
 Paediatric Palliative Care 

Q1. What is Paediatric Palliative 
Care? 
 “Paediatric Palliative Care for children 
and young people with life limiting 
conditions is an active and total 
approach to care, from the point of 
diagnosis or recognition throughout the 
child’s life, death and beyond. It 
embraces physical, emotional, social 
and spiritual elements and focuses on 
enhancement of quality of life for the 
child/young person and support for the 
family. It includes the management of 
distressing symptoms, provision of 
short breaks and care through death 
and bereavement” ACT & RCPCH UK 
2009 
Paediatric palliative care is care which 
focuses on the relief of suffering in the 
child and family by controlling pain and 
other distressing symptoms, by 
integrating the psychological and 
spiritual aspects of care, by offering a 
support system to allow children and 
their families to live as active and full a 
life as possible and by supporting 
families to help them cope into 
bereavement. It is an important aspect 
of medical care for all children with a 
life limiting condition or a life 
threatening condition or who need 
end-of-life care. The challenges which 
must be faced when caring for a child 
with a life limiting condition are multiple 
and specific to the individual child and 
family. 
As in adult palliative care services, the 
aim is to enable every child with a life 
limiting illness to live as well as 
possible until he/she dies. End of life 
care is only a small, although 
important part of what palliative care 
is. Paediatric palliative care principles 
include neither hastening nor 
postponing death, helping change the 

focus of care from cure to quality of life 
(QOL) and weighing the burden versus 
benefit in all treatments offered. As 
paediatric palliative care is a 
philosophy of care it can happen in 
any location the child is being cared 
for. 
All healthcare professionals involved in 
the care of children living with a life 
limiting condition need to have an 
understanding of the core principles of 
paediatric palliative care and to be 
able to adopt them appropriately. Any 
child with a life limiting condition may 
have palliative care needs, which are 
usually met by the primary team caring 
for the child. Therefore, not all children 
with palliative care needs will require 
specialist palliative care input. The role 
of the specialist paediatric palliative 
care service is to provide expert advice 
and support in more complex cases for 
the multidisciplinary teams already 
caring for these children and also to 
provide direct support to the child and 
family as appropriate. 
Q2. What is the aim of paediatric 
palliative care? 
The aim of paediatric palliative care is 
to achieve quality of life and a dignified 
death, preferably in a place of the child 
and family's choosing. All children with 
palliative care needs require an 
individual package of care including 
variable components of both general 
and specialist palliative care, provided 
in a planned, coordinated, timely and 
flexible manner as directed by need. 

Q3. What are Life-Limiting 
Conditions? 

The term life limiting condition refers to 
any illness for which there is no 
reasonable hope of cure and where 
the child is unlikely to survive beyond 
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early adulthood. Many of these 
conditions cause a progressive 
deterioration leaving the child 
increasingly dependent on their family 
or carers. These illnesses have been 
categorised into four main groups: 
Group 1 Life-threatening conditions for 
which curative treatment may be 
feasible but can fail. Access to 
palliative care services may be 
necessary when treatment fails. 
Children in long-term remission or 
following successful curative treatment 
are not included. Examples: cancer, 
irreversible organ failures of heart, 
liver, kidney.  
Group 2 Conditions where premature 
death is inevitable, where there may 
be long periods of intensive treatment 
aimed at prolonging life and allowing 
participation in normal activities. 
Example: cystic fibrosis.  
Group 3 Progressive conditions 
without curative treatment options, 
where treatment is exclusively 
palliative and may commonly extend 
over many years. Examples: Batten 
disease, mucopolysaccharidoses, and 
muscular dystrophy.  
Group 4 Irreversible but 
non-progressive conditions causing 
severe disability leading to 
susceptibility to health complications 
and likelihood of premature death. 
Examples: severe cerebral palsy, 
multiple disabilities such as following 
brain or spinal cord insult (ACT & 
RCPCH 2003).  
Q4. How many children die in 
Ireland each year with life-limiting 
conditions?  
In Ireland, approximately 370 children 
die each year with life-limiting 

conditions. Of these deaths, 57% 
occur in the first year of life. 
Q5. How does Paediatric Palliative Care 
differ from Adult Palliative Care? 
 In contrast to adult palliative care, 
children with cancer constitute a 
minority of those referred to palliative 
care services. Internationally, 
malignancies constitute only 
approximately 22% of referrals to 
paediatric palliative care, with diseases 
of the nervous system (39.1%), 
congenital conditions or illnesses 
originating in the perinatal period 
(22.1%) or other illnesses (16.7%) 
making up the majority (Widger et al, 
2007). Referrals are likely to increase 
as the care of children with complex 
disability improves. Many children with 
exceptional healthcare needs are 
surviving for many years and are most 
appropriately cared for by general 
paediatricians who are appropriately 
trained to meet their medical needs. 
They may have periods of relative 
stable health interspersed with periods 
of acute life- threatening illness when 
palliative care needs may be 
significant.  
In the Irish setting the support and 
input of adult palliative care services 
will continue to be relied upon to 
ensure children with life-limiting 
conditions are cared for as close to 
home as possible and can die at home 
if that is the wish of them or their 
families. 
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