
How can people prepare to have
the conversation about what

matters most in life and how can
they prepare for medical decision
making? A new interactive, easy-to-
use advance care planning website
called PREPARE can help. PREPARE
shows people, through videos and a
step-by-step process, how to have
the conversation and make informed
medical decisions.

I have been profoundly struck by
examples in my own family and
from my geriatrics and palliative care
patients that most people lack a
framework to face complex medical
decisions when they arise. We, the
health care establishment, admonish
people to do advance care planning,
which usually means filling out ad-
vance directive forms focused on
hypothetical scenarios and prefer-
ences for life-sustaining treatments
such as CPR. Because no one can
predict all unforeseen medical and
personal circumstances, this ap-
proach to advance care planning
does not always help during a med-
ical crisis.

What we often don’t do well is
to teach people how to identify
what is important to them in life and
how they want to live; how to com-
municate their wishes to their family
and doctors in a meaningful way
that can affect their medical care;
and how to face complex and often
scary, in-the-moment medical deci-
sions in the context of their deeply
held beliefs and values.

We set out to change that. We
have created an interactive website
called PREPARE that is focused on
teaching people the skills they need
to identify what is important in life
and the language they need to com-
municate this information. PREPARE

3. PREPARE is focused on
empowering the individual and
not just the medical
establishment. We designed
PREPARE to be completed
outside the clinician
environment. It is not as a
substitute for a conversation
with a clinical provider, but it
does prepare people for these
conversations before they are
necessary. This empowers the
individual and may save the
clinician time.

4. PREPARE is easy to use. We
targeted PREPARE to a fifth-
grade reading level, presented
in a large font with large intuitive
buttons. We also included voice-
over of all text for individuals
who have poor vision or difficulty
reading and closed-captioning of
all video content for those who
are hard of hearing. People with
deficits in reading, vision, and/
or hearing are vulnerable to
making uninformed medical
decisions because of a lack of
understanding. PREPARE aims
to change that.

5. PREPARE includes concrete
video demonstrations. We

focuses on the “how” and not just
on the “what.”

There are many helpful advance
care planning tools. However, based
on a series of 13 focus groups of
patients and surrogates from di-
verse backgrounds and our prior re-
search, we developed PREPARE to
fill in what we saw as fundamental
content and functionality gaps in
currently available tools, especially
for older adults from culturally di-
verse backgrounds. (See links to re-
search references below.) PREPARE
is innovative in the following ways:

1. PREPARE walks people through
an easy-to-follow five-step
process. We recognize that
advance care planning comprises
not just one but several steps,
such as choosing a medical
decision maker and asking
him/her to play that role,
deciding what matters most in
life, discussing leeway in
surrogate decision making,
learning how to tell others about
one’s wishes, and practicing
how to ask clinicians questions
to make informed medical
decisions. We developed
PREPARE to help people engage
in each of these steps in a
systematic way.

2. PREPARE is focused on
preparation for decision making
and communication skill-building.
We developed PREPARE to give
people the tools to identify what
is most important in life, the
concrete skills to communicate
these wishes, and the framework
to prepare people for informed
medical decision making.
PREPARE is appropriate for any
stage in life or illness.
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developed videos that show
people how to perform each of
the five steps, including how to
identify good surrogate decision
makers and how to ask them to
serve in that role.

6. PREPARE is culturally
appropriate. The content of
PREPARE is the result of
extensive research, including 13
focus groups with patients and
surrogate decision makers and
input from older adults from
culturally diverse backgrounds.
We attempted to provide
culturally balanced content and
included photos and videos of
actors from a range of
race/ethnicity backgrounds. In
addition, a variety of decision
making styles and preferences
are presented that take into
consideration people who prefer
family or group decision making,
those who prefer to not be active
participants in their own medical
decision making, those who
prefer aggressive treatments, and
those who prefer comfort care.

7. PREPARE is tailored and
interactive. We developed
content that is tailored to each
person’s individual needs and
preferences. For instance,
individuals are tracked to view
different content depending
upon whether or not they have a
potential surrogate decision
maker, whether or not they have
family and friends involved in
their life, and whether or not
they want to be involved in their
own medical decision making.

I believe the tide is turning in
America and that people and their
families are more open to talking
about what is most important in life
and for their medical care. They just
need a road map. We hope that
PREPARE, along with other excel-
lent advance care planning tools,
can help be the road map that em-
powers people and their families
with concrete skills to identify and
communicate their wishes and to
make informed medical decisions.
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People can choose the content
that is most appropriate to their
situation.

8. PREPARE is actionable. We
developed questions that are
asked throughout PREPARE,
such as who may be able to play
the role of a surrogate decision
maker, whether or not this
person has been formally asked
to play that role, and what is
most important in that person’s
life. PREPARE then collects this
information into a summary that
allows the individual to review
the preparation steps that have
or have not been completed.
The user is then asked to make
an action plan to complete one
of the steps in the PREPARE
program. Participants are
encouraged to share the
summary and their action plan
with their clinicians, family, and
friends.

9. PREPARE is free to the public.
We decided early on to make
PREPARE available to anyone
who was interested. We depend
on grants and donations to keep
it going.

We have conducted preliminary
studies, currently awaiting publica-
tion, that demonstrate that PRE-
PARE is easy-to-use by both
younger and older adults, that peo-
ple like the website and are willing
to use it, and that PREPARE results
in significant improvements in confi-
dence and readiness to engage in
advance care planning and commu-
nicate one’s wishes.
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