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Feature Articles

A history of resolving conflicts over end-of-life care in intensive
care units in the United States*

John M. Luce, MD, FCCM

I recently encountered a case of
conflict over care at the end of life
that is similar to others that oc-
cur, albeit uncommonly, in the

United States. It involved an 86-year-old
man named James McGilvray (I have
changed the patient’s name and several
details of his history to avoid his being
identified) from San Francisco. Mr.
McGilvray had chronic hypertension,
heart failure, and vascular dementia, in
addition to the new onset of acute my-
elogenous lymphoma. At his request and
that of his spouse and adult son, he was
treated with conventional chemotherapy
by a community oncologist after being
deemed ineligible for experimental proto-
cols at a nearby university medical center.

After several months, Mr. McGilvray
no longer responded to chemotherapy,
and he and his family was informed that

his lymphoma could never be controlled.
Nevertheless, he was admitted by his on-
cologist to an intensive care unit (ICU)
for respiratory failure caused by tumor
infiltrates in his lungs. An intensivist
treated Mr. McGilvray with noninvasive
ventilation delivered through a face
mask. Mr. McGilvray’s thinking had
clouded by this point. He could no longer
make medical decisions, and he had
never prepared an advance directive to
assist others in making them.

During this hospitalization, Mr.
McGilvray’s wife and son were advised by
his oncologist and intensivist that it
would be best not to intubate him if could
not be maintained on noninvasive venti-
lation because he would soon die of his
lymphoma. They also advised the family
that he not undergo cardiopulmonary re-
suscitation (CPR) in the event of a car-
diopulmonary arrest. The family rejected
this advice on the grounds that Mr.
McGilvray was “a fighter” who would
want full support. The family also stated
that every day Mr. McGilvray lived was a
blessing bestowed by God.

One night as his respiratory status was
declining, presumably because of pro-
gressive tumor infiltration, his family was
told by a physician covering the ICU that
Mr. McGilvray could maintain adequate

oxygenation only if his trachea was intu-
bated. The family requested this proce-
dure. During intubation, however, Mr.
McGilvray suffered a cardiopulmonary ar-
rest. It took half an hour of CPR to re-
store his heartbeat, after which he was
placed on the ventilator in an uncon-
scious state.

After performing a thorough neuro-
logic examination the next morning, Mr.
McGilvray’s intensivist concluded that he
had suffered severe hypoxic-ischemic
brain damage. She then advised the fam-
ily that he was unlikely to regain con-
sciousness and asked that the mechanical
ventilator be removed. The family re-
fused, insisting that he would recover,
even if “a miracle” were required. The
intensivist then met with the hospital
ethics committee, a representative of
which tried to convince the family that
further treatment could not benefit Mr.
McGilvray and that he might not want
the treatment his family requested for
him if he were able to speak for himself.

The family was not persuaded by the
ethics committee representative, and me-
chanical ventilation was continued. Mr.
McGilvray’s intensivist tried to interest
other physicians in assuming his care but
was unsuccessful. After another week in
the ICU, during which he received full
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Objectives: To present a case of conflict over end-of-life care
in the intensive care unit (ICU) and to describe how such
conflicts have been resolved in the United States since the
inception of ICUs.

Data Sources: A nonsystematically derived sample of pub-
lished studies and professional and lay commentaries on end-of-
life care, ethical principles, medical decision-making, medical
futility, and especially conflict resolution in the ICU.

Study Selection: Some of those studies and commentaries
dealing specifically with conflicts over end-of-life care in the ICU
and their resolution.

Data Synthesis: An historical review of conflict resolution over
end-of-life issues in U.S. ICUs.

Results and Conclusions: Conflict at the end of life in ICUs in
the United States is relatively rare because most families and

physicians agree about how patients should be treated. Never-
theless, conflict still exists over some patients whose families
insist on care that physicians consider inappropriate and hence
inadvisable, and over other patients whose families object to care
that physicians prefer to provide. When such conflict occurs,
mediation between families and physicians is usually successful
in resolving it. Consultation from ethics committees also may be
helpful in achieving resolution, and one state actually allows such
committees to adjudicate disputes. Physicians who act unilater-
ally against family wishes run the risk of malpractice suits,
although such suits usually are unsuccessful because the physi-
cians are not shown to have violated standards of care. (Crit Care
Med 2010; 38:1623–1629)
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medical ethics; decision making; resource allocation
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support (including vasopressors, antibi-
otics, fluids, and nutrition) but never re-
gained consciousness, Mr. McGilvray suf-
fered another cardiopulmonary arrest
and could not be resuscitated. The family
subsequently sued the hospital and Mr.
McGilvray’s oncologist and intensivist for
alleged medical malpractice, claiming
that they had not “done everything to
save him.”

From what I know of Mr. McGilvray’s
case, communication between his family
and physicians was excellent, as it was
between the family and the ethics com-
mittee representative. Nevertheless, the
family members never accepted the prog-
nosis offered them and insisted on life-
sustaining therapy until Mr. McGilvray
died. End-of-life care is not contentious
for most ICU patients because their fam-
ilies and physicians usually agree on a
plan of treatment. Nevertheless, Mr.
McGilvray’s case is a reminder that seem-
ingly unsolvable conflicts still occur de-
spite extensive negotiations and, like con-
flicts in other arenas, may ultimately be
played out in the legal system.

In this article, I trace the history of
how conflicts over care at the end of life
have been dealt with in American ICUs
since their inception and discuss several
court cases involving such conflicts. In
the process, I explore the ethical princi-
ples that underlie end-of-life care in the
ICU and other settings. I do not discuss
the financial implications of such care
in detail, because this complex and im-
portant topic deserves an independent
review.

The Early Years of the ICU

ICUs were created in the United States
and other developed countries in the
1950s and 1960s to provide physiologic
monitoring and potentially life-saving
medical interventions such as mechani-
cal ventilation. At the time, biomedical
ethics in and outside the ICU was domi-
nated by the principles of beneficence,
under which physicians, nurses, and
other caregivers are expected to benefit
patients, including keeping them alive in
most situations; and its corollary, non-
maleficence, under which they should
“do no harm” (1, 2).

Most caregivers and medical institu-
tions assumed that ICU interventions
were potentially life-sustaining and that
patients would naturally want them. Re-
flecting this assumption, and using what
might be called a paternalistic model of

medical decision-making, physicians fre-
quently applied therapies even in non-
emergency situations without obtaining
informed consent from patients and
families. Similarly, hospitals required
that CPR be performed on all patients,
and patients who were started on me-
chanical ventilation usually were venti-
lated until their deaths could no longer
be forestalled (2).

Physicians and nurses who performed
CPR in the ICU came to realize that it was
effective in restoring life in only a small
minority of critically ill patients (3). Fur-
thermore, caregivers encountered pa-
tients and families who did not want this
treatment if their wishes were sought.
Nevertheless, withholding CPR from pa-
tients was considered unethical, if not
illegal, and it conflicted with hospitals’
universal resuscitation policies. A popu-
lar and unethical way of feigning compli-
ance with institutional policies was to
resuscitate patients in a delayed or inten-
tionally ineffective fashion. This proce-
dure was called the “slow code” (4).

One reason that mechanical ventila-
tion was continued in most patients was
that the withdrawal of this therapy was
regarded as homicide, even if done with
the permission of the patient and family
(5). An ethical and legal rationale for
withdrawing the ventilator was provided
in 1968, when the Ad Hoc Committee at
Harvard (6) created criteria for brain
death that circumvented the issue of ho-
micide in patients who met these criteria
and, after changes in state laws, allowed
their organs to be transplanted. Never-
theless, withdrawal of mechanical venti-
lation from patients who did not meet
brain death criteria continued to be
called either “killing” or “euthanasia” by
many caregivers.

Key Legal Decisions

In the 1970s, the father of Karen Ann
Quinlan, a young woman who was un-
conscious following a drug overdose, re-
quested that a trial court in New Jersey
name him her guardian with the ex-
pressed purpose of removing her from
mechanical ventilation. He was opposed
by his daughter’s physicians and the hos-
pital in which his daughter was cared for
on the grounds that removing life-
sustaining therapy from her would be
both illegal and unethical. After the trial
court turned down his request, Mr. Quin-
lan took his case to the Supreme Court of
New Jersey.

In its in re Quinlan (7) decision in
1976, the New Jersey Supreme Court rea-
soned that, were she somehow to return
to consciousness momentarily, Ms. Quin-
lan probably would refuse further treat-
ment that could not provide a sentient
existence. The Court also stated that she
had a constitutional right of privacy to
make such a refusal. Since Ms. Quinlan
could not exercise that right on her own,
the Court appointed her father to make
decisions for her. It also declared that
Ms. Quinlan’s physicians and the hos-
pital were not liable for her death if an
ethics committee agreed that she could
not regain consciousness despite fur-
ther therapy.

In the 1980s, the parents of Nancy
Cruzan, who remained unconscious
months after an automobile accident,
asked a trial court in Missouri to allow
their daughter’s feeding tube to be re-
moved over the objections of the state
hospital in which she was housed. Al-
though the trial court allowed the tube to
be removed, the Supreme Court of Mis-
souri ruled that such removal required
clear and convincing evidence – for ex-
ample, a written advance directive - of
Ms. Cruzan’s wishes before she became
incapacitated. Ms. Cruzan’s parents then
asked the U.S. Supreme Court to deter-
mine whether the Missouri Supreme
Court’s decision violated their daughter’s
right of privacy by imposing the eviden-
tiary requirement.

In Cruzan v. Director, MO Depart-
ment of Health (8), which was decided in
1990, the U.S. Supreme Court accepted
the principle that patients capable of
making medical decisions have a right to
refuse any and all medical treatment.
However, because it believed that not all
families know their members’ wishes or
represent them adequately, the court per-
mitted states to require clear and con-
vincing evidence of such wishes before
life support is withdrawn at a family’s
request. During the same year, Congress
passed the Patient Self-Determination
Act, which mandates that health facilities
inquire whether patients have prepared
advance directives regarding end-of-life
issues before admission and, if they have
not, help them to prepare directives if
they so request (9).

Taken together, the Quinlan and
Cruzan decisions permitted patients with
decision-making capacity to refuse any
and all treatment, including that which
was potentially life-sustaining. They also
allowed families to refuse treatment
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when patients lacked capacity, with clear
and convincing evidence of previous pa-
tient wishes in states required in states
such as Missouri and New York. Never-
theless, the legal decisions did not give
patients or families the right to expect
that their demands for treatment would
be met in all circumstances. Nor did
Quinlan or Cruzan assert that physicians
and other caregivers could decide to treat
or not to treat certain patients against the
wishes of their families.

In the years following these two cases,
when physicians sought judicial approval
to withhold or withdraw life support over
family objections, as in the Matter of
Baby K (10), judges sided with families.
Yet, in Gilgunn v. Massachusetts General
Hospital (11), the courts did not penalize
the hospital or its physicians when they
removed mechanical ventilation over
family members’ objections. Gilgunn il-
lustrated that physicians are more likely
to get better legal results when they
refuse to provide treatments they con-
sider nonbeneficial than they do when
they seek advance permission to do so.
This is because then, as now, the only test
of physician behavior in not acceding to
patient and family requests for or against
treatment is that of medical malpractice,
in which physicians and other caregivers
can be successfully sued only if plaintiffs
prove they have violated professional
standards (12).

The Ascendance of Autonomy

The Quinlan and Cruzan decisions
were historic in that they helped establish
respect for autonomy as the dominant
ethical principle in American medicine
(1, 2). One aspect of the ascendancy of
autonomy was increased willingness of
physicians to obtain informed consent
under what came to be called a shared
medical decision-making model. Ameri-
can hospitals discontinued their univer-
sal resuscitation policies, and physicians
who had not done so already were asked
to solicit patient and family wishes regard-
ing CPR on admission to health care insti-
tutions. As a result, the do-not-resuscitate
(DNR) order became commonplace in hos-
pitals and nursing homes.

Reflecting these trends, Smedira and
colleagues (13) reported in 1990 that the
majority of patients dying in ICUs at the
University of California, San Francisco
and San Francisco General Hospital did
so during the withholding and with-
drawal of life-sustaining therapy with

DNR orders in place. Due to their under-
lying diseases and the psychoactive drugs
they were receiving, none of the patients
could decide on their own to limit treat-
ment. Instead, families made decisions
for them either before or after physicians
recommended that they do so, rarely
guided by advance directives. Physicians
made decisions by themselves only for
patients who lacked families.

This study and others (14, 15) like it
were historically important primarily for
two reasons. First, the studies demon-
strated that withholding and withdrawal
of life support had become common prac-
tice in ICUs in the U.S. Second, the stud-
ies showed not only that most families
approved of this practice, but also that
they and physicians usually worked to-
gether in deciding whether or not to treat
critically ill patients. The studies thereby
advanced the concept of shared decision-
making while not drawing attention to
the relatively rare cases in which families,
physicians, and institutions disagreed
about end-of-life care.

Some of these disagreements were
similar to those in the Quinlan and
Cruzan cases in that physicians and hos-
pitals insisted on treating patients against
family wishes. Other disagreements in-
volved families, such as Mr. McGilvray’s,
that requested treatments that physicians
were loath to provide for ethical reasons.
Although the latter cases were the excep-
tion and not the rule, most intensivists
had some experience with them. This ex-
perience was unsettling in that it re-
minded the physicians that the ascen-
dance of respect for autonomy as an
ethical principle infringed upon their tra-
ditional prerogative to treat or not treat
patients on the basis of what they consid-
ered beneficial (2).

The Rise of the Futility
Movement

One response to this perceived in-
fringement on professional prerogatives
was what has been called “the rise of the
futility movement” during the 1990s
(16). The futility movement was an at-
tempt to convince fellow caregivers and
the public that physicians should use
their professional judgment and empiri-
cal evidence to determine which inter-
ventions were futile and thereby not
worth providing from the physicians’
point of view. If such a determination was
made, the physicians then should be al-
lowed to withhold or withdraw the

treatment, even over patient and family
objections. Ideally, physicians would be
legally protected for such actions, if
only because they were acting within
what were or might become generally
accepted standards (16).

Essential to the futility movement
were attempts to define “futile,” a word
that literally means “incapable of being
accomplished.” Perhaps the best known
attempt, that of Schneiderman and col-
leagues (17), offered quantitative and
qualitative definitions. In their scheme,
an intervention was quantitatively futile
if “physicians conclude (either through
personal experience, experiences shared
with colleagues, or consideration of pub-
lished empirical data) that in the last 100
cases a medical treatment had been use-
less.” Qualitative futility was defined as
that which “merely preserves uncon-
sciousness or fails to end a patient’s total
dependence on intensive medical care.”

While definitions of futility were being
created, intensivists also were developing
prognostic scoring systems, based on
physiologic data and other variables, to
determine the severity of critical illness
and the likelihood of surviving ICU ad-
mission. Perhaps the best known of these
systems was the Acute Physiology and
Chronic Health Evaluation (APACHE) of
Knaus and colleagues, the second itera-
tion of which was reported in 1985 (18).
Several years later, these investigators
(19) suggested that APACHE and similar
systems could provide objective probabil-
ity estimates for predicting when inten-
sive care was futile in individual patients
and using such predictions in clinical de-
cision-making. The estimates “can also
form the basis of more equitable compar-
ative entitlement determinations in re-
sponse to scarce resources” and thereby
could influence institutional or national
resource allocation policies.

Prognostic scoring systems proved to
be useful in stratifying patients according
to severity of illness in clinical investiga-
tions (20) and in contrasting ICU admit-
ting practices in various countries after
adjusting for case mix (21), among other
things. In addition, the comparability of
caregivers’ predictions of hospital mortal-
ity with that estimated by APACHE II was
verified (22). At the same time, however,
the scoring systems were shown to have
limited positive and negative predictive
value (23). They therefore remained only
adjuncts to less rigorous physician prog-
nostication in clinical decision-making.
They also were not used in resource allo-
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cation policies, which never became pop-
ular in the United States.

The interest of intensivists in prognos-
tic scoring systems and their involvement
in the systems’ development were due in
large part to the intensivists’ familiarity
with the poor outcome of many ICU pa-
tients and the high cost of treating them.
Some of the intensivists served as medi-
cal directors of ICUs. In this role, they
appreciated the frequent shortage of ICU
beds and were asked by hospitals to in-
fluence other physicians to use these beds
and other medical resources wisely. Al-
though motivated primarily by the prin-
ciples of beneficence and nonmalefi-
cence, these physicians also were
influenced by the ethical principle of dis-
tributive justice: the fair allocation of
medical resources (1). This principle was
cited by Knaus and colleagues (19) in
their assessment of the potential useful-
ness of prognostic scoring systems such
as APACHE in making futility determina-
tions.

In 1991 the Bioethics Task Force of
the American Thoracic Society (ATS)
(24), which included several ICU direc-
tors, stated that “a life-sustaining inter-
vention may be withheld or withdrawn
from a patient without the consent of the
patient or surrogate if the intervention is
judged to be futile. A life-sustaining in-
tervention is futile if reasoning and expe-
rience indicate that the intervention
would be highly unlikely to result in a
meaningful survival for that patient.
Here, meaningful survival specifically re-
fers to a quality or duration of survival
that would have value to that patient as
an individual. Survival in a state with
permanent lack of consciousness (i.e.,
completely lacking cognitive or sentient
capacity) may be generally regarded as
having no value for such a patient.”

In 1997, the ATS Bioethics Task Force
(25) advanced the idea that the principle
of distributive justice supported the posi-
tion that “marginally beneficial ICU care
may be justifiably limited on the basis of
a social consensus that its cost is too high
relative to the value of its outcome.” The
ATS also noted that “decisions to limit
care on this basis should not be made
covertly by individual health care provid-
ers but only be explicit institutional pol-
icies that reflect a social consensus in
support of the limitation. The following
categories can be considered as candi-
dates for exclusion from ICU care on this
basis: patients highly unlikely to survive
their acute illness or injury, even with

ICU care; those facing imminent death
due to a fatal untreatable underlying dis-
ease; and those who are permanently un-
conscious or irreversibly lack all cogni-
tive function.”

Futility Policies

Although it did not claim that social
consensus had been achieved regarding
the high cost of certain ICU patients, the
ATS statement sanctioned the use of what
came to be called futility policies, which
might allow physicians to limit poten-
tially life-sustaining therapy with institu-
tional support. One such policy was re-
ported as a guideline by the San
Francisco Bay Area Network of Ethics
Committees (BANEC) (26) in 1999. The
BANEC guideline policy defined nonben-
eficial treatment, allowed primary physi-
cians to determine what was nonbenefi-
cial, and created a procedure for dealing
with cases in which physician and family
disagreed over the benefits of care.

The BANEC procedure included con-
sultation with a second physician who, if
she or he agreed with the primary physi-
cian, could approach the family and seek
agreement. If agreement was not
reached, the primary physician would
present the case to a hospital ethics com-
mittee. If the committee disagreed with
the primary physician, the patient could
be transferred to another physician at the
same or at another institution. On the
other hand, if the committee agreed with
the primary physician that care was non-
beneficial, it would so inform the family.
The family could either seek a court order
to continue treatment or request that the
patient’s care could be transferred to a
physician at another hospital. If transfer
could not be arranged, “a plan for with-
holding or withdrawal of nonbeneficial
treatment may ethically be made.”

Although the BANEC guideline policy
was adopted by several hospital ethics
committees in the Bay Area, no published
evidence demonstrates that the guide-
lines were endorsed or implemented by a
majority of the hospitals themselves. Fur-
thermore, a survey (27) from San Fran-
cisco General Hospital, a BANEC mem-
ber, indicated that most physicians would
offer CPR to a hypothetical patient whom
they thought could not benefit from at-
tempted resuscitation, or to the patient’s
family, despite a futility policy that al-
lowed them to do otherwise. Whether
these physicians actually disagreed with
the policy, felt a personal obligation to

offer CPR to patients whom they consid-
ered unlikely to benefit, assumed that
patients or families would refuse their
offer of CPR, or were concerned about the
possible medical-legal ramifications of
not offering CPR was not determined in
this survey.

Also in 1999, Halevy and Brody (28)
described to a wider readership a multi-
institutional policy in Houston that also
employed ethics committees to manage
conflicts over limiting life-sustaining
treatments if the conflicts were not re-
solved after second physician consulta-
tion. The Houston policy was similar to
that of BANEC in that patients whose
treatment was considered nonbeneficial
by an ethics committee could be trans-
ferred to another hospital if that was pos-
sible; if it was not, further treatment
could be withheld or withdrawn. Three
hospitals, including Baylor, the investiga-
tors’ parent institution, had approved the
Houston policy at the time it was re-
ported. However, no cases had been ad-
judicated by their ethics committees,
probably because most cases were re-
solved at an earlier stage.

Problems With Futility

Although futility policies were being
developed across the United States in the
1990s, the policies and the futility move-
ment itself came under increased criti-
cism. For example, one commentator
(29) noted that the BANEC guidelines
unfairly favored physicians’ interests over
those of patients and families. Similarly,
Younger (30) stated that most medical
interventions achieve some physiologic
results and that treatments physicians
consider nonbeneficial may be valuable to
patients and their families. Finally, Truog
and colleagues (31) argued that because
what physicians may consider futile
might be seen as beneficial by patients
and families, futility determinations are
inherently value-laden. When physicians
make them, the determinations often
seem to be a covert way of allocating
medical resources. A more straightfor-
ward approach, Truog and colleagues ar-
gued, would be to face overtly the issue of
resource allocation, which they consid-
ered an ethically and socially appropriate
concern.

In keeping with this viewpoint, the
Ethics Committee of the Society of Crit-
ical Care Medicine (SCCM) (32) stated in
1999 that “treatments should be defined
as futile only when they will not accom-
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plish their intended goal. Treatments
that are extremely unlikely to be benefi-
cial, are extremely costly, or are of uncer-
tain benefit may be considered inappro-
priate and hence inadvisable, but should
not be labeled futile. Futile treatments
constitute a small fraction of medical
care. Thus, employing the concept of fu-
tile care in medical decision-making will
not primarily contribute to a reduction in
resource use.”

The SCCM Ethics Committee state-
ment regarding problems with of the
concept of futility helped discourage the
use of the term as a rationale for limiting
life-sustaining therapy. Yet one might ar-
gue that the SCCM Ethics Committee
was merely substituting “inappropriate”
for “futile” and that the committee was
ducking the issue of how to resolve con-
flicts between physicians and families
who disagreed about which therapies
were “inappropriate and hence inadvis-
able.” Furthermore, although some com-
mentators (16) heralded “the fall of the
futility movement” on the heels of the
SCCM Ethics Committee statement,
events would soon indicate that the
movement was still alive.

The Texas Experiment

In 1999, the American Medical Associ-
ation (AMA) (33) opined that “since defi-
nitions of futile care are value-laden, uni-
versal consensus on futile care is unlikely
to be achieved,” in keeping with the
SCCM Ethics Committee statement.
However, at the same time, the AMA al-
lowed futility to be operationally defined
at the local level, thereby supporting the
concept that futility was an actual condi-
tion. The organization also endorsed
what it termed a “due-process approach”
to futility determinations based on the
Houston model that also had been
adopted by BANEC. In so doing, the AMA
sanctioned the use of ethics committees
to resolve conflicts over end-of-life care.

That same year, the due-process ap-
proach was adopted by Texas as an
amendment to the Texas Advance Direc-
tives Act (TADA), which originally was
written to prompt physicians to honor
patient and family refusals of life-
sustaining therapy (34). The TADA al-
lowed a physician to request ethics com-
mittee review of proposed treatment that
the physician considered to be nonbenefi-
cial. If the committee agreed with the
physician, life support could be withheld
or withdrawn if the patient could not be

transferred within 10 days. A judge could
extend this period only if there was a
reasonable expectation of finding a will-
ing provider.

In 2000, Fine (35) described how the
due-process approach had been used with
a patient at Baylor who died during the
10-day waiting period. In a subsequent
report, he and Mayo (36) noted that six
cases of presumed inappropriateness had
been pursued through the conflict reso-
lution process at Baylor since passage of
the TADA amendment. In those six cases,
three families agreed to the withdrawal of
life-sustaining treatment shortly after re-
ceiving an ethics committee opinion. In
two cases, the patient died during the
10-day waiting period without an alterna-
tive provider having been located. Al-
though an alternative provider was found
in one case, the patient died awaiting
transfer.

In 2007, M. Smith and colleagues (37)
reported a survey of hospital members of
the Texas Hospital Association performed
in 2004. Only 40 of the 409 hospitals
surveyed provided useful data on cases
involving end-of-life care conflicts that
had been reviewed by their ethics com-
mittees in keeping with the TADA. In
70% of these cases, the committees
agreed with the attending physicians that
the treatment requested by a patient or
family was inappropriate; in 30% of cases,
the committees sided with the patients
and families. After learning the commit-
tees’ decisions in support of physicians,
40% of patients or families agreed to dis-
continue treatment. Another 44% of the
involved patients died during the 10-day
waiting period pending transfer; 17%
were transferred to other physicians and
facilities; and eight patients improved
and continued to receive life support.

In the most widely-publicized case,
which was not included in the survey of
Smith and colleagues, a hospital ethics
committee in Austin invoked the TADA in
deciding to remove mechanical ventila-
tion from a 16-month-old child named
Emilio Gonzales who had a progressive
and uniformly fatal congenital disease.
The family challenged the constitutional-
ity of the TADA, but a federal judge re-
fused to hear the case and referred it to a
local court. The court issued a restrain-
ing order preventing the ventilator from
being removed and scheduled a hearing
to discuss the case. The Gonzales child
died before the hearing, having spent 5
months in the ICU before he died.

In reviewing the Gonzales case in
2007, Truog (38) noted that although fi-
nancial issues had not been raised by the
ethics committee in Austin, such issues
were worthy of consideration. Neverthe-
less, the due-process approach under
Texas law that empowered ethics com-
mittees such as the one in Austin to be
surrogate judges and juries in authoriz-
ing physicians to take actions against pa-
tients and families was one-sided because
ethics committees are dominated by hos-
pital staff members, usually contain few
community representatives, and “are ac-
culturated to the clinical world and its
clinical values.” Regarding the Gonzales
family, Truog stated, the ethics commit-
tee was “hardly a ‘jury of peers’ for a
low-income woman of color and her in-
fant son.”

In 2009, in a published point-counter-
point debate with Fine (39), Truog (40)
also noted that the TADA “is imple-
mented most often in urban hospitals,
which serve the majority of the unin-
sured, underinsured, and socioeconomi-
cally deprived. The law may therefore be
disproportionately applied to people who
have been denied, or at least believe they
have been denied, beneficial treatments
that are available to others. These families
may believe that, once again, they are being
deprived of treatment that is not only ben-
eficial, but indeed life sustaining.”

To put the debate over futility deter-
minations under TADA in historical con-
text, Truog reminded readers that in the
1970s, the father of Karen Ann Quinlan
had argued that mechanical ventilation
was futile for his daughter and should be
discontinued. Her physicians argued to
the contrary, and had her case gone to an
ethics committee similar to those in
Texas today, such an ethics committee
might well have sided with the physi-
cians. But Mr. Quinlan had access to the
legal system, and the Supreme Court of
New Jersey ultimately decided in favor of
families having the right to refuse un-
wanted therapies.

The Future of Futility

To date, the constitutionality of the
TADA has not been determined at a state
or national level. Nevertheless, the due-
process approach used under the Act and
with the AMA’s endorsement has been
adopted by many American hospitals. For
example, according to Truog (40), the
Children’s Hospital Boston has developed
a policy that permits withdrawal of life-
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sustaining therapy physicians consider
futile after ethics committee review. Un-
like the TADA, and similar to the policy
guidelines developed by BANEC, the Chil-
dren’s Hospital policy advises families
that they have a legal right to seek a court
order to prevent unilateral withdrawal of
life support. Given the results of cases
like Baby K in Virginia (10), judges in
Massachusetts probably would support
the families in these situations, but
whether they have had an opportunity to
do so is unclear.

It also is uncertain what has happened
across states like California, whose pro-
bate code (41) allows caregivers and
health care institutions to decline to pro-
vide “medically ineffective care” but does
not define such care or specify a conflict
resolution mechanism. In a half-dozen
California cases in which I have served as
an expert witness, claims filed by families
such as Mr. McGilvray’s who allege that
physicians have committed malpractice
in not following their wishes have been
dismissed because the plaintiffs were un-
able to secure experts who would state
that the defendants violated professional
standards. L. Smith and I are reviewing
legal databases to identify similar mal-
practice cases in California. So far, we
have documented as many cases in which
physicians refused to withhold or with-
draw therapies that families considered
futile as we have cases in which physi-
cians withheld or withdrew treatments
they considered futile over the objections
of families (L Smith, JM Luce; unpub-
lished data).

That physicians and families still dis-
agree about providing end-of-life care
suggests that little has changed since
Quinlan. Yet such a suggestion overlooks
the relatively uncommon nature of such
disagreements and the increasingly wide
use of the shared decision-making model
in either preventing or ameliorating
them. As described by White and col-
leagues (42), physicians using this model
are expected to discuss the nature and
likely outcome of a given illness, explore
the ramifications of forthcoming deci-
sions, determine patient values, confirm
that patients or families understand the
information provided them, discuss pre-
ferred roles in decision-making, and
achieve consensus about treatment
courses that are most consistent with pa-
tient values.

Although not all physicians employ
the shared decision-making model or do

so expertly, recent studies have demon-
strated how its use can be improved
upon. For example, these studies have
shown that many families appreciate ex-
tra time to make decisions for patients at
the end of life (43), that physicians may
not present prognostic estimates in a
fashion that families can understand and
incorporate (44), that families value such
estimates even though they often dis-
agree with them (45), that better com-
munication during family conferences
can enhance decision-making (46), and
that facilitative but not proscriptive eth-
ics committee consultations can provide
a similar enhancement (47).

Burns and Truog (48), who have
chronicled the futility movement, believe
that attempts to define futility and de-
velop procedural approaches have failed
due to the lack of national agreement on
“what constitutes beneficial treatment.”
These investigators predict that the
movement’s next phase will focus on
communication and negotiation at the
bedside. When communication and nego-
tiation fail, as they did in the case of Mr.
McGilvray, Burns and Truog recommend
that caretakers find ways of supporting
one another in providing care they dis-
agree with rather than overriding fami-
lies’ requests.

Of course, not all physicians will agree
with the recommendations of Burns and
Truog. Some, in fact, will refuse to accede
to family requests and will withhold or
withdraw life-sustaining therapy from pa-
tients overtly or covertly, as has been
described previously (49). Mr. McGil-
vray’s physicians did what his family re-
quested; he died despite receiving full
support; and his physicians were sued
nonetheless. Although the legal aspects
of Mr. McGilvray’s case are highly un-
usual, his death after a prolonged ICU
stay is not. Indeed, his case in California
and that of Emilio Gonzales in Texas re-
mind us that even in states where care-
givers are not required to provide treat-
ments they consider futile, end-of-life
conflicts between families and physicians
may not be resolved until—or after—
patients die.
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