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The care of adult patients without decision-making abilities is a
routine part of medical practice. Decisions for these patients are
typically made by surrogates according to a process governed by a
hierarchy of 3 distinct decision-making standards: patients’ known
wishes, substituted judgments, and best interests. Although this
framework offers some guidance, it does not readily incorporate
many important considerations of patients and families and does
not account for the ways in which many patients and surrogates

prefer to make decisions. In this article, the authors review the
research on surrogate decision making, compare it with normative
standards, and offer ways in which the 2 can be reconciled for the
patient's benefit.
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S urrogates, usually family members, make decisions
about health care for cognitively incapacitated patients.
The process for making surrogate decisions is widely ac-
cepted as following a hierarchy of standards: patients’
known wishes, substituted judgments, and patients’ best
interests (1). This schema, developed several decades ago
during an era of rapidly evolving individual and civil rights
and rising consumer empowerment, reflects not only a
Western notion of personhood, but individual self-deter-
mination, which is especially pronounced in the culture of
the United States. Over the years, these hierarchical stan-
dards have become established as convention in bioethics
and interwoven in federal and state law. Although these
standards emphasize important values and provide a frame-
work for decision makers, they are at substantial variance
with a body of empirical research describing the ways in
which patients and families actually make health decisions.
This research suggests that many patients want their surro-
gates to exercise considerable discretion in decision making
and finds that families often use a less schematic approach.
We outline differences between normative standards for
decision making and empirical evidence of practice and
offer clinicians ways in which the 2 can be reconciled for
the patient’s benefit.

DecisioN MAKING AND STANDARDS

The bioethical hierarchy of 3 decision-making stan-
dards is endorsed widely by both organized medicine and
the law (2-5). It requires surrogates and physicians to at-
tend first and foremost to the explicit wishes of the patient.
If such wishes are not available, surrogates are urged to
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determine what decision the patient would probably have
made on the basis of the patient’s values, beliefs, and past
decisions, as interpreted by the surrogate. If clinicians are
convinced that surrogates are not well-enough informed to
do so, then the patients” best interests should guide surro-
gates’ decision making.

Nevertheless, research suggests that patients, surro-
gates, and even their physicians often operate indepen-
dently of these standards (6, 7). For example, despite
the formal recognition of the primacy of patients’ stated
wishes, there is growing awareness that patients do not
value or even define personal autonomy uniformly (8-
10). Moreover, many patients do not necessarily want
their surrogates to adhere to their specific treatment
preferences or to follow the standards in sequence, but
instead wish them to respond dynamically to actual clin-
ical situations in order to maximize their evolving, con-
temporaneous interests and to make judgments that in-
tegrate both medical and nonmedical considerations
(11-15). One nonmedical consideration, for example, is
that many patients consider placing trust in their surro-
gates more important than assuring their surrogates’
ability to accurately predict the patient’s own decisions
(16). Some patients modify their preferences to accom-
modate their family members’ concerns, and some give
weight to the distress they anticipate their family will
experience from unavoidable choices (9, 17).

The substituted judgment standard requires that sur-
rogates strive to produce decisions that the patient would
have made. Yet surrogates, even those who patients specif-
ically appoint as health agents, are often inaccurate in rep-
resenting patients’ medical preferences for several reasons
(18-21). Surrogates’ decisions may reflect considerations
that extend beyond narrow medical and solely patient-
centered factors (22-25). Although surrogates generally
consider the patient’s values, such influences as family dy-
namics, stress associated with the surrogacy role, and the
psychology of decision making may affect final treatment
decisions (26-28). For example, “status quo bias” may par-
tially account for surrogates’ overtreatment relative to pa-
tients” preferences (29, 30). The number of surrogates in-



volved is also important because the dynamics of group
decision making influence the way in which information is
shared, weighted, and acted on (31, 32). In addition, sur-
rogates often struggle with such issues as recognizing their
own needs and values and identifying where these differ
from those of the patient.

Despite substantial evidence of surrogate inaccuracy,
surrogates’ decisions are understandably widely accepted.
Less expectedly, many physicians do not require surrogates
to adhere to patients’ known wishes, and physicians often
treat incapacitated patients contrary to expressed prefer-
ences (33—40). Perhaps physicians misinterpret their ethi-
cal obligations or simply yield to family members” demands
in order to avoid stressful encounters (41, 42). More prob-
ably, physicians accept surrogates’ choices from an unar-
ticulated recognition that treatment decisions are dynamic
and situational and that relationships between patient and
family are complex. In summary, the preferences and be-
haviors of many patients, surrogates, and physicians are
dissonant from the normative and legally supported hier-
archy of decision-making standards.

SURROGATE DECISIONS AND STANDARDS: AN
IMPERFECT FIT

The schema of discrete standards is useful for empha-
sizing important considerations in surrogate decision mak-
ing. In the untidy setting of the clinic, however, many
decisions do not fit neatly into any single standard. Recast-
ing sequential standards as a continuum better reflects ac-
tual practice. For example, although living wills contain
patients’ explicit statements of preference (corresponding
to the patients’ known wishes), these statements often are
not clinically serviceable (43). Rather, interpretation or
qualification is required. To further illustrate this point, a
living will template made publicly available by the New
York State Bar Association states: “If I am: a) in a terminal
condition; b) permanently unconscious; or ¢) if I am con-
scious but have irreversible brain damage and will never
regain the ability to make decisions and express my
wishes . . . I do not want cardiac resuscitation . . . mechani-
cal respiration . . . tube feeding . . . antibiotics” (44). A lit-
eral reading of this directive would preclude the use of an
oral antibiotic for a simple urinary tract infection if the
patient is sufficiently demented to impair decision making,
yet enjoys good overall quality of life. Although these boil-
erplate directives often obscure authentic preferences,
many patient-authored, personal expressions of preference
also require clarification. For example, the statement “I
never want to be fed through tubes” made by a now-inca-
pacitated patient would require an interpretation of the
phrase “to be fed.” Did the patient mean only ongoing and
indefinite support, or time-limited or goal-directed nutri-
tional support as well? Ostensibly clear wishes that, in fact,
require interpretation are at a point on the continuum
somewhere between known wishes and substituted judg-
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Key Summary Points

Surrogate decision making is understood to follow a hier-
archy of standards: known wishes, substituted judgments,
and best interests. However, empirical research on surro-
gacy finds divergence from these standards in actual
practices of patients, families, and physicians.

Many patients do not necessarily want their surrogates to
follow their specific treatment preferences, or to follow the
standards sequentially, but wish them to respond dynami-
cally to actual clinical situations and to integrate both
medical and nonmedical concerns.

A single standard is unlikely to represent the most appro-
priate decision-making process for all the decisions a sur-
rogate must typically make.

Some patients' primary concerns may be nonmedical and
non—patient-centric, such as concerns for minimizing emo-
tional or other burdens on family members. These sorts
of concerns are not well accounted for in the normative
standards for surrogacy.

Living wills are limited in sensitivity and specificity in that
they often fail to capture important preferences of pa-
tients, and documented preferences may be inauthentic
representations of patients’ wishes.

Making surrogate decisions is far more complex, dynamic,
and nuanced than is generally understood. Norms for sur-
rogacy should fully account for a robust range of patients’
concerns and interests in order to improve the quality of
surrogates’ decision making.

ments. Where exactly on the continuum a decision falls
depends on the degree to which the statement of prefer-
ence requires explication.

Similarly, a continuum exists between substituted
judgments and best interests. Substituted judgments de-
scribe decisions that are meaningfully shaped by the pa-
tient’s values and preferences. As these influences become
less clear, weighty, or specific to the individual patient,
decisions migrate along the continuum from substituted
decisions to decisions governed by the patient’s immedi-
ately discernible interests.

No single point on the continuum is likely to repre-
sent the most appropriate decision-making process for all
the decisions required of a surrogate. For example, a sur-
rogate may face decisions about artificial nutrition, cardiopul-
monary resuscitation, and ventriculoperitoneal shunting. The
patient may have discussed only tube feeding, leaving the
surrogate to generate a substituted judgment about cardio-
pulmonary resuscitation and perhaps simply to rely on his
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or her instincts on whether the shunt is in the patient’s best
interests. Physicians must be mindful that each surrogate is
likely to function under multiple standards.

RESPECTING AUTONOMY IN AN INFLEXIBLE SYSTEM

With respect to decision making, past physician pater-
nalism has been replaced by an inflexible schema for sur-
rogate decision making, supported by a legal framework
that assumes that a single correct process for surrogates to
follow exists and that patients homogeneously subscribe to
this process as well (45, 46). These presuppositions about
surrogacy, which are emphasized in medical education,
persist despite research identifying substantial heterogene-
ity among patients. Moreover, physicians are often un-
aware of the cultural norms that make discussions of ad-
vance directives taboo, and for patients agreeable to these
discussions, physicians are not taught to elicit patients’ pre-
ferred mode of surrogate decision making. Undeniably, ef-
forts to record patients’ specific preferences have not been
successful, and there is now increased emphasis on under-
standing patients’ general values (47-49). Fortunately,
these complexities in surrogacy are beginning to be re-
flected in public policy. In innovative legislation from
2006, Maryland modified its statutory advance directive to
present an explicit choice whether “living will” preferences
about treatment were meant to be binding or simply as
guidance to be applied flexibly (50). This approach encour-
ages a more common-sense consideration of a patient’s pre-
ferred modes of surrogate decision making.

A RICHER AND MORE COMPLEX REPRESENTATION OF
INCAPACITATED PATIENTS

Some considerations that are important to patients in
decisions by surrogates are not well represented in the nor-
mative standards, such as concerns for family (51), and
familial roles and influences in decision making are often
underappreciated. For example, cultural norms might in-
fluence decision-making dynamics by favoring one family
member’s opinion over another’s, by favoring group deci-
sion-making over individual decisions, and even by sup-
porting third-party decision making for still-capacitated
patients (52, 53). Moreover, the standard hierarchy is
based on an atomistic view of autonomy, whereas some
patients and families maintain a more inclusive concept of
individual personhood. To illustrate, according to a com-
mentator, in Pakistani culture, “you are your family and
your family is you” (53). Concerns held primary by pa-
tients may include minimizing emotional, financial, or
other burdens on a spouse or adult children, even if such a
decision is not optimal in narrow health objectives (54).
Decisions that elevate family concerns may be ethical be-
cause, as Mappes and Zembaty state, “When one identifies
with the interests of others and acts accordingly, one is a/so
acting in one’s self interest” (55). Although respecting pa-
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tients” deeply held preferences, including those that are not
individualistic, can be accommodated within a paradigm
that respects individual autonomy, this enriched under-
standing of self-interest is not yet well integrated into prac-
tice (56-58). We note that one challenge is discerning
when placing other’s needs over one’s own is truly auton-
omous as reflecting deeply held beliefs and when it reflects
ethically dubious influences that diminish autonomy (59).

Because patients’ lives are more complex than the nor-
mative standards allow, many ethically supportable surro-
gate decisions depart from the conventional hierarchy.

Example 1: Substituted judgment trumps known wishes.
“I know that my wife wrote in her living will that under no
circumstances would she want to be on a ventilator, but
our son is returning from Iraq next week, and I believe that
she would want to be kept alive to say goodbye.”

Example 2: Best interests trump substituted judgment.
“We all know that my father is a fighter and would not
want to give up no matter what. But he is suffering horri-
bly and there is no end in sight. That is not right. He has
suffered enough.”

Example 3: Off the hierarchy/continuum. “1 know that
my wife wrote in her living will that if she had a stroke like
this (causing complete unconsciousness and ventilator de-
pendence) that she would not want to be kept alive, but
our son is returning from Iraq next week and it is impor-
tant o him to say goodbye.”

NEEDED SHIFTS IN PoLicy

Policy on surrogacy should continue to be guided by
respect for individual autonomy, but genuine respect re-
quires a more robust, multidimensional notion of autono-
my—one that more deeply accommodates the value and
integrity of family. Existing policy should be reexamined
for bias and revised to more transparently accommodate
patients and families whose beliefs and practices are non-
normative and should address the fact that most patients

Table. Recommendations for Decision Making

Patients with advance directives

Living wills should indicate what role the content was intended to serve:
binding, weighty but not binding, or merely informative.

Proxy forms should facilitate documentation of wishes to include and
exclude other persons from participation in decision making.

Physicians and others who encourage patients to complete advance
directives should elicit these sorts of specifications from patients and
document them.

Patients without advance directives

Efforts should be made to assist the patient in identifying his or her
preferences regarding surrogate decision making—for example, close
adherence to medical preference, group versus individual decision
making, and degree of latitude in accommodating family concerns.

Families should be assisted in constructing a narrative for the patient that
includes specific treatment preferences, if such were ever known;
important medical values; and relevant nonmedical values and
considerations.
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will never execute an advance directive. One example of
policy based on too narrow a concept of autonomy is
found in the laws of Missouri and New York, which limit
surrogacy and require clear evidence of the patient’s spe-
cific wishes in order to forgo life-sustaining measures (60).
Other examples include proxy forms that do not accom-
modate the norms of group decision making and regula-
tions on the use of cardiopulmonary resuscitation that
specify a hierarchy of next-of-kin surrogates that is biased
by our dominant culture and therefore poorly accommo-
dates other cultures in which, for example, responsibility
for health decisions is vested in daughters or the eldest son.
Boilerplate living wills that require nothing more than a
signature are so often misleading representations of pa-
tients’ true preferences that elimination of their presump-
tively binding effect should be considered. Policy should
not necessarily abandon advance directives, but should
make them more useful and employ them in proper context.

DEciSION MAKING FOR PATIENTS WITH AND WITHOUT
ADVANCE DIRECTIVES

Advance directives create as many challenges for sur-
rogacy as they solve (43, 61). Living wills are particularly
problematic because they have limited sensitivity in that
they fail to capture important preferences and priorities of
patients, and they have limited specificity in that the pref-
erences contained may be inauthentic, either outright (for
example, boilerplate documents) or because of the inability
of directives to respond to the context of illness. Therefore,
we recommend that physicians who assist patients in com-
pleting living wills should first objectively assess and com-
municate prognosis, then encourage patients to develop
their broad goals of care and to describe the role they
intend all or part of the directive to serve in decisions made
by their surrogates: as binding, as weighty but not binding,
or as merely informative. Clinicians should ask the follow-
ing questions when previously executed living wills are be-
ing implemented: What burdens did the patient intend to
avoid, and what benefits did the patient intend to secure?
Who is best positioned to interpret the directive? Is the
surrogate’s decision, where it diverges from the directive,
ethically supportable by patient-referenced considerations?
Bioethics consultation may assist in this task.

Because the designation of a single proxy may reflect
more the patient’s compliance with the format of proxy
documents than the intention to exclude intimates from
decision making, physicians should inquire about the pa-
tienc’s past pattern of decision making and functioning
within the family. Physicians who assist patients in com-
pleting proxy documents should clarify whether patients
want their proxies to consult with other family members,
and to specify whether they wish to exclude all or some
other persons from participation in decision making. Phy-
sicians should use this opportunity to understand the pa-
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tient’s preferred mode of family involvement and decision
making (Table).

Only a few patients complete advance directives, be-
cause of cultural, emotional, and other factors (45). For the
persistent majority of patients without directives, physi-
cians will have to work with families to construct a narra-
tive of the patient that includes many of the considerations
relevant for patients with directives, such as specific pref-
erences and important medical and nonmedical values, in-
cluding indications of the patient’s preference for modes of
surrogate decision making and the patient’s concern for
family welfare.

CONCLUSION

A rigidly hierarchical view of surrogate decision mak-
ing oversimplifies a process that is complex, dynamic, per-
sonal, and even idiosyncratic and tends to deemphasize
other ethically valid considerations, including morally rel-
evant emotions, and virtues, such as mutual responsibility.
Although the normative standards offer a framework for
decision making, clinicians should not consider them de-
finitive and patients and families should not be limited by
them. Norms for surrogacy should fully account for a ro-
bust range of patients’ concerns and interests to improve
the quality of surrogates’ decision making, ensure that clin-
ical decisions more fully respect the patient’s own sense of
genuine interests, and increase physicians’ confidence in
caring for incapacitated patients.
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