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Advances and challenges in 
European Paediatric 

Palliative Care



Palliative care for children and young people is an active and total approach to care, from the point of
diagnosis, throughout the child’s life, death and beyond. It embraces physical, emotional, social and
spiritual elements and focuses on the enhancement of quality of life for the child or young person and
support for the whole family. It includes the management of distressing symptoms, provision of short
breaks, care at the end of life and bereavement support.

Together for Short Lives (2018) A guide to children’s palliative care. 4th Edition 
https://www.togetherforshortlives.org.uk/changing-lives/supporting-care-professionals/introduction-childrens-palliative-care/
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Over 21 million children and young people globally 
needing palliative care, yet only 5-10% of them having 
access to services, there remains much inequity within 
the field. 

Connor SR, Downing J, Marston J. (2017) Estimating the global need for palliative care for children: A cross-sectional analysis. Journal of Pain and Symptom Management
53(2):171-177.
Connor SR (Editor) (2020) Global Atlas of Palliative Care. 2nd Edition. Worldwide Hospice & Palliative Care Alliance, London, UK.  
Arias-Casais N, Garralda E, Rhee JY, et al. (2019) EAPC atlas of palliative care in Europe Vilvoorde: EAPC Press, 2019.

https://www.thewhpca.org/resources/global-atlas-on-end-of-life-care
https://dadun.unav.edu/handle/10171/56787


Around 7% of people who need
palliative care globally are children.
While the overall percentage might be
small, the number of children and
families around the world who are
affected is large.

About 2.8% of the global total of
children needing access to palliative
care are in the European Region.





Changing populations:

1. In recent years, childhood deaths have decreased
2. Mortality in paediatric intensive care units has also declined but 

still 1:6 children die in PICU 
3. No consensus on the number of children who have died who 

would benefit from palliative care
4. Children living longer and requiring increasing levels of care

Fraser L., Bluebond-Langner M, Ling J. (2020) Advances ad challenges in European Paediatric Palliative Care. Med. Sci ,8:20
Plunkett, A.; Parslow, R.C. Is it taking longer to die in paediatric intensive care in England and Wales? Arch. Dis. Child. 2016, 101, 
798–802. 





How it all began….

Sisk al. (2020) Response to suffering of the seriously ill child: A History of Palliative Care for Children Pediatrics 145(1)e20191741









2008



Main challenges:

1. Defining palliative care
2. Better understanding the needs of paediatric palliative care
3. Integrating culture and spirituality into palliative care
4. Reducing suffering and promoting hope and healing
5. Acknowledging professionals’ responses and need or support
6. Integrating knowledge of paediatric palliative care into basic 

curricula and training programmes 



2020



Main challenges:

1. Dearth of evidence (decision making, communication and pain 
and symptom management)

2. Need for routine high-quality data
3. Best way to care 
4. Place of care
5. Place of death 
6. Advance care planning



Sisk al. (2020) Response to suffering of the seriously ill child: A History of Palliative Care for Children Pediatrics 145(1)e20191741











WHO (2018) Integrating palliative care and symptom relief into paediatrics. A guide for healthcare planners, implementers and managers www.who.int
WHO (2020) Guidelines on the management of chronic pain in children. www.who.int/palliativecare

http://www.who.int/
http://www.who.int/palliativecare


WHO (2021) Model List of Essential Medicines for Children (8th list). Geneva: World Health 
Organization http://www.who.int/medicines/publications/essentialmedicines/en/







Final thoughts…. 
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