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Twenty years ago, Congress passed the Patient 
Self-Determination Act, hoping to improve end-
of-life care through the use of advance directives. 
The statute stimulated the development of a cor-
nucopia of planning documents. Patients can sign 
a living will that states that they do not want 
their lives prolonged if they are terminally ill. 
They can complete an instructional directive that 
specifies, for each of several clinical scenarios, 
which listed medical interventions they would 
want. They can fill out a values history, describing 
what they care most about, or they can designate 
a surrogate decision maker to speak on their be-
half if they lose the capacity to do so. All 50 states 
and the District of Columbia now recognize the 
assignment of a durable power of attorney for 
health care, and the vast majority of jurisdictions 
provide state-specific living wills to allow patients 
to express preferences for care near the end of 
life.1 Despite the prodigious effort devoted to de-
signing, legislating, and studying advance direc-
tives, the consensus of medical ethicists, research-
ers in health care services, and palliative care 
physicians is that the directives have been a re-
sounding failure.2,3

Advance directives are seldom completed — 
a national survey conducted in 2005 showed that 
only 29% of U.S. adults have a living will4 — and 
they are often not available when needed. The abil-
ity of surrogates to represent patients’ preferences 
is poor, and the requests made in the documents 
are frequently overridden. At a more fundamental 
level, the selection of medical interventions for an 
imagined future health state is problematic, since 
preferences change in the face of real rather than 
theoretical conditions.5 The validity of directives 
that spell out preferences for specific interventions 
has also been questioned, because patients cannot 
make informed choices unless they know the ben-
efits and burdens of the proposed treatments. In 
the face of so much skepticism, the conclusion 
in the article by Silveira et al. in this issue of the 
Journal6 that “advance directives are important 
tools for providing care in keeping with patients’ 
wishes” is new and surprising.

Silveira et al. based their conclusions on the na-
tional Health and Retirement Study, a longitudinal 
survey of a cohort of adult Americans. They clear-

ly established that the loss of decision-making ca-
pacity near the end of life is an important con-
cern: among the 3746 persons 60 years of age or 
older who died between 2000 and 2006, 42.5% 
faced choices about treatment and 70.3% of those 
persons lacked the ability to choose. Most strik-
ing was the finding that 67.6% of patients who 
needed to have a decision made about medical 
care had completed an advance directive. Among 
the 999 decedents who both needed decisions and 
lacked capacity, 6.8% had a living will only, 21.4% 
had a durable power of attorney for health care 
only, and 39.4% had both.

The key additional finding of the study is that 
concordance was high between patient preferences 
for care, as expressed in a living will, and the care 
actually received before death. In addition, the 
person chosen to serve as the health care proxy 
was usually the person who actually made the 
decisions. However, these observations were based 
on interviews with family members or knowledge-
able informants, conducted an average of 13 months 
after the patient’s death, in which the interview-
er asked whether the advance directive called for 
comfort care, all possible care, or some limits on 
care and then asked what kind of treatment was 
provided. Verification of the specifics of the di-
rective and of the actual treatment administered 
was not possible. Given that physicians find living 
wills inadequate to guide treatment decisions, it 
is crucial to know what was actually stated in the 
living wills that surrogates found helpful. More-
over, what we really would like to know — wheth-
er the preferences of patients were any more likely 
to be honored if they had a living will than if they 
did not — cannot be determined from this study. 
Finally, the study addressed only decisions made 
in the last days of life; impaired cognition often 
precludes patients’ involvement in decision mak-
ing for months or even years. Whether advance 
directives shape the many decisions affecting 
how patients live during the final stage of life is 
perhaps more important than whether they in-
fluence their final hours.

In light of the weight of evidence indicating 
that living wills are of limited efficacy, the find-
ings of Silveira et al., while tantalizing, are in-
sufficiently compelling to reverse the code status 
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of legalistic advance-directive documents. Never-
theless, they do demonstrate that talking about 
the goals of medical care has become acceptable 
to a large majority of those Americans who need 
it most — persons who are at high risk for inca-
pacity at a critical juncture in their lives.

The ongoing challenge is to transform ad-
vance care planning from the act of signing a 
form to a process that begins by clarifying the 
patient’s current health status, moves to elicita-
tion of the goals of care, and then designates a 
proxy to work with clinicians in interpreting and 
implementing those goals.7 The Physician Orders 
for Life-Sustaining Treatment program is one at-
tempt to do this.8 Adopted in a dozen states and 
being introduced in many others, this approach 
starts with a discussion between a patient and a 
clinician about goals and then translates those 
goals into a series of medical orders governing 
the use of interventions such as cardiopulmonary 
resuscitation and artificial nutrition. Its power 
depends on the strength of the underlying pa-
tient–doctor communication and on the establish-
ment of a statewide system for communicating 
and honoring those orders.

A second approach is to use videos showing 
clinical situations to help patients define their 
goals of care and understand how they would be 
translated into practice in the event of a life-
threatening illness. Videos have facilitated ad-
vance care planning for healthy older persons 
preparing for the possibility of dementia9 and are 
being piloted for patients with advanced cancer 
or severe heart failure. These strategies offer the 
possibility of truly promoting autonomy by allow-

ing patients at risk for losing capacity near the 
end of life the same enhanced quality of life that 
accrues to competent patients with advanced ill-
ness who discuss end-of-life care with their phy-
sicians.10
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