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Proposal and 
Objectives: 
 
 
 

The Phase of Illness measure describes the unique stages of a palliative care 
patient’s illness according to the care needs of patients, their family and the 
suitability of the current care plan to address these needs. Patients are 
categorised into one of five phases; stable, unstable, deteriorating, dying and 
deceased. The tool may serve as a measure to discern key changes in the 
trajectory of a child’s illness to enable services to identify and respond to a 
patient’s changing needs. The measure is widely used in adult palliative care 
settings however, there is no published literature exploring the inter-rater 
reliability, acceptability or feasibility of the Phase of Illness measure in a 
paediatric population. The primary aim of this study is to assess whether 
healthcare professionals agree on how to categorise patients using this tool by 
measuring the inter-rater reliability. Further outcomes assessed how well phase 
definitions describe paediatric patients and how easy professionals found it to 
assign patients to a phase.  

Main Findings: Overall, the results of this study indicate that paediatric palliative care 
professionals using the Phase of Illness measure reached a moderate level of 
agreement. Furthermore, in the majority of assessments professionals reported 
that the tool accurately described patients and they found it easy to allocate to 
a phase. However, there were a substantial proportion of cases in which 
professionals reported that the tool did not necessarily fit their patients well and 
there was uncertainty identified particularly when using the unstable phase. 

Implications for 
practice/future 
research: 

This study has provided useful results when looking at the acceptability and 
feasibility of using the tool in a clinical context and overall suggests that Phase of 
Illness may be appropriate for use in paediatric palliative care funding and 
resource allocation. However, further study is needed to explore the 
psychometric properties of the tool if phases are combined and more evidence 
is needed to explore how Phase of Illness relates to other paediatric appropriate 
measurable factors. 

Dissemination 
Plan: 

Disseminated within The Royal Marsden to the paediatric palliative care team. 
Also presented to the bereaved parents PPI group who were involved in the 
design of the study.  
 
Accepted for publication in American Journal of Hospice and Palliative Medicine.  
 
 
 


