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Purpose: Patients’ trust in health care is increasingly recognized as important to quality care,
yet questions remain about what types of health care experiences erode trust. The current study
assessed the prevalence and impact of institutional betrayal on patients’ trust and engagement
in health care.

Participants and methods: Participants who had sought health care in the US in October 2013
were recruited from an online marketplace, Amazon’s Mechanical Turk. Participants (n = 707,
73% Caucasian; 56.8% female; 9.8% lesbian, gay, or bisexual; median age between 18 and
35 years) responded to survey questions about health care use, trust in health care providers
and organizations, negative medical experiences, and institutional betrayal.

Results: Institutional betrayal was reported by two-thirds of the participants and predicted
disengagement from health care (» = 0.36, p < 0.001). Mediational models (tested using boot-
strapping analyses) indicated a negative, nonzero pathway between institutional betrayal and
trust in health care organizations (b = —0.05, 95% confidence interval [CI] = [-0.07, —0.02]),
controlling for trust in physicians and hospitalization history. These negative effects were not
buffered by trust in one’s own physician, but in fact patients who trusted their physician more
reported lower trust in health care organizations following negative medical events (interaction
b=-0.02, 95%CI =[-0.03, —0.01]).

Conclusion: Clinical implications are discussed, concluding that institutional betrayal decreases
patient trust and engagement in health care.

Keywords: USA, social science, self-report, cross-sectional, engagement, adherence, healthcare
systems

Introduction

Medicine has long looked to patients’ trust in physicians as an important metric of
care quality.! It is in the best interest of health care systems that patients trust their
physicians because trust predicts outcomes that directly benefit these systems. Trust in
physicians is associated with following treatment recommendations? and seeking care
in a timely manner? — both of which are associated with reduced health care costs* and
faster recovery.’ Trust is powerful; it may mediate clinical outcomes such as placebo
effects and explain some of the variance in responses to nontraditional treatments.*’
Establishing trust creates a feedback loop where trust begets better care, which increases
trust and satisfaction.®> Sometimes lost in the discussion of trust and health care is
the fact that patients are dependent on health care institutions to meet their needs for
care, a vulnerability that can prove uncomfortable if they mistrust those institutions.’
Very little research has focused on the types of health care experiences that are likely
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to degrade trust in health care institutions. The question of
trust, or broken trust (which sometimes, but not always, is
the result of a betrayal), has been addressed in research on
interpersonal and institutional contexts,® and this research
is brought to bear on this discussion, with an emphasis on
institutional betrayal. In this paper, I describe a study that
tests hypotheses about the roles of negative medical experi-
ences, institutional betrayal, and individual characteristics in
predicting trust in physicians and health care systems. The
results of this study are discussed in terms of their contribu-
tion to the existing medical and social science literature as
well as potential applications for health care institutions and
professionals.

Trust and betrayal
Defining trust

Patients’ trust in their individual health care providers (e.g.,
doctor, nurse, etc.) encompasses several distinct but related
concepts. Most closely aligned with the definition of trust
used in the current study is fiduciary trust (derived from
fidelity), which has been defined as the belief that health
care providers will act in patients’ best interests and not take
advantage of their vulnerability.” This is critically different
from confidence, which involves a calculated prediction of a
positive outcome based on measurable characteristics (e.g.,
specialized training, past success’). Fiduciary trust, in con-
trast, is primarily about the patients’ beliefs regarding their
physicians’ motivation and intention rather than concrete out-
comes of treatment.” It is perhaps unsurprising that a central
tenet of medical ethics is the principle beneficence, which
instructs physicians to act in the interest of their patients and
is aimed at intention rather than outcome. Trust is also readily
distinguished from satisfaction, although the two are related
(e.g., patients who trust their doctor are more likely to be
satisfied with their care”). The primary difference is that trust
captures a belief about an on-going relationship and optimism
about future interactions, whereas satisfaction is limited to
describing past interactions.!® Although trust, satisfaction,
and confidence in a physician may be aligned, they can also
be independent: patients may believe their physicians to be
competent in general but doubt their physician’s personal
commitment to their own care.'!

Recognizing betrayal

Because trust, in its most basic fiduciary form, has a strong
emotional component, it is not always easily changed by
experiences that might otherwise affect more cognitive
qualities such as confidence and satisfaction.'” Trust plays

an insulating role in that it allows for mistakes or errors to
be made in the provision of health care without disastrous
consequences. Patients can tolerate doubt about a physician’s
competence or infallibility without necessarily having to
adjust their beliefs about the physician’s motivations and
intentions toward them — fiduciary trust can remain intact.”'2
In part, this may be because trust has a strong influence on
patients’ perceptions of treatment, such that patients describe
the quality of their treatment as more positive when trust is
high"® and more negative when trust is low,” regardless of
the objective quality of that treatment. This is consistent
with research on the role of trust in attribution of positive or
negative intent in relationship research.'

Betrayal occurs when an individual is harmed by someone
they trust or depend upon. Themes of betrayal arise in the
context of medical research on trust: when patients realize
that their physician has acted counter to their best interests
or taken advantage of them (a betrayal of fiduciary trust),
their reaction is closer to moral outrage and indignation than
mere disappointment.”'2 These types of reactions to betrayal
compel an individual to either confront the transgression or
leave the relationship as a means to protect against further
harm. Because both of these actions compromise the continu-
ation of the relationship, in cases where need or dependency
is particularly high (e.g., between a caregiver and child),
the self-preservation of responding to betrayal may be out-
weighed by the immediate need for protection provided by
the relationship.® In these situations, unawareness of betrayal
may occur." Thus, understanding not just how trust is built
in health care but also how it may be undone by betrayal is
key to fully understand patients’ experiences.

Distinguishing individuals from

institutions

Trustworthy qualities are more readily apparent in individual
physicians than in institutions, but institutions can embody
these trustworthy traits as well. For example, insurance plans
that provide a choice in doctors promote fidelity because
patients’ treatment preferences are respected and they are
able to change providers if they are not getting the care they
need."" These institutional characteristics may become sud-
denly clear when there is a break down in functioning (e.g., a
data breach at a hospital that exposes many patients’ personal
information). In fact, it appears that one reason why patients
are more aware of potential conflicts of interest that exist in
their health care systems is due to increased media exposure
of health care system failings.!'> More informed patients may
push health care systems to be more responsive, but, taken to
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an extreme, skepticism may tip to suspicion and undermine
the trust necessary to hold health care relationships together.
Trust in an individual physician and trust in a larger health
care institution may be interrelated; patients may generalize
their trust in a physician to doctors in general or the health
care system in which the physician is located,”!! or patients
may base their trust in a physician on their trust in the health
care system or their attitudes about doctors in general (more
likely in new treatment relationships).'® Patients may vary
in how much they distinguish their individual doctor from
a broader health care system. Some systems are highly vis-
ible and distinct from individual providers (e.g., the Veterans
Health Administration), which may make systemic limita-
tions on physicians’ behaviors more clear and serve to create
a “common foe” against which both doctor and patient must
petition for services.!” In other cases, individual physicians
may be very strongly identified with their institution. For
example, the reputation of prestigious medical centers such
as the Mayo Clinic may inform patients’ attributions of
competence and, by extension, trustworthiness of an indi-
vidual physician, even if they are unknown to the patient.!?
Organizations’ understanding of this bidirectional influence
can be seen in public assurances of their personnel selection
process or advertising prestigious awards of their staff.!!
Some research suggests that patients’ trust in health care
systems is changing independently of their trust in physi-
cians,'® which implies that patients are able to distinguish
institutional barriers to ideal care from physician qualities.

Adverse medical events

A landmark report released by the Institute of Medicine
(IOM) in 1999 reported that medical errors are responsible
for between 44,000 and 98,000 deaths annually.'® This report
defined medical errors as the failure of a planned action to
be taken or the use of the wrong plan to achieve an aim. In
keeping with prior research,?’ the IOM assessed diagnostic
errors (e.g., wrong or delayed diagnosis), treatment errors
(e.g., pertaining to operations, treatments, tests, or medica-
tions), preventative errors (e.g., failing to provide prophylac-
tic treatment or monitoring), and other errors (e.g., related to
facilities, equipment). The report further notes that 90% of
these errors were due to system failures, rather than individual
provider error. At the time of the report, the IOM found that,
in spite of the huge financial costs associated with these
errors, health care systems are resistant to change and cite
the medical liability system as an impediment to understand
and prevent medical errors."” Yet, public discussions of the
report often focused on individual physician behaviors as the
problem, obscuring the fact that most recommendations in

the report were aimed at the system level, rather than provid-
ers.?! Further, IOM linked these errors to reduced patient trust
in physicians and health care systems, patients’ mental and
physical health declines, and frustration and lost morale for
health care providers. Since this report was released, some
systemic changes have occurred (e.g., incentivizing physi-
cians to prevent errors, creating patient safety initiatives).?
Yet in a 2015 report, the IOM again pointed to systemic,
environmental, and cultural factors in medicine as leading
causes of diagnostic errors, highlighting the need to look
beyond individual providers and patients.?

Measuring institutional betrayal in

health care
At first glance, the results of the IOM report may seem
contradictory to research indicating that patients who trust
their physicians perceive their treatment more positively.
What types of experiences may puncture the protective
barrier of this trust? One potential explanation may be
the co-occurrence of institutional action or inactions that
contribute to these experiences: institutional betrayal. For
institutional betrayal to occur, there must first exist trust in
or dependency upon an institution.* In the case of health
care systems, both of these are likely to exist — it is in a state
of vulnerability that patients seek health care.”* In order
to measure institutional betrayal, it is also necessary that
the institution itself is clearly identifiable and has a defined
purpose that organizes its functioning. This feature allows
for individuals to consider interactions they may have with
individual representatives of the institution (e.g., a claims
processor at an insurance company) as indicative of broader
institutional values (e.g., declining to cover an expensive
but effective medication due to its price reflects prioritizing
profits over patient health). Institutional betrayal is theoreti-
cally and structurally consistent with the existing framework
trust in health care. For example, fiduciary trust, defined as
the belief that health care providers will act in patients’ best
interests and not take advantage of their vulnerability,” can
be betrayed at the institutional level when patients are made
to feel like less valuable members of the institution or when
bringing up negative experiences is discouraged or punished,
both forms of institutional betrayal.?®

Examining institutional betrayal may not only add a new
dimension to understanding trust in health care but also clarify
why some negative medical experiences impact patients’ trust
in health care providers and organizations while others do
not — it may be that the initial error is not necessarily harmful
but institutional responses to these errors is where the problem
lies.?” This is particularly important as trust in organizations
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and individual physicians is interrelated.”!' Therefore, even
if the primary impact of institutional betrayal in health care
is on trust in organizations, it may affect trust in physicians.

Hypotheses of the current study

The goal of the current study is to describe the effect of insti-
tutional betrayal in health care on patients’ reported behaviors
and attitudes. In keeping with this goal and the literature
reviewed above, the following three hypotheses are tested:

Hypothesis 1: Institutional betrayal will occur in health
care settings related to, but distinct from, negative medical
experiences (i.e., not all participants who report negative
medical experiences will also report institutional betrayal
related to those experiences).

Hypothesis 2: Institutional betrayal will predict disen-
gagement from health care in the form of decreased adher-
ence to health care advice as well as less frequent visits to
the doctor even when needed.

Hypothesis 3: Institutional betrayal will mediate the rela-
tionship between negative medical experiences and decreased
trust in health care systems and professionals, even control-
ling for overall exposure to health care systems.

Participants and methods

Participants and procedure

This research was approved by the University of Ore-
gon’s institutional review board (IRB protocol number:
08212014.023). The study was advertised on Amazon’s
Mechanical Turk as a Human Intelligent Task (HIT) titled
“Healthcare Survey” that would take approximately 45 min-
utes to complete. Any of the approximately 500,000 registered
“workers” on Mechanical Turk could have seen the posting.
Potential participants saw a brief description of the study that
read, “Describe your personal experiences accessing health
care along with information about your health.” Participa-
tion eligibility was limited to individuals who were at least
18 years old and who had used health care in the USA. No
cutoff date for accessing these services was mentioned, but
potential participants were encouraged to consider whether
they could remember experiences well enough to describe
them before agreeing to participate. Participants were paid
a flat rate of $5 credited to their Mechanical Turk account
for completing the survey. The consent form also stated that
only complete participation would result in compensation
of $5, which included spending sufficient time on each
page to ensure that instructions and items could be read and
answered. Participants chose a single item that read, “I agree
to participate,” in order to proceed to the survey.

The survey was available for a total of 10 days. A total of
759 individuals participated in the study and 707 provided
valid responses (i.e., providing valid responses to four of five
items such as, “Check this box to indicate you are reading
each item”). This strategy has been demonstrated to reduce
“noise” of careless or inattentive responding, increasing the
validity of self-report data and power, particularly where
small effects are concerned.?® Fewer than 20 individuals
work was rejected for failing to meet this cutoff. In order
to assess the representativeness of the sample compared to
the US population, several demographic variables for which
national statistics are available were collected. The sample
was 73% Caucasian, 10.3% Black or African American, 6.2%
Asian American, 2.7% Native American, 6.5% Hispanic or
Latino/a, and 1.3% mixed race. Many of these demographics
are within 5% points of the 2013 US Census figures repre-
senting the USA (exception was Hispanic or Latino/a, which
was 17.1% in 2013 Census). The sample was 42.2% male,
56.8% female, and 1% indicated they were genderqueer or
gender nonconforming. Approximately 10% of the sample
(9.8%) identified as nonheterosexual. The median range was
18-35 years; participants reported their age by choosing a
10-year increment beginning at 25-35 years (exceptions were
the spans from 18 to 25 years and 76 and older). Almost all
of participants (99.3%) were below 65 years of age (com-
pared to 75.9% of the population of the USA per the 2013
US Census) and many (91.6%) were below 55 years of age.
All participants had exposure to US health care systems and
a range of health care experiences and needs. Most reported
choosing health care professionals who were covered by
insurance (75.5%) or near to their home (52.5%). Approxi-
mately half (46.5%) reported taking a prescribed medication
daily. Almost all (93.2%) had been hospitalized fewer than
seven times in their life. Most (95.1%) reported visiting the
doctor once per month or less.

Materials

Hospitalization history

Respondents were asked several different questions that
assessed their exposure to a variety of health care systems,
including how many times in their life they had been hospi-
talized (on a four-point scale, with response options ranging
from 0 to 3,4 to 7, 8 to 11, and 12 or more times).

Health care disengagement

Underutilization and nonadherence related to health care
in the past 12 months were measured with a checklist that
included five items used in previous studies of health care
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disengagement (Table 1). Each of these items has been pre-
viously found to be associated with mistrust of health care
institutions (e.g., “A physician gave me advice that I did
not take; I did not seek medical care at all even when I felt
I needed it”;® “I delayed seeking healthcare that I thought I
needed.”) These five items were summed to create an indica-
tor of overall disengagement from health care.

Woake Forest Trust in Physician Scale

This scale contains five items that assess agreement with
positively and negatively worded statements about trusting
one’s own physician (e.g., “I completely trust my doctor’s
decisions about which medical treatments are best for me”)
with response options on a five-point scale ranging from
strongly disagree to strongly agree. Responses on this scale
are averaged to create a composite variable representing trust
in one’s own physician (range = 1-5). This scale demonstrated
good internal consistency in the current sample (alpha = 0.92)
and prior studies demonstrated validity via positive correla-
tions with other measures of trust, physician competence,
and adherence to medical advice.”

Medical Mistrust Inventory

This scale contains 17 items that assess agreement with
positively and negatively worded statements about mistrust
of medical institutions (e.g., “when healthcare organizations
make mistakes, they usually cover it up”) with response
options on a five-point scale ranging from strongly disagree
to strongly agree.?® Responses on this scale are averaged to
create a composite variable representing mistrust medical
institutions (range = 1-5). This scale demonstrated good
internal consistency (test—retest correlation coefficients
ranging from 0.35 to 0.70; current study alpha = 0.90) and
prior studies indicated validity via correlations with under-
utilization of health care (e.g., failure to keep a health care
appointment, failure to fill a prescription, and failure to take
medical advice). To facilitate comparison with other scales

Table | Disengagement from health care behaviors

Item content Participants

endorsing (%)

In the past year I°...

Ignored a doctor’s advice 239
Did not keep a follow-up appointment 26.7
Postponed/delayed needed care 40.7
Did not seek needed care at all 30.8
Did not fill a prescription 17.3
Took a prescription not as prescribed 20.1

Note: *M items endorsed = |.5, standard deviation = |.43.

of trust, the negatively worded items were reverse scored so
the composite score reflects the degree to which a respondent
trusts medical organizations.

Medical Errors,Adverse Consequences,

Unexpected, or Lasting Pain Assessment
(MEACULPA)

The 15-item MEACULPA was created for this study in
order to assess negative medical experiences that are
notable but not necessarily egregious (i.e., most people
were expected to have experienced at least one of the items
at some point). The items themselves were drawn from
examples in the medical literature of commonly experi-
enced adverse medical events.*® The items are presented
as a checklist that encompasses a participant’s lifetime
experiences of health care systems (Table 2). Respon-
dents were also given the option to write in an experience.
Because the MEACULPA is a checklist, rather than a scale
designed to measure an underlying state or trait, responses
are summed to reflect the total number of different types
of events they have experienced (the number of times each
event happened is not captured). This type of scoring is
consistent with other checklists of adverse life events (e.g.,
the PTSD Cheklist).?!

Table 2 Negative Medical Experiences, Adverse Consequences,
and Unexpected or Lasting Pain Assessment (MEACULPA)

MEACULPA item

Particpants, n=707

n %
| was prescribed an unnecessary medication 198 28
| was given an incorrect diagnosis 191 27
| was not notified of test results 174 24.6
| had an allergic reaction to medication 173 245
| underwent an unnecessary procedure or test. 159 22.5
| had a procedure was more painful than |
expected 155 21.9
| experienced unexpected side effects of a
procedure or medication 149 21.1
| received inaccurate insurance information 136 19.2
My personal information (e.g., name, diagnosis,
schedule) was incorrect 96 13.6
| needed to return to hospital after discharge
for emergency care 83 1.7
| had postsurgical complications 78 I
| found the medical facilities were old, run
down, or in disrepair 75 10.6
| was prescribed an incorrect medication
dosage 72 10.2
| developed an infection related to a medical
procedure 58 8.2
Other medical error, adverse experience, or
lasting/unexpected pain 51 72
| was prescribed a medication that interacted
with existing medication 50 7.1
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Care (IBQ-H)

The IBQ-H is a 15-item modified version of the IBQ?® that
assesses institutional betrayal specifically in health care
settings. Presented directly following the MEACULPA to
respondents who endorsed any MEACULPA items, respon-
dents were asked to indicate whether a health care institution
played a role in their MEACULPA experiences. The instruc-
tions orient respondents to the range of institutions that would
be appropriate to consider, from the US health care system as
a whole to a staff within a single doctor’s office. Additionally,
they are instructed to report on any institutional betrayal they
have experienced related to the MEACULPA item or items
they endorsed, even if it means reporting about different
institutions. The main content of the items (e.g., not taking
proactive steps to prevent, responding inadequately to, etc.)
mirrors the original IBQ, but “negative” or “unpleasant”
health care experiences (rather than the more general “experi-
ence” of the original scale) are referred to throughout and the
examples provided for each item are health care related (e.g.,
not taking proactive steps to prevent unpleasant healthcare
experiences was followed by the example by explaining
procedures, side effects, etc.). Following a checklist of 12
such items, respondents are asked to identify the health care
institution or institutions involved in these experiences by
typing into a field, to indicate the degree to which they trusted
this institution prior to their experience (on a four-point scale
from not at all to very much), and to indicate whether they
have continued to seek health care from this institution fol-
lowing these experiences (response options are yes or no).
Full measure can be accessed in the Supplementary material
or by request from the author.

Data analysis plan

Multivariate path analyses are tested using ordinary least
squares regression via PROCESS software, a macro avail-
able within SPSS 22. PROCESS is designed to test complex
models of multiple mediation and moderation, where each
direct (i.e., where x predicts y) and indirect pathway (i.e., the
total effect of x predicting y and y predicting z) is specified
and tested.’ PROCESS differs from traditional mediational
process (e.g., Baron and Kenny’s popular four-step process
that uses multiple regression) in two important ways. First, it
does not depend upon the assumption that any variable (much
less the combined effects of two or more variables) is nor-
mally distributed in the population as in standard regression.
Instead, PROCESS uses bootstrapping to estimate standard
error (SE), which in effect creates an empirical distribution

by repeatedly “sampling” the data with replacement (10,000
times in the current study). This distribution is then used to
test inferential hypotheses by computing regression coef-
ficients and 95% confidence intervals (Cls) that indicate the
likelihood that the observed effects differ from zero (reported
as upper limit CI [ULCI]and lower limit CI [LLCI]). The
second difference arises from this method: because the
sample data are not expected to conform to normal assump-
tions, irregularly distributed variables are not as disruptive to
inferential tests and thus real indirect effects are more likely
to be observed — yielding higher powered tests.

The outcome variables in these path analyses are trust
in health care organizations and physicians. In order to
make the strongest statement about the unique effects of
the predictor variables (negative medical experiences and
institutional betrayal), it may be necessary to also control
for other variables that are related to the outcome variables.
Although research is inconsistent in regard to individual
characteristics that predict trust in health care systems and
providers,” socioeconomic characteristics are often discussed
as potential mediators of trust. However, in the current
sample, no differences in trust were observed across racial
groups or income level. All of the measures of exposure to
health care systems (e.g., number of visits to any health care
provider) were positively correlated with trust. The number
of hospitalizations was used as an indicator of health care
exposure, as it showed the strongest relationship with other
items assessing health care use and outcome measures.
Beyond the predictor variables of interest, only hospitaliza-
tion history was included as a control variable.

Results
Hypothesis |: negative medical

experiences and institutional betrayal
Negative medical experiences were reported by 80.1% of
participants, and the average number of MEACULPA items
endorsed was 3.35 (SD = 2.53). The rates of each type of
experience are shown in Table 2. Each item on the MEAC-
ULPA was endorsed by at least 50 participants, indicating that
this construct assessed meaningful and relatively common
negative medical experiences.

Institutional betrayal was reported by 66.1% of partici-
pants, and the average number of IBQ-H items endorsed was
3.01 (SD = 2.23). The most common types of institutional
betrayal reported were failure to take steps to prevent an
unpleasant health care experience (31.5% of participants),
responding inadequately to concerns or reports of a negative
experience (24.8%), denying negative medical experiences
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(24.8%), making it difficult to report a negative health
care experience or share concerns (21.4%), and creating
an environment where negative experiences seemed more
likely to occur (21.1%). Institutional betrayal was distinct
from negative medical experiences as 17.5% of participants
who reported such an experience did not report institutional
betrayal.

Hypothesis 2: institutional betrayal and
disengagement

Disengagement from health care was correlated with nega-
tive medical experiences (as well as trust in physicians and
health care institutions; Table 3). Institutional betrayal was
positively correlated with disengagement from health care
(r=10.36, p <0.001). This relationship remained significant
and positive, even when MEACULPA scores were controlled
for via a partial correlation (»=0.11, p = 0.004).

Hypothesis 3:institutional betrayal

and trust
A moderated mediation analysis revealed several important
direct and indirect effects. As shown in Figure 1 and Table 4,

Table 3 Correlations between negative medical experiences,
institutional betrayal, noncompliance, and trust

Scale MEACULPA IBQ-H Disengagement®
Trust in own physician® —0.36%* —0.40%*  —0.24%*

Trust in health care —0.43%* —0.45%F  —0.22%*
organizations®

Disengagement 0.41%* 0.36%*% —

Notes: *Disengagement = total number of health care behaviors endorsed. ®*Wake
Forest Trust in Physician Scale. “Medical Mistrust Inventory. *p < 0.001.
Abbreviations: MEACULPA, Medical Experiences, Adverse Consequences,
and Unexpected or Lasting Pain Assessment; IBQ-H, Institutional Betrayal
Questionnaire — Health Care.

the direct effect of negative medical experiences (measured
via the MEACULPA) on trust in health care organizations is
fully mediated by institutional betrayal and trust in one’s own
physician (¢," = 0.02, p = 0.34). Specifically, negative medi-
cal experiences were stronger predictors of decreased trust
in health care organizations for participants who reported
more trust in their own physician compared to individuals
who reported less trust in their own physician (i.e., for an
individual who was 1 SD above the mean on the Trust in
Physician scale, the effect was ¢, = —0.06, p < 0.001 com-
pared to an individual who was 1 SD below the mean on the
Trust in Physician scale for whom the effect was ¢, =-0.02,
p = 0.001). However, trust in one’s own physician did not
affect the relationship between negative medical experi-
ences and institutional betrayal (a, = 0.01, p = 0.672) and
the indirect effect of negative medical experiences on trust
in health care organizations (through institutional betrayal)
did not depend on trust in one’s physician, the coefficients
for this pathway were in fact identical for individuals with
high and low trust in their physician (c," = 0.03, SE = 0.01).

Discussion

This study expands the discussion of trust in health care
beyond individual patient or doctor characteristics by
measuring the impact of institutional betrayal. Consistent
with hypotheses, the current study found that 1) institu-
tional betrayal is common in health care (two-thirds of the
participants reported experiencing at least one item on the
IBQ-H) and distinct from adverse medical events (17.5% of
individuals who reported negative medical experiences did
not report institutional betrayal); 2) institutional betrayal
was associated with disengagement from health care; and
3) institutional betrayal, over and above negative medical
experiences, predicted trust in health care organizations.

asb,=0.03

Trust in physician

Institutional betrayal

o= o.ss**/ ¢y=-0.02"

Negative medical
experiences

Trust in
health care
organizations

Figure | Effect of negative medical experiences on trust in health care organizations moderated by trust in physician and mediated by institutional betrayal.
Note: Bolded coefficients indicate nonzero indirect effects of negative medical experiences on trust health care organizations. Covariates of the mediator and outcome in
this model are hospitalization history. Refer Table 4 for further statistics for each pathway and description of coefficients. *p < 0.01; **p < 0.001.
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Table 4 Regression coefficients for the effect of negative medical experiences on trust in health care organizations moderated by trust

in physician and mediated by institutional betrayal

Predictor Path Outcome: M (IBQ-H)
coefficients  Coeff. SE p LLCI uLcCl

Constant 2.62 0.48 <0.0001 1.69 3.56
MEACULPA a, 0.55 0.08 <0.0001 0.39 0.70
Trust in phys.? 5 —0.55 0.12 <0.0001 -0.79 -0.31
MEACULPA X trust in phys. @, 0.01 0.02 0.6716 —-0.03 0.05
Hospitalization® -0.12 0.09 0.1933 -0.29 0.06
Predictor Outcome: Y (trust in health care orgs.)

Coeff. SE P LLCI ULCI
Constant 1.52 0.16 <0.0001 1.21 1.87
MEACULPA d 0.02 0.03 0.4000 —-0.03 0.08
IBQ-H b, —0.05 0.01 0.0001 -0.07 -0.02
Trust in phys. b, 0.39 0.04 <0.0001 0.31 0.47
MEACULPA x trust in phys. b, —-0.02 0.01 0.006 —-0.03 —0.01
Hospitalization 0.06 0.03 0.0426 0.002 0.12
MEACULPA Outcome: Y (trust in health care orgs.) at moderator

Coeff. SE p LLCI ULCI
—1 SD* trust in physician -0.03 0.0l 0.0012 -0.05 -0.01
+1 SD?trust in physician —-0.06 0.01 <0.0001 —-0.09 —-0.04

Notes: *Wake Forest Trust in Physician Scale. "Number of hospitalizations. “Medical Mistrust Inventory. ‘Coefficients for individuals low and high in trust (I SD below and

above the mean) on the Trust in Physician scale. Refer figure | for coefficient paths.

Abbreviations: IBQ-H, Institutional Betrayal Questionnaire — Health Care; coeff., coefficient; SE, standard error; LLCI, lower level confidence interval; ULCI, upper level
confidence interval; MEACULPA, Medical Errors, Adverse Consequences, Unexpected, or Lasting Pain Assessment; phys., physician; orgs., organizations.

Disengagement

Institutional betrayal is occurring both before negative
medical experiences and in the aftermath; some of the most
common forms of betrayal reported were institutional fail-
ure to prevent these negative experiences and responding
inadequately to reports of negative experiences. Both point
to a lack of responsiveness that does not match the needs of
patients who may be at their most vulnerable. Unsurprisingly,
this betrayal appears to be a contributor to patient behaviors
that undermine treatment effectiveness, including not seeking
medical care when it is necessary and not complying with
treatment recommendations. This is consistent with previous
research on institutional betrayal where withdrawal from the
institution was a common outcome of institutional betrayal >
Although this reaction is entirely understandable, one conse-
quence is that these systems do not always get feedback that
something they did contributed to a patient’s disengagement
or even complete departure. What this means for health care
professionals can be considered both good and bad news. The
good news is that it is not completely up to doctors alone to
establish and protect patients’ trust in the broader health care
system and thereby keep patients engaged in their care. The
bad news is that the broader institutional environment may
be undoing some of the hard work that goes into treating
patients and affecting doctors’ ability to deliver effective care.

Institutional betrayal and trust in health

care organizations
Given the multiple forms of trust measured, it was possible to
begin to understand how institutional betrayal might “spread”
from physician to institution or vice versa as predicted by
previous research.'** Indeed, trust in physicians was posi-
tively correlated with trust in organizations, even controlling
for negative medical experiences and institutional betrayal.
However, when negative medical experiences occurred,
participants with more trust in their own physician actually
demonstrated greater decreases in trust in health care organi-
zations — potentially indicating that they are attributing these
errors to systemic issues rather than doctor error.
Critically, trust in one’s own physician did not affect
the relationship between negative medical experiences and
institutional betrayal. This is another piece of evidence that
differentiates negative medical experiences from institu-
tional betrayal as well as underscores the importance of
focusing interventions on institutional problems rather than
the doctor—patient relationship alone. It further suggests
that institutional betrayal may be undermining some of the
potentially protective aspects of trust in health care provid-
ers as even participants with apparently good relationships
with their physicians were just as vulnerable to experiencing
institutional betrayal.
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Clinical implications

The most important clinical implication from these findings
is that asking about negative medical experiences and institu-
tional betrayal —and listening to the answer — is critical. These
are not rare occurrences; the majority of participants in this
study had experienced both negative medical experiences and
institutional betrayal. Although patients may be hesitant to
bring up medical errors or institutional betrayal,* it is likely
that the mere act of a physician or health care system asking
about these experiences could be a means to restore lost trust.*
Prior research has characterized decisions not to report docu-
mented medical mistakes as a hesitancy to question medical
professionals,**3* but the results of this study suggest that
patients’ reasons may be more complex. It may be threatening
to acknowledge that a trusted medical professional or institu-
tion has contributed to a negative health care experience or it
may be difficult voice concerns with an incomplete memory
of one’s experience. When patients do report negative medi-
cal experiences, it is critical to validate and respond to these
reports. Many participants reported inadequate responses to
their reports or outright denials of their experience. This type
of invalidation is particularly harmful coming from a depended
upon institution at a time of vulnerability.*

What response would be best in these situations? The
most basic answer is an apology. Yet this very human reaction
is one that many doctors have been implicitly or explicitly
advised against given the potential for malpractice suits that
may follow an admission of guilt.*® In the majority of states,
however, the framework for encouraging apologies in medi-
cal settings is already in place in the form of “I’m Sorry”
laws.> These laws are based on research on the motivations of
patients who file medical malpractice suits — in many cases,
the patients reported being motivated not by the medical error
itself but by the insensitivity of the physician and a lack of
accountability for the mistake.’ I’'m Sorry laws protect doc-
tors who apologize (i.e., including admitting fault, expressing
regret for the injurious action, and expressing sympathy for
the other’s injury) from later having that apology used in liti-
gation. These laws have been associated with fewer lawsuits,
lower settlement amounts, and shorter litigation.”” There is
still some risk in apologizing but there is clear risk in having
patients lose trust as well. Even when the individual health
care provider is not directly responsible, an apology for the
pain, distress, or uncertainty the patient has experienced
could contribute to restoring trust.

Strengths and limitations
This study is the first to examine the role of institutional
betrayal in health care. As such, the hypotheses were broad

and the primary goals were accomplished by collecting a
large number of responses at a single time point. This also
represents a methodological limitation as the temporal pre-
cedence of events could not be established. The described
models had strong theoretical rationales for testing directional
hypotheses (e.g., that institutional betrayal would lead to
decreased trust, rather than the other way around), but the
manner in which the data were collected did not truly allow
for establishing the order of events as all variables were
measured at the same time.

Future studies could examine the association of negative
medical experiences, institutional betrayal, and the outcomes
reported in this study in real time quite easily — particularly
if researchers are associated with a medical institution with
access to patients seeking treatment. Additionally, the results
could have been influenced by participants self-selecting into
the study based on their interest in the topic — either because
they had a strong opinion on health care or because they had
had particularly egregious experiences they hoped to describe.
However, several hundred people completed this survey within
10 days, which suggests that the $5 payment was motivation
enough. It is still the case that participants knew the topic of
the study from the description and from potentially commu-
nicating with one another. This limitation could be addressed
in future studies if these measures were embedded in a larger
study or on-going health care research that could obscure
the research aims more readily and depend upon debriefing
to fully inform participants of the purpose of the research.

Future directions

There are at least two clear future directions suggested by
these results. The first is to assess the effects of institutional
betrayal on physicians and other health care providers. The
way that the current study posed questions about institutional
betrayal to participants asked them to consider larger health
care institutions rather than individual providers. These are
the same institutions in which health care providers work
and they are likely to also experience institutional betrayal.*
However, it is not clear that their experiences would be the
same ones as patients’ or what outcomes (behavioral or
emotional) would be associated with working alongside of
institutional betrayal. The second future direction is one of
intervening on institutional betrayal, either before it happens
or addressing and repairing its effects. These interventions
could operate at two levels: at a provider level, where indi-
vidual physicians or other professionals are educated about
institutional betrayal and how to prevent or ask about it, and
at an institutional level where risk factors contributing to
institutional betrayal are addressed.
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Supplementary materials

Institutional Betrayal Questionnaire — Healthcare

This section will ask you to think about healthcare institutions that you have interacted with in the United States where the medical experi-
ences reported in the previous section took place. This may or may not call to mind specific individuals. This may include large systems
such as the United States healthcare system as a whole, hospitals, or insurance companies. It may also call to mind smaller parts of these
systems such as a hospital department, a health clinic, or a doctor's office staff. You indicated having the following medical experiences:

[Endorsed items from MEACULPA]

As you progress though this section, you may think about different institutions at different points. We are interested in whether you have
ever had any of the following experiences at any time, related to the events listed above. The examples listed with each item are meant to
help you think of ways this may have happened but may not apply directly to your experience.

In thinking about the experiences seeking healthcare you described in the previous section, did a healthcare institution play a role by (check
all that apply)...

O Not taking proactive steps to prevent unpleasant healthcare experiences (e.g., by explaining procedures, side effects, etc.)?

Q Creating an environment in which unpleasant healthcare experiences seemed common or normal (e.g., minimizing your concerns,
delivering serious news in a casual way)?

Q Creating an environment in which a negative experience seemed more likely to occur (e.g., an apparent lack of communication between
providers, lack of clear or consistent policies)?

O Making it difficult to report a negative experience or share concerns (e.g., difficultly contacting provider, not being given a chance to ask
questions, no clear avenue for sharing dissatisfaction)?

O Responding inadequately to your concerns or reports of a negative experience, if shared (e.g., you were given incorrect or inadequate
information or advice that was not feasible for you to follow)?

O Mishandling your protected personal information (e.g., unauthorized release of medical history, losing records, not keeping track of
complaints or concerns)?

Q Covering up adverse medical events (e.g., not immediately informing you of a mistake in treatment, withholding information about
healthcare coverage, or not disclosing prior records of know risks for a treatment)?

Q Denying your experience in some way (e.g., your concerns were treated as invalid, your prior history was dismissed as unimportant)?

Q Punishing you in some way for reporting a negative healthcare experience (e.g., you were labeled as problematic or responsible for a
lack of recovery or timely healthcare delivery)?

O Suggesting your experience might affect the reputation of the institution (e.g., your experience was contrasted with the “typical” one, you
were discouraged from seeking a second opinion or sharing your experiences with others)?

Q Creating an environment where you no longer felt like a valued member of the institution (e.g., you had to repeatedly remind providers
of your identity or treatment history, your primary identity was your medical condition rather than a person, you

Q were discriminated against due to a personal characteristic)?

Q Creating an environment where continuing to seek care was difficult for you (e.g., your appointments were repeatedly changed or can-
celled at short notice, seeking healthcare was financially or personally difficult and not supported by the institution)?

Please briefly identify the institution involved (e.g., insurance company, doctor’s office, private hospital, VA system, etc. — you do not need
to provide a specific name):

Prior to this experience, was this an institution or organization you trusted?

O Notatall
O Very little
O Agood deal
O Very much

Have you sought healthcare from this institution since having any of these experiences?

O No
O Yes

Figure S| Institutional Betrayal Questionnaire — Healthcare.
Note: Reproduced from Smith SP. First, Do No Harm: Institutional Betrayal in Healthcare [dissertation]. Eugene, OR: University of Oregon; 2016. Creative Commons license
and disclaimer available from: http:/creativecommons.org/licenses/by/4.0/legalcode.'
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