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Abstract

Background: Many patients are reluctant to speak up about breakdowns in care, resulting in
missed opportunities to respond to individual patients and improve the system. Effective
approaches to encouraging patients to speak up and responding when they do are needed.

Objective: To identify factors which influence speaking up, and to examine the impact of
apology when problems occur.

Design: Randomized experiment using a vignette-based questionnaire describing 3 care
breakdowns (slow response to call bell, rude aide, unanswered questions). The role of the person
inquiring about concerns (MD, RN, patient care specialist), extent of the prompt (invitation to
patient to share concerns), and level of apology were varied.

Setting: National online survey.

Participants: 1,188 adults aged = 35 years were sampled from an online panel representative of
the entire US population, created and maintained by GfK, an international survey research
organization; 65.5% response rate.

Main Outcomes and Measures: Affective responses to care breakdowns, intent to speak up,
willingness to recommend the hospital.

Results: Twice as many participants receiving an in-depth prompt about care breakdowns would
(probably/definitely) recommend the hospital compared to those receiving no prompt (18.4%
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versus 8.8% respectively [p=0.0067]). Almost three times as many participants receiving a full
apology would (probably/definitely) recommend the hospital compared to those receiving no
apology (34.1% versus 13.6% respectively [(p<0.0001]). Feeling upset was a strong determinant
of greater intent to speak up, but a substantial number of upset participants would not “definitely”
speak up. A more extensive prompt did not result in greater likelihood of speaking up. The
inquirer’s role influenced speaking up for two of the three breakdowns (rudeness and slow
response).

Conclusions: Asking about possible care breakdowns in detail, and offering a full apology when
breakdowns are reported substantially increases patients” willingness to recommend the hospital.

INTRODUCTION

As the “closest observers of care”, patients and family members have unique insights into
how care is delivered.[1] A growing body of research documents that when asked about their
care experiences, patients and family members identify a variety of problematic events.[2—
10] Breakdowns in care, which we consider to be anything that has gone wrong in care from
the perspective of the patient, encompass medical errors and adverse events identified by the
patient, as well as other events — such as communication problems- that would not typically
be classified as a medical error. Breakdowns in care are distressingly common, with as many
as 40 percent of hospitalized patients perceiving a breakdown in their care.[2,3] Examples of
patient-perceived care breakdowns include delayed diagnosis, inadequate information
exchange, rude or dismissive manner, medication errors, and problems with procedures.[2]
Almost all patient-perceived breakdowns cause emotional distress to patients and family
members, and many result in loss of trust, avoidance of medical care, and life disruption.
[2,3,9]

Unfortunately, many patients who experience a care breakdown do not speak up.[3,9]
Reasons for not speaking up include concerns that doing so will result in worse care, fear of
damaging the relationship with the care team, uncertainty about how to report, and the belief
that speaking up will be fruitless.[9,11-13] This silence is problematic because providers
who are unaware of a patient’s concerns are unable to address the problem or remediate the
patient’s concern. In addition, information on the prevalence and impact of patient-perceived
care breakdowns could help healthcare organizations identify patient-centered priorities for
improvement efforts.[14]

The We Want to Know program is an example of an intensive effort to encourage patients to
speak up when they have concerns about their care.[2] The development and implementation
of this program uncovered a need for a stronger evidence base on the most effective
strategies for eliciting patient concerns. Specifically, hospital stakeholders frequently noted
that patients seemed more willing to speak up about breakdowns in care to a neutral entity
(the We Want to Know patient care specialist) than to members of the care team or hospital
administrators. This observation is consistent with research demonstrating some patients
don’t speak up because they’re concerned it will disrupt their relationship with
providers[11-13] and led us to question whether w#o inquires about breakdowns in care
influences patient willingness to speak up. Whether the exact phrasing of fow one inquires
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about breakdowns in care influences speaking up is unknown. Finally, this experience also
suggested that providers and organizations may be reluctant to inquire about patients’
concerns due to uncertainty about how to respond effectively if a patient does identify a
breakdown in care. The beneficial effects of apology following a medical error[15-17]
suggest this may be an effective element in responding to patients who speak up about less
severe breakdowns in care, but this has not been evaluated.

Our overall goal was to address these questions and provide evidence that can be used to
design programs to elicit patient reports of breakdowns in care and effectively respond to
patients who speak up about breakdowns. We conducted a national survey using a
randomized experiment to examine the impact of two modifiable factors (the role of the
person inquiring about the patient’s experience and the wording of the inquiry) on intent to
speak up about three common breakdowns in care and on intent to recommend the hospital.
We also examined the extent to which participants would be upset about each breakdown,
and whether feeling upset was related to intent to speak up. Finally, we investigated the
influence of apology on intent to recommend the hospital.

METHODS

Design

Participants

The study involved a factorial survey with 9 conditions related to inquiring about care (3
speakers with different roles relative to the patient and 3 variations in the wording of the
prompt) followed by 3 levels of apology, creating a total of 27 versions of the questionnaire.
Versions were randomly assigned to participants.

and Survey Administration

Participants were sampled from the KnowledgePanel®, an online panel representative of the
entire US population, created and maintained by GfK (formerly KnowledgeNetworks), an
international survey research organization. Panel members are recruited using probability-
based sampling methods and are provided with internet access and hardware if needed.
Upon joining the panel, members provide demographic information (e.g., age, education
level, household income). GfK offers a modest incentive program to encourage survey
participation.

Two rounds of preliminary testing with a convenience sample (not GfK panel members)
were conducted by the investigators to assess questionnaire understandability and flow, and
to elicit feedback and general recommendations.

GfK administered the online survey to a nationally representative sample of non-
institutionalized US adults aged 35 and older. Selected members were sent an email
notification with a link to the questionnaire; reminders were sent to non-responders 3 and 11
days after the initial notification. GFK administered the questionnaire to a sample of 25
eligible adults as a pilot test prior to fielding the final survey, which was fielded between
6/28/2017 and 7/11/2017.
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Survey Instrument

The vignette-based questionnaire contained multiple sections, as summarized in Figure 1;
the full text of the questionnaire is provided in Appendix A. The introduction (Section I)
encouraged the reader to imagine him/herself hospitalized with undiagnosed abdominal
pain. The vignette went on to describe three breakdowns in care: 1) the aide had been slow
to respond to the call bell; 2) the aide was rude when she did respond; and 3) the doctor has
not been available to answer questions. These events were selected by K.F. and K.M. as
exemplars of the types of events reported by hospitalized patients and family members in
interviews about their care experiences? and to represent breakdowns across a range of care
domains and providers involved. The vignette description indicated that other aspects of care
had been going well (i.e., pain was currently controlled and most of the nurses and aides had
been caring and helpful). The introduction (Section I) was the same for all participants.

Section Il varied 2 factors, each with 3 levels, resulting in 9 conditions which were randomly
assigned to participants. Each participant received only one scenario. The text described a
doctor, a nurse, or a patient care specialist entering the room, and providing an opportunity
for the patient to mention the care breakdowns. Three approaches to asking about care were
portrayed; we refer to these as an expanded, intermediate or no prompt about care (exact
wording is in Appendix A). In the expanded version, the speaker notes the complexity of
healthcare, acknowledges that sometimes things don’t go as planned, and explicitly
encourages the patient to speak up right away if anything has gone wrong so that corrective
action can be taken. In the intermediate condition the speaker asks the patient to let her know
if there are questions or concerns, or if anything has gone particularly well. In the no prompt
condition, she simply states that she will check in with the patient the next day.

Section 111 assessed participants’ reactions to the situation as described to that point. The
first three questions in the series asked whether the participant would speak up about each
breakdown in care; the next three asked how upset the participant would be about each
breakdown in care; one question asked whether the participant would recommend the
hospital and one question asked whether the participant felt the doctors, nurses and staff in
the hypothetical vignette would want to know if patients have any problems. The latter was
included as a manipulation check.

Section 1V of the questionnaire instructed participants to imagine they had spoken up about
the three breakdowns in care. This instruction was the same for all participants. In Section V
participants were randomized to receive one of three levels of apology (full, limited or none)
in response to their mentioning their concern. In the full apology condition the speaker
expresses regret, empathy, offers to remediate the immediate concern (address unanswered
questions) and commits to steps to preventing a recurrence of the breakdown involving the
rude aide. In the limited apology condition the speaker makes a conditional statement of
regret and offers to remediate the immediate concern. In the no apology condition the
speaker offers to remediate the immediate concern only. To make the scenario more realistic,
we did not include an acknowledgement of responsibility in the full apology condition, even
though this is an element of a full apology. In the hospital setting, the individual who learns
about a breakdown and therefore has the opportunity to apologize may not be the same
person responsible for the breakdown, making it less realistic for them to acknowledge
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responsibility. Appendix B shows the correspondence between the dialog for each condition
and the elements of apology.

In Section VI participants again indicated whether they would recommend the hospital.

Participants were also asked about recent experience with hospitalization and to rate their
health. Demographic data on participants was provided by GfK, including age, sex, race/
ethnicity, education, income, marital status and employment status.

Analyses

The effectiveness of the randomization was assessed using chi-square statistics to compare
groups. We examined the impact of type of breakdown (slow response, rude aide, and
unanswered questions) on the participant’s report of intent to speak up and feeling upset
using mixed effects modeling to account for within-participant correlation. To assess
whether the two potentially modifiable variables (i.e., speaker role and level of prompt)
affected intent to speak up, intent to recommend and feeling upset, the relationship between
intent to speak up and feeling upset we computed chi-square statistics. We also used chi-
square statistics to examine the relationship between level of apology and intent to
recommend. To examine possible interactions between different factors, we estimated
multinomial logistic regression models for intent to speak up and intent to recommend the
hospital, with main effects and interactions between prompt, speaker role, degree of
upsetness, and apology level. Because of the relatively large sample size, we considered p-
values less than .01 to be statistically significant. Analyses were conducted using SAS 9.4.

RESULTS

Of the 1845 panel members invited to participate, 1209 responded (65.5%). The median
completion time was 5 minutes. Twenty-one participants had completion times of less than 2
minutes; these participants were discarded resulting in a final sample size of 1188 (64.4% of
those invited). We made this decision based on the length of the survey and the average
response time for other participants.

Participant characteristics are presented in Table 1. Participants’ average (mean) age was
56.6 years; 73.9% identified as white, non-Hispanic, 37.2% reported high school or less as
their highest level of education, and 35% reported a recent hospitalization. Comparisons of
the groups defined by randomization (e.g., by speaker role, by extent of the prompt, and
level of apology) using chi-square statistics revealed no statistically significant differences
(i.e., p-values were not less than .01).

Participants’ intent to speak up about each of the three breakdowns are summarized in Table
2. Overall, participants were more likely to report they would speak up about difficulty
getting questions answered compared to speaking up about rudeness on the part of the aide
or the slow response to the call bell.
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Speaker Role

Chi-square analyses examining the effect of the role of the person inquiring (physician,
nurse or patient care specialist) revealed that participants randomized to the patient care
specialist were most likely to indicate they would speak up about the rude aide, followed by
those randomized to the nurse; those randomized to the physician inquirer were least likely
to intend to speak up about this (p<0.0001) (Figure 2). The same pattern was found for the
slow response to the call bell (p<0.0001). No effect of inquirer role was detected for intent to
speak up about unanswered questions (p >.10). There was some indication that having the
nurse or physician ask about concerns was perceived more positively than having a patient
care specialist ask. Of the participants assigned to the nurse inquirer condition 17.2%
reported they would (probably/definitely) recommend the hospital; this percentage was only
slightly lower for the physician inquirer condition (15.8%) but dropped to 9.95% of those in
the care specialist condition (p=.0167).

Wording of the Prompt

Analyses of the impact of the wording of the prompt indicated that the manipulation was
effective; 57.0% of those in the expanded prompt condition agreed or strongly agreed with
the “Staff in this hospital want to know if patients have any problems” compared to 44.5% of
those in the intermediate and 31.0% of those in the no prompt conditions (overall chi-square
p <0.0001).

We found no statistically significant effect of wording of the prompt on intent to speak up
for any of the three breakdowns (p > .10), nor were there any statistically significant
interactions between prompt wording and the role of the speaker (p>.28). However, we
found a relatively strong effect on intent to recommend the hospital. Participants who
received the extended prompt were more than twice as likely to indicate that they would
recommend the hospital (18.4% probably/definitely) compared to those who received no
prompt (8.8%), while those in the intermediate condition fell in between (14.7%; overall chi-
square p=0.0067). The effect of prompt on intent to recommend the hospital did not vary by
speaker role, however (p=.92 for interaction).

Relationship between emotional response to breakdowns and intent to speak up

Overall, more participants reported they would feel extremely upset about difficulty getting
their questions answered than about the slow response to the call bell and the rude aide;
48.3% of participants reported they would be extremely upset about not getting their
questions answered; 26.7% of participants would be extremely upset about the rude aide,
and 11.0% would be extremely upset about the slow response to the call bell. Chi-square
analyses indicated an association between the degree of feeling upset and intent to speak up
for each of the three breakdowns, as summarized in Table 3.

Impact of apology

In the final portion of the vignette, all participants were asked to imagine that they had
spoken up about the events described. Participants were randomized to receive one of three
responses (full, limited or no apology). Participants who received the full apology were
much more likely to report they would recommend the hospital (probably/definitely)
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(34.1%) compared to those in the limited apology (22.3%) or no apology (13.6%) condition;
this effect was highly statistically significant (p<0.0001). There were no statistically
significant interactions between apology level and degree of upsetness for any of the three
care breakdowns (p>.76). Regarding interactions between speaker role and degree of
upsetness, intent to recommend the hospital was similarly low regardless of speaker, across
all three care breakdowns. In contrast, for participants who were less upset, those speaking
with the specialist were the least likely to intend to recommend the hospital and those
speaking with the nurse were the most likely, consistently across care breakdown type.
However, none of these interactions were statistically significant (p>.08).

CONCLUSION

Patients and family members have unique insights into care, but are often reluctant to speak
up, resulting in missed opportunities for learning and improvement. In this study we found
that the nature of the prompt about care breakdowns and the extent of the apology once a
breakdown had occurred both had a substantial impact on patients’ reported willingness to
recommend the hospital.

Not surprisingly, the three common care breakdowns studied here were reported to be
upsetting to most patients; less predictably, many who reported being very or extremely
upset indicated they would not necessarily speak up. This implies that providers are likely to
encounter patients who are very upset, but who have not spoken up about their distress or the
precipitating event, thereby making it difficult for the provider to offer an effective response.
In addition, these findings indicate that patients who do speak up are likely to be quite upset,
even if, from the provider’s perspective, what has occurred is not cause for significant
distress.[18] This also suggests that providers who recognize the negative emotions that
underpin and stimulate some patients to speak up about breakdowns in care will be better
positioned to respond fully and effectively to patient concerns.

Our efforts to identify specific strategies that hospitals might use to more effectively
encourage patients to speak up yielded mixed results; the role of the person asking mattered
in two of the three situations we described. It is not surprising that relatively few patients
would report rudeness or a slow response to a call bell to a physician, as most patients would
not see these as the physician’s responsibility. The fact that in some instances participants
were most likely to speak up to the patient specialist suggests that hospitals should consider
having someone who is not part of the care team inquire about care, but our finding that
participants indicate they would be more likely to recommend the hospital if a nurse or
physician inquired about care argues that a nurse or physician should inquire. The best
answer may be to have multiple people inquire about care in order to both learn about
breakdowns that patients may be reluctant to report to the care team, and to convey that
frontline providers care about the patient experience.[12,14,19,20]

While the three variations in wording to inquire about care did not differentially affect intent
to speak up, wording did have an impact on intent to recommend the hospital. This is an
important finding which suggests that taking the time to truly inquire about care in a way
that acknowledges that things can go wrong, together with a pledge to work to fix the
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problem, can have a substantial positive effect on patients’ ultimate evaluation of their
experience.

One of the most important findings from this study is that a full apology had a strong,
positive effect on intent to recommend the hospital. This is not surprising but is likely to be
reassuring to providers who feel unprepared to respond to upset, dissatisfied patients and
family members. Specifically, a sincere expression of regret, a statement of empathy
including an acknowledgement of the impact of the event on the patient, and a commitment
to preventing recurrences increased participants’ intent to recommend the hospital even after
three breakdowns in care. Of note, the full apology had a beneficial impact even though it
did not include an acknowledgement of responsibility. This demonstrates that in instances
when providers are uncomfortable acknowledging responsibility, an apology that includes all
other elements is still valuable. It is widely recognized that apologies are important for
healing and resolution in the wake of medical errors;[16,17] the current findings provide
evidence that a short apology can play an influential role in service recovery in less acute
situations. Lazare has asserted the importance of effective apologies in a variety of situations
in the medical context and beyond;[15] the growing attention to patient experience scores,
and the challenges organizations face in improving scores may stimulate greater attention to
and training in apology. The benefits of apology constitute a further motivation for
encouraging patients to speak up if they believe they have experienced a breakdown, as
speaking up creates an opportunity to apologize.

This study has strengths and limitations. The factorial survey design is a strength in that it
allowed experimental control over the participants’ hypothetical experience. Experimental
control of this sort is impossible to achieve in the actual hospital environment. However, this
methodology also introduces a limitation, as we are unable to assess whether patients’
responses to actual events would parallel the responses provided to the hypothetical events
describe here. As in any experiment, we were limited in the number of conditions we were
able to test. For instance, we tested three versions of a prompt about concerns; we do not
know whether other phrasings might have a significant effect on intent to speak up. We
described three breakdowns in care; we do not know whether participants would respond
similarly to other breakdowns, or whether we would have obtained different results had we
tested each breakdown separately. Similarly, we did not test whether family members would
be more likely to speak up on behalf of the patient (as compared to the patient speaking up
on their own behalf); our prior work suggests this would be the case.[2] Our finding of an
association between how upset a participant reported feeling and intent to speak up should
be interpreted in light of the fact that emotions are inherently subjective and may be
experienced differently. Although the GfK panel from which this sample was drawn large
and nationally representative, it is possible that the participants differ from the general
population which may limit the generalizability of our findings. Further study is warranted
to more closely examine these findings among populations known to be particularly
vulnerable to experiencing breakdowns and not feeling comfortable speaking up.[21]

Patient-perceived care breakdowns are common, upsetting to patients and family members,
and often result in harm. Our finding that substantial numbers of participants would not
speak up - even if they report being upset and even when explicitly encouraged to do so-
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highlights how difficult it is to persuade patients to voice their concerns. We believe that to
be effective, efforts to elicit patients’ concerns must include repeated messaging, delivered
via multiple channels, and reinforced by bedside providers who convey a sincere desire to
know when things go wrong. Once a care breakdown is reported, an apology which includes
a sincere expression of regret, empathy, and a commitment to preventing recurrences is the
first and perhaps most important step in improving care.

Supplementary Material
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The Situation
(all respondents)

Imagine you had pain in your abdomen for several days. It was getting worse and you were worried it might be something very serious. You
finally went to the Emergency Room and were admitted to the hospital. That was two days ago.

Since then, you have beenin aroom on a general medical unit. You have been getting pain medicine. which has helped. and you have very
little pain now. Most of the nurses and aides have been caring and helpful. However, the aide who has been taking care of vou at night has
been slow to come when you ring the call bell for help getting to the bathroom. Lastnight, when she finally got to you, she was alittle rude,
and said something about how she can’t get to evervone instantly. You're worried that she will be on again tonight.

You have had a number of tests over the past two days. but no one has told you the results. Your doctors don’t seem to think it is anything
serious, but you are still not sure whatis wrong with yow. or how long you need to be in the hospital. You are still worried. When you asked
your nurse yesterday. she said the doctor would talk to you about the testresults soon. The doctor came to your room, but was called away
after only 2 minutes. You didn’t have time to ask about the tests or how long you would be there.

You have a new team of doctors and nurses today.

Speaker
(randomly assigned)

Patient Care Doctor Nurse Patient Care Doctor Nurse Patient Care
Specialist Specialist Specialist

Doctor Nurse

Prompt Level
(randomly assigned)

Expanded Intermediate None

Before she leaves, she says, “The process of
getting health care these days can be very
complicated. and sometimes things don’t go | Before she leaves, she says, “Please let me
exactly the way we planned. If at any time know if you have any questions or concerns. | “I’ll come back tomorrow to check in with
you think there is a problem in your care or or if you want to let us know about anything | you. Okay?”

you wonder if something has gone wrong. it’s | that’s gone particularly well. Okay?”
important to us that you let us know right
away. As soon as we hear that something’s
not right we can start fixing it. Okay?”

Imagine speaking up
(all respondents)

Imagine vou decide to speak up about your concerns. Youtell the (doctor nurse patient care specialist) that you are upset about how the aide
treated vou after you had to wait so long to gethelp. Youalso tell her that you still haven’t had your questions answered and are becoming
frustrated and worried about not being able to get answers.

Apology Level
(randomly assigned)

Full Limited None

She replies, “I'm so sorry to hear that. I
understand that these problems are frustrating
and upsetting. But I do have vour test results
and can update you on them right now. And

She replies, “If that happened, I'm really
sorry. There are so many different people
taking care of patients in the hospital
sometimes these things happen. But I do

She replies, “T can’treally comment on many
of those problems because I wasn’t taking
care of you then. ButI do have your test
results and can update you on them right

I'll be sure to let the charge nurse know that | have your testresults and canupdate youon | now.”
someone on the night shift was rude so she them right now.”
can make sure that doesn’t happen again.”

Figurel.
Summary of Vignette-based Questionnaire
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Effect of Speaker on Intent to Speak up By Breakdown
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Figure 2.

Effect of Speaker on Intent to Speak up by Breakdown
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Table 1.
Respondent Characteristics
Respondent characteristics Full Sample
(N=1188)
N (%)
Age, mean (SD) (range) 56.55 (12.7)
(35-91)
Age
35-44 264 (22.2)
45-54 233 (19.6)
55-64 371(31.2)
65+ 320 (26.9)
Sex, female 606 (51.0)
Race/ethnicity
White, non-Hispanic 878 (73.9)
Black, non-Hispanic 102 (8.6)
Other, non-Hispanic 57 (4.8)
2+ Races, non-Hispanic 31 (2.6)
Hispanic 120 (10.1)
Education
Less than high school 84 (7.1)
High school or GED 357 (30.1)
Some college, no degree 337 (28.4)
College degree or beyond 410 (34.5)
Income
<$25,000 146 (12.3)
$25,000-$49,999 237 (20.0)
$50,000-$74,999 196 (16.5)
$75,000-$99,999 176 (14.8)
$100,000-$149,999 234 (19.7)
$150,000 and over 199 (16.8)
Marital status
Never married 114 (9.6)
Married/living with partner 861 (72.5)
Widowed / divorced / separated 213 (17.9)
Employment status
Working (paid employee or self-employed) 727 (61.2)
Layoff / looking for work / not working (other) 101 (8.5)
Retired 301 (25.3)
Disabled 59 (5.0)

Recent hospitalization
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Respondent characteristics Full Sample
(N=1188)
N (%)
Yes 415 (35.0)
No 772 (65.0)
Missing 1()
Self-reported health
Excellent 116 (9.8)
Very good 462 (38.9)
Good 424 (35.7)
Fair 161 (13.6)
Poor 24 (2.0)
Missing 1(-)
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Table 2.
Intent to Speak up by Type of Breakdown
Type of Breakdown
Slow responseto call bell | Rudeaide | Difficulty getting questions answered
N (%) N (%) N (%) p value
Intent to speak up <0.0001
Would not mention 190 (16.0) 136 (11.5) 14 (1.2)
Possibly would mention 308 (25.9) 249 (21.0) 58 (4.9)
Probably would mention 318 (26.8) 291 (24.5) 157 (13.3)
Definitely would mention 372 (31.3) 510 (43.0) 956 (80.7)
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Intent to Speak up by Extent of Feeling Upset

Table 3.

Would Definitely Speak Up

p-value for chi square

N (%)
Slow responseto call bell
Extremely Upset (n=130) 108 (83.1) p<.0001
Very Upset (n=290) 155 (53.4)
Somewhat Upset (n=692) 108 (15.6)
Not at all Upset (n=73) 1(1.4)
Rudeness
Extremely Upset (n=316) 256 (81.0) p<.0001
Very Upset (n=468) 209 (44.7)
Somewhat Upset (n=368) 42 (11.4)
Not at all Upset (n=30) 3(10)
Unanswered questions
Extremely Upset (n=569) 527 (92.6) p<.0001
Very Upset (n=429) 335 (78.1)
Somewhat Upset (n=169) 88 (52.1)
Not at all Upset (n=12) 2 (16.7)
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