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Abstract

Assisting patients and their families in complex decision making is a foundational skill in palliative care; however,
palliative care clinicians and scientists have just begun to establish an evidence base for best practice in assisting
patients and families in complex decision making. Decision scientists aim to understand and clarify the concepts
and techniques of shared decision making (SDM), decision support, and informed patient choice in order to ensure
that patient and family perspectives shape their health care experience. Patients with serious illness and their
families are faced with myriad complex decisions over the course of illness and as death approaches. If patients
lose capacity, then surrogate decision makers are cast into the decision-making role. The fields of palliative care
and decision science have grown in parallel. There is much to be gained in advancing the practices of complex
decision making in serious illness through increased collaboration. The purpose of this article is to use a case study
to highlight the broad range of difficult decisions, issues, and opportunities imposed by a life-limiting illness in
order to illustrate how collaboration and a joint research agenda between palliative care and decision science
researchers, theorists, and clinicians might guide best practices for patients and their families.

Introduction

Palliative care is a recognized specialty; however,
evidence and expertise are often ‘‘borrowed’’ from diverse

basic and applied fields.1–3 Because one of the central goals of
palliative care is to support and assist patients and families
with complex decision making,4 collaboration with decision
scientists may provide important insights and evidence for
palliative care practitioners. Decision scientists aim to un-
derstand, test, and clarify the concepts and techniques of
shared decision making (SDM), decision support, and in-
formed patient choice in order to ensure that patient and
family perspectives shape their health care experience.5 All of
these concepts have particular relevance to the field of palli-
ative care. Developing evidence-based approaches to assist
patients with life-limiting illness and their families facing
multiple complex decisions over time is a palliative care re-
search priority.6–16

A recent National Cancer Institute report, Patient-centered
Communication in Cancer Care: Promoting Healing and Reducing

Suffering, identified deficits in communication around deci-
sion making across the trajectory of cancer.17 The main re-
search gaps identified were the need to include discussion of
alternative options such as forgoing cancer treatment, surro-
gate decision making, and decision making as the end of life
(EOL) approaches.17 Decision scientists have also identified
deficits in communication due to the complexity of decision
making in serious illness and have identified this as a research
priority.18 Given the overlapping interests, there is an urgent
need to stimulate and broaden the discussion between these
fields. An important common theme is that from the time of
diagnosis, patients with life-limiting illness and their families
will face multiple, complex decisions that can influence their
EOL experience. The purpose of this article is to use a case
study to highlight the broad range of difficult decisions, is-
sues, and opportunities imposed by a life-limiting illness in
order to illustrate how collaboration and a joint research
agenda between palliative care and decision science re-
searchers, theorists, and clinicians might guide best practices
for patients and their families.1–3,15
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Decision Making in the Course of Serious Illness:
Jane’s Experience

Jane is a 53-year-old mother of two teenagers and a 10-year
breast cancer survivor. One day after a long drive, she expe-
rienced new, unrelieved back pain and subsequently learned
that she had developed a recurrence of her breast cancer in her
lumbar spine. Her oncologist recommended radiation ther-
apy and anticancer treatment with a hormonal agent. Jane
was referred for a palliative care consultation to help her with
symptom management and adaptation to a now incurable
disease. Over the next 3 years, Jane’s breast cancer responded
to several different anticancer treatments; however, each
treatment eventually became ineffective at controlling the
disease. Throughout these treatments and recurrences she
experienced waxing and waning pain and other symptoms.
Fig. 1 depicts a series of disease transition points reflecting a
diminishing number of treatment choices and an increasing
need to make decisions about palliative and life-prolonging
treatments. Early in the course of metastatic disease, she
mostly faced decisions revolving around anticancer treat-
ments; she underwent five different anticancer treatments
including investigational treatments. In an ideal world she
would also have been encouraged to complete documents
regarding her wishes for a surrogate decision maker and
medical care if she should lose decision-making capacity.
Later on, she faced decisions about whether or not to continue
anticancer treatment and revisited decisions about life-
prolonging treatments such as cardiopulmonary resuscita-
tion, hospital or intensive care unit (ICU) admission, and
medically administered nutrition and hydration. Ultimately,
she had to decide whether she wanted to live her final days in
her own home with hospice care, in a nursing home, or in a
residential hospice. Jane’s decisions were influenced by her
values of maintaining her independence and quality of life as
long as possible and not being a burden to her family. Jane
and her family wanted to optimize her care so that she could
live (and then die) in a way that was acceptable to her.

Contributions of decision science to decision
making in serious illness

There are many decision science concepts of relevance to
palliative care. The field of decision science focuses on un-
derstanding and improving the process and quality of health
care decision making. Applied decision science has been de-

scribed as informed patient choice, evidence-based patient
choice, decision support, and SDM with the latter label
emerging as the most popular.5 SDM has been defined as a
relationship among patients, family, and one or more health
professionals where the participants clearly establish the de-
cision that needs to be made, discuss the options (including
outcomes of options), elicit patients’ values and preferences
associated with those options, and engage patients or their
surrogates, to the extent desired, in making and implementing
a decision.19,20 SDM constitutes an ethical imperative to in-
clude patients and their families in health care decision
making.21 SDM brings together the patient and family mem-
bers who are experts in the biography of the illness and per-
sonal values with health care professionals who are experts in
the disease and recovery process.22 A shared approach is es-
pecially important for patients such as Jane with metastatic
cancer, or those with other life-limiting illnesses such as heart
failure, pulmonary disease, and neurological disorders who
face a series of ‘‘preference sensitive’’ decisions. A preference
sensitive decision is one in which outcomes are uncertain and
there is no clearly superior choice or right answer for every
patient because the patient’s values or preferences are a key
element of making the ‘‘best choice.’’23 Table 1 summarizes
typical preference sensitive decisions faced in life-limiting
illness.

It is well known that patients vary in their individual
preferences for their role in decision making; some will prefer
to take a more active shared role, whereas others will desire a
passive role.24,25 Regardless of a patient’s role preference, the
stress of progressive illness may cause this role to fluctuate
over time or in relation to a particular decision.26 For example,
in a study of women with advanced breast cancer, 33% of 102
women wished to take an active role in the decision-making
process, but that percentage increased to 43% when making a
decision for second-line chemotherapy ( p = 0.06).27 In a study
of 205 women with breast cancer, Hack and colleagues re-
ported at the 3-year follow-up that many women regretted
their role in decision making and most women preferred
greater involvement in treatment planning than was afforded
them.28 Also, they found that compared with women who
had adopted a passive role, women who were actively in-
volved in choosing their surgical treatment had higher overall
quality of life at follow-up, higher physical and social func-
tioning, and less fatigue.28 Health care providers can develop
patients’ and families’ skills in SDM resulting in a preference

FIG. 1. Disease transition points.
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Table 1. Palliative Care and Decision Science Contributions to Complex Decision Making

in Serious illness and at the End of Life

Decision point Contribution of palliative care Contribution of decision science

Selecting a surrogate
and other advance
care planning
decisions

� Communication strategies that will assist
patients to understand the purpose of advance
directives and to understand how choices
should be made in the context of their
personal illness trajectory.

� Implementation of (Clinician) Physician Orders
on Life-Sustaining Treatments (POLST), Five
Wishes, and other forms that translate patients
preferences into ‘‘portable’’ actionable
directives

� Communication strategies with surrogate
decision makers that stress the surrogate role
to carry out patients’ expressed values and
preferences in decision making rather than
their own

� Identifying realistic outcomes when CPR is
applied in serious illness

� Identifying that personal context and
values influence the ‘‘right’’ decision

� Preferences change over time
� Available Patient Decision Aids

B Making Your Wishes Known:
Planning Your Medical Future68

B Planning in Advance for Your Future
Healthcare Choices, available with
structured education for health
care professionals69

B My Voice—Planning Ahead70

B Goals of Care suite of videos, ACP
video decisions aids71

B Looking Ahead: Choices for Medical Care
When You Are Seriously Ill72

� Other tools
B Pocket card regarding consent

and capacity73

B Legal worksheets and resources74

Treatment choices when
cure is not possible

� Identifying the values and needs of patients
and family caregivers in selecting treatments
because many treatments are implemented
in the home setting

� Stressing identification of patients’ desired
level of involvement in health care decision
making and matching that level with
clinician approach to involve patients in
choice

� The concept of ‘‘preference sensitive’’
decisions

� Patient Decision Aid resource centers
B A-Z list at Ottawa Patient Decision

Aid Research Group75

B Healthwise Knowledgebase76

B Health Dialog77

B Dartmouth-Hitchcock Center for Shared
Decision Making78

B Foundation for Informed Medical
Decision Making72

Whether or not to be
admitted to ICU
and receive life-
prolonging
treatments or to focus
on comfort care

� Increasing patients’ and families’ awareness of
advance decision making and choices about
whether to start, withhold, time-limited
treatment trial

� Assisting families with decisions to withdraw
life support interventions

� Anticipating the need for choices to avoid
stressful decision making in the midst of crisis.

� Recognizing and supporting patients and
families through anticipatory grief and the
influence of this emotion on decision making

� Available Patient Decision Aids
B Making Choices: The Use of Intubation

and Mechanical Ventilation for Severe
Chronic Obstructive Pulmonary Disease79

B Should I Stop Kidney Dialysis?80

B Understanding Your Options: Planning
Care for Critically Ill Patients in the
Intensive Care Unit, a decision aid
for family81

B Should I Have Artificial Hydration
and Nutrition?82

B Goals of Care/CPR in Advanced
Disease, ACP video decisions aids71

Where to receive
end-of-life care

� Identifying hospice and other resources that
would allow many patients to stay home to
receive care, especially at the end of life

� Involving family and other relevant care
members in determining necessary resources
to accommodate place of choice

� Addressing barriers to care

� Available Patient Decision Aids
B When You Need Extra Care, Should You

Receive It At Home or in a Facility?
A Decision Aid to Prepare You to
Discuss the Options83

ACP, advance care planning; CPR, cardiopulmonary resuscitation; ICU, intensive care unit.
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for more active involvement.14,29 Decision sciences considers
that identifying patients’ preferred role, supporting them to
balance harms and benefits of the options, and communicat-
ing informed values and preferences are essential components
of the clinician’s approach.11 For patients such as Jane, health
care professionals need to afford every opportunity for the
patient to take an active role in decision making to the extent
the patient desires.

Other key goals of decision science are to assess decisional
needs, identify strategies to relieve decision conflict, and pro-
vide effective strategies to support decision making in order to
produce high-quality decisions.9 Decisional conflict is defined
as a psychological state of uncertainty around which course of
action to pursue.30,31 Decisional conflict occurs when choices
are uncertain, involving value trade-offs between patient-
judged benefits and harms and individually valued health
states, when there is no clear ‘‘right choice.’’ Unresolved conflict
may result in regret over the decision.32 The palliative care
patient such as Jane is at high risk for decisional conflict due to
multiple decisions that need to be made over time under the
physically and psychologically stressful situation of progres-
sive, life-threatening illness. Decision scientists have designed
techniques to promote SDM and relieve decisional conflict that
are collectively called ‘‘decision support.’’ Decision support is a
clinical skill whereby patients are provided with structured
support during an explicit process of decision making that in-
cludes focused counseling, and in some cases employs a patient
‘‘decision aid’’ to enable them to make informed health care
choices.33–35

Patient decision aids are tools that help to clarify personal
values and communicate information on the available options
so that patients can make informed choices. Patient decision
aids do not advise people to choose one option over another,
nor are they meant to replace clinician consultation.36 There is
strong evidence that for treatment and screening decisions,
such programs have improved patients’ knowledge about the
options and outcomes of the options, increased accurate risk
perception, resulted in a better match between values and
choices, reduced decisional conflict, and reduced the number
of people who remain undecided.14 Decision aids have al-
ready been developed for some of the common decisions
faced in hospice and palliative care such as completing ad-
vance directives, appointing a surrogate decision maker, re-
ceiving a feeding tube, cardiopulmonary resuscitation (CPR),
artificial nutrition and hydration, and place of care (Table 1).
However it is unknown to what extent these tools are actually
being utilized in palliative care practice. Decision aids could
be helpful adjuncts to the palliative care consultation for de-
cisions such as those faced by Jane and her family.

A key challenge for both decision scientists and palliative
care clinicians is to provide the needed information in ways
that patients and their families can understand. Whereas
palliative care has traditionally focused on improving verbal
communication,37 other communication mediums may also
be useful in overcoming barriers to EOL decision making.
Print, audio, video, web-based, visual, and pictorial materials
can improve communication of complex information between
health care professionals and patients.14,34 Pictorial repre-
sentations of probabilities have been shown to communicate
information better than numbers or verbal descriptions.38,39

A new frontier in decision-making science has included the
use of video-based decision support interventions.40 The

widespread use of web-streaming has made dissemination of
video tools far easier than in the past. Video may be an ideal
tool to use in EOL discussions when the interventions and
subject matter discussed are unfamiliar to patients making
these decisions. The medium of video allows patients to en-
vision health states and medical interventions in a manner not
easily captured with verbal communication. Recent work by
decision scientists about patients experiencing dementia and
cancer suggests that the verbal descriptions supplemented by
video may enable individuals to better visualize the late
stages of a disease and the potential impact of available op-
tions by making this complex information vital for EOL de-
cision making more accessible.40 Video can add a sense of
verisimilitude that is sometimes lacking in verbal descrip-
tions. Video adds a textured portrait that helps clinicians
communicate the possible outcomes of medical interventions
across barriers that hinder accurate and informed decision
making at EOL.

The use of decision coaches is another evidence-based de-
cision support innovation that has demonstrated usefulness
in assisting and involving the patient and family in decision
making.41 Decision coaching is individualized support pro-
vided through the decision process by a clinician who guides
a patient to consider the information relevant to a particular
decision and the patient’s values to reach an informed pref-
erence.42 Therapeutic relationships in palliative care are
philosophically consistent with decision coaching or coun-
seling relationships. Indeed, the typical palliative care consult
often begins by clarifying what a patient understands about
his or her condition followed by a discussion of the patient’s
goals of care surrounding symptom control and treatment
options.47 Decision coaching using patient decision aids ap-
pears to improve knowledge relative to usual care and to
improve satisfaction with the decision-making process rela-
tive to using patient decision aids alone.42 Jane’s palliative
care consult could easily combine both symptom assessment
and decision coaching.

The field of palliative care has developed and refined
communication techniques to support decision making but
has struggled to prove its efficacy.44 Although palliative care
has had success showing reductions in utilization and im-
provements in quality of life,45,46 other endpoints such as
anxiety and symptom burden may be less amenable to change
due to progressive disease. Therefore, endpoints commonly
used in decision science, such as reducing decisional conflict
and increasing decision quality, may be important mutable
outcomes able to be effected by palliative care. For example,
one trial of an intervention to support parental involvement in
decisions for children admitted to the pediatric intensive care
unit reported that parents in the intervention group had fewer
unrealistic concerns, less uncertainty about infant medical
conditions, less decision conflict, more satisfaction with the
decision-making process, and reported more SDM with pro-
fessionals.47 Outcomes such as decision conflict, decision re-
gret, decision preparedness, and perceived or actual
involvement may more properly demonstrate the contribu-
tion of palliative care to supporting patients and families in
health decision making.

Thus far, we have focused on decision science research
advances that may benefit palliative care. However, remain-
ing gaps include how to best provide decision support re-
sources longitudinally or in the context of life-threatening
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illness. Palliative care has made great strides in understanding
these very issues, and for this reason the discipline of pallia-
tive care has much to offer decision science.

Contributions of palliative care to advancing
decision science

In advanced illness, health care decision making comprises
a process of considering multiple options, with many attri-
butes, over time, with multiple decisions makers who may
each consider these options differently.17 In advanced illness,
patients and families must not only cope with the physical
and emotional stress of progressive disease, but must also
become ‘‘expert decision makers.’’ The complex features of
EOL decision making have perplexed decision scientists.
Palliative care clinicians have learned that by starting with the
patient’s goals and values early in the consultation and tai-
loring the presented options to those goals and values, they
are able to individualize and narrow the wide array of options
to those most consistent with the patient’s values.37,48 Bur-
dening patients and families under stress with options that are
not desired, are unrealistic, or are presented in an array may
simply be overwhelming or cause decisional ‘‘paralysis’’
causing the patient to defer to the clinician because he or she
considers the decision ‘‘too complicated’’ for the lay person.
Tailoring and narrowing the presentation of options may di-
minish the possibility of being ‘‘fully informed’’; however it may
also increase patients and families ability to participate.48,49

As diseases advance, patients such as Jane become more ill
and may lose their capacity to make decisions. Surrogate
decision makers will be tasked with making difficult decisions
on behalf of the patient (Fig. 1 and Table 1). Indeed, palliative
care research has focused on the concept of advance directives
where patients make treatment decisions in advance so that
decisions made with their surrogate decision makers later in
life will be consistent with their values. Research suggests that
patients who complete advance directives are indeed more
likely to receive care that is consistent with those prefer-
ences.50 A recent strategy in the implementation of advance
directives is the Physician (Clinician) Orders for Life-
Sustaining Treatment (POLST) paradigm program that is de-
signed to improve the portability of advance directives across
settings.51,52 The forms create an opportunity for patients to
identify their wishes for ‘‘comfort measures’’; limited medical
treatment; full medical treatment; and whether they wish to
receive specific treatments such as antibiotics and medically
administered nutrition and hydration, and by what means
and for what length of time. Some have recently argued that
the benefits of advance directives might be more appreciated if
they were conceptualized as a process to prepare patients and
surrogates for late-life decision making rather than being the
final word.4 Nonetheless, anticipating and explicitly for-
mulating decisions in advance is a strategy generated by
palliative care specialists to shape care to be concordant with
patients values and preferences.

Another palliative care approach to aid decision making is
to present the ‘‘time-limited trial’’ in the array of options of-
fered to patients and families. For example, the American
Society of Nephrology recommends offering a time-limited
trial of dialysis for patients with renal failure considering di-
alysis.53 With acceptance of dialysis framed as a ‘‘time-limited
trial,’’ the option importantly allows patients and families to

undertake a course of action while giving them time to re-
consider their decision and plan for transition to alternate
options, if desired.54 During such a trial, there are many op-
portunities for health care professionals to provide effective
decision support.11,33,55

Palliative care clinicians have focused particularly on how
to best address the difficult topics of dying and death in ad-
vanced illness with patients and their families.56,57 Through
experience and some research, palliative care clinicians have
developed language to address these topics in an open and
acceptable fashion.48,58 Traditional decision aids do not seem
to facilitate discussions about the ‘‘taboo’’ subject of death,
perhaps at the behest of the content reviewers and institu-
tional review boards because of the unfounded concern that
this will cause harm to the patient. The palliative care litera-
ture contains language that decision scientist could use to
frame these discussions so that patients (and reviewers) will
be more comfortable talking about this subject. For example,
Back et al. have written about using the phrase ‘‘hope for the
best, prepare for the worst’’ to help patients confront the idea
that they may maintain hope while at the same time make
difficult decisions about options that potentially result in
death.59 Indeed, there are many evidence-based resources
about communication that decision scientists may find help-
ful in constructing decision support resources that include
life-limiting options and require discussion about the difficult
subject of death.51,60–65

Opportunities for future collaboration

Understanding decisional needs is essential to patient and
family–centered palliative care66 and the best way to provide
decision support remains an important empirical question.18

Improving the complex process of decision making over time
and across health care settings and designing effective strat-
egies for providing decision support is a high priority for
research in both decision science and palliative care.17,18

Decision scientists should explore the work done by the field
of palliative care to gain insights in the practice of patient and
family–centered care around advanced illness, and palliative
care clinicians and researchers should incorporate both in-
terventions and outcomes developed by the field of decision
science into the decision support work of palliative care.

Decision science and palliative care have overlapping
goals: ensuring that informed patients’ and families’ values
guide the health decision-making process throughout the
course of the illness. These two fields have grown in parallel
over the last several decades resulting in considerable ad-
vances in both decision science and palliative care. It is time to
integrate the lessons learned from each respective field to
improve decision making in advanced illness.
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