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Controlling Death: The False Promise of Advance Directives

Henry S. Perkins, MD

Advance directives promise patients a say in their future care but
actually have had little effect. Many experts blame problems with
completion and implementation, but the advance directive concept
itself may be fundamentally flawed. Advance directives simply pre-
suppose more control over future care than is realistic. Medical
crises cannot be predicted in detail, making most prior instructions
difficult to adapt, irrelevant, or even misleading. Furthermore, many
proxies either do not know patients’ wishes or do not pursue those
wishes effectively. Thus, unexpected problems arise often to defeat
advance directives, as the case in this paper illustrates. Because
advance directives offer only limited benefit, advance care planning

should emphasize not the completion of directives but the emo-
tional preparation of patients and families for future crises. The
existentialist Albert Camus might suggest that physicians should
warn patients and families that momentous, unforeseeable deci-
sions lie ahead. Then, when the crisis hits, physicians should provide
guidance; should help make decisions despite the inevitable uncer-
tainties; should share responsibility for those decisions; and, above
all, should courageously see patients and families through the fear-
some experience of dying.
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Most patients want a say in their future care (1-6). Yet
severe incapacity prevents many patients from ex-
pressing their wishes during a crisis. In advance care plan-
ning, a competent patient expresses wishes about medical
care, placement, or related financial and legal issues to
cover times of future incapacity. Advance directives, a kind
of advance care planning, specifically address medical care.
Instructional advance directives, or “living wills,” issue
treatment instructions; proxy advance directives, or durable
powers of attorney, name proxies to make medical deci-
sions on a patient’s behalf.

Medical advances in the 1960s prompted the creation
of advance directives. The emergence of life-support tech-
nology saved patients who would have died before, but
some of those patients survived with brain damage. Ad-
vance directives promised patients a say in their care even
after severe brain damage (7). Legal events soon spurred
widespread interest in advance directives. High-profile
court cases involving long-term treatment for persistently
vegetative patients (7—14) convinced many people, hoping
to avoid similar fates, to sign advance directives. Mean-
while, Congress passed legislation requiring health care in-
stitutions to inform patients about advance directives on
admission (15).

Despite an admirable purpose, advance directives now
face increasing criticism. Prompted by that criticism, I re-
evaluate advance directives in this paper. I describe their
use, benefits, and problems and conclude that serious prob-
lems afflict advance directives—whether instructional or
proxy—and that attempts at solutions have proven inade-
quate. Other experts attribute the problems to flawed exe-
cution of a sound concept, but I attribute them to a fun-
damentally flawed concept: Advance directives simply
promise more control over future care than is possible.
Unexpected problems arise repeatedly to defeat advance
directives. I present a dramatic case showing how just 1 of
many possible problems derailed an especially well-prepared
advance directive. I conclude that, while drawing lessons
from advance directives, advance care planning must evolve

beyond them (16). Advance care planning must refocus
from completing advance directives to preparing patients
and families for the uncertainties and difficult decisions of
future medical crises.

AN APPROACH TO ADVANCE CARE PLANNING

While physicians may approach advance care planning
differently, the following case illustrates how I have typi-
cally approached such planning in the past.

A stroke has permanently damaged Mr. Jones's gag reflex,
causing aspiration pnewmonias. He requires frequent hospital-
izations and occasional mechanical ventilation. At his first
clinic visit after an especially turbulent hospital stay, Mr.
Jones’s primary care physician suggests advance care planning.

Patients expect their physicians to initiate advance care
planning (17-19), and that responsibility falls naturally to
primary care physicians. Their training uniquely empha-
sizes a holistic perspective, coordination of care, and excel-
lent communication—all necessary for effective advance
care planning. Furthermore, primary care physicians are
used to navigating the typical obstacles to the process, such
as impersonal hospital bureaucracies or overenthusiasm for
curative technologies. Thus, primary care physicians seem
the best prepared of all physicians to hear and implement
patients’ wishes regarding care (20).

In fulfilling that responsibility, primary care physicians
might target their sickest patients first. Some patients un-
dertake advance care planning willingly, although others
resist it and need encouragement. The best planning has
physicians and patients thinking about options before-
hand, making decisions jointly, and reviewing those deci-
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sions whenever circumstances change. Unfortunately, lack
of insurance reimbursement remains a major impediment
to the process (7).

UsING AN ADVANCE DIRECTIVE IN ADVANCE
CARE PLANNING

I advocate using a sample advance directive to help
guide the advance care planning process. The ideal sample
is easily accessible, concise, accurate, conversational in
style, and available in languages that are commonly spoken
by the physician’s patients. Many advance directives suit-
able for use as samples also contain the following elements:
1) a requirement that the signer meet basic decision-
making standards—specifically, knowing the purpose of
the advance directive, grasping the choices presented and
their implications, and being able to decide on the basis of
the signer’s own values; 2) choices covering diagnostic pro-
cedures, treatments, proxies, and organ donation; 3) a
commitment to providing comfort care always; 4) an op-
tion to withhold artificial sustenance (if consistent with
patient interests); 5) a recommendation that the signer in-
form all personal physicians and medical proxies about his
or her choices; 6) a requirement that the advance directive
be placed in the signer’s medical record; and 7) revocation
procedures.

Despite these commonalities, no 2 advance directive
forms are exactly alike. Differences arise from state laws
and authors’ perspectives (21) and affect patient eligibility,
document layout, medical conditions and choices covered,
witnessing and notary requirements, implementation pro-
cedures, and locations of strict legal validity. Physicians
secking a sample advance directive might consult the
Appendix Table (available at www.annals.org), which
compares some prominent directives (22-30). When
adopting any sample advance directive, the physician must
ensure that it complies with state law.

In introducing advance care planning, the physician as-
sures Mr. Jones that he is not imminently dying. She then
hands him the sample advance directive and says, “Your
wishes about future care are important. We want to follow
those wishes even if illness prevents you from expressing them.
This form may help. Take it home. Talk abour it with those
closest to you, and choose someone to make medical decisions if’
you cannot. Then bring that person and the form to the next
visit. We will discuss your wishes ar that time.”

CONDUCTING THE ADVANCE CARE PLANNING VISIT
Advance care planning typically requires at least 30
minutes for the physician to explain life-support proce-
dures and to help the patient make choices. For me, sched-
uling such a visit before normal office hours works best for
meaningful, unhurried discussions. I recommend that the
physician first complete any pressing medical tasks and
then move quickly on to advance care planning. The pro-

52|3 July 2007 | Annals of Internal Medicine | Volume 147 ¢ Number 1

cess itself involves asking the patient sequentially about
choice of medical proxy, functional states that make the
patient’s life worthwhile (19, 31, 32), and wishes concern-
ing specific medical interventions.

M. Jones brings his wife to the next appointment. To
Jocus the advance care planning discussion, his physician re-
distributes the sample advance directive. The physician asks
Myr. Jones’s choice for medical proxy. He names Mrs. Jones,
who confirms her willingness ro fulfill that role. The physician
then asks Mr. Jones, “What makes life worth living for you?”
(33). When Mr. Jones has difficulty answering, his physician
asks alternative questions, such as “What do you enjoy doing?”
and “How do you like spending time?” She offers examples,
such as visiting grandchildren, watching relevision, or taking
walks. Mr. Jones says he wants only to be home with his wife.
Next the physician asks, “Which past hospital treatments have
you liked or disliked and why?” and “Do you want resuscita-
tion attemprs if your heart or lungs stop?” Mr. Jones says the
pneumonias exhaust him, draining his will to live. He declines
any more “life-saver” treatments (including antibiotics for
pneumonia) and requests only comfort care. He completes his
advance directive accordingly. The physician also asks who else
will likely witness a _fiuture medical crisis. Mr. and Mrs. Jones
cite their daughter and assure the physician that their daughter
knows Mr. Jones’s care choices and agrees to them even in case
of another pneumonia. Finally, the physician summarizes the
discussion in a progress note, photocopies the advance directive
and her note for the family, places the originals in the medical
record, and urges the Joneses to give copies to their daughter.

BENEFITS OF ADVANCE DIRECTIVES

Advance directives have at least 2 notable benefits.
Most important, advance directives symbolize medicine’s
recent commitment to patient empowerment. Medicine
has historically empowered only physicians but, increas-
ingly sensitized to the illness experience, now empowers
patients, too. Advance directives remind physicians to value
patients as partners in planning care. Obviously, advance
directives also encourage planning for death. Many people
do not “deny” death so much as ignore it. As Henig states:
Despite death’s inevitability, “the hardest thing...is to
really, deeply believe that we or our loved ones will die”
(34). For that reason, people often resist thinking about
death. However, as the case suggests, advance directives act
as concrete aids in prodding people to overcome their aver-
sions and to face the hard decisions about dying (28).

PROBLEMS WITH COMPLETION OF
ADVANCE DIRECTIVES

Despite the benefits of advance directives, completing
them raises many problems. One is that so few patients
sign advance directives. Completion rates among most pa-
tient groups run only 4% to 25% (31, 35—44), and inten-
sive education (45-47) and promotion (48) do little to
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improve those rates (42), except in special populations (38,
48-53). Possible explanations for the low signing rates
among North Americans include resistance to thinking
about death (18, 28, 54), unawareness of advance direc-
tives (35, 36, 39, 44, 54), incompatibility of advance di-
rectives with some ethnic cultures (3, 54-56), daunting
technical language and legal requirements, perceived in-
convenience or irrelevance of advance directive discussions
at legally mandated times (such as hospital admission)
(18), and poor preparation or motivation of personnel who
must initiate those discussions (7).

Another common completion problem is document-
ing wishes of questionable validity. Because patients may
poorly understand medical care (21, 57, 58), many unwit-
tingly misrepresent their wishes in advance directives. For
example, patients who request cardiopulmonary resuscita-
tion (CPR) on the basis of the widespread misperception of
its long-term survival rate as 70% (57) might decline CPR
if they knew that the actual survival rates are only 0% to
22% depending on medical circumstances. Similarly, pa-
tients who request do-not-resuscitate (DNR) status might
not do so if they knew that some surgeons refuse to operate
under it. Patients’ preferences may also change with time.
A healthy patient’s rigid refusal of chemotherapy may
change when that patient faces life-threatening cancer.
Likewise, a patient’s preferences for proxies may change as
relationships change. Health professionals can rightfully
wonder whether past wishes written into advance directives
remain valid in present crises.

The advance care planning process helps Mr. Jones avoid
many common completion problems. As a result, he formulates
clear end-of-life care wishes and writes them into an advance
directive. Surely, Mr. Joness wishes are more reliable than
most other patients’: He declines treatments for pneumonia
and other life-threatening conditions that he has experienced,
and he chooses Mrs. Jones as his proxy—ihe person who knows
him best, has seen him through such treatments before, and
promises to implement his wishes.

PROBLEMS WITH IMPLEMENTATION OF
ADVANCE DIRECTIVES

Even when advance directives are completed perfectly,
implementation may raise problems. One is inaccessibility.
Too few signers routinely carry their advance directives on
them, distribute their directives to all possible decision-
makers in a crisis, or store their directives in places that do
not hinder access (as safe deposit boxes and locked filing
cabinets may). When unable to access advance directives in
an emergency, health personnel face life-or-death decisions
with at best bystanders’ immediate recollections of patient
wishes. (Because those recollections may be mistaken, the
out-of-hospital DNR law in Texas permits withholding
CPR in the field only on the basis of a direct reading of an
advance directive or other physical proof of the patient’s
refusal.)
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Another implementation problem is poor proxy repre-
sentation. Many proxies lack the knowledge, insight, or
courage to fulfill their role (28, 59, 60). They may not
know that they have been chosen as proxies or what pa-
tients want for care (7). When inadequately informed, even
spouses or partners cannot accurately intuit patients’ care
wishes. Furthermore, because advance directives often issue
ambiguous (61) or conflicting instructions (7), crises usu-
ally require proxies to make uncomfortable decisions based
on interpretation. Wrangling with other parties over such
decisions magnifies the distress (12). Proxies may eventu-
ally confuse their own or others’ interests with the patient’s
interests or may begin to doubt their adequacy as advo-
cates. Increasingly overwhelmed as stakes rise and uncer-
tainties loom (7), many proxies wilt under the strain.

A third implementation problem is physician non-
adherence (28, 43, 62). Of course, some circumstances
justify not honoring advance directives. Physicians may not
have copies and may rightfully hesitate to rely on hearsay
from others. But even advance directives in hand may have
questionable validity. Patients may lack decision-making
capacity when they sign advance directives, may create in-
terceding advance directives, or may fail to update instruc-
tions as conditions change. Moreover, physicians may
question whether the stated circumstances for invoking an
advance directive, such as a “hopeless” illness, have mate-
rialized (59). Physicians may also feel obliged to disregard
advance directives that conflict with hospital policy, family
preference, or ingrained practice habits. Still, most physi-
cian nonadherence to advance directives probably stems
from physicians’ miscommunication or misunderstanding
about patients’ wishes (62).

When the crisis hits, Mr. Jones’s case avoids these common
implementation problems. M. Jones has acute, severe dyspnea
while bis primary care physician is unavailable on vacation.
Mrs. Jones panics and calls an ambulance to rush Mr. Jones to
the hospital. There he is admitted, unresponsive with another
pneumonia. Mrs. Jones shows her husband’s advance directive
to the hospitalist on duty. The hospitalist reads it, Mrs. Jones
confirms her husband’s treatment choices, and the hospitalist
orders comfort care accordingly.

FUNDAMENTAL FLAWS IN ADVANCE DIRECTIVES

By avoiding many common problems with completion
and implementation, Mr. Jones’s directive surely is among
the strongest advance directives possible. Yet even his di-
rective eventually runs aground on unforeseen problems.

Mr. and Mrs. Jones’s daughter storms into the hospital,
objecting vehemently to comfort care only. She accuses her
mother and the hospitalist of “murdering Daddy.” The daugh-
ter threatens to notify “hospital authorities,” contact the press,
and sue the hospitalist unless he administers antibiotics imme-
diately. When the hospitalist balks, she calls the chief of staff’
on the patient abuse hotline. Notified thatr Mr. Jones’s primary
care physician is unavailable, the chief of staff demands anti-
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biotics and full life support. Intimidated and emotionally
spent, Mrs. Jones and the hospitalist capitulate. The hospital’s
risk management committee meets in emergency session the
next day and endorses fully aggressive care. Despite the anti-
biotics, Mr. Jones slips into respiratory failure. Mechanical
ventilation sustains him briefly until he has a cardiac arrest,
does not respond to CPR, and finally dies.

When first created, advance directives seemed the per-
fect way to tailor future care to patients” wishes, but out-
comes have consistently frustrated expectations. Even Mr.
Jones’s well-executed directive could not save him from the
aggressive treatment he did not want. Such a devastating
failure raises doubts that advance directives can ever suc-
ceed. We must ask: Can they possibly be fixed?

The answer depends on the root problem. If the root
problem is simply flawed use (19, 31), then advance direc-
tives can work if they are properly understood, signed, and
executed. Yet 30 years of Herculean efforts to clarify, ad-
vertise, and distribute advance directives; to educate people
about them; to encourage patients to sign them; and to
teach faithful implementation by health professionals have
yielded few successes but many disappointments.

Thus, I suspect a different root problem—flawed un-
derlying assumptions (42, 55, 63, 64). One flawed assump-
tion is that people already think about their end-of-life care
(65, 66). Most people surely want “dignified” care that is
tailored to their wishes. However, the necessary detailed
prior planning is emotionally draining, and most people
lack the courage for it (54). They prefer to avoid signing
advance directives and to leave end-of-life care decisions to
their physicians, proxies (30), or even fate.

Of course, some highly motivated people do make
end-of-life care plans (1). One author, for example, wants
to “choreograph” her death because she “can’t imagine the
final splat” (34). Still, these people fall victim to another
flawed assumption—that advance directives can control fu-
ture medical care. In reality, critical illness thwarts the very
purpose of advance directives (64) through the many on-
the-spot decisions necessitated by unpredictable, uncertain,
and complex circumstances (7). Thus, advance directives
simply promise more control than they can deliver (7, 42,
59, 60). They provide an unrealistic but comforting “illu-
sion of certainty” (67).

A third flawed assumption is that, even if advance
directives do not facilitate critical care, they do not com-
plicate it (12). Experience suggests otherwise. Disagree-
ments over vague advance directive instructions require
careful adjudication (68), and ineptness of designated
proxies may create confusion in the decision-making pro-
cess. Advance directives also seem to set too exacting a
standard for care (31), implying that a good death fulfills a
patient’s every instruction, however impractical. (For ex-
ample, a patient may ask to die at home but may lack
sufficient care-giving resources there.) Families and health
professionals may blame themselves for any unfulfilled pa-
tient instructions.
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A PERSPECTIVE FROM ALBERT CAMUS

Although advance directives are seriously flawed (7,
42, 59, 69), no alternative yet exists. Should we still use
them (6, 7, 14, 19, 28, 37, 44, 70) or not (60, 71)? Com-
mentators answer on both sides, but I favor a middle op-
tion: Search conscientiously for alternatives but, until a
better one emerges, use advance directives with a realistic
perspective on critical illness and dying.

What might that realistic perspective be? Albert Ca-
mus, the 20th-century existentialist, describes one that
helps me (72, 73). Rejecting overly idealized or rational
views, Camus sees life as largely unpredictable, illogical, or
“absurd.” People lack control over it and should acknowl-
edge that. Siill, Camus believes that people are precious
and that their lives have meaning. Events may alienate peo-
ple from each other, but authentic communication over-
comes alienation and sustains people amid the chaos (73).
Camus also believes that trying circumstances shape and
reveal character. He urges facing those circumstances with
courage, integrity, and responsible decision making. Such
wholehearted engagement, Camus thinks, ennobles people.

This perspective helps one understand Mr. Jones’s case
in a new way.

That last pneumonia precipitates a cascade of “absurdi-
ties.” Despite Mr. Jones’s wish to stay home, Mrs. Jones panics
at his dyspnea and calls an ambulance. At the hospital, Mr.
Jones’s daughter creates even more problems that eventually
nullify the advance directive. Although previously informed of
My. Jones’s advance directive, his daughter objects ro the plan
Jor comfort care only. She bullies Mrs. Jones and the hospitalist
until they capitulate and institute full life support. A techno-
logical juggernaut follows, leading to a death that Mr. Jones
did nor want.

The perspective based on Camus also suggests man-
agement changes. First, the primary care physician should
have ensured that Mr. and Mrs. Jones accurately grasped
the advance directive’s purposes and limitations. It was a
means, not the end, in the advance care planning process.
The advance directive could not anticipate in any detail
Mr. Jones’s future medical problems (66), could not issue
treatment instructions for all possible situations, could not
spare others some difficult discretionary decisions in the
crisis (33), and could not guarantee fulfillment of Mr.
Jones’s wishes (31, 47). However, the advance directive
could cement the commitment of Mrs. Jones and the phy-
sician to doing their best for Mr. Jones. Thus, his advance
care planning could have started, but should not have
ended, with the advance directive.

The primary care physician should have also prepared
Mr. and Mrs. Jones emotionally for the coming crisis (66).
She should have warned about common decision-making
problems (including self-doubt, conflicting interests, fam-
ily recriminations, and bureaucratic insensitivity), men-
tioned the inevitable emotional traumas, and pledged to
stand by Mirs. Jones and share responsibility for decisions.
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Such support would have reassured Mrs. Jones, built trust,
and alleviated feelings of isolation and inadequacy (1).

Furthermore, when Mr. Jones’s daughter objected to
comfort care only, the hospitalist should have begun anti-
biotics immediately to buy adequate time to hear her out
(12, 74). The hospitalist should have simultaneously ex-
plained that he was committed to honoring Mr. Jones’s
wishes; that, until convinced otherwise, he had to assume
Mrs. Jones—as the designated proxy—was the best author-
ity on Mr. Jones’s wishes; and that he was instituting anti-
biotics only to be able to weigh carefully the conflicting
opinions about Mr. Jones’s true wishes.

Finally, if the daughter could not argue convincingly
that she represented those wishes best, the hospitalist
should have politely but firmly overruled her. He should
have then stopped the antibiotics; reinstated comfort care
only; and documented meticulously his discussions, deci-
sion, and rationale and the daughter’s dissent. If further
objections arose, the hospitalist should have publicly ac-
cepted responsibility for the treatment plan (6) and de-
fended it courageously even to the chief of staff and the
risk management committee. The hospitalist should have
also anticipated the daughter’s future recriminations, pre-
pared Mrs. Jones for them, and protected her steadfastly
against them (even if the hospitalist himself suffered re-
criminations as a result).

Whenever family cannot reach consensus, hospitals
typically adopt the treatment plan perceived as safest—
maximally aggressive care. Unfortunately, the hospital did
so here. Powerful institutional forces wrested control of
Mr. Jones’s end-of-life care. Because of the absurdity of the
situation and the unavailability of the primary care physi-
cian, the hospitalist should have actively supported Mrs.
Jones throughout the hospitalization. Even after Mr. Jones
was transferred to the intensive care unit, the hospitalist
should have called (repeatedly if necessary) to remind Mrs.
Jones that together they had done their best for Mr. Jones,
that events had spun out of their control, and that she
must not blame herself for a death Mr. Jones did not want.

CONCLUSION

Flawed in concept and not just use, advance directives
provide little control over future care (6, 7, 64). The last-
minute objections to comfort care by Mr. Jones’s daughter
illustrate the many unexpected problems that can defeat
advance directives. Thus, I urge deemphasizing advance
directives while searching for better approaches to advance
care planning. Camus’s ideas suggest one approach that
stresses honest communication (33, 57, 75); preparation of
patients and families for death’s harsh and unpredictable
reality (7, 66); mutual support; nonformulaic, individual-
ized care; and courageous decision making despite uncer-
tainties.

At the end of Camus’ 7he Plague, the main charac-
ter—a physician named Rieux—reflects on his role
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throughout the plague epidemic. He realizes that, along
with providing care that had to be given “by all who ...
strive . . . to be healers,” he bore witness to patients’ suffer-
ing (76). Physicians surely have the duty to fight disease in
most circumstances, but physicians always have the still
greater duty to see patients and survivors through their
suffering and thereby to bear witness to it. Perhaps that
greater duty lifts medicine from a mere occupation to a
true profession.
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