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Authors’ Reply to Swetz et al.

To the Editor:

With regard to the letter “Advance Directives,
Advance Care Planning, and Shared Decision
Making: Promoting Synergy Over Exclusivity
in Contemporary Context,” by Swetz et al., we
agree that any form of preparation that helps
patients engage in the process of advance care
planning is worthwhile, including advance di-
rectives. The goal of our qualitative study was
to describe patients’ and surrogates’ experi-
ences with serious illness, medical decision mak-
ing, and advance directives. Our goal was not to
review advance directive developments, and
therefore, we appreciate the thoughtful review
provided in the letter by Swetz et al.

We agree that there have been several im-
provements to advance directives, including
the Five Wishes® and an easy-to-read advance
directive we designed for culturally diverse pa-
tients with low health litelracy.I However, our
qualitative study demonstrated that although
statutory advance directives are important, they
often, in and of themselves, do not provide the
support and skills training that patients and sur-
rogates need to prepare for complex medical
decision making. This is especially true for
vulnerable and low-literacy populations who
have been shown to be at risk for poor under-
standing of advance directives—forms that are
often written at a postgraduate reading level.”
Many patients report not being able to com-
plete these documents on their own,” and even
when they can complete them, they are often
uncertain about their choices.” The patients
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and surrogates in our focus groups expressed
the need for more support than advance direc-
tives could provide. They also discussed the
components needed to prepare for decision
making: “choose surrogates wisely and verify
that they understand their role (a complex task
participants felt that they needed additional
support to do), identify values based on past ex-
periences and quality of life, decide whether to
grant leeway in surrogate decision making, and
inform other family and friends of one’s wishes
to prevent conflict.””

As stated previously, we are in favor of any
educational tool or program that can help pa-
tients and surrogates engage in advance care
planning and prepare for medical decision
making. In addition to improvements to recent
advance directive forms, there are several
communication-based programs that help to
facilitate advance care planning discussions, help
patients to identify their overall values and goals,
and provide a framework for iterative discussions
over time. These programs include the Go Wish
Cards,’ The Conversation Proj ect,7 and the mark-
edly successful, facilitator-based Respecting
Choices® model.*’ In addition, the focus group
study discussed in our article’ directly informed
the creation of a communication-based advance
care planning website called PREPARE (www.
prepareforyourcare.org). PREPARE provides
communication and decision-making skills
training through videos and has been shown in
a recent pilot studym to help patients engage in
advance care planning. Although some people
may be helped by advance directives alone, to
be fully prepared, many people may need more
support through communication and decision-
making skills training, such as the support
provided in the aforementioned communication-
based programs.
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