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Abstract

Background: Decision-making on end-of-life is an inevitable, yet highly complex, aspect of intensive care decision-making.
End-of-life decisions can be challenging both in terms of clinical judgement and social interaction with families, and these
two processes often become intertwined. This is especially apparent at times when clinicians are required to seek the
views of surrogate decision makers (i.e., family members) when considering palliative care.

Methods: Using a vignette-based interview methodology, we explored how interactions with family members influence
end-of-life decisions by intensive care unit clinicians (n = 24), and identified strategies for reaching consensus with families
during this highly emotional phase of care.

Results: We found that the enactment of end-of-life decisions were reported as being affected by a form of loss aversion,
whereby concerns over the consequences of not reaching a consensus with families weighed heavily in the minds of
clinicians. Fear of conflict with families tended to arise from anticipated unrealistic family expectations of care, family
normalization of patient incapacity, and belief systems that prohibit end-of-life decision-making.

Conclusions: To support decision makers in reaching consensus, various strategies for effective, coherent, and targeted
communication (e.g., on patient deterioration and limits of clinical treatment) were suggested as ways to effectively
consult with families on end-of-life decision-making.
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Introduction : : -
of patient preferences for end-of-life decisions some-

End-of-life (EOL) decisions relate to treatment stra-
tegies as death approaches or seems inevitable,' and in
the intensive care unit (ICU), nearly 70% of deaths
are associated with an explicit EOL plan.” Typically,
clinicians and families reach decisions on a ‘best inter-
ests’ basis,>* and act as surrogate decision makers
who make a ‘substituted decision’ for a patient
based on assumptions about their needs and desires.
EOL decisions are often framed by a legal context, for
instance the UK’s Mental Capacity Act,’ which man-
dates the seeking of views concerning values, goals,
desires and cultural beliefs of an individual who
lacks capacity.® Research on EOL in ICU has
tended to focus on how next-of-kin and clinician fac-
tors influence decision-making.

First, studies show that despite families having an
important role as surrogate decision makers or

times being absent.®’ The role of families can appear
unclear and without guidance,®'* resulting in poor
communication and potentially poor patient and
family outcomes.'' Furthermore, and reflecting the
genuine challenges of surrogate decision-making,'?
next-of-kin surrogates (68%) often misjudge the pref-
erences of their loved ones'® and are more likely to
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accept a life-saving treatment for a loved one than
they would themselves.'

Second, clinician expectations for survival are
often used to explain EOL decisions.'>"'® Physicians
with greater critical care experience are less likely to
recommend very invasive care for patients seemingly
at the end of their lives.!” Yet, the implementation of
a decision, for example on adopting a palliative
approach, is often determined by non-clinical factors:
for instance institutional norms (e.g., on the goal of treat-
ments, determination of ‘dying’),'® clinical team inter-
actions'”® and family values and behaviours, in
particular religion and its perceived involvement in a
patient’s life.*! This indicates that EOL decision-making
can be a product of both clinical factors and wider social
factors (e.g., ethics, norms, family wishes).

Improving EOL decision-making remains a prior-
ity,>> and understanding of the intertwined role of
clinicians and families is essential for achieving this.
Of particular concern are cases where clinical staff
believe an EOL decision is necessary, however next-
of-kin do not, as this scenario can be highly upsetting
for both families and staff, and costly in terms of time,
resources and potentially litigation. Through qualita-
tively investigating how clinicians respond to an
EOL scenario, the objective of the current study is
to understand how interactions with families shape
EOL decision-making, and identify the strategies
used by clinicians to ensure effective consensus build-
ing on EOL.

Method

The study received institutional approval from local
university and hospital research compliance offices.
All participants provided written informed consent.

Design

EOL decision-making was explored with a qualitative
methodology using semi-structured individual inter-
views based around a clinical vignette. A vignette is
a description of a scenario (in this case an EOL scen-
ario) for which participants are asked to make a deci-
sion. It is used to study cognition during complex
decisions where in situ methods (e.g. think-aloud
protocols) are less practical.”®> > An EOL vignette
was drafted by one of the investigators (SJB), and
piloted with three otherwise uninvolved senior ICU
doctors. The vignette is presented in Box 1: this was
used to explore participants’ approaches to planning
future management of a seemingly terminally ill
patient whose family is reluctant to limit care. A pur-
posive sampling strategy was adopted to acquire a
sample of medical staff representing varying levels
of experience of dealing with end-of-life issues in a
critical care setting.

On reading the scenario, the participants discussed,
through a semi-structured interview (15-20 min), their

Box |. End-of-life decision-making vignette scenario.

You are treating an 84-year-old Muslim gentleman with a
22-year history of chronic renal failure. His normal exer-
cise tolerance is now limited to transferring with the
assistance of two from bed to chair. He has had an above
knee amputation for ischemia. In addition, prior to his
recent admission he was treated for cardiac failure.

Mr AK was ventilated after sustaining a cardiac arrest
whilst receiving his dialysis, and in spite of full treatment
including a prolonged period of controlled temperature
management he has made an extremely poor recovery
with a seeming left sided weakness and a minimal con-
scious level. He has a tracheostomy in place and has been
receiving mechanical ventilation for some five weeks.
There has been little sign of neurological improvement,
and a multidisciplinary team meeting has determined that
the prospects for any realistic recovery are very poor and
the chances of surviving to leave hospital are nil. The team
wishes to discuss end-of-life issues with the patient’s
family, specifically limiting future treatment. However, the
family have indicated a reluctance to discuss this.

Questions:

— What would be an optimal outcome for the patient?

(Is there a clear solution?)

— Describe your approach to planning future management

of this patients care.

—  What factors would influence your decision-making in

this scenario?

— What are the risks associated with different management

plans?

— How would you consider the wishes of the patient’s

relatives in the decision-making process?

thoughts on how to handle the clinical scenario. The
interview was recorded and questions (see box 1) were
used as initial prompts after which a wider discussion
was encouraged. The interviews were undertaken by a
psychologist with no pre-existing relationship with the
participants, and independent from the institutions in
which research was being conducted.

Analysis

The data were collected, transcribed and coded. First,
and drawing on the decision-making literature,?® an
overview of how the clinicians interpreted and
responded to the scenario was made. Each transcript
was analysed in terms of the decision-making for
Mr AK, focusing on the key factors reported by clin-
icians as influencing decisions on EOL. Then, using
thematic analysis,>” we focussed on statements related
to strategies for building a consensus with families,
understanding their perspective and ensuring effective
communication. Statements were grouped together in
order to form themes. The purpose was to identify
recurring issues, relating to each topic, on the factors
that facilitated, or inhibited, decision-making with
families. To illustrate these themes, quotes were
extracted from a sample of diverse interviews. An
MSc-level psychologist undertook initial coding and
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this was then elaborated and sense-checked by a
senior psychologist and intensive care clinician.

Participants

Participants (n =24) comprised of eight junior trainee
doctors (JT; core trainees), eight senior trainee doc-
tors (ST; registrars) and eight senior doctors (SD:
consultants or attending physicians) practicing in
three university hospitals in London. All participants
had experienced and been part of teams that had been
involved in EOL episodes.

Results
Clinician decision-making: Overview

All of the participants recognized the scenario as
something common that they had experienced
within the ICU and agreed that Mr AK would be
best served by the withdrawal of life-prolonging
care. Reasons for supporting EOL described by the
clinicians are listed in Table 1. Experience influenced
decision-making on Mr AK. For example, one SD
talked about the role of experience in recognizing a
pattern of decline amongst patients: ‘“The less experi-
enced you are, well you don’t know which ones are
going to last...the more experienced you are, you’ve
got a pretty good idea and you are getting closer
(in your ability to recognize)’. Personal beliefs also
shaped perspectives. One participant stated that ‘If
people cannot be made better that level of support
must be withdrawn’ and others pointed to the
‘brutal’ nature of life-saving treatment (e.g. cardiopul-
monary resuscitation (CPR)), and the effects, for
instance anxiety/agitation, nausea, delirium, breath-
lessness and pain that to which it may lead. Thus,
subtleties emerged in rationales for ending life: for
instance, from following treatments that provide com-
fort yet will shorten life, to more direct evaluations
that a life had already, effectively, ended. Finally, all
clinicians discussed the importance of working with
families as a key element of decision-making: for
instance to avoid interpersonal conflict, negate a
potential legal case and ensure the ‘best’ outcomes
for patients and families.

Consensus building with families on EOL

Participants discussed five strategies that, based on
their experiences, they judged essential for building
consensus with families on EOL.

Building trust and understanding

Building trust and understanding with Mr AK’s
family was recognized as paramount. Clinicians
argued: ‘The key issue here is understanding why
the family is reluctant to discuss this (end-of-life

Table |. Participant rationales for end-of-life decision.

Participant Rationale

01(JT) ‘Overall prognosis is very poor’.

02()T) ‘If people cannot be made better that level of
support must be withdrawn, pragmatic’.

03(JT) ‘| think given the MDT, which includes
myself, decided that we cannot estimate
recovery | think the most important thing
is to help the family come to the same
agreement otherwise you are going to get
conflict between the family and the
medics’.

04(JT) ‘Likelihood of him surviving is extremely low
and practically nil’.

05()T) ‘He is probably not going to get any better
and he has a massive deficit so to me the
kindest thing would be not to continue
with treatment and not be aggressive with
treatment. There is no real benefit’.

06(JT) ‘I don’t think he is going to make any pro-
gress from a medical point of view’.

07(JT) ‘His chances of surviving are zero and his
prognosis is really poor’.

09(ST) ‘From a medical point of view this man is not
going to recover and we are maintaining a
state of limbo which is a non-functional
state. . .you accept that quality of life has
died and you turn the ventilator off’.

10(ST) ‘It’s not in the patient’s best interest to
prolong his life’.

11(ST) ‘For me a good outcome is a comfortable
death, it’s not being in any pain’.

12(ST) ‘It’s unfair on the patient to prolong his life’.

13(ST) ‘Nothing is going to be changing his end-
game so what’s the point?

14(ST) ‘It should just be about making him
comfortable’.

15(ST) ‘It is not acceptable for me, or the medical
profession, to have a patient suffer’.

16(ST) ‘The only thing one can do is talk to the

families about withdrawal. This patient is
not going to improve’.

17 (SD) “To ensure that their dignity and comfort is
maintained even if that does potentially
shorten their life’.

18(SD) ‘The scenario suggests that the whole situ-

ation is hopeless and his clinical outcome
is poor and his functional status will be
poor’.

19(SD) ‘Make the end-of-life care as good and

comfortable for the patient and the family
as you can’.

20(SD) ‘Obyviously the multiple problems this
gentleman had is much more than
the first one (references scenario )
and literally there is no room
to improve’.

21(SD) ‘This patient has no hope for recovery’.

(continued)
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Table I. Continued.

Participant Rationale

21(SD) ‘His prognosis is extremely poor; he wont
leave the ICU alive’.

22(SD) ‘They should die with peace and dignity’.

23(SD) ‘This is no QOL. The patient should be
made comfortable’.

24(SD) ‘He has too many co-morbidities,

as they say’.

care)’. The law was widely considered a factor in
building a relationship and brought into mind legal
considerations. To clinicians, the law was ambiguous
in terms of who had ultimate decision-making power
in Mr AK’s scenario, and building a relationship with
the family was key to avoiding any conflict. One of
the clinicians said ‘we cannot estimate recovery. I
think the most important thing is to help the family
come to the same agreement otherwise you are going
to get conflict between the family and the medics’.

Strategies for building trust with Mr AK’s family
varied according to respondent. One ST stated: ‘It’s
not something I would speak to the family about
unless I had put some groundwork in and made
sure I had their trust’. To build trust, clinicians dis-
cussed ensuring that where possible the same consult-
ant communicates with a family. One clinician
explained ‘Having the same consultant for a number
of weeks helps so maybe that consultant has been with
the family for a while so that does maintain some level
of continuity’. Overcoming denial was key. One clin-
ician explained the reluctance to discuss withdrawal of
care as sometimes ‘a kind of a denial thing...they
(families) don’t want to think about their relative
dying so it’s a part of their grieving process to deny
it’. Such observations confirm research showing that
rushing families to make the decision to withdraw life
sustaining treatment before they are ready can erode
the trust that families have in clinicians,”® and that
effective communication skills are essential for build-
ing trust.”’

Breaking perceptions of normalization

Clinicians discussed how, over time, families get used
to seeing the patient in critical states and view it as
‘normal’, and that breaking perceptions of this for
Mr AK’s family were important. For patients with a
severe chronic disease, their functional decline is
incremental to a point of significant incapacity; this
can shape discussions on the withdrawal of care
during an acute illness. For example, one participant
said ‘it’s about people adjusting their normal
values...and (the family may think) he is doing
okay even if they are just on a breathing machine and
not doing anything else’. Others felt that one must be
patient while communicating and allow families to
take their time. (e.g. ‘doesn’t happen overnight’).

One clinician talked about slowly preparing families
for the outcome ‘I think it has to be a very slow pro-
cess...you have to try and gradually drip feed a bit
more information and repeat things over and over’.
This reflects research showing that helping families to
recognize a patient’s deterioration is an integral part of
the process when shifting to palliative care.*

Ensuring realistic expectations of ICU care

Clinicians discussed the importance of explaining
the limitations of ICU care to Mr AK’s family,
with next-of-kin often unaware of the average statis-
tics on likelihood of recovery in ICUs and focusing on
exceptional cases (base-rate neglect). For example, a
SD said ‘I think because of the media, expectations of
intensive care are quite high. Just the expectations of
things like CPR...one has to understand how little
they (next-of-kin) actually know’. Clinicians felt that
the best way to communicate was by providing an
‘evidence-based’ approach: for instance by explaining
to families the percentage of patients who have been
in similar situations and have not survived.

More specifically, clinicians also discussed that,
often, families are unaware of the consequences of
life-saving treatment, and that this was important to
raise with Mr AK’s family. Due to lack of medical
knowledge, they argued families are sometimes
shocked to see how inhumane some of the procedures
are and immediately regret their decision. One partici-
pant said: ‘They (families) actually don’t really under-
stand the implications of a certain test or like
CPR’. Determining family knowledge on life-saving
treatments was essential, as was communicating the
implications of this treatment option against palliative
care. For instance, by emphasizing of a comfortable
death: ‘it’s not being in any pain, it’s not vomiting, it’s
not being constipated, it’s not being agitated, it’s not
climbing up the walls in delirium’.

Avoiding guilt

Clinicians discussed the need to anticipate family resist-
ance to withdrawing care due to feelings of guilt.
A clinician explained ‘some people- they almost don’t
want to feel that they have given up on their relative’.
Clinicians discussed addressing this for Mr AK
through making it explicit to families that the clinicians
are ultimately responsible for patient outcomes. One
said: “You don’t ask the family’s permission to with-
draw life support because they feel like they are respon-
sible for decision ... you frame it in a way that you are
taking responsibility for it’. Another said: ‘it needs to
be communicated them that it is the medical team’s
decision...I think people find it less troubling and
feel less guilty about it’. These observations reflect
research describing the high levels of emotional dis-
comfort, guilt and sense of responsibility felt by surro-
gates who feel accountable for a patient’s death.’’
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Spirituality and religion

For this scenario, faith was considered an important
issue. Clinicians were mindful that some Muslim
families may feel for religious reasons, unable to sup-
port withdrawal of life-sustaining care; this attitude is
not unique to Islam, and held by various religious
groups. In such cases, clinicians would perhaps
choose to explain ‘death as predetermined and that
nature will take its course’ while encouraging a shift
to palliative care. Presumably, the extent to which
religion would be a factor in decision-making would
depend on the family’s own interpretation and
expressed commitment to spiritual guidelines. Also,
factors considered unacceptable to some communities
(e.g. lack of prospects for recovery of consciousness),
may be considered more acceptable in other commu-
nities. Another strategy for managing the interaction
between faith and EOL decisions was to enlist chap-
lains or members of palliative team for support. For
example, one clinician said ‘In times of disagreement,
maybe a religious person in the hospital like a chap-
lain or other teams who are more accustomed to that
so the palliative care team who can maybe explain it
differently’.

Discussion

In this study we aimed to understand how interactions
with families shape EOL decision-making and to
identify the strategies used by clinicians to ensure
effective consensus building on EOL. Although we
found various factors to shape decision-making on
EOL (e.g. experience), negotiating consensus (or at
worst acquiescence) becomes a goal for clinicians
once a patient is identified as requiring a palliative
approach. Concerns over the consequences (e.g.
legal) of not reaching a consensus weighed heavily
in decision-making, and, according to clinicians, this
often arose from unrealistic family expectations of
care, the normalization of patient incapacity and
belief systems that influence end-of-life decision-
making.

In the UK, where this study was undertaken, the
Mental Capacity Act® obliges those caring for a
patient who lacks capacity to seek the views of those
close to the patient who can represent their perspec-
tive: however, decisions ultimately rest with the insti-
tution and professionals. Yet, the Mental Capacity
Act Code of Practice (sections 8.18 and 8.24)* obliges
a referral to the Court of Protection in cases where
there is dispute concerning best interests. Against this
context, it is notable that participants in the current
study discussed the importance of managing families,
rather than seeking views as to what the patient would
wish. It is possible that the framing and presentation
of the vignette, with a religious element and a fam-
ily reluctant to engage, pushed people immediately
into a negotiating rather than a view-seeking
mode. Alternatively, and in a type of ‘loss aversion’

(where people focussing on avoiding ‘losses’ — viz.
adverse consequences),” participants may not have
perceived there was a decision to be made, and thus
focussed on avoiding moral distress, time-consuming
complaints and legal disputes.

In terms of the extant literature, the observations
from ICU clinicians were consistent with research
showing that surrogate decision-makers can misjudge
the preferences of their loved ones,'” and that unreal-
istic patient and family expectations were seen as a
potential barrier to high-quality palliative care.”
To address this, effective, coherent and targeted
communication is required, with sensitivity to the
traditions and emotional states of families being
essential to building consensus. Furthermore, rather
than focussing on more subjective issues such as qual-
ity-of-life (which involve value judgements), clinicians
may better focus on the impact of continuing or
avoiding unnecessary and unpleasant procedures for
patients. This resonates with research showing the
importance of language used to frame treatment alter-
natives to EOL care®® and the importance of discussing
specific interventions in terms of their risks and bene-
fits.* It also reinforces the importance of considering
faith where this is important to patients and families.*®
Constraints around resourcing were generally not con-
sidered in relation to EOL decision-making, yet may be
important influences upon decision-making in more
resource-constrained contexts.

A practical guidance document has been produced
by the Faculty of Intensive Care Medicine.’’ This
contains much sensible advice but the mass of scien-
tific evidence around decision-making has tended to
be around admission rather than working with
families in EOL scenarios (e.g. where health literacy
can be low). To support clinicians in EOL decision-
making with families, we have summarized the prac-
tical strategies articulated by clinicians to build con-
sensus in Table 2.

The study has a number of limitations: it was per-
formed in one institution and three ICUs across
North West London. Although participants were
diverse and data saturation was achieved (e.g. in dis-
cussing how to work with families), participants in
other hospitals (or countries) may have responded dif-
ferently. The study relies on participants projecting
their decision-making behaviour (which may not be
accurate), and the generalizability of findings is
unclear.

Finally, the study was undertaken before the global
COVID-19 crisis, and arguably reflects ‘peacetime’
operations in ICU, where family members are able
to visit loved ones. However, the concerns identified
here, particularly around trust, remain relevant. Our
previous research has shown the challenges of
resource scarcity for decision-making in ICU,*® with
decisions on ICU admissions often being ethical deci-
sions as much as they are clinical decisions. Where
COVID-19 cases remain high, refusal to admit
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Table 2. Strategies for consensus building in end-of-life (EOL) decision-making.

Factors Description

Strategy

Building trust

Breaking perceptions
of normalization

EOL care

Ensuring realistic
expectations
of ICU care

can be)
Avoiding guilt

Religion

ingly ‘unnatural’ death

If families do not trust the clinician(s) they
are communicating with, it is difficult to
reach a shared solution on end-of-life care

Over time, families get used to seeing the
patient in critical states and view it as
‘normal’, and do not see the need for

Families can have unrealistic expectations of
ICU care, and do not realise a patient will
not recover to pre-ICU quality of life, or
that lifesaving care is harmful (e.g. CPR

Families can be reluctant to support EOL
due to concerns they have not made all
possible efforts to save their loved one

For some religions, all possible efforts must
be made to avoid a premature or seem-

— ensuring continuity in the clinical team

— training staff for interpersonal skills and empathy

— laying the groundwork for the possibility of an
EOL scenario

— keeping families in the loop as care progresses

— remaining open to other possibilities

— drip feed information, rather than providing it in
big chunks

— give families time to reflect on the change

— provide clinical examples of change

— ask families to reflect on the patient’s life before
they were ill

— be clear on the pros and cons of every option

— describe the likely outcomes for a patient in an
understandable way

— give examples of prototypical cases and give
statistical data

— discuss the history of care, and the steps that
have been taken

— emphasize the shared nature of decision-making
to diffuse responsibility

— reflect on what would be the most comforting
for the patient

— adapt communication strategy and language to
ensure respect for religious beliefs

— consider how an EOL decision is framed in the
context of religious beliefs

— enlist a chaplain or other team member

EOL: end-of-life; ICU: intensive care unit.

patients to ICU may become a form an EOL decision,
and engagement with families is essential for main-
taining trust, and ensuring that ICU staff feel that
they have provided the best care in very challenging
circumstances.

Conclusion

End-of-life decisions are amongst the most challen-
ging for ICU doctors to make: they involve applica-
tion of expertise, consideration of resources and
ethics and interactions with families who may feel
they should contribute to the decision. This study
found, through a series of vignette interviews, that
the undertaking of EOL decisions was often affected
by a form of loss aversion whereby concerns over
the consequences of not reaching a consensus with
families weighed heavily in the minds of clinicians.
Conflict was perceived to arise from unrealistic
family expectations of care, family normalization of
patient incapacity and belief systems that prohibit
end-of-life decision-making. Effective, coherent and
targeted communication (e.g. patient deterioration
and limits of clinical treatment) were suggested as
ways to avoid conflict and reach consensus on deci-
sion-making.
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