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Patient–physician discordance in goals of 
care for patients with advanced cancer
S.L. Douglas rn phd,*† B.J. Daly rn phd,*† N.J. Meropol md,*†‡§ and A.R. Lipson phd*

ABSTRACT

Background Shared decision-making at end of life (eol) requires discussions about goals of care and prioritization 
of length of life compared with quality of life. The purpose of the present study was to describe patient and oncologist 
discordance with respect to goals of care and to explore possible predictors of discordance.

Methods Patients with metastatic cancer and their oncologists completed an interview at study enrolment and 
every 3 months thereafter until the death of the patient or the end of the study period (15 months). All interviewees 
used a 100-point visual analog scale to represent their current goals of care, with quality of life (scored as 0) and 
survival (scored as 100) serving as anchors. Discordance was defined as an absolute difference between patient and 
oncologist goals of care of 40 points or more.

Results The study enrolled 378 patients and 11 oncologists. At baseline, 24% discordance was observed, and for 
patients who survived, discordance was 24% at their last interview. For patients who died, discordance was 28% at 
the last interview before death, with discordance having been 70% at enrolment. Dissatisfaction with eol care was 
reported by 23% of the caregivers for patients with discordance at baseline and by 8% of the caregivers for patients 
who had no discordance (p = 0.049; φ = 0.20).

Conclusions The data indicate the presence of significant ongoing oncologist–patient discordance with respect 
to goals of care. Early use of a simple visual analog scale to assess goals of care can inform the oncologist about the 
patient’s goals and lead to delivery of care that is aligned with patient goals.
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INTRODUCTION

The need for high-quality communication and shared 
decision-making between oncologists and patients with 
respect to goals of care has been well documented1–6 and 
endorsed by major health care organizations. When dis-
cussions between oncologists and patients about goals of 
care are held, patients are more likely to receive care that 
is consistent with their preferences7,8 and to have a better 
quality of life near death1,9–11. Best clinical practices include 
eliciting decision-making preferences and understanding 
the patient’s goals of care1. In addition, professional guide-
lines recommend that goals of care and end-of-life (eol) 
discussions begin during periods of relative medical sta-
bility12—preferably when the patient is initially diagnosed 
with metastatic cancer13–18.

A model commonly used to guide treatment (and goals 
of care) discussions is shared decision-making. These are 
the key components in shared decision-making19,20:

 ■ At a minimum, the patient and physician should be 
involved.

 ■ The patient and physician share information relevant 
to treatment decisions being made.

 ■ The patient and physician discuss their goals for treat-
ment and attempt to build consensus with respect to 
the preferred treatment.

 ■ The agreed-upon treatment is delivered.

That model19 served as the foundation for our exam-
ination of concordance in oncologist and patient goals of 
care, and our assessment of the extent to which oncologists 
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understand the goals of care for patients—a key indicator 
of shared decision-making and high-quality care.

Research has shown that early discussions about goals 
of care are associated with better quality of life1, reduced 
use of non-beneficial medical care near death21, and 
positive family outcomes after death10. In addition, work 
has shown that conversations about goals of care often 
fail to provide patients with sufficient information about 
prognosis to allow for appropriate decisions1,22 and usually 
occur so late in the patient’s illness that their effect on care 
processes is reduced1,23. Intervention studies have aimed to 
incorporate best practices for goals-of-care discussions and 
have focused on more education for physicians (commu-
nication, eol discussions)24, systematizing goals-of-care 
discussions such that they occur earlier in the trajectory 
of care for the patient25, and implementing structured for-
mats to guide goals-of-care discussions26. Although some 
interventions show promise, many interventions require 
either or both of extensive training (of physicians or health 
care providers) and restructuring of an already complex 
system of health care monitoring and delivery.

To date, little work has examined the goals of care the 
oncologist has for the patient and the oncologist’s percep-
tions of the patient’s goals of care, including how those 
perceptions align with patient-identified goals of care. 
Alignment is important because shared decision-making 
relies on treatment decisions being made based on a con-
sensus between the patient and the oncologist about the 
preferred treatment19,20. For true shared decision-making 
to take place, the oncologist and the patient must there-
fore both be involved in determining the treatment plan. 
To date, however, no longitudinal study has examined 
the extent to which an oncologist’s understanding of the 
values and goals of patients direct care or how shared 
decision-making influences the process of establishing 
goals of care1,3,5,8,27.

The effect of shared decision-making has the po-
tential to last past the patient’s death for caregivers and 
family members28. When patients and physicians do not 
engage in a shared decision-making process that leads to 
consensus about treatment (especially at eol), caregivers 
can face issues of regret and dissatisfaction with respect 
to the eol experience29. The role of patient–oncologist 
discordance about goals of care is one measure that can 
provide insight into whether the oncologist understands 
the patient’s goals of care for treatment at eol—a factor 
that can mitigate feelings of regret and dissatisfaction in 
the family.

Our study had two purposes:

 ■ to evaluate the extent of patient–oncologist discor-
dance with respect to goals of care over time for 
patients with metastatic lung, gastrointestinal, and 
pancreatic cancer; and

 ■ to examine whether predictors of discordance in goals 
of care were evident.

A secondary purpose was to examine the relationship 
between patient–oncologist discordance about goals of 
care and caregiver satisfaction with eol care for those 
patients who died.

METHODS

Patients and Oncologists
This descriptive, longitudinal analysis enrolled 11 on-
cologists and 378 patients with metastatic cancer from 
out patient clinics at Seidman Cancer Center, University 
Hospitals Cleveland Medical Center, Cleveland, OH, U.S.A. 
The Seidman Cancer Center is a tertiary care cancer pro-
gram, and a member of the U.S. National Cancer Institute– 
designated Case Comprehensive Cancer Center. All clini-
cians provided verbal consent, and all patients provided 
written informed consent. The study site’s institutional 
review board approved the study.

A convenience sample was enrolled from January 2015 
to March 2017, with follow-up until November 2018. Patients 
were eligible to participate if they were 18 years of age or 
older, had a diagnosis of stage iv lung or gastrointestinal 
cancer, or of stage iib or greater pancreatic cancer, and were 
able to speak and comprehend English. Of the 524 eligible 
patients who were approached, 378 (72.1%) consented to 
participate, and 146 (27.9%) declined participation. No 
differences between consenters and refusers in age, sex, or 
race were observed. Oncologists were eligible to participate 
if they were the enrolled patient’s primary oncologist.

Caregivers
Of 237 caregivers who participated in the study, 101 (42.6%) 
were caregivers of patients who died; those caregivers 
provided data about satisfaction with eol care. On average, 
caregivers were predominantly women (68.3%), white 
(85.1%), and the spouse of the patient who died (63.4%). 
All caregiver participants provided informed consent  
to participate.

Procedures
Potential patient participants were approached in the 
outpatient oncology clinic setting. After written informed 
consent had been obtained, patients were given an iPad 
loaded with all items associated with the study. Each pa-
tient and oncologist was surveyed at study enrolment and 
every 3 months for 15 months or until the patient died or 
was transferred to hospice care.

In addition to demographic and clinical data collect-
ed at baseline, patients were asked a single goals-of-care 
question and a single question evaluating treatment ef-
fectiveness at each data collection interview. In addition 
to demographic data provided at baseline, oncologists 
provided responses to two goals-of-care questions, a single 
question evaluating treatment effectiveness, and a survival 
expectation question at each data collection interview. 
Baseline data collection took approximately 10 minutes, 
and each follow-up data collection took about 2 minutes.

Patient-Reported and Oncologist-Reported Measures
Goals of care were measured using a approach similar to 
that in prior work that had a reported test–retest reliability 
of 0.803. Patients were asked “Regarding your care, what 
is most important to you right now?” Oncologists were 
asked “Regarding the care of this patient, what is most 
important to you right now?” and “Regarding the care of 
this patient, what do you think is most important to the 
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patient right now?” The latter two questions were asked 
to assess, respectively, what the oncologist felt was best 
for the patient with respect to goals of care and what the 
oncologist assumed (understood) their patient wanted 
with respect to goals of care. The response scale for all 
questions was a visual analog scale (vas) with “quality of 
life is all that matters” serving as one anchor (scored as 0) 
and “length of life is all that matters” serving as the other 
anchor (scored as 100). The decision to use a single-item 
vas was based on research demonstrating that vas items 
are less vulnerable to bias from confounding factors, better 
avoid the ceiling effect, and require less time to complete 
than Likert-scaled items30,31. Compared with multi-item 
questionnaires, instruments using a vas have been shown 
to be psychometrically sound with respect to reliability, 
validity, and anchor-based responsiveness32.

Goals-of-care discordance (the dependent variable) 
was defined as an absolute difference on the vas of 40 points 
or more between the patient’s goals-of-care answer and the 
oncologist’s goals-of-care answer about what they thought 
was best for the patient. Research has shown that patients 
and health professionals often have different preferences 
for treatment, and that recognition of those preferences 
is an important first step to reaching consensus about an 
appropriate treatment choice33. We based the definition 
of “discordance” on several factors. First, we wanted to 
differentiate clinically significant differences from minor 
variation (where differences tend to cluster around the 
mean), and we felt that capturing a difference of 40 points 
or more would be large enough to capture agreement (or 
not) by patients and oncologists about goals of care. Second, 
we felt that a difference of 40 points or more would most 
likely capture goals-of-care priorities that were placed by 
patients and oncologists on different sides of the scale (or 
heading in different directions).

Predictor variables were measured at all time points 
and were included in the logistic regression analysis to 
determine whether a model that predicted discordance 
could be derived. All predictor variables had been shown 
in empirical work to relate to eol decisions or goals-of-
care discussions.

Survival expectation (predictor variable completed by 
oncologists) was measured by asking the oncologist “Given 
your patient’s current condition, what do you expect in 
terms of survival 6 months from now?” The response scale 
was a vas with the anchors “Very unlikely” (scored as 0) and 
“Very likely” (scored as 100).

Strength of religious faith (predictor variable complet-
ed by patients) was measured using the validated Santa 
Clara Strength of Religious Faith Brief Questionnaire, with 
total scores ranging from 5 (low strength of faith) to 20 
(strong strength of faith)34.

End-of-life values (predictor variable completed by 
patients) were measured by the validated 8-item End of Life 
Values Scale, which assesses values relevant to eol care, 
treatments, or goals of care. The scale for each item ranges 
from 0 (not at all important) to 5 (extremely important)35.

Symptoms (predictor variable completed by patients) 
were measured using the validated Edmonton Symptom 
Assessment System, which assesses the presence and 
severity of 9 symptoms commonly seen in palliative care 

patients. The scale for answers ranges from 0 (symptom 
not present) to 10 (worst possible symptom)36.

Caregiver satisfaction with eol care (completed by 
caregivers) was measured using the validated Family  
Satisfaction with End-of-Life Care instrument. This 13-item 
survey has a Likert response scale ranging from 1 (very 
dissatisfied) to 5 (very satisfied)37.

Attrition and Missing Data
At study enrolment, data for goals of care were missing in 
3 of 378 cases, and those cases were not included in the 
analyses. In addition, as seen in Figure 1, 52 individuals did 
not complete the study, and their end-of-study data were 
not included in the study analyses. As a result, 375 cases 
were included in the enrolment analyses, and 326, in the 
end-of-study (or death) analyses. For cases included in the 
analyses, complete data had been provided by patients and 
oncologists alike for all variables included in the analyses.

Data Analysis
For unadjusted analyses comparing patient and oncolo-
gist characteristics in the discordance groups (potential 
confounders), we used analyses of variance (continuous 
variables) and chi-square (Fisher exact) tests. For continu-
ous variables that violated the assumption of homogeneity 
of variance, we used the Welch analysis of variance for 
interpretation. Correlations were used to assess the rela-
tionships between patient goals of care, goals of care that 
the oncologist felt were best for the patient, and goals of care 
that the oncologist assumed the patient wanted. Discor-
dance was described using chi-square (Fisher exact) tests.

Logistic regression was used to evaluate the effect of 
predictor variables on the dichotomous criterion variable 
of oncologist–patient discordance with respect to goals 
of care. Multicollinearity was tested by examining bivar-
iate correlations for all predictor variables (to assess for 
moderate-to-strong correlations) and assessing variation 
inflation factors (to assess for factors greater than 4)38,39. 
All variables met those criteria and were included. In 
addition, large sample sizes (>10 events per variable) are 

FIGURE 1  Study flow diagram.
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required to provide sufficient numbers in both categories 
of the response variable38,39. The number of events per 
variable was 14, which was sufficient for conducting the 
logistic regression.

In the logistic regression model, marital status and 
income level were entered as covariates (statistically 
significant difference by discordance). Next, all predictor 
variables were entered into the model. We used Wald tests 
to evaluate the null hypothesis that the coefficient associ-
ated with each predictor variable was zero. The goodness 
of fit of the model was tested using the Hosmer–Lemeshow 
test, which indicates how well the model fits the data by 
comparing observed and predicted outcomes38,39.

RESULTS

Tables i and ii present the characteristics of the patients 
and oncologists. All patients had metastatic disease, and 
more than half (54.5%) died during the study period. Data 
for 58% of the patients were provided by 4 oncologists; 
the remaining 7 oncologists provided data for 42% of the 
patients. The average time from study enrolment to death 
was 7.1 months. Table iii presents the oncologist data for 
assessment of goals, treatment, and survival by discor-
dance group.

Goals-of-Care Discordance
At study enrolment, 90 of the patient–oncologist dyads 
(24.0%; 95% confidence interval: 19.8% to 28.7%) had a goals-
of-care discordance (difference between the patient’s goals 
of care and the goals of care the oncologist thought were 
best for the patient). Statistically significant differences  
on two baseline variables were evident between dyads 
with and without a baseline discordance (Table i): patient 
marital status (p = 0.004, φ = 0.15) and patient income level 
(p = 0.02; Cramér V = 0.16). Compared with patients without 
discordance, those with discordance were less likely to be 
married and more likely to have an annual income less 
than $20,000.

We were also interested in evaluating the discordance 
between a patient’s goals and the oncologist’s assumption 
about the patient’s goals. There were 93 patient–oncologist 
dyads with that type of discordance (24.8%; 95% confidence 
interval: 20.7% to 29.4%). No statistically significant differ-
ences were evident between the discordance groups for any 
descriptive variables.

As seen in Figure 2, the difference between the goals 
of care expressed by patients and the goals of care that 
oncologists thought were best for their patients at study 
enrolment was nonsignificant (p = 0.41). The difference 
was significant at the last interview before death (p = 0.018) 
and at the last study interview for patients who survived 
throughout the study period (p = 0.003). For all compari-
sons, goals of care that the oncologists thought were best 
for their patients tended more toward survival than did the 
goals of care expressed by the patients.

Goals-of-Care Discordance for Patients Who Died
In shared decision-making, one of the major reasons that 
patients and physicians share information and build a 
consensus about treatment is the importance of delivering 

care that is consistent with the patient’s goals and values— 
especially at eol10. To describe the degree to which there 
was (or was not) consensus between oncologists and pa-
tients, we examined, for patients who died, discordance 
between the patient’s goals of care and goals of care that 
the oncologist thought were best for the patient from  
enrolment until the last interview before death.

Of the 204 patients who died and had complete dy-
adic data, 46 (22.5%) had patient–oncologist goals of care 
discordance at study enrolment, and 57 (27.9%; 95% confi-
dence interval: 22.0% to 34.2%) had discordance at the last 
interview before death. Of the 46 with discordance at study 
enrolment, 32 (69.6%) also had discordance before death, 
with discordance at enrolment being a strong predictor of 
discordance before death (r = 0.62, p < 0.001).

As seen in Figure 3, the relationship between the pa-
tient’s goals of care and the goals of care that the oncologist 
thought were best for the patient was weak at the last inter-
view before death (r = 0.17). The relationship between the 
patient’s goals and the goals that the oncologist assumed 
the patient wanted was slightly stronger (r = 0.30). However, 
the strongest relationship was observed between the goals 
of care oncologists thought were best for their patients 
and the goals of care oncologists assumed their patients 
wanted (r = 0.72).

Of the 206 patients who died, 137 had caregivers. Of 
those 137 caregivers, 101 (73.7%) consented to interviews 
using the Family Satisfaction with End-of-Life Care tool  
2 months after the patient’s death. To increase the sample 
size per cell, caregiver responses were dichotomized into 
“dissatisfied or very dissatisfied with eol care” and “satis-
fied or very satisfied with eol care.” For this subsample, the 
rate of oncologist–patient discordance at enrolment was 
22.2%. Of caregivers for patients in dyads with discordance, 
22.7% reported being dissatisfied with eol care; caregivers 
for patients in dyads without discordance had a reported 
dissatisfaction rate of 7.8% (p = 0.049, φ = 0.20).

Predictors of Goals-of-Care Discordance
Next, we tested a model that included predictor variables 
shown to relate to patient goals of care (or eol decisions) 
in prior empirical research or to significantly relate to dis-
cordance in our bivariate analyses3,5,11,40–43. The criterion 
variable was oncologist–patient discordance for goals of 
care at baseline. Predictor variables—patient character-
istics (age, sex, race, living will, palliative care use)3,40,41, 
symptoms40, religious faith42, and eol values42,43; and 
oncologist age, sex, race, and survival expectation44 for 
the patient—were then tested as a single group in a binary 
logistic regression model. Patient marital status and patient 
income level (variables found to be statistically significant 
by discordance status) were entered as covariates.

After the covariates had been added, 19 predictor 
variables were added to the model (χ2 = 35.8, p = 0.03). The 
Nagelkerke R2 was 0.17, and the Homer-Lemeshow χ2 indi-
cated that the variables were an adequate fit for the model 
[χ2(8) = 12.3, p = 0.14]. The overall correct classification for 
the model was 75.9%, with a 95.4% correct classification 
for no discordance and a 18.9% correct classification for 
discordance. One significant predictor variable emerged 
in the model: patient age (coefficient = 0.04; Wald χ2 = 
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5.83; odds ratio: 1.04; 95% confidence interval: 1.01 to 1.07;  
p = 0.016). Thus, for every year increase in patient age, a 
4% increase in the odds of oncologist–patient discordance 
was expected.

DISCUSSION

Our study produced several findings of note. First, we ob-
served a moderate (but not strong) relationship between 
the goals of care oncologists assumed that patients wanted 
and the goals of care expressed by patients. That obser-
vation indicates a lack of oncologist understanding of a 
patient’s goals of care—reflecting a lack of high-quality 
communication and decision-making19,20. That finding 

is supported by previous research reporting that limited 
knowledge of patient goals by physicians and proxies is a 
barrier to eol discussions and advance care planning45,46. 
However, previous research has not also considered 
the extent to which a physician might believe they have 
knowledge about their patient’s goals when that knowledge 
might be unwarranted or based on flawed assumptions or 
understanding. Our research specifically examined the re-
lationships between the goals that the oncologist thinks are 
best for the patient, the goals that the oncologist assumes 
the patient wants, and the patient’s own goals for care, 
thus providing a more robust understanding of the issue.

Lack of understanding by oncologists of the goals of 
care preferred by patients could be reduced with the use 

TABLE I Baseline demographic and clinical characteristics of 378 patients by discordance status

Variable Oncologist–patient discordance p
Value

Effect
size

Yes No

Patients (n) 90 285

Mean age (years) 64.3±10.4 63.2±11.2 0.38 0.10

Mean ESAS score 26.5±19.5 23.9±17.8 0.26 0.14

Mean evaluation of Tx effectiveness 71.7±24.9 74.3±22.0 0.37 0.11

Mean goals of care 42.7±41.8 52.0±22.8 0.05 0.28

Mean religious faith scorea 14.9±4.8 15.3±4.0 0.46 0.09

Sex [n (%) women] 51 (56.7) 140 (49.1) 0.21 0.06

Ethnicity [n (%) white] 61 (67.8) 218 (76.5) 0.10 0.09

Married [n (%) yes] 44 (48.9) 188 (66.0) 0.004 0.15

ECOG PSb [n (%)]

0 25 (27.8) 70 (24.6) 0.73 0.06

1 51 (56.7) 179 (63.0)

2 11 (12.2) 27 (9.5)

3 3 (3.3) 8 (2.8)

Cancer type [n (%)]

Gastrointestinal 43 (47.8) 132 (46.3) 0.97 0.01

Lung 31 (34.4) 100 (35.1)

Pancreatic 16 (17.8) 53 (18.6)

Annual household incomec [n (%)]

≤$20,000 28 (34.1) 49 (19.4) 0.02 0.16

$21,000–$49,999 19 (23.2) 83 (32.8)

≥$50,000 35 (42.7) 121 (47.8)

Living willb [n (%) yes] 55 (61.1) 185 (65.1) 0.49 0.04

During study period ... [n (%) yes]

Received palliative care 32 (35.6) 117 (41.1) 0.35 0.05

Died 46 (51.1) 158 (55.4) 0.47 0.04

a On the Santa Clara Strength of Religious Faith Brief Questionnaire.
b  Percentages in the “No discordance” group are based on 284 patients for whom these data were available.
c Percentages based on 82 (yes group) and 253 (no group) responses.
ESAS = Edmonton Symptom Assessment System; Tx = treatment; ECOG PS = Eastern Cooperative Oncology Group performance status.



PATIENT–PHYSICIAN DISCORDANCE IN GOALS OF CARE IN ADVANCED CANCER, Douglas et al.

376 Current Oncology, Vol. 26, No. 6, December 2019 © 2019 Multimed Inc.

of a simple tool (such as our vas). Our tool prompts oncol-
ogists to consider the goals of care preferred by patients, 
potentially leading to enhanced communication and 
shared decision-making with the patient that translates 
into appropriate treatment decisions incorporating the 
goals of the patient and oncologist alike.

Second, the strong relationship between the goals of 
care that oncologists thought were best for their patients 
and the goals of care that oncologists assumed their 
patients wanted speaks to the strong possibility of false 
consensus bias on the part of oncologists. It also reinforces 
our finding of misunderstanding on the part of oncologists 
about the goals of care preferred by patients and highlights 
the need for oncologists to regularly ask their patients about 
goals of care. The need to facilitate an understanding on the 
part of oncologists about patient-preferred goals of care has 
been the focus of research that has identified facilitators 
and barriers to goals-of-care discussions17,46,47. Interven-
tion research has examined eol discussion formats28,48, 
early palliative care discussions23, and strategies for loca-
tions and type of discussions48,49, aiming to enhance the 
number and quality of those discussions. However, none 
of the interventions has focused on the use of a short and 
simple tool that could be useful for beginning a discussion 
about goals of care—a discussion that could lead to more 
in-depth conversations over time.

Third, almost a quarter of all patients had goals-of-care 
discordance with their oncologist at baseline. The presence 
of discordance at baseline was a strong predictor of discor-
dance before death. The fact that discordance was relatively 
stable over time demonstrates that, even in the presence 
of disease progression, oncologists did not understand 
the goals and preferences of their patients. According to 
shared decision-making and quality care indices, that lack 
of understanding signals a quality-of-care issue specific to 
eol care in the cancer population.

Discordance was also found to affect caregivers 
months after the patient’s death. Caregiver dissatisfaction 
with eol care in the discordance group was about triple 
that in the group without discordance. The effect size was 
small-to-medium, but it is important to note that the effect 
of the discordance extended beyond the patient’s experi-
ence and had negative effects on caregivers as well. To date, 
evidence linking the understanding of oncologists about 
patient-preferred goals of care with post-death caregiver 
outcomes has not been reported. That finding adds to the 
empirical work related to cancer caregiving.

Finally, we found no robust predictive factors of discor-
dance. Although patient age was a significant predictor of 
discordance, the effect size was weak. Oncologists there-
fore cannot make assumptions about goals of care based on 
suppositions about sex, race, religiosity, and so on, but must 

TABLE II Baseline characteristics of 11 oncologists

Variable Value

Age (years)

Mean 43.9±5.4

Range 37–54

Oncology practice (years)

Mean 12.8±14.0

Range 4–26

Religious faith scorea

Mean 11.5±4.8

Range 5–18

Ethnicity [n (%) white] 7 (70.0)

Sex [n (%) women] 4 (40.0)

a On the Santa Clara Strength of Religious Faith Brief Questionnaire.

TABLE III Oncologist assessment of goals, treatment, and survival by discordance status

Assessment item Oncologist–patient discordance p
Value

Effect
size

Yes No

Goals of care that the oncologist thought were best for the patient 52.9±25.9 54.7±20.9 0.55 0.08

Goals of care that the oncologist assumed the patient wanted 56.2±28.2 57.8±22.5 0.62 0.06

Evaluation of treatment effectiveness 57.5±32.3 62.4±25.4 0.24 0.17

Survival expectation 66.9±25.9 71.9±23.3 0.10 0.20

FIGURE 2 Patient (PT) and oncologist (MD) goals of care at study 
enrolment and at last interview before death or last interview during 
the study period.
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ask patients directly about their goals of care. As demon-
strated in the work here, the risk is that oncologists might 
make flawed assumptions about patient goals based partly 
on the goals of care that the oncologists think are best for 
their patients. Empirical research has identified several 
factors that relate to eol decision-making (goals-of-care 
discussions, advance care planning) that were included 
in our analytic model (oncologist years of experience46, 
patient’s poor functional status or symptom burden1,46, 
and patient religiosity46,50, among others). None of those 
variables related to our outcome variable (goals of care 
discordance). One explanation for that finding might be 
that our outcome measure was tapping into a phenomenon 
different from that in prior work: whether oncologist goals 
of care align with patient goals of care.

Given the collective findings in the present study, 
additional strategies for obtaining information about a 
patient’s goals of care are needed. First, we recommend 
the use of a single question with an easy-to-interpret 
response scale (such as our vas) to assess the patient’s 
goals of care over time. In our study, the vas was feasible, 
easy to administer, and well received by oncologists and 
patients. By evaluating oncologist and patient goals of care 
over time, oncologists can ensure that they understand 
each patient’s goals of care throughout the trajectory of 
care. Asking that question can serve as an opportunity to 
easily identify opportunities for additional discussion, goal 
clarification, and treatment consensus building. Second, 
given the stability of discordance over time, we recommend 
conducting such assessments early in the treatment phase 
and then routinely throughout the patient’s trajectory of 
care. That recommendation has been substantiated by oth-
er work23,47,49 in which patients have identified a desire for 
ongoing goals-of-care discussions that allow for process-
ing of information over time and opportunities to revise 
goals as the situation changes. By routinely assessing and 
re-evaluating goals of care, oncologists can be better in-
formed about patient goals, which can potentially increase 
the likelihood that patients will receive eol care consistent 
with their preferred goals of care.

Limitations
Several limitations of this study should be noted. First, con-
venience sampling was used, and while we found no differ-
ences between the groups of consenters and refusers, there 
is a risk of limited generalizability of results. Second, the 
study was conducted at a single tertiary care medical sys-
tem, which limits the generalizability of the findings. Third, 
the study design was descriptive in nature, and therefore no 
cause-and-effect implications can be assumed. Fourth, we 
did not ascertain whether explicit goals-of-care discussions 
had occurred between oncologists and patients during the 
study period. Although the inaccuracy of the assessments 
by oncologists of patient-preferred goals of care suggests 
that explicit goals-of-care discussions did not take place, 
we have no data in that regard. Fifth, 5 oncologists provided 
data for 66% of the patients who participated in the study. 
Although the contributions of each of those oncologists 
were similar, and none had a goals-of-care points average 
for their patients that was significantly different from the 
averages of the other oncologists, it is possible that the 
results might have been biased in some unforeseen way, 
thus limiting study generalizability.

Finally, the vas is a self-report measure, and the 
40-point threshold for the definition of discord was not 
pilot-tested before study initiation. Self-report mea-
sures carry general concerns about biased estimates of 
self-assessed behaviour and particular concerns when 
used in intervention research51. To mitigate those effects, 
patients and oncologists were blinded to each other’s vas 
assessments, which were submitted privately (on an iPad) 
with no individual seeing the responses. Although we did 
not pilot-test the 40-point threshold for the definition of 
discordance, we did conduct post-study analyses using 
other measures for concurrent validity, finding that the 
vas performed well.

CONCLUSIONS

Ongoing efforts are needed to attain best clinical practices 
in the discussion of goals of care—particularly between 

FIGURE 3  Scatterplots of oncologist and patient goals of care at last interview before death (n=206). rP = Pearson correlation coefficient.
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oncologists and their patients. A single question about goals 
of care in a vas format can be useful in obtaining a response 
that informs ongoing communication so that the oncologist 
understands their patient’s preferred goals of care and that 
shared decision-making is promoted.
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