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ABSTRACT

PURPOSE

METHODS

RESULTS

CONCLUSION

Providers treating adults with advanced cancer increasingly seek to engage
patients and surrogates in advance care planning (ACP) and end-of-life (EOL)
decision making; however, anxiety and depression may interfere with en-
gagement. The intersection of these two key phenomena is examined among
patients with metastatic cancer and their surrogates: the need to prepare for and
engage in ACP and EOL decision making and the high prevalence of anxiety and
depression.

Using a critical review framework, we examine the specific ways that anxiety
and depression are likely to affect both ACP and EOL decision making.

The review indicates that depression is associated with reduced compliance with
treatment recommendations, and high anxiety may result in avoidance of
difficult discussions involved in ACP and EOL decision making. Depression and
anxiety are associated with increased decisional regret in the context of cancer
treatment decision making, as well as a preference for passive (not active)
decision making in an intensive care unit setting. Anxiety about death in pa-
tients with advanced cancer is associated with lower rates of completion of an
advance directive or discussion of EOL wishes with the oncologist. Patients with
advanced cancer and elevated anxiety report higher discordance between
wanted versus received life-sustaining treatments, less trust in their physi-
cians, and less comprehension of the information communicated by their
physicians.

Anxiety and depression are commonly elevated among adults with advanced
cancer and health care surrogates, and can result in less engagement and
satisfaction with ACP, cancer treatment, and EOL decisions. We offer practical
strategies and sample scripts for oncology care providers to use to reduce the
effects of anxiety and depression in these contexts.
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INTRODUCTION

Anxiety and depression, which are the most common
mental health symptoms and disorders worldwide,"?> are
highly prevalent among patients with cancer,>* including
about one in three adults with metastatic cancer>* and
their caregivers.®> One of the leading causes of death
worldwide,># metastatic cancer is associated with multiple
experiences (difficult symptoms, treatments, and losses;
threatened sources of identity and meaning>*%; and fear of
dying®) that contribute to or co-occur with anxiety and
depression.’”"* Anxiety and depression can also have a
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negative impact on advance care planning (ACP) and end-
of-life (EOL) decision making—both of which are critical to
the care of patients with metastatic cancer and typically
involve patients and/or caregivers who serve as health care
surrogates.

ACP refers to a process that supports adults in understanding
and sharing their personal values, life goals, and preferences
regarding future medical care,* and specifically facilitates
their ability to discuss their goals and preferences with loved
ones and health care providers, and to review and document
their preferences, if appropriate, in the form of advance
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directives.” EOL decision making is the process in which
individuals and families make decisions about the care they
will receive before death?? in collaboration with their health
care team, sometimes significantly ahead of time during the
ACP process, and often in the moment, when an urgent
decision is necessary. Such decisions can include symptom
management, suspension or continuation of treatments, and
feeding and hydration procedures.?>>4

In studies of patients with advanced cancer and/or critical
illness and their health care surrogates, ACP and EOL de-
cision making and communication interventions have often
failed to affect meaningful outcomes such as goal-
concordant care, length of intensive care unit (ICU) stays,
resource use, or surrogate’s satisfaction with patient care or
mental health outcomes.?>3° Emerging research that more
directly investigates the effects of anxiety and depressive
symptoms and disorders on ACP and EOL decision making
has the potential to inform more impactful interventions and
help oncology providers to navigate the complex intersec-
tion of mental health and cancer care decision making.

A systematic review?' shows that about one in three patients
with metastatic cancer experience clinically significant
anxiety and depression symptoms, with anxiety symptoms
in particular remaining high at EOL. Cancer caregivers report

even higher rates, with nearly half reporting clinically sig-
nificant anxiety or depression symptoms.** 3> Finally, death
anxiety,?* the worry and apprehension generated by death
awareness, is common in metastatic cancer,3*3> and is
strongly linked to higher anxiety and depression symptoms
among patients.3¢-3%

Using a critical review framework to synthesize diverse
findings across numerous literatures,3° the present goal is to
develop a comprehensive understanding of the impacts of
anxiety and depression on ACP and EOL decisions. We
conducted a critical review rather than a meta-analysis or
systematic review because a critical review involves inte-
grating across literatures with an emphasis on conceptual
synthesis and innovation. In addition, the modest empirical
literature on anxiety and depression within ACP and EOL
cancer care decision making is not yet large enough for a
meta-analysis or systematic review. As the current topic is
relatively new, it required synthesizing across multiple
empirical literatures, including the sizable literature on the
influence of anxiety and depression in decision making
broadly with the more modest literature on their role in
decision making in metastatic cancer specifically—an ap-
proach best reflected in a critical review. We predicted that
both anxiety and depression among patients with metastatic
cancer and their surrogates would have negative impacts on
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ACP and EOL decision making. On the basis of the review
findings and informed by empirically supported behavioral
interventions for anxiety and depression,*° 4 in the dis-
cussion, we offer provider-friendly recommendations and
sample scripts for reducing the negative effects of anxiety
and depression on ACP and EOL decision making among
individuals with late-stage cancer and their health care
surrogates.

METHODS
Literature Search

We used a critical review framework?® to identify the most
significant literature in the field. In October 2022, we
searched three databases: PubMed, PsycINFO, and Web of
Science. These databases were selected after consulting with
aresearch librarian specializing in reviews, on the basis that
they covered oncology (PubMed, Web of Science), psycho-
oncology (all), and anxiety and depression (all, especially
PsycINFO), providing good coverage and breadth for the
relevant literatures. The Data Supplement (online only)
details the terms and criteria of the search, with article flow
summarized in Figure 1. Search terms were generated in
consultation with the research librarian and articles were not
restricted by year. We conducted two separate searches in
each of three databases (PubMed, PsycINFO, and Web of
Science) and pulled the first 100 articles that were listed in
order of relevance in the output for each search, yielding 600
total papers (300 per search; 496 total unique records after
removing duplicates; Fig 1). The first search targeted con-
ceptual or review articles on decision making in the context
of anxiety or depression; only English-language, peer-
reviewed, topically relevant reviews, meta-analyses, and
conceptual syntheses/models were selected for inclusion.
The second search targeted health care and ACP decision
making in the context of cancer and anxiety or depression;
only English-language, peer-reviewed empirical studies
were considered. The title and abstract of each article were
reviewed for relevance by L.B.F., ].J.A., and E.E.B. on the basis
of the aims of the critical review. Additional references were
identified by hand-searching the bibliographies of relevant
articles.

Synthesizing and Building on the Findings

The Results section is organized into the three empirical foci
that the search strategies identified: Empirically based re-
views and models of the influence of anxiety and depression
on broad decision making; the role of anxiety and depression
in health behavior adherence (as ACP can be conceptualized
as a series of health behaviors*5~47); and most specifically,
their role in ACP and EOL decision making in care for patients
with metastatic cancer. Following critical review recom-
mendations,* the most methodologically rigorous and
evidence-based review and conceptual papers in the first two
literatures were leveraged to inform a more comprehensive
understanding of the potential negative impacts of anxiety
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and depression on ACP and EOL decision making in me-
tastatic cancer, as empirical research on the latter remains
comparatively modest. Analysis of the literature was con-
ducted by a multidisciplinary team with many decades of
relevant research and clinical experience across academic
and community care settings, with principal analysis led by
J.J.A. (clinical psychologist) and secondarily by E.E.B. (health
psychologist), in close consultation with D.J.A. (medical
oncologist), J.S.K. (palliative care physician), R.M.F. (palli-
ative care nurse), and J.L.M. (oncology social worker).

RESULTS

Anxiety and Depression in the Context of Broader
Decision Making

Affect and Decision Making

Decades of research#®->3 show that affect —particularly in the
form of immediate gut feelings experienced at the moment
of decision making® and quick judgments of good/bad or
gain/loss,*° which can occur unconsciously®>—serves as a
foundation for decision making. Anxiety and depression,
however, introduce affective and cognitive biases that can
negatively affect such decisions.>*

Anxiety-Related Biases

Anxious states, traits, and related disorders entail two
principal information-processing biases>* that function to
avoid threat: (1) a bias toward threat-related information>®
(avoiding it at low levels of threat and hyperattending to it at
moderate to high levels of threat>?) and (2) a tendency to
interpret ambiguous or uncertain situations negatively.>¢>7
Thus, anxiety heightens attention to negative information,
increases the likelihood that uncertain options will be viewed
negatively, heightens reactivity to uncertainty, and inten-
sifies the motivation to avoid potential negative outcomes
(even low-probability negative outcomes),>:5%:5% often at the
cost of missing potential benefits. Anxiety also leads people
to inflate the likelihood of poor outcomes and to cata-
strophize the consequences of these outcomes if they
occur.>®%°-%2 Furthermore, highly anxious patients typically
seek more reassurance® and greater intensity/frequency of
health care visits®+ than less anxious patients. To the extent
that ACP and EOL decision making focus on an uncertain
future, engaging in these processes may be particularly
anxiety-provoking for patients and surrogates who are al-
ready anxious, and require more provider time, discussion,
and deliberation.

Depression-Related Biases

Depression decreases action toward seeking benefits or
rewards.®>% A large body of evidence indicates that people
who have depression or are in depressed states underestimate
the value of rewarding outcomes (eg, patients with
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metastatic cancer may undervalue the physical relief from
palliative radiation and thus choose not to pursue it), their
ability to influence or control outcomes (“no matter what I
do, my disease course won’t improve”), and the likelihood of
rewarding outcomes occurring (“the treatment may work for
others, but it won’t work for me”).6*¢¢ Depressed patients
may also overestimate the effort required to take action (“this
treatment seems impossible to do”). These biases result in
low motivation to invest attention or energy to addressing
challenges,¢° particularly when potential rewards or benefits
require effort®” or can be realized only in the future, not
immediately,® as typically is the case with cancer treatment
and ACP. Given that depressed patients tend to view re-
warding future outcomes as weak, unlikely, and difficult to
pursue, %6659 inaction often follows.

Attention, Memory, and Processing Information

Anxiety- and depression-related biases are driven by nu-
merous neural mechanisms including poor attentional
control and selective attention,”°-73 working memory,’> 74
and executive functioning’>7>7>7% (the ability to monitor
and maintain goals, plans, and other task-relevant infor-
mation””). Together, these functional challenges make it
more difficult for patients and surrogates to focus and recall
information in a balanced manner (eg, balanced recalling of
risks and benefits), engage in complex tasks (eg, thinking
through the relevant dimensions of ACP), and maintain
focus on the goals and decisions at hand (eg, weighing
different EOL care options to arrive at a care decision).

The Impact of Anxiety and Depression on Health
Behavior Adherence

ACP as a Health Behavior

ACP involves a nuanced and progressive series of health
behaviors,4>47 and thus is linked to the vast literature on
health behavior adherence.*5-47 Health behaviors (actions
and routines that target well-being through health main-
tenance, restoration, and improvement) that are part of the
ACP process reflect the need for patients and caregivers/
surrogates to engage in a series of conversations and doc-
umentations that clarify the patient’s health care and
EOL-related values and preferences.”® These conversations
can involve caregiver values and preferences too.” Common
ACP behaviors include learning about EOL care options;
clarifying patient and caregiver surrogate values regarding
quality of life and EOL care; appointing, documenting, and
communicating with a health care surrogate; discussing with
the health care team the patient’s preferences and the ap-
pointment of the surrogate; documenting health care
preferences if appropriate; and updating these conversations
and documents as health and personal circumstances
change. Although studies have not yet evaluated the direct
effects of anxiety and depression on adherence to ACP or
engagement in EOL decision making, the broader literature
showcases how anxiety and depression affect adherence to
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other health behaviors in ways that have implications for
ACP and EOL decision making.

Anxiety and Health Behavior

Anxiety has a bimodal relationship with health behavior ad-
herence, such that very low and high levels of anxiety interfere
with engagement in health behaviors, but moderate levels of
anxiety often facilitate engagement.’?#° In addition, certain
symptoms of anxiety, such as avoidance, make engagement in
health behaviors difficult, whereas other symptoms, such as
increased vigilance, can increase engagement in health be-
haviors, reflecting the finding that anxiety can motivate action
to prevent future threat or harm,® including in health
domains.®»#* Given this variation, it is not surprising that
studies of the relationship between anxiety and engagement in
health behaviors have been mixed.®# For example, studies of
the association between anxiety and likelihood of engaging in
breast cancer screenings (mammography) have shown both
positive®>-87 and negative relationships.®®# Furthermore, a
more limited body of research has found support for a cur-
vilinear relationship between anxiety and mammography
such that moderate levels of anxiety are associated with
keeping scheduled mammogram appointments but low and
high levels of anxiety are not.?>** Finally, among colorectal
cancer survivors, greater worry and anxiety were associated
with intentions to make healthy behavior changes.®> These
findings suggest that moderate levels of worry and anxiety
may promote engagement in ACP and EOL decision making
while lower and higher levels may interfere.

Depression and Health Behavior

Symptoms of depression, such as reduced energy and hope-
lessness, hinder patient engagement in health behaviors.34+%3
Patients with depression have more difficulty communicating
with their medical team and understanding their care plans,®*
which present potential barriers to ACP and EOL decision
making.*> Furthermore, depression symptoms and disorders are
associated with noncompliance to medical treatment.® In a
meta-analysis of 31 studies, depressed patients had 1.76 times
greater estimated odds of being nonadherent to medication than
nondepressed patients.”> Among adults with cancer, depression
is negatively associated with adherence to anticancer medica-
tion,*® and engagement in cancer-preventing health behaviors
such as exercise®”*® and smoking cessation.?*'°° Given the active
steps that ACP and EOL decision making entails, findings in-
dicate that an elevation of depression symptoms would likely
reduce engagement in ACP and EOL decision making.

The Role of Anxiety and Depression in EOL and
Cancer-Related Decision Making

An emerging group of studies evaluate the impact of anxiety
and depression on decision making related to EOL and to
cancer treatment generally. Because no meta-analyses or
reviews have yet summarized this modest literature, we
discuss relevant individual studies.
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Decisional Conflict and Regret

Patients and surrogates are often asked to make EOL deci-
sions in highly activated emotional states, such as when they
feel scared or overwhelmed.'°*-1°3 People prone to anxiety or
depression may become activated more easily than others,
and are likely to experience anxiety- and depression-related
biases in this state. Thus, predisposition toward anxiety or
depression, or emotional contexts such as at initial cancer
diagnosis or EOL, can place patients and health care sur-
rogates at particular risk for making care decisions that do
not resonate once they return to less-activated emotional
states. A 2015 systematic review of decisional regret in
prostate cancer treatment'°4 identified anxiety or depression
as a predictor of decisional regret. In one large study, higher
trait anxiety at baseline (ie, a general tendency to be anxious)
was one of the most robust predictors of decisional regret
6 months later’*> (depression was not examined). A more
recent large study of urology outpatients,'°¢ including 42%
with a uro-oncologic diagnosis, found that clinically ele-
vated levels of anxiety or depression reported immediately
before a urologic consult predicted greater decisional con-
flict immediately after the consultation (ie, feeling uncer-
tain, unsupported, uninformed, ineffective, and unclear of
values regarding a medical decision'*?). Finally, a systematic
review of breast reconstruction after mastectomy for breast
cancer®® found that higher levels of patient depression,
anxiety, and distress were associated with greater decisional
regret. The review included one longitudinal study showing
that anxiety during treatment predicted greater decisional
regret 5 years later among young breast cancer survivors.**?
It also included another study of patients with early-stage
breast cancer considering breast surgery, which showed that
preconsult patient depression predicted subsequent deci-
sional conflict and preconsult patient anxiety predicted
subsequent lower satisfaction with the medical consult and
decisional regret."® Together, these studies suggest that in
the context of cancer care, anxiety and depression increase
subsequent decisional conflict and regret.

Decision-Making Roles in Intensive Care Settings (ICU)

In the context of metastatic cancer, discussions about goals
of care ideally occur before hospitalization or ICU admission,
when there is less urgency. Nonetheless, for many people
with metastatic cancer, EOL discussions and decisions take
place in the ICU. These discussions often involve family
members or surrogates as patients are frequently too ill to
participate. Family members and surrogates are highly prone
to anxiety and depression symptoms in ICU contexts.’®> A
study of 50 family members of patients in the ICU, including
but not limited to patients with cancer, found that elevated
anxiety and depression symptoms were each strongly linked
to greater preference for a passive decision-making role over
an active or shared role™ (although findings were cross-
sectional and could not establish causality). Importantly,
passive decision making is associated with worse anxiety and
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depression outcomes for the family members of patients
treated in the ICU,*? risking a vicious cycle.

Decision Making in Outpatient Cancer Care Settings

In a large sample of adults with advanced cancer, worrying
about dying, a form of death anxiety, was associated with
significantly lower likelihood of completing a living will/
advance directive or discussing EOL wishes with the on-
cologist.> Furthermore, anxious adults with advanced
cancer were more likely to experience discordance between
their preferences and their actual receipt of life-sustaining
treatments,* suggesting less communication of EOL wishes.

Communication and the Patient-Physician Relationship

Dozens of studies evaluating EOL communication
interventions,3°'> most aimed at health care professionals,
have identified communication as an important facet of EOL
decision making.">"¢ Adults with advanced cancer who met
criteria for an anxiety disorder (specifically, generalized
anxiety disorder, panic disorder, or post-traumatic stress
disorder [PTSD]) had less trust in their physicians, felt less
comfortable asking questions, and felt less likely to un-
derstand information that their physician communicated,
and were more likely to believe their physician would offer
them futile treatments and would not sufficiently control
their symptoms,"” suggesting an important relationship
between these anxiety disorders and difficulties in the
physician-patient relationship. A longitudinal study of pa-
tients with advanced cancer showed that higher levels of
patient anxiety, but not patient depression, longitudinally
predicted significantly fewer patient-physician EOL care
discussions,"® suggesting avoidance of such discussions. The
findings suggest that anxious patients’ bias for avoiding
contexts perceived as threatening translates into less trust in
physicians and fewer EOL care discussions. Physicians may
also avoid such discussions with anxious patients, sug-
gesting that this relationship may be bidirectional. Future
studies should directly investigate this possibility.

DISCUSSION

The purpose of this critical review was to provide a more
comprehensive understanding of the role of anxiety and
depression in ACP and EOL decision making. We predicted
that both would exert negative (or largely negative) effects
on decision making in these contexts, and found strong
evidence in support of this prediction.

Discussion of Critical Review Findings

The review identified extensive evidence that anxiety and
depression often bias and affect engagement with decision
making, and a subset of studies supported this conclusion in
the context of health care and specifically cancer care. As EOL
decision making for patients with metastatic cancer fre-
quently involves health care surrogates or caregivers, many
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TABLE 1. Common Anxiety and Depression Symptoms in the Context of ACP and EOL Decision Making and Practical Recommendations

Symptom in Context of

ACP/EOL Goal

Practical Recommendation?®

Sample Phrasing

Behavioral symptoms

Avoidance of ACP and EOL Reduce anxiety about anxiety
care discussions because
of anxiety/fear

Normalize feelings of anxiety by sharing that It's very common to feel anxious or upset

such feelings are not uncommon
Express empathy

when discussing this

| hear you...This does feel hard to talk about

Address common belief that
ACP and EOL discussions
mean giving up or focusing
too much on dying

Normalize the process of ACP and EOL
discussions regardless of health or
prognosis

Provider might share own experience with
ACP or EOL discussions, as appropriate

Emphasize that instead of giving up, opening

to discussions about EOL care
(eg, hospice) is about taking an active
approach

Everyone 18 and older, regardless of illness

status, could benefit from thinking about
ACP

| admit that | too hesitated at first to

complete my own advance directives or
talk about the end of life. But now that
I've done it, and regularly update it, it
brings me peace of mind to know that |
feel more prepared for whatever may
come. It also helps me to know that my
family does not need to guess about
what | would want

Exploring EOL care/hospice is about

focusing your energy and time on
helping you (and your loved ones) live the
best life possible instead of just focusing
on combatting the cancer

Reframe ACP and EOL decision
making

Frame ACP and EOL decision making as
ways to regain a sense of control

Often, patients and caregivers feel a greater

sense of control and relief after doing
this

Avoidance of ACP and EOL
care discussions because
of low mood or motivation

Use retrospective wisdom

Draw upon previous direct experience in
decision making for someone else
(positive or negative)

Have you ever had to make a health care

decision on someone else’'s behalf?
Would it have been helpful for you to
have had more information from that
person? What would you have liked to
have known?... That information is what
we need you to share right now

Highlight value of the outcome

Emphasize how engaging in ACP and EOL

care discussions can benefit a patient's
loved ones, now and in the future

Knowing your priorities is a gift to your

loved ones. It can help them feel more at
peace now and in the future

Counter procrastination

Emphasize the value of engaging with ACP  Even if you're not feeling an urgent need to

now rather than later when one might be in

the midst of a crisis

focus on this now, isn't it better to be able
to address this when you have a clear
mind and you and your family are not in
the midst of a crisis?

Offer evidence of self-
effectiveness

Remind patients/surrogates of how much
they have done already

You have done so much already in

managing this cancer—you have shown
yourself to be very capable. You can do
this

Reduce perceived effort
required

Emphasize that ACP and EOL discussions
are doable

ACP involves a few basic steps that we can

support and help you through

Correct negative bias

Ask patient/surrogate to repeat back what
they understand to detect and correct any

negatively biased interpretations
Emphasize realistic neutral or positive
outcomes

Avoid overemphasizing threatening/negative

outcomes

Can you tell me in your own words how you

understand this treatment option?

The best case scenario is that this

treatment option reduces your pain. This
is what | hope will happen. If it doesn't,
we have other good options to try

Raise mood

Connect patients to enjoyable topics or

activities (eg, listening to favorite music,
receiving wanted visitors) before engaging

in ACP or EOL discussions

Connect patients to enjoyable topics

(“tell me about your grandkids/kids")
before engaging in ACP or EOL
discussions

Cognitive/affective symptoms

Facilitate concentration and
reduce cognitive overwhelm

Difficulty focusing and easily
mentally overwhelmed
when facing ACP or EOL
discussions

Speak slowly and use simple language
Use visual aids

Plan ACP or EOL discussion for a time of day

when the person is most alert

Break it down into single steps  Acknowledge ACP or EOL decision making is Let's break this down into single steps and

a process; identify a single goal to

accomplish prior to the next visit (identify a

take one step at a time
How about we begin by talking about

(continued on following page)
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TABLE 1. Common Anxiety and Depression Symptoms in the Context of ACP and EOL Decision Making and Practical Recommendations

(continued)

Symptom in Context of

ACP/EOL Goal

Practical Recommendation®

Sample Phrasing

health care proxy; complete an MDPOA,;
think about goals of care)

Provide patients with a one-page checklist of
the steps involved in ACP/EOL decision

making

who you would want to make decisions
for you if you could no longer speak for
yourself or if your thinking ever became
fuzzy?

Check for comprehension

Ask patient/surrogate to repeat back what
they understand

What do you understand your care options
to be?

Catastrophizing about EOL
outcomes

Identify specific concerns

Normalize the tendency to assume the worst,
and redirect focus to current, concrete
goals and concerns

| know it's easy to assume the worst, and
sometimes that feels safest. Let's shift
our focus back to how you're doing right
now, and what we can control—like
clarifying what is of importance to you
and putting your wishes and values for
care down on paper

Difficulty prioritizing and
making ACP or EOL
decisions

Reduce perfectionism

Emphasize that the decision does not need
to be perfect and can be revisited
(if appropriate)

You can go back and revise these
decisions/forms at a later time if you
change your mind

We may not be able to anticipate every
decision to be made, and that is ok.
Whatever guidance you can offer will be
better than none

Use prospection to access
wisdom

Facilitate future perspective taking

If in the future your loved one or health care
agent had to make a medical decision on
your behalf, what would you most want
them to know?

Or

It's hard to imagine this course because it
hasn't happened yet. But please close
your eyes for a moment...Really imagine
how you're going to feel if you pursue
this option and experience the side
effects we talked about..How does that
make you feel?

Abbreviations: ACP, advance care planning; EOL, end-of-life; MDPOA, medical durable power of attorney.
aThis table offers brief recommendations for navigating ACP and EOL conversations and health care in the context of anxiety and depression

symptoms and related disorders.

current findings are relevant for both patients and surro-
gates. Key findings include evidence that depression reduces
compliance with recommended health care treatment, re-
duces motivation and engagement in decision making, and is
associated with surrogates adopting a more passive
decision-making role in acute care settings, which further
increases their depression. Depression also predicts greater
decisional conflict and regret in the context of cancer
treatment. The overall picture that emerges is that de-
pression predicts lower engagement in the process of de-
cision making followed by enduring conflict and regret.

The findings for anxiety are more nuanced in that moder-
ate levels of anxiety can motivate adaptive responses to
threat,® including higher engagement in cancer prevention
behaviors.?>** In the context of ACP and EOL decision
making, however, moderate to high anxiety is likely to create
biases toward decisions or care options perceived as
threatening in such a manner that promotes catastrophizing,
overwhelm, strong averseness to pursuing decisions or care
options that entail any risk, and avoidance of engaging in EOL
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decision making and ACP. Indeed, among patients with ad-
vanced cancer, higher anxiety or anxiety disorders predict
lower completion of advance directives, less trust in and less
comprehension of information conveyed by their physicians,
and less discussion of EOL wishes. Thus unsurprisingly,
anxiety among patients with advanced cancer predicts a
larger gap between desired versus received life-sustaining
treatments and higher decisional conflict and regret. The
overall picture is that anxiety predicts negative reactivity
toward anything perceived as uncertain or (at all) risky and
predicts avoidance of ACP and EOL decision making, fol-
lowed by enduring decisional conflict and regret. In that
many decisions in metastatic cancer entail risks and un-
certainty, anxious patients and surrogates are more likely to
require significant oncologist time and reassurance.

Practical Recommendations for Providers
On the basis of research findings, ASCO recommends early

integration of palliative care as a gold standard for patients
with advanced cancer, citing benefits of improved quality of
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TABLE 2. Additional Recommendations in the Context of ACP and EOL Decision Making for Supporting Patients and Surrogates With Specific

Concerns Because of Social Anxiety or Phobia Symptoms

Symptom in Context of ACP/EOL Goal

Practical Recommendation

Sample Phrasing

Specific anxiety symptoms: social
anxiety

Avoidance of initiating or maintaining Reduce need for
conversation, asking questions, or patient
making requests, in context of ACP  assertiveness

and EOL decisions questions

Simplify questions so responses are yes/no or
one of a few choices

Provider takes the lead in making ACP or EOL Our health care team wants to understand
decision making a priority
Anticipate and normalize concerns and

what's important to you to best care for
you. Because of that, it's helpful to think
now about the kind of care you'd want in
the future and who could make those
decisions if you were unable to do so
yourself—It's something we recommend
to all of our patients. Can we talk a little
now about what's important to you?

People often have concerns about that.
What are yours?

Reduce shame and
embarrassment

Fear of offending family members
and providers during ACP and EOL
discussions

Maximize privacy during conversations

Establish goal of hearing patient's honest view

Do not interpret avoidance of conversation or
eye contact as lack of interest. Use writing
or visual aids to support communication
and decision making

Let's close the door for privacy

| want to hear your own goals and concerns,
which might differ from what others want
for themselves. Let's all agree that no
matter what you say, we are here to
support you

If you prefer to write down your preferences
or point to them from a list of options, let's
do that

Fear of being with new people during Reduce or eliminate
ACP and EOL discussions; fear of new people/

crowds providers discussions

Ensure that a beloved family member or friend
is present during discussions

Have only a single established, familiar
provider in room during ACP and EOL

If everyone else could step away and give
the patient, family, and me privacy to
discuss this, that would be helpful

Is there someone you would like to invite to
be present when we revisit this discuss on
[scheduled date]?

Specific anxiety symptoms: phobias

Reduce threat and
fear

Increase sense of
safety and control

Avoids care plans that trigger a
phobia, such as MRIs for
claustrophobia or intubation for
phobias of choking and vomiting

Identify fear
strategy

Increase value

Emphasize competence and identify a

Increase comfort

What about this plan/procedure concerns
you?

Have you done anything like this before?
What helped?

Is there a trusted person who could
accompany you?

What would make it worthwhile to do this?

Is there anyone you love, or any part of you,
that would be glad if you did this?

I —
Abbreviations: ACP, advance care planning; EOL, end-of-life; MRI, magnetic resonance imaging.

life, decreased symptom burden, reduced anxiety and de-
pression, and goal-concordant care.”*'2° Multiple authors' >4
have explored the importance of promoting health care pro-
vider education for facilitating ACP and EOL decision-making
communication. Recommended strategies include establishing
trust, providing respect, recognizing patient concerns, at-
tending to patient affect, acknowledging emotions, expressing
empathy, and reframing hope.**»**> Providing prompts and
scripts can help to overcome barriers in having these important
discussions,*>*# and represent tools and strategies that we
integrate next.

Given the review findings, it may prove beneficial for cancer
care providers to use brief, scalable strategies for shifting the
immediate negative emotional and cognitive state of a pa-
tient or surrogate before engaging in sensitive health care
discussions or decisions regarding ACP or EOL. As a recent
review on anxiety and decision making concluded,>®
“techniques for altering fear and anxiety may also change
decisions (p. 113), with similar findings for depression.”*?s
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In the context of care for persons with metastatic cancer,
cancer care providers are aware that some degree of anxiety
and depression is normal and expected and there is no
correct ACP or EOL decision, with many sociocultural, fa-
milial, and spiritual factors to consider together with the
prognosis, functional status, and treatment options. Given
current findings, it remains important to assess the nature,
severity, and source of patient or surrogate anxiety and
depression symptoms at the point of decision making—a
task with which supportive care providers (eg, clinical social
workers, psychologists, and spiritual care providers) can
assist.

Table 1 presents common effects of anxiety and depressive
symptoms relevant to ACP and EOL decision making, derived
from scientific models on anxiety and depression and their
influence on decision making reviewed currently.55-60:61,69.76
The table provides practical recommendations and sample
scripts for how to reduce these symptoms and biases in the
context of ACP and EOL decision making, on the basis of
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TABLE 3. Additional Recommendations in the Context of ACP and EOL Decision Making for Supporting Patients and Surrogates With Specific

Concerns Because of History of Trauma or PTSD

PTSD Symptom in Context of ACP/EOL

Goal Practical Recommendation

Sample Phrasing

Avoids or reacts strongly to reminders of
the trauma, which could include
planning or receiving invasive medical
procedures, being in a hospital, or
cues or discussions of death/dying

Reduce reactivity; cue safety Name that they are safe right now
in the present Help them to identify if they start to react
and use their tools
As needed: Differentiate past from
present

You're with safe people now, you can
relax (during this ACP/EOL discussion)
..You're safe and cared for right now

If at any point you feel very triggered
during our discussion, please ask me
to pause or raise your hand to let me
know... Then we can pause and take a
moment to re-ground. Is there
something you do that helps you to
feel safe if you're triggered?

| understand that this is triggering your
history..back then, if someone
touched you in that way it would be
terrifying. But right now, you're here
with people in our hospital who are
safe and here to help you...Even if this
feels similar, it's very different

Lashes out without warning during
ACP/EOL discussions or related care

Increase the patient's sense Explain each ACP/EOL procedure or
of control discussion step before it is done; ask
permission
Frame ACP and EOL decision making as
ways to regain a sense of control

Do I have your permission to have this
discussion?

Often, people have a greater sense of
control and relief after doing ACP

At start of conversation, invite patient/
surrogate to notice and share feelings

Catch and diffuse anger
early

If you start to feel annoyed, upset, or
threatened, even a little bit, | want you
to tell me immediately (so we can talk
about it)

Check in and validate frequently during
ACP or EOL discussions

Reduce the intensity of
feelings through
validation, naming, and
increasing understanding

It's normal for this [EOL discussion] to
bring up a lot of feelings. What's
coming up for you?

These care options can be confusing and
overwhelming. Would it be helpful for
me to explain them again?

“Name it to tame” it and help them to
contact broader values if patient or
surrogate veers toward angry or
impulsive ACP/EOL decision making

Reduce angry or impulsive
decision making that does
not align with patient's
deeper values

| understand that you're very upset and
so ____ might seem like a good idea.
Maybe if we scan out to the bigger
picture to help put things into
perspective: Is this truly what you want
for yourself [/your loved one] right
now?

Dissociates if their past trauma is
triggered by EOL context or ACP
discussions

Name dissociation as soon as it is
suspected; have them use their five
senses to return to the present

Catch and reduce
dissociation early

| see you're drifting off..please come
back to us here at our clinic. Would you
be willing to name a few things you see
in this room?

Hypervigilant toward any sign of threat/
danger facing ACP or EOL discussions

Ask patient/surrogate to repeat back
what they understand to detect and
correct any negatively biased
interpretations

Emphasize realistic neutral or positive
outcomes

Avoid overemphasizing threatening/
negative outcomes

Correct negative bias

Can you tell me how you understand this
treatment option?

The best case scenario is that this
treatment option reduces your pain.
This is what happens for most people.
If it doesn't, we have other options to

try

Abbreviations: ACP, advance care planning; EOL, end-of-life; PTSD, post-traumatic stress disorder.

empirically supported behavioral intervention models for
anxiety and depression,4°-4+126 with scripts further refined
by our collective clinical experience in medical oncology,
palliative care medicine, palliative care nursing, clinical/
health psychology, and clinical social work. These recom-
mendations aim to help providers manage these symptoms
in the moment, toward the goal of facilitating better con-
ditions for ACP and EOL decision-making discussions.
Specifically, they focus on helping anxious and depressed
patients and surrogates engage more fully in ACP and EOL

JCO Oncology Practice

decision making, maintain a more balanced cognitive and
emotional state, reduce or better tolerate the anxiety and
overwhelm that such decision processes can trigger, clarify
their values and goals, and become motivated to act on them.
Table 1 emphasizes core relevant symptoms of common
forms of elevated anxiety and depression. Tables 2 and 3
provide recommendations for responding to social anxiety
and phobia (Table 2) and PTSD symptoms (Table 3) that are
relevant for ACP and EOL decision making (PTSD was
classified as an anxiety disorder in the Diagnostic and
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Statistical Manual of Mental Disorders-5 (DSM-5), and
shares many neurobiologic features and empirical
treatment approaches with the anxiety disorders; thus, it
is included here). These recommendations are not
intended to replace established treatment approaches for
anxiety or depressive symptoms or disorders. However,
in the context of ACP and EOL decision making, there are
at least three possible barriers to effective treatment of
anxiety and depression.

1. In EOL contexts, patients must often make decisions in
the moment on an urgent time scale, and thus there is
not enough time to treat the underlying anxiety or
depression.

2. For acutely or seriously ill patients, recommended
behavioral treatments may be impractical and psy-
chiatric medications can negatively affect the cogni-
tive functioning'?72® and alertness'?® required for ACP
and EOL discussions, or interfere with anticancer
medications such as tamoxifen.'3°

3. For about half of the adults (without cancer), the evidence-
based pharmacologic and psychological treatments for
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