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Palliative care for babies, children and young people (henceforward called children) was not
specifically covered in the Joint Select Committee Inquiry into End of Life Choices. We welcome
the opportunity to ensure it forms a part of this Inquiry into Palliative Care.
Palliative Care Australia defines paediatric palliative care as follows:
Palliative care for children with life-limiting conditions is an active and total approach to care,
from the point of diagnosis or recognition, embracing physical, emotional, social and spiritual
elements through to death and beyond. It focuses on enhancement of quality of life for the child
and support for the family and includes the management of distressing symptoms, provision of
short breaks ad care through death and bereavement. (From Paediatric Addendum: Palliative
Care Services Guide 2018)

It is important to note that there are distinct differences between paediatric and adult palliative
care. The differences outlined below are taken from The Paediatric Addendum Palliative care
services guide 2018. Developed by Palliative Care Australia (PCA)
There are unique characteristics of paediatric palliative care that differentiate it from adult
palliative care that warrant special consideration for service planning and resource allocation.
Some of these characteristics are:
•
•
•

Care embraces the whole family and uses a model of child and family-centred care;
The family has an increased role in decision-making and care for the child;
A substantial number of children have non-malignant conditions, many of which are
specific to childhood;
• Life-limiting conditions in children can be extremely rare and sometimes there is no
definitive diagnosis;
• The child usually always remains under the care of their primary treating team, with
specialist paediatric palliative care providing support through a consultative model;
• Perinatal palliative care may be provided alongside the antenatal care that a mother
receives from the obstetric team;
• Provision of care across a wide range of care settings and healthcare teams can
complicate care coordination and communication;
• Predicting a prognosis can be difficult and deterioration can be episodic and
unpredictable;
• The number of children dying is smaller; in turn the lower volumes mean that non
specialist health care providers have less familiarity and experience in palliative care;
• A child is learning, growing and developing along a continuum toward becoming a
functional adult which requires social, emotional and spiritual needs;
• A child's ability to communicate and understand varies according to their age or stage of
development and underlying condition;
• The provision of education and play is essential;
• There may be financial life-changing costs to families when parents withdraw partially or
completely from the workforce to become caregivers;
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