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BACKGROUND: Many scholars have written about the historical un-
derpinnings and likely consequences of African Americans distrust in
health care, yet little research has been done to understand if and how
this distrust affects African Americans’ current views of the trustwor-
thiness of physicians.

OBJECTIVE: To better understand what trust and distrust in physi-
cians means to African Americans.

DESIGN: Focus-group study, using an open-ended discussion guide.

SETTING: Large public hospital and community organization in Chi-
cago, IL.

PATIENTS: Convenience sample of African-American adult men and
women.

MEASUREMENTS: Each focus group was systematically coded using
grounded theory analysis. The research team then identified themes
that commonly arose across the 9 focus groups.

RESULTS: Participants indicated that trust is determined by the in-
terpersonal and technical competence of physicians. Contributing fac-
tors to distrust in physicians include a lack of interpersonal and
technical competence, perceived quest for profit and expectations of
racism and experimentation during routine provision of health care.
Trust appears to facilitate care-seeking behavior and promotes patient
honesty and adherence. Distrust inhibits care-seeking, can result in a
change in physician and may lead to nonadherence.

CONCLUSIONS: Unique factors contribute to trust and distrust in
physicians among African-American patients. These factors should be
considered in clinical practice to facilitate trust building and improve
health care provided to African Americans.
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nterpersonal trust between a physician and patient has

been shown to be an important determinant of care. Great-
er interpersonal trust has been found to be a significant pre-
dictor of acceptance of recommended care, 14 gatisfaction with
care,®” loyalty and satisfaction with the physician,*%° self-
reported health improvement,*®° and willingness to give the
physician control in the relationship.*®
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While most research on interpersonal trust has focused
on Caucasian patients, views of the trustworthiness of health
care are likely to differ for African Americans given the histor-
ical legacy of mistreatment at the hands of the medical pro-
fession, witness the Tuskegee syphilis experiment, and
current health disparities.’*™'® In multivariate analyses, Kao
et al.? found that African-American patients were less trusting
of their physicians, regardless of payment method than were
their Caucasian counterparts. Another study did not find dif-
ferences by race.'* This lack of consistency may be due to the
fact that these studies focused on trust and not distrust. Stud-
ies that have focused on distrust have shown significant dif-
ferences between African Americans and Caucasians in their
distrust of the motives of the medical profession in withdrawal
of life-sustaining technology, pursuit of organ donation, re-
search, and health care over all.'?15-22

The objective of this study was to better understand
what trust and distrust in physicians mean to African Amer-
icans. We were interested in the determinants of trust and dis-
trust in physicians, the relationship between trust and
distrust and their impact on participants’ care-seeking behav-
ior. Because the goal of this study was to learn more about
the meaning and importance of these constructs to African
Americans, rather than to test a hypothesis, we chose a qual-
itative study design in which participants could use their own
words and stories to describe their experiences of trust and
distrust.

METHODS

Nine focus groups were conducted with a convenience sample
of participants recruited from a public hospital clinic and a
community advocacy organization in Chicago, IL (n=66). We
recruited participants from the waiting room of the hospital
clinic and through job and other activities organized by the
advocacy organization with the goal of involving participants
with a range of experience with health care.

Five of the 9 groups were with African-American women
(n=32) and 4 were with African-American men (n=34). All
groups were homogeneous by gender. Females and males were
recruited separately by gender-matched African-American re-
search assistants. Female participants were African American
and at least 40 years of age. Males were African American and
at least 18 years of age. Participants were excluded if they did
not self-identify as African American, did not meet the age re-
quirements, were unable to consent because of mental or other
impairments, or could not participate in one of the scheduled
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focus groups. Participants were provided with food and a
$35 incentive for their participation in the focus groups. The
age inclusion criterion differed by gender group because
the initial goal of the study was to examine trust issues in
African-American women eligible for breast and cervical can-
cer screening. When the study was expanded to examine
issues of trust and distrust in African Americans in general,
we recruited younger men to ensure that we also obtained the
views of a sample of younger African Americans. We did not
conduct additional focus groups with younger women because
an analysis comparing major themes in the men’s groups
with those of the women’s groups indicated there were no
major differences by gender or age. Similarly there were no
differences in the themes identified from the hospital clinic
groups when compared with the community advocacy groups.
Both the Cook County Hospital and University of Illinois
at Chicago Institutional Review Boards approved the re-
search protocol and all research participants provided
informed consent.

The focus groups were conducted at 2 sites: the University
of Illinois Survey Research Laboratory and the Westside Health
Authority, a community advocacy organization. Focus group
discussions were moderated and observed by trained, experi-
enced, and gender-matched African-American professional
moderators. The research assistants were also African Amer-
ican. Semi-structured focus questions were derived from a lit-
erature review and our research hypotheses (see Appendix A).
They were designed to promote discussion about determinants
of participants’ trust and distrust in physicians and how trust
and distrust shaped participant’s health care decision making.
The focus group moderators were also instructed to probe for
how experiences of differential treatment and perceptions
of experimentation in health care affected trust. The focus
group discussions were audiotaped and written notes were
taken by an observer. The written notes were used to supple-
ment the information gleaned through the audiotapes. To en-
sure that the transcripts accurately reflected the discussion
that took place, they were reviewed by 2 members of the re-
search team (E.J. and I.R.) who had observed the live focus
groups. At the end of each group, participants completed de-
mographic questions about their age, years of education,
number of doctor visits in the previous year, and type of health
insurance.

The focus group discussions were transcribed verbatim
and imported into ATLAS.ti 4.2 software program. ATLAS ti
is a tool for organizing the data and for qualitative coding of
text data. We were guided by grounded theory in our analysis
so as to be able to glean information from the focus group data
rather than testing empirical assumptions or hypotheses.??
Seventeen initial codes were developed based on the interview
guide. Forty-nine additional codes were added during the
analysis as additional themes emerged. Two trained coders
coded each transcript. Both had to agree on the final code
definition and rules for its use before it was applied in coding.
The 2 coders proposed new codes or refined old codes and
after several iterations of transcript review, a final codebook
was developed. All transcripts were coded using the final
list of codes. We calculated a « statistic to establish inter-
coder reliability using codes from 2 transcripts and found
the k to be 0.9 before the final coding of all transcripts. The
query tool of ATLAS.ti provided quotations for each individual
code.

Pattern themes, defined as concepts that occurred fre-
quently across all 9 groups, were identified from the analysis of
the coded text. We report the qualitative results by summariz-
ing the overall themes that occurred across all groups and
providing 1 or 2 representative and illustrative quotes of the
themes. Space precludes presenting all informative quotes.
The demographic data were analyzed by STATA 7 using Chi-
square and t tests for bivariate and continuous data, respec-
tively.

RESULTS
Demographic Characteristics

Thirty-two women and 34 men participated in the study (Table
1). The mean age of the women participants was significantly
older than that of the male participants (P=.0005). The ma-
jority of participants had completed high school, but the men
were significantly more likely to have entered college than the
women (P=.005). More than 80% all respondents had seen a
doctor in the past year and there were no significant differenc-
es in the annual number of visits made by males or females.
More than 60% of subjects in both groups had either private or
federal insurance coverage. There were no significant gender
differences in insurance status or type of insurance.

Trust in Health Care Providers

We explored participants’ views about health care providers by
asking questions about what made them trust doctors. In ad-
dition, we asked if there were certain characteristics of doctors
such as race and ethnic background that made them more
trusting of the physician. Common themes regarding trust in
physicians were similar across gender. Participants indicated
that they trusted physicians who demonstrated interpersonal
and technical competence (Table 2).

Interpersonal Competence. Interpersonal competence in-
cluded the common themes of physician caring and empathy,
taking the time to listen, honesty, and keeping the patient’s

Table 1. Demographic Characteristics of the Sample

Female Male P
N 32 34 NS
Age (mean & range) (y) 55 (40 to 73) 43 (18 to 71) .0005
Education (%) .005
Middle school or less 3.1 1.5
Some high school 31.3 6.1
High school 31.3 36.4
Some college 31.3 45.5
Completed college or 3.1 7.7
higher degree
Visited a doctor in 94 85 NS
past year (%)
Number of visits to 4.67 (0 to 26) 3.09 (0to 12) NS
doctor (mean & range)
Health care insurance NS
Private 25.8 36.4
Federal (medicaid or 35.5 26.6
medicare)
Military 0.00 4.7
No insurance 38.7 37.5

NS, not significant.
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Table 2. Determinants and Consequences of Tru st and Distrust in Physicians

Trust Distrust
Determinants Interpersonal competence Interpersonal incompetence
Technical competence Technical incompetence

Foreign physicians

Focus on profit

Racism

Expectation of experimentation
Consequences Facilitates care-seeking Inhibits care-seeking

Promotes patient honesty
Enhances adherence

Promotes nonadherence
Leads to changing provider

best interest at heart. The following quotes are representative

of each of these themes.
[My doctor] was so gentle . . . I just gained trust in her through her
conversation and her care that it felt to me that she just really
cared about my problem and my pain that I had experienced and
everything like that. And she gave me a guarantee almost, that I
wouldn’t go through those pains again. And to me, I just learned to
trust her and seem like to me, she was the one that I looked to that
really cared about me. (Male participant)

[Doctors should] be able to communicate and to have a good
bedside manner. Take that extra maybe five or ten minutes. I may
not mean an awful lot [to the doctor (referred to as you)]. Just show
me that you are concerned. You know you don’t have to sit in the
room with me for twenty hours. Make me feel comfortable because
this is my life and I want to trust. (Female participant)

Just be honest with the patient. (Male participant)

I think trust is important because when the doctor is going to
perform a test or something you want to make sure that he has
your best interest in mind first of all and not just doing things . ..
(Female participant)

Technical Competence. Technical competence was also a key
aspect of trust. Participants commonly expressed trust in phy-
sicians that they viewed as technically competent when they
made the right diagnosis, gave the appropriate treatment, and
provided the correct follow-up care. As this participant com-
mented:
I've got to see him. What he’s doing to me. Am I getting better? All of
these things that play into my recovery is what builds trust. I can
sit here and talk to a physician and get all the answers that I want.
But are they right? Are they making me well? You can pat me on
the back or you can sit there and hold my hand but is this what is
making me well? (Male participant)

Distrust in Health care Providers

More themes emerged around factors influencing distrust in
physicians, including provision of interpersonally and techni-
cally incompetent care, difficulty communicating with foreign
physicians, provider focus on profit, experiences of racism and
expectations of experimentation (Table 2). The predominant
themes were the same for men and women.

Interpersonal and Technical Incompetence. Physicians who

were interpersonally incompetent were described as follows:
Because you going to know in the first 30 seconds, ‘Oh, he’s a jerk.’
Some of them even won't say ‘Hi.” They just start doing things.
(Male participant)

Many participants described experiences where the phy-
sicians barely spoke to them and did not examine them but

immediately took out a prescription pad and wrote a prescrip-
tion. As one participant stated:
They will honestly write you a prescription and not even have
looked at you. (Female participant)

Physician Characteristics. Participants did not trust “foreign
doctors” because of language and cultural differences. The
following comments are typical responses to questions about
whether the nationality of the physician made a difference:

It’s a big problem when [the doctor] don’t understand you and you

don’t understand nothing he’s saying, cause he’s telling you to

take these [medicines] (Male participant)

I have something with Asian doctors ... because of the language

barrier and the culture barrier, I do not like them. (Female

participant)

In contrast, the majority of respondents indicated that the
race of the physician did not matter. As these participants
reflected:

It’s mostly the character of the person. It’s not really the color.

(Male participant)

I have had both Black and White doctors and I really have never

had a bad experience. (Female participant)

Greed, Racism, and Experimentation. Participants often
described how physicians focused on profit, rather than their
care. As one participant stated:
I really don’t trust the doctors that they really care about me
because you know if you don’t have insurance, if they don’t see
where they can get paid, they are really not interested in you.

(Female participant)

Focus group participants frequently mentioned an absence
of trust in doctors who were perceived to treat patients’ differ-
ently based on their race. One representative response to the
question, “Do you think that if a white person goes in and
seeks health care that it is different than if a black person
does?” was:

I would think so ... The tone of voice, their whole demeanor

changes to me. They change when they treat somebody white as

opposed to you. They look at me and everything changes. They
want to make sure they [referring to the white patient] are ok.

(Female participant)

Participants also spoke about how experimentation and
beliefs about experimentation in the health care setting
affected their views of the trustworthiness of physicians.

As one female respondent said:

Over my period of time dealing with the medical field, I know that

you do need a hell of a lot of trust in the physicians or the medical

field and the institutions. But I don’t know how most people are,
but it reminds me of the Tuskegee Institute where they messed
around and they made the brothers have the disease instead of
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treating them they just wanted to see how it was going to affect
them. So maybe sometimes you go instead of getting treated they
just want to see what its going to do to you and they’ll try this and
try that and they may give you a sugar pill. Because its not like
they haven’t seen anyone dead before so the only time they get
affected [by dead people] is when its personal. So that’s why a lot of
people have mistrust.

When asked if they or anyone close to them believed they
had been experimented on, participants described situations
that occurred in the process of providing medical care. As
one male participant described:

My [friend’s] wife was experimented on like that from a doctor at

the hospital . .. and this doctor kept giving her medicine,

medicine, and medicine and she went into a coma. And they were
treating her for the wrong thing. And we brought her to the County
after she came out of the coma. Then they said she had AIDS. But
she didn’t, she had lupus, plus she had leukemia. And this

medicine that the doctor was treating her with is what put her into

a coma. And so, you got to be careful. They will experiment. (Male

participant)

The content of these responses indicates how the concern
or belief that they were being experimented on influenced the
interpretation of events that other patients might view as
incompetence or even a mistake.

Consequences of Trust and Distrust in Relationship
to Receipt of Health care

Respondents indicated that trust and distrust in physicians
influenced their health care seeking behavior (Table 2). Trust-
ing physician relationships were important to decision making
about seeking care and following treatment recommendations
and the patient’s openness and honesty with the physician. As
these 3 respondents said:
I feel that trust is important because if I trust a physician then
whenever I have another condition I will feel free to go back to that
physician instead of just, you know, sitting at home wondering or
whatever. I feel comfortable going back to that physician to find
out what is going on with me . .. (Female participant)

I just have to agree with what everyone else has said especially
about learning how to trust your doctor so you can be more open
with him. (Female participant)

You have to trust the physician in order to answer questions free
about your health and problems you are having. If you don’t trust
them you are going to hide things and hold things back. So that’s
what makes it a first priority. Trusting the doctor, cause if you
don’t trust them you are also not going to believe half of what he is
telling you. (Male participant)

Respondents indicated that distrust in physicians often
led them to forgo care by refusing surgery or other treatment,
withdrawing from care all together, or not seeking it in the first
place. It also led some patients to change physicians.

I am one of those people and a lot of times it is basically about
distrust. You know I am not going to believe first of all what they
tell me. Even if | went two or three doctors you know. And I also feel
that too if I had the tumor again and I didn’t want to get operated
on it is not going to do but put much more worry on me. And that
causes pain alone. (Female participant)

DISCUSSION AND CONCLUSIONS

The African Americans in our sample revealed that trust and
distrust in physicians are complex constructs. While interper-
sonal and technical competence drive African Americans trust

in physicians, distrust is more complex and arises out of more
than incompetence. The participants in our study indicated
that perceptions of physician greed and racism and expecta-
tions of experimentation in routine medical care contributed to
their distrust of physicians. Not surprisingly, distrust nega-
tively relates directly to the acceptance of and willingness to
seek health care.

Our study is one of the few that has focused on under-
standing trust and distrust in physicians from an African-
American perspective. There have been a number of studies
that have focused on trust in mixed populations,*89-2425 djs-
trust of research as a barrier to research participation among
12.15-18 4nd the relationship between trust
or distrust and participation and satisfaction with medical
care among African-American patients.'®22-26-27 Our findings
add to this literature by highlighting factors that specifically
contribute to distrust and trust of physicians among African
Americans.

Our findings support common conceptual models of trust
in physicians in the theoretical literature.!%1%2829 Similar
findings have also been documented in other qualitative stud-
ies.2439-31 The participants in our study were very similar to
other populations in describing physician trust as arising from
their belief and experience with technical and interpersonal
competence as demonstrated by compassion, reliability and
dependability, communication skills and evidence that the
best interests of the patient were at the forefront of physi-
cian-patient interactions.

What caused the African-American participants in our
sample to distrust health care providers was different, and
disturbing. Experiences and expectations of racism and
financial discrimination by physicians were reported in all
focus groups. The Institute of Medicine Report recently iden-
tified discrimination by physicians and health care systems as
an important factor in contributing to health care dispari-
ties.®2 Our findings suggest that an expectation of discrimina-
tion may also contribute to disparities. As participants
in the groups indicated an expectation of discrimination can
lead to distrust and distrust and, in turn, can lead to avoid-
ance of care. This is not to blame African Americans for
health care disparities but rather to highlight the fact that
even when discrimination is not a conscious or unconscious
intent expectations likely have an impact and need to be
addressed.

Another disconcerting finding was the frequency with
which focus group participants said that they expected to be
experimented on in the course of routine medical care. Many
participants perceived events that others would see as routine
or incompetent medical care as experimentation and attribut-
ed this expectation to their knowledge of the Tuskegee Syphilis
Study, whether or not they could identify the study by name.
This was true for both the young and older participants. While
there have been a number of studies on how Tuskegee and fear
of experimentation affect African Americans’ participation in
research, 21718 Jittle work has focussed on the interpretation
of these experiences and how it affects willingness to seek and
accept routine medical care. Participants also indicated that it
is both the legacy of Tuskegee and also the reinforcement of
their expectations of mistreatment in the present day that con-
tribute to their distrust. This connection of the past and
present to health behavior is worth further exploration as a
possible source of health disparities.

African Americans
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Receipt of substandard health care is an additional con-
tributor to distrust among the participants in our sample. Ex-
periences of improper evaluation and inadequate treatment
were voiced with some frequency. The participants who de-
scribed these circumstances learned to seek care elsewhere or
not at all.

Surprisingly, the majority of respondents indicated that
physician race did not influence their trust. What did matter
was whether physicians could communicate across language
and cultural barriers. This finding differs from previous re-
search that has shown racial concordance between a patient
and their physician to have a positive impact on satisfaction
and health care utilization.**® Qur findings may be different
because racial concordance is a stronger determinant of sat-
isfaction than trust, because participants were uncomfortable
expressing a racial preference in a group discussion, or be-
cause patient’s preference for physician race is unconscious.

This study has several limitations. This was a qualitative
study involving 66 participants. As a result, the findings may
not be generalizable. They serve mainly to raise important
questions for further investigation. In addition, there were dif-
ferences in mean age and education between the males and
females in the sample. The fact that the themes that emerged
in the study were no different between the men’s and women’s
groups suggests that neither gender, age, nor educational sta-
tus is a strong determinant of trust and distrust in physicians
and among the participants in our study. Clearly, this needs to
be explored in greater detail in larger studies. Our study par-
ticipants were recruited from a public hospital and community
setting in a large, urban Midwestern city. Most of the partic-
ipants had had contact with the health care system in the past
12 months. Participants from different settings and with more
diverse socioeconomic background and less health care expo-
sure might have different views about trust and distrust in
health care. Finally, we did not conduct a comparison between
African Americans and other populations. Nevertheless, our
findings regarding experimentation and racism are quite dif-
ferent from those in other studies focusing on trust in white
participants, indicating that these factors are much more com-
mon in African Americans.

Despite its limitations, our research reveals potentially
important issues that need to be addressed by researchers and
clinicians interested in improving the trustworthiness of care
provided to African-American patients. The matter of trust and
distrust in health care needs to be studied in larger, more rep-
resentative samples that include other health care providers in
addition to physicians. In the meantime, health care providers
can use the information from this study to think about how
they might prevent distrust and build trust with their African-
American patients. Awareness of how some of commonly used
language such as “Let’s try this medicine” and behaviors like
hurrying through an exam can raise the specter of experimen-
tation or discrimination, a situation that is easy to correct by
using more direct language such as “This medication works
well for my patients with this problem.” Health care providers
must work to understand and earn the trust of their African-
American patients and avoid encouraging distrust.

We would thank our focus group leaders, Rise Jones, PhD, and
Waldo Johnson, PhD, and Giselle Corbie-Smith, MD, for her
thoughtful review of this manuscript.
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