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EDITORIAL

“Advance” Care Planning Reenvisioned

INTRODUCTION

Advance care planning (ACP) has become a necessary
part of modern medicine because of the multitude of

choices brought about by technological advances that sus-
tain life while prolonging dying (Figure 1). These advances,
albeit welcomed, have made treatment decisions, especially
in the context of serious or advanced illness, more nuanced
and complex. The number of choices is often overwhelm-
ing. Asking patients to make decisions about treatment or
interventions in advance of illness further complicates the
process. ACP requires individuals to imagine choices they
would make when facing a future health crisis, without
knowing how they would actually feel or what would be
important to them in that future moment.1,2

Shifts in the course of disease require patients and clini-
cians to be willing, flexible, and prepared to pivot when
prognostic or other disease-related news is surprising or
devastating. Even when decisions are made in advance,
what ultimately matters most are decisions made in the
moment(s) in response to unfolding clinical events.3,4

Despite substantial efforts to encourage ACP, it has long
been recognized that many patients continue to receive
“expensive, burdensome treatments that do not align with
[their] values and preferences.”5

I am confronted with this dilemma regularly as a
geriatrician and palliative care physician. Yet, the personal
experiences of losing two friends in 2019 brought the prob-
lem into better focus for me. Their clinical trajectory and
decision-making processes prompted me to reconsider
whether current approaches to ACP are realistic for most
individuals. In life, it is rare for people to make decisions
far in advance of an event, yet in medicine, we ask patients
to do just that.2 Perhaps, the mere phrase “advance care
planning” needs to be reenvisioned to reflect the dynamic
nature of decision-making that occurs along the continuum
of serious or life-threatening illness.

Two Friends, Two Terminal Illnesses

A friend from medical school noticed a lump in her breast
after showering. It struck her as odd, as she had just had a
normal screening mammogram about 6 months before.
Indeed, a diagnostic mammogram revealed a large mass in
her right breast. Biopsy revealed infiltrating lobular carci-
noma in situ, thought to be local. She was referred to

surgery by her oncologist within the week of her diagnosis.
She underwent chest computed tomography, and to her sur-
prise, the surgeon announced metastasis to the rib cage. She
told me, “Sandra, my rib cage lit up.” Within a week, she
was catapulted from thinking she had local, likely curable
cancer, to learning that she had stage IV metastatic lobular
carcinoma. She was devastated as she started chemotherapy
with surgery postponed, but her oncologist told her that
this would likely be a chronic disease.6 The surgery never
happened because her disease progressed.

Another friend, on his way to his teaching job, ran into
a friend on the street who noticed he looked yellow and
said so. With no pain and no other symptoms, he learned
he had a small mass at the head of the pancreas. He was
diagnosed with pancreatic cancer, which had caused
obstruction of the common bile duct and led to jaundice.
He had a Whipple procedure and subsequently chemother-
apy. He underwent the surgery performed in hope of a cure,
and three to four cycles of chemotherapy before he was
faced with the news that he was going to die.

From diagnosis to death, I witnessed their decision-
making processes. For one, I was physically distant but in
close communication (annual visits, monthly videocalls, and
frequent e-mails), serving as supporter and sounding board.
For the other, I was directly involved in decision-making,
joining him for physicians’ appointments, helping him pro-
cess medical information, and providing space for thinking
out loud while he tried to make the best choices along
the way.

ACP Reenvisioned

It was a far greater challenge to be present for my friends
as they underwent their journeys, as I tried to straddle
objectivity and intimacy, encouraging choices and reconcil-
ing the setbacks, and hoping for cure despite the evidence
otherwise.

It was necessary for both friends to have honest conver-
sations, to clearly understand what to expect. The skill of
the physician, in guiding those conversations, was essential.
At the beginning of their journeys, decisions were not about
advance directives, code status, or comfort care. Rather,
decisions stressed what choices would yield the best oppor-
tunity for survival as long as possible. The focus was not on
the “what ifs,” but on the “what is.” They made decisions
over many individual moments in response to the most
recent blood test and imaging results, and they carried hope
that each time they opted for care that would take them in
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one direction rather than another, it would change the
course of things for the better.

I observed each of them moving toward acknowledging
and accepting the fact that cure was not possible. Each
came to the point where the focus became “comfort,”
“hospice,” “supportive” care. Deciding what they wanted
done “in the future” was too out of reach, too far away. It
was clear that treatment decisions made in response to the
information at hand were tangible and thus more accessible
to them, easier to consider and choose. These decisions rep-
resented the limit of what they could consider and choose—
it was all they could handle at the moment. Anything
beyond that was too much to ask.

This experience made me ask whether ACP, as we
know it, is the right concept. How can we support a process
of decision-making in response to a diagnosis or prognosis,
a test result, or a change in clinical condition that allows
patients to decide what is important at that particular time
or in the reasonable “near” future? I propose that we think
of this process as “adaptive,” where decisions are respon-
sive, adaptive to the situation; where there are the multiple
moments to decide about treatment or to assess or reassess
oneʼs values and desires in the context of serious or life-
threatening illness as it unfolds. “Adaptive care planning”
would be planning as we go, taking into consideration the
dynamic changes that occur in practice.

It may be hard to achieve goals stated much earlier,
when life-threatening or end-stage manifestations of the
illness seem abstract or far in the future, a vague idea of ill-
ness rather than a rib cage that lights up on computed
tomography, or a pallor visible to a friend in the street.
Perhaps it is more important to be responsive or adaptive
to the issues ACP intends to address in the moment, letting
the decision-making process be similar to adjusting oneʼs
diabetes mellitus medication(s) or those for hypertension,

cardiovascular disease, or depression. Responding to new
information, little by little, and keeping an eye on the over-
arching future goal, even when that changes over time,
seem to make more sense.

CONCLUSION

As it is, many of us have a hard time planning ahead for
things far less complicated than ACP. Yet, we have become
obsessed with this concept of “advance care planning”
where we ask patients to make decisions in advance about
the care or treatment they would or would not want IF they
receive a diagnosis of a serious or life-limiting illness, rather
than creating a culture of care planning that allows for agil-
ity, responsiveness, flexibility, and room for changing
needs, views, or goals.2

It is time to refocus our approach of asking patients for
an ACP document, which can only be hypothetical. We
should replace the concept of ACP with an approach that
emphasizes adaptive care planning in which treatment deci-
sions in response to serious illness, changing diagnosis,
prognosis, or personal circumstances are made when most
relevant. As said by Hammond in her BBC Future article,
“When you imagine how youʼll feel at a future date, youʼre
unaware of subtle but powerful biases that frame the way
you think.”1 Care planning that is flexible, longitudinal,7

and adaptive, that allows us to walk alongside our patients,
supporting them step by step instead of expecting them to
follow a document completed years earlier embodies care
planning reenvisioned.
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