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Paragraph 1| /

ruling in Cruzan v. Director, Missouri Department of

The 1990 U.S. Supreme Court

Health riveted the public and sparked discussions

about how to make decisions for patients who had

lost decision-making capacity. After Cruzan, ¥ Ltz, Z2/—HF2FHD% KRIEMAEICE-T,
empirical studies showed that many widely COREIZHL.GELSZXHFINET7TO—FD%L

A, FEISh=RBYICHELGWN EARSMT,
T MERSNICL-T. BETIEELGHR L

supported approaches to this problem did not work

as planned, and ethical analyses showed that many

of the key concepts and arguments involved were

unsound. Consequently, medical ethics, clinical
practice, and public policy fundamentally changed,
and most states enacted laws that turned sharply

away from the approach endorsed in Cruzan.
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25-year-old Nancy Cruzan never regained
consciousness. Subsequently, her doctors agreed that
she was in a persistent vegetative state with
virtually no chance of regaining consciousness. In
1987, her parents asked to discontinue her tube
feedings because her previous statements indicated
that she would not want to continue living in that
condition. The hospital insisted on having court
approval for such action. The U.S. Supreme Court
ultimately ruled that the Constitution permits a
state to assert an unqualified interest in the
preservation of human life, to be weighed against the
patient’s constitutionally protected interests. States
may require clear and convincing evidence that an
incompetent patient wished to have life-sustaining
The

treatment withdrawn. Court upheld the

Missouri Supreme Court’s decision that Ms.
Cruzan’s statements, such as those indicating that
she would not want to live as a “vegetable,” did not
meet this high standard of evidence. States may
allow family members to decide for patients in
similar cases only if there is “substantial proof that

their views reflect the patient’s.”

Paragraph 3| / Initially, advance directives were

widely promoted as a way for patients to provide the
strict level of evidence that states might require
under Cruzan. By 1998, all states had enacted laws
allowing competent adults to sign “living wills”
directing that life-sustaining interventions be
withheld or withdrawn if they had certain medical
conditions and had lost decision-making capacity.
Many states also authorized forms allowing
competent adults to appoint a health care agent to
make medical decisions if they become incompetent.
These advance directives had to be notarized or
witnessed, with restrictions on who could be a
witness. Such legal formalities underscored the

seriousness of the document.
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Paragraph 4| / Empirical studies, however, show

that advance directives do not work as was hoped.
Only a minority of patients complete them.
Directives commonly are not well informed, because
patients have serious misconceptions about life-
about their own

sustaining interventions and

prognoses. Designated surrogates are often
inaccurate in stating patients’ preferences in specific
scenarios. Patient preferences commonly change
over time. Patients often want surrogates to have
leeway to override their prior statements. And when
making decisions, surrogates frequently consider
aspects of patient well-being to be more important

than the patient’s previously stated preferences.

Paragraph 5| / Conceptually, relying completely

on an incompetent patient’s prior directives may be
unsound. Often surrogates must extrapolate from
the patient’s previous directives and statements to a
situation that the patient did not foresee. Patients
generally underestimate how well they can cope with

and adapt to new situations.

/' So the standard approach shifted

to advance care planning, a process for helping
adults understand and communicate their values,
goals, and preferences regarding future care.
Advance care planning improves satisfaction with
communication and reduces the risk of post-
traumatic stress disorder, depression, or anxiety
among surrogate decision makers. However, its use
neither increases the likelihood that decisions are
concordant with patients’ values and goals nor

improves patients’ quality of life.
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less concerned about specific medical interventions

Studies show that patients are
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than about clinical outcomes, burdens, and quality of
life. Such evidence led advocates of advance care
planning to begin focusing on preparing for in-the-
decisions rather than

moment documenting

directives for medical interventions.

Paragraph 8| / Many state legislatures rejected

the strict requirements for surrogate decision
making that Cruzan allowed. By 2004, 10 states
allowed patients to appoint a health care proxy in a
conversation with a physician as well as in formal
documents. By 2016, 41 states — both conservative
and liberal — had enacted laws allowing family
members to act as health care surrogates for patients
who lacked decision-making capacity and had not
designated a health care proxy. Seven states
included domestic partners or close friends on the

list of acceptable surrogates.

Paragraph 9| / Enactment of these laws required

state-by-state  organizing, coalition building,
lobbying, and compromising. Reasons for supporting
such laws may vary. People who prize autonomy may
believe that the right to be free of unwanted medical
interventions is best exercised on their behalf by the
people closest to them. People who esteem the family
as the basic social unit may believe that close
relatives have the responsibility to care for each

other.

/  Most states also authorized one-
page checkbox forms, commonly called Provider
Orders for Life-Sustaining Treatment (POLST). On
these forms, patients may instruct emergency first
responders not to attempt cardiopulmonary
resuscitation (CPR). In some states, patients may
also check off orders regarding artificial nutrition
and antibiotics or indicate their preference regarding
the intensity of care to be delivered. POLST

documents are signed by the patient or surrogate
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and by the patient’s physician, nurse practitioner, or
physician assistant. POLST forms are easier to
complete than advance directives, do not require the
legal formalities of witnesses or notarization, and
are targeted to patients with serious illness. By
2023, 40 states spanning the political spectrum had
authorized the use of such forms. In each state,
POLST advocates engaged patient and community
and health care

groups, health professionals,

organizations and lobbied policymakers.

Paragraphll| / Empirical studies, however, show

that POLST forms may not work as intended. In one
study, 38% of patients who had POLST orders for
selective additional interventions or comfort
measures only were nevertheless admitted to an
intensive care unit. Another study found that only
41% of POLST orders were consistent with current
patient or surrogate preferences. A third study
showed that 24% of POLST forms contain specific
orders that are inconsistent with the patient’s stated
preferences for intensity of care. A potential
explanation is that physicians fail to discuss in-the-
moment decisions with patients or surrogates when
it is possible to do so. Such discussions might cover
changes in patient preferences, values, or
circumstances, as well as how to decide whether
time-limited trials of interventions should be

continued or ended.
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persons with severe chronic illness and are most

POLST forms are targeted to

useful for interventions such as CPR in emergencies,
when extensive discussions are impossible. Some
states have deleted from their POLST forms any
checkbox options for antibiotics, tube feedings, and
intensity of treatment, since discussions with the

patient or surrogate are generally feasible when

such decisions must be made.
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attention regarding deciding for patients who lack

Today, two questions command

decision-making capacity. First, how can clinicians
help difficult

incapacitated

surrogates make decisions for

loved ones? Discussions among
patients, surrogates, and physicians should prepare
surrogates to make in-the-moment decisions later.
The goals of such anticipatory discussions are to
improve communication and to reduce adverse
psychological outcomes for surrogates. Concordance
between decisions and previously expressed goals
may not be a realistic objective, because a patient’s
values and goals may change as illness worsens, life
situations change, and some goals become
unfeasible. When surrogates must make decisions
for incompetent patients, they may need intensive
emotional, decision, and communication support.
Clinicians need to recognize and respect how such
decisions may be shaped by culture, race, ethnicity,

and religious or spiritual beliefs.

/" Second, what criteria should
surrogates use when making decisions for loved
ones? As discussed, some standar ds for decisions
make sense in the abstract but fail in practice. In the
absence of a considered advance directive that
addresses the situation at hand, some ethics scholars
suggest that surrogates should make decisions that
are consistent with the patient’s past commitments.
Every person has a life story, and surrogate decision
makers should “write a next chapter” that 1is
consistent with the person who the patient has been.
Several alternative

chapters might all be

appropriate.

Paragraphl5| /

best interests of the patient may be the most

In some scenarios, the current

appropriate standard for surrogate decisions. In

advanced Alzheimer’s disease, the current patient
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may be radically different from the person who had
previously lived their life according to certain values
or expressed wishes and goals. Members of the
President’s Council on Bioethics appointed by
President W. Bush,

affiliations with conservative or faith-based groups,

a majority of whom had

declared that surrogate caregivers “need to consider
the...person’s present needs and satisfactions, not

only...past wishes.”
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legal framework underpinning the Supreme Court’s

In conclusion, the ethical and

Cruzan ruling made over 30 years ago is no longer
accepted in medical ethics, clinical care, or law.
Instead, family decision making is trusted; rigid
legal formalities have been eliminated; and the
patient’s prior directives, values, and goals are not
the only ethical basis for decisions. These
fundamental changes were catalyzed by discussions
among people with a range of perspectives and
views, empirical studies showing that standards that
seemed desirable in the abstract worked poorly in
practice, and subsequent changes in state laws. This
process of change shows how thinking about medical
ethics can evolve, and that persons with conflicting
philosophical and religious views can reach
important agreement. In the polarized America of
2023, finding common ground on controversial issues
in medical ethics is more challenging than ever, but

even more urgent.
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