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Abstract

Objectives—Shared decision-making (SDM) is endorsed by critical care organizations, however
there remains confusion about what SDM is, when it should be used, and approaches to promote
partnerships in treatment decisions. The purpose of this statement is to define SDM, recommend
when SDM should be used, identify the range of ethically acceptable decision-making models, and
present important communication skills.

Methods—The American College of Critical Care Medicine (ACCM) and American Thoracic
Society (ATS) Ethics Committees reviewed empirical research and normative analyses published
in peer-reviewed journals to generate recommendations. Recommendations approved by
consensus of the full Ethics Committees of ACCM and ATS were included in the statement.
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Main Results—Six recommendations were endorsed: 1) Definition: Shared decision-making is a

collaborative process that allows patients, or their surrogates, and clinicians to make health care

decisions together, taking into account the best scientific evidence available, as well as the

patient’s values, goals, and preferences. 2) Clinicians should engage in a SDM process to define

overall goals of care (including decisions regarding limiting or withdrawing life-prolonging
interventions) and when making major treatment decisions that may be affected by personal

values, goals, and preferences. 3) Clinicians should use as their “default” approach a SDM process
that includes three main elements: information exchange, deliberation, and making a treatment
decision. 4) A wide range of decision-making approaches are ethically supportable including
patient- or surrogate-directed and clinician-directed models. Clinicians should tailor the decision-
making process based on the preferences of the patient or surrogate. 5) Clinicians should be
trained in communication skills. 6) Research is needed to evaluate decision-making strategies.

Conclusions—RPatient and surrogate preferences for decision-making roles regarding value-

laden choices range from preferring to exercise significant authority to ceding such authority to

providers. Clinicians should adapt the decision-making model to the needs and preferences of the
patient or surrogate.
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INTRODUCTION

Major critical care professional organizations recommend shared decision-making (SDM) as
a central component of patient-centered care in the Intensive Care Unit (ICU) (1-4).
However, clinical experience in the last decade suggests that there is confusion amongst
clinicians and policymakers about what SDM is and when it should be used. Conceptual
clarification is needed to ensure that decision-making is consistent with ethical principles
and with patient/surrogate preferences. For example, if clinicians leave decisions largely to
the discretion of surrogates without providing adequate support, surrogates may struggle to
make patient-centered decisions and may experience psychological distress (5). Conversely,
if clinicians make treatment decisions without attempting to understand the patient’s values,
goals, and preferences, decisions will likely be predominantly based upon the clinicians’
values rather than the patient’s, and surrogates may feel they have been unfairly excluded
from highly personal and consequential decisions for their loved ones (1-2).

Although numerous publications address SDM with patients in the outpatient setting,
considerably less scholarship has focused on the context of acute life-threatening illness and
on situations in which surrogate decision makers must make decisions for incapacitated
patients. This is problematic for critical care clinicians for several reasons. First, distinct
challenges arise in the acute care context, such as time pressure and the absence of pre-
existing relationships among clinicians, patients, and families. Second, the vast majority of
patients facing decisions near the end of life as well as many other critically ill patients lack
decision-making capacity, requiring surrogates to act on their behalf (6). Involving
surrogates in decision-making raises distinct psychological, ethical, and communication
challenges compared to involving patients in decision-making. For example, family
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members sometimes struggle emotionally to authorize decisions that will lead to the death of
a patient or to changes in functional status and quality of life, even when those decisions are
clearly consistent with the patient’s preferences (7). In addition, some surrogates make
errors due to projection bias, consciously or unconsciously making decisions based on their
own values rather than the patient’s values (8-11).

The purpose of this document is to endorse a definition of SDM that is clinically useful in
the context of critical illness, clarify when SDM may be the most appropriate decision-
making strategy, present the range of ethically acceptable models for partnerships in
decision-making, and provide a set of skills to help clinicians create genuine partnerships in
decision-making with patients/surrogates. Clinicians should be cognizant that the ability of
critically ill patients to participate in decision-making often fluctuates over the course of
their illness trajectory, and that patient and surrogate preferences regarding the decision-
making process often changes over time.

The goal of SDM is to make treatment decisions that are medically appropriate and
consistent with the patient's values, goals, and preferences. At times, such partnerships may
fail to yield decisions that are acceptable to both the clinical team and to the patient/
surrogate. Inability to reach mutually-acceptable decisions may be due to multiple factors
including surrogate preference to withdraw life-prolonging interventions when the care team
believes that prolonging such interventions is clearly in the patient best interest, patients/
surrogates request for interventions that the care team believes are futile or potentially
inappropriate, family request for bedside rituals that violate state health and safety codes,
etc. In such cases, it is often helpful to enlist the assistance of clinical ethics consultants or
others adept at conflict resolution. When the care team believes that patients or surrogates
are requesting interventions that are futile or potentially inappropriate, clinicians may refer
to the recently-published multi-organization consensus statement on responding to requests
for futile and potentially inappropriate interventions in the ICU (12).

METHODS

This policy statement was developed through a collaborative effort of the ACCM Ethics
Committee and the ATS Ethics and Conflict of Interest Committee. A writing group
comprised of members of these two committees was formed. The writing group reviewed
pertinent literature published in a broad array of journals including those with a focus in
medicine, surgery, critical care, pediatrics, and bioethics. Members of the writing committee
conducted their own searches of theoretical analyses and empirical evidence using the
PubMed search engine to search the Medline database. The bibliographies of pertinent
studies were also reviewed. This method of literature review was deemed appropriate
because this document is a policy statement that relies heavily on theoretical analysis
informed by available research data and not a practice guideline. Theoretical analyses and
empirical data were discussed with the full ACCM and ATS Ethics Committees as
recommendations were generated throughout the writing process. The Policy Statement was
reviewed, edited, and approved by consensus of the full Ethics Committees of the ACCM
and ATS. The Policy Statement was subsequently reviewed by the ACCM Board of
Regents, peer reviewers from the ATS, the Board of Directors of the ATS, and the SCCM
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Council. At each stage, the Statement was revised until approved by each body. The final
version was approved by the ACCM Board of Regents, ATS Board of Directors, and SCCM
Council.

1. DEFINITION OF SHARED DECISION-MAKING

Based on the definition proposed by the Informed Medical Decisions Foundation (13),
ACCM and ATS endorse the following definition: Shared decision-making is a
collaborative process that allows patients, or their surrogates, and clinicians to make
health care decisions together, taking into account the best scientific evidence available,
as well as the patient's values, goals, and preferences.

Shared decision-making, broadly defined as a process in which healthcare providers and
patients or surrogates make medical decisions together (14), has been endorsed by critical
care professional organizations (1, 3). There is ongoing conceptual debate, however, about
whether the term “shared decision-making” should be precisely defined as including specific
communication elements or whether SDM should be more broadly defined to encompass
any form of decision-making that involves collaboration between providers and patients/
surrogates. For example, some define SDM narrowly as including at a minimum information
exchange followed by a deliberative process between the provider and patient/surrogate
culminating in a joint treatment decision (15). Alternatively, others define SDM more
broadly, considering any collaborative process in which patients/surrogates and clinicians
work together to consider the patient’s preferences and the providers’ clinical knowledge
and wisdom to fall within the scope of SDM. The latter interpretation focuses more on role
negotiation and assumes that some elements of decision-making may be delegated (16). It is
beyond the scope of this document to resolve the debate, and the recommendations
contained herein are equally applicable to either conceptualization of SDM.

Ethical justification for creating partnerships with patients/surrogates in
decision-making—Several ethical justifications exist for creating partnerships in
decision-making between clinicians and patients/surrogates, rather than having either the
clinician or the patient/surrogate make decisions in isolation. Clinicians have a legitimate
role in decision-making because of their expertise in medicine and their knowledge of the
range of medically indicated interventions. Further, because clinicians often have significant
experience making difficult choices, including end-of-life choices, and have generally
worked with many families to make such decisions, such expertise is often extremely
valuable in the decision-making process. Involving patients in decision-making manifests
respect for persons, which is a core ethical obligation of the medical profession. Further,
involving patients ensures that the decisions made are consistent with their values, goals,
and preferences.

When patients cannot actively participate in decision-making (as is common in the ICU
setting due to injury, critical illness, and/or sedative and pain-relieving medications), several
reasons justify involving surrogates in decision-making (17). First, doing so allows
clinicians to learn of and incorporate patients' values and previously expressed treatment
preferences, thereby manifesting respect for the patient as a person (18). Second, involving
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family members in decision-making manifests respect for the family unit, which is a highly
valued aspect of community in most societies. Finally, most patients want their families to
be involved in their treatment decisions (19), and most surrogate decision-makers wish to be
involved in some way (20-23). Of note, while the criteria for being a legally authorized
representative of a patient are not addressed here, from an ethical standpoint, the term
“family” is used here in a broad sense to include all individuals whom the patient considers
family, whether related or unrelated to the patient, including those with whom the patient
has a significant relationship and those who provide support to the patient (24).

Similarly, in the care of children, there is clear justification for building partnerships with
parents and patients. We generally assume that parents make decisions based on their child's
best interests unless there is substantial reason to think otherwise. Further, parents are
granted broad legal authority to make decisions on behalf of their children unless those
decisions are inconsistent with the child’s best interests. The American Academy of
Pediatrics (AAP) points out, however, that the clinician bears responsibility for decision-
making as well, and the active participation of clinicians in decision-making for minors is
necessary (25). Further, the AAP notes that direct involvement of the child in decision-
making is often appropriate (25).

2. WHEN SHARED DECISION-MAKING SHOULD BE USED

Clinicians should engage in a SDM process to define overall goals of care (including
decisions regarding limiting or withdrawing life-prolonging interventions) and when making
major treatment decisions that may be affected by personal values, goals, and preferences
(26-27). Table 1 lists examples of preference-sensitive decisions.

Once clinicians and the patient/surrogate agree on general goals of care, clinicians confront
many routine decisions (for example, how often to check vital signs and laboratory tests,
which fluids to administer, what antibiotics to use and at what dosages). It is logistically
impractical and ethically generally unwarranted to involve patients/surrogates in each of
these medical decisions. A partnership in decision-making requires that the overall goals of
care and preference-sensitive decisions be made using a SDM approach, however once those
goals are determined, the clinician has a fiduciary responsibility to use experience and
evidence-based practice to implement appropriate testing and treatment. When important,
preference-sensitive choices arise, clinicians should engage the patient/surrogate to provide
an opportunity for SDM.

In all cases, someone on the treatment team should explain what care is being given and why
(including the most routine procedures) in terms that are understandable to the patient and
family. Such information-sharing may be facilitated by use of informational pamphlets and
videos. In addition, since clinicians cannot ever fully anticipate what interventions will be
acceptable or objectionable, it is advisable for the clinician to emphasize, at the initiation of
the ICU stay, that the patient and family are welcome to ask questions.

3. DEFAULT SHARED DECISION-MAKING STRATEGY

ACCM and ATS recommend that clinicians use a “default” approach to SDM that includes
active input from both clinicians and patients/surrogates at each of three key stages:
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information exchange, deliberation, and making a treatment decision. Default strategies
serve as a starting point which can subsequently be modified by contextual factors (28). By
analogy, most physicians have a standard, default approach to managing common clinical
conditions. For example, when intubating a patient's trachea, a clinician may routinely use a
particular type of laryngoscope blade, muscle relaxant, and induction agent. These defaults
can, and often are, modified based on the particulars of the individual case. Similarly, the
default SDM approach should be modified based on the individual case and the specific
needs and preferences of the patient/surrogate.

Using the recommended default approach, first, clinicians and patients/surrogates share with
each other the information needed to make a patient-centered decision. The clinicians share
information about the relevant treatment options and their risks and benefits. The patient/
surrogate shares information about the patient’s values, goals, and preferences that are
relevant to the decision at hand. Often, incapacitated patients have never had conversations
with loved-ones regarding their preferences in specific clinical scenarios; or if they have had
such conversations, such discussions were often insufficient to fully inform decision-making
(29). Even in such cases, family and friends often have an understanding of the patient's
overall values and potentially the patient's expressed preferences in other scenarios that may
be relevant. As such, a broad discussion of the patient's prior actions and decisions may be
helpful in determining what the patient might prefer in the current situation, which can help
inform the decision-making process.

Next, both clinicians and patient/surrogate share in deliberations about which option is best
for the patient. There are numerous aspects of deliberation, such as sharing opinions, asking
questions, correcting misperceptions, explaining one’s perspective about why one option is
preferable, and exploring the other person’s perceptions. Finally, clinicians and patients/
surrogates agree on the decision to implement (15). Although presented here as simplified,
distinct steps, at the bedside the process is often complex and challenging.

Three reasons justify the recommendation to use this model as the default decision-making
strategy. First, empirical research suggests that most surrogates of ICU patients prefer to
share the authority and burden of decision-making with clinicians (20-23). Second, the
involvement of clinicians both in providing information and in deliberating with patients/
surrogates is appropriate because clinicians’ expertise in understanding what treatment
options exist, as well as their risks and benefits, is necessary for sound decision-making.
Third, this model of decision-making facilitates clinician understanding of the patient as a
person. Such understanding of the patient’s values, goals, and preferences is essential for
clinicians to make patient-centered treatment recommendations. When discussing how to
approach decision-making with patients/surrogates, clinicians should also clarify that the
SDM approach presented here as the default is only one possible approach, and clinicians
should assist patients/surrogates understand other decision-making approaches (outlined
below) as well so that the approach employed will most closely match patient/surrogate
preferences.

Crit Care Med. Author manuscript; available in PMC 2017 January 01.



1duosnuen Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kon et al. Page 7

4. MODIFYING THE DECISION-MAKING PROCESS TO MEET THE NEEDS OF THE
PATIENT/SURROGATE

Patient and surrogate preferences for decision-making vary significantly; therefore clinicians
should tailor the decision-making process to each individual case. While data suggest that
the majority of surrogate decision-makers for critically ill ICU patients prefer a “middle
ground” approach, a non-trivial minority prefer either significantly greater control in
decision-making or prefer to cede control to clinicians (Table 2). When the surrogate clearly
understands the patient's preferences and wants greater independence in decision-making,
such independence in choosing from among the medically-acceptable options may be
appropriate. Alternatively, when the surrogate has a strong emotional or psychological
aversion to assuming decisional responsibility, a greater degree of clinician responsibility
may be appropriate. Further, the decision-making process often needs to change over the
course of the patient’s ICU stay depending on the patient’s decision-making capacity,
patient/surrogate preferences, the clinical scenario, and the choices to be made (20, 22). For
example, the patient/surrogate may wish greater control early in the ICU stay due to
unfamiliarity with ICU providers compared to later in the ICU stay once clinicians have
earned the trust of the patient/surrogate. Similarly, the patient/surrogate may choose to cede
highly technical decisions to clinicians (e.g., the surgical approach employed) whereas the
same patient/surrogate may want greater control in more value-laden choices. Of note,
however, data demonstrate that even for value neutral choices some patients/surrogates
prefer to participate in decision-making. Further, even for highly value-laden choices some
patients/surrogates prefer to defer decision-making to the doctor (Table 2). As such, ICU
providers should be familiar with, and skilled at, a wide range of acceptable decision-
making approaches.

The ACCM and ATS support the right of patients and surrogates to choose from the various
treatment options recommended by the attending physician when they wish to do so. In such
a model, the patient/surrogate bears the majority of the responsibility and burden of
decision-making. The clinician is obligated to understand patient values, goals, and
preferences to a sufficient degree to assure that the medical implications of decisions are not
in conflict with these values. In such cases, clinicians provide honest and complete
information when discussing the range of medically appropriate options, however the
authority and burden of decision-making rests with the patient/surrogate.

The ACCM and ATS also support the right of patients or surrogates to allow clinicians to
guide decision-making, including decisions about forgoing life-prolonging interventions. As
presented in Table 2, data suggest that nearly half of surrogates of critically ill patients
prefer that physicians independently make some types of treatment decisions. In regard to
value-laden choices, what limited data exist suggest that 75% to 85% of surrogates prefer to
share responsibility for decision-making with clinicians or make decisions after considering
the clinicians' recommendations. Further, while data suggest that approximately 10% prefer
to make such decisions independently, another 5% to 20% wish to defer such decisions to
clinicians (Table 2). Therefore, because one goal of shared decision-making is to match the
patient or surrogate's preferred decision-making style, employing a clinician-directed
decision-making model can be appropriate in some circumstances (16, 30-38). (NB: The
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terms informed non-dissent and informed assent refer to similar models, both variations of
the approach presented here, in which the patient/surrogate actively chooses to defer a
specific decision to the clinician. Curtis and Burt use the term informed assent to emphasize
that the surrogate makes an active choice to not disagree with the clinician's decision,
however the surrogate need not actively assent to the clinician's decision (34, 38). Kon uses
the term informed non-dissent to clarify that no affirmative agreement, either verbal or
written, is required under this model (16, 35-37). The disadvantage of the term informed
assent is that in pediatrics for the last 30 years "assent™" has widely been used to indicate the
affirmative verbal and/or written agreement of a minor who, due to age, lacks legal decision-
making authority to provide consent for treatment or inclusion in research (25, 39). The
disadvantage of the term informed non-dissent is that it may be interpreted as a passive
process without an active role for the surrogate decision-maker. Regardless of the term used,
the ACCM, SCCM, and ATS support the requirement that surrogates are informed and
understand that they are making a choice to defer decision-making to the clinician.)

When using a clinician-directed decision-making model, clinicians should proceed
according to the norms of shared decision making to discuss the medical condition, explain
available treatment options, and elicit the patient’s values, goals, and preferences. This
conversation may reveal that the surrogate wishes for clinicians to make the final treatment
decisions so that the patient can receive care consistent with his/her values without the
surrogate feeling responsible for the decision. This approach requires great care to ensure
that the surrogate’s desire for a passive role is not due to remediable considerations
(inadequate information, inadequate support from clinicians, etc.). Further, the clinician
must ensure that the surrogate understands the specific decision at hand (i.e., not a blanket
deferral of all decision-making) and agrees to let the clinician make this specific decision
without having to explicitly agree to (and thereby take responsibility for) the decision. In
doing so, the clinician should explain not only what decision the clinician is making, but
also the rationale for the decision. The clinician must then explicitly give the surrogate the
opportunity to disagree. If the surrogate does not disagree, it is reasonable to implement the
care decision.

Clinicians should be aware of the potential problems with allowing surrogates to defer high
stakes, value laden decisions to clinicians. Specifically, clinicians, who are in a position of
power in the ICU, may inadvertently assume more authority than patients/surrogates wish.
As such, clinicians must be vigilant to ensure they are not taking more authority than
appropriate. Further, large studies have shown that clinician cultural and religious
background can have a tremendous impact on decisions made in ICUs (40), and biases can
have significant effects on patient care (41), therefore clinicians should take great care to
foster an awareness of what biases their own values may introduce. Becoming aware of
one's own biases during decision-making is important in order to remain open to the patient's
and surrogates' values, goals, and preferences.

This model of deferring value-laden choices to clinicians is a decision-making model that is
distinct from paternalism in several ways. First, this approach requires that clinicians
understand the values of the patient and use those values to determine the plan of care.
Second, patients/surrogates are given the opportunity to obtain as much (or as little) medical

Crit Care Med. Author manuscript; available in PMC 2017 January 01.



1duosnuen Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kon et al.

Page 9

information as they choose. Third, clinicians inform patients/surrogates of decisions and
ensure that they understand that they may make a different choice and that such a choice
will be supported by the ICU team (34-35, 37-38). In contrast, under a paternalistic model
clinicians hold all decisional authority to the exclusion of patients/surrogates and make
decisions based on their own judgment about what is best. In essence, under a paternalistic
model the clinician takes control without the agreement of the patient/surrogate, while under
a clinician-directed approach (as articulated above) the patient/surrogate cedes control to the
clinician because the patient/surrogate prefers not to bear the burden of decision-making
(however the patient/surrogate may take back control at any time).

5. KEY COMMUNICATION SKILLS TO CREATE PARTNERSHIPS WITH PATIENTS AND/OR
SURROGATES IN TREATMENT DECISIONS

Even clinicians who fully embrace the importance of involving patients/surrogates in
treatment decisions may sometimes struggle with how to accomplish this in practice. We
therefore provide a summary of important communication skills to create effective
partnerships with patients/surrogates in decision-making. It is important to note that there is
considerable uncertainty regarding the best strategy to achieve the tasks described below;
therefore this section is intended largely as a conceptual roadmap for clinicians, rather than
as a set of clinician recommendations. The skills are organized according to the major tasks
of collaborative decision-making. Table 3 summarizes important communication tasks and
Table 4 contains sample language for each of the key steps. Clinicians should receive
communication skills training to support these behaviors, either through residency or
fellowship training, or through continuing medical education.

Establish a partnership with the surrogate—A strong partnership among clinicians,
patients, and surrogates is a prerequisite of all collaborative models of decision-making.
However, the context of acute critical illness makes it difficult to achieve this partnership.
Clinicians often have no prior relationship with the patient or surrogate. Families are often
overwhelmed by the acute impact of critical illness. Therefore, clinicians should invest time
early in the ICU stay to build rapport with the patient and surrogate, preferably prior to the
moment that decisions need to be made. One way to build partnerships is through formal
family meetings. The ACCM recommends that family meetings with the multiprofessional
ICU team begin within 24-48 hours of ICU admission, and should be scheduled at regular
intervals and as needed (3). A focus on rapport building might include introducing the
clinical team, naming the team leader, explaining the role of clinical team members, and
expressing commitment to deliver care that is patient- and family-centered. Inviting the
patient, surrogate, or family members to participate in daily rounds can also foster trust,
understanding, and empowerment (3—4). In addition, including other members of the
healthcare team in rounds and communication with the family may enhance communication
and decrease conflict both within the clinical team and between the clinical team and family
(3, 42—-45). Family members should be asked about the best means to reach them since many
families may find it difficult to be present in the ICU or waiting area on a regular basis and
may nonetheless wish to hear regularly about the patient’s status. Families should also be
asked whether they are comfortable speaking in the language that the clinician uses or would
prefer to speak in another language and hence would need an interpreter. Families should be
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encouraged to tell the team something about the patient’s personal history along with any
pertinent medical details in order for the clinical team to become familiar with the patient as
a person.

Provide emotional support—~Patients and surrogates of critically ill patients have high
levels of psychological distress during the ICU stay. There is clear evidence that strong
emotions such as fear and anxiety impair individuals’ ability to process information,
deliberate, and make trade-offs (46-47). Therefore, attending to emotions before and during
decision-making may be an especially important step in achieving patient-centered
decisions. Clinicians should make a deliberate effort to address surrogates' emotions.
Acknowledging strong emotions and expressing empathy are two basic strategies to provide
emotional support that have been associated with decreased anxiety and higher satisfaction
(48-49).

Assess surrogates’ understanding of the situation—Patients and surrogates may
come to clinical encounters with varying levels of comprehension. This is especially true in
ICUs when patients/surrogates have had conversations with multiple providers. Rather than
beginning conversations by delivering an “opening monologue” we suggest that clinicians
start by eliciting the patients’/surrogate’s understanding of the medical situation, such as
asking, “Can you tell me what you’ve heard about what is going on with your mother?” The
advantage of this approach is that it allows clinicians to gauge the patient’s/surrogate’s level
of comprehension, then tailor their delivery of information accordingly. In addition, such an
approach may serve the goals of minimizing the amount of “talking at the patient/surrogate”
and encouraging patients/surrogates to share their perspectives.

Explain the patient’s medical condition and prognosis—Patients/surrogates need a
clear understanding of the patient’s condition and prognosis to meaningfully share in
decision-making, however this goal is often not achieved. Data suggest that patients and
surrogates in ICUs often have overly optimistic expectations about prognosis (50-52).
Further, audio-recorded family meetings in ICUs suggest that clinicians often do not clearly
convey important information about patients’ prognosis, including risk of death, ventilator
dependence, and severe long-term functional impairment (53-54), which may contribute to
patient/surrogate misunderstanding of prognosis.

There is an extensive literature on how to effectively convey risk to patients, as well as
ongoing debate about whether the goal should be to convey precise prognostic estimates or
to convey the overall summary of risk information (55-58). Clinicians should routinely
discuss key domains of prognosis with patients and surrogates, which may include the risks
of short and long term mortality, ventilator dependence, functional impairment and cognitive
impairment. We suggest as a starting point that clinicians use the “Ask-Tell-Ask” approach:
1) Ask: ask for permission to discuss prognosis; Tell: convey the prognostic information
(details below); Ask: assess the extent to which the patient/surrogate understood the
information (59). Table 4 contains sample language. In some cases, surrogates may refuse to
discuss prognosis. Because at least a basic understanding of prognosis is essential for
decision-making, particularly in potential end-of-life choices, surrogates who refuse to
discuss prognosis should be educated about why this information is critical, and should be
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given time to become comfortable discussing such difficult topics. If the surrogate's refusal
to discuss prognosis persists, an alternate surrogate decision-maker should be identified or
the clinician should seek consultation from the clinical ethics consultant.

There is a paucity of evidence regarding how to effectively convey prognostic information.
Two recent studies in ICUs suggest that using numeric statements to convey prognosis is not
more effective than using qualitative statements, and both types of statements are frequently
misunderstood (60-61). If clinicians choose to convey prognostic estimates by giving
numerical risk information, clinicians should use whole numbers rather than fractions (e.g.
“roughly 50 out of 100 patients with this illness die in the ICU”) and a consistent
denominator (e.g., roughly 50 out of 100 patients with this illness die in the ICU; roughly 80
out of 100 have died by 6 months). Most importantly, because no method to convey
prognosis is universally effective, clinicians should routinely check whether patients/
surrogates have understood the prognostic information. One relatively nonthreatening way
to do this is to ask the patient/surrogate how they are going to explain what they’ve just
heard to other family members.

Highlight that there is a choice—Patients and surrogates may not be aware that there
are several reasonable treatment pathways in the setting of advanced critical illness,
including but not limited to full life support, a time-limited trial of ICU care, and a purely
palliative approach to care. Audio-recordings of family meetings in ICUs reveal that time
limited trials and purely palliative treatment pathways are often not explicitly discussed as
reasonable treatment options (62—63). Clinicians should counter this by informing the
patient or surrogate that 1) there is a choice, and 2) different patients may reasonably make
different choices depending on what matters most to them. If clinicians are concerned that
patients/surrogates will perceive this as a sign that the clinician is unprepared or uninformed,
clinicians can convey that in order to respect patient’s preferences it’s important that the
patient/surrogate share their perspective with the clinical team (64).

Explain principles of surrogate decision-making—When surrogates make decisions
for incapacitated patients, they sometimes misunderstand their role in decision-making in
two ways. First, surrogates sometimes believe that decisions hinge on purely technical
medical judgments, and therefore underestimate the importance of their input to personalize
care decisions to the patient’s values, goals, and preferences. Second, some surrogates
mistakenly make decisions based on their own values or desires for the patient rather than
the patient’s values; a type of projection bias (8-9, 65). Several communication behaviors
may help overcome these problems. Clinicians should explain that most decisions in ICUs,
especially those about goals of care, are value-laden and that the surrogate’s input is needed
to select the treatment option that is best for the individual patients. It may also be helpful to
explain the ethical goals of surrogate decision-making (66): for previously competent adult
patients the goal should be to enact the patient’s previously stated treatment preferences if
applicable and contemporary. An Advanced Directive, Living Will, or other document may
assist surrogates understand what the patient believed he/she would want in cases of
incapacity. (NB: Laws governing Advanced Directives, Living Wills, POLST/MOLST
forms, Durable Powers of Attorney for Healthcare Decisions, etc. vary by state and country.
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Clinicians should be cognizant of the laws governing such documents in their jurisdiction,
and should educate surrogates as appropriate.) If the patient did not express such
preferences, the goal is to make decisions that are respectful of the patient as a person,
generally by trying to make decisions the patient would make if she could speak for herself
(18, 67). For patients who have never had decision-making capacity (e.g., those with severe
cognitive disabilities) and those who never articulated clear values, goals, and preferences;
the goal should be to make decisions that are in the patient’s best interest (32, 68—69).

In the case of critically ill infants and children, parents generally participate in decision-
making on behalf of the patient. Clinicians should understand pertinent statutes and policies
governing parental authority and medical decision-making, and must ensure they are
partnering with the individual(s) who has the legal authority to make medical decisions for
the child. In general, decisions should be based on the best interests of the child (25). At
times, however, it may also be appropriate to consider how decisions will affect other family
members and include such considerations in decision-making (70). If the parents make a
decision that the clinical team believes is clearly inconsistent with the child’s best interests,
the team should take action to clarify decision-making (e.g., through a clinical ethics
consultation) and potentially overrule the parents (e.g., through obtaining a court order).

Assess patient’s/surrogate’s role preference—The decision-making preferences of
patients and surrogates is dynamic; changing as they become more accustomed to the ICU
environment, dependent on the decisions at hand, and influenced by their relationship with
various team members and their assessment of the care providers' skill and empathy and
their level of comfort and trust in these individuals. One cannot simply ask patients and
surrogates to explain their decision-making preferences upon ICU admission because they
often to not appreciate their own decision-making preferences until faced with the reality of
making a difficult choice (71-73), and the most appropriate decision-making model will
change over time. As such, clinicians should discuss decision-making preferences in real-
time as difficult decisions need to be made. Clinicians can use their prior interactions with
the patient/surrogate, as well as the patient's/surrogate's prior experiences and decision-
making preferences, to aid in discerning the patient's/surrogate's preferred decision-making
model. Further, clinicians should draw upon their accumulated experiences with other
patients and surrogates in attempting to match practice with the decision-making preferences
of the patient/surrogate at that moment. Because decision-making preferences are mutable
and often elusive, clinicians will make mistakes. While errors in judgment regarding which
decision-making model to employ at a given time for a specific decision will inevitably
occur, on balance the risk of such mistakes is outweighed by the risk of clinicians forcing
patients/surrogates to bear more or less burden and authority in decision-making by relying
solely on the default decision-making approach.

Explain treatment options—Clinicians should provide clear and complete information
regarding the range of medically appropriate treatment options, including the risks and
benefits of each option. Data show that clinicians frequently use medical jargon in
communication with patients, and often do not explain the meaning of important terms (74—
76). Further, even common terms such as "NPO," "pulse ox," intubation," and
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“hypertension” are often misunderstood by patients and families (77). As such, clinicians
must be vigilant and avoid use of all jargon when communicating with patients/surrogates,
ask patients/surrogates whether they are confused by any of the terms used, and define any
words that the patient/surrogate does not understand.

Elicit patient's values, goals, and preferences—\When patients are able to
communicate, even when they lack decision-making capacity, clinicians should elicit values,
goals, and preferences directly from patients themselves. The opinions of patients should be
sought whenever feasible, rather than assuming that they are too confused or sedated to
contribute. Further, clinicians should obtain and review copies of any prior written
statements (advanced directives, POLST/MOLST forms, durable power of attorney for
healthcare decisions, etc.), and should communicate with family members, primary care
providers, or other caretakers to understand any prior oral expressions of values, goals, and
preferences.

Clinicians should also seek the input of family members and friends to better understand the
patient's values, goals, and preferences even if no specific wishes were previously expressed.
Because mortality is so hard to face for many people, most patients have never fully
considered their values, goals, and preferences should they become critically ill, and even
fewer have had serious discussions with loved-ones about these issues (29). Even in such
cases, however, loved-ones often have a reasonable understanding of the patient's core
values prior to becoming ill, and that information can be important in decision-making when
the patient lacks capacity.

Because surrogates often mistakenly use their own values, goals, and preferences, rather
than the values, goals, and preferences of the patient, when making choices, we recommend
asking patient-focused questions, for example: "If your father could speak for himself right
now, what do you think he would choose?"

Deliberate with patients and surrogates—To promote deliberation, clinicians and
patients/surrogates should actively participate in back-and-forth discussions of the pros and
cons of the various diagnostic and therapeutic options. Further, the thoughts and concerns of
the patient, surrogate, and family members as well as those of the healthcare team members
should be elicited and discussed openly. Clinicians can ask the patient, surrogate, and/or
family members to explain the medical facts in their own words and can then correct any
misunderstanding or misperceptions (78). Further, through open dialogue, not only can
clinicians correct any misunderstanding or misperceptions on the part of the patient or
family, but also the patient or family can correct any misunderstanding or misperceptions on
the part of the clinical team. As such deliberations proceed, the clinician should generally
offer to provide a recommendation that is based on an understanding both of the medical
facts and of the patient's values, and should explain the rationale that underlies the
recommendation so that patients/surrogates can clearly understand the basis for the
recommendation and participate actively in decision-making. Recommendations should
generally take into account the patient’s values, goals, and preferences, however clinicians’
judgment regarding what options are medically appropriate should be included. Clinicians
should clearly articulate which recommendations are based solely on medical facts and
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experience and which recommendations are based on personal beliefs and values. Clinicians
should not underestimate the weight of their recommendations and should ensure that they
do not inadvertently pressure or intimidate patients as choices are made (79).

Make a decision—Together, the patient/surrogate and clinician must decide what
treatment plan to implement. The authority to decide from among the available, medically
appropriate options rests with the patient/surrogate, however most patients/surrogates prefer
to share that responsibility with clinicians, and some choose to cede authority to the
clinician. When the patient/surrogate makes the decision, clinicians should consider
repeating the decision back to the patient/surrogate to ensure that the decision is clearly
understood. When the patient/surrogate and clinician share the responsibility and burden of
decision-making, the clinician should clarify the decision and ensure that the patient/
surrogate feels comfortable with the decision-making process. When the patient/surrogate
cedes the responsibility and burden of decision-making to clinicians, clinicians must ensure
that the patient/surrogate understands that such delegation may be revoked at any time and
that the patient/surrogate may veto the clinicians' decisions without negative implications.
(NB: This applies to decisions made when authority has been ceded to clinicians. When
clinicians make purely technical decisions (e.g., the decision to not administer antibiotics to
a patient with a viral illness), this veto power does not apply.)

6. FUTURE RESEARCH

There is a paucity of empirical data about the relative strengths and weaknesses of various
approaches to involve surrogates in treatment decisions. High quality studies, including
randomized controlled trials, are warranted to evaluate strategies to effectively involve
surrogates in decisions for incapacitated patients including the use of decision aids,
communication skills training for physicians, and the use of patient navigators/ decision
support counselors and language interpreters. There are several important types of outcomes
that should be assessed in such trials that can be roughly grouped as patient outcomes,
surrogate decision-maker outcomes, healthcare utilization, and process measures recording
the quality of decision-making.

RESPONSES TO POTENTIAL CRITICISMS

Some may be concerned that involving patients/surrogates in treatment decisions will mean
that they can demand (and clinicians must provide) any intervention they want. This is a
misperception. Clinicians are legally bound to practice within accepted standards of care,
which entails helping patients/surrogates understand the range of medically accepted
treatment options and choose from among those the one that is most consistent with the
patient’s values, goals, and preferences. Clinicians have ethical obligations to refrain from
administering treatments or performing interventions that are outside accepted boundaries of
practice, and to pursue a fair process of dispute resolution in cases in which there is
legitimate uncertainty about the boundaries of accepted practice (12).

Second, some may be concerned that by allowing clinicians to bear the primary burden of
decision-making (a clinician-directed approach as described above), clinicians will run afoul
of statutes in states that bar clinicians from acting as agents for their patients. There is a
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distinction, however, between clinicians being formally designated as an agent (e.g., through
a durable power of attorney for healthcare decisions), which in some cases may violate
statute, and clinicians taking an active role in decision-making. When clinicians bear the
primary burden of decision-making, they are not acting as the patient’s agent. In such cases,
the patient or surrogate holds decisional authority and can exercise that authority at any
time. Because the patient/surrogate can overrule the clinician’s decision, the clinician does
not hold decisional authority as would a duly appointed agent. As such, the models
described here do not violate statutory requirements.

SUMMARY

Decision-making in the ICU involves choice-making for highly value-laden choices, value-
neutral choices, and a range of choices between such extremes. Data suggest that patient and
surrogate preferences for decision-making roles also range from preferring to exercise
significant authority to ceding such authority to providers. Further, data suggest that while
patient and surrogate preferences for decision-making roles may be influenced by the value-
content of the choice at hand, some patients/surrogates prefer a very active role even for
value-neutral choices whereas others prefer a very passive role even for some highly value-
laden choices. As such, clinicians should adapt the decision-making model to the needs and
preferences of the patient or surrogate regardless of the value-content of the choice.
Accurately assessing the decision-making model that is preferred by the patient/surrogate at
a specific time for a specific choice is extremely difficult, however allowing for many
different models of decision-making, ranging from a patient- or surrogate-driven model to a
clinician-directed model, is both ethically supportable and necessary to best match patient/
surrogate choice-making preferences. Because data suggest that most patients/surrogates
prefer an approach in which they and their clinician(s) are equal partners in decision-
making, such a model should be used as the default, including elements specified above, and
then the model should be adjusted to best match patient/surrogate preferences in decision-
making approaches.
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EXECUTIVE SUMMARY

Rationale

Although shared decision-making (SDM) between clinicians and patients or surrogates in
intensive care units (ICUs) is broadly endorsed by professional critical care
organizations, there remains confusion about what SDM is, when it should be used, and
more broadly what approaches exist to effectively promote partnerships in treatment
decisions.

Purpose

To endorse a definition of SDM, make recommendations about when a SDM process
should be used, provide guidance on the range of ethically acceptable decision-making
models, and provide a set of the communication skills clinicians should use to create
effective decision-making partnerships.

Methods

The Ethics Committee of the American College of Critical Care Medicine (ACCM) and
the Ethics and Conflict of Interest Committee of the American Thoracic Society (ATS)
convened a writing group comprised of members of these committees. The writing group
reviewed pertinent literature published in a broad array of journals including those with a
focus in medicine, surgery, critical care, pediatrics, and bioethics and discussed findings
with the full ACCM and ATS Ethics Committees throughout the writing process.
Recommendations were generated after review of empirical research and normative
analyses published in peer-reviewed journals. The Policy Statement was reviewed,
edited, and approved by consensus of the full Ethics Committees of the ACCM and ATS.
The Policy Statement was subsequently reviewed and approved by the ATS, ACCM, and
Society of Critical Care Medicine (SCCM) leadership through the organizations' standard
review and approval process.

Main Results

1. Definition of shared decision-making (SDM): ACCM and ATS endorse the
following definition: Shared decision-making is a collaborative process that allows
patients, or their surrogates, and clinicians to make health care decisions together,
taking into account the best scientific evidence available, as well as the patient’s values,
goals, and preferences.

2. When SDM should be used: Clinicians should engage in a SDM process to define
overall goals of care (including decisions regarding limiting or withdrawing life-
prolonging interventions) and when making major treatment decisions that may be
affected by personal values, goals, and preferences.

3. Default SDM strategy: ACCM and ATS recommend that clinicians use as their
“default” approach a SDM process that includes the following three main elements:
information exchange, deliberation, and making a treatment decision. Clinicians share
information about the relevant treatment options and their risks and benefits, including
the option of palliative care without life-prolonging interventions, and the patient or
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surrogate shares information about the patient’s values, goals, and preferences that are
relevant to the decision at hand. Next, both clinicians and patient/surrogate share in
deliberations about which option is most appropriate for the patient. Finally, clinicians
and patients/surrogates agree on the decision to implement.

4. Modifying the decision-making process to meet the needs of the patient/surrogate:

Patients’ and surrogates’ preferences regarding participation in decision-making vary
significantly. While data suggest that the majority of surrogate decision-makers for
critically ill ICU patients prefer to share the responsibility and burdens of decision-
making equally with clinicians, a non-trivial minority prefer either significantly greater
control in decision-making or prefer to cede control to clinicians. Clinicians should
therefore tailor the decision-making process for each individual and should adjust the
process as needed over the patient’s ICU course.

5. Key communication skills to create partnerships with patients and/or surrogates
in treatment decisions: Clinicians should be trained in the communication skills
necessary to create effective partnerships in treatment decisions. Core categories of skills
include: 1) establishing a trusting relationship with the patient/surrogate; 2) providing
emotional support; 3) assessing patients’/surrogates’ understanding of the situation; 4)
explaining the patient’s condition and prognosis; 5) highlighting that there are options to
choose from; 6) explaining principles of surrogate decision-making; 7) explaining
treatment options; 8) eliciting patient’s values, goals, and preferences; 9) deliberating
together; and 10) making a decision.

6. Future research: There is a paucity of empirical data about the relative strengths and
weaknesses of various approaches to create partnerships in medical decisions. High
quality research including randomized controlled trials are needed to evaluate various
decision-making strategies, including the use of decision aids, communication skills
training for clinicians, and the use of patient navigators or decision support counselors.
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TABLE 1

Examples of preference-sensitive decisions in ICUs

1. Whether to undergo decompressive hemicraniectomy versus medical treatment in a patient with severe
stroke and cerebral swelling.

2. Whether to convert a child from conventional mechanical ventilation to high frequency ventilation, which
might decrease the risk of morbidity or mortality but which would necessitate deep sedation making it
impossible for the child and her family to communicate.

3. Whether to pursue ongoing weaning efforts at ventilator facility or transition to palliative therapy for a
patient with advanced COPD who has failed several attempts at ventilator weaning in the ICU.

4. Whether a patient’s quality of life is sufficiently satisfying that she would want life-sustaining treatment
when a life threatening event occurs.

5. Whether to attempt resuscitation in the delivery room and provide subsequent neonatal critical care to
an extremely premature infant at the threshold of viability.

6. Whether to pursue a risky neurosurgical procedure to attempt to cure a child's seizures vs. continuing to
treat with medications that may be impairing his performance in school.

7. Whether to proceed with palliative surgical procedures in an infant with complex congenital heart
disease.
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Table 3

Key Communication Skills to Involve Patients or Surrogates in Treatment Decisions

Communication skill

Establish a trusting partnership
. Meet regularly with patients and/or surrogates
. Express commitment to patient and family

. Involve interdisciplinary team in supporting the family

Provide emotional support
. Acknowledge strong emotions
. Convey empathy

. Explore surrogate’s fears and concerns

Assess patient’s or surrogates’ understanding of the situation

. Ask open-ended question about what patient or surrogate has been told.

Explain the medical situation

. Use simple language to explain patients illness

. Convey prognosis for both risk of death and risk of functional impairment

. “Chunk and check” - convey information in small aliquots with frequent pauses to assess understanding

Highlight that there is a choice
. Explain that there is more than one reasonable treatment choice with different risks/benefits.

. Explain why surrogates’ input is important

When necessary, explain surrogate decision-making
. Explain surrogate’s role to promote patient’s values, goals, and preferences.

. Explain substituted judgment

Assess patient’s/surrogate’s role preference
. Discuss patient's/surrogate's comfort making decisions at that moment

. Explain the range of permissible decision-making models

Explain treatment options

. Describe the treatment options, as well as their risks and benefits.

Elicit patient’s values, goals, and preferences
. Elicit previously expressed treatment preferences (oral or written)

. Elicit patient’s values about relevant health states

. Ask surrogates what the patient would likely choose if he/she were able to speak for himself/herself.

Deliberate with patients and surrogates
. Discuss the advantages and disadvantages of various diagnostic and therapeutic options

. Explore patients’ or surrogates’ thoughts and concerns

. Correct misperceptions
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Communication skill

. Provide a recommendation and explain rationale underlying recommendation

Make a decision

. Agree on a treatment decision to implement

NB: There is considerable uncertainty regarding the best strategies to achieve the tasks described in the table. Clinicians should therefore consider
these recommendations as a conceptual roadmap for clinicians, rather than as a set of clinician recommendations.
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Table 4

Example Language for Key Communication Skills

Communication skill

Example language for clinicians

Establishing a trusting
partnership

"Hello, my name is Dr. Smith and | am the attending physician in the ICU. As your
father's attending physician, | am ultimately responsible to the care he receives here. |
have personally taken care of many patients with medical conditions similar to your
father's. We have an outstanding team of nurses, respiratory therapists, pharmacists,

and other professionals to give your father the best medical care possible. We also have
excellent social workers, psychologists, and chaplains who can help you cope with the
stress of having your father in the ICU. Many families have told me that having their
father in the ICU is the most stressful experience of their life, and we will do everything we
can to help your father and you during this time. I will personally work with you to make
sure we are giving your father the kind of treatment he would want, and other members of
the team with talk with you as well and give you the support you need. We will do
everything we can to give your father the best treatment possible. Would you like to tell
me a little about your father since | didn’t get to meet him before he was so sick?"

Providing emotional
support

"Many families of ICU patients tell me that they are having difficulty sleeping and eating,
and many even find it difficult to take a shower or brush their teeth. These kinds of
feelings can be very normal. | want you to know that everyone on the ICU team cares
about you and your family, and we will do whatever we can to help you through this. If
you ever want to just sit and talk, there is always a nurse or physician here to talk about
your concerns, fears, and feelings. We can also schedule regular meetings for updates if
that works well for you."

Assessing
patient/surrogate
understanding of the
situation

"I know that you have already heard some information, and your probably have some
understanding of your father’s illness and just how sick he is. Before | start giving you
more information, | would like to get a better sense of what you have been told and your
impression of his condition. Can you please tell me what you understand about what is
going on and how sick your father is?"

Explaining the
patient’s medical
condition

"Everyone’s brain needs to constantly get blood coming to it from the heart. The blood
brings oxygen and nutrients to the brain through little vessels called arteries. Sometimes
these arteries get clogged, and blood does not get to the part of the brain where that
artery goes, and that part of the brain is injured or dies. Sometimes, that can be a very
small part of the brain, but other times it can be a very large part of the brain. In your
father’s case, the MRI scan of his brain shows that the blood clotted in a large artery and
a very large part of his brain died. When part of the brain dies, there is no way that it will
recover. That means that even if your father survives, he will certainly have difficulty
because the part of his brain that died controls his ability to speak and understand words.
Unfortunately, we do not expect him to ever be able to speak again or understand what
people say to him."

Explaining surrogate
decision-making

"Because your father has had a bad injury to his brain, and because he has a breathing

tube in and is on a lot of medications to keep him asleep and comfortable, he cannot

make decisions for himself. When patients cannot make decisions for themselves, we

work with a family member or a friend to make decisions for him. Your role will be to help
us understand your father’s values, goals, and preferences so that you and I can work
together to make decisions for him. Our goal will be to make decisions that your father
would likely have made for himself. Many families find it difficult to put aside their own
values, goals, and preferences, but it is very important that you try to make decisions

based on what you think your father would have chosen for himself."

Highlighting that there
is a choice

"I know that we have talked about a lot of complicated medical information, but | wanted
to make sure that you understood everything to the extent that you want because we

need to make a decision about what to do next. | have taken care of a lot of patients in

the same condition, and | can tell you honestly that different families make different
choices. In a case like this, there is no "right answer." What we decide to do next

depends on what your father would have wanted. There are some interventions that

could potentially save your father's life, and some people prefer one of the options while
others want the other option. It really depends on how your father would personally judge
the risks and benefits of each. Also, | have taken care of many patients just like your
father who believe that living without the ability to talk or to understand what their children
are saying is simply not a life that is worth living. In those cases we decide that it would
be better to stop some or all life-prolonging interventions such as the ventilator, or
sometimes we decide to continue what we are doing but not add any new treatments.

The goal at that point would be to make sure he is as comfortable as possible and not
suffering. There is no right answer here, so we just need to talk it out and decide what
makes the most sense for your father."”

Crit Care Med. Author manuscript; available in PMC 2017 January 01.

Page 26



1duosnue Joyiny 1duosnuen Joyiny 1duasnuen Joyiny

1duasnuen Joyiny

Kon et al.

Communication skill

Example language for clinicians

Assess
patient's/surrogate's
role preference

"I've explained this to you because you are your father's next of kin, but every family
addresses these issues differently. In general, we try to make decisions like this as a

team, bringing together your understanding of your father’s values, goals, and
preferences and our knowledge of your father’s injury and the various options. Now that
we’ve discussed this a bit, I would like to talk about how comfortable you are making this
decision together with me. I would also like to know if there someone else I should be
speaking to as well. | have worked with a lot of families, and | have found that different
people like to make decisions differently. Most families like to work together with me to
share in the responsibility of decision-making, but some families prefer that | give them
clear and honest information and allow them to make decisions on their own whereas
others want to tell me about their father’s values, goals, and preferences and then prefer
that | make decisions for them. If you prefer to take the lead in decision-making, 1 will
give you honest and complete information so that you can make the best decision
possible. If you prefer that | make some of the difficult decisions, then | will give you as
much information as you like and | will tell you what I plan to do before I do it so that you
can tell me if you disagree with the decisions | am making for your father. Can you tell
me a bit about how you think we should make these decisions for your father?

Explaining treatment
options

"The two options to try to prolong your father"s life are a surgical intervention or a catheter
intervention in radiology. Some people prefer the neurosurgical option because if the
surgeon goes in and find the bleeding artery, he will almost certainly be able to stop the
bleeding. The downside to the surgical option, though, is that it is very risky since the
surgeon needs to go very deep into your father's brain. Others prefer the radiology
approach because it is less risky, but the downside is that there is also a higher chance
that the radiologist won't be able to stop the bleeding. I will explain the advantages and
risks of each in much more detail if we decide that doing a procedure makes sense.

As we discussed, some families believe that their father would not want to go through all
of this to be left unable to speak and understand his family and friends. When families
make that decision, we continue to provide high-quality care. If we decide that that

makes the most sense for your father, we would continue to give him medication to make
sure he is comfortable and in absolutely no pain. We would continue to take care of him
and of you. We would make sure he is comfortable, and then we would take out the
breathing tube. Once we take out the breathing tube, he would probably die fairly quickly.
It is always impossible to know exactly how long a patient will live after the breathing tube
is take out, but | have done this many times and in general patients die in about 15
minutes to 4 hours, although some die faster and others live longer. | have even had

some patients live several more days or even weeks. However long your father lives after
we remove the breathing tube, we would continue to take care of him and of you, and we
would make sure his is comfortable and does not suffer."

Eliciting patient's
values, goals, and
preferences

"We've talked a lot about your father's condition and the choices we need to make.
Because different people make different choices, | need to understand what is important

to your father. What makes his life worth living? Knowing him, do you think that he would
want to go through these treatments if he would never be able to speak or understand
anyone ever again?

Deliberating with
surrogates

"Based on our conversation, | think that | have enough information about your father to
make a recommendation. Before | do that, | want to make sure that you have as much
information as you want and need. Is there anything | can clarify or any other information
you would like? If not, then it is time for us to start thinking about what makes the most
sense for your father. Based on what you have told me, it sounds like your father would
want to remain alive as long as possible regardless of his ability to communicate. Based
on that, I would recommend we move forward with the neurosurgical option because that
option has the highest chance of keeping him alive. As we discussed, there is a very real
risk that the neurosurgery will cause more damage to his brain, but it is the best option if
the goal is give him the best chance to stay alive. What do you think?"

Making a decision

"Based on our discussion, it sounds like your father would not want to go through these
procedures because no matter what happens he will never be able to talk or understand
what anyone says to him and that is not a life that he would want. Based on that, it
seems that it would be best for your father for us to make sure he is comfortable and then
take out the breathing tube. We all understand that that means that he will likely die, but
we will make sure he does not suffer. Are we all in agreement about that plan?"
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