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The place of end-of-life care in ICU

• Palliative and end of life care are a global public health 
issue 

• EoL care prevents suffering and offers cost effective 
ways of providing care 

• Care at EoL can be complex, and a sensitive and 
intrinsic part of everyday ICU practice



Profile of dying patients in ICU

(Scottish Intensive Care Society Audit Group 2018)



Dying trajectories
Cancer deaths - Mostly well (+/-
treatment) until sudden decline. 20%
of all deaths.
Chronic disease - Death follows
several years of increasing physical
limitations and intermittent
hospitalizations. 20% of all deaths.
Frailty and dementia – Death follows
after prolonged steady decline often
lasting a decade or longer. 40% of all
deaths.

(Rand Corporation, 2003)



Dying trajectory in ICU
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Demands and impact on ICU families
• Families in ICU are not just visitors: caregiver, decision maker, 

patient’s wishes expert, patient protector, and family 
spokesperson

• 52% of bereaved family members have complicated grief 
symptoms at 6 months after the death, 53% at 12 months and 
have high risk of presenting with post traumatic stress symptoms 
(43.6 % at 6 months, 36.2% at 12 months) 

• 34% of bereaved family members have at least one psychiatric 
illness: major depressive disorder (27%), generalised anxiety 
disorder (10%), panic disorder (10%), or complicated grief 
disorder (5%) 

(Kentish-Barnes et al. 2016, Quinn et al. 2012, Siegel et al. 2008)



Critical, transitional moments in care
• Transition –process or a period of 

changing from one state or condition 
to another e.g. from the sick role to 
the dying role

• Critical moments in ICU including:
• resuscitation
• family conferences
• as end of life approaches
• after the death of the family 

member

• Where’s the place of the family in 
these?



The place of family in resuscitation

• Family presence a strongly emotive area
• Few RCTs available, mainly descriptive and qualitative work
• Families supportive towards this practice 
• Clinicians not always positive due to concerns re adverse events
• Could draw on results from studies in out-of-hospital setting
• Results generally equivocal
• Importance of support person with families during resuscitation



The place of family in resuscitation

• Awareness re sensitivities and need for unit support
• Must keep families informed and updated
• Need to agree the when, who, what, how, and why 
• Amend resuscitation team policy to add a family liaison person
• Provide clinician education on how to adjust to family presence, with 
debriefings for staff following practice change 

• Identify outcomes associated with family facilitators with studies 
looking at “presence preference”



The place of family in the family 
conference
• Substantial body of work in the area
• Few RCTs available, mainly descriptive or observational work 

with use of non-validated measures
• Families participation in rounds positively impacts on 

satisfaction with care, involvement in decisions, and consensus 
in care

• Family satisfaction improved with intentional structuring of 
conferences and written information about end of life

• No evidence on relative risks/burden, feasibility, or cost of family 
presence compared with traditional rounding



The place of family in the family 
conference
• Offer proactive, routine interdisciplinary family conferences
• Use structured approaches e.g. VALUE, SPIKES when 

engaging in communication with families
• ICU clinicians receive family-centered communication training to 

manage complex conversations at end of life
• Family members of dying patients be offered written 

bereavement brochure
• Best practices in communication training programs needs 

further exploration e.g. discipline specific or interdisciplinary, 
duration of programs, and style of instruction



The place of family in the family 
conference
• Provide consistent, timely, and honest information allowing time 

for family input
• Acknowledge patient and family preferences and concerns
• Demonstrate that care given is strongly collaborative 
• Sympathise with the family about the impact of their loss
• Support the patient and the family, and be present for them
• If possible, give reassurance that the family member will be kept 

free of pain and comfortable
• Assist the family in identifying social support in the short term
• Provide the family with spiritual/cultural and physical resources



The place of family at the end of life
‘I sort of thought somebody would say, that’s it or something and I kept 
looking around thinking, I don’t know whether I’m holding a dead man’s 
hand now, or it’s still my Dad [nervous laugh].’ (P03)

‘My one regret is that they said they didn’t think he would live much 
longer and we went to see him and then I said ‘look I’ve got to go now’ 
and I did regret not staying to the end.’ (P08) 

‘We could involve Dad. We always assumed he was hearing us and so 
we’d just act like he was there and it was really good for the most 
memorable time, because I found them really bonding especially like not 
just with Dad, but with the rest of the family.’ (P18)

(Coombs et al., 2011)



(Ranse et al. 2016)

Most frequently provided 
information to families 
during withdrawal of 
treatment (n = 159)

Least frequently provided 
information to families 
during withdrawal of 
treatment  (n = 159)



Questions to ascertain families needs at the end of life

‘People often have questions about what happens when someone 
dies in intensive care, do you have any questions about this? How 
much would you like to know?’

‘What is your understanding of what is likely to happen during the 
next few hours? What information will be help you cope with these 
events? 

‘Some people are very clear about where they want to be and what 
they want to happen when a family member is dying. Have you 
thought about what you want to do during these final hours? What 
are the most important things that you would like to do?’



The place of family at the end of life

• Cues to consider what patient would have wanted
• Focus on what will be done, not just on what will not
• Proactive palliative care consultations
• Use of ethics consultation if conflict between clinicians and family
• Help families to interpret clinical signs accurately
• Educate families with what to expect
• Create rituals to make death meaningful
• Consider other support e.g. social worker and spiritual support



The place of family after the death
• Need for formal bereavement support associated with availability of 

social support and nature of the death
• Evidence based on studies with methodological limitations  
• Strongest evidence for targeted and specific intervention for those with 

complex grief reactions 
• Attention should focus on enabling family and friends as mechanisms 

for social support 
• Need for education and training support for staff
• Financial cost of bereavement support systems might be set against 

the long-term expense of support



Memory-making and memorial acts in ICU
• Prior to death: computer-generated Word cloud images, ECG 

memento, family diaries, locks of hair, photos, hand/fingerprint
• After death: memory boxes (in neonates and children), viewing the 

deceased, sympathy letter, follow-up, memorial  services, Books of 
Remembrance

• Small evaluation work undertaken demonstrating positive impact

• Questions: Is it ICUs responsibility? How does it integrate with hospital 
and community services? What does ‘high risk bereavement’ mean and 
assessed in the ICU context ? How are interventions/programs formally 
evaluated? What responsive outcome measurements tools used?



Let’s not forget what this is about….

https://www.vumc.org/trauma-and-scc/trauma-program
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