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Abstract
This article reviews the evidence related to nurse
involvement in the end of life (EOL) decision making in
the Intensive Care Unit (ICU). This study was conducted
by analyzing 53 scholarly papers which met the inclusion
criteria. Data were searched through CINAHL, Science
Direct, ProQuest, Wiley Online Library, and PubMed.
The keywords used were “ICU Nurse”, combined with
“end of life”, “decision making” and “end of life decision
making”. The databases of PubMed, ProQuest, CINAHL,
Wiley Online, Ovid, and Science Direct were used to
search for the relevant articles. The results of the analysis
present the definition of end of life decision making, type
of end of life decision making, persons involved in end of
life decision making in the ICU, process of end of life
decision making in the ICU, a nurse’s role in end of life
decision making, and factors influencing end of life
decision making in the ICU. The results of this study are
important to develop an understanding regarding nurse
involvement in end of life decision making in the ICU.
Keywords: decision making; end of life; intensive care unit

I. INTRODUCTION

Healthcare providers who work in the Intensive
Care Unit (ICU) focus on delivering care to patients
during their acute threats and restoring their quality of
lives [50]. Approximately 20% of patients die while
receiving care in an ICU [35] which causes the ICU to
have the highest mortality rate compared with other
units in the hospital. The majority of patients died after
end of life (EOL) decision making [33] which makes
EOL decision making become a crucial component of
nursing care in the ICU.

Nurses in the ICU inevitably become a substantial
component during EOL decision making. Nurses are
often concerned with doing their best for the patient
and the patient’s family during EOL decision making
and perceive that they have full responsibility
regarding the patient’s condition which can increase
psychological problems among ICU nurses. Profound
knowledge regarding nurse involvement in EOL
decision making is needed to increase the quality of
EOL decision making in the ICU. For an
understanding in this area, a literature review was
undertaken.

II. METHODS

The data of this literature review were collected
from searches on databases and manual searching. The
databases of PubMed, ProQuest, CINAHL, Wiley
Online, Ovid, and Science Direct were used to search
for relevant articles using the search terms “ICU
Nurse”, combined with “end of life”, “decision
making”, and “end of life decision making”.

The articles used in this study were limited to
articles published in English during the years 2005-
2017. The relevant articles were graded for the level of
evidence using the Joanna Briggs Institute for
Evidence-Based Nursing and Midwifery (JBI) 2014
levels of evidence. Key information and analysis were
extracted into tables which consisted of topics and
authors, year of publication, design of the study,
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results, strengths, weaknesses, level of evidence, and
implications of the studies.

III. FINDINGS

End of Life Decision Making in the ICU

A. Definition of end of life decision making

EOL is a condition when the patient is in
advanced disability and suffering from a
progressive disease which is getting worst during
the last 6 to 12 months of the patient’s life [16].
During the EOL, the patient often experiences
physical symptoms such as shortness of breath,
chronic weakness, secondary to pain, and tingling
sensation in the extremities due to neurological
problems. Psychological impairment which can
lead to depression and dementia also occurs often
when the patient is dying due to sensory changes
[31].

EOL decision making can be considered as a
reliable process to analyze all available
alternatives of care for the patient to decide on
the patient’s care during their EOL stage [5].
EOL decision making requires a collaborative
process involving not only the healthcare
providers in the ICU but the patient and patient’s
family as well as deciding what kind of treatment
will or will not be used during the patient’s EOL
stage [48, 49]. Thereby EOL decision making is a
collaborative process which involves the
healthcare providers, the patient, and the patient’s
family to consider the direction of care for the
patient during the threatening condition.

B. Issues of end of life decision making in the ICU

 Advance directives

Advance directives are products of
advanced care planning which is a dynamic
process to identify the patient’s preferences
during the final stage of life [18, 43].
Advance directives such as living wills and
a durable power of attorney for healthcare
can be made only when the patient is still
capable of making decisions. An advance
directive can give the patient a chance to
communicate their preferences in writing
before some critical condition occurs [39,
49]. Several factors such as a nurse’s
attitudes on death and religion can influence

their involvement while conducting advance
directives [28]. Further study is needed to
understand the effect of spirituality during
nurse involvement in advance directives as a
part of EOL decision making [38].

 Withholding or withdrawing therapy

Withholding or withdrawing treatment is
a common issue for discussion in the ICU.
Withholding treatment can be defined as a
decision to not start or continue intervention
when the treatment is futile, and
withdrawing treatment is a decision to stop
treating the patient when the patient’s
prognosis is poor and the treatment will not
benefit the patient [21, 36]. The withholding
or withdrawing of life sustaining therapies
can be considered in some circumstances,
such as when the benefits for the patient
have been exhausted, when life sustaining
therapy no longer meets treatment goals or
when the topic is rendered by the patient for
discussion [31]. Nurses around the world
have different perspectives regarding
whether they should be involved in EOL
decision making, especially regarding
withholding or withdrawing treatment [4,
22, 30]. Different perspectives are
determined possibly by the level of
knowledge and education of the nurses
regarding EOL decision making.

 Euthanasia

Euthanasia can be defined as a conscious
act to administer medication or other
intervention with the intention of causing
the patient’s death [25, 37]. Euthanasia is
considered illegal in almost all countries and
unacceptable and is likened to an assisted
suicide event even though informed consent
is received either from the patient or the
patient’s family [37, 46]. Some nurses in the
ICU believe that euthanasia is an unethical
process and against their religious beliefs
[46]. Some healthcare providers in the ICU
often have misconceptions regarding
euthanasia and have difficulty
differentiating between euthanasia and
withholding or withdrawing treatment [17,
25].



C. Persons involved in end of life decision making in
the ICU

The current literature reviewed mentioned
that the patient’s involvement during EOL
decision making in the ICU is very rare due to
their threatening condition. A collaborative
process during EOL decision making between the
patient’s family, physician, nurses, and a spiritual
advisor is crucial to find the final decision for the
patient’s care. End of life decision making should
involve the patient’s family, a healthcare
provider, and also allied health workers to ensure
that the quality of end of life decision making
respects the autonomy of the patient and the
patient’s family.

 Patient’s family

The patient’s family is often involved
during end of life decision making in the
ICU, especially when the patient is unable to
express their preferences. A study by Quinn,
Schmitt, Baggs, Norton, Dombeck, and
Sellers [32] explained that the patient’s
family can be engaged in several informal
roles during end of life decision making in
the ICU such as, primary caregiver, primary
decision maker, family spokesperson, out-
of-towner, patient’s wish expert, protector,
vulnerable member, and healthcare expert.

The order of a patient’s family typically
starts from the spouse, followed by adult
children, and then other family members.
They will commonly make the decision
regarding the patient’s condition in the ICU
although this ranking can be different in
different countries [10]. The family
members who are involved in EOL decision
making should be competent persons, which
means they should be sufficiently capable to
understand the conditions and consider the
information and consequences of the
decision that they make [37].

 Physician

During this process, the physician
should be able to respect the patient and the
family’s autonomy and provide tailored care
to the patient by informing them clearly
regarding the situation and empower them to
communicate their feelings and perspectives
concerning the treatment [53]. Good

communication between the physician and
the family can prevent violating the patient’s
quality of life and can increase the family’s
satisfaction during EOL decision making
[53].

 Nurses

Nurses have the role of providing
clinical information about the patient’s
condition to the patient or to the patient’s
family [8]. Nurses also should be able to
facilitate a collaborative process between
the patient’s family and the healthcare
providers during end of life decision making
[1]. During EOL decision making, the
process is often complex and involves
sensitive information which requires the
nurse to always respect the patient and the
family’s privacy and dignity [12].

 Spiritual advisor

A spiritual advisor is very important
during end of life decision making to
support the patient and the patient’s family
when the patient is still alive and the support
should continue after the death of the patient
[1)] Even though nurses try to conduct the
role as a spiritual advisor, they often face
difficulty due to other work related activities
during their working hours [26]. Spiritual
advisors can help when a patient wants to
consider the issue of EOL decision making
by giving consideration related to how
religion might view the end of life decision
making. The spiritual advisor can also
improve the quality of end of life decision
making by facilitating patients and their
families to achieve the good death in the
process by respecting the patient’s spiritual
and cultural values [47].

D. Process of end of life decision making in the ICU

The process of EOL decision making is a
cyclic and dynamic process that consists of
assessment, disclosure, discussion, and consensus
building involving not only a healthcare provider
but also the patient and family. This process can
last anywhere from hours to weeks or months.

 Assessment

The assessment process regarding the
preference of care for the patient should be



conducted from the time of patient’s
admission. Unfortunately a patient’s
condition in the ICU often falls into sudden
or unexpected deterioration and makes them
unable to participate during EOL decision
making. This condition increases the
involvement of the family during
discussions that involve decision making on
behalf of the patient [41]. Assessments
should be conducted by the healthcare team
which can include the information needs of
the patient and family, and the cultural and
religious background to address a tailored
intervention during EOL decision making.
[12].

 Disclosure

The patient and the patient’s family
have the right to receive clear and honest
information regarding the patient’s
condition and prognosis. This information
should be given by a healthcare provider
who is respected as an expert such as a
physician [1] based on the assessments of
the physician and nurses regarding the
patient’s condition [2]. Good and honest
communication between the healthcare
providers, patients, and the patient’s family
can create trust to defuse tension, and can
help the patient’s family to synthesize the
information and prevent misconception [12,
21].

 Discussion

Discussions should be conducted when
the patient is still competent to decide on the
appropriate treatment. If the patient is in an
unconscious condition, the family can be
invited to make a decision on behalf of the
patient. During this process, a meeting
between the healthcare provider and the
patient’s family is crucial to assure that the
patient’s family has enough understanding
regarding the patient’s condition. This is
important to help the patient’s family to
reach a consensus, ease burdens surrounding
EOL decision making for the family, and
reduce distress for the patient’s family [10].
The nurse and other healthcare providers
should be able to assess the family’s
information needs and select the important
information for the family to help them

understand the situation [12]. This
intervention is crucial to tailoring
information and building rapport with the
family [1].

Even though the literature mentions the
importance of communication skills during
discussions, the nursing literature does not
mention the most effective discussion
strategies to help the family during EOL
decision making [1].

 Documentation

Conformity between the preferences of
care of the family or patients and the final
care that they receive is crucial to ensure
high quality care during EOL decision
making [41]. The summarized decision
should consist of several important pieces of
information such as the medical facts
including the prognosis, persons involved in
the EOL decision making, patient’s wishes
if known, goal of the treatments, details of
the treatments provided and the treatments
to be withdrawn or withheld [1]. The final
decision made by the family or the patient
regarding EOL treatment during the
patient’s EOL stage should be documented
and delivered to all team members to
prevent miscommunication with the family
or among the staff personnel, and errors in
codes [40].

Nurse Involvement in EOL Decision
Making in the ICU

A. Nurses’ roles in end of life decision making

Based on previous studies, the roles of nurses
in end of life decision making in the ICU
included educator, advocator, collaborator, and
supporter.

 Educator

The educational process during end of
life decision making requires a nurse to be
an educator to clarify all information that
the patient’s family members need to
understand the situation. When a patient’s
family has a good understanding regarding
the patient’s prognosis, they can be well
prepared for the decision making process



[2]. During the educational process in the
end of life decision making, the patient’s
family can get clear and honest information
on the patient’s healing possibilities and also
possible intervention for the patient [5].

 Advocator

Advocating is one role of nurses during
EOL decision making in the ICU. Nurses
are expected to be able to speak on behalf of
the family to the doctor and on behalf of the
patient to the family [1]. Nurses can help the
patient’s family by understanding the
implications of decisions, helping the
patient’s family to speak up concerning their
perceptions and their confusion regarding
the patient’s condition. When a patient’s
family receives sufficient information
regarding the patient’s condition from an
early stage, they tend to make decisions
more easily during the decision making
process [2]. Unfortunately, the failure of
nurses to identify the stages of grieving
during EOL decision making and lack of
knowledge regarding this process often
became barriers to be an advocate for the
patient and family during EOL decision
making [1, 19].

 Collaborator

Nurses should be able to work in a team
to fulfill their role as part of the healthcare
team. Collaboration between the physician
and the nurse is crucial to improve
communication between the healthcare
professionals and the family during the
decision making process [14]. Good
collaboration between the healthcare
providers is also very important in the
decision making process to avoid the
emotional burden of providing care and
decrease professional distress by receiving
support from the colleagues [26].

 Supporter

Adams, Bailey, Anderson, and Docherty
[2] explained that nurses have a role in EOL
care by building trust in relationships with
the family members and by demonstrating
empathy for patients, family members, and
physicians as they navigate the EOL
decision making process. The role of the

nurses to provide supportive family care is
expected to bring comfort for the patient’s
family. This can be achieved by meeting the
family upon the patient’s admission and
continuing to meet until the patient reaches
a critical condition in order to understand
the feelings and expectations of the patient’s
family [51].

B. Factors influencing the nurses involvement in end
of life decision making in the ICU

 Knowledge and experience of nurses

Even though the occurrence of end of
life decision making is increasing, nurses
often did not have confidence that they were
well prepared to help the patients and their
families at end of life decision making [49].
Lack of training and experience in nurses in
the ICU can hinder the provision of high
quality care for patients and their families
during end of life decision making [52].
Lack of experience can also cause nurses to
have low self-confidence when dealing with
end of life decision making [34].

 Patient’s condition

During the patient’s EOL stage, a
patient’s family often considers the EOL
decision based on the patient’s physical
appearance, such as facial expression, skin
color, and synchrony with the ventilator.
The patient’s previous condition such as
age, athletic activity, and history of illnesses
were also considered by the patient’s family
before taking a decision [7]. Nurses also
considered the patient’s condition before the
initiation of discussions regarding EOL
decision making. When a patient’s condition
remains unstable, the healthcare team tends
to delay the EOL decision making, and both
the doctor and nurses reported that they felt
moral distress when they had different
perspectives on the patient’s prognosis or
the value of suffering [27].

 Belief

A nurse’s beliefs are one of the factors
that can be a barrier during the end of life
decision making process [6]. End of life
decision making is still a controversy based
on religious points of view and nurses who
continually face this condition can



experience burnout symptoms. Nurses in the
ICU often feel that they have full
responsibility regarding their patient’s
condition and this perception tends to make
them susceptible to stress and depression
[44]. The literature also explains that nurses
in the ICU also perceive themselves as a
murderer when they have to be involved in
EOL decision making [24]. This contrast
between the beliefs of the nurses and
responsibility could lead to emotional
distress which can increase burnout
syndrome, low work satisfaction, physical
and psychological problems, and could
decrease the patient’s safety [13, 29, 45]

 Communication

Communication is one of the most
common problems in end of life decision
making. Ineffective communication can
induce problems among nurses, physicians,
and a patient’s family because the
information regarding the patient’s
condition is not clear and often inconsistent
[3]. Communication problems between the
nurse and other healthcare team members
during EOL decision making also have
negative impacts by inducing intra-team
conflict which is related to medical errors in
patients [15].

 Culture

The EOL decision making process is an
emotional issue for the patient, patient’s
family, and healthcare provider [19].
Culture can have different effects on the
responses during EOL decision making and
the issues become more complicated when
religion is considered [42]. The nurses must
understand the distinction and influence of
culture on the behavior of the patient and the
patient’s family by doing a comprehensive
assessment and respecting each subject as an
individual with his or her own uniqueness
[9, 11].

IV. CONCLUSION

EOL decision making is a process which is
conducted to consider the patient’s treatment
during their end of life stage. Nurses in the ICU,
together with other healthcare providers, should be

able to deliver care during end of life decision
making and carry out their role for the patient and
the patient’s family as well. Nurses have very
important roles during end of life decision making
such as educator, advocator, collaborator, and
supporter. Nurses can facilitate the patient’s
families during end of life decision making to get
clear information and prevent miscommunication.
Some factors that can influence a nurse’s
involvement in EOL decision making are
knowledge and experience of the healthcare
providers, the patient’s condition, beliefs,
communication, and culture.

From the literature review it can be
summarized that nurses in the ICU have a crucial
role as a member of a collaborative team during
EOL decision making. Unfortunately, nurses often
have a low level of self-confidence during their
involvement in EOL decision making due to their
lack of knowledge and experience. Nurses often
have to deal with dilemmatic conditions when
they have contradictions between their beliefs and
their role during EOL decision making. A nurse’s
understandings of the cultural and religion values
of the patient and patient’s family are also
important to increase the quality of care during
EOL decision making in the ICU. However, the
perception of nurses regarding their beliefs in
EOL decision making is not clearly understood.
The findings of this literature review will be useful
in providing knowledge on the involvement of
nurses in end of life decision making in the ICU
and can be used as knowledge to improve the
quality of care for the patients and families of
patients in the end of life decision making context
in the ICU.
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