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Historically, the measure of advance care planning (ACP) success has been the
documentation of the living wills or advance directive forms (LWSs). These documents
outline individual preferences, often in check-box fashion, for life sustaining treatments such
as cardiopulmonary resuscitation and mechanical ventilation. In addition, advance directive
forms allow individuals to designate a surrogate decision maker in case of decisional
incapacity. However, the definition of ACP over recent years has broadened.1=3 This
broadened ACP paradigm, defined by international expert consensus, is a process, rather
than a singular moment or document, that supports adults at any age or stage of health in
understanding and sharing their personal values, life goals, and preferences regarding future
medical care.! This approach also focuses on preparing both patients and surrogates for
decision making by supporting communication skills and helping individuals define their
own values in addition to completing living wills or advance directives.

LWs likely became the metric of successful ACP because, unlike ongoing communication,
they are relatively easier to measure. In the U.S., the 1990 Patient Self-Determination Act
mandated that institutions provide written information on policies related to LWs, and as
such, they have been adopted as a key quality metric in many models of care.® Yet, many
have called into question the efficacy of solely focusing on LW documentation®? and even
propose an outright elimination of the practice.8 Such sentiments beg the question: does
documentation of a LW effectively signify that quality ACP has taken place?

In this edition, Higel et al. investigate if the presence of a LW in the medical record impacts
end-of-life (EOL) outcomes.? The authors of this systematic review include 28 studies and
ask two important questions: 1) Does the presence of a LW impact EOL care, mitigating
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outcomes suggestive of more aggressive care? and 2) Does the state of ACP science reflect
studies that are rigorously conducted in a way that minimizes bias? There were a number of
elements that made this review compelling. First, it only included studies with well-defined
parameters for LW documentation. LWSs needed to reflect the patient’s wishes for the
management of their EOL, not just surrogate designation, and required the document be
drawn up by the patient, not a surrogate. Second, the authors approached these questions
from a global perspective and included studies from multiple countries in a number of
different languages. Lastly, they used the Risk of Bias in Non-Randomized Studies of
Interventions (ROBINS-119) tool to critically evaluate the presence and extent to which
multiple forms of bias may color the findings.

The authors conclude that they cannot universally demonstrate a significant impact of LWs
on outcomes related to EOL care (place of death, hospitalization, ICU care, life-sustaining
treatments, and receipt of less aggressive medical treatment). Furthermore, 93% of the
studies that were reviewed demonstrated a serious risk of bias. These findings point to
inherent challenges within the field of ACP research.

One interpretation of these findings may be that LWs are, at best, ineffective and at worst, a
waste of precious resources. Fagerlin and Scheider methodically identify fatal flaws of using
LWs including, among other issues, that most patients fail to complete them and that LWs
are often not available when needed; LWs contain vague language that is not applicable to
future health states; LWSs are signed by individuals who may not be truly informed, and
surrogates often don’t know they were chosen and are often unprepared. In addition, other
work has demonstrated that many legal requirements have created overly complex forms that
are difficult to read and execute.!

However, it would be an error in the interpretation of these findings to equate the
inadequacies of LWs to the broadened process of ACP. As described above, LWs are often
limited to a check-box approach of life sustaining treatments that fail to address the goals
and values behind those choices.® The forms are also, on average, 5 years old and may not
represent current medical wishes.12 As above, ACP should be a process of identifying one’s
values and goals and communicating these over time. As the authors point out, LWs have the
potential to improve psychological and emotional outcomes for patients and families. These
types of outcomes may be just as important to quality of life for patients as well as
downstream outcomes for surrogates, who have to live with their decisions and have
subsequent interaction with the healthcare system. The broadened paradigm of ACP
emphasizes the importance of not only naming a surrogate decision maker but also preparing
them to advocate for the individual.13 In the current article, studies with surrogate
involvement were excluded and, therefore, it was not possible to investigate the role of
surrogates in EOL outcomes. In addition, communication-based ACP, not just form-based
ACP, has been shown to have a range of benefits including an increased likelihood that
patients’ wishes will be honored at the end of life, as well as decreased stress for surrogate
decision makers,14-16

The outcomes for this study are also important to put into context. For example, we do not
know whether the health care utilization outcomes described in this study for life sustaining
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treatments, ICU stays, hospitalization, or decision to restrict care actually reflected the care
that was desired by patients and their families. Some patients and families will choose
aggressive treatment options as a part of their LW and actualization of that plan, or
utilization of those resources, may not represent a failure of ACP but exactly the opposite.
To address the need for a consensus concerning the outcomes that define successful ACP, an
international panel of ACP experts rated the relative importance of many ACP outcomes for
research. The top-rated outcomes were goal concordant care as well as the identification and
discussions with surrogate decision makers and medical providers. LWs were rated lower as
was healthcare utilization. However, goal concordant care and communication are outcomes
which are difficult to measure. Identifying metrics that evaluate goal concordant care is vital
to examining the effectiveness and quality ACP interventions, yet no standardized metric is
currently available.* Although validated patient-reported surveys of ACP are available, it is
difficult to abstract this information from the medical record, especially given the
notoriously poor documentation by clinicians of these important ACP conversations.12

While LWs alone may be insufficient to move the needle on the healthcare utilization
outcomes described in the article, this study does not confirm that the broader, consensus
definition of ACP is ineffective. LW are only one piece of the ACP puzzle and are only as
good as the preparation of patients and surrogates and the communication about the wishes
in those documents. Therefore, this study helps to point out what is needed for future ACP
research: outcomes that measure the broad process of ACP and ACP quality; outcomes that
measure what matter to patients and surrogates in addition to healthcare utilization; the
inclusion of surrogate decision makers into ACP research; the development of validated
metrics that measure goal concordant care; and the standardization of methods to capture
ACP communication in the medical record. Living wills alone do not equate to ACP quality,
and, therefore, much work is needed in the field to improve ACP research and define and
measure the effectiveness of the ACP process.
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