
Who are the Children? 
Point Prevalence Survey to understand who needs 

Children’s Palliative Care

Prevalence compared with Fraser 
(2020) estimates showed our survey 

sample represented 8-26% of 
expected cases based on population 
estimates in six health care system 

areas.
(Fraser, L.K. et al. (2020) Make Every Child Count. Together for Short Lives.
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Introduction

Point prevalence surveys have been conducted effectively in 
recent years to inform development and resourcing of services 
for children with life-threatening and life-limiting conditions.

Our surveys in a UK region in 2022 and 2023 involved hospital, 
community and children’s hospice services, and reviewed 
1801 (2022) and 2619 (2023) babies, children and young 
people (BCYP).

In this paper we compare previous years with our 2024 survey 
and make recommendations.

Conclusions

Our surveys provide essential information about those known to services at a given time. They do not identify all who 
could benefit from care as there will be those not in contact during data collection periods.

Data supports service development but must be used alongside patient outcomes and baby, child and young person and 
family stories to provide a holistic narrative.

Read me too:

Method

The Spectrum of Children’s Palliative Care Needs, a prognosis-based framework 
using the ‘would you be surprised if…’ question was used with demographic data:

Gender;  Age category;  Diagnosis category;  Partial postcode;
Partial NHS number

Data collected by palliative care nurse specialists with professionals from 
children’s hospices (n=5), hospitals (n=13), and community nursing teams 
(n=11).

Information governance maintained via regional Managed Clinical Network 
process.

Source: Google Maps (2024) East of England Managed Clinical Network
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