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INTRODUCTION

Trust, mistrust, and distrust influence people’s ability to utilize critical resources and make
decisions that are best for their health and well-being. Trust is necessary for optimizing
health research, eliminating healthcare disparities, and achieving health equity, but efforts to
build trust to increase healthcare utilization and research participation may have little effect
on attitudes or behaviors that are rooted in distrust or mistrust. Thus, it is critical to be clear
if policies and initiatives are designed to improve trust or decrease mistrust and distrust. This
paper refines the way that patient trust, mistrust, and distrust are conceptualized. In
particular, it focuses on clarifying the distinctions among low levels of trust, mistrust, and
distrust, which will strengthen the pillars on which more accurate and effective measures,
programs, and policies can be created to promote equity in healthcare utilization and
medical research.

HOW IS DISTRUST OR MISTRUST DIFFERENT FROM TRUST?

Trust, mistrust, and distrust are not synonymous nor are they static constructs. If trust is
belief in a person’s competence to complete a certain task, distrust is a belief that we should
question one’s motives and view their actions with suspicion because they are likely to act in
a way that the quality of care or the accuracy of information provided may be compromised.
1 Trust is largely thought of as an attitude or cognitive assessment of an individual, whereas
distrust is a person’s logical response based on skepticism, suspicions, and concerns.!
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Patient distrust is not the absence of trust; it is an attitude onto itself.2:3 Beyond just a feeling
of disappointment, violations of patient trust can lead to a sense of betrayal and skepticism.*
Distrust is based on the assumption that providers or healthcare entities may not be
trustworthy, that they may not have equal access to state-of-the-art care, that quality is
variable at best, and that the patient is likely receiving lower quality than the typical standard
of care.

African Americans, Latinxs, and other marginalized groups have a long history of receiving
inferior quality of care even when they have a comparable level and type of insurance and
access to care as more privileged groups.> Members of the lesbian, gay, bisexual,
transgender, and queer community also have experienced racism, discrimination, and
inferior treatment in health care.58 Scholars also have documented numerous incidents of
unethical medical research on African Americans, Native Americans, Hispanic-Latinos and
Asian Americans,®%-12 many of which occurred well after the historic Belmont Report set
standards for human research protections in 1979. Given this history,32 it would be illogical
and irrational not to approach providers and healthcare entities with some level of
skepticism. The governmental response to coronavirus disease 20191314 and other events in
the public health system, such as the lead poisoning from the water in Flint, Michigan, may
further reinforce skepticism and distrust of healthcare providers and entities,® and
undermine their trustworthiness.1® Grier and Cobbs!’ deemed this phenomenon “healthy
cultural paranoia,” and described it as an adaptive, reasonable, wise, and valid approach to
being African American and interacting with healthcare and other sectors of society that
have a long history of racism and discrimination.

IS THERE A DIFFERENCE BETWEEN DISTRUST AND MISTRUST?

Although both distrust and mistrust are similar in that they both refer to a lack of trust, these
are not synonyms. Neither distrust nor mistrust is synonymous with lack of trust, though
trust is a part of both distrust and mistrust. A prerequisite of trust is that the patient is in a
vulnerable position and needs the provider or institution to provide information, a service, or
access to resources that they otherwise cannot acquire. Whereas trust may primarily be about
facts and beliefs, distrust places facts and beliefs in historical, social, or political context.
Distrust, though often preceded by a personal or collective experience or reliable
information, is based on a sense that one’s trust has been diminished or violated. Distrust
includes a heightened sense of fear and skepticism that is not unique to certain racial or
ethnic groups; however, there can be unique historical experiences of racism, discrimination,
and unethical treatment that certain groups may have experienced that are important to note
and consider in promoting trust among those groups.5:°

One of the cornerstones of distrust is suspicion. Concretely in this context, distrust is the
idea that the patient actively questions and doubts the motives, sincerity, genuineness, and
trustworthiness of the specific provider, researcher, organization, or institution.18 Distrust
may reflect a patient’s willingness to be vulnerable to or depend on the provider or
healthcare entity! that may vary by context or situation. Patients who have high levels of
distrust are often attempting to draw reasonable inferences about attitudes, decisions, and
opportunities that are opaque or hypersensitive to the perceived motives of the provider or
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healthcare entity. To address distrust, it is critical to recognize that the suspicions, fears, and
roots of distrust are logical responses to a history of inequity. It is essential to consider,
understand, and address why the suspicion that underlies distrust exists with an individual,
practice, organization, or system and match the measurement or intervention strategy to that
level.

Distrusting beliefs of a patient may include =1 of the following 5 components: (1)
competence—the provider or institution does not have the capacity to do what needs to be
done; (2) benevolence—the provider or institution does not care about the outcome or is not
motivated to act in one’s best interest; (3) integrity—the provider or institution do not make
good faith agreements, tell the truth, or fulfill promises; (4) predictability—the provider or
institutional actions are not consistent enough that they can be accurately forecasted, or the
situation is not one that the institution has addressed regularly enough to have confidence in
the success; and (5) assurance— it is unclear if the protective quality assurance structures
are in place.! These 5 cognitive dimensions may be strong foundations on which to build a
measure of distrust. Whereas distrust is a transitive verb that requires a direct object to
clarify what or whom is the object of the sentiment, mistrust is an intransitive verb that is not
used with a direct object.

Different from distrust, mistrust does not necessarily or explicitly name what or whom is not
trusted. Mistrust also is often a general sense of unease or suspicion toward someone or
something that is predicated either on the notion that the provider or healthcare entity may
not act in the patient’s best interest and they may actively work against the patient.1
Mistrust may originate from distinct historical experiences linked to group identity, personal
experience, vicarious experiences, and oral histories.19-22 The Tuskegee Study of Untreated
Syphilis in the Negro Male is arguably the most infamous example of unethical medical
research.23-25 Despite this U.S. Public Health Service study illustrating that concerns about
medicine and public health’s lack of trustworthiness are not unfounded,®9:23.26 knowledge
of the Syphilis Study and other unethical research studies is not solely responsible for
African American patients’ mistrust.2” In the case of the Syphilis Study and many other
instances of unethical medical research,12:2829 part of the deception was that the research
was disguised and presented to patients as medical care, which may make it difficult for
patients to view medical care outside of the context of medical research.24 It also is
noteworthy that the principal investigators of the Syphilis Study had strong reputations as
physicians and researchers who had demonstrated commitment and concern regarding the
health of “Negroes,” and that the racial disparities in the prevalence of syphilis were due to
poor social and economic status, not inherent racial susceptibility.11:23

In sum, patients may distrust a provider, researcher, organization, or institution because they
know or have heard specific things about what they have done. Patients also may mistrust
medical care, providers, researchers, health-related organizations, or institutions in general
because of the legacy of the Tuskegee Study of Untreated Syphilis in the Negro Male and
other examples of unethical research or poor treatment of marginalized groups. Moreover, it
is critical to acknowledge and approach patient distrust from the perspective that it is a
legitimate method of coping with racism and discrimination in health care, which are root
causes of the skepticism and distrust. Kramerl8 argues that, “distrust and suspicion may
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constitute appropriate and even highly adaptive stances toward institutions” (p. 590), and
vigilance and wariness about patients and healthcare entities may—in fact—be healthy
responses to the history of racism and discrimination in medicine and health care. Though
not only shaped by cognitive or factual information, there may be important dimensions of
beliefs about the trustworthiness or distrust of providers or healthcare entities to anchor self-
report measures of distrust.

DISCUSSION

Lack of trust is often framed as something that needs to be changed in individuals who do
not trust rather than something that needs to change in providers and organizations that have
not demonstrated that they are trustworthy.16:30 Second, it often is assumed that the object of
trust is trustworthy, which may not necessarily be the case given the history of unethical
research and public health practice.®:10.15.25 Third, despite extensive research to the contrary,
studies of patient trust often assume that patients have equal access to care, are likely to
receive the same quality of care, and that their fears that they may not receive equal quality
of care as other patients (e.g., White Americans) are unfounded or irrelevant.>3! Fourth,
placing trust in people and systems that are not trustworthy can be profoundly harmful.32
Fifth, although it tends to be stable, patient trust can change if they have new experiences or
receive new information that affects their perceptions of trust. Patient trust can build and be
formed or reformed, stabilize or be reinforced, and decline or dissolve; patient trust is
fragile, and it is subject to change based on experiences.3

Muistrust and distrust may be rooted in a unique combination of historical and contemporary
factors that vary by individual, population, or other characteristics; yet, it is critical not to
use a person’s perceived or self-identified race, ethnicity, or other socially defined
characteristic as a proxy for their level of trust, mistrust, or distrust. Political affiliation,
religious affiliation, income, race, and ethnicity also can contribute to not only levels of trust
but also levels of distrust or mistrust in ways that may not be obvious or intuitive,33-35
Dismissing any aspect of low levels of trust as being based in misinformation, fallacy, or
ignorance misses the history of inequality and contemporary inequities in access to care,
quality of care, opportunities to participate in research, and ability to benefit from medical
research. Because these are distinct concepts, it is critical to be precise and intentional about
the goals of efforts to promote trust or reduce mistrust or distrust. Individuals and
populations may have concerns about >1 aspects of the health sector but not others. In
addition, questions about the competence, motives, and values that underlie the
opportunities, experiences, and outcomes of some patients and research participants are well
founded and need to be addressed. Addressing mistrust and distrust must be at the center of
efforts to promote trust and mitigate the decline in trust in physicians, medical care, and
medical research. It is essential to recognize that lack of faith and skepticism in the motives
and competence of medical care and medical research providers and institutions are based
on patients’ and research participants’ recognition that it is not wise or in their best interest
to blindly trust medical care or medical research to put their health, safety, and well-being
first.
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