unit between 

2005 and 2015. The majority of deaths in paediatric or neonatal intensive care units 

are reported to be preceded by withdrawal or withholding of treatment (Agra-Tunas et 

al., 2020; Birchley et al., 2017; Inwald, 2008; Moore et al., 2008).  

 

Reports of increasing prevalence of children with LLCs have highlighted the 

increasing demand for palliative care services (Bowers et al., 2022; Fraser, Gibson-

Smith, et al., 2020). To support the growing demand, there is increasing priority placed 

on the generalist palliative care concept as a sustainable model of palliative care 

(Gardiner et al., 2012; Marc-Aurele & English, 2017; Quill & Abernethy, 2013). This 

model promotes the capabilities of generalist health professionals such as general 

practitioners, nurses in hospitals as well as in community settings to deliver palliative 

care, with the involvement of specialist palliative care teams reserved for complex 

cases (Gardiner et al., 2012; Quill & Abernethy, 2013). Furthermore, the generalist 

model recognises that not all health services and countries will have access to 

specialist palliative care teams, particularly in developing countries and community 

and regional settings (Quill & Abernethy, 2013). Neonatology specialists Marc-Aurele 

and English (2017) discussed the Institute of Medicine’s recommendations for 

neonatal intensive care units in the USA to adopt a mixed model of consultation by 

palliative care teams and primary palliative care delivered by treating teams. This 

mixed model involves specialist palliative care team consultations for cases with 

challenging decision making, refractory symptom management and complex 

transition beyond the neonatal intensive care units (Marc-Aurele & English, 2017). 
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However, challenges to the generalist model have been reported including lack of 

integration of services (Gardiner et al., 2012; Robinson et al., 2022).  

 

1.1.3 Key Principles of Paediatric Palliative Care 

Irrespective of who delivers palliative care for children and their families several key 

principles and standards for delivering quality paediatric palliative care and end-of-life 

care have been published by leading organisations to inform best practice (Australian 

Commission on Safety and Quality in Health Care, 2016, 2021; Together for Short 

Lives, 2013; Western Australian Department of Health, 2021).These principles are 

summarised in Table 2.  

 

Table 2. Key principles of paediatric palliative care 

Child's best interest Medical treatment should always consider the child’s best 
interest and consider the benefits versus the burdens (Together 
for Short Lives, 2013). 

Holistic care Encompasses the child’s physical, emotional, cultural, spiritual 
and psychosocial needs (Together for Short Lives, 2013). 

Child and family 
centred care 

Promotes health professionals working in partnership with the 
family and recognises the challenges the whole family; parents, 
siblings, grandparents may experience (Western Australian 
Department of Health, 2021). 

Communication  Health professionals will seek regular communication with the 
child and family that is open and honest to establish therapeutic 
rapport and identify specific family needs. Recognition for child’s 
developmental age and ability to be involved in decision making 
if desired (Western Australian Department of Health, 2021). 

Parallel planning  Involves planning for treatment and care, in parallel to planning 
for end-of-life care. There are many conditions which may have 
uncertainty surrounding prognosis, with the possibility of rapid 
deterioration. This approach allows parents to plan and prioritise 
their goals (Together for Short Lives, 2013). 

Advance care planning Involves conversations between medical professionals and 
parents to consider ongoing medical management of a child, 
taking into consideration their condition, disease trajectory, and 
quality of life. It allows families time to prepare for and consider 
their needs, and where they would like to be cared for such as 
hospital, home or hospice for their child’s end-of-life (Together for 
Short Lives, 2013). 

Bereavement support  Bereavement support is a core element of palliative care, it 
includes supporting the grieving process in the death of a loved 
one (Breen et al., 2014). Support and interventions may include 
telephone contact, information and resources to navigate grief, 
referral to counselling services, age-appropriate support for 
siblings, and opportunity to meet with the healthcare team to 
address questions (Breen et al., 2014). An integrated and 
coordinated approach is recommended that involves assessment 
of the family needs, and anticipatory support (Kenner, Press, & 
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Ryan, 2015). It is reported bereavement support is often missed 
across adult and paediatric sectors, as a result from lack of 
bereavement guidelines, not standardised processes, and lack of 
health professionals’ expertise to provide bereavement support 
(Breen et al., 2014). 

Support for health 
professionals 

Access to education, mentorship and psychosocial support for 
health professionals providing care to children (Western 
Australian Department of Health, 2021). 

 

Whilst the principles of palliative care can be applied to all individuals across the life 

span, there are a number of important differences for the paediatric context. The 

differences primarily relate to the broad range of conditions seen in children, including 

the rarity of diseases, some of which may be familial; difficulty in diagnosis; decision 

making about future care; impact on the whole family including financial and emotional 

burden, and for some young people and their families, additional challenges 

experienced when transitioning to adult palliative care services (Catlin & Carter, 2002; 

Hynson & Sawyer, 2001; World Health Organization, 2018; Zhong et al., 2022). 

 

Specific differences in the nature of paediatric LLCs present additional barriers to 

provision of palliative care. These include that a child’s death or end-of-life care can 

be a rare event for many doctors, nurses and allied health professionals, therefore, 

individuals may have limited palliative care experience (Hynson & Sawyer, 2001). 

Consequently, they are potentially reluctant to, and lack confidence in, considering 

and delivering palliative care (Hynson & Sawyer, 2001). Another reported barrier is 

the challenge health professionals experience transitioning from cure orientated care 

to palliative care. For children the time of transitioning is not always clear, in particular 

when there is uncertainty surrounding prognosis (Mitchell & Dale, 2015). This 

uncertainty may increase reluctance by health professionals to refer to specialist 

palliative care services (Hynson & Sawyer, 2001; Twamley et al., 2014).  

 

A key component of palliative care, is advance care planning that involves shared 

decision making between the parents and health professionals considering the child’s 

best interest to make decisions about future care and preferences for end-of-life care 

(Birchley et al., 2017). Well documented are challenges discussing advance care 

planning with families experienced by non-specialist palliative care health 

professionals (Feudtner et al., 2011; Heckford & Beringer, 2014; Jack et al., 2018; 

Stark et al., 2008). Some crucial challenges are the emotive nature of the discussions, 

uncertainty surrounding children’s prognosis, lack of medical consensus amongst the 

healthcare team regarding the child’s prognosis, parental disagreement and 
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expectations of medical treatment (Feudtner et al., 2011; Forbes et al., 2008; 

Heckford & Beringer, 2014; Jack et al., 2018; Stark et al., 2008; Zhong et al., 2022). 

These findings may explain why advance care planning may not be undertaken at all, 

or occur very close to end-of-life (Feudtner et al., 2013; Heckford & Beringer, 2014; 

Stark et al., 2008). Delaying advance care planning discussions can result in 

continuation of treatment that has become burdensome to the child or care that does 

not align with family preferences. 

 

Another barrier to providing palliative care for children is the impact of societal beliefs 

about death and dying, specifically that children should not die before their parents 

(Scott et al., 2023). The knowledge and attitudes of health professionals and 

communities have been explored in both paediatric and adult settings, including 

families and community health providers (De Clercq et al., 2019; Scott et al., 2023). 

A 2020 systematic review examining health professionals’, parents’ and communities’ 

knowledge and attitudes towards paediatric palliative care reported a lack of palliative 

care knowledge, confusion between end-of-life care and palliative care, impact of 

cultural and religious beliefs, and availability of advanced medical treatments to offer 

a cure or prolong life (Saad et al., 2022). Further, health professionals felt palliative 

care would signify to families that they were ”giving up” and foster a lack of hope 

(Saad et al., 2022). Health professionals’ attitudes may contribute to delayed referral 

to specialist palliative care and lead to suboptimal palliative care for the child and 

family. 

 

1.2 Statement of Problem 

Optimal palliative care provides infants and their families with comprehensive and 

holistic support, achieved through early integration of palliative care, effective 

symptom management, timely commencement of advance care planning, and 

psychosocial support for the whole family (Kenner et al., 2015; Marc-Aurele & English, 

2017). However, existing literature has demonstrated there are unique challenges and 

barriers to the provision of palliative care for the infant population (Catlin & Carter, 

2002; Marc-Aurele & English, 2017; Moro et al., 2006). Understanding these 

challenges is imperative to improving the care they and their families receive.  

 

The purpose of this study is to better understand how palliative care is delivered to 

infants in Western Australia, explore the challenges which may impact the delivery of 
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palliative care, and provide recommendations to optimise palliative care infants 

receive. 

 

1.3 Context of the Study 

In Australia, specialist paediatric palliative care services are well established in five 

states. Integral to the role is to work collaboratively with the generalist healthcare 

professionals who have direct patient contact in the metropolitan and regional 

hospitals and community settings, providing specialist advice and mentorship 

(Donovan, Slater, Baggio, McLarty, & Herbert, 2019). Australia is a large geographical 

landscape and the current population density is 3.4 people per square kilometer 

(Australian Bureau of Statistics, 2023). The unique contexts mean that children with 

LLCs and their families may reside in metropolitan, regional or remote areas 

(Donovan et al., 2019). The largest state in Australia is Western Australia, with a 

population of approximately 2.8 million spread across 10 health service regions, see 

Figure 1. 

 

 

Figure 1. Map of Western Australia regions 

(Australian Bureau of Statistics, 2023) 

 

For children and families living in regions beyond Perth metropolitan area, palliative 

care may be delivered by generalist health professionals, in a variety of health 

settings, where high rates of health professional turnover are experienced (Western 
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Australian Department of Health, 2021). This means that the local area knowledge 

and experience of providing palliative care to children with LLCs is dependent on the 

individual and may vary substantially (Donovan et al., 2019). 

 

There are two specialist palliative care services providing specialist palliative care 

provision for WA newborns and children (Department of Health Western Australia, 

2015; Western Australian Department of Health, 2021). The paediatric palliative care 

service for children aged 0 up to adolescence, and the perinatal palliative care service 

caters for newborns up to the end of the perinatal period (which may commence 

during pregnancy) (Department of Health Western Australia, 2015). The paediatric 

palliative care service is a consultative model of care, where referrals are made by 

the child’s primary physician or team (Western Australian Department of Health, 

2021). The WA Perinatal Palliative Care Model of Care describes three entry points 

of referral, these are infants with prenatally diagnosed LLCs, pre-viable preterm births 

and infants postnatally diagnosed with LLCs (Department of Health Western 

Australia, 2015). For infants who are exclusively managed as palliative and not 

expected to survive beyond the hours or days after birth, the parents may choose to 

receive end-of-life care in the labor and delivery ward or be discharged home with 

community palliative care support. In other cases an infant will be admitted to the 

neonatal intensive care unit for ongoing specialist treatment (Department of Health 

Western Australia, 2015). After admission to the neonatal intensive care unit, or where 

an infant survives beyond the perinatal period, the paediatric palliative care service 

may be referred to on a case-by-case basis (Department of Health Western Australia, 

2015). A small number of infants discharged home for end-of-life care will receive 

palliative care support at home through the Silver Chain Hospice service, with support 

from the perinatal or paediatric palliative care services (Department of Health Western 

Australia, 2015). 

 

This study was conducted at three tertiary hospitals, catering for the majority of infants 

with LLCs in WA. The hospitals include a tertiary paediatric hospital (Perth Children's 

Hospital) where over 30, 000 children are admitted, including 700 neonates each year 

who are born in other hospitals and require specialist neonatal care (Australian 

Institute of Health and Welfare, 2020). The second hospital (King Edward Memorial 

Hospital) is a tertiary women and newborn hospital where approximately 6,500 

neonates are born annually (Government of Western Australia, 2021). The third 

hospital is a tertiary hospital for adults, neonates and children (Fiona Stanley Hospital) 
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where there are approximately 3,300 births and 5,000 children admitted each year 

(Australian Institute of Health and Welfare, 2020).  

 

1.4 Aim and Objectives 

The overall aim of the study was to understand how palliative care is delivered to 

infants with LLCs, and the involvement of specialist palliative care teams in this 

population.  

 

There were four objectives to address this aim: 

1. To develop a broad understanding of how palliative care is delivered to 

infants. 

2. To identify and characterise the pathways and care management trajectories 

of infants with LLCs who died within the first year of life and received tertiary 

care in WA.  

3. To map the recorded clinical decision making processes for infants with LLCs, 

including involvement of parents/family in decision making and other 

specialist care providers. 

4. To make recommendations to optimise palliative care infants receive. 
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Figure 2. Study 1 and Study 2 approach 

 

The aim of Study 1 was to describe the care management trajectories of infants with 

LLCs who died before 12 months of age. Study 1 design used a retrospective review 

of the health records of infants with LLCs who died and received care in three tertiary 

hospital settings in WA. In Study 2, an integrative review synthesised the literature 

about palliative care delivery for infants with LLCs.  

 

This study is the first to describe the care management trajectories of infants with 

LLCs who received care in WA and identify the barriers and facilitators to referral and 

access to specialist palliative care. The findings will contribute to the current body of 

evidence to optimise the delivery of palliative care for infants. For health professionals, 

the research provides an understanding of the heterogeneous infant population and 

care management trajectories guiding palliative approaches to care and referral to 

specialist palliative care services. Potential benefits to future infants and their families 

may include enhanced integration of specialist palliative care services, providing a 
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child and family centred approach, specialist palliative care advice, support with 

decision making, continuity of care and bereavement support.  

 

1.4.1 Rationale for Research 

I am a Registered Nurse and have worked in paediatrics for 11 years across medical 

and surgical specialties. Over half of my career has been spent in the WA Paediatric 

Palliative Care Service for six years. In my role as the Palliative Care Nurse Educator, 

I was responsible for delivering palliative care education to health professionals 

across WA who are involved in the care of children with LLCs. During this time, I noted 

and was surprised by how infrequently infants were referred to the service, in 

particular there were very few infants referred from the neonatal intensive care units. 

A scoping examination of the morbidity and mortality data at Perth Children’s Hospital 

in 2019 identified more than 80% of infants who received care at the hospital and died 

did not receive specialist palliative care input (unpublished results). It was also 

identified that other states in Australia experienced similarly low numbers of referrals 

of infants to specialist palliative care services (unpublished results). Despite knowing 

infants comprise the highest number of deaths in childhood and are often diagnosed 

with LLCs at, or shortly after birth, only a few referrals per year were received. When 

I explored further, I found similar experiences were anecdotally reported across 

Australia by other specialist paediatric palliative care teams. Further, in 2020 I initiated 

and delivered a palliative care education program for nurses working in WA neonatal 

intensive care units. Feedback from these nurses was that they frequently provided 

end-of-life care to infants but had not received any specific palliative care education 

and felt under-prepared to provide palliative care (unpublished results). It was through 

these experiences that I developed an interest to further explore the area of palliative 

care for infants for my research degree.  

 

1.5 Outline of the Thesis 

This thesis is presented in four chapters, two of these chapters are articles published 

in peer-reviewed journals.  

 

Chapter 1 – This chapter presents the study context, introduces palliative care for 

children, describes a background to infants who may require palliative care and some 

unique challenges of providing palliative care for the infant population, identifies the 

research problem and study aims and objectives.   
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Chapter 2 – This chapter consists of a published article titled ‘Care management 

trajectories of infants with life-limiting conditions – a retrospective patient health 

record review’. Iten, R., O’Connor, M., Cuddeford, L., & Gill, F. J. (2022) Care 

management trajectories of infants with life-limiting conditions who died before 12 

months of age; a retrospective patient health record review. Journal of Pediatric 

Nursing . https://doi.org/10.1016/j.pedn.2022.11.014.  

 

This publication presents Study 1, the retrospective study methodology and findings.  

 

Chapter 3 – This chapter consists of a published article titled ‘Palliative Care for 

infants with life-limiting conditions: integrative review’. Iten, R., O’Connor, M., Gill, F. 

J. (2023) Palliative care for infants with life-limiting conditions: integrative review. BMJ 

Supportive & Palliative Care Published Online First: 09 December 2023. 

https://doi.ord/10.1136/spcare-2023-004435 

 

This publication, presents Study 2 which synthesised the literature and compared two 

models of palliative care delivery for infants, explored health professionals’ 

perspective of barriers and facilitators to providing palliative for care infants and the 

family experience.  

 

Note: An initial review of the literature was conducted to inform Study 1, then Study 2 

was completed second. The reason was a pragmatic decision to enable data 

collection to be completed before I commenced a period of maternity leave.  

 

Chapter 4 – Presents the discussion which links the two studies and summarises the 

main findings, details strengths and limitations, presents implications for practice and 

recommendations for future research.   

https://doi.org/10.1016/j.pedn.2022.11.014
https://doi.ord/10.1136/spcare-2023-004435
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CHAPTER 2 

2.1 Study 1 Retrospective Review 

The article “Care management trajectories of infants with life-limiting conditions who 

died before 12 months of age; a retrospective patient health record review” was 

published in the Journal of Pediatric Nursing. 

 

Approvals from Institutional and University Human Research Ethics Committees were 

obtained. A waiver of consent was approved (see Appendix 1 and 2.) 

 

Study 1 design and methodology was based on a study reported by Campling et al. 

(2018) titled “Escalation-related decision making in acute deterioration: A 

retrospective case note review’’. Campling’s study described decision making in acute 

deterioration for adult patients who were hospitalised and died. Data analysis involved 

process mapping resulting in four care management trajectories which we later 

adapted for our research. We sought further information from the lead researcher Dr 

Natasha Campling in November 2021 on the study methodology, specifically to better 

understand directed content analysis and process mapping. We also sought general 

advice about the team’s experiences with their stakeholder group and what the care 

management trajectories have meant for clinical practice. See Appendix 3 for full 

details.  

 

The collaboration with key health professionals, consumers (bereaved parents), and 

the research team was a strength of this study. Tapping into the expertise of health 

professionals from various specialties provided valuable contextual richness to 

ensure each specialist area was fully understood and facilitated interpretation of the 

findings. The participation of the bereaved parents was invaluable, adding a depth of 

understanding and perspectives of their lived experiences. A systematic review 

identifying the highest ranked principles to optimising consumer involvement were 

working in partnership, communication, and shared knowledge (Baines & Regan de 

Bere, 2018). The benefits of consumer participation are strongly recognised to 

enhance the quality of research, contribute to the translation of research into practice, 

and can lead to improved patient care (McKenzie & Hanley, 2014; NHMRC, 2016). 
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2.2 Publication 1 

The following contains the article published in November 2022.  

 

Iten, R., O'Connor, M., Cuddeford, L., Gill, F. J. (2022) Care management trajectories 

of infants with life-limiting conditions who died before 12 months of age; a 

retrospective patient health record review. Journal of Pediatric Nursing. 

https://doi.org/10.1016/j.pedn.2022.11.014. 

 

https://doi.org/10.1016/j.pedn.2022.11.014
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CHAPTER 3 

3.1 Study 2 Integrative Review 

Chapter 3 presents the publication “Palliative care for infants with life-limiting 

conditions: integrative review” that syntheses the literature for how palliative care is 

delivered to infants.  

 

3.2 Publication 2 

This article has been accepted for publication in BMJ Supportive and Palliative Care, 

2023 following peer review, and the Version of Record can be accessed online at 

https://doi.org/10.1136/spcare-2023-004435 

 

Iten, R., O'Connor, M., Gill, F. J. (2023) Palliative care for infants with life-limiting 

conditions: integrative review. BMJ Supportive & Palliative Care. Published Online 

First: 09 December 2023. 

 

https://doi.org/10.1136/spcare-2023-004435
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CHAPTER 4 

4.1 Discussion and Reflection 

The overall study aim was to better understand how palliative care is delivered to 

infants with LLCs, and examine specialist palliative care teams’ involvement. For 

Study 1 we examined the clinical and palliative care of infants with LLCs who died 

before 12 months of age at three tertiary hospitals in WA. In Study 2 we systematically 

examined the literature to understand how palliative care has been delivered to infants 

over the past decade. This chapter synthesises the research findings. Finally, we 

discuss implications for practice, scope for future research and make 

recommendations for optimising the delivery of palliative care to infants.  

 

It was evident in both studies, reflected in local and international contexts, that infants 

frequently died without the involvement of specialist palliative care service 

consultation. The majority of infant deaths occur in intensive care settings. The 

infrequency of advance care planning, and challenges experienced by health 

professionals transitioning their approach from cure orientated to palliative care are 

also mirrored in both contexts. These findings are important as they demonstrate 

there is an opportunity to optimise the delivery of palliative care and for primary 

healthcare teams and specialist palliative care teams to work in partnership and 

increase collaboration.  

 

Integration of specialist palliative care services in paediatric health settings has been 

slow to be adopted, especially in neonatal settings. This is despite the establishment 

of specialist palliative care services in the majority of jurisdictions, notably in 

developed countries. Not surprisingly the existence of palliative care services in low-

and-middle-income countries remains limited (Fraser, Bluebond-Langner et al., 2020; 

Sisk et al., 2020; World Health Organization, 2018), and yet the integration of 

specialist palliative care for infants with LLCs in developed countries is clearly not yet 

standard practice. There are several possible reasons why integration of palliative 

care services has yet to occur. First, for low-and-middle-income countries, palliative 

care may not be a priority for some countries and health systems, including limited 

access to trained and experienced palliative care clinicians, unavailability of 

medications to adequately manage symptoms, and the impact of socio-cultural beliefs 

towards palliative care legislations, health professionals providing care and 

individuals or family members who require palliative care services (Poudel et al., 
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2019; World Health Organization, 2023). Second, in looking at the history of palliative 

care in the paediatric context before the establishment of specialist palliative care 

services, palliative care and end-of-life care was part of the routine care provided by 

the primary healthcare team. It seems this traditional practice has continued, with 

variable involvement of specialist palliative care services across jurisdictions and 

health settings. In the neonatal context, neonatologists and other intensive care 

doctors might consider the involvement of specialist palliative care unnecessary given 

their history of providing palliative care and end-of-life care. Similarly, in the oncology 

setting a 2020 systematic review examining the factors impacting children with cancer 

accessing specialist palliative care identified they were less likely to receive input from 

specialist palliative care teams. This was attributed to the uncertainty of when to refer 

to palliative care and oncology teams’ perception that they were already delivering 

palliative care to children (Taylor et al., 2020). It is clear the reluctance of health 

professionals’ attitudes and practices towards referring children to palliative care have 

not changed markedly over the past 20 years. Another finding from Study 2 was that 

doctors and nurses reported they had not received palliative care education, 

indicating that another important possible reason is a lack of knowledge about 

palliative care.  

 

A vital facilitator for delivering safe and quality palliative care is education, and this is 

strongly recognised and instrumental in changing the attitudes, beliefs and practice of 

health professionals (Saad et al., 2022). Furthermore, there is an increasing priority 

for health professional education to support the generalist palliative care model 

(Gardiner et al., 2012; Robinson et al., 2022). In Australia, a nationally funded 

education project aimed at increasing health professionals’ skills, knowledge and 

confidence in delivering palliative care for children across all areas of Australia has 

been established since 2014 (Donovan et al., 2019). Using various education 

initiatives including mentorship, patient specific education, and resource 

development. Outcomes from the project reported health professionals found the 

education to be highly valued, with increased awareness and collaboration of the local 

and state palliative care services, improved management of care for children and 

communication skills (Slater et al., 2021).  A recent quasi-experimental study, in the 

Middle East, reported that paediatric nurses who received palliative care education 

had significantly improved palliative care knowledge and attitudes (Abuhammad & 

Almasri, 2022). Similarly, a 2014 study in the USA reported health professionals who 

received palliative care education were more likely to involve palliative care teams 

earlier in a patient’s trajectory (Atwood et al., 2014; Saad et al., 2022). Interestingly, 
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a 2022 review reported a common barrier to health professionals referral of children 

palliative care teams was concern about the parents’ views of palliative care as “giving 

up” (Saad et al., 2022). This finding demonstrates how health professionals’ attitudes 

towards palliative care and assumptions about what it involves can be a barrier to 

palliative care. 

 

In both studies it was clear that without involvement of specialist palliative care teams, 

the core principles of palliative care were not consistently reported or delivered. It is 

worth noting that it was often the non-medical aspects of palliative care that were 

often missing. Specifically, advanced care planning; family preferences for end-of-life 

care, including preferred location of death; psychosocial support for the family; and 

bereavement support were not consistently reported as having been delivered in 

Study 1 and 2 publications. These findings demonstrate a clear gap and the potential 

to improve care in specific domains of palliative care delivery to ensure infants and 

their families are receiving optimal palliative care that is consistent and aligns with 

current evidence and standards for best practice. Specifically, the Australian National 

Safety and Quality Health Service Standards, implemented across Australian health 

services are mandatory to demonstrate processes are in place to support the 

provision of safe and quality healthcare for patients (Australian Commission on Safety 

and Quality in Health Care, 2021).  

 

A component of the Australian national health standards is the Comprehensive Care 

Standard which addresses end-of-life care to ensure patients receive care that aligns 

with their individual needs and goals of care, with access to specialist palliative care, 

advance care planning, support and mentoring for all professionals, and routine 

assessment of the safety and quality of end-of-life care (Australian Commission on 

Safety and Quality in Health Care, 2021). Yet, the Comprehensive Care Standard 

focuses primarily on the end-of-life care dimension, rather than the whole palliative 

care journey (Australian Commission on Safety and Quality in Health Care, 2021). 

This results in core elements of palliative care not being specifically addressed, such 

as ensuring psychosocial aspects of care are provided, and bereavement support is 

offered. These elements lack a standardised process, and, as a consequence are not 

routinely documented.  

 

To complement the Australian national health standards, the National Consensus 

Statement, provides ten recommendations for essential elements for delivering safe 

and high-quality paediatric end-of-life care (Australian Commission on Safety and 
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Quality in Health Care, 2016). The national consensus details more in-depth and 

comprehensive recommendations of care specifically for children and their families, 

and includes family-centred care, communication and decision making, recognising 

that a dual approach to care consisting of both palliative care and active treatment 

can be beneficial to the child and the psychosocial impact to the whole family, 

including bereavement support (Australian Commission on Safety and Quality in 

Health Care, 2016). It is clear the Comprehensive Care Standard does not fully reflect 

the national consensus recommendations. Therefore, there is an opportunity to 

extend the scope of the national standards to reflect the national consensus 

recommendations that are more comprehensive and suitable for infants and children. 

More recently, a Paediatric Palliative Care National Action Plan was published for 

endorsement (Palliative Care Australia, 2022). Key activities include focus on 

education for health professionals, referral pathways, guideline development for 

generalist health professionals, and research development (Palliative Care Australia, 

2022). This national approach will aim to improve gaps in paediatric palliative care 

services and improving resources for health professionals and families.  

 

To further build on delivering quality palliative care, dedicated paediatric hospices can 

play an integral role in providing comprehensive care to children and their families 

across the palliative care journey (Tatterton et al., 2023). Internationally, the 

development of paediatric hospices is more advanced in comparison to Australia, 

currently in the UK alone there are 54 hospices for children (Sisk et al., 2020; Tatterton 

et al., 2023). In Australia, there are currently three hospices, established over the past 

20 years (Perth Children's Hospital Foundation, 2022). The development of WA’s first 

paediatric hospice is currently underway, (due to open in 2025) which will include the 

provision of respite, support for the whole family, and will offer families another option 

for their preferred location for end-of-life care (Perth Children's Hospital Foundation, 

2022). A limitation of the hospice will be the location in Perth and, given the large 

landscape of WA, it may not be a suitable option for children and their families who 

live in rural and remote areas that are a long distance from Perth. For infants, 

however, the majority of infant deaths currently occur in the tertiary intensive care 

units in Perth, therefore, the hospice will provide a suitable and close by option for 

families to access. Interestingly, anecdotally, the paediatric hospice in Queensland 

has a very high proportion of neonates referred for end-of-life care, conversely, in 

Victoria, a limited number of neonates are referred for end-of-life care. To ensure 

infants and their families are able to access the WA hospice, it is imperative to develop 

seamless pathways for referrals to the hospice, and bridge gaps in health 
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professionals’ and families’ understanding of palliative care (Western Australian 

Department of Health, 2021).  

 

4.2 Implications for Practice and Future Research 

In summary, this research has shown there is opportunity to further optimise palliative 

care for infants through; improved integration of specialist palliative care services in 

healthcare settings, and education to further develop health professionals’ clinical 

practice and confidence to provide palliative care.  

 

However, implementing change in practice is not easy or straightforward. Resistance 

to change is a common response experienced within healthcare services (DuBose & 

Mayo, 2020). There are several barriers to change in health that need to be addressed 

to successfully facilitate change (DuBose & Mayo, 2020). Central barriers to change 

have been reported as health professional fear of change, lack of trust in their leaders, 

communication barriers and feelings of threat to current practices (DuBose & Mayo, 

2020). Specifically in palliative care, factors impacting change reported in a 2016 

qualitative study were individual motivation, leadership and culture of change, 

organisational resources and policy, and ensuring strategies such as education and 

awareness to successfully implement change (Sommerbakk et al., 2016). 

 

To successfully implement and manage change in practice in a health service 

environment requires a holistic approach that considers every aspect across the 

systemic, organisational, and individual levels. Applying Bronfenbrenner (1979) 

ecological systems model acknowledges the interconnectedness that change 

implemented at the systemic level will influence the organisational and individual/team 

levels (Neal & Neal, 2013), as shown in Figure 2.  
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Figure 3. Key features of approach to change across systemic, organisational and 
individual/team levels 

 

In addition to applying the key features of change across the three levels, targeting 

the appropriate profession of influence is vital. A 2020 qualitative study reported the 

influence of hierarchies and power structures as determinants of whether change is 

successfully implemented (Rogers et al., 2020). Rogers et al. (2020) discussed a 

conceptual framework for implementing change in health settings includes senior 

medical staff, hospital management and senior nurses in leadership or management 

roles. This is particularly relevant in the paediatric context where decisions for 

referring children to palliative care is largely determined by the medical profession, 

who are placed high in the hierarchies of decision making in healthcare policies and 

practices. Therefore, any intervention to affect change in the case of referring children 

to palliative care will need to target the medical profession.   
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There are several implications for practice at the systemic, organisational and 

individual/team level (Neal & Neal, 2013): 

 

At the systemic level, a workplace culture that is open to change is imperative to 

successfully implement changes (Sommerbakk et al., 2016). Furthermore, a focus on 

further integrating specialist palliative care across the health service, where palliative 

care service team consultation is seen as enhancing care and not replacing already 

existing care. Strategies involve refining existing frameworks and guidelines to better 

guide clinical practice in palliative care, and inclusion of palliative care education into 

the curriculum for doctors and nurses. Another key strategy is implementing quality 

improvement activities to evaluate current palliative care practices and educational 

initiatives. In Australia, a national Palliative Care Outcomes Collaboration program 

implemented in health services where palliative care is provided for adults, uses 

routine collection of a scoring system to identify and measure the quality of palliative 

care (Eagar et al., 2010). Evaluation of the program showed improved clinical care 

and patient outcomes (Currow et al., 2015; Eagar et al., 2010). The program is yet to 

be adopted by paediatric hospitals across Australia, however, it may be an effective 

initiative to evaluate and improve palliative care delivery to children.  

 

At the organisational level several strategies can be implemented. First, the 

organisation’s commitment to implementing change and adhering to the national 

health standards to ensure children and their families receive comprehensive quality 

palliative care. Second, the promotion of the specialist palliative care team service 

through increasing the presence across health settings by raising awareness about 

the service. A simple initiative such as having specialist palliative care team presence 

at patient meetings to identify potential patients who would benefit from their input. 

Another initiative that has shown to increase the number of palliative care team 

service consults is a screening tool in a paediatric intensive care unit, where patients 

are screened weekly to identify who would benefit from a palliative care team consult 

(Hodge et al., 2023).  

 

Finally, educational initiatives that include developing education programs in 

collaboration with the specialist palliative care service and specialist teams to meet 

specific learning needs, increase awareness about advance care planning, provide 

mentorship programs and opportunity to participate in clinical simulation workshops. 

Because providing palliative care or end-of-life care can be a rare event for some 

nurses and doctors, participation in clinical simulation provides opportunities to 
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practice communication skills and end-of-life care using realistic scenarios in a safe 

learning environment (Smith et al., 2018). A recent report found that after simulation 

training multidisciplinary professionals from paediatric and neonatal settings 

experienced increased confidence in palliative care skills such as discussing advance 

care planning with families (Taylor et al., 2022).  

 

At an individual/team level, strategies include access to professional development 

opportunities, including attending palliative care conferences to be informed of 

advancements in palliative care, and targeted palliative care education programs 

focused on developing individual skills, including self-reflection of strengths and areas 

to improve. Walter et al., (2019) outlined a conceptual model of barriers and facilitators 

for primary healthcare teams involving specialist palliative care services and 

recommendations for individual and team strategies to aid more seamless integration 

of palliative care.  Specifically, for nurses who are at the forefront of delivering patient 

and family care, professional development opportunities can increase awareness 

about palliative care principles and practices, develop skills to communicate with 

families and support doctors with advance care planning discussions, increase ability 

to provide psychosocial care, bereavement support and identify patients and families 

who will benefit from specialist palliative care service consultation (DeSanto-Madeya 

et al., 2020).  

 

4.2.1 Future Research 

Further research that can build on the research presented in this thesis includes using 

qualitative and quantitative methods to explore doctors’ and nurses’ and other team 

members’ attitudes and knowledge of paediatric palliative care and advance care 

planning in the WA setting. Studies that further examine the knowledge, barriers and 

attitudes of health professionals in the Australian setting, similar to the methodology 

described in Yi-An and Qian (2023) recent study will provide a deeper understanding 

of the knowledge and attitudes towards palliative care for infants and children across 

WA settings and identification of barriers specific to the WA context. Specifically, focus 

should be on exploring doctors’ views and perspectives of palliative care, as they are 

the most influential in referring patients to palliative care, and nurses as they have the 

most contact with, and opportunity to talk to families. 

 

The existing literature has acknowledged there have been limited studies exploring 

the family perspective (Saad et al., 2022). Importantly, extending the focus of research 
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beyond the end-of-life phase has been recommended by Saad et al. (2022). Research 

is needed that explores the family perspective, in particular for families of infants who 

have had specialist palliative care involvement and their experiences. Increasing the 

evidence of the family perspective, and where the findings can be generalised will 

identify further the unmet needs of families, how to support them and lead to a more 

holistic and family centred approach to palliative care (Saad et al., 2022). 

 

4.3 Strengths and Limitations 

Study strengths and limitations were identified in each publication. Strengths of Study 

1 were that for the first time it identified and examined the clinical and palliative care 

of infants with LLCs who died in WA and is one of only two published studies in 

Australia reviewing palliative care for infants in the past decade. A combined strength 

of Study 1 and Study 2 is the broad overview of the growing body of evidence in 

international and Australian context where there is still a gap in optimal palliative care 

delivery, specifically in neonatal intensive care settings.  

 

There are several limitations for this research. The findings from Study 1 were limited 

to infants who died and did not capture the care management trajectories of infants 

with LLCs who survived beyond infancy. The inherent limitations of retrospective 

studies are dependent on accurate documentation in medical records. This may have 

resulted in missing or inaccurate data. Study 2 was limited to what was reported in 

peer reviewed articles, which was predominantly in developed countries, with few 

articles from developing countries. There is a need to increase the diversity of studies 

and representation of diverse cultures and to acknowledge the limitations of a review 

that included articles only published in English where studies may lack diverse 

representation and may compromise generalisability. A final limitation was that the 

Study 2 database search was completed in July 2022. Our recent search of the 

databases (30th December 2023) identified a further ten articles which further support 

findings and have been discussed in this chapter.  

 

4.4 Recommendations 

To optimise how palliative care is delivered to infants and improve integration of 

specialist palliative care services in health settings, several recommendations are 

suggested:  

 



48 

Systemic 

• Address the key barriers of change within the health setting to further integrate 

specialist palliative care services.  

• For specialist palliative care services and palliative care providers to work in 

collaboration and informed by the Paediatric Palliative Care National Action 

Plan.  

• Update the Comprehensive Care Standard and other related documents such 

as the WA Perinatal Model of Care.  

 

Organisational 

• To promote greater opportunities for education using diverse approaches to 

building and developing health professionals’ knowledge and confidence to 

deliver palliative care. Furthermore, to evaluate the efficacy of education 

initiatives. 

 

Individual/team 

• Access professional development opportunities to develop specific skills to 

provide palliative care. 

• Explore the barriers, knowledge and attitudes of health professionals towards 

palliative care for infants in the West Australian context.  

• Explore the family perspective and views of palliative care across their whole 

journey, not limited to the end-of-life phase.  

 

4.5 Conclusion 

This study involved a retrospective review of the care of infants with LLCs who died 

in WA and an integrative review of the international literature to synthesise how 

palliative care is delivered to infants with LLCs. The study revealed infants were 

infrequently referred to specialist palliative care services and that palliative care was 

predominately delivered in neonatal intensive care units by primary care health 

professionals. Only a small number of infants received consultation from specialist 

palliative care service teams. This study found there are gaps and inconsistencies in 

the integration of specialist palliative care services in health settings, the clinical 

practice of palliative care delivery to infants and the psychosocial support provided to 

families across local as well as international contexts. Key recommendations to 

optimise the quality of palliative care to infants and their families across all aspects of 

care include addressing the key barriers to integrating specialist palliative care 



49 

services in infant’s settings, and improving health professionals’ skills and capacity to 

provide palliative care to infants that is timely and responsive to the individual needs.  
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APPENDIX 3 SUMMARY WITH DR NATASHA CAMPING 

Below is a summary of the minutes with Dr Natasha on the 30 November 2021. 

 

Advice for discussion with the 
stakeholder group 

• Ask for their help to interpret the care management 
trajectories? What does this mean 

• Not just specialty based  

Terminology / phrases  • Consider terminology / phrases that might not be 
internationally recognised. i.e. comfort care, 
journeys, pathways 

Care management trajectories  Group 2 – smaller number of cases in this group for 
Bec’s research. Why? Because we excluded 
unexpected deaths or those that didn’t have a LLC 

Group 4  

• Higher number of deaths at home  

• Option for parents  

• Bereavement support more documented  

• More palliative care referrals 

Referral to palliative care vs 
palliative approach?  

Is a referral to SPC required if everyone can deliver 
palliative care? Natashas comment > bring it back to 
what do the parents want? Patient and family centred 
care. 

When describing something not 
documented  

Consistently missed, these are the implications. 

Journal advice Consider avoiding palliative care journal as this could 
be limiting, you are not trying to sell it to palliative care 
specialists. 

 


