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Abstract

Context: Goals-of-care discussions are associated with improved end-of-life care for patients and
therefore may be used as a process measure in quality improvement, research, and reimbursement
programs.

Objectives: To examine three methods to assess occurrence of a goals-of-care discussion -
patient report, clinician report, and documentation in the electronic health record (EHR) - at a
clinic visit for seriously ill patients and determine whether each method is associated with patient-
reported receipt of goal-concordant care.

Methods: Secondary analysis of a multi-center cluster-randomized trial, with 494 patients and
124 clinicians caring for them. Self-reported surveys collected from patients and clinicians two
weeks after a clinic visit assessed occurrence of a goals-of-care discussion. Documentation of a
goals-of-care discussion was abstracted from the EHR. Patient-reported receipt of goal-concordant
care was assessed by survey two weeks after the visit.

Results: 52% of patients reported occurrence of a goals-of-care discussion at the clinic visit;
clinicians reported occurrence of a discussion at 66% of visits. EHR documentation occurred in
42% of visits (p<0.001 for each compared with other two). Patients who reported occurrence of a
goals-of-care discussion at the visit were more likely to report receipt of goal-concordant care than
patients who reported no discussion (p 0.441, 95% CI 0.190-0.692; p=0.001). Neither occurrence
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of a discussion by clinician report nor by EHR documentation was associated with goal-
concordant care.

Conclusion: Different approaches to assess goals-of-care discussions give differing results and
yet each may have advantages. Patient report is most likely to correlate with patient-reported
receipt of goal-concordant care.
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INTRODUCTION

Goals-of-care discussions are associated with improved end-of-life care for patients as well
as lower risk of depression and anxiety in surviving family members [1-3]. As such, the
occurrence of goals-of-care discussions may be an important metric for use in quality
improvement initiatives, research, and reimbursement programs [4-8]. The Centers of
Medicare and Medicaid Services (CMS) began reimbursement for advance care planning
and goals-of-care discussions on January 15t 2016 [9].

The occurrence of a goals-of-care discussion may be determined in a number of ways: 1)
through expert review of audiotaped discussions or direct observation; 2) from patient
report; 3) from clinician report; or 4) from documentation in the electronic health record
(EHR). Although direct observation or review of audiotaped discussions may provide the
most precise evaluations, these are also the most complex, expensive, and time-consuming
methods [10]. Prior studies that have demonstrated the value of goals-of-care discussions on
improved patient and family outcomes have primarily relied on patient report [2—-3] or direct
observation by study investigators [1] to assess the occurrence of goals-of-care discussions.
However, the use of clinician reports or EHR documentation is also possible, with ease of
data collection from the EHR making this an attractive option.

Little is known about how these three approaches compare to each other, and prior studies
suggest important differences between clinician and patient reports of communication about
prognosis, treatment discussions, and care preferences [11-14]. In addition, patient reports
and EHR documentation of goals-of-care discussions in hospitalized patients have been
found to differ [15]. An understanding of differences in these methods and their association
with patient-centered outcomes [8] may help guide the choice of measures in future
intervention programs.

This study compares three measures of the occurrence of a goals-of-care discussion during a
clinic visit for seriously ill patients who had participated in a randomized trial of the
Jumpstart-Tips communication intervention [16-18]. We then investigate the association of
each method of assessment with patient-reported receipt of goal-concordant care. We also
examine factors associated with disagreement of clinician reports with patient reports and
EHR documentation. We assess patient demographics (age, gender, race/ethnicity,
education), patient illness characteristics (Charlson comorbidity score, self-perceived health
status), clinician demographics (age, gender, primary vs. specialty care), and occurrence of
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prior discussions as predictors of patient-clinician disagreement. We hypothesize patient-
clinician disagreement will be more likely in the absence of prior discussions, among male
clinicians [19], among racial/ethnic minority patients [20], among patients with lower
education level [21], and among sicker patients as indicated by Charlson score and self-
perceived health status. We did not pre-specify a directional hypothesis for the remaining
predictors. We hypothesize EHR-clinician disagreement will be more likely in situations
where clinicians may feel less compelled to document discussions: when goals-of-care
discussions occurred at prior visits, with patients who previously completed advance care
planning documentation, with patients who have not been recently hospitalized, and when
clinicians perceive patient goals align with default medical care (e.g. extending life). We also
examine whether clinician age predicts clinician-EHR disagreement but did not pre-specify
a direction.

METHODS
Study Design

We conducted a secondary analysis of a multi-center cluster-randomized trial of a patient-
specific pre-conversation communication-priming intervention (Jumpstart Tips) [16]. The
intervention targeted patients with serious illness and their clinicians and was designed to
increase goals-of-care discussions compared to usual care in the outpatient setting.
Clinicians were randomized to usual care or intervention, and patient assignment was based
on the clinician’s assignment. Institutional review boards at all sites approved the study, and
all participants provided written informed consent. Additional details of the randomized trial
have been previously published [16-18].

Population and Setting

Eligible clinicians were physicians or nurse practitioners providing primary or specialty care
to five or more eligible patients in their patient panel. Clinicians from two large health
systems in the Pacific Northwest were initially contacted by mail or email and then recruited
by phone and in-person between February 2014 and November 2015.

Eligible patients were 18 years of age or older, had two or more clinic visits with the eligible
clinician within the prior 18 months, and had one or more qualifying conditions. Qualifying
conditions were chosen to identify a group of patients with median survival of
approximately 2 years and included: (1) metastatic cancer or inoperable lung cancer; (2)
COPD with FEV1 <35% predicted or oxygen dependence, restrictive lung disease with TLC
<50% predicted, or cystic fibrosis with FEV1 <30% predicted; (3) New York Heart
Association Class I11 or 1V heart failure, pulmonary arterial hypertension with six minute
walk distance of <250 meters, LVAD, or ICD implant; (4) Child’s Class C cirrhosis or
MELD score >17.5; (5) dialysis-dependent renal failure and diabetes; (6) age 75 years or
older and at least one life-limiting chronic illness; (7) age 90 years or older; (8)
hospitalization in the prior 18 months with a life-limiting chronic illness; and (9) Charlson
comorbidity score of 6 or higher [22-26]. Life-limiting chronic illnesses were defined as any
of the qualifying conditions listed above but that were not severe enough to be eligible
outright. Using clinic schedules and EHRs, study coordinators identified consecutive eligible
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patients for each participating clinician. Patients were recruited initially by mail and then
enrolled in person or by mail between March 2014 and May 2016.

Data Collection

Data were derived from patient and clinician questionnaires completed at enrollment and
following an index clinic visit, and from the EHR record of the visit. Questionnaires were
distributed to clinicians and patients within two weeks after the visit. For participants in the
intervention arm, the index visit included the Jumpstart Tips intervention.

Determination of Discussion Variables

Patients assessed the occurrence of a goals-of-care discussion at the index visit with the
question: “Did you discuss with this doctor, the kind of medical care you would want if you
were too sick to speak for yourself”. Response options were “yes”, “no”, and “l don’t
know”. We coded patient-reported occurrence of a discussion as a dichotomous variable:
occurrence = “yes” and non-occurrence = “no” or “I don’t know”. This question was
previously validated [27-30]. To help ensure the patient answered the survey questions in
reference to the index clinic visit, the specific date of the clinic visit and clinician’s name

were listed at the top of the survey.

Clinicians independently assessed the occurrence of a discussion by responding to the
following question: “During this visit, did you talk with this patient about...”. Response
options were “his/her goals of care”, “his/her preferences for end-of-life care”, and “neither
of these was addressed”. If they endorsed “neither of these was addressed”, they were able to
identify reasons for not having a discussion (i.e., “no time during the appointment”, “topics
were addressed previously”, “not appropriate for this patient”, and “other”). We coded
clinician-reported occurrence of a discussion as a dichotomous variable: occurrence = “goals
of care” and/or “preferences for end-of-life care” and nonoccurrence = “neither”. This
question was previously validated [27-30].

EHR documentation of a goals-of-care discussion was assessed through manual review of
clinic notes from the visit. We defined EHR documentation of a discussion as a dichotomous
variable with documentation classified as the presence of any of the following in the
clinician’s note: prognosis discussion, advance care planning (ACP) discussion or Advance
Directive (AD) completion, Physician Order for Life-Sustaining Treatment (POLST) form
discussion or completion, discussion of palliative care, referral to palliative care, discussion
of hospice, or referral to hospice. Abstractors were trained to identify evidence of a
discussion in the clinic notes. To facilitate this, the protocol provided abstractors with
specific examples of the types of phrases we considered as evidence of a discussion. For
prognosis discussion, and example from the protocol was: “patient asked about chances of
recovery and we had a long talk about his prognosis and what the future holds”. For ACP
discussion or AD completion, an example from the protocol was: “patient and wife brought
in Living Will today and we discussed patient preference if his illness should progress”. We
conducted blinded co-reviews for 10% of records and found 95% agreement for all
abstracted elements.
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To investigate predictors of disagreement between assessment methods, we focused on the
two most common and most clinically important types of disagreement: 1) clinicians
reporting a discussion when the patient reported no discussion; and 2) clinicians reporting a
discussion when no discussion was documented in the EHR. We computed two dichotomous
outcomes: clinician-patient disagreement (1 = patient reported no discussion but clinician
reported a discussion; 0 = both patient and clinician reported a discussion) and clinician-
EHR disagreement (1 = no documentation in EHR but clinician reported a discussion; 0 =
evidence of a discussion in both the clinician’s report and the EHR).

We also examined whether occurrence of a discussion — by each of the three methods — was
associated with patient-reported receipt of goal-concordant care [8,10]. We assessed patient-
reported receipt of goal-concordant care using two survey items from the SUPPORT study
[31-32]. The first item asked patients about their goals: “If you had to make a choice at this
time, would you prefer a plan of medical care that focuses on extending life as much as
possible, even if it means having more pain and discomfort, or would you want a plan of
medical care that focuses on relieving pain and discomfort as much as possible, even if that
means not living as long?”. The second item asked patients, “Using those same categories,
which of the following best describes the focus of the medical care you are currently
receiving?” For both questions, patients could choose one of the two options or “I don’t
know / not sure”. We defined patient-reported receipt of goal-concordant care as a
dichotomous variable with concordance classified as matching patient goal with perception
of current care plan. Patients who indicated “I don’t know / not sure” for either question
were coded as not receiving goal-concordant care. Although many patients may value both
life-extension and comfort, the “forced choice” structure helps identify a patient’s top
priority [33-34].

For analyses of predictors of disagreement between the measurement methods, we selected
predictors a priori. Patient and/or clinician factors were explored as predictors of patient
report of no discussion that was in contrast to the clinician’s report of having had a
discussion; patient, clinician, and EHR factors were explored as reasons for absent
documentation in the EHR when a clinician reported the occurrence of a discussion. Patient
variables from enrollment questionnaires included: 1) age; 2) gender; 3) race/ethnicity; 4)
education; 5) self-assessed health status; and 6) patient-reported occurrence of goals-of-care
discussions prior to study enrollment. Variables obtained from the EHR included: 1)
Charlson comorbidity score; 2) presence of a POLST, living will, or healthcare directive in
the EHR prior to the index visit; and 3) hospitalization in 18 months prior to study
enrollment. Clinician variables from screening and enrollment questionnaires included: 1)
age; 2) gender; and 3) practice (specialty vs. primary care).

In analyses assessing the association of a goals-of-care discussion with receipt of goal-
concordant care, each method of measurement — patient report, clinician report, EHR
documentation — was used as a predictor variable.
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We included covariate adjustment for any variable whose addition to a bivariate model
changed the beta coefficient for the predictor of interest by 10% or more [35-37]. The
clinician’s randomization group in the RCT was tested for confounding in all analytic
models. For the models examining the associations between occurrence of a discussion and
goal-concordant care, we also tested the following demographic variables for confounding:
clinician age, gender, race, and practice; patient age, gender, race, marital/partner status,
education, income, Charlson comorbidity score, self-perceived health status, advanced
cancer diagnosis, depression, and hospitalization in 18 months prior to enrollment.

Statistical Methods

RESULTS

To assess differences in the proportion of participants with goals-of-care discussions,
measured in the three different ways, we used unclustered paired difference-of-means tests.
The remaining analyses were based on probit regression models, estimated with weighted
least squares with mean and variance adjustment (WLSMV), and with patients clustered
under clinicians. Initial models separately regressed each outcome on each predictor. In a
final evaluation of predictors of clinician-patient disagreement, all predictors with p<0.20 in
the initial bivariate models were included in a multi-predictor model. For all analyses we
accepted a 2-sided p<0.05 as evidence of statistical significance. We used IBM SPSS
Version 19 for descriptive statistics and difference-of-means tests and Mplus Version 8 for
regression models.

A total of 124 clinicians had at least one patient with an index visit. Clinicians’ average age
was 45.5 years and a slight majority were women (53.2%). Most clinicians were non-
Hispanic and white (76.6%; Table 1).

A total of 494 patients had an index visit. Their average age was 75.6 years and a slight
majority were men (52.4%). Most patients were non-Hispanic and white (79.1%), and 45%
reported poor-to-fair health status at the time of enroliment. The most common qualifying
condition was advanced cancer (18.2%; Table 1).

Occurrence of a Goals-of-Care Discussion

Complete questionnaire and EHR data were available for 356 index clinic visits. Fifty-two
percent of patients reported the occurrence of a goals-of-care discussion (186 reported “yes”,
159 reported “no”, and 11 answered “I don’t know”); whereas clinicians reported the
discussions at 66% of the visits, and the EHR documented these discussions at 42% of the
visits (Figure). Each of these three assessments of whether a discussion occurred was
significantly different than the other two (p<0.001). The most common reasons clinicians
gave for not having a goals-of-care discussion are detailed in Table 1.

Patients and clinicians disagreed as to whether a goals-of-care discussion occurred at 33% of
visits. Twenty-seven percent of clinician reports and 26% of patient reports did not agree
with EHR documentation of whether a discussion had occurred (Figure).
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Predictors of Disagreement between Measurement Methods

Among the 236 visits at which the clinician reported occurrence of a goals-of-care
discussion, 35.0% of patients did not agree that a discussion occurred at that visit. Three
factors were significantly associated with this disagreement in a multi-predictor model
(Table 2): 1) higher Charlson comorbidity score (p 0.117, 95% CI 0.040, 0.194; p=0.003); 2)
patient report that no goals-of-care discussions had occurred with the clinician prior to study
enrollment (B 0.444, 95% CI 0.041, 0.848; p=0.031); and 3) patients cared for by specialist,
as opposed to primary care clinicians (f 0.358, 95% CI 0.006, 0.710; p=0.046).

Among the 236 visits at which the clinician reported occurrence of a goals-of-care
discussion, 38.5% of the notes from those visits had no documentation of a discussion. None
of the factors examined were associated with lack of EHR documentation (Table 2).

Association of Occurrence of a Goals-of-Care Discussion with Patient-Reported Goal-
Concordant Care

Among the 371 patients who answered the questions assessing goal-concordant care, 180
(48.5%) reported receipt of goal-concordant care. Patients who reported occurrence of a
goals-of-care discussion at the index visit were significantly more likely to report receipt of
goal-concordant care than patients who reported no discussion at the index visit (B 0.441,
95% CI 0.190, 0.692; p=0.001; Table 3). However, neither clinician reports nor EHR
documentation of goals-of-care discussions was significantly associated with patients’
reports of goal-concordant care.

DISCUSSION

This study of older adults with serious illness is the first to compare these three methods of
assessing the occurrence of goals-of-care discussions. We found discordance between
patient- and clinician-report to be common, occurring in a third of visits. In addition, we
found documentation of goals-of-care discussions in the EHR was often absent when either
the clinician or patient reported the occurrence of a discussion. Although each of these
methods may provide valuable information, we found that the occurrence of a goals-of-care
discussion was associated with patient-reported receipt of goal-concordant care only when
the patient reported such a discussion occurred, suggesting patient report may be most
strongly associated with this patient-centered outcome. Although measurement using the
EHR is a less burdensome method for assessing the occurrence of goals-of-care discussions,
our study suggests that EHR documentation alone is not associated with patient reports of
goal-concordant care and therefore may not predict other patient-centered outcomes.

Our finding of frequent discordance between patient and clinician reports of goals-of-care
discussions suggests patient-clinician pairs may not have a shared understanding of what
constitutes such discussion. Shared perspective is especially important to ensure patients
receive care that is aligned with their goals and preferences near the end of life, a time when
patients’ goals may diverge from those achieved by default medical care [31-32]. A shared
understanding of goals-of-care, and how they are discussed in the context of an outpatient
visit with the patient’s clinician, is likely a key initial step in the process of advance care
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planning; a lack of shared perspective may undermine the informed and shared decision-
making required for successful end-of-life care [38-39]. Our findings are consistent with
prior paired patient-clinician survey designs that examine quality of communication and
have found considerable discordance between patients and clinicians in other aspects of end-
of-life care including prognosis communication [13] and occurrence of discussions about
advance directives [14]. Paired studies have also shown clinicians are commonly unaware of
or misunderstand patients’ specific end-of-life care preferences including preference for
CPR, symptom management, and location of death [12,14]. In the absence of shared
understanding, prior studies have demonstrated adverse end-of-life outcomes, such as fewer
DNR orders, delayed DNR orders, increased receipt of cardiopulmonary resuscitation
(CPR), and higher hospital resource use among patients who preferred to forgo CPR [11-
12].

Given the importance of shared perceptions, we sought to better understand differences
between patient and clinician reports by focusing on predictors of patient disagreement
when a clinician reported occurrence of a discussion. This scenario was common, occurring
in over a third of the visits in which clinicians reported a discussion. First, we found that
patients’ disagreement with clinicians’ reports of discussions were more likely when the
patient reported no prior discussions with his/her clinician. It is possible that patients
without prior discussions in which goals-of-care were introduced, defined, and considered
may have had a more difficult time understanding and integrating what may be a novel and
emotionally challenging subject. Some of the disagreement could also relate to inadequate
communication skills among clinicians [4]. Second, we found more disagreement when the
purported discussions occurred with specialists rather than primary care clinicians. Specialist
and primary care physicians rate similarly the importance of goals-of-care discussions and
report communication with older patients about goals-of-care at similar frequencies [40],
suggesting the differences we observed may not be due to differential priority placed on
these discussions. Our findings may be a product of differences in time spent and emphasis
placed on goals-of-care discussions, or of the typically longer relationships between patients
and primary care clinicians, creating a relationship which may add clarity to discussions.
Third, we found patients with higher Charlson comorbidity scores were more likely to not
report a discussion even though their clinicians did. Sicker patients may be less able to
participate or less able to recall discussions with a particular clinician, especially if they
receive care from a number of providers. Clinicians caring for patients with these features
could consider being more explicit about goals-of-care discussions and “refreshers” over
time to improve patient understanding and recall.

The EHR is an important tool for conveying a patient’s goals and care preferences to
providers across the spectrum of medical care [41]. Yet we found no documentation of
goals-of-care discussions for nearly forty percent of the visits for which clinicians reported
occurrence of discussions on their after-visit questionnaires. We did not identify any
clinician or patient characteristics associated with clinician-EHR disagreement. In this study,
there was no standardized, centralized location in the EHR to document goals-of-care
discussions and clinicians might be less likely to document discussions in clinic notes since
they can be difficult to find in the EHR [40]. Future research is needed to identify effective
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ways to optimize documentation of goals-of-care discussions. Additional incentives and
training may be needed to motivate clinicians to document goals-of-care discussions [41].

Our study has several important limitations. First, we did not audiotape the index visits and
therefore cannot compare patient report, clinician report, and EHR documentation to
audiotapes. However, we believe that knowing whether a discussion actually occurred may
be less important than knowing whether participants think and agree that a discussion
occurred [13]. Ultimately, effective goals-of-care discussions will likely require both patients
and clinicians to agree about the occurrence and content of the discussion. Second, although
multi-centered, our study took place in one region of the US with mostly white, non-
Hispanic patients and may not generalize to other regions or populations. Third, our study is
subject to recall bias, although the two-week time frame between index visit and survey
distribution minimizes this concern. Fourth, we assessed the occurrence of goals-of-care
discussions with different questions for patients, clinicians, and the EHR, which may
contribute to some differences. However, it seems likely that different approaches are needed
given differences in understanding or available information between patients, clinicians, and
the EHR. Finally, it is important to highlight that the rate of patient-reported goals-of-care
discussions in our study, in which approximately half of the patients and clinicians received
a Jumpstart-Tips intervention designed to increase goals-of-care discussions, is higher than
that found in many other studies [2,3,13]. However, the focus of the present study was less
about how often goals-of-care discussions occur and more about comparing ways to measure
whether they do.

In this study of older adults with serious illness, we found considerable disagreement
between patient report, clinician report, and EHR documentation of whether a goals-of-care
discussion occurred at a clinic visit. Of these methods used to measure the occurrence of a
goals-of-care discussion, only patient report of the occurrence of a discussion was associated
with patient-reported receipt of goal-concordant care. Although multiple approaches to
assess goals-of-care discussions may be needed, our findings suggest that patient report may
be the most likely to correlate with patient-reported outcomes.
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Figure.
Mosaic Plots of Occurrence of Goals-of-Care Discussions at Index Clinic Visit by Patient

Report, Clinician Report, and EHR Documentation?
a Based on 356 cases with valid data for all three information sources. Purple boxes
represent concordant assessments. Gold boxes represent discordant assessments.
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Table 1.
Characteristics of Clinicians and Patients
Characteristic Valid n n (%) Median (IQR)
CLINICIANS?
Age 124 455 (16)
Male 124 58 (46.8)
Racial/ethnic minority 124 29 (23.4)
Primary care vs. specialty care 124
Primary care 66 (53.2)
Family medicine 29 (23.4)
Internal medicine 34 (27.4)
Geriatrics 3(2.4)
Specialty care 58 (46.8)
Oncology 24 (19.4)
Pulmonology 8(6.5)
Cardiology 16 (12.9)
Gastroenterology 3(24)
Nephrology 7(5.6)
Clinician-reported reasons for non-occurrence of discussion at index visitb
Lack of time during visit 155 62 (40.0)
Had already had this discussion; no need to revisit 155 60 (38.7)
Focus on something else this visit 155 17 (11.0)
Inappropriate for this patient 155 33(21.3)
Reason patient was inappropriate
Patient not ready for this discussion 33 7(21.2)
Another clinician has this responsibility 33 9(27.3)
Not comfortable discussing end-of-life with this patient 33 1(3.0)
Patient not sick enough 33 18 (54.5)
Other reason 33 1(3.0)
Other reason 155 16 (10.3)
PATIENTS
Age 494 75.6 (17.5)
Male 494 259(52.4)
Racial/ethnic minority 494 103 (20.9)
Education 493
8th grade or less 12 (2.4)
Some high school 29 (5.9)
High school diploma or equivalent 68 (13.8)
Trade school or some college 202 (41.0)
4-year college degree 83 (16.8)
Some graduate school 23(4.7)
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Characteristic Valid n n (%) Median (IQR)
Graduate or professional degree 76 (15.4)
Charlson comorbidity score 492 7(3)
Self-Assessed Health Status 492
Poor 73 (14.8)
Fair 147 (29.9)
Good 177 (36.0)
Very good 73 (14.8)
Excellent 22 (4.5)
Goals-of-care discussion before study enrollment 494 142 (28.7)
Any advance directive in EHR 492 292 (59.3)
Not hospitalized in 18 months before study enrollment 492 259 (52.6)
Qualifying condition 494
Qualifying diagnoses
Advanced cancer 90 (18.2)
Chronic lung disease 47 (9.5)
Heart failure 32(6.5)
Liver failure 3(0.6)
Renal failure 21(4.3)
Other qualifying conditions
Age 75-89 w/chronic condition 180 (36.4)
Age 90+ 35(7.1)
Hospitalization 81 (16.4)
Charlson score 6+ 410 (83.0)
Number of qualifying diagnoses 494
0 304 (61.5)
1 187 (37.9)
2 3(0.6)

Page 14

a - _ . . . . . .
For all clinician characteristics except the reasons for non-occurrence of discussion at the index visit, the total possible sample size was 124 (the
number of participating clinicians who had at least one patient with an index visit). For the reasons for non-discussion, the total possible sample

size was 156 (a patient-level sample comprising patients whose clinicians indicated that they had neither a discussion of patient goals nor a

discussion of patient preferences at the index visit).

Based on clinician responses on post-index clinic visit questionnaire
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