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BACKGROUND: There is increasing recognition that pa-
tients have critical insights into care experiences, including
about breakdowns in care. Harnessing patient perspectives
for hospital improvement requires an in-depth understanding
of the types of breakdowns patients identify and the impact
of these events.

METHODS: We interviewed a broad sample of patients
during hospitalization and postdischarge to elicit patient
perspectives on breakdowns in care. Through an iterative
process, we developed a categorization of patient-perceived
breakdowns called the Patient Experience Coding Tool.

RESULTS: Of 979 interviewees, 386 (39.4%) believed they
had experienced at least one breakdown in care. The most
common reported breakdowns involved information ex-
change (n = 158; 16.1%), medications (n = 120; 12.3%),
delays in admission (n = 90; 9.2%), team communication
(n = 65; 6.6%), providers’ manner (n = 62; 6.3%), and dis-

charge (n = 56; 5.7%). Of the 386 interviewees who reported
a breakdown, 140 (36.3%) perceived associated harm. Pa-
tient-perceived harms included physical (eg, pain), emotional
(eg, distress, worry), damage to relationship with providers,
need for additional care or prolonged hospital stay, and life
disruption. We found higher rates of reporting breakdowns
among younger (<60 years old) patients (45.4% vs 34.5%; P
< .001), those with at least some college education (46.8%
vs 32.7%; P < .001), and those with another person (family
or friend) present during the interview or interviewed in lieu of
the patient (53.4% vs 37.8%; P = .002).

CONCLUSIONS: When asked directly, almost 4 out of 10
hospitalized patients reported a breakdown in their care. Pa-
tient-perceived breakdowns in care are frequently associated
with perceived harm, illustrating the importance of detecting
and addressing these events. Journal of Hospital Medicine
2017;12:XXX-XXX. © 2017 Society of Hospital Medicine

There is growing recognition that patients and family mem-
bers have critical insights into healthcare experiences. As
consumers of healthcare, patient experience is the definitive
gauge of whether healthcare is patient centered. In addition,
patients may know things about their healthcare that the
care team does not. Several studies have demonstrated that
patients have knowledge of adverse events and medical er-
rors that are not detected by other methods.! For these rea-
sons, systems designed to elicit patient perspectives of care
and detect patient-perceived breakdowns in care could be
used to improve healthcare safety and quality, including the
patient experience.

Historically, hospitals have relied on patient-initiated re-
porting via complaints or legal action as the main source
of information regarding patient-perceived breakdowns in
care. However, many patients are hesitant to speak up about
problems or uncertain about how to report concerns.’® As a
result, healthcare systems often only learn of the most severe
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breakdowns in care from a subset of activated patients, thus
underestimating how widespread patient-perceived break-
downs are.

To overcome these limitations of patient-initiated report-
ing, hospitals could conduct outreach to patients to actively
identify and learn about patient-perceived breakdowns in
care. Potential benefits of outreach to patients include more
reliable detection of patient-perceived breakdowns in care,
identification of a broader range of types of breakdowns com-
monly experienced by patients, and recognition of problems
in real-time when there is more opportunity for redress. In-
deed, some hospitals have adopted active outreach programs
such as structured nurse manager rounding or postdischarge
phone calls.”

[t is possible that outreach will not overcome patients’ re-
luctance to speak up, or patients may not share serious or
actionable breakdowns. The manner in which outreach is
conducted is likely to influence the information patients are
willing to share. Prior studies examining patient perspectives
of healthcare have primarily taken a structured approach
with close-ended questions or a focus on specific aspects of
care.M! Limited data collected using an open-ended ap-
proach suggest patient-perceived breakdowns in care may be
very common.>'*3 However, the impact of such breakdowns
on patients has not been well characterized.

In order to design systems that can optimally detect pa-
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TABLE 1. Interview Domains and Sample Questions

Interview Domain

Interview item

Admissions

How was your admissions process?

Overall Care

Once you were in the hospital, how did things go? Did you encounter any problems once you
were in the unit?

Diagnosis

How well did your doctors and nurses keep you informed about your diagnosis and what they
thought might be going on with you?

Tests and Procedures

Did you encounter any problems getting those [tests, procedures] done?

Care Plan

Did your doctors and nurses keep you informed about what was going on and what would
happen next in your care?

Treatments and Medications

Did anything go wrong related to any treatments or medications you had while you were in the
hospital?

Communication Overall

Overall, how was the communication between you and your doctors and nurses while you were
in the hospital?

Discharge

How did the discharge process go? Did you have any difficulty?*

Harm

Did you suffer any physical harm or harm to your health?

Did you experience any emotional harm or distress?

Were there any financial costs to you?

Was there any disruption of your life (or family members’ lives)?

Did it hurt your relationship with your doctors or nurses?

Did what happened make it necessary for you to stay in the hospital longer (or return to the
hospital) or to need other medical care?

Did what happened have any other effects on you — either in the short-term or long-term?

tient-perceived breakdowns in care, additional information
is needed to understand whether patients will report break-
downs in response to outreach programs, what types of prob-
lems they will report, and how these problems impact them.
Understanding such issues will allow healthcare systems to
respond to calls by federal health agencies to develop mech-
anisms for patients to report concerns about breakdowns
in care, thereby providing truly patient-centered care.!*
Therefore, we undertook this study with the overall goal of
describing what may be learned from an open-ended out-
reach approach that directly asks patients about problems

they have encountered during hospitalization. Specifically,
we aim to (1) describe the types of problems reported by
patients in response to this outreach approach and (2) char-
acterize patients’ perceptions of the impact of these events.

METHODS

Setting

We conducted this study in 2 hospitals between June 2014
and February 2015. One participating hospital is a large, ur-
ban, tertiary care medical center serving a predominantly
white (78%) patient population in Baltimore, Maryland.
The second hospital is a large, inner city, tertiary care med-
ical center serving a predominantly African-American
(71%) patient population in Washington, DC.

Three medical-surgical units (MSUs) at each hospital par-
ticipated. We selected MSUs because MSU patients interact
with a variety of clinicians, often have long stays, and are at
risk for adverse events. Hospitalists were part of the clinical
care team in each of the participating units, serving either as
the attending of record or by comanaging patients.

Patient Eligibility

Patients were potentially eligible if they were at least 18
years old, able to speak English or Spanish, and admitted
to the hospital for more than 24 hours. Ineligibility crite-
ria included the following: imminent discharge, observation
(noninpatient) status, on hospice, on infection precautions
(for inpatient interviews only), psychiatric or violence con-
cerns, prisoner status, significant confusion, or inability to
provide informed consent.

Eligible patients in each unit were randomized. Interview-
ers consecutively approached patients according to their
random assignment. If a patient was not available, the inter-
viewer proceeded to the next room. Interviewers returned
to rooms of missed patients when possible. Recruitment in
the unit ended when the recruitment target for that unit was
achieved.

Interviewers

Five interviewers conducted interviews. One author (KS)
provided interviewer training that included didactic instruc-
tion, observation, feedback, and modeling. Interviewers
participated in weekly debriefing sessions. One interviewer
speaks Spanish fluently and was able to conduct interviews
in Spanish. Translator services were available for the other
interviewers.

Interview Process

Interviews were conducted in person while the patients were
hospitalized or via telephone 7 to 30 days postdischarge. A
patient who had completed an interview while hospitalized
was not eligible for a postdischarge telephone interview.
Family members or friends present at the time of the inter-
views could also participate in addition to or in lieu of the
patients with the patients’ assent. Interviewers obtained ver-
bal, informed consent at the start of each interview.
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The interview domains and sample questions were de-
veloped specifically for the current study and are listed in
Table 1. The goal of the interview was to elicit the patient’s
(or family member’s) perception of their care experiences
and their perceptions of the consequences of any problems
with their care. The interviewer sought to obtain sufficient
detail to understand the patient’s concerns and to determine
what, if any, action might be needed to remediate problems
reported by patients. Interviewers captured patient respons-
es by taking detailed notes on a case report form or by direct-
ly entering patient responses using a computer or iPad at the
time of interview at the discretion of the interviewer.

We defined a patient-perceived breakdown as something
that went wrong during the hospitalization according to the
patient. If a patient-perceived breakdown in care was identi-
fied, the interviewer attempted to resolve the concern. Some
breakdowns had occurred in the past, making further reso-
lution impossible (eg, a long wait in the emergency depart-
ment). Other breakdowns were active and addressable, such
as the patient having clinical questions that had not been
answered. In such cases, the interviewer attempted to ad-
dress the patient’s concerns, typically by working with unit
nursing staff. For patients interviewed postdischarge, the in-
terviewer worked to resolve ongoing patient concerns with
the assistance of the patient safety, quality, and compliance
teams as needed. The interviewer provided a brief narrative
summary of all interviews to unit nursing leadership within
24 hours. Positive comments were sent to leadership but not
captured systematically for research purposes. Further details
of the process of responding to patients’ concerns will be
reported elsewhere. All data were entered into REDCap to
facilitate data management and reporting.”

The MedStar Health Research Institute Institutional Re-
view Board reviewed and approved this study.

Categorizing Patients’ Responses:
The Patient Experience Coding Tool
Using directed content analysis,'® we deductively created the
Patient Experience Coding Tool (PECT) in order to sum-
marize the narrative information captured during the inter-
views and categorize patient-perceived breakdowns in care.
First, we referred to our prior interviews of patients’ views
on breakdowns in cancer care® and surrogate decision-mak-
ers’ views on breakdowns in intensive care units® to create
the initial categories. We then applied the resultant frame-
work to the interviews in the present study and refined the
categories. This involved applying the categorization to an
initial set of interviews to check the sufficiency of the cod-
ing categories. We clarified the scope of each category (ie,
what types of events fit under each category) and created
additional categories (eg, medication-related problems) to
capture patient experiences that were not included in the
initial framework.

We then coded each interview using the PECT. A mini-
mum of 2 readers reviewed the narrative notes for each in-
terview. The first reader provided an initial categorization;
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TABLE 2. Patient Characteristics

Characteristic N (percent)
Interviews 979 (100)
Gender
Male 406 (41.5)
Female 559 (57.1)
Missing 14 (1.4)
Interviewee
Patient 928 (94.8)
Patient’s spouse or partner 17(1.7)
Patient’s child 25 (2.6)
Other family member 5(0.5)
Other 3(0.3
Missing 1(0.1)
Additional Person Present During Interview* 95(10.2)
Patient Age (Years)
18-40 130 (13.3)
41-50 112 (11.4)
51-60 183 (18.7)
61-70 209 (21.3)
Over 70 328 (33.5)
Missing 17(1.7)
Patient Race
White, Caucasian 561 (57.3)
Black, African-American 351(35.9)
Native American, Alaskan Native 1(0.1)
Asian 5(0.5)
Hawaiian, Pacific Islander 1(0.1)
Other 17.(1.7)
Multiple races 21(2.1)
Missing 22 (2.2
Patient Ethnicity
Spanish, Hispanic, or Latino 28 (2.9
Not Spanish, Hispanic, or Latino 925 (94.5)
Missing 26 (2.7)
Marital Status 387 (39.5)
Married, partnered, or cohabiting 566 (57.8)
Not married, partnered, or cohabiting 26 (2.7)
Missing
Language Spoken in Childhood Home
English 823 (84.1)
Not English 55 (5.6)
Missing or refused language question 101 (10.3)
Education
High school diploma, GED, or less 498 (50.9)
Some college, associate’s degree, or technical school 259 (26.5)
Four-year college degree or higher 188 (19.2)
Missing 34 (3.5
Employment
Retired 440 (44.9)
Employed full-time 215 (22)
Disabled, unable to work 159 (16.2)
Other (includes employed part-time, unemployed) 139 (14.2)
Missing 26 (2.7)
Overall Health, Self-Reported
Excellent 59 (6.0)
Very good 159 (16.2)
Good 308 (31.5)
Fair 282 (28.8)
Poor 121 (12.4)
Missing 50 (5.1)

NOTE: Abbreviation: GED, general educational development.
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the second reader reviewed the narrative and confirmed or
questioned the initial categorization to improve coding ac-
curacy. If a reader was uncertain about the correct categori-
zation, it was discussed by three readers until an agreement
was achieved. Because facilities-related problems (eg, food
or parking) fall outside the realm of provider-based hospi-
tal care, such comments were not the focus of the outreach
efforts and were not consistently recorded. Therefore, they
were not included in the PECT and are not reported here.

Analyses

We computed simple, descriptive statistics including the
number and percentage of patients identifying at least one
breakdown, as well as the number and percent reporting each
type of breakdown. We also computed the number and per-
centage of patients reporting any harm and each type of harm.
We computed the percentage of patients reporting at least 1
breakdown by hospital, type of interview (postdischarge vs
inpatient), selected patient demographic characteristics (eg,
gender, age, education, race), and interviewee (patient vs
someone other than the patient interviewed or present during
the interview) using the chi-square statistic to test the sta-
tistical significance of the resulting differences. All statistical
analyses were performed using SPSS version 22.

RESULTS

A total of 979 outreach interviews were conducted. Of
these, 349 were conducted via telephone postdischarge, and
630 were conducted in person during hospitalization. The
average interview duration was 8.5 minutes for telephone
interviews and 12.2 minutes for in-person interviews. Of the
patients approached to participate, 67% completed an inter-
view (61% in person, 83% via telephone). Patient charac-
teristics are summarized in Table 2.

Overall, 386 of 979 interviewees (39.4%) believed they
had experienced at least one breakdown in care. The types of
patient-perceived breakdowns reported were categorized us-
ing the PECT and are summarized in Table 3 and the Figure.
The most common concern involved information exchange.
Approximately 1 in 10 patients (n = 105; 10.7%) felt that
they had not received the information they needed when
they needed it. Medication-related concerns were reported
by 12.3% (n = 120) of interviewees and predominantly in-
cluded concerns about what medications were being admin-
istered (5.7%) and inadequately treated pain (5.6%). Many
of the patients expressing concerns about what medications
were administered questioned why they were not receiving
their outpatient medications or did not understand why a
different medication was being administered, suggesting that
many of these instances were related to breakdowns in com-
munication as well. Other relatively common concerns were
delays in the admissions process (reported by 9.2% of inter-
viewees), poor team communication (reported by 6.6% of
interviewees), healthcare providers with a rude or uncaring
manner (reported by 6.3% of interviewees), and problems
related to discharge (reported by 5.7% of interviewees).

Of the 386 interviewees who perceived a breakdown in
care, 140 (36.3%) perceived harm associated with the event
(Table 3). The most common harms were physical (eg, pain;
n = 66) and emotional (eg, distress, worry; n = 60). In addi-
tion, patients reported instances of damage to relationships
with providers (n = 28) resulting in a loss of trust, with par-
ticipants citing breakdowns as a reason for not coming back
to a particular hospital or provider. In other cases, patients
believed that breakdowns in care resulted in the need for
additional care or a prolonged hospital stay.

We found no difference between the 2 hospitals where
the study was conducted in the percentage of interviewees
reporting at least 1 breakdown (39.1% vs 39.9%; P = .80).
We also found no difference between interview method, (ie,
in person vs telephone; 40.6% vs 37.2%, respectively, P =
.30), patient gender (40.6% and 38.8% for men and women,
respectively; P = .57), race (41.0% and 36.8% for white and
black or African-American, respectively; P = .20) or between
interviewers (P = .37). We did identify differences in rates of
reporting at least 1 breakdown in care related to age (45.4%
of patients aged 60 years or younger vs 34.5% of patients
older than 60 years; P < .001) and education (32.7% of pa-
tients with a high school education or less vs 46.8% of those
with at least some college education; P < .001). Patients in-
terviewed alone reported fewer breakdowns than if another
person was present during the interview or was interviewed
in lieu of the patient (37.8% vs 53.4%; P = .002). The rate of
reporting breakdowns for patients interviewed alone in the
hospital is very similar to the rates of those interviewed via
telephone (37.8% vs 37.2%). For most types of breakdowns,
there were no differences in reporting for in-person vs post-
discharge interviews. Discharge-related problems were more
frequently reported among patients interviewed postdis-
charge (8.9% postdischarge vs 4.0% in person; P = .002).
Patients interviewed in person were more likely to report
problems with information exchange compared to patients
interviewed postdischarge (17.6% vs 13.5%, respectively;
P =.09), although this did not reach statistical significance.

DISCUSSION
Through interviews with nearly 1000 patients, we have
found that approximately 4 in 10 hospitalized patients be-
lieved they experienced a breakdown in care. Not only are
patient-perceived breakdowns in care distressingly common,
more than one-third of these events resulted in harm ac-
cording to the patient. Patients reported a diverse range of
breakdowns, including problems related to patient experi-
ence as well as breakdowns in technical aspects of medical
care. Collectively, these findings illustrate a striking need to
identify and address these frequent and potentially harmful
breakdowns.

Our findings are consistent prior studies in which
20% to 50% of patients identified a problem during hospi-
talization. For example, Weingart et al.>!? interviewed pa-
tients in a single general medical unit and found that 20%
experienced an adverse event, near miss, or medical error,
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TABLE 3. Patient-Perceived Breakdowns Categorized Using the Patient Experience Coding Tool

Overall

Type of Patient-Perceived Breakdown (n=979)
Admission Process

Delay or long wait on admission 90 (9.2
Diagnosis

Diagnosis delayed, no diagnosis, conflicting diagnoses, or misdiagnosis 33(3.4)
Testing

Desired testing not offered, not available, denied, or delayed 21(2.1)
Treatments (Other than Medication), Procedures, Surgery 34 (3.5

Desired treatment (other than medication) not provided, treatment provided too aggressive, treatment not sufficiently aggressive, or not given appropriate treatment 13(1.3)

Problems with procedures 111

Unexpected or suboptimal surgical outcome (other than infection), patient believes surgery may have been or was performed poorly or unnecessarily delayed 4(0.4)

Infection 7(0.7)
Medication-Related 120 (12.3)

Untreated, inadequately treated pain 55 (5.6)

Untreated, inadequately treated side effects 8(0.8)

Problems with WHAT medications prescribed, available 56 (5.7)

Problems with medication administration 19(1.9)
Access and Relationship 100 (10.2)

No or suboptimal access to a particular provider or type of providers, insufficient time with provider(s) 44 (4.5)

Rude, cold, or uncaring manner; dismissive of patient’s concerns; patient preferences ignored or discounted; providers seemed not to know the patient, the patient’s case, history, or needs 62 (6.3)

Information Exchange 158 (16.1)
Insufficient or inaccurate information, information not provided when needed or wanted 105 (10.7)
Patient given confusing information or too much information 6 (0.6)
Patient report of problems, side effects ignored or discounted; patient attempts to correct provider understanding ignored 27 (2.8)
Difficulty getting questions answered, request for information ignored, or phone calls not returned or not returned in a timely manner 32(3.3)
Poor communication, not listening, not further specified 26 (2.7)

Language/Accent 12(1.2)
Patient or family unable to communicate to providers due to patient or family language 2(0.2
Patient or family members had difficulty understanding providers due to provider accent or language 10(1.0)

Nursing Care and Responsiveness 63 (6.4)
Nurses or staff unresponsive to calls, alarms, immediate patient needs 36 (3.7)
Problems with nursing care (IVs, dressings, toileting, feeding) 37 (3.8

Team Communication 65 (6.6)
Providers not communicating with each other, unaware of what others had done, conflicting opinions, kept changing things, not on the same page 65 (6.6)

Discharge 56 (5.7)
Delay in discharge 111
Premature discharge 16 (1.6)
Problems with discharge arrangements 18(1.8)
Insufficient or inaccurate discharge information including delayed notification of family 18(1.8)

Other 55 (5.6)
Medical error or near miss suspected 5(0.9)
Problems with appropriate diet or fluids related to orders 16 (1.6)
Other concerns or problems not categorized above 34 (3.5)

Associated Harm 140 (14.3)
Physical harm or harm to health 66 (6.7)
Needed additional care 15(1.5)
Damaged relationship with doctors or nurses 28 (2.9
Disruption to patient’s or family member’s life 15(1.5)
Emotional harm or distress 60 (6.1)
Financial costs to patient 6(0.6)

NOTE: Because multiple codes could be applied to one interview, the numbers of problems in subcategories do not always sum to the total for a given category. Abbreviation: IV, intravenous.

while nearly 40% experienced what was defined as a service  tives of breakdowns in care with explicit questions about
quality incident. Of note, both our study and the study by ~ problems or breakdowns in care. Because patients are often
Weingart et al.>!? systematically elicited patients’ perspec-  reluctant to speak up about problems in care,’® without such
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FIG. Types of breakdowns reported by patients.

efforts to actively identify problems, providers and leaders
are likely to be unaware of the majority of these concerns.
These findings suggest that hospital-based providers should
at least consider routinely asking patients about breakdowns
in care to identify and respond to patients’ concerns.

Not only are patient-perceived breakdowns common,
more than one-third of patients who experienced a break-
down considered it to be harmful. This suggests that our
outreach approach identified predominantly nontrivial con-
cerns. We adopted a broad definition of harm that includes
emotional distress, damage to the relationship with provid-
ers, and life disruption. This differs from other studies exam-
ining patient reports of breakdowns in care, in which harm
was restricted to physical injury.!? We consider this inclu-
sive definition of harm to be a strength of the present study
as it provides the most complete picture of the impact of
such events on patients. This approach is supported by other
studies demonstrating that patients place great emphasis on
the psychological consequences of adverse events.!”!” Thus,
it is clear from our work and other studies that nonphysical
harm is important and warrants concerted efforts to address.

Patients in our study reported a variety of breakdowns, in-
cluding breakdowns related to patient experience (eg, com-
munication, relationship with providers) and technical as-
pects of healthcare delivery (eg, diagnosis, treatment). This
is consistent with other studies examining patient perspec-
tives of breakdowns in care. Weingart et al.>!? found that
hospitalized patients reported a broad range of problems,
including adverse events, medical errors, communication
breakdowns, and problems with food. This variety of events
suggests a need for integration between the various hospital
groups that handle patient-perceived breakdowns, including
bedside providers, risk management, patient relations, pa-
tient advocates, and quality and safety groups, in order to
provide a coordinated and effective response to the full spec-

trum of patient-perceived breakdowns in care.

Patients in our study were more likely to report breakdowns
related to communication and relationships with providers
than those related to technical aspects of care. Similarly, Ku-
zel et al.'” found that the most common problems cited by
patients in the primary care setting were breakdowns in the
clinician-patient relationship and access-related problems.
This is not surprising, as patients are likely to have more
direct knowledge about communication and interpersonal
relationships than about technical aspects of care.

We identified several factors associated with the likelihood
of reporting a breakdown in care. Most strikingly, involving
a friend or family member in the interview was strongly asso-
ciated with reporting a breakdown. Other work has also sug-
gested that patients’ friends and family members are an im-
portant source of information about safety concerns.?*?! In
addition, several patient characteristics were associated with
an increased likelihood of reporting a breakdown, including
being younger and better educated. These findings highlight
the importance of engaging patients’ friends and families in
efforts to elicit patient concerns about healthcare, and they
confirm recommendations for patients to bring a friend or
family member to healthcare encounters.?? In addition, they
illustrate the need to better understand how patient charac-
teristics affect perceptions of breakdowns in care and their
willingness to speak up, as this could inform efforts to target
outreach to especially vulnerable patients.

A strength of this study is the number of interviews com-
pleted (almost 1000), which provides a diverse range of
patient views and experiences, as evidenced by the demo-
graphic characteristics of participants. Interviews were con-
ducted at two hospitals that differ substantially with regard
to populations served, further enhancing the generalizability
of our findings. Despite the large number of interviews and
diverse patient characteristics, patients were drawn from
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only 3 units at 2 hospitals, which may limit generalizability.

We did not conduct medical record reviews to validate pa-
tients’ reports of problems, which may be viewed as a limita-
tion. While such a comparison would be informative, the in-
tent of the current study was to elicit patients’ perceptions of
care, including aspects of care that are not typically captured
in the medical record, such as communication. Other stud-
ies have demonstrated that patients’ reports of medical errors
and adverse events tend to differ from providers’ reports of
the same subjects.!”? Therefore, we considered the patients’
perceptions of care to be a useful endpoint in and of itself. We
did not determine the extent to which providers were already
aware of patients’ concerns or whether they considered pa-
tients’ concerns valid. A related limitation is our inability to
determine whether the differences we identified in the rates of
breakdown reporting based on patient characteristics reflect
differences in willingness to report or differences in experi-
ences. Because we included patients in an MSU, it is possible
that breakdowns were related to medical care, surgical care, or
both. We did not follow patients longitudinally and therefore
only captured harm perceived by a patient at the time of the
interview. It is possible that patients may have experienced
harm later in their hospitalization or following discharge that
was not measured. Lastly, we did not measure interrater reli-
ability of the interview coding and therefore do not present
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CONCLUSION
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address patient concerns, potentially leading to improved
patient safety and experience.
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