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Managing end of life care 

 Part of the job 

 

 Not necessarily the most distressing part of job 

 

 Concept of ‘good death’ 

 

 

 Pros and cons of Family Centred Care 

                                                                    Coats et al, Am J Crit Care 2018 



Recent controversies 

 





Wider context 

New ethical challenges of modern 

medicine 

 



   “Our data compared with the historical data  

   suggests that pediatric critical care may have  

   exchanged mortality for morbidity over the  

   last several decades.” 

 

                                    Pollack et al 2014 



Wider context 

New ethical challenges of modern 

medicine 

 

Growing acknowledgement of staff stress 
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Wider context 
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medicine 

 

Growing acknowledgement of stress on 
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coverage 
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How I first became aware – press 

coverage 







Wider context 

 New ethical challenges of modern medicine 

 

 Growing acknowledgement of stress on ICU staff 

 

 Lengthy legal process around disputes in end of life care decisions 

 

 24/7 media and social media coverage 

 

 Poor public understanding of science 







New anti-expert culture? 

 

 



Impact of a recent case 

 



Child’s suffering 

Parents’ behaviour 

 

Parents’ distress 

 

Dealing with colleagues’ distress 

 Impact on other families 
 

 

 



Pervasive nature of media coverage 

Not being able personally or institutionally 

   to fully counteract what was being said  

   in media 

Abuse from public on phone and in street 

Being accused of lying, being murderers and  

   not caring 

 

 



“What can we legally say in defence of one’s  

colleagues and the wonderful work we do?”  

 

 
 

 

 

 

 



“Is there a way  to defend our decisions  

without causing big discussions on 

confidentiality?” 

 



                                          

                                                 

 “It has affected me for all futile cases.  

I find I now have no reserve” 

 

 

 

 

 

 

 
 

 

 

 



 

“With medical advances these cases are 

going to become more common ……. 

we really need to learn from the 

experience”  

 

 

 



Post-traumatic stress 3 months later 

Clinically significant total score                     15% 
 
 

 



Post-traumatic stress 3 months later 

Clinically significant total score                     15% 
 

Experienced at least twice in the past week: 

“Feeling upset by reminders of the event”    68% 

“Heightened awareness of potential dangers   53% 
         to yourself and others”                                                      

 

 



Moral distress 

 



Moral distress definition: 

   “when you know what  

   the right thing to do is,  

but you are unable to do it” 



Moral residue – crescendo effect 

Epstein & Hamric,  J Clin Ethics 2009 



Main sources of moral distress 

  Communication      EoL Care          Resources          Decision            Unethical  
                                                                                          Making            Behaviour 

      Very 

frequently 

 

 

 

 

 

 

 

 

 

 

 

 

         

         Never 



Moral Distress 

    

   25% considering leaving as a result of 

moral distress      

 

Association between feeling unsupported 

re moral distress and considering leaving                                        

                                                          (p=0.01)  

  

 



Moral 
distress 



Strained 

relationship 
with family 

Moral 
distress 

Protracted 
legal process 
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Intense 
coverage in 

media 

Protracted 
legal process 
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Public abuse and 
criticism 

Intense 
coverage in 

media 

Protracted 
legal process 

Strained 
relationship 
with family 

Moral 
distress 



Wider implications 

 



Wider implications 

 Length of legal proceedings  



Time to final legal decision  

in cases of futility 

Harrison & Playfor, Arch Dis Child 2018 

<2 wks <6mths >6mths



Wider implications 

 Length of legal proceedings 

 

 Need for greater anonymity 
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Wider implications 

 Length of legal proceedings 

 

 Need for greater anonymity 

 

 Better security re public order 

 

 Concept of malicious communications 

 

 More discussion re ethics of treatment, at a societal level 

 

 



Staff wellbeing 

 



Recent study on adult and paed 

ICU n=377 

 

 

 

 

 

 

 

                                                       Colville et al Pediatr Crit Care Med 2017 

• Resilience strongest predictor of wellbeing 

 

• Debriefing 

• Speaking with manager  

• Having hobbies  

 

associated with lower  

burnout and PTSD  

after controlling for resilience 



 

PTSD 

- Individual level 



 

PTSD 

- Individual level 



‘Time Out’ debriefing – Leeds PICU 



‘Time Out’ debriefing – Leeds PICU 

FACILITATOR 

TRAINING 

LEEDS 

5TH SEPTEMBER 



Splurge writing 

 

 5 minutes 

 

 Pen and paper (or phone if you prefer/easier for you) 

 

 Just write whatever comes into your head 

 

 Use this as technique especially when you are feeling overwhelmed or 
mixed up or your mood  changes to more negative 



Moral Distress 

- Team level 



Moral Distress 

- Team level 



Moral distress scores by unit type  

%​ 

Adult ICU St G 
n=171 

 
PICU GOS 

n=46 



 

Burnout 

- Individual level 

- Team level 

- Organisation level 
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Burnout 

- Individual level 

- Team level 

- Organisation level 



HALT Campaign – Guys and St Thomas’ 65 



+ paper on sleep and  

   managing shift work 

66 

 

PICS MEETING 

BRISTOL 

 20 - 21st 

SEPTEMBER 



Self-monitoring 



Manchester Children’s 

 

 

 

STRESSCHECKER 



Manchester Children’s 
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Manchester Children’s 

 

 

 

STRESSCHECKER 



Manchester Children’s 

 

 

 

STRESSCHECKER 



Manchester Children’s 

 

 

 

STRESSCHECKER 



Stresschecker icu 



Stresschecker icu 

 



Stresschecker icu 



And finally…. 





“The NHS exists as a parallel world, a 

little like Narnia…”    Maggie O’Farrell 



Thank you  


