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Communication With Family Caregivers

in the Intensive Care Unit
Answers and Questions

Elie Azoulay, MD, PhD; Nancy Kentish-Barnes, PhD; Judith E. Nelson, MD, JD

Shared decision making is increasingly accepted as an opti-
mal model for defining overall goals of care and making major
health care decisions affected by the values and preferences
of patients.’? For patients with

= advanced illness or who are
Related article page 2086 incapacitated, families and
other surrogates are often asked to participate in this collab-
orative process. Meaningful participation in health care deci-
sion making requires that these surrogates have sufficient in-
formation to weigh the potential benefits and burdens of
treatment, including an understanding of likely outcomes.

However, that understanding of outcomes is not always easy
to come by. Surrogate decision makers may be experiencing ex-
treme levels of emotional stress and may have conflicting atti-
tudes about or internal tensions relating to prognosticinforma-
tion. On one hand, most surrogates indicate that they want to
receive such information, even if the prognosis is unfavorable.?
Atthe same time, surrogates report that it is difficult to hear “bad
news,” and there is evidence that physicians offering an opti-
mistic outlook are perceived by patients and families as more
compassionate and skillful than pessimistic physicians.? Sur-
rogates also tend to be overly optimistic about prognosis, which
may lead them to choose treatments for which burdens ex-
ceed benefits and to delay initiation of palliative care.*> Al-
though clinicians cite unrealistic expectations by surrogates as
an important barrier to optimal end-of-life care, systematic op-
timism bias has also been identified among clinicians.®

In the past, some clinicians may have viewed their main role
in communication as delivering information, but newer evi-
dence indicates that other tasks are also essential. First, emo-
tional responses by patients and surrogates typically emerge be-
fore receipt of disturbing information and may preclude
cognitive processing of such information. Thus, a clinician’s abil-
ity to recognize and respond to these emotions with empathy
isakey skill. Second, clinician listening—being receptive to hear-
ing about patient values and family concerns and using open-
ended questions to encourage information from, not just to, the
family—is important. Third, communicating uncertainty about
prognosisis a central part of a clinician’s work, perhaps “the pri-
mary communication task.”” Fourth, coordinating the full team
of clinicians and other caregivers to provide a coherent and uni-
fied message and engaging the support of clinicians across pro-
fessions and disciplines contribute to optimal communication
for health care decision making while limiting conflict and dis-
tress for informal and professional caregivers.
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In this issue of JAMA, White and colleagues report the re-
sults of a multicenter mixed-methods study to determine the
prevalence of and factors associated with physician-surrogate
discordance about prognosis of critically ill patients at high risk
of dying.® The study involved 229 surrogate decision makers
and 99 physicians of 174 patients at high risk of death in 4 in-
tensive care units in a single urban tertiary medical center. Sur-
rogates and physicians independently estimated patients’
chances of survival to hospital discharge “if the current plan of
care stays the same.” In addition, semistructured interviews
were performed with surrogates to explore why their expecta-
tions differed from their “best guess” of the physician’s predic-
tion, which the researchers did not share with surrogates.

The study identified 5 important results. First, the preva-
lence of physician-surrogate discordance about prognosis was
53%. Second, “misunderstanding” by surrogates of physi-
cians’ prognostications (a difference of at least 20% between a
physician’s actual prediction and a surrogate’s best guess of the
physician’s prediction) accounted for the majority of cases of
discordance (103/122; 84.4%), either alone or associated with
differences in beliefs about the patient’s prognosis (difference
of at least 20% between a surrogate’s best guess of a physi-
cian’s prognosis and the surrogate’s own prognostic estimate).
Third, even though physicians’ prognostic estimates were sig-
nificantly more accurate than estimates by surrogates, in 24 of
the 122 discordant cases (20%), estimates of surrogates were
more pessimistic than those of physicians. Fourth, in semistruc-
tured interviews with surrogates whose estimates of progno-
sis were more favorable than physicians’, surrogates provided
avariety of explanations of the discordance, including their su-
perior knowledge of the patient’s unique strengths, percep-
tion that positive thinking would improve patient outcomes and
mitigate their own distress, and religious beliefs. Fifth, surro-
gates who were more pessimistic about prognosis than physi-
cians attributed to the physicians an intrinsic optimism or alack
of full knowledge of the patient’s status (previous physical
health, loss of will to live) or expressed a need to prepare them-
selves for the possibility of the patient’s death.

This important study sheds light on the complex interac-
tions between clinicians and families of seriously ill patients,
who struggle to cope with painful prognostic information and
with their formidable role as surrogate decision makersinatime
of crisis. With a large cohort and the combined use of quanti-
tative and qualitative methods, the present study extends prior
work by this research group and others showing that families
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are internally conflicted about prognostic information, both
seeking and avoiding the information, struggling to integrate
realism and hope. Coping strategies that are either conscious
or unconscious, such as substituting their own beliefs or en-
gaging in magical thinking, may not only impair families’ abil-
ity to comprehend information but also may impair the qual-
ity of end-of-life decision making for patients and compromise
their own capacity to recover from loss of a loved one or shoul-
der caregiving responsibilities for disabled survivors.®©
Strengths of the study include the prospective multi-
center design; inclusion of a large number of patients, surro-
gates, and physicians; and use of qualitative data from semi-
structured interviews that adds insight to physician-surrogate
discordance about prognosis. The mixed-methods approach has
yielded valuable data to inform development of more targeted
interventions to improve communication at the end of life. Al-
though these data were collected through 2009, research in this
area has been neglected, and guidance for conducting discus-
sions and negotiating with family caregivers is welcome.
Several aspects of this study deserve further discussion. First,
a possible source of bias is related to the fact that relatives and
physicians were interviewed on the fifth day of the patient re-
ceiving mechanical ventilation. Studies have shown thatamong
critically ill patients, important end-of-life decisions may have
already occurred by this time.! It is therefore likely that some
discussions, or even decisions, regarding the goals of care or
about limitation of life support took place before the surrogates
provided responses to the questionnaire and interview. In fact,
physicians or surrogates reported that a conversation about prog-
nosis had taken place by day 5 of mechanical ventilation in 93%
of cases. Thus, most family caregivers were exposed to the phy-
sician’s estimates of expected mortality. In addition, although
theinvestigators identified family “beliefs” as distinct from “mis-
understandings” to explain discordance between family and cli-
nician predictions, such beliefs may have influenced families’
guesses about the clinicians’ prognosis, which in turn could re-
sult in classifying the source of discordance as misunderstand-
ing rather than belief. Moreover, although patients were at “high
risk of death,” almost 60% actually survived. When prognosti-

cation is unreliable, as it continues to be, families may under-
standably be reluctant to accept clinicians’ predictions for a va-
riety of reasons apart from their misunderstanding of those
predictions or their own discordant beliefs.!2

The study seems to assume that a single intensive care unit
physician is communicating prognostic estimates. However,
any clinician, including primary physicians, surgeons, con-
sultants, nurses, and others, may have communicated about
prognosis as well during nights, weekends, or after shifts, if
not during the regular workday. Prognoses provided by these
clinicians may have been more pessimistic or optimistic than
those given by the physicians interviewed in the study. In ad-
dition, as reported by Schenker et al,'® families often seek prog-
nosticinformation from other sources beyond the clinical team,
including online information, family or friends with medical
backgrounds, or those who have had similar experiences.

In summary, the report by White et al expands the knowl-
edge needed to communicate more effectively and sensi-
tively about prognosis with family caregivers of critically ill pa-
tients. To promote patient-focused, shared decision making,
the task for physicians is not simply to relay information but
to optimize the ability of surrogates to hear, absorb, integrate,
and use information including clinicians’ expectations with re-
gard to important outcomes.*> This is one of the most chal-
lenging tasks faced by intensivists and others providing care
for critically ill patients, requiring both knowledge contrib-
uted by rigorous research and skill that is best learned through
supervised practice with feedback. Ideally, the discussion be-
gins with the question to the family, “What is vour understand-
i ini ?” or “What has
the team told you about what they expect?” If the answer in-
cludes prognostic expectations that differ from those of the phy-
sician, the best response may be an open-ended inquiry to help
identify the source of the discordance, including factors iden-
tified in this study. In these discussions, listening is as impor-
tant as talking, if not more so, before proceeding to provide
the psychological and other support that most families need
to process information and share in decisions that honor pa-
tients’ values, goals, and preferences.
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Turning the Pathogenesis of Acute Peptic Esophagitis

Inside Out

Peter J. Kahrilas, MD

In this issue of JAMA, Dunbar and colleagues! report findings
from a unique experiment in which they withdrew proton
pump inhibitor (PPI) therapy from 12 patients with high-
grade esophagitis whose esophageal erosions had been suc-
cessfully treated by that therapy to observe the histopatho-
logical events leading to acute (recurrent) peptic esophagitis.
Within 2 weeks, 11 of the patients had developed recurrent
erosive esophagitis as well
Author Audio Interview at as a substantial worsening
jama.com of reflux symptoms. All of

the classic histopathological
= findings? and physiological
consequences of gastro-
esophageal reflux disease (GERD) were reproduced: basal cell
hyperplasia, papillary elongation, and dilated intercellular
spaces in the esophageal squamous cell epithelium; in-
creased distal esophageal acid exposure and reduced muco-
sal impedance on reflux monitoring studies.

However, the provocative findings from this investiga-
tion are in the details; the earliest histopathological events oc-
curred deep in the epithelium, not at the luminal surface, and
“regenerative changes” were initiated prior to the surface ne-
crosis formerly hypothesized as the stimulus for those changes.
Hence, although the inciting pathophysiology is unquestion-
ably the reflux of gastric and duodenal secretions into the
esophagus, this evidence suggests that the effect of that re-
flux is the initiation of cytokine-triggered inflammation rather
than the long held belief of a direct chemical effect of acid, pep-
sin, and bile on the esophageal epithelium.

Observations made in this study help to reconcile some
troublesome discrepancies in the existing dogma about esopha-
gitis pathogenesis: (1) although esophagitis can be experimen-
tally induced by perfusing esophageal epithelium with a mix-
ture of acid and pepsin,® the requisite acidity and duration of
exposure greatly exceed values observed in reflux monitoring
studies done on patients with esophagitis; (2) dilated intercel-
lular spaces, the hypothesized consequence of chemical in-
jury to the esophageal mucosa on the luminal surface, are most
evident in the deeper layers of the squamous epithelium* and
also occur in the proximal esophagus, far removed from the area
of greatest exposure to the refluxate’; and (3) nerve endings re-

Related article page 2104
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siding within the squamous epithelium hypothesized to be the
afferent pathway for heartburn perception® are not found in tis-
sue specimens.

Invoking reflux-induced cytokine secretion by surface epi-
thelial cells, which then prompts inflammatory cell recruit-
ment from the vasculature as the instigating events in GERD,
mitigates these apparent contradictions. That hypothesis, ini-
tially supported by a rat model of esophagitis, suggested that
exposure to an acidic bile salt solution similar to gastric re-
fluxate caused esophageal epithelial cells to secrete chemo-
kines, including interleukin [IL]-8, that induced immune cell
migration, beginning as lymphocytic infiltration in the sub-
mucosa and progressing to involve the mucosal surface.” In es-
sence, the histopathology progressed from the inside out. Con-
sequently, basal cell hyperplasia, papillary hyperplasia, and
dilatation of intercellular spaces precede the development of
surface erosions and occur in the spatial distribution subject
to the immune-mediated inflammation, rather than only the
more limited area of direct refluxate exposure. The current re-
port by Dunbar et al now extends the essential features of this
rat model to acute peptic esophagitis in humans.

Shifting the model of the pathogenesis of esophagitis from
a 1-dimensional focus on chemical injury to one of cytokine-
mediated inflammation, sometimes culminating in causticin-
jury to the distal esophageal mucosa with mucosal erosion and
neutrophil-mediated inflammation, also opens the door to ex-
plaining other phenotypes of GERD that have emerged in re-
cent years. This is not a one-size-fits-all disease. Dunbar et al
studied a homogeneous population, 92% of whom were male
veterans with a hiatal hernia and a history of high-grade ero-
sive esophagitis. Realistically, this profile probably accounts
for between 1% to 5% of all patients with GERD. A substantial
fraction of patients with GERD will not have hiatal hernia and
at least half will never develop any degree of erosive esopha-
gitis, let alone high-grade esophagitis. In addition, among some
patients who have esophageal hypersensitivity or functional
heartburn, the esophageal epithelium is histologically normal.®

Another patient subgroup that has received attention re-
cently is those with predominantly eosinophilic inflammation
of the esophagus and a propensity to developing fibrostenotic
disease. These patients, often referred to as having proton pump
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Original Investigation | CARING FOR THE CRITICALLY ILL PATIENT

Prevalence of and Factors Related to Discordance About
Prognosis Between Physicians and Surrogate Decision Makers

of Critically lll Patients

Douglas B. White, MD, MAS; Natalie Ernecoff, MPH; Praewpannarai Buddadhumaruk, RN, MS;
Seoyeon Hong, PhD; Lisa Weissfeld, PhD; J. Randall Curtis, MD, MPH; John M. Luce, MD; Bernard Lo, MD

IMPORTANCE Misperceptions about prognosis by individuals making decisions for
incapacitated critically ill patients (surrogates) are common and often attributed to poor
comprehension of medical information.

OBJECTIVE To determine the prevalence of and factors related to physician-surrogate
discordance about prognosis in intensive care units (ICUs).

DESIGN, SETTING, AND PARTICIPANTS Mixed-methods study comprising quantitative surveys
and qualitative interviews conducted in 4 ICUs at a major US medical center involving
surrogate decision makers and physicians caring for patients at high risk of death from
January 4, 2005, to July 10, 2009.

MAIN OUTCOMES AND MEASURES Discordance about prognosis, defined as a difference
between a physician's and a surrogate’s prognostic estimates of at least 20%;
misunderstandings by surrogates (defined as any difference between a physician's prognostic
estimate and a surrogate’s best guess of that estimate); differences in belief (any difference
between a surrogate’s actual estimate and their best guess of the physician's estimate).

RESULTS Two hundred twenty-nine surrogate decision makers (median age, 47 [interquartile
range {IQR}, 35-56] years; 68% women) and 99 physicians were involved in the care of 174
critically ill patients (median age, 60 [IQR, 47-74] years; 44% women). Physician-surrogate
discordance about prognosis occurred in 122 of 229 instances (53%; 95% Cl, 46.8%-59.7%).
In 65 instances (28%), discordance was related to both misunderstandings by surrogates and
differences in belief about the patient's prognosis; 38 (17%) were related to
misunderstandings by surrogates only; 7 (3%) were related to differences in belief only; and
data were missing for 12. Seventy-five patients (43%) died. Surrogates’ prognostic estimates
were much more accurate than chance alone, but physicians’ prognostic estimates were
statistically significantly more accurate than surrogates' (C statistic, 0.83 vs 0.74; absolute
difference, 0.094; 95% Cl, 0.024-0.163; P = .008). Among 71 surrogates interviewed who
had beliefs about the prognosis that were more optimistic than that of the physician, the
most common reasons for optimism were a need to maintain hope to benefit the patient

(n = 34), a belief that the patient had unique strengths unknown to the physician (n = 24),
and religious belief (n = 19).

CONCLUSIONS AND RELEVANCE Among critically ill patients, discordant expectations about
prognosis were common between patients’ physicians and surrogate decision makers and
were related to misunderstandings by surrogates about physicians' assessments of patients’
prognoses and differences in beliefs about patients’ prognoses.

JAMA. 2016;315(19):2086-2094. doi:10.1001/jama.2016.5351
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Physician-Surrogate Discordance in Prognosis of Critically Ill Patients

n 2010, it was estimated that nearly half of US adults

near the end of life were unable to make decisions for

themselves about whether to accept life-prolonging
technologies.! Family members or other individuals are
asked to serve as surrogate decision makers for these often
difficult decisions. To effectively function in this role, surro-
gates require a clear understanding of the likely outcomes of
treatment. Numerous studies over the last 3 decades indi-
cate that surrogates of patients with advanced illness often
have optimistic expectations about prognosis.?** This is
problematic because optimistic expectations are associated
with more use of invasive treatments in dying patients
and delayed integration of palliative care.>” Clinicians cite
unrealistic expectations by surrogates as one of the most
important barriers to high-quality end-of-life care in seri-
ously ill patients.®

Although misperceptions about prognosis by surrogates
are well documented, an important barrier to progress is the
lack of a clear understanding of the causes of these misper-
ceptions. The conventional assumption is that surrogates’
inaccurate expectations arise from misunderstandings of
physicians’ assessments of prognosis.>° However, insights
from decision psychology suggest that other mechanisms
may plausibly influence individuals’ risk perceptions, such
as optimism biases and alternative value systems that lead
surrogates to have beliefs about prognosis that differ from
physicians’. Several small qualitative and simulation-based
studies among surrogates in intensive care units (ICUs) sug-
gest that such considerations may contribute to physician-
surrogate discordance about prognosis,”'°-!2 but these
hypotheses have not been empirically validated in surro-
gates making actual decisions for incapacitated patients.
Without clarity about factors that contribute to discordance,
it will be difficult to design interventions targeting the key
barriers to effective conversations about prognosis.

We therefore sought to quantitatively determine the preva-
lence of physician-surrogate discordance about prognosis and
to qualitatively understand reasons that surrogates some-
times hold beliefs about prognosis that differ from physi-
cians’ assessments.

Methods

We conducted a study combining quantitative measurement
of physicians’ and surrogates’ perceptions of prognosis with
qualitative interviews (“mixed methods”) to explore what fac-
tors were related to surrogates’ perceptions of patient prog-
nosis. We enrolled surrogate decision makers for incapaci-
tated patients at high risk of death in 4 ICUs at the University
of California, San Francisco Medical Center from January 4,
2005, to July 10, 2009. The ICUs included 2 medical-surgical
ICUs, a neurological ICU, and a cardiac ICU. Patients were eli-
gible if they were aged 18 years or older, lacked decision-
making capacity on day 5 of their ICU stay, had respiratory fail-
ure requiring mechanical ventilation, and had an Acute
Physiology and Chronic Health Evaluation (APACHE) II score
of 25 or higher, which predicts a roughly 40% risk of in-
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hospital mortality.!* Patients were excluded if they were await-
ing organ transplantation or if they lacked a surrogate deci-
sion maker.

After obtaining permission from patients’ attending
physicians, research staff approached the patients’ surro-
gates about study participation. If the responsibility for sur-
rogate decision making was shared between multiple indi-
viduals, we enrolled those who self-reported having a
significant amount of responsibility for decision making.
Thus, more than 1 surrogate per patient could be enrolled.
All participating surrogates and physicians provided written
informed consent; surrogates provided proxy written con-
sent for incapacitated patients. The institutional review
board approved all study procedures.

Study Procedures

On a patient’s fifth day of receiving mechanical ventilation,
physicians estimated the likelihood that the patient would
survive the hospitalization using a previously validated
question and a 0% to 100% scale: “What do you think are
the chances that the patient will survive this hospitalization
if the current plan of care stays the same?”1%-14:1> Within 1
hour, surrogates independently answered the same ques-
tion on the same 0% to 100% probability scale, blinded to
the physician’s response. The study did not mandate or
facilitate physician-surrogate conversations about prognosis
prior to asking these questions, but the near simultaneity of
measures minimized the possibility that changes in a
patient’s condition could contribute to differences in
physician-surrogate estimates. Surrogates were also asked
to record what they perceived to be the physician’s assess-
ment of prognosis with the question “If you had to guess,
what do you think the doctor thinks is the chance that your
loved one will survive this hospitalization if the current plan
of care stays the same?” A standard probability scale was
used to record participants’ prognostic estimates, with the
anchors comprising simple expressions of risk (“0% chance
of survival”; “100% chance of survival”) to minimize the
chance of response errors among study participants with
limited numeracy (Figure 1).!°® Race and ethnicity infor-
mation was collected by self-report from participants. The
eAppendix in the Supplement contains a description of
other covariates included in the questionnaire.

Semistructured Interviews

An interviewer blinded to physicians’ prognostic estimates
conducted one-on-one, semistructured interviews with sur-
rogates immediately after they completed the questionnaire.
The interviewer showed each participant his/her responses
to the 2 questions about prognosis (ie, “What do you think
are the chances that your loved one will survive ...?” and
“What do you think the doctor thinks are the chances that the
patient will survive ...?”). Next, the interviewer read the fol-
lowing standardized prompt: “Please take a moment to look
at your responses. I notice that what you think is the patient’s
prognosis [differs from/is the same as] what you think the
physician thinks is the prognosis. Can you tell me a little bit
about this?” The interviewer used techniques of cognitive
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Figure 1. Probability Scale Used to Record Study Participants’ Prognostic Estimates of Patients’ Survival to Hospital Discharge

and Example Responses
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Physicians (A) and surrogates (C) independently recorded their estimates of the
patient’s chances of survival to hospital discharge in response to the question
“What do you think are the chances that the patient/your loved one will survive
this hospitalization if the current plan of care stays the same?” Surrogates also
recorded their perceptions of the physician’'s prognostic estimate (B). Not all
surrogates and physicians reported that a conversation about prognosis had
occurred and therefore, some surrogates had no explicit prognostic information
from physicians on which to base their estimates. Physician-surrogate

discordance was defined as physician-surrogate differences of at least 20%
(difference between A and C). Differences of any magnitude between

the surrogate’s prognostic estimate (C) and the surrogate’s perceptions

of the physician's prognostic estimate (B) were classified as differences

in belief. Differences of any magnitude between the physician’'s prognostic
estimate (A) and the surrogate’s perceptions of the physician's prognostic
estimate (B) were classified as surrogate misunderstandings.

interviewing'® and standardized probes to pursue and clarify
emergent themes as they arose. The content of the semistruc-
tured interview was expanded over time to pursue and clarify
themes that emerged in prior interviews.19-2!

Quantitative Analyses

We defined physician-surrogate discordance about progno-
sis as at least a 20% difference between the physician’s and
surrogate’s prognostic estimates based on a modified time-
trade-off experiment in patients with serious illness in
which patients’ willingness to receive ongoing life support
declined substantially when their prognosis worsened by
20%.%? We categorized surrogates’ estimates as discordant
pessimistic (prognostic estimate at least 20% lower than
physician’s) or discordant optimistic (prognostic estimate at
least 20% higher than physician’s) Among cases with
physician-surrogate discordance about prognosis, we quan-
tified the proportion due to misunderstandings by surro-
gates (any difference between the physician’s prognostic
estimate and the surrogate’s best guess about that estimate)
and the proportion due to differences in belief (any differ-
ence between the surrogate’s prognostic estimate and their
best guess about the physician’s estimate) (Figure 1).

We reviewed the medical record to determine hospital
survival and compared the accuracy of physicians’ and sur-
rogates’ prognostic estimates by comparing the area under
the receiver operating characteristic curves generated using
mixed-effects regression models with patients nested
within surrogates within physicians, patient mortality as a
dependent variable, surrogate and physician survival esti-
mates as independent variables, and physician as a random
intercept (see the eAppendix in the Supplement for addi-
tional details).?* We used Stata version 14.0 (Stata Corp) for
all quantitative analyses and considered as statistically sig-
nificant a 2-sided a<.05.

JAMA May 17,2016 Volume 315, Number 19

We estimated that a sample size of 229 surrogates would
be required to detect a prevalence of physician-surrogate dis-
cordance of 50% (based on the prevalence observed in a prior
study in France®2%) with a confidence interval range (upper
to lower bound) of less than 15%, assuming statistical power
of 80% and a 2-sided a = .05.

Qualitative Analyses

A medical transcriptionist transcribed the audiorecorded in-
terviews verbatim. We used constant comparative methods to
inductively develop a framework to describe participants’ rea-
sons for the congruence or incongruence of their prognostic
estimates with what they believed to be the physician’s prog-
nostic estimates. Constant comparative methods are a gen-
eral method for inductively analyzing systematically gath-
ered qualitative data. The method is most useful when existing
conceptual frameworks for the topics under study are
inadequate.!®-2!

To develop the preliminary coding scheme, 4 investiga-
tors independently coded a subset of transcripts line by
line. As themes and concepts accumulated, we refined dis-
tinctions between concepts and grouped similar concepts
into conceptual categories. These categories were devel-
oped further by comparing transcripts. Through a series of
meetings, investigators arrived at consensus on the final
coding framework (see the eAppendix in the Supplement
for additional details).

Two investigators blinded to participants’ demographic
characteristics and each other’s work listened to the audio-
tapes, read the transcripts, and coded all interviews using
the final coding framework. The mean « statistic based on a
random sample of 20% of interviews was 0.86 (range, 0.71-
1.00), indicating excellent interrater reliability.?* All discrep-
ancies between coders were reviewed and resolved through
dialogue between the coders and the first author.
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To ensure coding validity,2®27 we used a multidisci-
plinary approach in developing the framework, which
reduced the chance that individual bias threatened the
validity of the findings, and we presented the preliminary
findings to a sample of study participants for confirmation
and/or modification, a process known as member checking.
There was strong support for the framework among partici-
pants and no new themes were raised during the process of
member checking.

. |
Results

Patient and Participant Characteristics

Of 222 eligible physician-patient dyads, 174 (79%) agreed to
participate; 20 (9%) attending physicians and 27 (12%) fami-
lies declined to participate. There were no important differ-
ences between enrolled and nonenrolled patients in demo-
graphic characteristics, admission diagnosis, or severity of
illness. Forty patients had more than 1 surrogate (median
number of surrogates, 1 [interquartile range {IQR}, 1-1; range,
1-5] per family). Restricting the analyses to 1 surrogate per
patient did not change the findings; therefore, we report data
from all surrogates.

Demographic characteristics of the patients, surrogate de-
cision makers, and physicians are shown in Table 1, Table 2,
and Table 3, respectively. The sample was diverse in terms of
sex, race, ethnicity, religious affiliation, and level of educa-
tion. At enrollment, patients had a median APACHE II score of
28 (IQR, 26-32) and 75 patients (43%) died in the hospital. The
median time between surrogate participation and patient death
was 7 days (IQR, 3-21 days). A conversation about prognosis
by day 5 of mechanical ventilation was reported by 183 surro-
gates (80%), 199 physicians (87%), and 213 (93%) of either.

Physician-Surrogate Discordance

Physician-surrogate discordance about prognosis occurred in
122 of 229 instances (53%; 95% CI, 46.8%-59.7%). Among the
229 surrogates participating in the study, 98 (43%) were more
optimistic than physicians and 24 (10%) were more pessimis-
tic. Sixty-five instances (28%) were related to a combination
of misunderstandings by surrogates and differences in belief
between the physician and surrogate about the patient’s prog-
nosis; 38 (17%) were related to misunderstanding only; 7 (3%)
were related to different beliefs; and data were missing for 12.

Accuracy of Physicians’ and Surrogates’ Prognostic Estimates
Surrogates’ estimates of prognosis were much more accurate
than random guessing, but physicians’ estimates were statis-
tically significantly more accurate than surrogates’ (C statis-
tic, 0.83 vs 0.74, respectively; absolute difference, 0.094; 95%
CI, 0.024-0.163; P = .008) (Figure 2).

Surrogates' Explanations for Optimism and Pessimism

Seventy-one of 156 surrogates who participated in the semi-
structured interview were more optimistic than physicians.
Three main themes emerged from the interviews about why
surrogates held beliefs about a patient’s prognosis that were
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Table 1. Patient Characteristics

Patients, No. (%)

Characteristics (n=174)°
Women 77 (44)
Age, median (IQR), y 60 (47-74)
Race and ethnicity

Non-Hispanic white 98 (56)

Asian or Pacific Islander 36 (21)

Hispanic 20 (11)

Non-Hispanic black 16 (9)

Multiethnic 4(2)
Admission diagnosis

Respiratory failure 48 (28)

Neurological failure 46 (26)

Cardiac failure or shock (including sepsis) 43 (25)

Gastrointestinal failure (including pancreatitis) 14 (8)

Hepatic failure 13 (7)

Metastatic cancer 7 (4)

Renal failure 3(2)
Enrolled surrogates per patient

1 134 (77)

2 28 (16)

3 10 (6)

4 1(0.5)

5 1(0.5)
APACHE Il score, median (IQR)®

Day 0 29 (27-32)

Day 5 28 (26-32)
Hospital mortality 75 (43)
Patients who died in the hospital (n = 75)

Death in ICU 67 (89)

Life support withdrawn 66 (88)

Duration of hospitalization, median (IQR), d 17.5 (9-28)

Duration of ICU stay, median (IQR), d 8 (4-19)

Time from study eligibility to death, median (IQR), d 9 (5-21)

Duration of mechanical ventilation, median (IQR), d 8 (4-18)

Abbreviations: ICU, intensive care unit; IQR, interquartile range.
2 Data are No. (%) of patients unless otherwise indicated.

®The Acute Physiology and Chronic Health Evaluation (APACHE) Il provides a
general measure of severity of disease. Scores range from O to 71, with higher
scores indicating higher severity.

more optimistic than what they perceived to be the physi-
cian’s prognostic estimate (Table 4). First, some surrogates
(n = 34) believed that maintaining optimism would improve
the patient’s outcomes or protect themselves from emo-
tional distress. One surrogate said “I really believe in good
vibrations .... So I think if we put everything that is in our
power to have good vibrations ... we might be able to help
him with that.” Another surrogate explained “I’m told to
always think positive and so I’'m kinda trying to make
myself feel better.”

Second, some surrogates (n = 24) expressed a belief that
the patient has unique strengths unknown to the physician.
For example, one surrogate of a 63-year-old man in respira-
tory failure explained “I know him personally. The doctors
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Table 2. Surrogate Decision Maker Characteristics

Surrogates, No. (%)

Characteristics (n=229)°
Women 156 (68)
Age, median (IQR), y 47 (35-56)
Race and ethnicity
Non-Hispanic white 130 (57)
Asian or Pacific Islander 37 (16)
Hispanic 33 (14.5)
Non-Hispanic black 22 (10)
Native American 1(0.5)
Multiethnic 4(2)
Declined response 2(1)

Relationship to patient

Child 86 (38)
Spouse or partner 57 (25)
Other relative 29 (13)
Parent 24 (10)
Sibling 24 (10)
Other 9(4)
Level of education
Some high school or less 15 (6.5)
High school graduate or GED 44 (19)
Some college or technical school 77 (34)
4-y college graduate 46 (20)
Graduate or professional school 46 (20)
or graduate degree
Declined response 1 (0.5)
Primary language
English 185 (81)
Spanish 17 (7.5)
Chinese (Mandarin or Cantonese) 10 (4)
Tagalog 8 (3.5)
Abbreviations: ICU, intensive care
Other 94 unit; IQR, interquartile range.
Religious preference @ Data are No. (%) of surrogates
Catholic 75 (33) unless otherwise indicated.
None, agnostic, or atheist 46 (20) b Characterized using the Brief
pe— 44 (19 Multidimensional Measure of
rotestan (19) Religiousness or Spirituality (1 = not
Other Christian 33(14) atallimportant; 2 = not too
Other 12 (5) important; 3 = fairly important;
Sl le 4 = very important).
eclined response
b ® € Measured using the Short Test of
Importance o_f rl?ligion or spiritual beliefs Functional Health Literacy in Adults.
in everyday life Scores range from O to 36, with
Very important 101 (44) higher scores indicating higher
Fairly important 56 (25) health literacy.
a4 .
Not too important 37 (16) Measured usm.g the Wake Forest
- Scales Measuring Trust. Scores
Not at all important 16 (7) range from 1to 25, with higher
Declined response 19 (8) scores indicating more trust.
Health literacy score, median (IQR)* 35 (34-36) ©Measured using the 17-item Scale
for Clinician-Family Communication
. L . q )
Trust in physicians score, median (IQR) 19 (18-21) in ICUs. Scores range from O to 10,
Perceived quality of communication score, with higher scores indicating better
median (IQR)¢ communication.
General communication 9.2 (8-9.8) f Assessed using the Patient Health
Communication about end-of-life care 5.9 (3.3-7.6) Questionnaire 2. Scores range from
Depression screening score, mean (SD)* 3.4(1.7) 0106, with hlgher scores mdlcatmg
more potential for depression.
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Table 3. Physician Characteristics

Physicians, No. (%)

Characteristics (n=96)
Women 36 (37.5)
Age, median (IQR), y 40 (35-48)
Race
Non-Hispanic white 63 (66)
Asian or Pacific Islander 25 (26)
Hispanic 4(4)
Non-Hispanic black 1(1)
Multiethnic 2(2)
Declined response 1(1)
Religious preference
None, agnostic, or atheist 31 (32)
Christian 22 (23)
Jewish 19 (20)
Other 9(9)
Declined response 15 (16)
Importance of religion or spiritual beliefs
in everyday life”
Very important 11 (11)
Fairly important 17 (18)
Not too important 38 (40)
Not at all important 27 (28)
Declined response 3(3)
Staff position
Attending physician 93 (97)
Resident or fellow 3(03)
Medical specialty
Internal medicine (includes cardiology, 55 (57)
hepatology, and liver transplantation)
Surgery (including oral/maxillofacial, 21 (22)
neurosurgery, and orthopedic)
Neurology 15 (16)
Anesthesia 4(4)
Other 2(2)
Years in practice, median (IQR) 8.5 (4.75-14)
Self-assessed skill in discussing prognosis, 8 (7-9)

median (IQR)©

Abbreviation: IQR, interquartile range.

2 Data are No. (%) of physicians unless otherwise indicated. Three physicians
did not complete the demographic information questionnaire.

b Characterized using the Brief Multidimensional Measure of Religiousness or
Spirituality (1 = not at allimportant; 2 = not too important; 3 = fairly
important; 4 = very important).

€ Measured on a O- to 10-point Likert scale, with higher scores indicating being
more skilled.

don’t know him personally, don’t know his will to live and his
will power and how strong he is and his family history.”

Third, some surrogates (n = 19) explained that their opti-
mism was grounded in their religious beliefs. For example,
one surrogate said “I really believe whether someone can live
or not is up to God. If God wants someone to heal, even
though the doctor thinks it’s impossible, I think someone
can recover.”

Surrogates cited several reasons for holding a more pes-
simistic belief about a patient’s prognosis than what they un-
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Figure 2. Receiver Operating Characteristic Curves for Accuracy
of Prognostic Estimates of Patient Survival to Hospital Discharge
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On the patient’s fifth day of mechanical ventilation, surrogates and physicians
independently estimated the probability that the patient would survive the
hospitalization (on a 0%-100% scale). Receiver operating characteristic curves
were generated using mixed-effects regression models with patients nested
within surrogates within physicians, patient mortality as a dependent variable,
surrogate and physician survival estimates as independent variables, and
physician as a random intercept (see eAppendix in the Supplement for
additional details). The dotted diagonal line represents no predictive power. The
prognostic accuracy of physicians was superior to that of surrogates (P = .008).

derstood to be the physician’s estimate (Table 4). The most
common reason was a belief that the physician was intrinsi-
cally optimistic. A second reason was the physician’s lack of
knowledge of the patient’s unique attributes that negatively
affected their prognosis, such as the patient’s weak physical
baseline or loss of will to live. Additional reasons included a
belief that the physician’s judgment was clouded by emo-
tional investment in the patient and that the surrogate needed
to be pessimistic to brace or prepare themselves for the pos-
sibility of the patient’s death.

|
Discussion

Among a diverse cohort of critically ill patients at high risk of
death, we found a high prevalence of physician-surrogate dis-
cordance about prognosis. The discordance was associated with
both misunderstandings by surrogates of physicians’ assess-
ment of prognosis and by surrogates holding different beliefs
about a patient’s prognosis compared with what they per-
ceived to be the physician’s assessment of prognosis. The find-
ings suggest that interventions are needed not only to im-
prove the comprehensibility of prognostic information but also
to attend to the emotional and psychological factors that in-
fluence surrogates’ prognostic expectations.

Four empirical studies have addressed reasons for physi-
cian-surrogate discordance about prognosis in ICUs!©12:28
(eAppendix in the Supplement). Two small studies using hy-
pothetical vignettes found that surrogates’ misperceptions

JAMA May 17,2016 Volume 315, Number 19

Copyright 2016 American Medical Association. All rights reserved.

Downloaded From: http://jama.jamanetwork.com/ by Imperial College London, John Vogel on 05/18/2016

2091


http://jama.jamanetwork.com/article.aspx?doi=10.1001/jama.2016.5351&utm_campaign=articlePDF%26utm_medium=articlePDFlink%26utm_source=articlePDF%26utm_content=jama.2016.5351
http://jama.jamanetwork.com/article.aspx?doi=10.1001/jama.2016.5351&utm_campaign=articlePDF%26utm_medium=articlePDFlink%26utm_source=articlePDF%26utm_content=jama.2016.5351
http://www.jama.com/?utm_campaign=articlePDF%26utm_medium=articlePDFlink%26utm_source=articlePDF%26utm_content=jama.2016.5351

Research Original Investigation

Physician-Surrogate Discordance in Prognosis of Critically Ill Patients

Table 4. Reasons for Overly Optimistic or Overly Pessimistic Prognostic Estimates by Surrogates

Reason

Exemplar

Overly optimistic expectations

Surrogate believes the patient has unique strengths
unknown to the physician

Surrogate has a need to maintain hope for their

“| feel that my brother’s a fighter and I know him more than what the doctor do. And when you don’t
know a person, it's pretty much, ‘This is what | read in a book.” And I'm not reading from no book.

I'm reading from experience. | think | know my brother a little bit better.”

“] don’t think they know her ... these people, | think they’ve just met her for the first time. And | think
they have to be as honest as they can with what information that they have. It's hard for them to know
how well she can respond, unless you've actually been with her through other illnesses. We can just
guess all we want, but from her response to her illnesses before, she’s been OK.”

“It goes off of purely me trying to have a positive outlook. | almost feel like if | circle 50%, then it may

2092

own benefit or for the patient’s benefit

Optimism grounded in religious beliefs
what God can do.”

come true. If I circle 50%, then I'm not putting all my positive energy towards my dad.”
“| believe the doctor would only believe what he can do for my son. But | believe what he can do and

“Probably would be the feeling of our association with God and the fact that we believe in prayer. We

believe in miracles.”

Surrogate believes the physician is dispositionally
pessimistic

“Just in my dealings with physicians, in the last 10 years or so, | would say | don’t see a lot of optimism
any more in the medical professions, in general. They’re not very overt in the way that they present it.

They're very guarded in their emotions.”
“Maybe they've seen more people die than | have ... well, | just know that when you are around
something a lot more, you become desensitized to it as a result. So that’s really what | mean by being a

little less invested.”
Overly pessimistic expectations

Surrogate has a need to be pessimistic for his/her
own benefit

“Maybe I'm just trying to protect myself. I'm trying to stay at that baseline, so that I'm not completely
surprised if it doesn’t go well. So I'm trying not to get too excited or ... optimistic about anything,

because | don’t have the information.”

“I think if I estimate less and he’ll survive, it will be even better than to estimate more and then to be
disappointed ... It's better to have worse expectation now. If he survives, then it will be even better ... so
we will be very happy. If otherwise, we will think that he will survive ... and then it will be the opposite,
so we will be very upset. So, it's better to think this way, for me.”

Surrogate believes the patient has weaknesses

unknown to the physician left in him.”

“I guess my difference is, | don’t know if [he] wants it, my brother. | don’t know how much fight he’s got

“He’s [the physician] more optimistic than | am because he’s not fully aware of her medical problems
from throughout the years, the last dozen years or so and | am ... so, they're being a little more
optimistic about it, right now, than | am. Only because | know her better.”

Surrogate believes the physician is dispositionally
optimistic

“I think that doctors, and particularly certain types of doctors, can tend to be a little overoptimistic.
Say, for example, surgeons, they don’t emphasize the possible down sides and risks of a procedure.”

“For being a doctor, | think you have to be optimistic. If the doctor is not optimistic, then what are the
family members gonna think about him? They’re doing this job to save the patient.”

about prognosis arose in part from optimistic biases rather than
only from misunderstandings.!°-'2 Two studies using in-
depth interviews of small numbers of surrogates found that
surrogates’ religious beliefs, a need to maintain hope, and skep-
ticism about physicians’ prognostic accuracy contributed to
differences in beliefs about prognosis between physicians and
surrogates.!*?® The limitations of these studies are that they
involved small sample sizes and hypothetical cases and did not
simultaneously provide quantitative estimates of mispercep-
tions about prognosis and qualitative insights about the fac-
tors that contributed to those misperceptions. The present
study overcomes these limitations to demonstrate that in ac-
tual cases in ICUs, both misunderstandings by surrogates of
physicians’ prognostications as well as differences in belief
about patients’ prognoses contribute to physician-surrogate
discordance about prognosis.

The pattern of our findings fits with insights from social
psychology about biases in individuals’ risk perceptions. One
such insight, termed the better-than-average effect, refers to
the tendency of individuals to rate themselves as likely to have
better outcomes than most others.?° Our results may in part
be explained by a similar phenomenon. If so, our findings sug-
gest that this bias is not limited to individuals predicting their
own outcomes but also extends to individuals predicting out-
comes of their loved ones.

A noteworthy finding from our semistructured inter-
views is that some surrogates intentionally held overly opti-

JAMA May 17,2016 Volume 315, Number 19

mistic prognostic estimates with the hope that doing so would
improve the patient’s outcome. This phenomenon has previ-
ously been described as performative optimism, which is the
belief that by thinking optimistic thoughts, an individual may
influence their (or others’) likelihood of experiencing a posi-
tive outcome. Sulmasy et al>° found that 36 of 45 research par-
ticipants explained their optimistic expectations regarding
phase 1trial participation in terms of believing that maintain-
ing an optimistic attitude would improve their outcomes.

Should clinicians and policy makers be concerned that a
large proportion of surrogates in ICUs hold overly optimistic
expectations about prognosis? In one view, it is encouraging
that the accuracy of surrogates’ prognostic estimates was
substantially better than chance alone and comparable with
the accuracy of many accepted clinical risk prediction mod-
els. However, surrogates’ expectations differed substantially
from physicians’, and physicians’ predictions were statisti-
cally significantly more accurate. This finding raises concerns
that one of the fundamental assumptions of shared decision
making—agreement between parties about the likely out-
comes of treatment—is often not achieved.*

Another concern is that the prevalent optimism among
surrogates may lead to overuse of expensive, life-prolonging
treatments in dying patients and underuse of palliative treat-
ments. This concern is supported by a series of studies indi-
cating that individuals’ willingness to undergo intensive
treatment near the end of life is strongly influenced by the
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likely outcomes. For example, among a cohort of seriously ill
outpatients, Fried et al*>? found that as the likelihood of suc-
cessful treatment declined, so too did individuals’ willing-
ness to undergo intensive treatment. Among a cohort of
patients with advanced dementia, Mitchell et al® found that
patients with surrogates who had accurate expectations of
the patients’ prognoses were less likely to receive invasive
treatments near the end of life. Among parents of children
with incurable cancer, Wolfe et al® found that parents with
accurate expectations about incurability of the cancer
focused treatment more on lessening discomfort and inte-
grating palliative care compared with those who had delayed
recognition of the child’s poor prognosis.

There are at least 2 clinical implications of our findings.
First, given the high rates of discordance about prognosis, cli-
nicians communicating with surrogates of patients with ad-
vanced critical illness should routinely check in with surro-
gates about their perceptions of prognosis prior to engaging
in decision making about goals of care. Second, when clini-
cians recognize that surrogates’ expectations about progno-
sis diverge from their own, they should explore the possibil-
ity that causes other than misunderstanding may be
contributing, such as a belief that the patient is stronger than
average, a belief that expressing optimism will improve the pa-
tient’s outcome, or a belief that religious rather than biomedi-
cal considerations will determine the patient’s outcome. This
is important because interventions to reconcile discordance
about prognosis may differ for misunderstandings compared
with differences in belief. Our findings raise the possibility that
standard informational interventions such as decision aids may
be insufficient because they do not attend to the emotional and
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psychological sources of optimism that influence surrogates’
prognostic expectations.

This study has several strengths. First, we used a mixed-
methods approach, which allowed for both quantification of
discordance and qualitative exploration of the reasons be-
hind surrogates’ beliefs. We validated our qualitative find-
ings through a process of member checking in which we re-
turned the results to research participants for their review and
comment. The study was conducted in a large and diverse co-
hort. Additionally, we interviewed actual surrogates facing ac-
tual decisions rather than using simulation, which estab-
lished the clinical relevance of our findings.

This study also has several limitations. Although we re-
cruited a diverse cohort, our sample was limited to one re-
gion of the country, which may not account for some geo-
graphic or cultural factors. An inherent limitation of using
interviews to understand what influences individuals is that
it only allows for identification of beliefs of which individuals
have conscious awareness and are willing to express, and we
cannot exclude that processes surrogates were not conscious
of or were unwilling to discuss may also have contributed.

. |
Conclusions

Among critically ill patients receiving care in ICUs, discor-
dant expectations about prognosis were common between pa-
tients’ physicians and surrogate decision makers and were re-
lated to both misunderstandings by surrogates about
physicians’ assessments of patients’ prognoses and differ-
ences in beliefs about patients’ prognoses.
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