
Concise Clinical Review

End-of-Life Decision Making in the Intensive Care Unit
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Increasingly in the United States and other countries, medical
decisions, including those at the end of life, are made using a shared
decision-making model. Under this model, physicians and other
clinicianshelppatients clarify their valuesandreachconsensusabout
treatment courses consistent with them. Because most critically
ill patients are decisionally impaired, family members and other
surrogates must make end-of-life decisions for them, ideally in
accord with a substituted judgment standard. Physicians generally
make decisions for patientswho lack families or other surrogates and
have no advance directives, based on a best interests standard and
occasionally in consultation with other physicians or with review by
a hospital ethics committee. End-of-life decisions for patients with
surrogatesusuallyaremadeat familyconferences, the functioningof
which can be improved by several methods that have been demon-
strated to improve communications. Facilitative ethics consultations
can be helpful in resolving conflicts when physicians and families
disagree in end-of-life decisions. Ethics committees actually are
allowed to make such decisions in one state when disagreements
cannot be resolved otherwise.
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In 2004, a National Institutes of Health (NIH) State-of-the-
Science Conference statement (1) defined end-of-life care as
the care provided a person during the final stages of life. End-of-
life care is also called palliative care, hospice care, and comfort
care. According to the NIH Conference statement, there is no
exact definition of life’s final stages, nor can a person’s time of
death be accurately predicted. Nevertheless, the end of life most
often is characterized by the presence of disease or disability
that increases progressively and requires symptom manage-
ment. Such management commonly supersedes or supplants
potentially curative or restorative treatment designed to sustain
life but not necessarily to comfort a person at the time of death.

End-of-life care was hardly a consideration when intensive
care units (ICUs) were developed in the mid-20th century to
provide invasive monitoring and medical interventions to the
critically ill (2). Intensive care medicine was full of promise in
those days, and ICU clinicians, especially physicians, seemed
more interested in saving lives with new technologies than in
comforting dying patients and their families. Nevertheless, as
ICUs proliferated, the limitations of the therapies they provided
were appreciated, along with the realization that some 20% of
patients in countries like the United States die in ICUs or

shortly after discharge from them, usually after decisions to
forego life-sustaining therapy have been made (3). As a result,
end-of-life care in the ICU has become a clinical, educational,
and research imperative (4).

Reflecting the strength of this imperative, end-of-life care in
the ICU has been the subject of textbooks (5), journal supple-
ments (6), and statements of the American Thoracic Society (7),
the Society of Critical Care Medicine (8), and other professional
organizations. Rather than repeat the substance of these
publications, I focus in this review on what I consider the most
significant issues in end-of-life care: (1) the importance and
limitations of physician prognostication, (2) medical decision
making for patients with families or other surrogates, (3)
medical decision making for patients without families or other
surrogates, (4) improving decision making for patients with
families or other surrogates, and (5) resolving conflicts in
decision making when physicians and surrogates disagree. I do
not deal with the economic consequences of end-of-life care
because this topic is so large and complex that it merits
a separate review.

THE IMPORTANCE AND LIMITATIONS OF
PHYSICIAN PROGNOSTICATION

However end-of-life decisions are made in the ICU, and
regardless of who makes them, the decisions are profoundly
influenced by physicians’ predictions of patients’ outcomes from
critical illness. Such outcomes may include the likelihood that
the patient will survive a critical illness and what the patient’s
length and quality of life probably will be if he or she leaves the
ICU alive. Physicians may base prognoses on their own
experience or on single- or multiinstitutional studies of specific
diseases, such as acute lung injury (9). Other information has
come from studies of certain age groups, such as the elderly
(10), or of certain interventions, such as mechanical ventilation
(11). Prognosis based on these studies is presumably more
accurate than that of individual physicians. Yet the outcome
of conditions such as acute lung injury changes over time and
with the advent of new treatments (12), limiting the usefulness
of research studies in predicting survival unless they are
frequently updated.

Additional information has been obtained from the use of
multiitem prognostic scoring systems using physiological vari-
ables and other data. Perhaps the best known of these systems
is the Acute Physiology and Chronic Health Evaluation
(APACHE), which has gone through four iterations (13).
Systems such as APACHE have been shown to be as accurate
(or inaccurate) as clinical assessment by physicians and nurses
(14). They also have demonstrated good calibration in that the
overall hospital mortality predicted by the systems is compara-
ble to that actually observed in research studies. Nevertheless,
the systems have not discriminated well between individual
survivors and nonsurvivors (15). As a result, the use of prog-
nostic scoring systems remains adjunctive in that they provide
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information for medical decision making but cannot be used by
themselves to decide who is destined to die while receiving
intensive care (16).

Just as physician prognostication about individual patient
survival is potentially problematic, so is physician assessment of
how strongly patients esteem life, even if it is fraught with
severe disabilities. Although some physicians might forego life-
sustaining treatment for themselves if they were chronically ill,
a substantial proportion of patients with chronic illness would
consent to prolonged mechanical ventilation for merely a 1%
chance of surviving ICU admission (17). Similarly, in a single-
center study (18), 70% of patients who survived ICU admission,
and the families of nonsurvivors, were willing to undergo ICU
admission again to achieve even another month of survival.
Such willingness may reflect not only individual choices but also
religious, ethnic, and cultural values, as evidenced by a recent
California HealthCare Foundation survey (19) in which 44% of
adult African-Americans, 44% of Latinos, 28% of Asian-
Americans, and 14% of non-Hispanic whites believed that
‘‘everything possible should be done in all circumstances to
save a life.’’

Studies such as this suggest that, because of their different
values, patients, families, and physicians themselves may also
differ in their concept of a ‘‘good death.’’ Physicians have long
considered the prediction of disease and injury outcome as one
of their most important duties; for much of medical history, they
often could offer little more than such prediction to patients and
families. But just as they rightfully regard prognostication as
a professional responsibility, physicians should be aware of their
limited ability to prognosticate accurately in many situations
and of the limited persuasiveness of their prognostication on
some patients and families. Physician prognostication is impor-
tant to patients and families, even when they disagree with the
prognoses offered them, as will be discussed. At the same time,
patient and family values are as important as physician prog-
nostication in decision making at the end of life.

MEDICAL DECISION MAKING FOR PATIENTS WITH
FAMILIES OR OTHER SURROGATES

When ICUs were first developed, physicians assumed that
patients and families would want to receive life-sustaining
therapies, such as cardiopulmonary resuscitation (CPR) and
mechanical ventilation, and often delivered these therapies
without obtaining informed consent. Similarly, hospitals in the
United States had universal resuscitation policies under which
all patients received CPR regardless of their or their families’
wishes. As a result, physicians and nurses usually attempted to
resuscitate all patients unless the clinicians performed ‘‘slow
codes’’ to pretend compliance with hospital policies when they
felt that CPR could not benefit patients. At the same time,
patients receiving mechanical ventilation most often were
ventilated until they died (2, 20).

Physicians in the early days of the ICU often operated under
a paternalistic decision-making model that allowed them to
judge which patients would benefit from medical interventions
and apply them accordingly. This model was and is supported
by the ethical principles of beneficence, doing good for patients,
and nonmaleficence, avoiding harming them (21). Underlying
the model is the assumption that physicians are better qualified
than patients to make decisions by virtue of their superior
knowledge and experience, and that they will protect patients’
interests because of their fiduciary obligations. The model is still
used by some physicians and is particularly suited to emergency
situations, in which consent is assumed.

Increasingly, the principle of respect for patient autonomy—
the right of self-determination—has come to dominate medical
decision making in the United States and other countries
(21–23). Under this model, physicians are expected to discuss
the nature and likely outcome of a given illness, explore the
ramifications of forthcoming decisions, determine patient
values, confirm that patients understand the information pro-
vided them, discuss preferred roles in decision making, and
achieve consensus about treatment courses that are most
consistent with patient values. Shared decision making differs
from the informed choice model, under which physicians merely
provide patients with treatment alternatives and other informa-
tion with which patients can make decisions by themselves.

The ascent of respect for patient autonomy as a dominant
ethical principle and the adoption of a shared decision-making
model were facilitated in the United States by several factors.
Among these factors were court decisions, such as In re Quinlan
(24) and Cruzan v Director, Missouri Department of Health (25)
that affirmed the right of patients who are capable of making
decisions to refuse any and all therapies, including those that
can sustain life. If the patients cannot make decisions, their
families are allowed to do so for them, ideally under a sub-
stituted judgment standard. These and similar court decisions
provide the only legal rationale for withholding and withdraw-
ing life-sustaining therapies in the United States.

Another rationale, which may represent a reaction to the
ascent of patient autonomy, is that physicians may not provide
life-sustaining therapies to patients if doing so would be futile.
This approach uses qualitative and quantitative definitions of
futility (26) and was incorporated into what has been called
‘‘the futility movement’’ in the United States (27). The futility
movement has been criticized on several grounds, the most
compelling of which is that physicians, patients, and families
may differ as to what constitutes futility because of their
personal values (28). Furthermore, although clinicians are not
obligated to perform medical interventions they consider un-
ethical, and although studies (29) indicate that some physicians
have withheld and withdrawn life support without the knowl-
edge of patients and families or over their objections, American
courts have never sanctioned this process. Unilateral end-of-life
decision making by physicians also may invite claims of
malpractice by families, although these are unlikely to be
prosecuted successfully because of the difficulty of proving that
physicians have violated the standard of care (30).

In its Cruzan decision, the United States Supreme Court
observed that life-and-death decisions are deeply personal, that
not all family members can or will provide substituted judg-
ment, and that not all patients have families or other surrogates.
It therefore allowed the states to require clear and convincing
evidence of patients’ prior wishes—for example, through a writ-
ten advance directive—before life support can be foregone for
patients who are decisionally impaired. Although only Missouri
and New York have imposed this requirement, the court’s
concern about the adequacy and availability of family surro-
gates remains relevant in the ICU where, because of their
diseases or the administration of psychoactive drugs, only
a small minority of patients can make their own decisions (31).

Studies (32, 33) of substituted judgment among families of
terminally ill patients in the United States have shown that
surrogate decisions are reasonably concordant with what pa-
tients would decide, particularly if the surrogates and patients
have discussed end-of-life issues beforehand. Yet discordance
has been documented in the same studies, and many physicians
have encountered surrogates who do not know what treatment
patients would want at the end of life. Even so, most patients
who have been interviewed by investigators in the United States
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would prefer that family members, in consultation with clini-
cians, make medical decisions for them in the event of de-
cisional impairment (34). Given these findings and the court
decisions just discussed, it seems reasonable to replace ‘‘pa-
tients’’ with ‘‘surrogates’’ in the shared decision-making model
and let family members make end-of-life decisions for deci-
sionally impaired patients in the ICU.

In addition to being reasonable, using families or other
surrogates to make decisions for decisionally impaired patients
also is practical. The status of the critically ill can change
quickly, making the legal system, which relies on judges or
court-appointed guardians to make decisions for patients who
cannot do so, too slow to be useful in many circumstances.
Furthermore, in my experience, judges and guardians generally
have limited medical knowledge and usually defer to physicians
regarding prognosis and other issues unless family members
object. As a result, judicial review is superfluous unless conflict
between clinicians and surrogates exists. In the absence of
conflict, most officers of the court rightfully allow medical
decisions for impaired patients to be made by physicians and
families or other surrogates.

Hospital ethics committees historically have played an
advisory and facilitative rather than a proscriptive role (35).
Such committees also may lack clinicians with the expertise
necessary to improve the decision-making process in some
situations. At the same time, the committees most often are
made up of institutional representatives and may contain few
members from the community (36). Because of this, they may
not represent patient and family interests adequately and may
not be the appropriate mechanism for making end-of-life
decisions unless physicians and families are conflicted and
institutional policies or state regulations allow the committees
to fulfill a judicial function, as will be discussed.

MEDICAL DECISION MAKING FOR PATIENTS WITHOUT
FAMILIES OR OTHER SURROGATES

According to a recent multicenter study (37), approximately 5%
of ICU deaths occurred in decisionally impaired patients, many
of them homeless, who lacked surrogates and advance directives.
For such patients, physicians generally made decisions to limit
life support, often with review by other physicians, occasionally
with review by hospital ethics committees, and rarely with court
review. In the absence of advance directives, which might have
allowed for a semblance of substituted judgment, physicians who
made such decisions generally cited poor prognosis for hospital
survival, predicted poor quality of life, and belief that treatment
was not in the patients’ best interests. Their practice was not
always in keeping with widely varying hospital policies, pro-
fessional society guidelines, and state laws regarding who should
make end-of-life decisions for this large patient population.

The preferences of the patients themselves were not known
in the aforementioned study. However, another study (38)
involving interviews of nonhospitalized homeless persons with-
out families revealed that half would want physicians to make
end-of-life decisions for them if they were decisionally impaired
and that 80% would prefer physicians to court-appointed
guardians. Yet the homeless were more likely to want CPR
and mechanical ventilation if they were comatose than physi-
cians surveyed in this study were inclined to provide. The
possibility that physicians might not treat patients without
families as the patients may wish is supported by another study
(39) revealing that decisions to limit life support are more
strongly related to the identity of critical care physicians than to
comorbid conditions, acute diagnostic category, and the source
of ICU admission.

Despite the potential disadvantages of decision making by
physicians for patients without families or other surrogates,
whether a better mechanism exists is unclear. All the limitations
of the legal system in dealing with patients who have surrogates
apply to those who lack them. The same is true of ethics
committees. Nevertheless, ethics committee review of physician
decisions would have the advantages of requiring that the
rationale for the decisions, particularly physician perceptions
of the patients’ best interests, be articulated, and that the
decisions are consonant with institutional policies and state
laws. At the same time, review by ethics committees might help
engender public trust, especially if the committees contain
community representatives, because physicians could no longer
make end-of-life decisions in isolation for patients without
families (37).

IMPROVING DECISION MAKING FOR PATIENTS WITH
FAMILIES OR OTHER SURROGATES

End-of-life decisions in the ICU usually are made at family
conferences, the dynamics of which have been explored in
recent years. One study (22) of these dynamics has demon-
strated that although shared decision making about end-of-life
treatment choices is commonplace at family conferences, it
often is incomplete, especially at conferences including less-
educated families. To increase shared decision making, investiga-
tors (40) involved in the aforementioned study have recommended
that family conferences be held soon after patients are admitted
to the ICU and periodically thereafter. When possible, the
conferences should be held in a private place, organized and
led by senior physicians, and attended by the clinicians—nurses
as well as physicians—with whom the families regularly interact.
Consultants such as social workers, spiritual advisers, and in-
terpreters are an essential part of the ICU team and should be
invited to participate in family conferences, especially at family
request. According to the investigators, interdisciplinary commu-
nication is associated with higher patient satisfaction and is
recognized by patients and families as a major component of
good end-of-life care.

The importance of interdisciplinary communication was
highlighted in a before-and-after study (41) of an intensive
communication intervention at an academic hospital. This
intervention was extended to all patients with a predicted
ICU length of stay longer than 5 days and a predicted ICU
mortality of greater than 25% estimated by the attending
physician. Under the intervention, interdisciplinary meetings
led by attending physicians were held within 72 hours of ICU
admission, and a treatment plan based on the patients’ and
families’ goals and expectations was developed. Clinical ‘‘mile-
stones’’ indicative of recovery or worsening were identified with
time frames for their occurrence. Follow-up meetings were held
to discuss palliative care as the need for it increased. When
compared with the period before it was introduced, the in-
tensive communication intervention was associated with a de-
crease in ICU length of stay for patients who died, with no
increase in overall ICU mortality. Although this study has not
been duplicated, and although which components of the in-
tensive communication intervention had the greatest impact on
ICU length of stay could not be determined from the study,
improved communication seems generally advisable.

In my experience, communication often can be improved if
a representative can be identified to speak for the entire family
at meetings, especially if family members disagree among
themselves. In some instances, that representative will carry
a durable power of attorney for health care and will have legal
authority. If a durable power of attorney has not been assigned,
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investigators (40) recommend that the family be told that it is
the major source of information about the patient’s values.
Because patient and family values may differ, the family should
be schooled in the concept of substituted judgment and advised
that it will be asked to help make decisions based on its
knowledge of what the patient would want in a given situation.
If a written advance directive is available, it can be referred to,
even though advance directives have not been shown to strongly
influence treatment decisions made either by physicians or
families (42).

Some families may prefer to make most medical decisions in
the ICU, including those at the end of life; others let physicians
assume complete responsibility (43). Whatever role a family
prefers, it probably should be determined early in the decision-
making process (40). Furthermore, the role may change with the
patient’s condition. A family that is assertive when the patient
is first admitted and the outlook is good may grant more
decision-making responsibility to physicians if the patient’s
status declines. This observation underscores the importance
of physician prognostication in the decision-making process
and the necessity of updating prognosis regularly at family
conferences.

Unfortunately, physicians sometimes do not speak in abso-
lutes when discussing prognosis with families and do not
explicitly discuss the patient’s chance for short-term survival
(44). Yet recent studies (44) have shown that, regardless of their
decision-making role, most families want physicians to make
specific recommendations on whether or not to continue
treatment based on a patient’s prognosis. Furthermore, most
families want physicians to discuss the patient’s prognosis even
when they doubt the physicians’ ability to prognosticate accu-
rately. Families generally do not view withholding prognostic
information as a way to maintain hope (45).Whether they agree
with the prognosis or not, discussions about it help families
prepare for the possibility that the patient will die (46).

Although they want specific recommendations and prognos-
tic estimations from physicians, families are more satisfied if
they are listened to, rather than talked at, during family
conferences (47). A communication strategy featuring longer
conferences and more time for families to talk, along with
distribution of a brochure, lessened the effects of bereavement
on families in one recent study from France (48). Families also
appreciate assurances that pain will be treated and suffering
ameliorated throughout the ICU stay, that the patient will not
be abandoned, and that the family’s decisions will be respected
(49, 50). Family satisfaction is enhanced by clinicians’ empa-
thetic statements that acknowledge the difficulty of having
a family member in the ICU, making decisions for a family
member, and seeing a family member die (51).

The pace of hospital practice is fast; physicians and nurses
may feel obligated to move critically ill patients through the
health care system, and families frequently report being pres-
sured by clinicians to withhold or withdraw life-sustaining
therapy (52). Physicians and nurses should be aware of this
pressure when it exists and should understand what prompts
them to exert it (53). They also should appreciate that many
families need time to adjust to a patient’s decline and imminent
death, and that a ‘‘stuttering withdrawal,’’ in which some
therapies are continued while others are removed, may be
preferred by some families, probably because it gives them
more time to come to terms with the patient’s death. This
explanation was put forward by the investigators of a recent
study (54) who, despite their belief that the goals of care are less
clear during a stuttering withdrawal, found that a longer
duration of withdrawal was associated with increased family
satisfaction.

RESOLVING CONFLICTS IN DECISION MAKING WHEN
PHYSICIANS AND SURROGATES DISAGREE

Most families and physicians eventually reach agreement about
whether and when life-sustaining therapies should be foregone
(55). Nevertheless, some families may disagree that life support
be withheld or withdrawn despite recommendations to the
contrary. Infrequent and inadequate interaction between fam-
ilies and clinicians probably accounts for this disagreement in
most instances, but it can occur even when communication is
excellent, extra time is allowed for discussion, and prognostic
information is updated regularly. Differences in personal values
often seem to underlie conflicts between physicians and fami-
lies, along with family refusals to accept the prognoses provided
to them (52).

Because many families correctly regard prognostication as
being imperfect, such refusal should not be surprising (56).
Furthermore, families may be satisfied if their members
survive the ICU with disabilities that physicians would not
want for themselves, such as being in a persistent vegetative
state, as discussed earlier. Yet even when these reservations
are accounted for, some families may request therapies that
clinicians consider futile under the strictest definition of that
term—for example, prolonged mechanical ventilation for
an anencephalic infant or for a patient with multiple-organ
failure after bone marrow transplantation (57). In these and
similar circumstances, and especially in the absence of ad-
vance directives, physicians may rightly ask whether families
truly are exercising substituted judgment or serving patients’
interests.

When families and physicians disagree over continuing
treatment, physicians sometimes choose to withdraw life sup-
port unilaterally, although they run the risk of being sued for
malpractice and accruing defense costs whether or not the suit is
successful (29). When physicians in Massachusetts wrote a do-
not-resuscitate order and withdrew support over a family
member’s objections in the Gilgunn case (58), neither they
nor their hospital were penalized by the court. However, when
clinicians and health care facilities have asked courts to sanction
such withdrawal before it is performed, the courts have tra-
ditionally sided with families, as in the Baby K case (59) in
Virginia and the Wanglie case in Minnesota (60), without facing
the issue of futile or inappropriate care directly. The verdicts in
these last two cases in the United States differ from those in
recent cases in Canada (61) and Australia (62), wherein the
courts allowed physicians to make end-of-life decisions over
family objections, presumably because of the physicians’ supe-
rior medical knowledge.

Given the lack of legal clarity on end-of-life decision making
in the United States, clinicians probably should seek conflict
resolution outside the judicial system. One potentially useful
mechanism is consultation with palliative care teams or ethics
committees. In this regard, a recent multicenter study (63)
demonstrated that ethics consultations were associated with re-
ductions in hospital and ICU lengths of stay and life-sustaining
treatments in patients who ultimately did not survive to dis-
charge. The majority of physicians, nurses, and families inter-
viewed in this study agreed that ethics committee consultations,
which were advisory and facilitative but not proscriptive, were
helpful in addressing treatment conflicts.

An alternative approach, recommended by the American
Medical Association (64), is to have ethics committees actually
make decisions at the end of life when families and physicians
cannot do so. This so-called due process approach was in-
corporated in 1999 into an amendment to the Texas Advance
Directives Act (65). It allows a physician to ask a hospital ethics
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committee to review a patient or family request for treatment
the physicians consider futile or inappropriate. If the committee
agrees that the request is inappropriate and no other physician
or hospital will accept the patient in transfer within a 10-day
time period, the treatment may be withheld or withdrawn (65).
So far, most ethics committee decisions have favored physicians
over patients and families under the Advance Directives Act
(66, 67).

The Texas Advance Directives Act has been supported by
one of its developers (68) as an effective and ethical method to
resolve disputes about medical futility. On the other hand, it
has been criticized for empowering ethics committees, with
their probable institutional bias, to serve as judges and juries,
especially for patients who are economically deprived (69).
Investigators (70) who have written extensively about both
futility and family conferences have argued that almost all cases
in which physicians and families disagree about end-of-life care
can be resolved with early and intensive communication and
a ‘‘principled negotiation’’ approach at the bedside. In the small
number of cases in which even the best efforts at communica-
tion and negotiation fail, they recommend that clinicians find
ways to better support each other in providing care, rather than
overriding the requests of patients and their families.

CONCLUSION

The constitutionality of the Texas Advance Directives Act has
not been determined, and how widely its due process approach
is being and will be used in other states is unclear. Nevertheless,
for all of the debate over the Act, most end-of-life decisions
are reached easily by physicians and families, so that conflict
resolution rarely is required. Physician prognostication and
patient and family values are the most important components
of end-of-life decision making, which increasingly is based on
a shared model that, for all its prevalence, still can be improved on.
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