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Abstract

Because most critically ill patients lack decision-making capacity, physicians often ask family
members to act as surrogates for the patient in discussions about the goals of care. Therefore,
clinician-family communication is a central component of medical decision making in the ICU, and
the quality of this communication has direct bearing on decisions made regarding care for critically
ill patients. In addition, studies suggest that clinician-family communication can also have profound
effects on the experiences and long-term mental health of family members. The purpose of this
narrative review is to provide a context and rationale for improving the quality of communication
with family members and to provide practical, evidence-based guidance on how to conduct this
communication in the ICU setting. We emphasize the importance of discussing prognosis effectively,
the key role of the integrated interdisciplinary team in this communication, and the importance of
assessing spiritual needs and addressing barriers that can be raised by cross-cultural communication.
We also discuss the potential value of protocols to encourage communication and the potential role
of quality improvement for enhancing communication with family members. Last, we review issues
regarding physician reimbursement for communication with family members within the context of
the US health-care system. Communication with family members in the ICU setting is complex, and
high-quality communication requires training and collaboration of a well-functioning
interdisciplinary team. This communication also requires a balance between adhering to processes
of care that are associated with improved outcomes and individualizing communication to the unique
needs of the family.
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Because most critically ill patients do not have decision-making capacity, family members
frequently become involved with clinicians in discussions about the goals of care and often
must represent patients’ values and treatment preferences in these discussions. Therefore,
clinician-family communication is a central component of good medical decision making in
the ICU. Prior studies? suggest that family members view clinicians' communication skills as
more important than our clinical skills. However, clinician-family communication in the ICU
is often inadequate. One study3 found that only half of families of ICU patients sufficiently
understand basic information about patients' diagnoses, prognoses, or treatments after a
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discussion with clinicians. Another study4 found that clinician-family communication
commonly does not meet the basic standards of informed decision making. The purpose of this
narrative review is to provide a context and rationale for improving the quality of
communication with family members within the ICU and to provide practical, evidence-based
guidance on how to conduct this communication. We propose that this approach be used for
major decisions that depend heavily on patients' values and preferences, such as decisions about
limiting life-sustaining treatments when survival is unlikely but possible and when survival
may come with significant future functional impairment. We do not advocate this approach
for routine medical decisions or for cases of strict medical futility.

Rationale for Focusing on Communication With Family Members

Family members are becoming an increasing part of caregiving for seriously ill patients,
whether this is informal support and care in the home or surrogate decision making in the ICU.
5,6 Informal care and decision making provided by family, partners, and friends constitute a
growing portion of the health care provided to seriously ill patients.7'10 Furthermore,
approximately 20% of deaths in the United States occur in the ICU, and most of these deaths
involve family members acting as surrogates for the patient.llv12 However, being a family
caregiver is a difficult job, associated with significant emotional burdens,13 and is frequently
performed by people who are themselves elderly, ill, or disabled.14:15 Studies16-19
demonstrate that almost half of all family caregivers and surrogate decision makers experience
significant symptoms of anxiety, depression, and posttraumatic stress disorder. Caregiving is
also associated with increased caregiver mortality.zo‘22 Despite the emotional and health
burdens of being a family caregiver, our health-care system does not provide adequate support
for family caregivers.2 Many physicians and health-care systems do not consider the family
to be a focus of their care.23 The American Medical Association has called on the health-care
system to acknowledge that family and clinicians are interdependent and to develop a care
partnership in order to improve outcomes for patients and family members, but this is often an
unrealized goal.24 Several critical care professional societies have highlighted the importance
of focusing on the family.25'27

In the ICU setting, there is an additional reason to focus on the needs of the family. Since family
members are often serving as surrogate decision makers, decisions about the care of the patient
depend in part on the family. To the extent that family members' distress affects their ability
to provide substituted judgment, these burdens of family members can interfere with patient
care. Therefore, effective communication with family members that minimizes stress on the
family and provides support for the family will improve not only family outcomes but also
medical decision making for the critically ill patient.

The Role of Shared Decision Making

There is general consensus that physicians caring for critically ill patients have an obligation
to disclose information about a patient's medical condition and prognosis to family members,
and also that family members are an important source of information about the patient's values
and treatment preferences. Furthermore, there is consensus that family members' fulfilling this
role should be counseled to use the principle of substituted judgment to guide decisions when
possible, attemgting to answer the question of what the patient would say if he or she were able
to participa’[e.2 Although a number of distinct approaches to conceptualizing the physician-
patient or physician-surrogate relationship have been proposed, -32in our experience critical
care physicians often conceptualize their role in one of three distinct ways: (1) parentalism, in
which the physician makes the treatment decision with little input from the patient or family;
(2) informed choice, in which the physician provides all relevant medical information but
withholds his or her opinion and places responsibility for the decision on the family; and (3)
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shared decision making, in which the physician and family each share their opinions and jointly
reach a decision. In 2005, five European and North American critical care societies issued a
joint consensus statement advocating shared decision making about life support in ICUs.6 This
consensus statement characterizes a shared decision as one in which “responsibility for
decisions is shared jointly by the treating physician and the patient's family.”6 Similarly, shared
decision making was also endorsed by the American College of Critical Care clinical practice
guidelines for support of the family during patient-centered critical care.29

Family members of critically ill patients vary in how involved they want to be in decisions
about life support. The majority want the physician to provide arecommendation about whether
to limit life support and then share in the final decision. However, it is important to realize that
there is a spectrum of preferences, ranging from letting thefhysician decide to the family
member assuming all responsibility for the final decision.33 Therefore, family-centered
decision making requires that clinicians assess the families' preferred role in decision making
rather than assume “one size fits all.” In addition, high-quality shared decision making is a
process with a number of important components and not simply an agreement to allow family
members to be involved in decision making. Table 1 describes the components of shared
decision making based on prior theoretical models and empiric evaluation of communication
during ICU family conferences. 434

We advocate that clinicians should tailor their approach to communication to the individual
families' decision-making preferences. Figure 1 outlines a potential approach to match the
clinicians' role with the families' needs, for which the default starting position is one of shared
decision making. This default position is modified by three subsequent steps. First, the
clinicians should consider the prognosis and the certainty of the prognosis. As the prognosis
becomes poorer and the certainty about this prognosis becomes higher, physicians should be
more willing to offer to take on some of the burden of decision making. For some family
members, the process may be best conceptualized as providing “informed assent.”3° This
informed assent approach allows family members to cede responsibility for difficult decisions
to clinicians and generally requires both a very poor prognosis and a high level of certainty
about the prognosis. However, it is important that physicians allow family members the
opportunity to be involved in decision making if they choose to do so. Therefore, steps two
and three are to inquire into the families' preferred role, then adapt one's approach to these
patient and family factors. Our experience has been that elicitation of role preferences is often
ineffective when it occurs before the family understands the nature of the decisions at hand.
We therefore advocate for a process of ongoing conversations during which clinicians look for
cues from family members about their preferred role in decision making, and then use those
cues as a starting point for explicit discussion about roles in decision making. In addition, the
chosen approach should be reassessed over time because family preferences may change over
time or with a changing prognosis. In this way, shared decision making is not viewed as “one
size fits all” or as a static one-time decision, but rather as a process that is responsive to the
needs of the family.

Shared decision making also requires physicians to be expert in helping family members
understand and articulate patients' values. Exploring patients' preferences and the appropriate
influence of those preferences on medical decision making is one of the common missed
opportunities during ICU family conferences.36 An important approach to accomplishing this
component of shared decision making is asking open-ended questions that allow the family to
describe what is important to the patient and explore how this informs decision making about
treatments. It is also important to focus the family on what the patient would say if he or she
were able to participate in the decision making.
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Communication With Family Members of all Critically Ill Patients

With increasing focus on improving end-of-life care in the ICU, we run the risk of forgetting
the family of patients who survive their ICU stay. There are several reasons to focus on
communication with the families of all critically ill patients. First, it is generally not clear
whether critically ill patients will survive at the time when clinician-family communication
should be occurring. Second, although the patient's death in the ICU is a risk factor for
psychological symptoms among family members, even family of patients who survive are at
increased risk of these symptoms compared to the general population.19 Finally, there is
evidence that family members of patients who survive are actually less satisfied with
communication from ICU clinicians than family of patients who die.37 If we are to be truly
effective in improving clinician-family communication, we must attempt to improve this
communication for the family of all critically ill patients.

An Evidence-Based Approach to Communication During the ICU Family
Conference

Discussions between ICU clinicians and family members about goals of care and medical
decision making often take place during ICU family conferences. Conduct of these conferences
within 72 h of ICU admission has been associated with reduced days in the ICU for patients
that die and with higher ratings of the quality of dying among family members.38:39 There
are also specific features of these conferences that have been associated with improved family
experience or with better assessment of the quality of communication. Improved family
outcomes have been associated with having a private place for family communication and with
consistent communication by all members of the health-care team. 6A “preconference” may
help meet the latter goal, in which the interdisciplinary team discusses the goals of the family
conference and reaches consensus on the prognosis and on what treatments are indicated.40
During the conference, family members are more satisfied with clinician communication when
clinicians spend more time listening and less time talking.41 Other features of clinician
communication that are associated with improved family experiences include assurances that
the patient will not be abandoned prior to death; assurances that the patient will be comfortable
and will not suffer; and support for a family's decisions about care, including support for
family's decision to withdraw or not to withdraw life support.42 In addition, empathic
statements by clinicians have also been associated with increased family satisfaction.43 The
three most common types of empathic statements in this setting are statements that explicitly
acknowledge the difficulty of having a critically ill loved one, the difficulty of surrogate
decision making, and the sadness of having a loved one die. Finally, evaluation by investigators
suggest categories of important missed opportunities during ICU family conferences, including
the opportunity to listen and respond to family members' questions, the opportunity to
acknowledge and address family emotions, and the opportunity to address basic tenets of
palliative care including the exploration of patient preferences, explanation of the principles
of surrogate decision making, and assuring nonabandonment by clinicians.36:44 Table 2
summarizes the components of clinician-family communication that have been associated with
increased quality of care, decreased family psychological symptoms, or improved family
ratings of communication.

Several of these findings have been combined into a mnemonic for five features to enhance
clinician-family communication: VALUE (value, acknowledge, listen, understand, and elicit)
[Fig 2]. This mnemonic has been used as part of an intervention to improve clinician-family
communication in the ICU that has been shown to significantly reduce family symptoms of
anxiety, depression, and posttraumatic stress disorder 3 months after the patient's death.17
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Discussing Prognosis

Physicians have an important responsibility to share prognoses with patients and their families.
However, studies®4°:46 suggest that many physicians do not discuss prognosis directly; and
when they do, there is considerable variability in how this is done. There are limited data to
guide discussion of prognosis in the ICU, but it is interesting that physicians in ICU family
conferences are more likely to discuss prognosis for quality of life than they are to discuss
prognosis for survival. 4% This finding suggests that physicians find prognosis for quality of
life more relevant to family members and highlights the importance of research to identify
prognosis for quality of life.

Expert recommendations can help guide discussions of prognosis and suggest that numeric
expressions of risk, (eg, “90% of people as sick as your mother do not survive”) generally lead
to better comprehension than do qualitative expressions of risk (eg, “your mother is very
unlikely to survive”).47 Moreover, since prognostic information applies to outcomes of groups
of patients, experts recommend that prognostic information be framed as outcomes for
populations rather than as individual outcomes (eg, “out of a group of 100 patients like your
mother, | would expect about 90 would not survive this”).4 Some experts also recommend
describing both the probability of death as well as the probability of survival to improve
understanding. Patients' willingness to consent to life-sustaining treatment declines
substantially as the chances for death or severe functional impairment increase. 49,50
Therefore, clear, empathic disclosure of prognosis is especially important as the prognosis
worsens.

Importance of Interdisciplinary Involvement in Family Conferences

In observational studies, better interdisciplinary communication among nurses and physicians
is associated with a number of important outcomes in critical care, including increased patient
survival, decreased length of stay, and decreased readmission rates. 2195 Better nurse-
physician communication has also been associated with higher patient satisfaction®6-58 and
lower rates of ICU nurse and physician burnout.®9:60 These studies highlight the importance
of improving interdisciplinary communication as a mechanism for improving patient
outcomes. Improved interdisciplinary collaboration is also associated with decreased
symptoms of anxiety and depression among family members and therefore is likely an
important component of communication with the family.16

End-of-life care in most settings is delivered by an interdisciplinary team that includes nurses,
physicians, and other clinicians.81 Patients and families report that interdisciplinary
communication is a key component of good end-of-life care.62,63 Furthermore, most studies
of interventions that improved end-of-life care in the ICU explicitly included an
interdisciplinary intervention.38:64-66 | the randomized trial of proactive communication
with family members using the VALUE strategy and a bereavement pamphlet, the intervention
resulted in more nurses attending ICU family conferences and speaking more during these
conferences.1’

Spirituality and Cross-Cultural Communication

Assessing family members' spiritual needs and offering spiritual care is an important
component of care for the family of critically ill patients. Family satisfaction with ICU care is
higher if the spiritual care needs of family members are assessed and if spiritual care is provided
by a spiritual care provider such as a hospital chaplain.67-68 Critical care clinicians should not
attempt to provide spiritual care, but should routinely assess patient and family desire for
spiritual care and refer to spiritual care providers.69'70
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Communication with family of critically ill patients is challenging even when clinicians,
patients, and family members are from the same culture. When this communication occurs
across cultures, there are often more opportunities for miscommunication and mistrust.
Recommendations for enhancing cultural competency in health-care communication include
exploring cultural beliefs; focusing on building trust rather than decision making about a
specific treatment; addressing communication and language barriers to assure good
bidirectional understanding between clinicians and family members; explicitly discussing
spirituality and religion and the role they play in end-of-life care preferences and decision
making; and involving extended family and religious or community leaders. 1

When cross-cultural communication occurs in the setting of family members who do not speak
the same language as clinicians, this adds considerably to the complexity of this
communication. Use of professional medical interpreters has been associated with improved
outcomes.’2 However, even with professional medical interpreters, errors in communication
during ICU family conferences are common and may interfere with understanding, decision
making, and emotional support.73 Family members in interpreted ICU family conferences are
less likely to receive basic emotional support from clinicians than family in conferences where
all participants speak the same Iamgua\ge.74 A number of suggestions can be made based on a
qualitative study examining the perspectives of professional medical interpreters on end-of-
life communication.”® Clinicians should try to meet briefly with the interpreters prior to the
family conference to help prepare the interpreter and allow them to provide the clinicians with
information about the patient, family or culture. Clinicians could also consider meeting with
the interpreter following the conference to allow for debriefing. In addition, interpreters should
be asked to explicitly state when they are providing a strict linguistic interpretation and when
they are providing cultural mediation or interjecting their own suggestions or comments in an
effort to enhance understanding in a cross-cultural setting.

The Importance of Protocols and Quality Improvement for Improving
Communication

One important feature of the interventions that have been shown to improve clinician-family
communication in the ICU is that the interventions were all “proactive” and that a protocol or
standardized procedure ensured that communication with family occurred earlier in the ICU
course than usual care.17:38,64-66,76 Therefore, it is reasonable to conclude that some type
of ICU protocol or procedure is likely a necessary component to replicate the successes seen
in these studies. At the same time, it is also essential that communication be conducted in a
way that is adapted to the needs of individual patients and family members. Communication
cannot become protocolized to the point of being robotic and missing the opportunity to
respond to individual needs. It is possible to develop protocols or manuals for acommunication
intervention that allow rigorous evaluation of a standardized intervention but also allow the
communication to respond to the needs of the individual.” 1t is also important to allow
individual clinicians to use their intuition and individual communication styles to respond in
ways that are authentic.

Another area of great potential for improving communication with families in the ICU is the
use of local quality improvement efforts focused on communication or palliative care. There
have been several efforts to develop chart-based quality measures to assess and guide
communication with families, and these have great potential.78'79 There has also been a
multifaceted quality improvement project that has been associated with a reduction in ICU
length of stay for patients who die as well as imgroved nursing ratings of the quality of dying
and a trend toward improved family ratings.SO' 1
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Billing and Reimbursement for Communication With Family Members in the
United States

Summary

If we are to maximize the effectiveness of clinician-family communication in the ICU, it will
be important that critical care clinicians be reimbursed for this activity. In the United States,
reimbursement for critical care professional services is time-based and current Center for
Medicare and Medicaid Services guidelines allow physicians to bill for time spent
communicating with family members provided the following criteria are met: first, the patient
does not have decision-making capacity and cannot participate in medical decision making;
second, the physician is on the floor or unit while communicating with families (by telephone
or in person); and third, the focus of the discussion bears directly on patient management and
medical decision making.82‘84 This discussion can include obtaining a medical history,
reviewing the patient's condition or prognosis, and discussing treatments, provided this
discussion has a direct bearing on patient management or medical decision making.82'84 Since
most critically ill patients do not have decisional capacity and since the family of critically ill
patients are commonly acting as surrogate decision makers, these criteria are often met during
ICU family conferences and other communication with family members. Furthermore,
communication with family members that helps to prepare them to participate in shared
decision making should also be included. However, these criteria mean that time spent
providing emotional support and counseling to family members regarding their own emaotions
or concerns and that is not directly related to helping families participate in shared decision
making cannot be billed under the current critical care codes. Such support for family members
should also be easily reimbursable given the proven value of this support for reducing the
burden of psychological symptoms among family members,17 but it is not in the current
system. Table 3 outlines the documentation recommended in order to bill for time spent in an
ICU family conference.

In practice, because the time-based current procedural terminology code for critical care offers
the same reimbursement for any amount of time from 30 to 74 min, time spent communicating
with family only adds to the reimbursement if this time pushes the total time > 30 min or > 74
min. However, this feature of time-based reimbursement is true for all components of critical
care.

Critical care iscomplex, and high-quality critical care requires extensive training, collaboration
of a well-functioning interdisciplinary team, implementation of protocols that ensure high
levels of adherence to processes of care that are associated with improved outcomes, and
adaptation of this care to the needs of the individual. In this way, communication with family
members is no different than other aspects of critical care and will require training,
interdisciplinary team-work, and implementation of effective and flexible protocols to achieve
the best possible outcomes. We are beginning to identify the best ways to accomplish each of
these tasks with the ultimate goal of improving the way we communicate with and care for
critically ill patients and their families.

Abbreviation

VALUE , value, acknowledge, listen, understand, elicit.
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Default starting place of shared decision-making

|

1. Assess prognosis and certainty of prognosis

l

2. Assess family preference for role in decision-making

!

3. Adapt communication strategy based on patient and family factors
and reassess regularly

PR
H

Parentalism or Autonomy or

Doctor Decides * Family Decides

Shared Decision
Making

Figure 1.

Three-step approach to patient- and family-centered decision making that advocates for a
default starting place of shared decision making that can be modified by prognosis and certainty
of prognosis and also by family preferences for role in decision making.
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VALUE: 5 -step Approach to Improving
Communication in ICU with Families

Figure 2.

V...

A...
L...
U
E

Value family statements

Acknowledge family emotions

Listen to the family

Understand the patient as a person

Elicit family questions

VALUE mnemonic for improving clinician-family communication in the ICU.
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Table 1
Components of Shared Decision Making Adapted to the ICU Family Conference”

Dimensions of Shared Example of Physician Behaviors and Questions
Decision Making

Providing medical Discuss nature of decision
information and eliciting What are the essential clinical issues we are addressing?
patient values and
preferences
Describe alternatives
What are the clinically reasonable choices?
Discuss pros/cons
What are the pros and cons of the treatment choices?
Discuss uncertainty
What is the likelihood of success of treatment and how confident are we in this estimate?
Assess understanding
Is the family now an “informed participant,” with a working understanding of the
decision?
Explore patient's values/preferences
What is known about patient's medical preferences or values? What is important to the
patient?
Exploring family's preferred Discuss family's role
role in decision making
What role should the family play in making the decision?
Assess desire for other's input
Is there anyone else the family would like to consult?
Deliberation and decision Explore “context”
making
How will the decision impact the patient's life?
If the family is to participate in decision-making, elicit family opinion about best treatment choice
What does the family think is the most appropriate decision for the patient?

*
Adapted from White and colleagues.4
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Table 2
Additional Communication Components Shown to be Associated With Increased
Quality of Care, Decreased Family Psychological Symptoms, or Improved Family
Ratings of Communication

Conduct family conference within 72 h of ICU admission38-39
Identify a private place for communication with family members
Provide consistent communication from different team members
Increase proportion of time spent listening to family rather than talking
Empathic statements’

16

41

Statements about the difficulty of having a critically ill loved one
Statements about the difficulty of surrogate decision making
Statements about the impending loss of a loved one
Identify commonly missed opportunities
Listen and respond to family members
Acknowledge and address family emotions
Explore and focus on patient values and treatment preferences
Explain the principle of surrogate decision making to the family (the goal of surrogate decision making is to
determine what the patient would want if the patient were able to participate)
Affirm nonabandonment of patient and family’
Assure family that the patient will not suffer
Provide explicit support for decisions made by the family42
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Recommended Documentation for an ICU Family Conference in Order to Bill as Critical Care Professional Services

in the United States”

Documentation Element

Examples

Underlying reason that patient unable to participate in medical decision making

Need for discussion

Details of discussion as related to obtaining needed history or making a specific treatment
decision or decisions

Patient intubated and sedated

Patient delirious

Patient unconscious

Need to obtain medical history to inform decision
making

Need to make a decision about provision of a specific
treatment

Family member provided needed medical history
Prognosis discussed

Specific treatment options discussed

Specific treatment decisions made

*
From Mulholland.83
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