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I n 1976, California was the first state legally to
sanction advance directives (ADs), in the form
of living wills. Since that time, judicial and legis-

lative actions have affirmed patients’ rights in deci-
sion making at the end of life by standing strongly
on the ethical tenets of patients’ self-determination
and autonomy (1). The 1990 Self-Determination
Act mandated health care institutions to inform pa-
tients of their rights to refuse or discontinue treat-
ment and required these institutions to ask patients
whether they have ADs and to make those documents
available (2).

The envisioned and actual impact of the legislation
has been debated (3–5), but consensus grows that
conversations and shared decision making between
patient and provider are essential to quality care for
patients and families (1,5–7). When the signed docu-
ments reflect the outcome of targeted communication
between providers and families, ADs are associated
with less patient anxiety and greater overall satis-
faction with provider communication, more use of
hospice, and less use of life-prolonging treatment
and intensive care unit days at the end of life (4,7–9).

Although the urgency of these discussions is in-
creasingly recognized, the actual numbers of sick
patients who have any form of written AD (health
care proxy [HCP] or living will) in their medical re-
cords remain disturbingly low (3,10,11). Studies find
that fewer than one-half of all middle-aged or older
individuals have any form of AD, even if they have
a terminal illness (12,13).

The report by Butler et al. (14), in this issue of
JACC: Cardiovascular Interventions, indicates that AD
gaps may stretch even wider in patients with heart
failure. Their timely investigation of more than
24,000 patients hospitalized with heart failure
revealed that only 12.7% had documented ADs. To
understand current decision processes better, these
investigators sought characteristics associated with
better response. Although rates were slightly higher
in older persons, women, and those of higher socio-
economic status, even these groups still had <20%
documentation. Furthermore, the percentage of
completed ADs was <30% in patients considered
highly likely to face complex decisions, as evidenced
by do not resuscitate (DNR) status, palliative care
consultation, or discharge to hospice. We echo the
summons for action to address ADs in heart failure
across all demographics.

Failure to achieve evidence of substantial self-
determination during the past 25 years extends
across multiple diseases. The responsibility should
ultimately be shouldered by all those who supervise
long-term care for patients with chronic disabling
illness. However, as the final pathway for many
cardiac conditions and the most common cause of
Medicare hospitalization, heart failure may serve as
the ideal target for system reform, and those who
provide care for patients with heart failure may serve
as the vanguard for these efforts.

THE HEALTH CARE PROXY IS A PLAYER,

NOT A PLAN

It is important to distinguish among multiple com-
ponents in the process of advanced care planning.
Although identifying the HCP is crucial early in
advanced care planning, the HCP should perhaps
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stand apart from the other aspects of advanced care
planning as being more universally relevant. Assign-
ment of a proxy is a prudent act for anyone receiving
medical care, with or without an underlying condi-
tion affecting life expectancy, not just for “advanced
care.” The requisite information and education
acknowledge that we are all at risk for unexpected
events that could render us unable to make health
care decisions for ourselves. Because there is no
individualized medical review involved, instruction
on establishing an HCP differs from other steps in
advanced care planning not only as a more broadly
applicable step, but also as one that can reasonably
be performed by an office or hospital employee
who does not have medical expertise. The study by
Butler et al. (14) showed that even this simple step
was uncommonly taken during hospitalization in the
population with heart failure.

Even when appropriately completed, the HCP
documentation serves only to identify the person
who may have to make a plan for someone else.
It does not provide any information on how to align
that plan with goals and values and preferences held
by the patient. Although the existence of an HCP
may appear to lighten the burden of decisions for
medical providers, those providers should recognize
that it only shifts the burden toward the surrogates,
sometimes with unbearable weight, if there have
been no shared discussions between the patient and
family about values, goals, and preferences.

DO WE LEARN ENOUGH

FROM THE LIVING WILL?

It is ironic that the most commonly known documents
considered to be ADs have become the HCP and the
living will, neither of which provides guidance for
the majority of decisions by families or providers.
The living will does provide general evidence that
the patient has considered the possibility of death
and has chosen dignity over survival in the case
of irreversible lack of meaningful personal participa-
tion. However, the situations requiring decisions,
particularly in the hospital, are usually much more
nuanced. Signing and witnessing the living will may
mislead the patient and family into thinking that no
further discussions are needed to align the proxy
with the decisions that the patient would have made
if conscious and competent. Examples of documents
that provide more guidance are the Five Wishes,
which can be completed by a patient and family, and
the MOLST/POLST (Medical/Physician Orders for
Life-Sustaining Treatment), which requires physi-
cian input and distinguishes between life-sustaining

therapies for a temporary condition and those for an
indefinite duration.

DECISION MAKING IS A PROCESS,

NOT A POINT

Advanced care planning is most effective as an iter-
ative process that begins with the basic legal docu-
ment of the HCP and uses this to launch shared
decision making based on the goals and values of the
patient and family (1,2,6). The cardiologist or, in some
cases, the primary care provider supervising the heart
failure care aligns to progress with the patient and
family up the ladder of shared decisions (Figure 1). At
every level, they interact by responding to previous
information and adding new information.

STEPS FOR SUCCESSFUL

ADVANCED CARE PLANNING

PRESENT INFORMATION ABOUT PROGNOSIS IN THE

SETTING OF UNCERTAINTY. The first and founda-
tional component of discussions focuses on a general
understanding of disease trajectory and prognosis.
Successful conversations begin with understanding
how the patient prefers information to be communi-
cated. Doctors should avoid extreme optimism or spe-
cific answers to the question “How long do I have to
live?” instead offering broad ranges that include both
earlydeathandprolongedsurvival.Uncertainty should
be acknowledged but not allowed to deter or deflect
consideration of “what if.?” and “what could happen
when.?” Despite reticence on behalf of physicians,
patients, and families, it is well recognized that “dif-
ficult discussions now will simplify difficult decisions
later.” Most patients report no added depression
or anxiety after discussions of prognosis, and many
cite the lack of communication around prognostic
information as a complaint in end-of-life care (7,15,16).

ENGAGE THE PATIENT IN A DISCUSSION AROUND

VALUES AND GOALS. Elicitation of life values and
articulation of the goals and expectations for both
life and for medical care are fundamental for effective
decision making (1,5,7). Although many physicians
feel more comfortable focusing on specific interven-
tions such as cardiopulmonary resuscitation (CPR),
conversations evolve to greater relevance when they
begin with a discussion of a patient’s hopes and fears
around these decisions. Documentation of a patient’s
values and what quality of life means to the patient
can serve as a foundational piece for a medical team
for current and later reference, providing more guid-
ance andpower than anHCPwithout this conversation.

REVIEW AND RECOMMEND REASONABLE OPTIONS

FOR FURTHER CARE. The providers should establish
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