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Abstract

As a part of a larger, mixed-methods research study, we conducted semi-structured interviews with 21 adults with
depressive symptoms to understand the role that past health care discrimination plays in shaping help-seeking for
depression treatment and receiving preferred treatment modalities. We recruited to achieve heterogeneity of racial/ethnic
backgrounds and history of health care discrimination in our participant sample. Participants were Hispanic/Latino (n = 4),
non-Hispanic/Latino Black (n = 8), or non-Hispanic/Latino White (n = 9). Twelve reported health care discrimination due
to race/ethnicity, language, perceived social class, and/or mental health diagnosis. Health care discrimination exacerbated
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barriers to initiating and continuing depression treatment among patients from diverse backgrounds or with stigmatized
mental health conditions. Treatment preferences emerged as fluid and shaped by shared decisions made within a trustworthy
patient—provider relationship. However, patients who had experienced health care discrimination faced greater challenges
to forming trusting relationships with providers and thus engaging in shared decision-making processes.
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Introduction

Major depression carries the heaviest disability burden
among mental and behavioral disorders (Murray et al.,
2013) and reduces life expectancy by 7 to 11 years (Chesney
et al., 2014). Only 37.6% of Whites and 25% of Black or
Hispanic/Latino people who need access to mental health
care ultimately receive treatment (Wells et al., 2001). Black
and Hispanic/Latino populations are also more likely to
receive inadequate treatment (Cook et al., 2014; Satcher,
2000), poorer quality of care (Satcher, 2000), and are less
likely to remain in care (Fortuna et al., 2010). These dispari-
ties may partly explain why Black and Hispanic/Latino
populations report mental health symptoms that are more
severe, disabling (Williams et al., 2007), and persistent than
Whites (Breslau et al., 2006). Despite efforts to improve
key aspects of mental health care, such as access (Creedon
& Cook, 2016; Huey et al., 2014; Lie et al., 2011), quality
(Satcher, 2000), and cultural competence (Betancourt et al.,
2014), treatment initiation disparities have grown (Cook
et al., 2016; Creedon & Cook, 2016).

Depression Treatment Preferences and Racial/
Ethnic Disparities

Research suggests that an important potential driver of
racial/ethnic disparities in depression treatment may be
differences in treatment preferences (Jung et al., 2014;
Lin et al., 2011; Olfson & Marcus, 2009; Quifiones et al.,
2014). Black and Hispanic/Latino populations are often
offered treatments that do not match their preferences
(Cardemil & Sarmiento, 2009; Dwight-Johnson et al.,
2001; Ryan & Lauver, 2002; Swift & Callahan, 2009),
which may lower engagement in care and lead to poorer
depression treatment outcomes (Kwan et al., 2010). For
example, Non-White primary care patients may find
medications for depression treatment less acceptable than
White patients, which may partly explain why Non-White
patients access medication-based treatment less often
(Cooper et al., 2003; Dwight-Johnson et al., 2000).
However, underlying preferences are often not fully
ascertained by medical providers and are less likely to be
fully ascertained from people of color (Armstrong et al.,
2006; Collins et al., 2002; Katz, 2001). Preferences to

avoid certain treatments reflect personal, familial, or cul-
tural values, but may also stem from prior experiences of
low-quality treatment, unfair treatment, or discrimination
toward oneself or others.

Preferred Depression Treatment and
Discrimination

Historic and ongoing discrimination toward Black and
Hispanic/Latino communities (Benuto et al., 2019;
Casagrande et al., 2007; Corbie-Smith et al., 2002;
Dovidio et al., 2008; Gaskin et al., 2009; Thomas, 2018)
further exacerbates the mismatch between available and
desired treatments. This discrimination is an integral com-
ponent contributing to higher intrapersonal, interpersonal,
and systematic stigma toward those with mental illness in
these populations (Alvidrez et al., 2008; Clark et al., 2014;
Martinez-Hume et al., 2017; Trivedi & Ayanian, 2000).
Discrimination and stigma experienced by communities
of color (Corbie-Smith et al., 2002) also contribute to an
ongoing lack of trust in health care systems (Dovidio
et al., 2008). For example, stigma partially mediates the
relationship between Hispanic ethnicity and lower life-
time history of behavioral health service use (Benuto
et al., 2019) and Latino-specific societal, community, and
intrapersonal barriers to mental health care include immi-
gration status, being made fun of by others, and external
and internalized stigma from mental health diagnosis
(Martinez Tyson et al., 2016). Even if structural barriers
such as lack of insurance or access to medical providers
are removed, remembering past experiences of discrimi-
nation or experiencing lower quality care in their geo-
graphic area may further influence treatment-seeking
behaviors among people of color (Casagrande et al., 2007;
Gaskin et al., 2009), and may result in preferring to avoid
medical care except in an emergency. Yet, little is known
about the role of past discrimination in influencing depres-
sion treatment preferences.

This study is the second stage of an explanatory sequen-
tial mixed-methods study that began with quantitative data
collection of individual depression treatment preferences,
satisfaction with care, and health care discrimination expe-
riences in a nationally representative sample of 711 indi-
viduals with moderate to severe depression symptoms.
Quantitative data collection involved a web-based survey
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that included a discrete choice experiment (Clark et al.,
2014) to measure treatment preferences. A validated ques-
tionnaire of health care discrimination was also included
(Trivedi & Ayanian, 2006) wherein respondents were
asked, “Have you ever felt that you were treated unfairly
while getting medical care by your medical provider
because of the following? (Check all that apply: race/color,
ethnicity, language/accent, sexual orientation, and gen-
der).” Survey results showed that health care discrimina-
tion experiences were much more common for Black and
Hispanic/Latino respondents. Moreover, and contrary to
prior studies in primary care settings, this community-
based sample reported no significant differences by race/
ethnicity in preferences between medication versus talk
therapy for treatment of depression, except in cases where
Black respondents had also experienced discrimination
(Sonik et al., 2020).

Few studies explore the interrelationship between
prior experiences of poor quality of care, health care
discrimination, and treatment preferences, which limits
our complete understanding of pathways underlying
mental health care disparities. In the qualitative compo-
nent of this sequential explanatory mixed-methods
study, we conducted semi-structured qualitative inter-
views with individuals with depressive symptoms to
address this gap.

Our objectives were to better understand (a) how past
experiences of health care discrimination play a role in
the experience of seeking and receiving mental health
treatment, (b) whether and how treatment preferences are
elicited by providers and then routinely incorporated into
clinical care for depression, and (c) to what degree treat-
ment preferences are shaped by experiences of health
care discrimination.

Method

Description of Research Team

This study was conducted by a research—practice—commu-
nity partnership between a safety net academic-clinical
center; a community-based participatory research (CBPR)
consultant (a researcher and advocate who also has lived
experience living with mental illness); a statewide peer
advocacy organization for people in recovery from serious
mental illness, trauma, or addictions; and outside academic
content experts. The safety net academic-clinical center
(i.e., clinical center providing care to patients regardless of
insurance status or ability to pay, and therefore serving a
higher proportion of people who are low-income or on
public insurance) included a clinical-research group (health
services researchers, mental health and/or primary care cli-
nicians) as well as community members (volunteer com-
munity health workers and team members with mental
health patient experience). A description of the launch of

the research—practice—community partnership has been
published elsewhere (Delman et al., 2019). The statewide
peer advocacy organization and CBPR consultant were
involved in early co-development of the research project
grant. After the project’s launch and throughout the
research study, partnership members attended regular team
meetings to jointly refine research objectives and hypoth-
eses, design data collection instruments and protocols, and
to collect, analyze, and interpret data.

Members of the research—practice—community part-
nership were invited to join a qualitative data collection
and analysis subgroup. Six team members of the analysis
subgroup conducted semi-structured interviews with 21
individuals with depressive symptoms. A PhD-level
senior qualitative researcher and a PhD-level senior
mixed-methods health services researcher led the sub-
group, which also included two research assistants/coor-
dinators, one student research volunteer, and one
volunteer community health worker. Demographically,
all six subgroup researchers were female, five of whom
were from minority racial/ethnic minorities, and two of
whom were native Spanish speakers. This qualitative
subgroup worked in close collaboration with the larger
research—practice—community partnership on the co-
development of interview guides, participant recruitment,
data collection, and data analyses and interpretation. The
qualitative subgroup met iteratively to train its subgroup
members on the research protocol, qualitative data col-
lection methods, and to practice using and then refine the
interview guide. Less experienced interviewers observed
one to two initial interviews conducted by the senior
researchers prior to conducting their first interview.

Study Design

Theoretical framework and interview guide design. The
research—practice—community partnership used a social-
ecological framework (Golden & Earp, 2012) to inform a
conceptual model of adaptive patient treatment prefer-
ences and to design the web-based quantitative survey as
well as the qualitative interview guides. In this adaptive
model, preferences and beliefs about treatments are
updated based on exposure to individual-level, family-
level, and sociocultural factors (see Figure 1), including
health care discrimination, as well as through seeking and
obtaining treatment. This study focused primarily on the
role that individual-level experiences of health care dis-
crimination (those most proximal to the individual) have
in seeking and receiving mental health treatment, shaping
depression treatment preferences, and the degree to which
those preferences are routinely elicited and incorporated
into treatment plans. As well, both the quantitative and
qualitative data collection included questions about
awareness of discrimination against family members or
friends, as well as whether participants believed that
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Figure |. Conceptual model of adaptive preferences informed by social-ecological model.

people of color are always treated equally in health care
(e.g., awareness of more distal discrimination experi-
ences; see supplemental material for semi-structured
interview guide).

Participant selection. Twenty-one participants completed
semi-structured interviews, including 12 by phone (who
had previously taken the nationally representative sur-
vey), and nine in person (these participants were not part
of the nationally representative survey, but were recruited
locally through the community partner organization to
supplement the sample size due to an unanticipated
change in recruiting and scheduling costs through the
third-party online survey organization).

The 12 individuals who had previously participated in
the nationally representative survey were purposively
sampled to achieve an even mix (four each) of Non-
Hispanic/Latino White, non-Hispanic/Latino Black, and
Hispanic/Latino participants, 50% of whom had reported
health care—based discrimination on the survey and 50%
of whom had not. People who had not experienced dis-
crimination were included to be able understand how
their depression treatment experiences differed from
those who had experienced discrimination. Two of the
Hispanic/Latino participants were interviewed in Spanish
by native Spanish speakers. Inclusion criteria included
being above the age of 18 years and scoring greater than
or equal to 10 on the PHQ-9 (representing moderate to
severe depressive symptoms; Kroenke et al., 2001). To
recruit 12 interviewees, survey participants were invited
to participate in the qualitative study on a first-come,
first-serve basis (see supplemental material for break-
downs within each category). Interviewers from the
research team then phoned participants at times presched-
uled by the online survey organization.

The additional nine participants were recruited locally
through the mental health recovery advocacy partner

organization (The Transformation Center). Information
about the study and contact information for a research
assistant was distributed through email and word-of-
mouth recruitment. If contacted, the research assistant
provided additional study information, issued an eligibil-
ity screener, and then scheduled the interview. Individuals
were eligible if they (a) had ever been told by a doctor or
nurse that they had depression, (b) were aged 18 years or
above, and (c) identified as Black or African American,
Latino/Hispanic, or non-Hispanic/Latino White.
Participants provided written informed consent to be
interviewed, either through an online portal (online sur-
vey participants only) or in person. The nine participants
interviewed in person completed a brief demographic
questionnaire as well as the structured survey (a paper
version identical to the survey participants had completed
online) at the start of the study session. The interview
portion followed immediately after administering the sur-
vey. All participants received a US$50 gift card.
Interviews were approximately 45 minutes long, and con-
ducted between November 6 to 17, 2017 (phone partici-
pants) and January 15 to 19, 2018 (in person participants).
Interviews were audio-recorded and professionally tran-
scribed. All aspects of this work were approved by the
institutional review Board of Cambridge Health Alliance.

Data analysis. All transcribed interviews were analyzed
using a thematic analysis approach and Dedoose Qualita-
tive Software (Lieber et al., 2011). Six members of the
study team coded the interviews (two researchers per
interview) and generated summary analytic memos.

The senior qualitative researcher designed an initial
qualitative code tree in line with the interview guide
codeveloped by the research—practice—community part-
nership, which was then refined during iterative meetings
within the qualitative research subgroup and with feed-
back from the research—practice—community partnership
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Table I. Characteristics of Depression Interview Sample by Reports of Discrimination.
All Reported Did not Report
(n=21) Discrimination (n = 12) Discrimination (n = 9)

Variable N (%) N (%) N (%)
Age

18—44 years 10 (48%) 5 (41%) 5 (55%)

45-59 years 6 (29%) 3 (25%) 3 (33%)

60+ years 3 (14%) 3 (25%) 0 (0%)

Missing 2 (10%) I (8%) I (11%)
Race

Non-Hispanic/Latino White 9 (42%) 5 (42%) 4 (44%)

Non-Hispanic/Latino Black 8 (38%) 3 (25%) I (11%)

Hispanic/Latino 4 (19%) 4 (33%) 4 (44%)
Sex (female) 19 (90%) 11 (92%) 8 (89%)
Bachelor’s degree + 10 (50%) 6 (55%) 4 (44%)
Marital status: Single 15 (71%) 9 (75%) 6 (67%)
Currently employed 7 (33%) 3 (25%) 4 (44%)
Household size 2.5(0.4) 2.8 (0.68) 3.7 (0.53)
(Mean, SE)
Ké =13 9 (43%) 6 (50%) 3 (33%)
PHQ-9 =10 15 (71%) 9 (75%) 6 (67%)
Interview method

In person 9 (43%) 6 (50%) 3 (33%)

By phone 12 (57%) 6 (50%) 6 (67%)

Note. Results from qualitative coding and thematic analysis of interviews are organized by major themes within each of the three overarching

study objectives (see Table 2).

to determine important and relevant themes. Refining the
final coding tree and deriving and summarizing important
themes involved both deductive analysis (using codes
developed in advance from interview guides) and induc-
tive analysis (using open coding) to capture additional
important concepts and patterns that emerged during
interviews.

The two senior qualitative subgroup researchers over-
saw coding training for researchers. Pairs of researchers
then met to discuss coding for individual interviews,
review and resolve coding discrepancies, and consolidate
codes for each interview. Coding discrepancies that were
not easily resolved within the pair of researchers were
then brought to the larger six-person qualitative subgroup
for discussion and to reach consensus on code application
and/or to refine the code tree as needed. Researchers
noted whether themes were particularly salient, striking,
or emotional for the interviewee (e.g., by listening to all
or part of interview audio). For example, stigma related to
mental illness emerged as a relevant theme because par-
ticipants mentioned it often and typically with high emo-
tional charge, as well as because this theme resonated
deeply with community partners with lived experience.
The deductive methods therefore captured concepts
already outlined in the interview guides driven by theory
and the quantitative survey. Inductive methods, which are
crucial when existing knowledge about a phenomenon is

fragmented (Martinez-Hume et al., 2017), allowed
researchers to capture additional key concepts driving the
relationship between personal health care experiences
and treatment preferences.

Throughout the qualitative analysis, the qualitative
research subgroup attended to issues of reflexivity (exam-
ination of and minimizing researchers’ own interpretive
biases). This was done within the subgroup through
debrief sessions and through memos after conducting and
coding each interview, and through continuous, iterative
engagement with the larger research—practice-commu-
nity partnership, including intentional reflection on the
research process and collaborating to interpret qualitative
data and prepare the article.

Results

A description of the sample is found in Table 1. Participants
were mostly female (90%) and approximately 50% had a
bachelor’s degree or higher. Compared qualitatively with
those who did not report prior health care discrimination
(n = 9), those who did report discrimination (» = 12, or
57%) were more likely to head their household (83% vs.
56%), own their home (42% vs. 11%), and meet cutoff
criteria for moderate to severe depression through the K-6
=13 cutoff (50% vs. 33%) or the PHQ-9 =10 cutoff (75%
vs. 67%).
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Table 2. Research Objectives and Major Qualitative Themes.

No. Objective

Major Themes

I Understand how past experiences of
health care discrimination play a role in
the experience of seeking and receiving
mental health treatment

2 Understand whether and how treatment
preferences are elicited by providers and
then routinely incorporated into clinical
care for depression

3 Understand to what degree treatment
preferences are shaped by experiences of
health care discrimination

la: Challenges to receiving mental health treatment
Ib: Health care discrimination exacerbates already complex mental health
care seeking

2a: Treatment preferences are not often systematically elicited

2b: Regardless of past health care discrimination, patients generally value
a trusting relationship with clinicians that facilitates an individualized,
fully informed approach to selecting optimal treatments

3a: Regardless of past health care discrimination, treatment preferences
are fluid and shaped by shared decision-making with providers whom
the patient trusts

3b: Patients who have experienced health care discrimination face greater
challenges to forming trusting relationships with providers to engage in
shared decision-making, which serves to both elicit and shape preferences

Those reporting prior health care discrimination
included seven people of color (two Hispanic/Latino
women, four Black women, and one Hispanic/Latino
man) and five White women (one due to income/social
class, three due to mental health diagnosis, and one due to
receiving lab testing without her consent that resulted in a
large surprise bill to her). Three White women reported
health care discrimination only in the interview, but not in
the survey (one due to income/social class and two
because of mental health diagnosis). The remaining nine
participants reported no discrimination, including four
Black women, three White women, one White man, and
one Hispanic/Latino woman.

Objective |: How Past Experiences of Health
Care Discrimination Shape Seeking and
Receipt of Mental Health Treatment

Theme [a: Challenges to receiving mental health treat-
ment. Participants shared the many different pathways
they undertook in search of mental health treatment. The-
matic analysis of these narratives uncovered a common
theme that, regardless of experiencing health care dis-
crimination, it was extremely difficult to find a mental
health provider who accepted patient’s insurance, had
availability in the patient panel, and was accessible to the
patient. Participants also struggled to find a provider who
was a “good fit,” and to stay in mental health treatment
settings with strict attendance policies (e.g., when a
patient missing a single visit was deemed “non-compli-
ance,” justifying termination of treatment):

Every time I called, I was told that there’s a wait list, wait
list, for several months, several months. At one point, they
told me they are not even taking people. They are not taking
names, because the wait list is so long . . . obviously if you

are paying out of pocket, there is no problem at all. But if
you are going through insurance the demand grossly exceeds
the supply and it becomes this wait list nightmare of trying
to make an appointment and not being able to make an
appointment. (Female, White, Prior discrimination: Lack of
full consent to expensive treatment)

Participants often initiated mental health treatment
through a primary care doctor, and here participants’
experiences demonstrated how the role of a trusting,
long-term relationship with a provider was often critical
to opening up discussions of mental health treatment, and
in continuing to try different treatment modalities over a
longer period of time:

This particular doctor did [know where I was coming from].
It took me a while to find this doctor . . . It made a big impact,
this helped a lot . . . With the talking, it was hard to find
somebody that I felt I could trust. That took a lot. (Female,
White, Prior discrimination: Income/social class)

Theme Ib: Health care discrimination exacerbates already
complex mental health care seeking. Participants primarily
described health care discrimination based on race/eth-
nicity, mental health diagnosis, and social class.

Health care discrimination related to race/ethnicity. Inter-
views uncovered that participants who reported person-
ally experiencing discrimination driven by their race/
ethnicity often also had friends or family members who
had experienced discrimination. In many cases, they
linked their personal experiences with historical and
ongoing discrimination toward people of color at the
societal and structural levels. When participants could
recall both personal experiences of discrimination and
were also aware of discrimination occurring at multiple
social-ecological levels, this awareness often served to
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amplify their personal experiences and to reinforce the
belief that, as people of color, their lives were not val-
ued equally or that they were at risk of maltreatment in
medical settings, and thus could not trust health systems
and medical providers. This led to participants expressing
feelings from extreme disappointment and frustration to,
at times, fear and terror of medical settings. Below we
highlight two powerful narratives from Black women that
illustrate this interplay:

He left me without meds and I was in the waiting room, I was
the only Black person in the waiting room . . . And I was
thinking: This man left me without meds, sleep meds . . . I
almost had a nervous breakdown and he’s giving [these white
patients] over the amount of meds they need? . . . Back in the
60s and 70s when Black folks were shooting dope left and
right, working the street, nobody was saying nothing . . .
America is involved in the opioid crisis because white folks
is dropping dead. It’s just ridiculous, it’s just plain ridiculous.
(Female, Black, Prior discrimination)

. . . So especially if you’re Black—you’re, they—they
experiment on you, they give you these pills, they experiment
on you and even if the —even if the FDA don’t approve these
medicines they [are] still trying it on black people. And
we’re dying off of them, we’re getting sick off of them,
we’re getting cancer because of them, all types of things . . .
So I just feel like, you know, Black people, we are just like
cattle. You know if they want to kill us, they kill us. If they
want our body parts they’ll take them and stuff like that . . .
there’s things that’s happening with me right now and I’'m
—I’m not even going to the hospital because they killed my
—my sister’s man. (Female, Black, Prior discrimination)

A Black woman who did not feel she had been dis-
criminated against nevertheless described an experience
where one of the doctors and several nurses at her clinic
saw her reading a health care administration book in the
waiting room and had a discussion with her about what
she was studying. After this experience, she was treated
with more respect by the staff, highlighting the buffering
role that perceived social status or education may some-
times play for patients of color:

And it was almost like because they knew that I was educated
that [ was treated with a lot more respect . . . and like it was
more like I was treated like an ally or a peer, not just a patient.
It was like a very weird shift. And I said “that is very, very
strange.” . . . And so people with education it made me to
believe, regardless of your race, or even of your personal
recovery or whatever, if you have a certain level of education,
then you’re in the club. (Female, Black, No prior discrimination)

Similarly, a Hispanic/Latino participant, who reported
past experiences of health care discrimination, high-
lighted how his choice of clothing led his providers to
perceive him as threatening:

They would perceive you as you’re a thug, you’re going to
rob them, you’re going to, you’re going to—you know or
they are going to treat you this—they are going to talk to you
or treat you in a certain way. Or—or—or skip you—skip
over you or anything of that nature because you know
you're—you’re dressed that way. (Male, Hispanic/Latino,
Prior discrimination)

Health care discrimination related to mental health diag-
nosis. Participants expressed concern that, because of
their mental health diagnoses, they often lost credibility
to advocate for themselves. For example, patients felt that
providers and staff often judged patients with a mental
health diagnosis as having limited competence. In those
instances, the role of the physician in a trusting relation-
ship was seen as particularly important:

Like especially in psychiatry and in mental hospitals, I mean
like, I’ve been hospitalized when I had no need for it. That’s
why I want to keep my doctor in my world because it’s like
I can say I’'m normal or I’m healthy all I want. No one is
going to listen because I’'m mentally ill, but if my doctor
says “she is fine, she can do this,” they will all back away.
They have no choice. So it’s kind of like a necessity of life.
An external accommodation or like—I don’t know. So like,
basically, you know, they do discriminate. (Female, White,
Prior discrimination: Mental health diagnosis)

Sometimes, I feel like I am being made out to be stupid and
it’s, no, I am like depressed and I have an illness, but that
doesn’t necessarily mean I am stupid. Like, oh, there was
one time when my therapist asked if—it had to do with
cooking—and my therapist asked if I could boil water. And
[ felt like saying, are you like, you know what I mean, when
you just want to, like, storm out of the office, no, because I
can’t do that because they’ll just up my medication. (Female,
White, Prior discrimination: Mental health diagnosis)

Participants experiencing distress (including in
response to health care discrimination) reported that their
emotional reactions were often attributed to their mental
health condition, and that displaying these emotions put
them at risk for increased medication dosages:

I went to [a medical clinic] and I went for a sore throat, but I
was told that I had another issue, which is just, you know, a
woman, just a woman issue and I got concerned. And she
said that I seemed a little worried than usual and that my
doctor needs to adjust my medicine. And she just saw that [
was on a psychiatric medicine and I said . . . “It’s not for
worrying, it doesn’t need to be adjusted.” And I tried to put
in a complaint against them. (Female, White, Prior
discrimination: Mental health diagnosis)

Participants who were concerned about stigma associ-
ated with their mental health diagnosis also feared invol-
untary psychiatric hospitalizations. For one participant,
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this was especially salient when there was less of an
established relationship with the provider:

I am afraid to go to emergency rooms . . . I have had
discrimination based on having a mental health disorder . . .
Like I am traumatized from being discriminated and I get
nightmares . . . (Female, White, Prior discrimination: Mental
health diagnosis)

Health care discrimination due to perceived social
class. Participants often reported discrimination in health
care settings related to their ability to pay for treatment,
which often occurred as early as entry into the waiting
room and was related to their being on public health
insurance:

If they’re going to look down on me because they think I
don’t have that kind of money, you know, at that time, you
know—if you’re not a moneyed person then you don’t
belong in that clinic. (Female, White, Prior discrimination:
Income/social class)

However, race/ethnicity or mental health diagnosis
often intersected with health care discrimination based on
perceived social class. One participant described this as
being a double disadvantage (“two strikes against you™)
right at the front desk, and that it amplified her distrust of
the clinical settings she visited for care:

But like if it’s a white nurse up there doing your registration
and I felt they look at you really funny especially when you
pull out your card and stuff like that, you know. It’s not like
I’'m trying—I want to be on [this public insurance]. I'm
working hard every day. Just like everybody else and if [
could, I"d pay for it all insurances and stuft—I will because
I don’t want nobody looking down at me so. And it already
scares me when I go in there and they are looking at me like
that. I don’t even want to go in the back. Because no telling
what they might do . . . You’re going to get a hard time
because you have [Medicaid] or Medicare. You walk in
with two strikes against you. (Female, Black, Prior
discrimination)

Objective 2: Understand Whether and
How Treatment Preferences Are Elicited by
Providers and Routinely Incorporated Into
Clinical Care for Depression

Theme 2a: Treatment preferences are not often systemati-
cally elicited. Most participants could not recall being
asked outright about their treatment preferences in health
care or discussing them explicitly with providers. More
often, study participants reported being offered a menu of
treatment options based on what was available at a par-
ticular clinic or by a particular provider:

Interviewer: “So does she know, does she know you want
talk therapy, or—?”’

Participant: “Well, no, I don’t know what she knew. We
never got that far deep as far, really. Having a talk like this,
we never did. Which I think is very important. At least one
time, you know.” (Female, Hispanic/Latino, Prior
discrimination)

Interviewer: “So have you, like, suggested to him that you
wanted more—Iess medication, and more talk therapy?”

Participant: “No, 1 didn’t.”
discrimination)

(Female, Black, Prior

Interviewer: “Can you tell me little bit about how do you
communicate that preference to your provider? Is it
something you talk to him or her about?”

Participant: “No, exactly that. I leave providers that I don’t
think are a good fit.” (Female, White, No Prior
Discrimination)

Interviewer: “Okay. And what about the doctors that you’ve
seen before, do they usually ask you about any of these
things [preferences] or kind of, what matters to you most for
your care?”

Participant: “No.”

Interviewer: “Okay. Have you ever kind of tried to volunteer
that information before to them?”

Participant: “Well, sometimes.” (Female, White, Prior
discrimination: Income/social class)

Theme 2b: Regardless of past health care discrimination,
patients generally value a trusting relationship with clinicians
that facilitates an individualized, fully informed approach to
selecting optimal treatments. Whether they were discrimi-
nated or not, participants expected a “good” mental health
provider to be someone who listens and who understands
them:

It’s just their presence and the way they talk to you, the way
they present themselves to you. They don’t come to me or
look like they looking down at me, like they are better than
me. (Female, Black, Prior discrimination)

I think a good medical provider is someone who is a good
listener, someone who is patient and who is willing to allow
the person to make choices instead of taking away their
power. (Female, Black, No prior discrimination)

Two participants also said that, for establishing trust
with a provider, it was important that a provider has a
good “vibe” or the right “forma de ser” (Spanish for “way
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of being”), which underscored the extent to which partici-
pants perceived good providers to not just display, but
also to truly embody, these ideal characteristics:

That’s why I continue seeing her. It’s—it’s a great experience,
you know, talking with her because she is the person that [
can feel that vibe from that I was talking about before—
being open and I feel like I can be, you know, open with her
without, you know feeling edgy about it . . . [later in
interview] Like I said I go by vibe sometimes—most times.
(Female, Black, No prior discrimination)

These aspects were seen as hallmarks of a trusting
patient—provider relationship, which was, in turn, essen-
tial to ensuring an individualized treatment approach.
Several participants mentioned this in the context of pre-
ferring to avoid providers who would “push” medication
on them, either because they had not spent the time to
learn if this would be optimal for the patient or because of
participants’ belief that this approach was more lucrative
for providers:

I think it’s someone who would agree with my concept of
getting to know the individual before pushing a medication
than you know, having the open discussion over the
medication before just pushing it on the individual. (Male,
White, No prior discrimination)

I mean just somebody that’s really sincere. So a person—a
doctor that really wants to really help people. So a real
doctor that’s not out for money that really wants to help
somebody and don’t choke everybody up with pills. Because
that’s how they’re making their money. They’re making
their money off of marketing everybody’s health and you
know that’s what it’s based off of. (Female, Black, Prior
discrimination)

Participants who had not experienced discrimination
were somewhat more likely to describe knowledge and
clinical skills to be important provider attributes:

Someone who consistently has good outcomes . . . I like that
she makes decisions based on evidence-based medicine.
(Female, White, No prior discrimination)

An ear to listen, definitely. Knowledge in their practicing
area is another, sometimes a good recommendation from
someone. (Female, Black, non-Hispanic/Latino, No prior
discrimination)

On the contrary, participants who had experienced
health care discrimination more often used descriptions
like “sincere,” “reliable,” “honest,” and other phrases that
described the provider’s intentions:

Well T guess they have to listen and I guess, when it comes
to providing advice or feedback or, you want them to, I

guess, you want them to be knowledgeable. And you want
them to be sincere and you want them to be coming from a
place that has your best interests . . . (Female, White, Prior
discrimination: Mental health diagnosis)

So somebody who is reliable and honest. Like, I’ve had too
many bad experiences. I had this woman and then, like, after
a year [ was like this doesn’t seem to be going anywhere and
she was like, yeah I never understood you, and I'm like
excuse me!? . . . For a year!? (Female, Black, Prior
discrimination)

One participant with prior discrimination also directly
contrasted the value of knowledge and skill versus having
respect and care in the patient—provider relationship:

Participant: “He is not the best doctor. He is really kind of
crappy. He has no knowledge on how to be a therapist, but he
is a good person, and he has known me a long time, and he
cares about me.”

Interviewer: “So, he is a therapist, not a psychiatrist?”

Participant: “He acts like that for me. He is a psychiatrist.”
Interviewer: “Okay. He is a psychiatrist, but he—okay, he
gives you talk therapy?”

Participant: “Yeah . . . .[later] He was a good person and he
accepted me. He probably had compassion for the fact this
... front office person couldn’t see me as a human being
with a right to choose how I’'m going to live . . . So he
respected me, and that’s all that I need, right?” (Female,
White, Prior discrimination: Mental health diagnosis)

Objective 3: Understand to What Degree
Treatment Preferences Are Shaped by
Experiences of Health Care Discrimination

Theme 3a: Regardless of past health care discrimination,
treatment preferences are fluid and shaped by shared deci-
sion-making with providers whom the patient trusts. Estab-
lishing a balance of power within the patient—provider
relationship was seen as essential to facilitating an open
discussion of preferences and engaging in full shared
decision-making around mental health treatment. Provid-
ers were seen as being responsive to patient-specific
needs when they moved beyond simply describing the
array of treatment options and toward fully utilizing
shared decision-making if the patient wanted to have a
say in treatment:

I have had providers in the past that I didn’t feel were
customizing my therapy. And sometimes I felt like they were
annoyed by questions that I asked about medicines they
wanted to put me on and concerns that [ had . . . I don’t know
if it was a male-female thing, or just the patriarchy of
medicine where doctors . . . just expected to not be questioned
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and just you know to do what the doctor says no matter what.
(Female, White, No prior discrimination)

Participants’ willingness to try various treatment
options (including those outside their originally stated
treatment preferences) was heavily contingent on this
trusting relationship. One participant considered herself
an “anti-medicine person,” but said she would be willing
to discuss medication for her depressed mood after
exploring other options:

I think she [provider] noticed I wasn’t myself, you know,
when they see you over the years or even with the pregnancy
when they see you the umpteenth time within the last few
months, like almost every week. You know, they kind of get
to know your personality . . . [Later in interview] I would
want to explore other avenues to see what we can possibly
do before we go down that avenue or at least give other
options. I don’t want medicine to ever be just the only
option. (Female, Black, No prior discrimination)

Given that reaching a mental health diagnosis can take
time, and that optimal treatment can change over time,
narratives revealed that the decision to remain in mental
health care also hinged upon maintaining this trusting
relationship through which shared decision-making could
continue to occur. A case in point is the narrative shared
by another participant whose trusted primary care pro-
vider recognized her depression and successfully lever-
aged their established relationship to encourage her to try
medications, despite her initial resistance. The medica-
tions gave her enough motivation to pursue the arduous
task of finding a counselor despite being uninsured at the
time. She ultimately found free counseling through her
church network. When asked what might have happened
had she not sought and ultimately received counseling,
her response was blunt:

At the time, I was suicidal. So I would probably be dead.
(Female, White, Prior discrimination: Income/social class)

Theme 3b: Patients who have experienced health care dis-
crimination face greater challenges to forming trusting rela-
tionships with providers to engage in shared decision-making,
which serves to both elicit and shapes preferences. A strong
patient—provider relationship was important for all
respondents, but for those who had experienced health
care discrimination, a trusting relationship with a pro-
vider was often critical for more than just establishing an
appropriate care plan. For those experiencing mental
health diagnosis—based discrimination or stigma, medical
providers were often able to restore agency to someone
who was otherwise vulnerable to losing it. The disparate
balance of power meant that the provider often had con-
trol of patients through their offer of treatment or linkage

to referrals, but also that providers could affect an indi-
vidual’s life beyond mental health treatment, including
interactions with social and legal entities:

One of the most important things [about my doctor] is that
he’ll write letters . . . to people that I need help from or that
I’'m getting screwed over by . . . I get, I buy a little bit of, it’s
like, leverage in society. Because I feel like by myself with
the label I have, people are just going to walk all over me,
but I can have him write a letter and it lifts me up, protects
me. (Female, White, Prior discrimination: Mental health
diagnosis)

Issues of trust and power imbalance were often exac-
erbated when participants faced multiple forms of dis-
crimination, including outside health care settings. When
they were not explicitly addressed, true shared decision-
making around preferences could not occur:

... I was discriminated against, kind of like, I was told that
no, you have quite the mental illness and you need, if you
ever want to go to school or get a boyfriend or something,
you need medicine. You are going to be on the medicine ’til
your 40s or 50s, what you have is chronic . . . and that’s just
the psychiatrist’s opinion thinking that if someone has really
bad mental illness that they need medicine. (Female, White,
Prior discrimination: Mental health diagnosis)

Interviewer: “Okay. And while in this case if you talk
directly with your doctor or the nurse that sees you about
these preferences, would you be comfortable to talk to
face-to-face?”

Participant: “Yeah, it depends on who they are and their
energy.” (Female, Black, Prior discrimination)

Although most participants reported difficulty find-
ing a medical provider who was a “good fit,” not all
participants felt equal agency to change their provider
and/or treatments that were not working for them. Below
we highlight exemplar quotations demonstrating high
versus low agency to advocate for different treatment
and/or providers, contrasting differences in agency
between those who did and did not experience health
care discrimination:

1. High agency in response to poor provider or treat-
ment fit: No Prior Health Care Discrimination

a. Participant: “I leave providers that I don’t think are
a good fit.”

Interviewer: “And how often do you encounter providers
that you don’t think are a good match?”

Interviewer: “About half the time.” (Female, White, No
prior discrimination)
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b. Interviewer: “So if your provider all of a sudden
stopped with talk therapy and says, okay, we only have
medication, would you move to another [provider]?”

Participant: “I would.”
discrimination)

(Female, Black, No prior

c. “IfI feel like you’re not giving us the best care. If
you’re not listening to our issues or if we have an
issue and I don’t feel like it’s the best care I get a
second opinion, I’'m out. I just—I can’t.” (Female,
Black, No prior discrimination)

d. “Isay, well, if you’re not happy with your provider, you
can always advocate for yourself and ask for a different
provider.” (Female, White, No prior discrimination)

e. Interviewer: “What should happen if your provider or
clinic stopped offering the treatments that you like?”

Participant: “I would find somewhere else to go.” [Laughter]
Interviewer: “You could change providers?”

Participant: “Yeah, yeah, I would change my provider,
yeah.” (Female, Black, No prior discrimination)

2. Low agency in response to poor provider or treat-
ment fit: Prior Health Care Discrimination

a. “You know but it’s —really they got —we don’t have
a choice who our doctors are sometimes.” (Female,
Black, Prior Discrimination)

b. Interviewer: “So if your current provider stopped,
like, having medication, then would you switch to
another provider? And what about talk therapy?”

Participant: “Probably.”

Participant [Later in interview]: “You kind of have to be a bit
submissive.” (Female, White, Prior discrimination: Mental
health diagnosis)

The need to establish a trusting patient—provider relation-
ship, through which patients could obtain their treatment
of choice, was described in more charged language by
patients who had previously experienced health care dis-
crimination. In some cases, narratives demonstrated that
these participants needed to work harder to find the right
provider or the right treatment:

... itdoesn’t matter to me to go a little farther if it’s someone
who is really worth going farther for. (Female, Hispanic/
Latino, Prior discrimination)

Because all of my emotional upset is being caused by this
distorted thought . . . so I have found CBT to be and EMDR
to be two of the most helpful things and so I have to have
someone who, even if it is not their orientation, they’re
familiar with it and they are going to be actively engaged.
Because I can slide into, you know, a very, very, very dark
and hopeless place and I haven’t for years because of the
work that I have done and then the people I rely on as
providers being actively engaged in listening, deep listeners,
deep listening. (Female, Black, Prior discrimination)

For patients who had experienced discrimination,
and especially for those experiencing discrimination
due to mental health diagnosis, a trusting relationship
with a provider was the pathway through which they
could exercise agency. If those trusted providers were to
remove their patients’ agency, for example, through
insisting on prescribing medications for the patient
against their preferences which they had established
over time with their providers, several participants
described the feelings of fear, disappointment, and/or
betrayal that would ensue:

Well, he already asks me, you know, this medication will be
good or that one will be good, but that’s okay—he can say it.
But if he starts saying, “No, you need this,” I’ll be like
running for the hills. (Female, White, Prior discrimination:
Mental health diagnosis)

We will be alienated from each other, I’d be frightened and
scared and feel alone . . . I mean it would ruin our whole
relation, everything we’ve built for 15 years. (Female,
White, Prior discrimination: Mental health diagnosis)

Discussion

In contrast with past studies examining treatment prefer-
ences across diverse racial and ethnic groups (Cooper
et al.,, 2003; Jung et al., 2014; Katz, 2001), our study
focused on examining these preferences within the con-
text of past experiences of health care discrimination. Our
findings challenged our initial social-ecological concep-
tualization (see Figure 1), wherein patient treatment pref-
erences were embedded in a unidirectional fashion
between multiple socio-ecological factors (including
health care discrimination) and treatment choice. Our
qualitative findings suggest the need to integrate two
other seemingly important factors shaping patient treat-
ment preferences: trusting patient—provider relationships
and shared decision-making. Within this revision of our
initial model, shared decision-making and trusting
patient—provider relationships are recursively related to
one another (see Figure 2).

Study participants, who were predominantly female in
our sample, valued providers who listen and those who
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Figure 2. Revised conceptual model of adaptive preferences informed by social-ecological model.

they could trust. These relational attributes were crucial
to building a strong patient—provider alliance at the outset
of treatment and facilitating shared decision-making
leading to preferred treatment options. However, the rela-
tional nature of mental health treatment that study partici-
pants described involved unequal power dynamics
between patient and provider, and the course of treatment
options and possible outcomes typically came with a
large degree of uncertainty. All participants deemed a
strong patient—provider alliance that is built upon trust
and mutual respect as critical for providers in order for
them to understand and continuously respect and incor-
porate patients’ treatment preferences. However, those
participants that had experienced health care discrimina-
tion had to work harder to exercise sufficient agency to
obtain preferred treatment and responsive providers. For
them, the challenge of finding a trustworthy provider
became much more arduous, and in some cases was per-
ceived to be insurmountable because their identities
were targets of discrimination on multiple levels (i.e.,
race/ethnicity, mental health diagnosis, and perceived
social class).

Previous qualitative studies echo the findings pre-
sented here: lower income individuals who were made to
feel ashamed during health care treatment for not having
insurance or for using preventive services newly covered
by public insurance plans after the Affordable Care Act
often stopped seeking preventive or routine care (Allen
et al., 2014). As in our study, researchers in that study
noted that the “stigma was most often the result of a pro-
vider-patient interaction that felt demeaning, rather than
an internalized sense of shame related to receiving public
insurance of charity care” (p.289). This suggests that dis-
criminatory health systems, rather than a priori prefer-
ences to avoid preventive or routine treatment, were at
least in part responsible for lower income patients’
“unmet health needs, poorer perceptions of quality of

care, and worse health across several reported measures”
(Allen et al., 2014, p. 289). Also, in another study, the
poor quality of care and negative interpersonal interac-
tions that often mark the treatment experiences of people
with public insurance was compounded by race/ethnicity,
gender, socioeconomic status, and illness status, and, as
in the present study, impacted participants’ ability to
access health care as well as their decisions to continue
with their care (Martinez-Hume et al., 2017). These find-
ings point to the impact that cumulative burden of multi-
ple marginalized identities, including a psychiatric
diagnosis, have on patient—provider relations and shared
decision-making, two factors that we found to be key for
patients to receive preferred treatment.

Our findings suggest that interventions aimed at reduc-
ing financial barriers to accessing mental health treatment
(Creedon & Cook, 2016) or that reduce interpersonal
stigma felt by patients themselves (Alvidrez et al., 2008)
are not sufficient to eliminate racial/ethnic disparities in
mental health treatment. These interventions do little to
dismantle structural discrimination within the walls of
health systems. In a recent study of lower income indi-
viduals on public Medicaid insurance in the United States
“most already embraced a desire to take responsibility for
their health,” but these individuals encountered many
barriers to healthy lifestyle choices as well as access to
health systems.(Bell et al., 2017, p.275).

Similarly, recommended educational interventions that
lower intrapersonal stigma alone to increase retention in
treatment (Alvidrez et al., 2008) will not be sufficient
because they do not address either the mismatch between
available and desired treatments (Dwight-Johnson et al.,
2001; Ryan & Lauver, 2002; Swift & Callahan, 2009) or the
ongoing instances of discrimination experienced in health
care settings. However, our findings suggest that increased
attention to preferences may result in better patient out-
comes, treatment adherence, and cost-effectiveness across
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disease categories (Dwight-Johnson et al., 2001; Ryan &
Lauver, 2002; Swift & Callahan, 2009).

The present study also underscores that ongoing expo-
sure to stigma and discrimination interferes with building a
strong patient—provider alliance built on mutual trust and
respect. The combined effects of stigma, discrimination,
and the therapeutic alliance (including patient—provider
communication) may be more responsible for differences
in access and continued engagement in mental health treat-
ment, rather than a set of fixed treatment preferences or
beliefs based on race and ethnicity. For example, one study
found that most Hispanic/Latino patients with depression
in primary care (61%) thought antidepressants were safe
and helpful, but a large portion (39%) feared they could be
addictive, and half of them did not tell their provider when
they stopped their medication treatment (Green et al.,
2017). Other studies point to the value that psychiatric
patients deposit on shared decision-making as a corner-
stone of quality care (Thomas et al., 2018) and the role of
therapists as worthy “co-pilots” to increase engagement in
depression treatment (Heilemann et al., 2016).

Limitations

This study has several limitations. Although approxi-
mately half of the participants were sampled from a
nationally representative survey, the 21 participant inter-
views are not nationally representative of experiences of
people with depressive symptoms, and their experiences
are not generalizable to all individuals with depressive
symptoms. Demographics were most likely driven by the
recruitment setting, which included one community-
based mental health recovery organization in addition to
participants from a nationally representative quantitative
survey sample. Those individuals recruited through the
mental health recovery organization tended to have more
extensive mental health treatment histories, lower current
PHQ-9 scores, and it was initially thought they may have
been more likely to have experienced discrimination or to
be willing to discuss their treatment experiences in more
detail (possibly because interviews with this group were
conducted in person). In fact, both groups disclosed prior
discrimination at similar rates, and we found the inter-
views from both groups to contain equally rich narratives.
The participant sample was also largely female. It is pos-
sible that women are more likely to perceive discrimina-
tion in these contexts, to be willing to discuss them, and/
or to value the strength of the relationship with their
health care providers, including as a means of conducting
shared decision-making around treatment preferences.
Although the sample was purposively selected based on
equal balance of race/ethnicity and prior experiences of
discrimination, unfortunately, there were no Black men
represented in these interviews. Existing studies show
that men, and particularly men of diverse racial and

ethnic backgrounds, are less likely to seek care in mental
health care setting and are more likely to suppress the
need for preventive health services (Courtenay, 2000;
Hammond et al., 2010; Williams, 2008). Moreover, for
Black men, racial discrimination is a pervasive feature of
their everyday lived experience that has been associated
with higher depressive symptoms and reluctance to seek
help in clinical settings (Matthews et al., 2013; Powell
et al., 2016; Ward & Mengesha, 2013). Future qualitative
studies seeking to capture racial and gender balance in
mental health care experiences should expand recruit-
ment to trusted organizations frequented by the target
population(s), such as barbershops, hair salons, churches
(Hankerson & Weissman, 2012; Luque et al., 2014), com-
munity centers, and neighborhood associations (Doornbos
et al., 2012). Two interview modalities were used in part
to reduce potential bias in either the phone-based sample
(who included participants who had self-selected to be
regular paid volunteers for surveys and interviews) or the
in person sample (who included participants connected to
a peer-based mental health advocacy organization).
Nonetheless, either group may include individuals more
willing to discuss their mental health treatment and dis-
crimination experiences than the general population.
Finally, we recognize that provider communication
with patients can be impacted by implicit biases including
toward their patients from different racial/ethnic minority
backgrounds, and this in turn can influence how they com-
municate with patients, as well as treatment decisions for
the patient. (Chapman et al., 2013; Hall et al., 2015;
Merino et al., 2018; Olcon & Gulbas, 2018) Our study
points to explicit, observable discrimination experiences
reported by participants, whereas examples of implicit
bias may be much harder for individuals to observe in the
course of their treatment. Despite these limitations, the
study’s many strengths help provide an in-depth look into
how prior health care discrimination may impede shared
decision-making for patient treatment preferences.

Conclusion and Implications

This study uncovered an in-depth understanding of expe-
riences of how health care discrimination among indi-
viduals experiencing depressive symptoms shaped their
ability to enter treatment, establish trusting relations with
providers, explore their preferences for treatment with
that provider, and engage in ongoing shared decision-
making as treatment continued.

Overall, our findings and prior literature point to the
importance of building a trusting therapeutic alliance.
Policies that focus on removing barriers to depression
care will likely fall short unless disruptive changes can be
made to the structure of mental health care delivery,
including training to acknowledge patient experiences of
discrimination and equity-focused treatment modalities.
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In addition, finance- and insurance-based policies should
be accompanied by other concerted efforts to reduce
experiences of discrimination in health care. Collectively,
these changes to the status quo of mental health care
delivery may provide a path forward for patients to form
more trustworthy relationships with their providers and to
engage openly and honestly about discrimination in
patient care.
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