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The WHO Definition of Children's 

Palliative Care:
� Palliative care for children represents a special, albeit closely related 

field to adult palliative care. WHO’s definition of palliative care 

appropriate for children and their families is as follows; the 

principles apply to other paediatric chronic disorders (WHO; 

1998a):1998a):

�It begins when illness is diagnosed, and 

continues regardless of whether or not a child 

receives treatment directed at the disease.



History of PPC in the UK

1982 Helen House first children hospice in the world and UK

1987 Ann Goldman PPC Team at Great Ormond Street

1988 ACT- The Association for Children with Terminal Illnesses

2018 60+ Organisations providing Paediatric Palliative Care 

Services

• Children’s Hospices (n=53)

• Hospital Based Specialist Paediatric Palliative Care 

Services (n=9)

• Community/Outreach  Teams



CHANGING POPULATIONS 

Prevalence of LLC ENGLAND (0- 19 year olds)1

Year 2000/01 2001/02 2002/03 2003/04 2004/05 2005/06 2006/07 2007/08 2008/09 2009/10

Number of 

Patients

30643 29443 30503 31280 31639 34066 36013 37447 37601 40042

Total 24.9 23.8 24.7 25.3 25.6 27.6 29.1 30.2 30.3 32.2

Age under 1 116.7 105.9 104.2 104.1 102.1 106.7 123.4 113.5 117.5 125.7

1-5 years 29.1 28 29.5 29.9 29.9 31.1 31.4 32.9 32.4 34.11-5 years 29.1 28 29.5 29.9 29.9 31.1 31.4 32.9 32.4 34.1

6-10 years 18.8 18.1 19.1 19.6 20.1 21.8 22.3 23.5 23.6 24.8

11-15 years 17.4 17 18 18.5 18.4 20.4 21 22.4 22.5 24

16- 19 years 16.3 16.2 16.5 17.5 17.9 19.5 19.7 21.1 22 23.6

Previous estimates 16 per 10000 (0-19 yrs) 



Changing Populations1
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Why the changing population?

• Increasing management of complications e.g. infections

• Increasing use of medical technologies e.g. ventilation• Increasing use of medical technologies e.g. ventilation

• Disease modifying drugs



Changes in Life expectancy

2https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulle

tins/childhoodcancersurvivalinengland/childrendiagnosedfrom1990to2014andfollowedupto2015



Cystic Fibrosis and Duchenne Muscular 

Dystrophy

Year

Median age of 

Survival Lower 95% CI Upper 95% CI

2007-9 37.87 35.76 41.43

• Median Survival for Cystic Fibrosis in the UK3

2010-12 46.01 43.5 49.59

2013-15 47.06 43.29 48.64

• Use of ventilation and spinal surgery increasing survival in DMD, 

now some studies showing median survival into 40s4

CF patients rarely seen by PPC in the UK, DMD 

make up a large proportion of hospice patients5



Current Challenges





Not the only case



Yesterday



Role of PPC in these cases

�Mediation????

�WHO definition

�? inevitable



Discussion Points

1. Role of PPC in conditions with increased life 

expectancy

2. When is a condition truly Life-limiting/life-

shortening?shortening?

3. Role of PPC in plugging gaps in other services

4. Provision of services in line with WHO definition

5. Mediation ? Key role in difficult cases



Questions

lorna.fraser@york.ac.uk

www.york.ac.uk/mhrc

@UoYmhrc

@lornafraser10
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