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DEFINITIONS 
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The RCPCH believes that there are three sets of 

circumstances when treatment limitation can be considered 

because it is no longer in the child’s best interests to 

continue, because treatments cannot provide overall benefit 
 

1. When life is of limited quantity 

2. When life is of limited quality 

3. Informed competent refusal of treatment 
 

Larcher V, et al. Arch Dis Child 2015;100(Suppl 2):s1–s23 
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Definitions used in 2006 



21% Futile or Inappropriate 
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RMCH PICU 05/07/18 

• Appropriate treatment; 4/12 = 33% 
 

• Inappropriate treatment; 6/12 = 50% 

– Treatment is extremely unlikely to be 

beneficial, is extremely costly or is of 

uncertain benefit 
 

• Futile treatment; 2/12 = 17% 

– The care provided will not have the desired 

outcome or accomplish its intended goals 

Futile or inappropriate treatment; 2006 = 21%, 2018 = 67%  



‘Paediatric intensive care is 
transitioning from a specialty that 
deals with acute illness to one that 

is part of the multidisciplinary 
team that looks after children with 

chronic illness’ 
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Judicial resolution; RMCH experience 



Judicial resolution; RMCH experience 

Admission; 11 months 
 

Legal process 7 months  









Admission; 7 days 
 

Legal process 2 days 





Admission; 7 months 
 

Legal process 6 months  





Admission; 14 months 
 

Legal process 9 months 
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UK PICU experience 

• Paediatric Intensive Care Society (PICS) 

• Child Health Ethics and Law Special 

Interest Group (CHELSIG) 

• Retrospective review; 

– Increasing numbers (esp last 5 years) 

– Duration of legal process 

• Either a few days or 5-9 months 

• Prospective database 

 



Methods 

• All UK PICUs over last 5 years 

• Focus on England 

– situations different in Scotland & Ireland 

• 26 centres initial response including 

Manchester 

• Currently have data on 17 cases 

• 13 cases under 1yr of age 

– 2 children aged 2yrs, 1 child aged 14yrs 
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IMPACT OF PROLONGED PICU 

ADMISSION 
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Impact of prolonged PICU admission 

• Ethical 

– Child; prolonged treatment not in their best interest 

– Families; disruption, siblings, costs 

– Staff; medical and nursing staff 

• Financial 

– 1 day of PICU admission = £2,400 

– Legal costs  

• Resources 

– Median PICU admission = 3.5 days 

• Performance indicators for PICU 



Impact on nursing staff 

Louise Harrison, Year 5 Medical Student, APEP Project 

 

Qualitative research into the impact on nursing staff 

Semi-structured interviews with 24 members of staff 



Themes identified 

• Emotional impact 

– More impact on the most junior nurses 

• Mood 

– Negative impact on mood 

• Sadness, helplessness, frustration 

– Prolongation of suffering & ‘torture’ 

‘Can you imagine how it feels when you know 
your actions are causing a child to suffer?’ 



3
.5

4
4
.5

5
5
.5

C
ru

d
e

 m
o

rt
a

lit
y
 (

%
)

1
3

5
0

0
1
4

0
0

0
1
4

5
0

0
1
5

0
0

0
1
5

5
0

0
1
6

0
0

0

N
u

m
b
e

r 
o

f 
a
d

m
is

s
io

n
s

2004 2006 2008 2010 2012 2014
Year of admission

Number of admissions % of deaths

In 2015, UK 
and ROI 
crude 
mortality 
was 3.8% 

PICU Performance indicators  
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Oncology

Haematological

Neurological

Metabolic

Respiratory

Gastrointestinal

Genitourinary

Other

Perinatal

Congenital

Circulatory

CONTEXT: INCREASE IN PREVALENCE OF LIFE-LIMITING 
CONDITIONS (LLC) 

Overall prevalence of children and young people  (0-19 yrs) with 
LLC:  32/10,000 in the English population in 2009/10 







Impact of LLC on 1yr survival 
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Any Questions? 


