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Abstract
Context. Patient experience of palliative care serves as an important indicator of quality and patient-centeredness.
Objectives. To develop a novel patient-reported scale measuring ambulatory palliative care patients’ experience of feeling

heard and understood by their providers.
Methods. We used self-reported patient experience data collected via mixed-mode survey administration. We conducted an explor-

atory factor analysis (EFA) and an expert panel ranking exercise to reduce the 10-item set based on underlying dimensionality. We then
used item response theory (IRT) to calibrate remaining items based on psychometric properties and test information and precision.
We considered item-level fit and examined the standardized local dependence chi-square statistics. We evaluated candidate items for dif-
ferential item functioning by survey mode. We evaluated the test-retest reliability and validity of the final scale.

Results. The EFA yielded a single factor (9/10 items had loadings > 0.80 on the single factor). We removed two items with
the lowest factor loadings and ranked by the expert panel as being least reflective of the overall construct. IRT calibration of the
remaining eight items showed high slopes (range 2.66 − 5.18); location parameters were all negative (range -0.90 - -0.36). We
removed two more items based on local dependence indices and item-level fit. Combining psychometric information with the
expert ratings we established the final 4-item scale, which was reliable (Cronbach’s alpha = 0.84; polychoric correlation coeffi-
cient = 0.72) and had good convergent validity.

Conclusions. This novel multi-item Feeling Heard and Understood scale can be used to measure and improve ambulatory
palliative care patient experience. J Pain Symptom Manage 2022;63:689−697. © 2022 Published by Elsevier Inc. on behalf of Ameri-
can Academy of Hospice and Palliative Medicine.

Key Words
Patient experience, outpatient palliative care, communication, survey methods, item response theory

Key Message illness,1,2 with a concurrent emphasis on the systematic
This article describes the development of a novel
patient-reported measure palliative care patients’ expe-
rience of feeling heard and understood by their pro-
viders. Combining psychometric methods with expert
input we finalized a 4-item scale demonstrating strong
reliability and validity that could be used in account-
ability programs to improve ambulatory palliative care.
Introduction
Palliative care has expanded rapidly in the past two

decades to meet the needs of patients with serious
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measurement of palliative care quality. Quality mea-
sure information can help patients distinguish between
and choose providers, guide improvement efforts, and
incentivize better care. For palliative care, measuring
patient experience is central to understanding quality,
given the highly interpersonal and interactional nature
of palliative care and the emotionally difficult context
within which palliative care is often provided. Patients
may struggle to accept their prognosis, feel anxious, iso-
lated, and distressed, and experience profound losses
of capabilities, time, and connection.3-6 Palliative care
offers necessary physical, emotional, and spiritual
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support to help patients navigate these challenges2,7

and a patient’s experience of this process is a crucial
indicator of the quality of care. This is especially rele-
vant in ambulatory settings, where palliative care can
complement treatment-focused care from the time of
diagnosis with specialized symptom management,
advance care planning, and psychosocial support.

Evidence suggests there is opportunity to improve
the quality of ambulatory palliative care. Patients with
serious illness often report feeling "silenced, ignored,
and misunderstood" in medical institutions.8-10 Many
patients with serious illness experience inadequate
communication from their health care providers about
prognosis and treatment options11-14 and receive care
that is not consistent with their preferences.15-18 Pallia-
tive care providers play a critical role in assuring that
patients with serious illness are treated with dignity and
respect, and are seen, heard, and valued.19 Feeling
heard and understood is a complex and multi-faceted
construct that relates to being seen, acknowledged,
treated with dignity, and cared for as a whole person. It
is central to achieving goal-concordant care,20,21 relief
of suffering,22-26 and dignity at the end of life.27,28 Sys-
tematically measuring, reporting, and responding to
how well patients feel heard and understood can
improve communication about prognosis and treat-
ment options and adherence to the treatment plan
and is crucial to sustaining a health care environment
that excels in serious illness care.8,28

Simple and reliable quality measures assessing
whether a patient feels heard and understood by their
outpatient palliative care providers are lacking. Existing
measures are often narrowly focused on communica-
tion behaviors and outcomes (e.g., information giving
and receiving) rather than on important relational
aspects of the overall interaction.29 Measures of thera-
peutic alliance30,31 allude to the construct of feeling
heard and understood, e.g., by evaluating whether the
physician listens to and understands the patient; but
also measure other aspects of the physician-patient
bond, which could limit their portability across quality
measurement contexts. Moreover, such measures typi-
cally assess the patient’s perception of the provider’s
behavior, i.e., whether the provider listened to the
patient, rather than the patient’s experiential outcome,
i.e., whether the patient felt heard and understood.

Prior work has established that a single item assess-
ing feeling heard and understood after inpatient pallia-
tive care consultation is a promising self-report quality
measure.8 However, this item has not been evaluated
in ambulatory clinic settings, where lower illness-
related distress, death anxiety, and acuity of decision-
making might allow for more comprehensive patient-
reported assessment. Compared to a single item, a
multi-item scale may more reliably reflect the various
facets of feeling heard and understood while offering
greater sensitivity to smaller, yet clinically important,
change. A reliable measure of feeling heard and under-
stood could be used in accountability programs to
incentivize and improve ambulatory palliative care.
We sought to develop and test a novel patient-reported
scale to measure ambulatory palliative care patients’
feelings of being heard and understood by their
providers.
Methods

Overview
This study was part of a larger national study funded

by the Centers for Medicare & Medicaid Services
(CMS) to develop patient-reported outcome measures
for use in quality payment and improvement programs
(Cooperative Agreement No. 1V1CMS331639-01-00).
Here we describe the testing and initial validation of
the Feeling Heard and Understood patient-reported
scale, a multi-item scale designed to assess patients’
interrelated experiences of communication, interper-
sonal trust, respect, acknowledgment, and therapeutic
alliance with their ambulatory palliative care provider
and team. We previously identified 10 candidate
patient-reported items for testing through a combina-
tion of published literature and quality measure
searches, patient, caregiver, and provider focus group
input, and expert panel ratings, that were determined
to reflect aspects of feeling heard and understood.32

Nine of the 10 items were used verbatim or with small
wording changes to align with the ambulatory palliative
care setting; a single item was constructed de novo
based on expert panel input [Table 1]. Using these 10
candidate items we conducted a field test and psycho-
metric analyses to identify the best subset of items to
efficiently assess patients’ experiences of feeling heard
and understood by their palliative care provider and
team. The study was reviewed and approved by the
RAND Human Subjects Protection Committee.

Sampling
Our sample included all patients aged 18 years or

older currently receiving ambulatory clinic-based pallia-
tive care from one of 44 programs participating in the
larger quality measure development study. These pro-
grams were purposively sampled from databases main-
tained by the Center to Advance Palliative Care (CAPC)
to ensure representation based on administrative affilia-
tion (i.e., hospice, hospital, ambulatory, and other affilia-
tion) and by geographic location (i.e., U.S. Census
Regions). Further details regarding program recruit-
ment and sampling procedures are described else-
where.33 As per the design for the larger study, eligible
patients were sent a patient experience survey within 6
months of an outpatient palliative care visit with an



Table 1
Description and Source of the 10 Feeling Heard and Understood Candidate Items

Data Element Construct Related to
Feeling Heard and
Understood

Source/Adapted From

Q12: I felt heard and understood by this
provider and team.

Feeling heard and
understood

Gramling, Robert et al. “Feeling Heard and Understood: A Patient-
Reported Quality Measure for the Inpatient Palliative Care Setting.”
Journal of pain and symptom management vol. 51,2 (2016): 150-4.
doi:10.1016/j.jpainsymman.2015.10.018

Q13: I felt comfortable asking this provider
and team questions.

Therapeutic
Alliance

Mack, Jennifer W et al. “Measuring therapeutic alliance between
oncologists and patients with advanced cancer: the Human
Connection Scale.” Cancer vol. 115,14 (2009): 3302-11. doi:10.1002/
cncr.24360

Q14: I trusted this provider and team. Trust Safran, D G et al. “The Primary Care Assessment Survey: tests of data
quality and measurement performance.”Medical care vol. 36,5
(1998): 728-39. doi:10.1097/00005650-199805000-00012

Q15: I could tell this provider and team
anything, even things I might not tell
anyone else.

Trust Safran, Dana Gelb et al. “Measuring patients' experiences with
individual primary care physicians. Results of a statewide
demonstration project.” Journal of general internal medicine vol. 21,1
(2006): 13-21. doi:10.1111/j.1525-1497.2005.00311.x

Q16: I felt this provider and team put my best
interests first when making
recommendations about my care.

Trust Safran, Dana Gelb et al. “Measuring patients' experiences with
individual primary care physicians. Results of a statewide
demonstration project.” Journal of general internal medicine vol. 21,1
(2006): 13-21. doi:10.1111/j.1525-1497.2005.00311.x

Q17: I felt this provider and team always told
me the truth about my health, even if there
was bad news.

Trust Safran, D G et al. “The Primary Care Assessment Survey: tests of data
quality and measurement performance.”Medical care vol. 36,5
(1998): 728-39. doi:10.1097/00005650-199805000-00012

Q18: I felt this provider and team saw me as a
person, not just someone with a medical
problem.

Whole-person
orientation;
therapeutic
alliance

Shi, Leiyu, et al. "Validating the Adult Primary Care Assessment
Tool." Journal of Family Practice, vol. 50, no. 2, 2001, p. 161. Accessed
13 Apr. 2021.
Mack, Jennifer W et al. “Measuring therapeutic alliance between
oncologists and patients with advanced cancer: the Human
Connection Scale.” Cancer vol. 115,14 (2009): 3302-11. doi:10.1002/
cncr.24360

Q19: I felt this provider and team knew what
worried me most about my health.

Whole-person
orientation

Safran, D G et al. “The Primary Care Assessment Survey: tests of data
quality and measurement performance.”Medical care vol. 36,5
(1998): 728-39. doi:10.1097/00005650-199805000-00012

Q20: I felt this provider and team understood
what is important to me in my life.

Whole-person
orientation

Shi, Leiyu, et al. "Validating the Adult Primary Care Assessment
Tool." Journal of Family Practice, vol. 50, no. 2, 2001, p. 161. Accessed
13 Apr. 2021.

Q21: I felt this provider and team would
know what I would want done if I was
unconscious or in a coma.

Values alignment New
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eligible provider including physicians and physician-
designees, advanced practice nurses, therapists, and clin-
ical psychologists. Greater detail regarding visit eligibility
criteria, reference, or “lookback” timeframe, and survey
fielding timeframes, are reported elsewhere.33

Data Collection
Data were collected using a mixed-mode survey

administration procedure, i.e., web to mail to tele-
phone follow-up. The survey was fielded from Novem-
ber 2019 through February 2021, with a pause in data
collection between April and September 2020 due to
the COVID-19 pandemic. The survey oriented the
respondent to the eligible palliative care provider and
team with an initial question: “Our records show that
you got care from the provider and team named below
in the last 6 months [Provider Name and team]. Is that
right?” with a Yes/No response option. Affirmative
responses were then provided additional orientation:
“The questions in this survey will refer to the provider
named in Question 1 as “this provider and team”.
Please think of this provider and team as you answer
the survey”. Negative responses were skipped to the
end of the survey. The survey included the 10 Feeling
Heard and Understood candidate items, questions to
assess validity of the potential multi-item scale related
to patient experiences with communication (four-item
Clinician and Group Consumer Assessment of Health-
care Providers and Systems [CG CAHPS�] communica-
tion measure 1), emotional support, pain management,
and overall care. The instrument also included ques-
tions about general physical and mental health,34

mood,35 cognition,36 and demographics (age, gender,
race/ethnicity, education).

The mixed-mode procedure included an initial
mailed pre-notification letter to inform patients of the
study and upcoming survey, with a link to a web-based
survey.37 This was followed within a week by a mailed
survey (See Appendix A). If the mailed survey was not
returned within three weeks, up to eight attempts were
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made to contact the patient by telephone and com-
plete the survey via computer-assisted telephone inter-
view (CATI) before the patient was considered a “non-
response.” A subset of patient respondents by phone
(N = 437) were randomly selected for a test-retest analy-
sis. Out of this subset of 437 phone respondents, 235
patients (54%) were successfully reached by phone
within 2 days and asked the candidate Feeling Heard
and Understood items again.

Candidate Items
All 10 candidate Feeling Heard and Understood

items were asked in reference to care received by the
patient from their ambulatory palliative care provider
and team, i.e., the named eligible provider and associ-
ated interdisciplinary palliative care team. All items
were assessed using a 5-point response scale (1
completely true, 2 very true, 3 somewhat true, 4 a little bit true,
5 not at all true) and responses were reverse-coded for
analyses so that higher scores were indicative of
feeling increasingly more heard and understood.
Response frequency distributions for the 1o Feeling
Heard and Understood items are displayed in
Supplementary Table 1. As with other patient satisfac-
tion measures,38 there was a strong tendency for
patients to endorse the highest response category; in
consultation with the project expert advisor group, we
elected to collapse the responses so that item scores = 1
if the response was completely true, and = 0 otherwise.

Analyses
We first sought to evaluate and reduce the item set

based on examination of the underlying dimensionality
through an Exploratory Factor Analysis (EFA) using
Mplus.39 Model fit was evaluated using standard criteria
including the Root Mean Square Error of Approxima-
tion (RMSEA; values < 0.06 are generally considered
good fit), the Comparative Fit Index (CFI) and Tucker-
Lewis index (TLI) with values of these two indices
>0.95 indicating a very good model fit.40 To further
inform EFA findings and ensure face validity of a con-
densed item set, we also conducted an item ranking
exercise. Fourteen members of the parent project’s
technical expert panel, consisting of palliative care
clinicians, measure developers, and psychometricians,
were asked to rank the 10 candidate items from one
(most representative of “feeling heard and under-
stood”) to 10 (least representative). We calculated the
average rank for each item and sorted items in ascend-
ing order according to average rank to arrive at a one-
10 summary ranking for each item. Items that loaded
poorly on the single factor in the EFA and/or were con-
sistently rated lower by experts were removed.

We then calibrated the remaining items using item
response theory (IRT) using a unidimensional two-
parameter logistic (2PL) model41-43 and the IRTPRO
software44 to investigate each candidate item’s psycho-
metric properties (e.g., item parameters) and their func-
tioning together as a test (e.g., test information and
precision at different levels of the latent trait). We con-
sidered item-level fit based on S-X2 index45,46 using a
0.01 significance level to indicate potential misfit and
examined the standardized local dependence chi-square
statistics47 to detect violations of local dependence. We
also evaluated the candidate items for differential item
functioning (DIF)48 or item bias according to survey
mode with a two-stage procedure49 to test statistical sig-
nificance. We first evaluated DIF for web vs. mail, then
for web and mail vs. phone. In addition to considering
the expert rankings of the items as described above,
those with stronger psychometric properties and not
showing differential item functioning were retained and
preferred for creating the scale.

Once the final scale was established, we evaluated test-
retest reliability and established preliminary validity by
examining scale correlation with the CAHPS Clinician
and Group Survey 3.0 provider communication measure
and health status variables. We hypothesized that feeling
heard and understood and having good patient-clinician
communication were related constructs reflective of a
larger interpersonal relationship and should thus be posi-
tively associated with each other. Finally, we generated
scale scores according to patient demographics and
health status for descriptive purposes.
Results

Participants
The final sample consisted of 2,804 completed sur-

veys from among the 7,595 patients who were fielded a
survey for a response rate of 36.9%. For the purposes
of the psychometric analyses in this paper, we elected
to exclude 226 patient surveys (8%) that were com-
pleted with proxy assistance, resulting in an analytic
sample of 2,578. As can be seen in Table 2, the average
patient age was 62.7, and the patient sample was 58%
female and primarily Non-Hispanic White. Nearly 70%
of the sample had at least some college education, and
16% had over a 4-year college degree. Most patients
completed the survey by mail (43%) or phone (38%);
nearly 20% completed the web survey.

Item Analysis and Reduction
The ten-item EFA yielded strong evidence for a sin-

gle factor (Table 3). The fit of the single factor model
was good (RMSEA = 0.06, CFI = 0.99, and TLI = 0.99)
and 9 of the 10 items had loadings > 0.80 on the single
factor (Q21: I felt this provider and team would know what
I would want done if I was unconscious or in a coma had a
lower loading). Table 3 shows the EFA loadings and
expert rankings of the 10 items. Considering the EFA



Table 2
Patient Demographic Characteristics

Characteristic Summary S.D. Percent Missing

Number of Observations N = 2578
Age (Mean) 62.73 13.08 0.04%
Gender (Male %) 42.03% 0.04%
Race N=2529 1.90%
White 87.50%
Black or African American 6.05%
Asian 0.87%
Multi-racial 2.93%
American Indian or Alaska
Native

0.47%

Native Hawaiian or other
Pac. Islander

0.20%

Other 1.98%
Hispanic N = 2522 2.18%
Yes, Hispanic or Latino 4.36%
No, not Hispanic or Latino 95.64%
Education N = 2558 0.76%
More than 4-year college
degree

16.30%

4-year college graduate 15.83%
Some college or 2-year
degree

35.42%

High school graduate or
GED

24.98%

Some high school but did
not graduate

6.18%

8th grade or less 1.29%
Survey mode N = 2578
Mail 43.25%
Phone 38.01%
Web 18.74%

Table 4
IRT Parameter Estimates and Diagnostics for Eight Feeling

Heard and Understood Items
Item number Slope (se) Location (se) P(S-X2) LD pairs

Q12 2.66 (0.14) -0.58 (.032) 0.04 a
Q13 3.81 (0.23) -0.74 (.031) 0.00 a
Q14 3.52 (0.21) -0.90 (.033) 0.04
Q16 5.18 (0.36) -0.67 (.028) 0.33
Q17 3.30 (0.19) -0.80 (.032) 0.43
Q18 4.24 (0.27) -0.80 (.03) 0.02
Q19 3.98 (0.24) -0.36 (.027) 0.00 b
Q20 3.97 (0.24) -0.36 (.027) 0.02 b
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results and expert rankings together, we elected to
remove items 15 and 21 from further consideration at
this stage.

The IRT calibration of the remaining eight items
yielded the item parameters shown in Table 4. All eight
items had high slopes (range 2.66 − 5.18) with Q16 (I
felt this provider and team put my best interests first when mak-
ing recommendations about my care) having the highest
slope. Location parameters, which are interpreted on
the scale of the underlying measured construct with
mean = 0 and standard deviation = 1, were all negative
Table
Factor Loadings and Expert Rankings for 10 Fee

Item Number Data Elements

Q12 I felt heard and understood by this provider and team
Q13 I trusted this provider and team
Q14 I felt comfortable asking this provider and team questions
Q15 I could tell this provider and team anything, even things I m
Q16 I felt this provider and team put my best interests first when
Q17 I felt this provider and team always told the truth about my
Q18 I felt this provider and team saw me as a person, not just so
Q19 I felt this provider and team knew what worried me most ab
Q20 I felt this provider and team understood what is important
Q21 I felt this provider and team would know what I would want
(range -0.90 - -0.36), indicating that the items are rela-
tively ‘easy’ to endorse.

The S-X2 indexes for items 13 and 19 displayed sig-
nificant (P < 0.01) misfit to the 2PL model. Further,
examination of the local dependence (LD) indices
revealed two LD pairs, items 12 and 13, and items 19
and 20. Based on these two diagnostic metrics we
elected to remove items 13 and 20 from further consid-
eration.

We examined information functions from the IRT
model for various item subsets and determined that a
minimum of four items is required to achieve a target
reliability ≥ 0.7 across a sufficiently wide range of
scores. Combining the psychometric information with
the expert ratings, we selected items 12, 16, 18 and 20
to comprise the final four-item Feeling Heard and
Understood scale. Item 12 was selected based on its
expert rating and preferred content, item 16 was
selected because it had the strongest psychometric per-
formance (i.e., highest slope), and items 18 and 20
were selected based on combined performance and
rankings. Fig. 1 displays the IRT-based reliability and
standard error estimates of the Feeling Heard and
Understood scores across the score continuum. The x-
axis in this figure represents the range of the IRT-based
HU score which is standardized to have a mean of 0
and a standard deviation of 1. The reliability of the
score is well above 0.7 across a wide range of the score
continuum from 1.6 standard deviations below the
mean to 0.8 standard deviations above the mean.
3
ling Heard and Understood Candidate Items

EFA Factor
Loading

TECUPP
Ranking

0.83 1
0.91 4
0.90 5

ight not tell anyone else 0.83 9
making recommendations about my care 0.94 7
health, even if there was bad news 0.88 8
meone with a medical problem 0.92 2
out my health 0.92 6
to me in my life 0.92 3
done if I was unconscious or in a coma 0.65 10



Fig. 1. IRT-based reliability and standard error of final 4-item Feeling Heard and Understood scale.
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Characteristics of 4-item HU Scale
Classical test statistics also provide support for the

reliability of the observed four-item HU scale scores.
Cronbach’s alpha for the four-item set was 0.84, and
test-retest reliability (i.e., polychoric correlation coeffi-
cient) for the HU total score was 0.72. Results of validity
testing provide evidence supporting the use of the HU
score. As hypothesized, higher scores on the HU scale
were associated with higher CAHPS communication
scores (r = 0.45, P < 0.001), greater self-reported physi-
cal (r = 0.09, P < 0.001) and mental (r = 0.15, P <
0.001) health, and lower self-reported depression (r = -
0.13, P < 0.001) and cognitive function (r = -0.13, P <
0.001) scores. Taken together, these results support
the convergent validity of four-item HU scale.
Discussion
J. Randall Curtis, a palliative care clinician

researcher living with ALS recently noted on a GeriPal
podcast50 that being diagnosed with a serious illness
reaffirmed “that what I care most about my providers is
that they care about me as a person. . .it is a surprise to
me how powerful that is”. A central tenet of palliative
care is to care for the person, not the disease, and
ensuring that patients feel heard and understood by
their palliative care providers can be a useful measure
of this patient-centered principle. We developed a
novel multi-item scale with strong psychometric prop-
erties for measuring ambulatory palliative care
patients’ experience of feeling heard and understood
by their provider and team. This multi-item construct
goes beyond existing related palliative care measures of
communication and information-giving to assess a
more holistic, interpersonal, and relational construct
of feeling seen, acknowledged and understood. Mea-
suring and ensuring that palliative care patients feel
heard and understood by their care team sets the foun-
dation for ongoing trust and can help to establish a
care plan that is truly patient-centered and preference-
concordant. The strong psychometric properties dem-
onstrated by this scale in a nationally representative
sample of patients underscores its value and potential
for use in quality measurement programs.

An important strength of our study is that we inte-
grated psychometric performance with systematically
gathered expert input to ensure the face validity and
usability of the final scale. This is particularly important
given the number of measurement scales that are
developed with strong properties but that have limited
use and utility in practice. The design of our study also
had several strengths including its large sample size,
which is unusual and difficult to obtain in this patient
population, our inclusion of useful measures to evalu-
ate validity, and our ability to confirm that the scale
behaves similarly across three data collection modes
(mail, web, phone). We believe the Feeling Heard and
Understood scale can provide important and action-
able information to improve the quality of the patient-
provider relationship in palliative care, as well as be
used to incentivize higher quality care overall when
incorporated into pay-for-performance programs.

We developed this multi-item scale specifically for
ambulatory, clinic-based settings. Prior work8,51

describes the development and use of a single item
“feeling heard and understood”measure to assess inpa-
tient palliative care experience and found it to be a use-
ful and promising patient-reported quality measure.
Building on this to develop a multi-item measure signif-
icantly strengthens its measurement. In addition to
being able to compute an estimate of internal consis-
tency reliability, the use of a multi-item scale allows for
greater content heterogeneity covering a broader and
full range of the construct as well as improving
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sensitivity to pre-post change and clinically smaller dif-
ferences. Moreover, this measure has important utility
in outpatient settings, where patients are typically ear-
lier in their disease trajectory and likely to build a lon-
ger-term relationship with their palliative care provider
and team, allowing more opportunity for quality
improvement and improving the patient-provider rela-
tionship and trust.

Our work establishes the psychometric strength of a
brief patient-reported scale to assess feeling heard and
understood. Though our findings support the use of
this scale in the context of quality measurement of
ambulatory palliative care, future work should focus on
understanding optimal implementation of this scale
into practice, to improve care for patients with serious
illness. For example, identifying feasible ways to admin-
ister the patient survey such as via tablet in waiting
rooms might increase its use and application, but
would require further validation. Evaluating how survey
results might be acted upon to improve patient experi-
ence; for example, through communication skills train-
ing, is another critical research avenue to ensure
consistent use of this measure. Importantly, under-
standing how the experience and reporting of feeling
heard and understood varies across cultural and lin-
guistic backgrounds will establish the generalizability of
this scale across patient populations and enhance its
usability.

Our study has some limitations. We developed and
tested this scale using data collected as part of a larger
quality measure development effort, which provided us
with a large, nationally representative sample of
patients. However, based on the limited administrative
data we received from participating programs, our sam-
ple represented little racial or ethnic diversity, which
likely reflects the limited diffusion and accessibility of
palliative care across diverse populations generally.52

Future studies should consider examining whether
there is differential item functioning by race/ethnicity
to determine whether the measurement properties are
invariant across groups and thus whether racial/ethnic
comparisons can be made in terms of feeling heard
and understood by palliative care providers and teams.
We also did not have consistent or reliable data on
other patient characteristics such as diagnosis, which
could have impact on item responses. We did not have
information on type of visit, e.g., initial vs. established
visits and thus could not analyze potential differences
in responses relative to an established provider rela-
tionship. There is also the possibility for recall bias in
patients’ reported experiences though we attempted to
minimize the length of time between the reference visit
and survey fielding by using the most recent eligible
visit.

Ensuring that patients feel heard and understood is
a central tenet of palliative care and is the foundation
for a trusted patient-provider relationship. Routine use
of this scale in ambulatory palliative care practice can
generate important insights into patient experiences of
feeling heard and understood by their providers and
guide improvements in palliative care delivery. Given
the strong psychometric properties of this scale, we
believe it is a useful measurement tool for use in
accountability initiatives and publicly reported perfor-
mance programs. It might also be considered for
broader use among seriously ill patients in other ambu-
latory settings. Future work might examine its ability to
distinguish performance between ambulatory palliative
care programs.
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Supplemental Table 1
Response Frequencies of the 10 Feeling Heard and Understood candidate items

Item Number Item Content Not at All True A Little Bit True Somewhat True Very True Completely True

Q12 I felt heard and understood by this
provider and team

49 (1.9%) 41 (1.6%) 124 (4.9%) 577 (22.7%) 1753 (68.9%)

Q13 I trusted this provider and team 23 (0.9%) 33 (1.3%) 103 (4.0%) 469 (18.4%) 1919 (75.3%)
Q14 I felt comfortable asking this provider and

team questions
23 (0.9%) 29 (1.1%) 89 (3.5%) 389 (15.3%) 2016 (79.2%)

Q15 I could tell this provider and team
anything, even things I might not tell
anyone else

83 (3.3%) 68 (2.7%) 272 (10.8%) 603 (23.9%) 1500 (59.4%)

Q16 I felt this provider and team put my best
interests first when making
recommendations about my care

31 (1.2%) 33 (1.3%) 124 (4.9%) 465 (18.3%) 1890 (74.3%)

Q17 I felt this provider and team always told
the truth about my health, even if there
was bad news

26 (1.0%) 28 (1.1%) 105 (4.2%) 430 (17.1%) 1930 (76.6%)

Q18 I felt this provider and team saw me as a
person, not just someone with a medical
problem

24 (0.9%) 40 (1.6%) 106 (4.2%) 406 (15.9%) 1974 (77.4%)

Q19 I felt this provider and team knew what
worried me most about my health

39 (1.5%) 31 (1.2%) 214 (8.4%) 648 (25.5%) 1608 (63.3%)

Q20 I felt this provider and team understood
what is important to me in my life

41 (1.6%) 37 (1.5%) 220 (8.7%) 635 (25.0%) 1605 (63.2%)

Q21 I felt this provider and team would know
what I would want done if I was
unconscious or in a coma

190 (7.7%) 68 (2.8%) 353 (14.4%) 560 (22.8%) 1288 (52.4%)
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