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Policy Points:

® Narratives about patients’ experiences with outpatient care are essential
for quality improvement because they convey ample actionable informa-
tion that both elaborates on existing domains within patient experience
surveys and describes multiple additional domains that are important
to patients.

® The content of narrative feedback from patients can potentially be trans-
lated to improved quality in multiple ways: clinicians can learn from
their own patients, groups of clinicians can learn from the experience of
their peers’ patients, and health system administrators can identify and
respond to patterns in patients’ accounts that reflect systemic challenges
to quality.

® Consistent investment by payers and providers is required to ensure that
patient narratives are rigorously collected, analyzed fully, and effectively
used for quality improvement.
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Context: For the past 25 years, health care providers and health system ad-
ministrators have sought to improve care by surveying patients about their
experiences. More recently, policymakers have acted to promote this learning
by deploying financial incentives tied to survey scores. This article explores the
potential of systematically elicited narratives about experiences with outpatient
care to enrich quality improvement.

Methods: Narratives were collected from 348 patients recruited from a na-
tionally representative Internet panel. Drawing from the literature on health
services innovation, we developed a two-part coding schema that categorized
narrative content in terms of (a) the aspects of care being described, and (b) the
actionability of this information for clinicians, quality improvement staff, and
health system administrators. Narratives were coded using this schema, with
high levels of reliability among the coders.

Findings: The scope of outpatient narratives divides evenly among aspects of
care currently measured by patient experience surveys (35% of content), aspects
related to measured domains but not captured by existing survey questions
(31%), and aspects of care that are omitted from surveys entirely (34%). Overall,
the narrative data focused heavily on relational aspects of care (43%), elaborating
on this aspect of experience well beyond what is captured with communication-
related questions on existing surveys. Three-quarters of elicited narratives had
some actionable content, and almost a third contained three or more separate
actionable elements.

Conclusions: In a health policy environment that incentivizes attention to
patient experience, rigorously elicited narratives hold substantial promise for
improving quality in general and patients’ experiences with care in particular.
They do so in two ways: by making concrete what went wrong or right in
domains covered by existing surveys, and by expanding our view of what aspects
of care matter to patients as articulated in their own words and thus how care
can be made more patient-centered. Most narratives convey experiences that are
potentially actionable by those committed to improving health care quality in
outpatient settings.

Keywords: narratives, patient experience, patient surveys, patient-centered,
quality improvement.

ALLS TO DELIVER HEALTH CARE IN A WAY THAT BETTER ALIGNS
with patients’ needs and priorities are increasingly prevalent.!”
Patient-centered care, shaved decision making, patient activation, and

patient engagement are just a few of the terms commonly used to
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characterize a system in which patients’ values, expertise, and expe-
riences are prioritized. In the words of a 2017 National Academy of
Medicine (NAM) report on patient and family engaged care (PFEC),
“In a culture of PFEC, patients are not merely subjects of their care;
they are active participants whose voices are honored. ... Individuals’
(and their families’) expertise about their bodies, lifestyles, and priorities
is incorporated into care planning and their care experience is valued and
incorporated into {quality} improvement efforts” PV (italics added).

Patients’ care experiences must be systematically assessed before they
can be consistently incorporated into improvement efforts. The shift in
survey approaches during the 1990s from measuring patient satisfac-
tion to measuring patients’ experiences constituted a crucial first step
in this direction.” Over the past two decades, patients have been able
to report on aspects of their care experiences on standardized surveys.
In the United States, the Consumer Assessment of Healthcare Providers
and Systems (CAHPS) initiative, supported by the Agency for Health-
care Research and Quality (AHRQ) since 1995, illustrates this approach
and has played an increasingly central role in national quality improve-
ment (QI) efforts.® Over the past decade, comparable surveys have been
deployed across Europe and the Commonwealth countries.’

Because health care in the United States operates as a marketplace
within which (at least some) patients can leave their current clini-
cian if care does not meet their needs, providers have long had some
incentive to use patient experience surveys to understand consumers’
perspectives.® With the inclusion of CAHPS measures in the Centers
for Medicare and Medicaid Services’ (CMS) reimbursement formulae,
patients’ experiences—as represented by their responses to cognitively
tested survey questions—became an even more substantial part of the
mainstream value equation in health care. As summarized by the NAM
report, “Recognizing the importance of not only what care is provided to
patients but also how effectively it is provided from the patient perspective
has literally changed the conversation of health care leaders today.”*®?!

Along with efforts to systematically assess patient experience came
changes such as staff-development initiatives, new organizational struc-
tures, and the establishment of high-level administrative positions (of-
ten called “chief experience officers”) in many health systems. By 2017,
70% of US hospitals and 60% of US practices reported having a specified
senior-level staff person in such a role, and investments in staff to focus
on patient experience are also on the rise.” Although survey scores for
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hospitalized patients were the initial focus for these new leaders because
of their early inclusion in CMS reimbursement formulae, surveys of pa-
tients’ ambulatory care are increasingly seen as crucial, and Congress has
mandated that outpatient surveys be used in Medicare payment formulae
for ambulatory care and comparative reporting websites.

As patient experience surveys and professionals proliferated, another
trend emerged: users of health services increasingly gave voice to their
own experience in narrative form. In the past decade, narratives have
been increasingly elicited by advocacy organizations, clinicians, and
health systems.!!'"!> Patients also began to volunteer their own narra-
tive comments about experiences with care on the Internet via social
media, in blogs, and on rating sites such as Yelp, Angie’s List, and
HealthGrades.'*!'® Some patients added comments to CAHPS or other
patient surveys, offering qualitative data in response to questions like
“Do you have anything to add?” or just handwriting descriptions of
their experiences in survey margins.!” As patient experience surveys
added more ways for patients to incorporate open-ended responses, the
percentage of respondents leaving comments increased from 15%-20%
t0 60%-75%.'%152!

As use of the Internet grew by leaps and bounds, additional evidence
that patients are eager to describe experiences with care in their own
words mounted. By 2015, narrative comments had become the form of
patient-reported experience that the American public was most likely
to encounter when searching for information about clinicians on the
Internet.”? AHRQ responded by investing in the development of a val-
idated set of open-ended questions able to reliably capture meaningful,
complete, and balanced narratives from diverse patients.*” A beta version
of that instrument was released by the agency in 2016 as a supplemental
item set for the CAHPS Clinician & Group (CG-CAHPS) survey.

The benefits of leveraging scores constructed from closed-ended ques-
tions on patient experience surveys for QI in hospital settings have been
well documented.”* Although the impact of patient comments on these
surveys has been less carefully studied, some evidence indicates the
inclusion of open-ended feedback from patients is well received by clin-
icians in inpatient settings.!’'%> Researchers note, for example, that
comments play “a central role in follow-up activities” related to QI
by providing concrete information about the events being reported by
patients, 8®>19
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In outpatient settings, however, the potential for leveraging patient
feedback has so far been less evident. Later implementation of patient
experience surveys for ambulatory care relative to hospital care may
be one reason for the lack of evidence, and limited sample sizes for
individual clinicians may be another.?® A recent review of studies from
multiple countries concluded that data from patient experience surveys,
even when explicitly deployed for QI, “has not been found so far to result
in significant improvements in future patients’ experiences at a practice
or practitioner level.”?’

Research suggests that there is potential for patients’ narrative in-
put to enhance outpatient care. For example, early exposure of clini-
cians to patient feedback about ambulatory care did reveal that many
practitioners see value in patient narratives.”?’ As one study sum-
marized, “Inclusion of qualitative patient feedback, providing explana-
tion for ratings, presented at the practitioner level could also enhance
the attention paid to it in practice.”®> However, other clinicians re-
main skeptical about the accuracy of patients’ comments characteriz-
ing their practice'? and are uncertain about the actionability of this
feedback for improving quality of care.® Challenges interpreting the
meaning of free-text comments have also been documented.® A small
body of research has examined the content of patient comments about
ambulatory care, but no studies have explored their value for improv-
ing quality or reshaping clinical practices.’’? It seems clear from the
existing literature that for narratives’ potential to enhance QI to be
fully realized, innovative approaches to enhance their diffusion will be
necessary.

Existing research has not yet answered some critical questions about
the innovative potential of qualitative feedback for QI in outpatient
settings. How might the plethora of patients’ comments about am-
bulatory care, and the newly developed capacity to elicit comments
about outpatient treatment in a more rigorous manner, be deployed
to enhance the quality of outpatient care? How can patients’ stories
about care experiences with clinicians enhance improvement processes
above and beyond what is possible using standardized survey metrics
alone? Can narrative descriptions add to our understanding of the ex-
perience of care and of what specific aspects of care did and did not
work well? In rapidly changing institutions and practice settings, where
“the keys to improving patients’ experience of care are neither obvi-
ous nor effortless,”>® what promise do stories hold? In brief, what can
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patients’ own words convey to clinicians, QI teams, and organizational
leaders seeking to understand and improve patients’ experiences with
care?

This study lays the foundation for addressing these questions. It does
so by creating a conceptual framework for anticipating what facili-
tates or impedes the diffusion of narratives into quality improvement;
by defining and rigorously measuring the attributes of narratives that
make them meaningful and actionable; and by assessing the prevalence
of those attributes in a representative sample of 348 elicited patient
accounts about outpatient care. We focus on the sorts of narratives that
can be elicited through existing large-scale patient experience surveys,
thereby leveraging a representative sample of patient feedback for in-
sights about clinical practice.?’ The paper concludes by considering how
such narratives can be situated within broader QI initiatives and what
distinctive contributions they might make given that many different
kinds of narratives have value.

Conceptual Foundations

The rapid proliferation of comments being offered by patients online
has evoked considerable speculation about their potential to enhance

12,26,27,34-36 B¢ learning

QI and promote more patient-centered care.
from and responding to narrative feedback are complex tasks. Indeed,
they may require innovative shifts in how clinicians, their clinical and
administrative staff, practice leaders, and health system administrators
conceptualize, understand, and derive practical meaning from patient
experience data.

To conceptualize how narratives from patients can be useful and used
for quality improvement, we situate adoption of this emerging form of
feedback within the burgeoning literature on diffusion of health care
innovations. We approach the development of such a foundation with
a hybrid of deduction and induction. First, we draw on past theories
of health services innovation and diffusion to identify attributes of nar-
ratives that might impede or facilitate their adoption into practice.
Second, using the narrative data itself, we employ qualitative analytic
techniques to inductively identify patterns of narrative attributes that
seemed to be plausible prerequisites to their optimal use for quality
improvement.
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Narrative Feedback as Innovation

Improving quality of care based on narrative feedback requires learn-
ing from patients’ experiences in new ways and developing analytic
approaches quite different from those requisite for working with quan-
titative survey data.

® Because narratives are conveyed in text that is sometimes garbled,
fragmented, or laden with multiple plausible inferences, extract-
ing meaning can call for interpretative skills that do not apply to
data obtained from closed-ended survey scales.'”’

® Because narrative feedback takes the form of words rather than
numbers, identifying broad patterns in the content and variability
of that feedback requires a reliable way to categorize reported
experiences, rendering them countable and comparable over time
and across sites.”®

® Because narratives convey what matters most to patients, their
focus often extends beyond the domains of experience assessed

by conventional closed-ended survey questions.!??%3?

Learning
from the content of these new domains is most likely to occur
if there are individuals within organizations who both see these
new topics as important and have the expertise to respond to the
concerns.

® Because narratives convey pathos, gratitude, personal priorities,
irritation, and a range of other complex dimensions of person-
ality and attributions, their messages are often multivalent and
cannot be simplistically categorized as “positive” or “negative”
assessments. Learning from narratives may therefore require an
open mind, emotional intelligence, and the understanding that
patients vary in terms of what they want and need.

Learning from narrative feedback thus involves several distinct forms
of innovation: developing new interpretive skills; creating an analytic in-
frastructure for identifying patterns within aggregated narratives; broad-
ening the range of issues considered promising for QI; and attending
to the emotional connotations of clinician-patient relationships. In any
given context, some of these capacities might already be in place, while
others are still nascent. But all are essential to extract the fullest meaning
from narrative feedback and to use such feedback to improve quality in
the various ways we explore in this article.
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Uptake of Narrative Feedback as Diffusion of
Innovation

Attention to narrative feedback among health care providers has emerged
relatively recently, gradually expanding over the past decade.!?13:15:7
Within the United States, spread of attention to narratives remains in-
complete: a recent assessment of the availability of patient comments
on publicly accessible websites found that narratives are available for
less than half of all clinicians.?® The substantial literature on the diffu-
sion of health services innovations—now encompassing more than 500
studies—provides insight about factors that might facilitate or inhibit
the willingness of key decision makers in the delivery system to embrace
narratives as a tool for quality improvernent.m’42

The implementation of innovations in health care settings often de-
pends crucially on buy-in from frontline decision makers—clinicians,

274041 __which is powerfully

administrative staff, and practice leaders
shaped by the contexts in which they practice. Achieving this buy-in
depends on the perceived value and relevance of the innovation among
key actors, the perceived complexity of the innovation, and its compati-
bility with users’ existing aspirations and prevailing practices. Adoption
and impact are fostered by higher perceived value, greater compatibility
and relevance, and more generous external support and inducements,
but are diminished by complexity.

The discussion section of this paper revisits these contextual factors
in greater detail. The focus of our analysis here, however, is on perceived
value. More specifically, we examine how the content of narratives them-
selves may influence their perceived usefulness and use as a source of
innovation for Ql—beginning with identifying two critical attributes
on which usability and impact are likely to depend.

1. Thescope of experience being reported. The degree to which the data in
narratives overlap with existing incentivized patient experience
surveys will potentially influence their perceived value among
future users, the degree of perceived compatibility with existing
QI practices based on survey results, and the financial incentives
encouraging key actors to use them.

2. The actionability of such feedback. Only sufficiently concrete nar-
ratives are truly actionable. If they can inform QI efforts by
supplying specific details about at least some aspects of when,
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what, where, who, and how, then they have potential to be
used to modify problematic practices and emphasize effective
ones.

Scope of Experiences

As policymakers around the world strive to make health care more
responsive to patients and large-scale patient experience surveys have
become a favored tool, considering how patient narratives inform do-
mains both within and outside the scope of those surveys provides a
starting point for effectively incorporating narratives into QI efforts.
These surveys focus on a consistent set of core domains, most commonly
including patients’ assessments of communication with clinicians, access
to services, and overall experiences with care.”® In the United States,
the CAHPS family of surveys, sponsored by AHRQ, has become the
standard for assessing patient experience, in large part because the sur-
veys are used by CMS to incentivize improvement and by many health
systems as internal metrics of performance.®** These surveys aggregate
responses to individual questions into four to six composite domains of
patient experience.

We hypothesize that narrative feedback that “fits” with these compos-
ites will feel most relevant to and compatible with existing improvement
efforts because it can explain why patients rated experiences in these do-
mains as they did. Past research demonstrates that assessments conveyed
in comments predicted patients’ overall assessment of their health care
experiences, above and beyond their responses to closed-ended questions
in the same domain.'”*>%® Because these are the domains incentivized
for both clinicians and health care organizations, narrative content per-
taining to these domains might be more readily adopted into existing
QI initiatives.

Conversely, for aspects of patient experience not covered by conven-
tional surveys, patient narratives introduce dimensions of quality or
patient-centeredness that will feel less familiar to those involved in on-
going QI efforts. This may create short-term barriers to narrative uptake
to the extent that novelty introduces uncertainty and reluctance to en-
gage with new and ill-defined domains of experience. More than half
of all patient narratives related to hospitalization focus exclusively on
experiences that fall outside the scope of conventional patient experience
surveys.'®3? These new domains include emotional support or comfort



The Potential for Patient Narratives to Inform QI 185

17,39 17,39,47

17,39

from clinicians, perceived technical competence of clinicians,

safety risks and medical errors,'’?
and communication to patients from practice or hospital administrators
17

coverage and billing issues,

rather than clinicians.

Although the unfamiliarity of this broader scope may initially impede
use of narrative feedback, we anticipate that in the longer run these
expanded domains might be seen as particularly valuable for quality
improvement precisely because they have not previously been a focus of
QI. This leaves more opportunities for “low-hanging fruit” in terms of
future improvement.>?*’

For purposes of this paper, we constructed a tripartite categorization
of narrative content: (a) integral to CG-CAHPS closed-ended questions,
ie, elaborating on aspects of patient experience captured by closed-ended
questions, (b) proximal to closed-ended questions, ie, covering aspects of
care within the domains captured by the survey’s composite measures
but not directly matching the wording of closed-ended questions, and
(¢) distal, ie, involving aspects of patient experience excluded or omitted
from current closed-ended survey questions.

Actionability of Narrative Content

Though patient narratives are often presumed to be “action-
able,”1220:27:3336 there has been little careful definition of actionability
nor assessment of its prevalence in patients’ descriptions. Past studies
of health care innovation and the literature on the use of narratives in
performance feedback for service providers suggest four key dimensions
of actionability in the content of narratives.

The first is the specificity of the narrative content. Patients are not
always able to accurately assess all aspects of their care, nor can they
necessarily make reliable attributions about why an experience unfolded
as it did.***” But accounts that are more specific reduce the degree of in-
ference required for those who read them; in short, they are less complex
to interpret and thus more readily acted upon.'”*>° The specificity of
narrative feedback facilitates a constructive response. In the words of
one research team that evaluated the impact of narrative feedback in
hospital settings, “free text helps to identify specific actions ... that
can be acted on and that can feel ‘owned’ by staff.”**

Second, the emotional valence of the narrative matters. Positive and

negative feedback will typically prove to be actionable in different ways,
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each subject to distinct constraints. Negative depictions will generally
be actionable, as long as the patient experiences are conveyed with
sufficient clarity and detail. Narrative feedback offers a particularly
effective way of identifying negative experiences that could otherwise
have been masked by patients’ generally positive assessment of their
health care encounters. A substantial portion of patients (18%-20%)
who rate their experience with clinical staff in hospitals to be “top-box”
(most positive) on closed-ended questions still have something negative
395152 thereby identifying specific quality
shortfalls even for clinicians or practices with generally high quantitative

to express in their comments,

ratings.

But identification of correctable errors is not the only value of narrative
content. Positive feedback can help with sustaining good practices or
bumping clinicians up a notch, as long as the comments are specific
and make clinicians feel seen and appreciated as individuals.’®> For QI
staff or practice-level leaders, positive feedback about one clinician can
be leveraged to encourage other clinicians to improve practices.’*>’
This can provide a particularly powerful inducement for change when
colleagues in a practice can serve as exemplars for actions or attitudes
that extend beyond the realm of conventional norms of practice.

Third, actionability depends in part on the prevalence of the actions
or practices described by patients. Numerous clinical practices have
been identified as elements of high-quality or patient-centered care yet
remain unevenly pursued by clinicians. Examples include shared decision
making®®>7 and various aspects of coordinated care.’® Narratives that
single out examples of positive or negative experiences in these domains
may help QI staff to encourage greater consistency simply by establishing
that patients notice whether or not they occur and value consistent
attention to them.

By contrast, some practices are rare, yet so clearly improve upon con-
ventional provider behavior that they can catalyze broader transforma-
tive change. Examples include clinicians who proactively communicate
with patients and families outside of office visits or clinicians who take
responsibility for helping patients resolve problems with billing or in-
surance coverage. Clinicians who implement such practices are more the
exception than the rule, but they can nonetheless serve as exemplars for
“raising the bar” on clinical practice. Narrative data about exemplary
practices may be most effectively used by clinicians willing to act as
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“local champions” for change’>”? who encourage their peers to explore

how to improve aspects of their own work.

Fourth, the actionability of patient narratives depends on the degree
to which key roles andfor actors are mentioned. Actionability by no means
requires that patients explicitly name those who acted in problem-
atic or exemplary ways. Rather, narratives can be adequately actionable
when they identify roles played in the health care setting—for exam-
ple, whether miscommunication occurred because the treating clinician
failed to explain matters clearly or whether other staff introduced con-
fusion with garbled or conflicting guidance. The more clearly narratives
identify the specific roles most responsible for particular outcomes, good
or bad—especially in instances where multiple clinicians and staff were
involved in care—the more actionable they are likely to be.

These four dimensions of actionability can appear in various combina-
tions in any given patient comment. A review of past studies examining
how providers interpret and learn from patient feedback suggests that it
is useful to distinguish among three specific combinations, because each
identifies a different pathway for learning and thus a different approach
for incorporating narrative feedback into QI efforts.”>?’-?? Each of the
three combinations also highlights different ways in which clinicians
and their staff might engage with the content of the patient narratives
and draw from them motivation to adapt existing clinical practices.

1. Negative and preventable care experiences. Comments that identify
something problematic in a patient’s recent health care expe-
rience are categorized as actionable by clinicians if and only if
(a) the feedback is sufficiently concrete to determine what had
transpired from the patient’s perspective, and (b) the problem in
question is clearly related to the actions or attributes of clinicians
or their affiliated staff or some changeable aspect of the practice
itself. Having the narrative itself identify the cause of problems
is not a prerequisite for actionability, because investigating why
difficulties occur is itself a meaningful form of action.

2. Positive and exemplary care experiences. Comments that identify
actions or practices of clinicians or their staff that are clearly ex-
traordinary are always actionable because they have the potential
to elevate general norms of practice. If the lauded behaviors were
sporadically evident for a particular clinician, actionability could
involve making them more consistent or extending the positive
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practices to other clinicians. If the behaviors were always present,
actionability would focus exclusively at the QI level, aiming to
increase the prevalence of such practices among other clinicians
or their staff.

3. Positive but not universal care experiences. Comments may include
praise for actions that ought to be expected from any compe-
tent clinician, such as writing timely prescriptions or referring
patients to an appropriate specialist. But some activities that
represent well-established norms of patient-centered care, for
example, helping to set up referral appointments or following
up on treatment or test results, remain inconsistent in practice.
QI teams might benefit from leveraging positive feedback about
these activities for clinicians who engage in them to improve
care provided by clinicians in the same practice who fall short.

Integrating Scope of Content With Actionability

Taken in combination with our tripartite categorization of narrative con-
tent in terms of its relation to closed-ended CAHPS questions (integral,
proximal, and distal), these three forms of actionability yield a 3-by-3
matrix (Figure 1). Each cell in the matrix identifies different opportuni-
ties for harnessing narrative content to improve ambulatory care quality.
Each also identifies different pathways through which change would
need to be actualized.

We hypothesized that the resulting nine categories would each be
evident in the patient narrative comments we set out to analyze. How-
ever, we had no prior assumptions about which categories would prove
most prevalent or demonstrate the most compelling evidence for en-
couraging change in clinical practices. The coding schemes and their
applications described in this section constitute the first tools we
know of for determining the prevalence of patient feedback in each
of these nine categories. The conceptual schema presented in Figure 1
also highlights how the diffusion of narrative feedback, as a form of
innovation, is mediated by the intersection of content and action-
ability. Consider two examples, drawn from opposite extremes of the
schema.

When narratives document negative experiences that are integral to
CG-CAHPS composites (the upper left cell in the matrix of Figure 1),
they refer to familiar domains for QI that are already monitored and
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Figure 1. Mapping the Potential Value of Narrative Content for Qual-
ity Improvement in Health Care

Scope of Patient Experience
(WHAT happened?)

Actionability of Patient Experience

(HOW did it happen?)

Negative and Preventable

Positivebut Not Universal

Positive and Exemplary

If at individual level, clinician and
staff respond to improve quality

If at practice/system level, QI staff
or i

Integral to Co
Survey Composites

respond to
improve quality

IMPACT ON CAHPS SCORES
Composite scores improve

QI staff leverage local peer
norms to make more common
throughout the practice

IMPACT ON CAHPS SCORES
Composite scores improve for
clinicians who become new
adopters

Identify local quality champions
who can advocate for these
behaviors with their peers

IMPACT ON CAHPS SCORES

Composite scores of majority of

clinicians improve as they adopt
and meet higher bar

Proximal to Conventional
Survey Composites

If at individual level, clinician and
staff respond to improve quality

If at practice/system level, QI staff
or administrators respond to
improve quality

IMPACT ON CAHPS SCORES
Will improve overall rating scores;
may improve composite scores

QI staff leverage local peer
norms to make more common
throughout the practice

IMPACT ON CAHPS SCORES
Composite scores may improve
for clinicians who become new
adopters; overall ratings will
improve

Identify local quality champions
who can advocate for these
behaviors with their peers

IMPACT ON CAHPS SCORES

Composite scores of majority of

clinicians improve as they adopt
and meet higher bar

Distal from Conventional
Survey Composites

Develop new survey questions OR
complaint elicitation techniques

IMPACT ON CAHPS SCORES

Responses will not alter existing

composite scores but will increase
overall ratings

Develop new survey questions OR
other feedback mechanisms to learn about these aspects of patient
experience

IMPACT ON CAHPS SCORES
Reponses will not alter existing composite scores but will increase
overall ratings

Abbreviations: CAHPS, Consumer Assessment of Healthcare Providers
and Systems; QI, quality improvement.

“Composite” refers to the quantitative metrics constructed from the ag-
gregation of survey responses to several different questions that are all
in a particular domain of practice, such as provider-patient communica-
tion or coordination of care. “Composite score” refers to the performance
rating for a clinician or clinicians using that composite. “Overall rat-
ings” refers to the quantitative assessment of the complete patient care
experience, reported on CAHPS using a 1-10 scale.

incentivized by payers and health systems. We therefore anticipate that
clinicians will be strongly motivated to learn from this feedback, pro-
vided the accounts are concrete enough to be actionable. In short, these
are conditions in which the uptake of narrative feedback should be most
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widespread and readily encouraged simply by distributing comments to
clinicians on a regular basis. Conversely, when narratives capture exem-
plary practices in domains distal from CAHPS composites, uptake will
likely be more limited and promoting the use of narrative feedback most
challenging. To be successful, QI initiatives based on these data may re-
quire the active involvement of clinician champions—ideally from the
same setting—who have already adopted such practices.””%

Despite the persisting relevance of organizational and contextual

factors,”®

we anticipate that narrative content itself will strongly in-
fluence both perceived and actual utility of narratives, and thus their
diffusion. This core hypothesis motivates the analysis presented in the

following pages.

Research Methods

To address gaps in the existing literature and translate conceptual in-
sights from the previous section into measurable attributes of narratives,
we needed an approach that could meet several challenges. It needed
to reliably assess how much the content of rigorously elicited narratives
overlaps with conventional closed-ended questions for outpatient care.
Further, it was essential to determine the degree to which narrative feed-
back is actionable, as well as the relationship between the content areas
of the narratives and how actionable they are.

The Narrative Elicitation Protocol

The 348 narrative comments used in this study were collected using
the Narrative Elicitation Protocol (NEP) designated by AHRQ as a
supplemental question set for CG-CAHPS.*°! The NEP is composed
of a sequence of five open-ended questions (Figure 2). To replicate two of
the primary modes currently used to collect patient experience surveys,
narratives analyzed here were collected by both telephone (20%) and
web-based written (80%) modes.

Because the NEP was designed to elicit fulsome reporting of patient
narratives, it encourages more complete and detailed comments than
are typically observed on websites reporting patient comments about

60,6

clinicians.®®®? This can be most simply conveyed by comparing word

counts. On average, patient comments regarding clinicians that can be



The Potential for Patient Narratives to Inform QI 191

Figure 2. Question Wording for the CG-CAHPS Narrative Elicitation
Protocol

Q1. What are the most important things that you look for in a healthcare provider and his or her
staff?

Q2. When you think about the things that are most important to you, how do your provider and
his or her staff measure up?

Q3. Now we’d like to focus on anything that has gone well in your experiences with your
provider and his or her staff over the past 12 months. Please explain what happened, how it
happened, and how it felt to you.

Q4. Next we’d like to focus on any experiences with your provider and his or her staff that you
wish had gone differently over the past 12 months. Please explain what happened, how it
happened, and how it felt to you.

Q5. Please describe how you and your provider relate to and interact with each other.

Agency for Healthcare Research and Quality. Introducing a protocol to obtain patient comments
using the CAHPS clinician and group survey [webcast]. March 2017.
Data from AHRQ22

found on Internet websites run between 35 and 45 words.'* By contrast,
the average word count for the narratives elicited by the NEP is about
130 words.

The Sample Used for Collecting Patient
Narratives

Data were collected from a standing Internet panel of more than 50,000
households recruited and maintained by the research firm Gesellschaft
fiir Konsumforschung (GfK). This panel is representative of the Ameri-
can public in terms of sociodemographics, Internet usage prior to joining
the panel, and health status.®> A random sample of panelists was invited
to participate, and those who agreed were screened for having contact
with a clinician in the prior year.
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Table 1 presents the characteristics of participants compared to the
general American public. The sample was older and had more frequently
used health care in the past year, but was only slightly more likely to
be in long-established relationships with the clinician about whom they
were reporting. Because the sample included only those who regularly
participated on an Internet panel, people with limited literacy or English
proficiency were certainly underrepresented, compared to the general
public.

Coding the Elicited Narratives

We used qualitative content analysis to code the narratives in two distinct
yet interrelated ways: for domains of experience, and for actionability.
In both instances, a three-person team (including the first two authors
as senior investigators) coded an initial subsample of narratives and then
iteratively adjusted the coding scheme and associated coding conven-
tions. Coding was then completed by two coauthors. For actionability,
two clinicians (fourth and fifth authors) brought both their methodolog-
ical expertise and their applied QI and clinical experience to the coding
process, working with a subteam of other authors to develop, refine, and
implement the coding process. The detailed norms and conventions we
developed for both experiential domains and for actionability coding are
available online as technical appendices (Online Appendix B and C).

Coding for Domains of Experience. Following the norms of qualitative
content analysis, codes for organizing the narrative data into “domains of
experience” by compressing “a large number of texts into fewer content
related categories” were inductively identified from the elicited patient
narratives.®* Some domains corresponded directly to with the existing
CAHPS questions and were thus labeled “integral” to the survey. Other
domains were in the CG-CAHPS areas of access, communication, care
coordination, and office staff, but not related to the survey questions
themselves; these we called “proximal.” Finally, we identified clusters
of codes outside the four composite areas of the CG-CAHPS survey
and labeled these “distal.” The final axial coding schema comprised 20
clusters of codes. Because we coded only segments of text long and
coherent enough to be understood in coding reports, some segments
were assigned codes corresponding to two coding areas (eg, both integral
and proximal) because the segment contained one or more descriptors
corresponding to each area.
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Table 1. Elicitation Sample Compared to US Adult Population
Individual Elicitation UsS
Characteristics Sample® (2 = 348) Population
Sociodemographics®
Age
<30 11% 21%
30-44 17% 26%
45-60 28% 27%
>60 44% 26%
Race/ethnicity
White 78% 66%
African American 10% 12%
Latino 7% 15%
Other 5% 8%
Education
High school or less 39% 42%
Some college 30% 29%
College graduate 31% 29%
Health Status and Utilization®
Chronic health problems
Yes 37% 50%
No 63% 50%
Physician visits in previous year
1 21% 31%
2-3 43% 43%
4-9 29% 22%
>9 7% 4%
Time with current physician
1 year or less 24% 37%
2-3 years 20% 19%
3-4 years 17% 12%
5+ years 39% 32%
*Elicitation sample characteristics calculated by authors; data from GfK Knowledge Panel.
bSociodemographic data are from the 2012 US Census.
“Population information on chronic health problems and self-reported health calculated
from the National Health Interview Survey.
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Coding for Actionability. Our definition of actionability yielded five
specific coding categories (each with subcodes) particularly relevant for
QI. These can be most easily distinguished as the who, what, when,
where, and how of the experiences described in the narrative. “Who”
in the practice was identified by the narrative was coded using eight
subcodes for titles such as “doctor,” “staff,” and so on. “What” occurred
was captured first through exclusion/inclusion criteria for identifying
actionable passages in the narratives, and then by coding for whether
the action described was implicit or explicit (four codes) and derived
from an attribute of the clinician or an action/practice (eight codes).
“When” was coded according to whether the described events were
sporadic or constant (three codes), and with respect to proximity to
the office-based clinical interaction (eight codes, including “before,”
“during,” and “after,” and various combinations of these). “Where” was
captured by four codes for setting (eg, in or out of the office). “How”
was coded with four valence codes assigned according to how the patient
contributing the narrative felt about the events described.

Finally, in our coding for actionability, we sought to distinguish posi-
tive experiences that were common in health care but not yet universally
practiced (QI taking the form of ensuring that these become universal
in their scope) from those that might be considered exemplary but were
not yet a clearly established norm. Because norms of practice vary across
specialties, we took as our baseline those standard in primary care, as
identified by professional associations and federal agencies striving to
improve quality (AHRQ and CMS) and interpreted during coding by
clinician coauthors on this paper.

Reliability of Coding. Interrater reliability, assessed using the kappa
statistic, was high for coding domains of both care and actionability
(Table 2). The most reliable domain codes were for integral and distal
codes (kappa = 0.89), the least for proximal codes (kappa = 0.81). The
aggregate kappa for axial coding was 0.86. Reliability of the actionabil-
ity coding ranged from a high of 0.95 for valence to a low of 0.72 for
prevalence of established norms for practice. The aggregate kappa for
actionability coding was 0.89. Although the coding was highly reliable,
it should be recognized that for some narratives, not all the actributes of
actionability could be fully identified. The most frequently unidentifi-
able attributes involved timing (17% of all actionable episodes), setting
(11%), and the key actor or actors (10%).
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Table 2. Intercoder Reliability for Axial and Actionability Coding
Axial Coding Actionability Coding
Characteristic Kappa Characteristic Kappa
Integral codes® 0.89 Valence 0.95
Proximal codes 0.81 Prevalence/norms 0.72
Distal codes 0.89 Reported behavior [What} 0.86
Periodicity {When} 0.92
Relevant actor {Whol 0.91
Identified actions {What} 0.88
Setting [ Where} 0.92
Timing [When} 0.92

*Average kappa across categories in this set of domains.
Results

We convey our findings in 3 stages. We begin by presenting the scope of
experiences described in the narrative data. Building on our conceptual
model regarding the potential utility for narratives to drive QI (when
collected in conjunction with CG-CAHPS surveys; see Figure 1), we
summarize findings that (a) provide detail about already-measured as-
pects of experience (integral data), (b) describe aspects of care covered
by the survey’s composites but not by its specific questions (proximal
data), and (c) focus on dimensions of experience not currently included
on the survey at all (distal data). We then address the actionability of
the elicited data—that is, the extent to which it can inform QI efforts
by supplying specific details about when, what, where, who, and how,
which can then be used to improve patients’ experiences with care by
modifying problematic practices and emphasizing effective ones. We
summarize the overall prevalence of actionability in the data as well
as the prevalence of specific descriptors, and we report the balance of
negative and positive events described. Finally, we consider the inter-
section of content and actionability to provide an integrated picture of
the promise narrative data hold for enriching QI. Examples of narratives
included directly in the paper’s text are supplemented by five figures
(Figures 4-7, and 10), which present more extended quotes. Positive and
negative examples used throughout the paper overall reflect the same
balance found in the aggregated data (80% positive, 20% negative).
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Figure 3. Frequency of Domains of Patient Experience Reported in
Narrative Accounts
[Color figure can be viewed at wileyonlinelibrary.com}

Percent of All Comments

Domains of Patient Experience
tIntegral to CG-CAHPS M Proximal to CG-CAHPS M Distal to CG-CAHPS

Scope of Experiences

The scope of experiences conveyed in the narratives was spread evenly
among the integral (34.7%), proximal (31.1%), and distal (34.2%) cat-
egories (Table 3). Integral and proximal feedback—cumulatively nearly
66% of the total content—map to the CG-CAHPS survey’s 4 composite
areas: communication, office staff, access, and care coordination. The
remaining 34% of content falls into 11 categories of experience not
covered on the survey.

Integral and Proximal Content for the Communication Domain. Commu-
nication between patients and clinicians accounts for more than half of
the narrative feedback related to the 4 CG-CAHPS composites (Fig-
ure 3). Because data on communication are so prevalent relative to the
other 3 composite domains, and because the disproportionate importance
of communication both to patients and for QI is well documented,’*®
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Figure 4. Illustrative Examples of Concrete Narrative Feedback for the
Communication Composite

clearly

sugar in a straightforward manner without
sounding like he was reading from a
seript. He answered questions with a lot of
detail and didn’t try to “handle” me. I felt
as though I was speaking to an honest
expert treating me as an equal.

[NEGATIVE] I ask my questions & get
vague answers. He describes what is
happening on a micro scale, without
giving me the big picture.

C (CAHPS) C (Non-CG-CAHPS)
Integral Codes Exampl Proximal Codes Exampl
MD explains things | [POSITIVE] talk to me about my blood | Proactive communication [POSITIVE] This provider always ask the

important questions and is very helpful.

[NEGATIVE] Well, she did take a
vacation; and I wish she would have told
her patients in advance that she was taking
that vacation so we didn't have to— We
would have known when she was coming
back.

Inspires trust

[POSITIVE] I can talk to him just like a
good friend or a family member. I feel that
trust him, and I put my trust in him. I'm
thankful to have found him.

MD listens carefully|

[POSITIVE] He is making eye contact all
the time when I'm telling him something,
which means a lot, because | know he’s
listening.

[NEGATIVE] the doctor does listen and
spends time with me during my visit but
she is constantly distracted by her cell
phone or other in coming patient.

Communication as
discussion

[POSITIVE] T guess I should say he
actually talks with you, not to you.

MD respects what
patient says

[POSITIVE] .. . to me it’s important to
have a doctor that you can talk to. And you
don’t feel like you’re being brushed aside or
looked down upon or, you know, things that
are important to you. You don’t, they don’t
come across to them as being unimportant.

[NEGATIVE] However, I felt as though
my provider did not believe me and was
unwilling to order an MRI and specialty
referal. I was very irritated by this. I do not
feel that a patient should have to bed

and plead their case to a provider.

Treats as equal

INEGATIVE] I do not like her she
is condesending and very young.

Personalized relationship

[POSITIVE] My provider always takes the
time to ask me how college is going, what
I'm planning for my future, etc. I appreciate
the fact that she genuinely seems to care
about me as a person and not just as a
patient.

MD spends
cnough time

[POSITIVE] she has always listened to my
concerns and will take the time to ask me
questions and answer anything I have a
concern about. If there is something I need
answered after my exam, she will take the
time to see if she can help.

[NEGATIVE] [ felt that my physician was
unwilling to listen completely to my
concern and was in a hurry to leave the
exam room to move on to the next.

Uses humor to foster
interaction

[POSITIVE] We get along fine. We laugh,
we tell jokes. But it’s down to business
after that. But, yeah, he always gets me
laughing. He always gets me laughing.

Makes comfortable/encourages|
openness

[POSITIVE] They talk to me about life in
general as well as about health related

issues, and most importantly the
comfortable atmosphere makes me feel like
1 can ask them questions and not feel
embarrassed.

INEGATIVE] They could have been more
sensitive, especially when they saw how
upset I became.

Friendly/warm communication

[POSITIVE] This doctor is the friendliest
man I have ever meet. He is caring and

NOT arrogant.
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Figure 5. Illustrative Examples of Concrete Narrative Feedback for the
Office Staff, Access, and Care Coordination Composites

Integral Codes

Exampl

Proximal Codes

I Exampl

that would get me back there faster.

[NEGATIVE] My one negative
experience would have to be when i
call and leave a message no one
responds back I usually have to call
back and try to get someone live to get
things done.

staff’

Office Staff (CAHPS) Office Staff (Non-CAHPS)
Clerks/receptionists | [POSITIVE] the receptionist told me [POSITIVE] Well, I think they are good with
helpful to put swelling in my comment, that Competence of office | working with your insurance company and they

set up a test for me, and they took care of
everything, so everything I needed to do was
show up to the place and get the test and
everything was prepared for me. And that was
nice—I didn’t have to call them and make an
appointment or do any paperwork.

[NEGATIVE] The staff does not always
remember to call you back or to follow up on the
doctor’s orders regarding medicine or other
important issues.

Access to Care (CAHPS)

Billing/financial/
insurance assistance

Access to Care (Non-

[NEGATIVE] T got a bill from my doctors office
recently that was different than my normal bill so
T went to office and asked the secretary at the
office what the bill was for and she was unable to
give me the answer I was looking for. Instead she
gave me a phone number to call even though the
bill came from that office.

AHPS)

Timely answers to
questions

[NEGATIVE] They don’t return my call
right away. They wait a day or two before
responding back to me. That’s about the
only thing that I don’t like.

Prescriptions apart
from office visits.

[POSITIVE] T have been able to get
prescriptions refilled/reissued by the doctor over
the phone. It is nice to not have to go into the
office and have to pay for a doctor’s visit for
routine refills like that

[NEGATIVE] I went a week without medication
because the system does not allow you to talk to
anyone in person.

Access via electronic
media (phone/email/
portal) not related to
having questions

[NEGATIVE] . .. they made a followup
appointment for me, but only contacted me by
email. As a result I missed the appointment as [
did not read it until after the scheduled date and

answered time.
Answering/returning | [POSITIVE] they are available 24/7 (literally)
phone calls and off hours calls are returned by the doctor in 5

minutes.

Care Coordination (

AHPS)

Care Coordination (N

on-CAHPS)

received from other
providers

MD knows medical | [POSITIVE] She knew my medications, | Exchanges [POSITIVE] They take the time to make surc all
history you know, made sure that things were in | information with meds are cross checked with my mental health
order and even asked other providers provider and they work as a team to insure proper
some other questions about other treatments.
suggestions our old provider had said to me.
INEGATIVE] I see two different doctors related
[NEGATIVE] She has misread or to my condition, and they both typically order a
misunderstood the medication that I was CBC test. I try to coordinate the appointments so
taking that was prescribed by another doctor that the test is taken once and the results are
there in the medical group. I had to bring to provided to both doctors. It seems silly to get the
her attention that I was supposed to be same test twice in a week or two. This has proven
taking two pills instead of the one she had to be more difficult than you might imagine.
me taking.
Discusses care [POSITIVE] And so I took in some lab work

from one of my other doctors to have him, you

know, put it with his records so he would know
and know what was going on. And his response
was very well, and he gave me some advice for
questions to ask my other specialist.

[NEGATIVE] my primary complaint about this
doctor is that he wants to spend all of our time
talking about an issue that is being taken care of
for me by another specialist.
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Figure 6. Illustrative Examples of Concrete Narrative Feedback for the
New Domains Not in CG-CAHPS

Distal Codes

Examples

Efficiency of patient interactions

[POSITIVE] And they got me right in, and they identified the problem very quickly and took
care of me immediately.

[NEGATIVE] So I don’t want to waste our appointment time talking about that, because that
concern is for another doctor. And that’s my chief complaint with him. Is that we waste time
talking about hing that I'm not there to see him about.

Emotional rapport

[POSITIVE] I feel like I'm more than a patient, like 'm an important person and he actually
cares about me.

Patient empowerment

[POSITIVE] They take the time to listen and offer courses of actions that are left up to me. I
am able to make choices.

Mutuality

[POSITIVE] We interact pretty good. He comes from the same kind of background that T
came from: steel town. Different state, but we both come from steel cities and, you know,
migrated here to Virginia.

Use of information technology in
visit

[POSITIVE] Very well all records on the computer system and testing and they have all of it
right on hand with them.

Care approach

[NEGATIVE] I prefer to use natural remedies to help my medical concerns. Generally my
doctor doesn’t have much faith in this.

Coverage/cost issues

| the costs. Even though a patient can’t precertify their own procedure, my insurance company is

[NEGATIVE] My provider did not precertify my colonoscopy so I received a bill for the majority of

penalizing me $501.00 for their error. My portion of the bill went from S0 to $1,355.00.

Clinical staff

[POSITIVE] And usually if I have something that I really want, I'll tell the nurse, and then if he
doesn’t bring it up, I'll bring it up again. But almost always he brings it up because she has informed
him first.

INEGATIVE] I don’t like having a nurse who attempts to tell me what my simptoms are instead of
listening to what [ am trying to say.

Attributes of practice

[NEGATIVE] The only concern I have is th
overheard because of the way that the office
sometimes.

tivity of the medical information that may be
tup. People in the waiting room can overhear you

Perceived technical quality

Clinician thoroughness

[ [POSITIVE] So she tried you know one medication. That didn’t work. And then she went ahead and

[POSITIVE] can tell me possible side effects or drug interactions right away. I love that he knows
this without even having to research. So very knowledgeable.

[NEGATIVE] It just seems like there should be something that I could be doing different that they’re
not telling me about. Do you understand what I’'m saying? I mean, all I get is every time I go in and
say how I ache all over and he just says yeah I know. And that’s it.

tried another one. And we finally just now just gotten right. So I think you know she— To me she
kind of went above and over. You know? She did exactly what I would like her to do. . .. And got me
the help and stuff that I needed.

[NEGATIVE] The doctor did not pursue the problem when results from his first two suspicions were
negative. He just said “I don’t think it’s anything serious, live with it”. My symptoms were interfering

with my daily life and I felt he should have pursued it further.

we have elected to focus the bulk of our detailed description
narrative content related to integral and proximal codes through the
lens of this single domain. (We briefly return to the other three CG-
CAHPS composites later in the paper.)

In the communication domain, roughly half of the narrative
descriptions illustrated aspects of existing CG-CAHPS questions, thus
offering details about why survey respondents scored their clinicians low
or high and/or disclosing the specific dimensions of care that were most
important to the patient. Respondents illuminated dimensions of the

of
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Figure 7. Illustrating Extent of Actionability

Forms of Actionability | Actionable Not Actionable

| Twould love to be able to find a provider who can
oversee every aspect of my care, you know, a

Thavear a I've had several insurance issues and continue to work full
Negative di »‘ ist, a pain doctor, an internist, a | time in retail. This makgs it very h‘ard for me to schedule and
geneticist. You know, I have all of these different keep appointments. During these times, I feel that I am not
physicians, so it would be nice if T could find a meeting him part-way and I feel that I could try harder.

physician who was able to oversee everything better
than my primary care is able to do.
Positive experiences that | The most important thing that I really feel like I can
are not universal connect to my doctor and he really cares about me as a | Great! Very efficient.
person. How I'm doing outside, like at school. You
know, it’s not just all about medicine and, you know, | He’s the best doctor and good friend. He lives near my son
medical issues. so I see quite often.

Even though I was her last appointment and we were
already running a little late, she still took extra time to
doublé check some things and made sure I understood
what she was doing.

Thave had several Melanomas. The Doctor always

calls me personally with the results and answers all

my questions. His staff has my file faxed over to the

surgeon within an hour of the call. This allows me to

quickly have them removed. Afier the surgery, I geta | Not applicable (this category is actionable by definition)
call from the Doctor reviewing the results of the

surgery from the information the Surgeon provided to

his office.

Positive experiences that
are exemplary

CG-CAHPS question about whether “your physician explains things
clearly” through almost entirely positive examples of clinicians being
thorough, “mak[ing} sure that I have a complete understanding,”
and talking in understandable “layman” or “simple” terms. Patients
also offered details about what was or was not explained well (eg,
medications, procedures, visit summaries) and consequences of various
courses of action.

The second question in the communication composite regarding “lis-
tening carefully” was fleshed out via (again largely positive) descriptions
of how patients assessed clinicians’ skills in this area—for example, by
whether they “ask additional questions to help determine all symptoms,”
“seem bored or bothered” rather than attentive, or provide patients ade-
quate opportunity to “react and process.” The narratives also summarize
perceptions of actions associated with attentive listening: one person
noted that her doctor “listened, [and} changed meds right away,” an-
other that the clinician “does listen and take action” by communicating
with staff to problem-solve.

Narrative responses to the third CG-CAHPS communication ques-
tion, “how often did this provider show respect for what you had to
say,” emphasized feeling trusted, believed, and valued. As one patient
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put it, “he basically takes my word for things and he understands that
I know exactly what I'm talking about.” Other patients specified being
“included ... in my care” or asked whether they agree with proposed
treatments. On the negative side, patients described feeling pushed
“through like cattle” or having doctors unwilling to accept patients’
treatment choices or take what they said at face value.

Responses to the final question in the communications composite—
whether physicians spend enough time with patients during visits—
highlight concepts such as clinicians being hurried or rushed on the one
hand, or on the other hand, making time for important processes like re-
viewing treatment options, explaining procedures, or asking questions.
Some narratives described feelings associated with clinicians’ time allo-
cation practices; for example, one person noted that getting too little of
the doctor’s time made them “feel like a cheque and not a person,” and
another that she or he felt “disappointed and insignificant.”

The other half of the narrative material related to physician-patient
communication clustered into 8 distinct proximal categories (frequen-
cies for each are presented in Table 3; illustrative comments in Figure 4).
The most prevalent of these categories describes the “feel” of commu-
nication from patients’ perspectives. Comments include descriptions of
clinicians being open, honest, or personable and contain terms like “talks
openly,” “greets warmly,” “interacts well,” or “we are cool.” Personalized
relationships is another large category; it includes many highly descrip-
tive narratives focused on, for example, finding things in common, being
remembered “personally,” and discussing issues besides physical health,
such as family members, pets, vacations, and “how things are going in
life.” Patients noted their clinician “knows my demeanor,” is “quick
to give you a hug,” or “consider[s} me a person who needs help and
not another insured person they can bill the maximum amount.” The
third most frequent category—patients comfortable being open with the
doctor—is similar to personalized relationships, but here the narratives
emphasize being relieved of embarrassment or nervousness, or being
able to “ask anything without being made to feel foolish.” Patients also
talked about providers relieving their anxiety, refraining from “judging
me,” and being open or easy to talk to.

Less prevalent proximal categories highlight specific dimensions
of communication. Narratives about humor, for example, highlight
communication patterns such as telling jokes, laughing together,
and “bantering back and forth.” Those focused on dialogue refer to
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communication where the clinician “doesn’t make me feel like he is
an authority figure or an expert giving me advice but rather {creates]
a discussion” and to decisions arrived at together after talking through
options. A distinct but related category is clinicians whose patients feel
they are “treated as equals.” Comments here describe communication
that explicitly levels the playing field such that “we almost interact like
colleagues,” mutual respect prevails, and there is “none of the old ‘T am
the doctor and you are the patient and you don’t have anything valuable
to add.”” Comments that explicitly emphasize trust, such as “he’s very
honest” or “I put my trust in him,” were coded as “doctor inspires trust.”
Finally, the “proactive communication” category captures narratives
about being consistently asked “do you have any questions”; clinicians
going out of their way to talk with family members about, for example,
the need for surgery; or, on the negative side, doctors neglecting to tell
their patients they were going on vacation or what to do in their absence.

Integral and Proximal Narrative Content for Access, Staff, and Coordination
of Care. Comments related to the other three CG-CAHPS composites
are, in aggregate, about as common as narrative feedback related to
clinician-patient communication. As is true for the communication do-
main, there are about as many comments in proximal aspects of these
domains as in the integral domains closely linked with CAHPS closed-
ended questions. Figure 5 offers selected illustrations of the most preva-
lent of these integral and proximal aspects of access, care coordination,
and office staff. A more complete set of examples, comparable to the
illustrations of communication contained in Figure 4, can be found in
Online Appendix A.

Distal Categories. Our qualitative analysis revealed 11 clusters of
comments that fall outside the four CG-CAHPS composites, yet are
potentially important for QI because they provide an inductively derived
view of what additional issues matter to patients. Figure 6 contains
illustrative excerpts for each distal category. Here, we summarize our
syntheses of the qualitative data to provide a more textured view of what
the narratives convey and the promise they hold for QI.

Nearly a third of the comments coded as distal describe aspects
of clinician-patient relationships that could not be subsumed under
the communication composite. “Emotional rapport” is the largest sub-
category; comments here generally convey positive emotional valence
but few specific details. Patients talk about providers who are warm,
concerned, compassionate, caring, friendly, pleasant, easy to get along
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with, and empathic. They also describe relationships with clinicians
characterized by professionalism, respect, trust, and the feeling of being
“in capable hands” or “having confidence” in the clinician.

Other relational aspects of care described under distal codes are more
specific and granular. Patients described holistic or personalized care
approaches, emphasizing feeling providers are able to find “a middle
ground that allowed me to be how I am and yet maintained her role and
authority” or to focus not just on a specific disease but on “any other
thing that’s happening to me ... [through} attention to detail.” Neg-
ative comments noted feeling treated in a “mechanical way” or with an
“assembly line attitude.” Narratives about mutuality emphasize shared
respect for one another, working well together, or examples of mutual
connection such as praying together. Comments about empowerment
focus on what it means to “take part in my care”: being encouraged
by the clinician, not feeling judged, or finding that clinicians offer
alternatives that inform patients’ decision-making process.

A second cluster of narratives focus on perceived quality of care.
These account for roughly half of the distally coded data and fall into
two categories: observations related to clinicians’ perceived knowledge
or expert capacity, and observations about the perceived thoroughness
with which care is delivered. Narratives often focus on distinct aspects
of the care encounter such as follow-up, including how test results
are communicated and acted on, post-visit instructions, or medication
adjustments. Some patients speak about not only what happened (eg,
“they called my house almost every day just to check up on how things
were progressing”), but also how they felt about what had occurred (eg,
medication tracking and adjustments “helped alleviate my anxiety”).
Many negative comments highlighted mistakes experienced during care,
such as receiving a letter intended for a different patient or having to
have blood redrawn because of faulty lab slips.

Distal data also highlighted some specific aspects of the care team and
of care practices not captured within existing CG-CAHPS composites.
The most prevalent of these was experiences with clinical staff—mostly
nurses, but also physician assistants or laboratory technicians who pro-
vide care alongside the physician. Notably, many narratives describe
relational aspects of experience with other clinicians, a topic not di-
rectly addressed by existing CAHPS questions. Some patients highlight
the comforting presence of clinical staff, for example, after a difficult
procedure or hard-to-hear news, or voice objections to feeling slighted,
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ignored, “spoken down to,” or needlessly lectured. Other comments fo-
cus on procedures: a number of people described experiences (both good
and bad) having blood drawn or undergoing other forms of examination.
“A new nurse of his took my blood pressure,” said one patient, “and was
unable to get the proper reading the first couple of times she tried it.
Instead of telling me she was new and that it might have been her prob-
lem, she told me I was too thin and that I made it difficult for her to get
the reading.”

Another narrative thread that extends beyond the CAHPS composites
focuses on the efficiency of the office visit. Are things promptly ready for
patients when they need to check out? Are issues dealt with in a timely
way? Are test results received and processed quickly? Many patients’
descriptions about efficiency capture their values and priorities. Shorter
visits facilitate access for those with limited free time or inflexible work
schedules (“they took care of everything and it was in and out and no
hassles”). Concise interactions are seen by some as reflecting clinical
skills (“If T go in to see Dr. W he is on time, quickly gets to the heart
of the matter and has a solution right at hand”), and by others as a sign
of respect for their own busy lives (“I had to wait ... I guess that the
office does not value my time”).

A small but highly specific set of narratives focus on general attributes
of the practice itself rather than any particular clinician or staff mem-
ber. One such attribute is confidentiality: an objectionable “breach in
privacy” that can occur in the lobby or waiting area. Another is the size
and structure of the practice, which can result in being seen by “a floater
MD” (with well- or poorly received results), or in confusion and high
turnover among staff. Several patients also made observations about the
way staff and providers work together, objecting to the way staff are
treated or observing that “the doctor has know [sic} idea what is going
on with the staff.”

Finally, several categories in the distal codes illustrate phenomena in
the care setting not captured in the survey’s four composites but that
may emerge into increased prominence over time. Some of these are
already captured in supplemental CG-CAHPS item sets. For example,
narratives highlight the impact of health technology, providing feedback
on the perceived benefits and costs of clinicians using computerized
systems. Some patients described enhanced coordination of care, ease
and timeliness of information access during visits, or how “finding out
the results {of my tests} immediately is wonderful.” Others noted feeling
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overlooked when clinicians attended to computers instead of them, or
how glad they were that their doctor “sat down and listened to me and
took notes, rather than entering information on the computer.”

Another emergent aspect of care sporadically highlighted in the nar-
ratives is clinicians’ practices vis-a-vis tests and treatments that have
limited or inconsistent clinical value, for example, diagnostic scans as a
quick response to reported pain, or antibiotics for symptoms that may
well resolve without them. Patients assessed this aspect of care in var-
ied ways. Some voiced appreciation for clinicians who recommended
delaying invasive, expensive, or potentially unnecessary procedures. As
one person put it, “I am a practical person and he does not require
unneeded tests and things. I like that and respect him for it.” Others
noted that their clinician is “not a pill pusher” or “gave options” before
recommending surgery. Yet others described clinicians who order tests
they don’t believe are necessary, fail to act quickly enough, or make pa-
tients “beg and plead their case” before prescribing. Patients also opined
that more preventive care (eg, vaccines) would have been useful, or they
voiced appreciation for “preventive medicine.”

Comments about cost and insurance coverage issues with providers or
at practices (as distinct from with office staff) also stood out in the nar-
ratives. The majority of these described negative experiences: providers
who do not understand coverage or who fail to facilitate it through
precertification (eg, of colonoscopies), appropriate coding of visits, or
coordination among relevant parties. Comments about problems with
cost included inaccurate billing, erroneous charges, and having cost is-
sues disregarded by a provider who “doesn’t hear me when I tell her what
I can and cannot afford.” Other narratives highlighted good practices:
providers who discuss cost openly and promote shared decisions about
which expenses to incur; examples of seamlessly facilitated paperwork
or coverage-related referral forms; and direct phone calls or letters from
providers to insurers.

Actionable Content in Patient Narratives

Narrative accounts identify actionable patient experiences by conveying
in sufficient detail the who, what, when, and where of the event, as well
as how the experience felt to the patient. To report on frequencies, we
identified passages in each narrative that demarcated distinct events
for the patients: many such passages were assembled by consolidating
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Figure 8. Prevalence of Actionable Passages in Patient Narratives
[Color figure can be viewed at wileyonlinelibrary.com}
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portions of a given patient’s responses to multiple questions in the
NEP. Each such event was then judged to be actionable or not based
on the specificity of its description (Figure 7). We calculated and report
here the prevalence of these actionable passages and their attributes: the
who, what, when, where, and how across the 348 elicited narratives.

The Prevalence of Actionable Events. Overall, 80% of narratives con-
tained actionable content. Fifty-six percent had multiple actionable
events, and 17% contained four or more distinct actionable elements
(see Figure 8). Some narratives concisely characterized a well-defined
episode: “I was dizzy,” one patient said, “. .. it was horrible I would say
it lasted for at least 30 min they {sic} nurse staff was wonderful stay right
by my side until I could leave.” Another patient reported, via fragments
dispersed throughout his narrative, being disappointed in his continuity
of care, first noting that the clinic “has not been able to keep a steady
staff of doctors. They all are quite able but they are always changing.”
He acknowledged that the clinic’s approach assured that “I could always
find some physician who was working at the clinic to see me,” but since
there was “always a new doctor,” he concluded at the end of the narrative
that it was “hard to get the doctor acquainted with a patient.”
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Figure 9. Prevalence of Identified Actors in Actionable Elements of
Narratives [Color figure can be viewed at wileyonlinelibrary.com}
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The “What” of Actionable Events. Roughly 5% of reported events were
associated exclusively with personal attributes of the clinician or staff,
rather than their actions or practices. For example, some clinicians were
characterized as “calm,” others as “pushy.”

The vast majority of actionable events (95%), however, were linked
by patients either to particular actions (26%) or to consistent practices
(69%) on the part of clinicians and staff. The following example illus-
trates both a discrete event (assistance offered when the patient’s spouse
died) and a consistent aspect of care (regular dialogue about personal
experiences):

I have known and been served by my physician for over 25 years. He
knows me and my family very well. He and I have similar interest
outside of our professional relationship and often share experiences
with each other. He was especially helpful when my wife passed away
because he had known and treated us both as friends as well as patients
for many years.

The “Who” of Actionable Events.  Fifty-five percent of the actionable
events focused exclusively on actions of and interactions with physicians
(Figure 9). Another 20% involved the primary clinician in conjunction
with administrative staff, clinical staff, or both.

Roughly 15% of actionable events centered entirely on actors other
than the primary clinician. These sometimes involved clerical staff, in
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other cases clinical staff (eg, nurses, physician assistants, medical tech-
nicians). Ten percent had no clearly identified actor, referring instead to
an undefined “they.”

The “Where” of Actionable Feedback. Seventy-two percent of action-
able events took place in the office setting. The remainder involved
interactions via various forms of electronic communication. These ranged
from the scheduling of appointments to the use of web-based portals for
communication with either physicians or their clinical staff. Interactions
related to follow-up after testing or treatment represented the largest
focus of these out-of-office communications. For example, patients
extolled practices where “Whenever I ask a question, they usually listen
to me and call me if they don’t have the answer with the answers” or
clinicians who personally reached out, for example, by phone.

The “When” of Actionable Events. Timing of an event involves both
its sequencing in a particular episode of care and the extent to which it
repeats across episodes of care. Forty-nine percent of actionable events
were reported as taking place during the medical exam itself. Another
23% referred to interactions that occurred during the office visit either
before the exam, after the exam, or both. Yet another 16% occurred
outside of the office.

For almost all actionable passages (99%), it was possible to identify
the frequency of the actions or events on which the patient was reporting.
Three-quarters were described as repeating or frequently observed; the
remainder either were one-off events or occurred sporadically.

How It Felt: The Valence of Actionable Feedback. Consistent with past
studies about patient feedback on hospital care, the outpatient feedback
from negative experiences tended to be more specific, thereby making
it more actionable. Roughly 20% of the overall narrative content carries
a negative valence, yet 32% of the actionable feedback involves either
negative or mixed experiences. In other words, negative experiences are
50% more likely to be actionable than positive experiences. Because of
the overall tendency toward positive valence, however, more than two-
thirds of feedback coded as actionable is positive. Much of this feedback
(93%) describes practices that should be the norm for primary care but
are inconsistently implemented by clinicians. A far smaller proportion
points to exemplary behavior that could shift norms of practice for
primary care.

Of the 274 respondents who provided actionable feedback, 45% de-
scribed at least one actionable event based on a negative experience, and
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13% described more than one. Of those who reported a single negative
actionable event, 61% also reported a positive or mixed experience. Of
those who reported multiple negative events, half also reported a posi-
tive or mixed experience. In short, most negative feedback was offered
by patients who also had positive things to say about their medical
care.

Data That Are Not Actionable. Twenty percent of the narratives lacked
actionable content. Most often, this reflected a depiction of patient ex-
periences that was either too cryptic or too vague to be considered
actionable (Figure 7). This was most often the case when patients were
describing general attributes, for example, “capable doctors,” “good
staff,” or “pleasant visits.” In other cases, the depiction was more con-
crete, but some crucial element was missing, as when particular events
or outcomes were attributed to a nonspecific “they” at the practice (Fig-
ure 9).

Other depictions were not actionable because the patients represented
their own actions or circumstances as being primarily the cause—for
example, when patients attribute attenuated relationships with clini-
cians to their own busy work schedules. In other instances, problematic
experiences were attributed to clinicians’ choices that inherently in-
volve trade-offs among priorities—for example, with respect to the
practices’ location (close for some patients, far for others) or the
choice to spend extra time with certain patients and cause others to
wait.

The Intersection of Substantive Scope and
Actionability

Analyses connecting scope (axial mapping of content) with actionabil-
ity reveal a straightforward pattern at the highest level of aggregation:
a consistent 60% of feedback from patients meets our criteria for ac-
tionability regardless of whether the content of what is being described
is integral to, proximal to, or distal from the CG-CAHPS composites
(Table 4). The proportion of narrative that describes negative experi-
ences or exemplary practices is also quite consistent across the three
foci.

For 17 of the 20 content subdomains we introduced earlier (four each
for integral and proximal codes, a dozen for distal codes), more than
half of the coded comments were identified as actionable. There was
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Figure 10. Intersection of Axial and Actionability From Domains
lated to Communication (by Type of Actor)

Re-

Experience
(WHAT Happened?)

Actionability
(HOW Did It Happen?)

y of Patient Experience

Negative and Preventable

Positive but Not Universal

and Exemplary

Integral to conventional
survey composite scores®

Individual ian
The doctor is sometimes a bit
rushed and academic in tone.

QI Staff

It got very tiresome repeating
everything that she and I had
already gone through with each
new person. It was frustrating.

QI Staff

The Doctor always calls me
personally with the results and
answers all my questions.

If I'm apprehensive about
something, she will actually take it
another step up and say I can see
you're apprehensive but this is
what you need. You really need
this. Or this is something that
would help.

Local Quality Champions

He explains things well. If he senses
that you don’t quite catch what he’s
talking about, he'll change the way he
describes it.

At my first appointment, the provider
sat down and listened to me and took
notes, rather than entering information
into the computer. She was sincerely
interested in my concerns, ordered lab
tests and a procedure, and told me she
would work with me until things were
better.

Proximal to conventional
survey composite scores®

Indi ual ian

They could have been more
sensitive, especially when they
saw how upset I became.

Tasked my doc if i could try to
lower my blood pressure with diet
and more exercise, and rather than
say that would work but lets get
you started on some meds and
look again in a month, he copped
an attitude of superiority.

QI Staff
He suddenly went onto
administrative leave without
waning and never notified his
patients. When I tried to make
appointments with him I was sent
to another provider in the practice
and given very vague answers as
to when/if he would return. I can
respect if something personal
happened that prevents his return
or requires time off, but when you
develop a trusting relationship
with a provider, it is difficult to
accept a leave with no warning or
notice.

QI Staff
She really takes time with me. T
never feel rushed. My weight is a
constant struggle and she is
encouraging. She shares the
challenges she and her family face.

Very personable. person to person.
none of the old I am the doctor and
you are the patient and you don't
have anything valuable to add. T
am a partner in my health care.

Local Champions
Helped me to rethink situations and
reflect on why I do things.

Dr. B calling my daughter long
distance to explain why I needed
surgery.

Distal from conventional
survey composite scores*

Individual Clinician

Once he seemed distracted and
distant, but every other
time, he was kind,
involved and took time
with me.

QI Staff

She was very slow and sat at
her computer for hours.
didnt have much
interaction.

I do not like her she is
condesending.

QI Staff

My dr is serious when talking
about my health. But he
has a good bed side
manner. He will also
carry on a casual
conversation too.

Dr. T has been available to me
and ready to give me the
care that helps me
from— from back
sliding, from spinning
into depression or
whatever. And over
time I've become more
resilient and more able
to do that myself
because T has shown
me the way, really.

Local Champions

he was sincerely interested in my
concerns, ordered lab tests
and a procedure, and told
me she would work with
‘me until things were better.
She walked out with me
and made me feels as if she
truely cared and would help
me. I felt good about her
caring.

And [ thought that was kind of
interesting to try to get your
patients involved. And the
fact that you’re able to see
that they were participating
in it, kind of made you be
more interested in it. You
know, they’re not just
telling you go and walk five
miles, they’re actually do—
preaching what they’re
saying.

Abbreviation: QI, quality improvement.
* “Composite scores” refers to the quantitative metrics constructed from
the aggregation of survey responses in a particular domain of practice,
for example, provider-patient communication, coordination of care, and

SO on.
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Table 4. Percentage of Patient Experience Comments That Are Action-
able, by Domain

Any Form Positive & Actionable
Substantive of Actionable Not &
Domain® Actionable & Negative Universal Exemplary
Integral to 63.1% 18.0% 42.6% 2.5%
CG-CAHPS
Proximal to 62.7% 16.3% 44.6% 1.8%
CG-CAHPS
Distal from 62.0% 19.6% 38.1% 4.3%
CG-CAHPS

“Integral: Same patient experiences covered by CAHPS close-ended survey questions;
Proximal: In same domains as CAHPS close-ended survey questions, but address aspects
of patient experience not covered by CAHPS questions; Distal: Involve domains of patient
experience not addressed in the CG-CAHPs surveys.

little actionable feedback, however, that mapped integrally to the core
CG-CAHPS office staff questions on helpfulness, courtesy, and respect,
although the proximal comments about clerical staff were 63% action-
able, right on par for other domains of patient experience. Comments
focusing on clinicians’ emotional rapport with patients also provided
less actionable content (23%).

Feedback was disproportionately negative for a few content ar-
eas: access to care, office staff (clerical and clinical), coverage and
billing, and general attributes of the practice. Negative feedback
comprised less than a quarter of the actionable content for 14 of the
20 subdomains.

Discussion and Conclusion

The findings summarized here suggest that patients’ narrative descrip-
tions about experiences with outpatient care are a robust source of feed-
back for enhancing the quality and patient-centeredness of health care.
They offer content that illuminates, in equal proportion, experiences
that correspond to existing CG-CAHPS questions, those that extend
the scope of CAHPS domains, and those not included on the current
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CG-CAHPS survey. Further, nearly two-thirds of elicited narratives in
each of these three content metacategories include actionable passages
containing details about when, what, where, who, and how that can
plausibly be used to modify problematic practices and emphasize effec-
tive ones (see Table 4, column 1), thus demonstrating the relevance of
such patient-reported information for QI innovations.

There will, however, undoubtedly be significant challenges associated
with harnessing the potential of narratives for QI.?” In the final section of
this paper, we explore some of these, further clarifying how survey-based
narratives might influence clinical practice and situating this particular
qualitative approach within a larger set of strategies for improving health
care using narrative feedback. We also describe some of the methodolog-
ical limitations of our analyses and identify opportunities for additional
research.

The Diffusion of Narrative Feedback Into
Quality Improvement Efforts

The conceptual model we developed for this analysis operationalized
three specific forms of actionability, each defined in terms of potential
use of qualitative data by people motivated to improve care, ranging from
individual clinicians to QI teams (Figure 1). Nearly 80% of actionable
data contained in the 348 narratives we analyzed offered praise for actions
that are not extraordinary per se, yet are notable because they are both
meaningful to patients and not universally practiced (see Figure 10,
column 2). QI staff can leverage such positive data to reinforce good
practices where they are already occurring and to motivate clinicians
and staff in need of improvement to up their game. Another 18% of
actionable data offered concrete examples of problematic experiences
arguably within the power of either individual providers or QI teams to
alter (Figure 10, column 1). The remaining 3% described experiences
that were not only positive but also exemplary in nature—inspiring
examples capable of raising the proverbial bar for an entire practice if
appropriately leveraged by local champions, QI experts, or other leaders
(Figure 10, column 3).

Because two-thirds of narrative data are either integrally or prox-
imally related to CG-CAHPS domains, the use of narratives as a QI
innovation is likely to have immediate perceived value among ambu-
latory care clinicians, practices, and systems. Such users may also view
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narratives as compatible with existing QI practices, and, perhaps most
importantly, as a potentially cost-effective strategy for the almost uni-
versally relevant task of improving CAHPS scores and thus, in the longer
run, reimbursement rates. Without understanding why patients may be
generating lower than optimal or satisfyingly high survey scores, those
seeking to increase or even maintain their scores operate with a decisive
handicap. Equipped with concrete descriptions of what is going well
and what needs improvement, those charged with improving quality
are arguably better positioned to design and implement interventions
informed by the collective experience of the very patients who iteratively
generate CAHPS scores.

Feedback describing experiences outside the current CG-CAHPS do-
mains offers what might be seen as longer-term promise for QI. Our
analysis suggests that patients care deeply not only about communi-
cation but also about relational aspects of care such as emotional rap-
port, empowerment, and mutuality. Perceptions of technical quality and
thoroughness—most of which are heavily mediated (both for better and
for worse) by whether the patient trusts her or his clinician—also sig-
nificantly influence patients’ experiences, as does the role of clinicians
such as nurses and physician assistants.

Organizations that learn to pay attention to these dimensions of
care may find experiences improve for both providers and patients. If
patterns mirror what has already been found in hospital settings,’’ they
may also see an increase—one that has in the past proven elusive—in
their overall CG-CAHPS scores. QI leaders who begin collecting and
analyzing patients’ narratives may also wish to expand the scope of
their patient experience surveys over time to better capture what their
populations care about—for example, by using appropriate existing
supplementary CAHPS measure sets. In the longer run, measure
developers may be motivated by analysis of patterns in proximal and
distal narrative data to create new patient-driven measures where
adequate ones do not already exist.

Taking Narrative Feedback to Scale

Our findings present both qualitative and quantitative representations of
patient narratives. We intend this mixture to convey the variety of ways
in which narratives can be used to improve quality and promote clinical
practices that are responsive to patients. For individual clinicians, we
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anticipate that the value of narrative feedback will come primarily from
having each clinician read through the narratives submitted by his or her
patients. Given current sampling norms for patient experience surveys,
this interpretive task should involve no more than 20 narratives each
month—not an overly daunting number to review. Since much of the ac-
tionable content centers on clinician-patient interaction, a close reading
by the clinicians most involved with these patients seems an important
linchpin for responding to this feedback. That said, clinicians may find
it challenging to make good use of narrative feedback. Practices will
likely need to invest in interpretive analysis in order to help clinicians
understand, respond appropriately, and ensure maximum benefit.°

At higher levels of aggregation (ie, the clinic or health system level),
the value of narrative feedback may come more from categorizing and
counting patient comments. Because this happens at a much larger
scale, complexity is inevitable and remains a substantial challenge
to the potential diffusion of narratives as a source for QI innovation.
We have demonstrated here a set of analytic strategies for organizing
narrative content so that its value can be understood and made use of for
practice improvement. Nonetheless, narrative data will always be more
complex than survey scores, and this may inhibit uptake. Further, the
process of reducing complexity through coding and labeling of narrative
content is labor-intensive if done by human coders.

One alternative might be greater use of natural language processing
(NLP) programs to categorize narrative content. A number of companies
are already competing to apply NLP to narrative data to simplify it for
QI use. However, we know of no analyses in the health care context
comparing the efficacy of human and machine coding, let alone the ca-
pacity of NLP to capture the nuances of actionability introduced in this
paper. Future research in this area will be important and should be de-
signed so as to capture fully the skill and subtlety people trained to code
qualitative data bring to the task—for example, the capacity to identify
emerging patterns, cross-cutting connections, and nuances of language.

The aforementioned companies are actively selling narrative analysis
as a service to QI leaders, chief experience officers, and C-suite
executives, some of the very actors we identified as plausibly motivated
to use narrative data for QI. However, rates of interest and uptake
remain speculative, despite the growing enthusiasm about narrative
feedback evident in health services and clinical journals. We also cannot
ascertain whether these initiatives are more attuned to negative or
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positive feedback from patients, more focused on CAHPS domains than
other aspects of patient accounts, or more attentive to some aspects of
actionability than to others.

Situating Survey-Based Narratives

Embedding qualitative questions in patient experience surveys is just
one way of generating narrative data for QI. There is a growing literature
on various approaches—many of them more intensive—to learning from
patients’ qualitative experiences. Some initiatives have originated with
researchers, advocates, or policymakers interested in patient stories as a
catalyst for health system improvement. The rise of narrative medicine,
for example, has led to training programs designed to teach clinicians
to listen carefully to their patients’ stories and bridge the divide that
can dehumanize medicine.®® The US Department of Veterans Affairs
has implemented a suite of narrative projects to improve doctor-patient
communication.®” Other initiatives are even more firmly situated within
the realm of quality improvement. Most notably, approaches based on
experience-based codesign use patient experience interviews as a catalyst
forengaging patients with clinicians, staff, and administrators in projects
designed to improve quality and render care more patient-centered.®®7°

Learning from in-depth narratives is important in several ways. Such
narratives convey a nuanced view of the patients’ lifeworld.”! They
provide greater detail and coherence than those that can be elicited
in large-scale surveys.?’ In the case of experience-based codesign, they
leverage rich narratives to engage patients in quality improvement.69
By contrast, embedding narrative elicitation within existing large-scale
patient experience surveys has the virtue of potentially “democratizing”
patient feedback by eliciting responses from a wide range of patients,
including those who might otherwise be reticent to discuss their expe-
riences directly with clinicians.® And it more closely connects narrative
feedback with patient experience scores derived from closed-ended ques-
tions, adding to the perceived relevance of patients’ own narratives by
actors in health care who might not otherwise be practiced at valuing or
using them.

We believe that narratives will continue to play an increasingly promi-
nent role in quality improvement. As they do so, perhaps narrative elici-
tation through large-scale surveys will prove most useful for identifying
key opportunities and persisting problems. By contrast, we anticipate
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that experience-based codesign and other patient-engaged initiatives
will play the essential role of field-testing new interventions and assur-
ing they continue to be informed by what patients know, value, and are
able to contribute.

Limitations and Need for Future Research

The findings presented here are subject to a number of methodolog-
ical limitations and point to a number of opportunities for future
research. First, the elicited narratives we analyzed in this paper are
richer and broader than naturally occurring comments on the Internet.
Consequently, our results document the potential for narratives to enrich
our understanding of ambulatory care but do not predict what might
be gained from harvesting comments currently found on websites that
publicly report quality metrics.

Second, identifying narrative content that could be actionable does
not ensure that it always wi// be actionable in every clinical setting;
substantial buy-in from practice leadership is an essential prerequi-
site for constructive responses. We anticipate that narratives can act as
important catalysts for improving ambulatory care, but whether con-
structive changes are made or not depends on whether people on the
ground in any particular setting make them happen. Experience in out-
patient settings responding to quantitative forms of patient feedback has
been checkered, both in the United States and abroad.?’"*’ Examining
the pathways through which narrative feedback is most readily adopted
and the interventions that might encourage this adoption are important
arenas for additional research.

It is also possible that the widespread collection of patient narratives
might unduly raise patient expectations, leading them to anticipate a
health care system that is more responsive to their feedback than will ac-
tually be the case. We anticipate, however, that as patients’ comments are
increasingly posted on public websites, inadequate response to narrative
feedback will itself, become a topic of commentary, creating additional
pressures to respond in constructive ways.“’%

Finally, the concept of actionability we operationalized here is not
the only plausible standard, especially with respect to positive feedback.
The reinforcement that affirmative narratives provide to clinicians may
be an important buffer against burnout and other hardships of clinical
practice; however, such benefits may be more about improving quality
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by preventing problems or strengthening workplace culture rather than
“taking action” to address a problem. Future research might usefully
compare preventive versus remedial approaches to QI using narratives.

Despite obvious challenges associated with use of qualitative feedback
for QI, we believe this innovation holds substantial promise. Patient
experience surveys paved the way for patients’ experiences to be routinely
measured and valued, not only for improvement efforts, but also as an
integral part of reimbursement formulae in health care. Patients” words,
however, convey far more nuance, detail, and emotional content than
do their survey scores. As a result, their collective narratives may fuel
quality innovations that are far more patient-centered than those that
rely on quantitative measures alone.

Heterogeneity of Experiences and the Future of
Patient-Centered Care

Quantitative data from patient experience surveys are routinely aggre-
gated into means and other summary statistics. Narratives can similarly
be aggregated through analysis designed to identify themes, as demon-
strated in the preceding pages. Qualitative feedback also provides insight
about variation in patients’ experiences, however, and part of its power
lies in exploring this heterogeneity. “Patient voice” is often conceived
of as a unitary phenomenon, but narratives illustrate the commonsense
insight that patients’ experiences are diverse and we must listen for
a chorus of voices if we want to understand patients’ experiences and
render health care more responsive to their needs.

Although we have focused in this paper primarily on the most preva-
lent themes that emerged in the course of our analysis, it is essential
that QI efforts also take into account the reports of rare events and
descriptions of less common, subjective reactions that abound in narra-
tives. This may be particularly important when consequences are dire,
professional behavior is exemplary, or the perspectives illustrated come
from patients who are structurally disadvantaged or less well positioned
to make their voices heard.

The term personalized medicine has become a catchphrase for using ge-
nomic profiles to predict health risks and target interventions.’* Narra-
tives offer an alternative definition and an alternative route to enriching
clinical practice. Accustoming clinicians, QI leaders, and health system
administrators to valuing what patients have to say is an essential way to
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reframe which forms of evidence are considered valuable and whose per-
spectives are taken seriously. Attuning them to what patients describe
about diverse experiences with care can inspire more nuanced, effective
approaches to quality improvement. In short, listening closely to what
patients’ own words convey may be the shortest and most meaningful
path to truly personalized medicine.
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