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Abstract

Among places where people living with HIV experience and anticipate HIV-related stigma, stigma in health care
settings may be particularly harmful. Utilizing an exploratory sequential mixed methods approach, we conducted
interviews (n="76) and questionnaires (N=460) with older adult women living with HIV enrolled in the Women’s
Interagency HIV Study in Birmingham, AL; Jackson, MS; Atlanta, GA; and San Francisco, CA. Interviews
addressed facilitators and barriers to HIV treatment adherence, including HIV-related stigma. Qualitative data were
coded using thematic analysis. Questionnaires assessed self-reported antiretroviral therapy (ART) adherence and
experienced and anticipated HIV-related stigma from various sources (i.e., health care personnel, family, partner,
and community). Covariate-adjusted logistic regression analyses examined total and mediated effects of stigma on
ART adherence. Interviewees described fears and experiences of stigma in health care settings; including privacy
violations, disrespect for patient autonomy, and reproductive coercion; and how these influenced their adherence to
HIV treatment recommendations. Experienced and anticipated HIV-related stigma in health care settings were
associated with suboptimal (or <95%) ART adherence in separate models controlling for experienced or antici-
pated stigma, respectively, from other sources. When entered together, only anticipated stigma in health care
settings was associated with suboptimal ART adherence, controlling for anticipated and experienced stigma from
other sources. The effect of anticipated stigma in health care settings on suboptimal ART adherence may work
through the pathways of lower adherence self-efficacy, higher depressive symptoms, and higher coping by sub-
stance use. These findings indicate that interventions should promote cultures of acceptance within health care
settings and resilience-based strategies for women to combat stigma and promote life-sustaining behaviors.
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HIV STIGMA IN HEALTH CARE SETTINGS AMONG WLWH

Introduction

IV-RELATED STIGMA IS a pervasive barrier to HIV pre-

vention and treatment, and to curbing related adverse
physical health outcomes,’ by way of compromised psy-
chological, social, and emotional well-being of people living
with HIV (PLWH).? HIV-related stigma is conceptualized as
operating in multiple dimensions and includes acts of social
devaluation (or experienced stigma) and fears of negative
social evaluation (or anticipated stigma). Furthermore, stig-
ma can have a variety of sources (e.g., institutions, commu-
nities, individuals, etc.).3

Experienced and anticipated stigma in health care settings
may be particularly detrimental to health care engagement
among PLWH, as these are the places they turn to for life-
saving treatment and support services.* PLWH in multiple
settings globally have reported experiencing and anticipating
HIV-related stigma in health care settings; such as undue
physical distancing and avoidance,’ excessive precautionary
measures,6 and care refusal.”® These events may undermine
the delivery of quality health care services, and fears of these
events among PLWH hinder subsequent HIV care utilization.’

Women living with HIV (WLWH) may be highly suscep-
tible to the harmful consequences of HIV-related stigma in
health care settings. Compared to men, WLWH in the United
States have lower antiretroviral therapy (ART) adherence and
higher morbidity and mortality.'"® Minority women [women
with social group characteristics or identities (race, ethnicity,
income-level, gender, age, geographic location, etc.) that are
historically subject to social disadvantage relative to majority
groups],'"'? in particular, are vulnerable to adverse health
outcomes associated with HIV infection."?

A recent study indicated that HIV-positive women who
were newly diagnosed at several health care sites in a large
metropolitan US city were predominantly African American
or black, had a higher baseline CD4 count at diagnosis, and
had lower odds linkage to care postdiagnosis compared with
men."* Other studies indicate that black women in the United
States are less likely to be linked to HIV care and virally
suppressed, compared with white and Hispanic/Latina
women.'>™'7 US Hispanic/Latina women and women who
attend public HIV clinics are also less likely to be virally
suppressed compared with white women and women at-
tending private HIV clinics, respectively.'’

Women in US South may be especially burdened by the
negative health effects of HIV-related stigma in health care
settings. The US HIV epidemic is highly concentrated within
southern US states, with most of new HIV diagnoses and
deaths attributed to HIV occurring in this region.'® Gender,
racial, and ethnic disparities are also more pronounced in the
US South, where women and black PLWH have lower
probabilities of HIV and AIDS survival once diagnosed and
higher rates of death, compared with men and other racial
groups.'? Further, several states in the region have taken legal
and policy action or inaction that impedes access to HIV care,
largely among lower income women, including restrictive
Medicaid income eligibility criteria, lower Medicaid bene-
fits, lack of Medicaid expansion, and lower contributions to
state Ryan White AIDS Drug Assistance Programs.?’

Minority WLWH contend with stigma in various settings
due to their unique positioning at the intersections of mul-
tiple social group identities.>' Stigmas experienced by mi-
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nority WLWH may produce greater stress, anxiety, or
depression, ultimately compromising women’s motivation
to engage in life-sustaining health behaviors such as en-
gagement in HIV care.®*? Recent studies suggest that these
pathways, from specific dimensions of HIV-related stigma
to HIV treatment outcomes through psychosocial and
mental health mediators, may be present only for specific
population groups: for women of color and not for white
Women,23 and for men yet not for women.>* However, there
is a dearth of research evidence regarding the unique effects
of anticipated and enacted stigma in US health care settings,
while controlling for other sources of stigma, among mi-
nority WLWH.

The present study seeks to address this literature gap
through a mixed methods analysis of data from WLWH in
four US cities, mostly in the South, regarding their experi-
ences and anticipation of HIV stigma in health care and other
settings using validated multi-item measures. Data regarding
the specific health implications of stigma in health care set-
tings for WLWH may help develop targeted strategies to
reduce the negative health manifestations of stigma. This
analysis in particular examines effects of stigma in health
care settings on engagement in HIV care, and potential psy-
chosocial mechanisms for these effects (i.e., adherence self-
efficacy, depressive symptoms, and coping by substance
use) suggested by prior literature.>>~>” Findings may inform
behavioral intervention strategies that serve WLWH by
revealing potential opportunities for support in reaching
desired health goals.

Methods

The present analysis was conducted as part of a substudy of
the Women’s Interagency HIV Study (WIHS), an ongoing
multisite prospective cohort study.’®* The Women’s Ad-
herence and Visit Engagement (WAVE) substudy uses an
exploratory sequential approach to collect, analyze, and in-
tegrate qualitative interview and quantitative survey data
from selected WIHS sites to examine how HIV-related and
other intersecting stigmas affect adherence to HIV treatment
recommendations and HIV clinical outcomes among WLWH,
and inform future intervention studies.

From 2016 through 2017, adult WLWH were enrolled in
the WAVE substudy at the Birmingham, AL and Jackson,
MS site (these two locations work together as a single WIHS
site), the Atlanta, GA site, and the San Francisco, CA site.
These specific sites were selected to represent different parts
of the country—California (San Francisco), the Deep South
(Alabama/Mississippi), and the Southeast (Georgia). The
southern sites in particular are newer additions to WIHS
(beginning in 2013 whereas other WIHS sites began re-
cruitment a decade earlier) and increased the presence of
younger women, racial minority women, and newly diag-
nosed women enrolled in WIHS.

All participants provided written informed consent, and
study procedures were approved by the WIHS Executive
Committee and the Institutional Review Boards at each
participating WIHS site. WLWH were recruited for partici-
pation in the qualitative interviews by WIHS staff using
purposive sampling to achieve diverse demographic repre-
sentation (by race, ethnicity, and income) and a sufficient
number of participants at each site. Women who could
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complete questionnaires in the English were invited by WIHS
staff to participate in the interviewer-administered ques-
tionnaire.

Data collection and analysis

Qualitative interviews. Interviews were conducted by
researchers who have experience in qualitative methods and
in-depth interviewing and identify as female. Interview
guides were used to facilitate discussion around barriers and
facilitators related to HIV treatment adherence, including
perceptions and experiences of stigma from various sources.
Sample questions included, ‘‘In what areas of life (e.g., health
care, work, family) have you experienced stigma or dis-
crimination?”’ and ‘““How have the negative ways that women
living with HIV are viewed or treated by others impacted
your life?”’

Interviews were audio recorded and transcribed by pro-
fessional transcriptionists. A four-person team of coders de-
veloped a coding framework through an iterative process and
applied codes using thematic analysis methods in De-
doose.**>! Sampling, data collection, and analysis proce-
dures for the qualitative phase of this substudy are described
in greater detail elsewhere.”’

Quantitative questionnaire. Preliminary findings from
the qualitative data were used to inform the development of a
structured questionnaire with multi-item scales assessing
stigma and other relevant constructs (i.e., coping, self-
efficacy, disclosure concerns, food and financial insecurity,
resilience, etc.) previously validated in different study sam-
ples, in some cases, including WLWH. The questionnaire
included 12 items adapted from the Earnshaw et al. HIV
stigma mechanisms measure to assess whether participants
experienced stigma related to HIV status within the past year
from 4 sources: health care workers, family members, sex-
ual/romantic partner, and neighbors/others in the community
(3 items for each source; =0.92).> An additional 12-item
parallel scale assessed anticipated stigma from the same
sources (=0.91).

Variables to represent experienced and anticipated stigma
from health care workers and others (family members, sex-
ual/romantic partner, and neighbors/others in the communi-
ty) were created from the mean of the three items that
measured stigma in each setting both scales (see Table 2 for
item descriptions for stigma in health care settings). The
adapted scales were validated previously in a different study
sample of men and WLWH in the US South.?®

ART adherence was assessed by asking participants to
self-report how often they took their HIV medication(s) as
prescribed over the past 6 months. Response options were
“100% of the time,”” ““95-99% of the time,”” *“75-94% of the
time,” ““<75% of the time,”” and ‘I haven’t taken any of my
prescribed medications.”” As in previous peer-reviewed
studies involving WIHS participants,”>*> we used the 95%
cutoff for optimal versus suboptimal adherence. Depressive
symptoms were assessed using the 20-item CES-D (Center
for Epidemiological Studies Depression) scale,®* which
has been validated among women enrolled in WIHS across
all sites.”

Adherence self-efficacy was evaluated using the HIV-
ASES (HIV Treatment Adherence Self-Efficacy Scale;
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2=0.94),*> which has been validated among various groups
of PLWH, including groups specific to the US Deep South.*
Coping by substance use was measured using two items from
the Brief COPE inventory that assess the frequency of alcohol
or other drug use to deal with the stress of living with HIV
within the past 12 months (2=0.88 for the full inventory;
a=0.93 for the two substance use coping items).?” The Brief
Cope has also been validated among PLWH, including wo-
men in the US South.?® Participants also self-reported their
age, race/ethnicity, education, income, time on ART, and
illicit drug use.

We assessed sample demographic and health characteris-
tics using descriptive analyses. Logistic regression analyses
controlling for covariates examined total and mediated ef-
fects of stigma measures on ART adherence through adher-
ence self-efficacy, depressive symptoms, and coping by
substance use. All statistical models were conducted in SPSS
using the Hayes” PROCESS macro with bootstrapping for
mediation analyses® and with a cutoff p-value of 0.05 and
confidence intervals of 95% for significant results.

At the interpretation stage, we made comparisons between
qualitative and quantitative findings. We first prepared sep-
arate reports on quantitative and qualitative results and then,
for each thematic area, we examined the quantitative and
qualitative data concurrently to elucidate the findings that
emerged from each method and identified areas where the
findings converged or added insight to one another.

Results
Participant characteristics

Approximately one-third of qualitative interview and
questionnaire participants were enrolled from the San Fran-
cisco WIHS site, another third from the Atlanta site, and the
last third from the combined Birmingham/Jackson site
(Table 1). Qualitative interviewees were recruited from the
same population who responded to the quantitative ques-
tionnaires (i.e., HIV-positive WIHS participants at the site).

Average age was 48 years for the qualitative sample and 49
years for the quantitative sample. Participants represented
diverse racial, ethnic, and socioeconomic backgrounds. The
majority of participants self-identified as non-Hispanic black
(59% of interviewees and 77% of questionnaire participants).
A little over 90% of both samples reported current use of
ART. Questionnaire participants reported using ART for 9
years on average, and most women (83%) reported over 95%
adherence to their ART regimen within the past 6 months.

Stigma in health care settings

Many of the women reported satisfaction with their health
care providers and positive patient—provider interactions in
qualitative interviews. Overall, women of color, women from
the San Francisco and Jackson sites, and higher educated
interviewees most commonly reported experiences and an-
ticipation of stigma in health care settings. However, inter-
viewees across settings reported both experienced and
anticipated HIV-related stigma in various health care setting
interactions and with different health care personnel in both
quantitative and quantitative data (Table 2). Questionnaire
data revealed relatively moderate levels of anticipated stigma
for the future (mean=1.84; range=1-5) and recent
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experienced stigma (mean = 1.33; range = 1-5) in health care
settings among study participants.

Anticipated stigma from health workers was significantly
higher than recent experienced stigma from health workers
(t=13.67, SE=0.04, p<0.001). Levels of anticipated and
experienced stigma from family members (mean=2.29 for
anticipated and 1.71 for experienced; range = 1-5), sexual/ro-
mantic partner (mean=2.34 and 1.57; range=1-5), and
neighbors/others in the community (mean=2.80 and 1.57;
range = 1-5) were also moderate, although slightly higher than
anticipated and experienced stigma from health care workers.

Generally, the mean anticipated and experienced stigma in
health care setting scores did not vary by most socio-
demographic and health characteristics (Table 1). Mean an-
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ticipated stigma in health care settings was significantly
higher for lower income participants (mean >1.85 for income
ranges below 36,000 per year vs. 1.50 for $36,001 or more;
p=0.01), and both mean anticipated and experienced
stigma in health care settings were higher for study partici-
pants who reported being less adherent to ART (anticipated
mean=2.14 vs. 1.80, p<0.01; experienced mean=1.52 vs.
1.29, p<0.01).

Several manifestations of HIV-related stigma in both HIV
care and other health care settings commonly described by
participants in the qualitative interviews emerged as themes
(Table 3), including expression of (1) assumptions and (2)
judgment by health care providers about the participant’s
current or prior HIV risk behavior, health-related decisions,

TABLE 2. QUANTITATIVE QUESTIONNAIRE ITEMS, MEAN SCORES, AND RELATED SAMPLE QUALITATIVE QUOTES
BY ANTICIPATED AND EXPERIENCED STIGMA

Hllustrative quote

“[A] lady that worked [at the clinic] had leaked my [HIV] status out. So

that had me really apprehensive until I just started going back to the
doctor. The [new] doctor is very kind, concerned...”” (black participant,

Recount of a scenario where the participant’s expectation differed from

reality: “‘I got into a car accident. I went over to the emergency room
and I was ashamed to be there.... I was afraid. How are these people

going to treat me? I was on guard. I even had a nurse, he went to go take
blood from me and didn’t have his gloves on. I [said] ‘oh, wait, 'm HIV
>” (black participant, AL site)

“I’ve put [my HIV status] on different applications ... like when I had to

do a mammogram..... But my sense of thinking sometimes, ‘What’s she
thinking?” You know ... ‘How’s she going to treat me now?’ Because
your attitude is all the sudden I got stink, you know. Yeah, been there.”
(black participant, GA site)

‘...maybe seven or eight years into my diagnosis, I had a doctor tell me

that scientists say right now that you need to start taking meds. I said
well, scientists say one thing, but I'm saying that I’'m not ready because
I always was told that, when you start the meds, you’ve got to be
faithful and it’s nothing to play with. Me and him had some words. He
told me that, since you’re not going to take the meds, I’'m not going to
treat you. I said no problem... and I left out of his clinic.”” (black
participant, AL site)

“I think I had like a bacterial infection or something else going on down

there. So I made an appointment and I went and saw the doctor.

I disclosed my status on the paperwork. The [doctor] wouldn’t touch
me. She was like she kind of looked at me from this distance and was
like yeah, you have a yeast infection .... I liked flipped my wig. I was
like ‘T know this is not what is wrong with me.”” (multiracial participant,

Mean
Quantitative item® (SD)
Anticipated stigma
Health care workers will not 1.83 (1.06)
listen to my concerns.
MS site)
Health care workers will avoid 1.81 (1.04)
touching me.
positive...
Health care workers will treat  1.86 (1.10)
me with less respect.
Experienced stigma
Health care workers have not 1.40 (0.95)
listened to my concerns.
Health care workers have 1.26 (0.73)
avoided touching me.
CA site)
Health care workers have 1.34 (0.87)

treated me with less respect.

Characterization of visits to HIV care provider: ““In three words cold and

calculated .... the majority of them act like they don’t even want to
come near you .... It’s sad because that’s what they’re in their
profession for.... but some of them they just act like they standoffish ....
It just ticks me off as brilliant as they are, they can be that ignorant ....
not every time, just certain doctors.... 75% [of doctors].”” (white
participant, MS site)

“Ttems measuring anticipated stigma were prefaced by the question, ‘“‘For the following, please tell me how likely it is that people will
treat you in the following ways, in the future, because of your HIV status?’’; Items measuring experienced stigma included the question,
“How often have people treated you this way in the past 12 months because of your HIV status?”’

°SD, standard deviation; range for anticipated stigma: 1 (Very Unlikely) —5 (Very Likely); range for enacted stigma: 1 (Never) -5 (Very

Often).



HIV STIGMA IN HEALTH CARE SETTINGS AMONG WLWH

or engagement in health care; (3) lack of compassion in
participant—provider interactions, including as experienced
in communication or other interpersonal exchange with
medical doctors, nurses, administrative staff, or other clinic
personnel; (4) provision of insufficient care, characterized by
failure to meet the participant’s medical needs or inattention
to the participant’s medical concerns; (5) unnecessary pre-
cautions, which may include excessive control measures
such as lack of touch, use of double gloves, avoidance of
physical proximity, isolation measures, and so on; (6) vio-
lation of privacy via voluntary or involuntary disclosure of
participants’ status or other lack of health information pro-
tection; and (7) lack of autonomy, including exertion of
control or influence over the participant’s medical decisions
or disrespect for the participant’s health care desires.

In addition, participants shared fears of encountering the
aforementioned manifestations of stigma in health care set-
tings. Many of the women expressed previous or recent con-
cerns about being recognized by other members of their
community during HIV care visits. These concerns were es-
pecially pervasive among women who were new to HIV care:
I started seeing a doctor.... I had these shades on when I was
first diagnosed, I didn’t even want people to see my eyes. [ was
just that ashamed.... I thought people would recognize me.
I didn’t want anybody to even recognize me.... I mean it is
known for being a clinic for STD’s... and infectious disease
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clinic, so you know I was like okay shades on, nobody is going
to ever know me”’ (black participant, GA site).

Related to the violation of privacy theme, interviewees
commonly reflected upon worries about being “‘outed’ as
HIV positive by either health care workers or other patients
that they encounter in health care settings: “‘I was feeling a
little embarrassed to go to the pharmacy to go get my meds....
Because I would be upset that I would even have to discuss
that with a line behind me”” (multiracial participant, CA site).

A subgroup of participants employed in health care set-
tings avoided disclosing their HIV status to coworkers for
fear of being ostracized: *... they don’t know because I don’t
want them to treat me different because they know that I'm
HIV positive. I'm still the same person ... nothing changed
about me. But I don’t want it to get to that point to where
[they whisper] ‘Oh here she comes’ or you know they’re
watching what they doing, you know ... [their] washing
technique’ (black participant, MS site).

Perceived effects of stigma in health care settings

Interview participants conveyed that stigma in health care
settings is particularly disappointing, compared to other set-
tings, given their expectations for health care providers to act
respectfully and to care about the health and well-being of all
patients. In a reflection upon health care encounters that are

TABLE 3. KEY THEMES AND SAMPLE QUOTES AROUND MANIFESTATIONS OF STIGMA AND DISCRIMINATION IN HEALTH
CARE SETTINGS EXPERIENCED AND ANTICIPATED BY WOMEN LIVING WITH HIV PARTICIPANTS
IN QUALITATIVE INTERVIEWS

Theme Hllustrative quote

Assumptions ‘“...almost always with any medical provider first time, they say, ‘So you’ve used, you know, you’ve
injected drugs.” ‘No, I never have. So don’t assume that.” And, “You’ve been a prostitute.” ‘No, I
never have.” And they look at me like I'm lying.... It’s like no, I had vanilla sex with a guy who’s
no doubt screwing around.”” (multiracial participant, CA site)

Judgement ‘“...there is the whole list that [providers] have when they do their physical. Then they say, ‘Have you

told your partner about your status?’ Yes. ‘Do you use a condom?’” No. ‘Well, why not?” Then I
almost kind of feel a whole lecture coming on. It’s not like I haven’t sat there and talked to my

partner about it. It’s not like I haven’t informed them about it .... I have felt like [providers] kind of
looked at me like you’re playing with fire, you know.” (multiracial participant, CA site)

Lack of compassion

“I didn’t necessarily like being seen here a lot of times because sometimes even by the staff members

downstairs, I felt like I was just a number like I didn’t freaking matter, ... I cannot deal with feeling
like I am some derelict or ...as if you are like every other person out there with HIV.” (black

participant, GA site)
Insufficient care

“Quite a while ago I played soccer and my knees are really screwed up. And I went to have a knee

replacement and the guy found out I was HIV and he told me it was a waste of my time. [He said]
I’m not going to bother .... I should have probably sued him but I was so shocked.”” (white

participant, CA site)
Unnecessary
precautions

During a primary care visit: ““[A healthcare provider] comes in. How’s everything going? I said well,
I’m doing okay. I got a little wheezing and stuff. I don’t know if you know that I am HIV positive.

I have a separate provider for that. As I'm saying that I’'m HIV positive, I hadn’t even gotten it all
out of my mouth, she backed up. She’s backing up away from me. I said, “‘Oh this isn’t going to

work.” (white participant, GA site)
Violation of privacy

“I was waiting. I had heard the nurse outside, the head nurse, saying, ‘I’'m not going in that room.

I have children at home. I’'m not going in there and getting HIV.” When she sent the other nurse in
there, I said, *“...she invaded my privacy. She’s telling other people what my problem is. You don’t
have the curtain drawn, so everybody can hear it.”” (black participant, AL site)

Lack of autonomy

‘... [the gynecologist] came in with the paperwork talking about here, you might want to sign these,

and we’re going to give you a tubal ligation, I was like oh... and she was like you do want your
tube ties, right because it would be best. I felt a little more coerced into getting my tubes tied
because of my diagnosis and because I wasn’t being cooperative with the infectious disease

doctor... (black participant, GA site)




190

contrary to her expectations, one interviewee stated, ‘‘when
my doctors treat me different .... It pisses me off to be blunt.
Because doctors are professional individuals that were
trained to help people like me. But the very person they’re
supposed to be helping, that’s the ones they’re hurting. And it
just really ticks me off’” (white participant, MS site).

Many women relayed feelings of sadness or other negative
feelings about these events, as shared by a participant: ‘““The
person who drew my blood, he didn’t want to touch me or
something like that. I don’t know what his problem was ....
When you’re working, you have to be one way with every-
body. If you don’ want to, you can just step out of that and do
something else .... I think it was because I was HIV positive.
You know you don’t do that to people .... It hurt me.”” (black
participant, CA site).

An interviewee shared how a negative experience with a
medical provider affected her behavior: ‘... because of the
way she treated me, I didn’t want to go to the clinic. [ didn’t
want to take my medicine. I didn’t want to have anything to
do with medical care because of her... I didn’t like her be-
cause she was not nice. She was very rude.... I remember one
time, I did get very sick. I didn’t want to go to the doctor.
I didn’t want to see her.... I took the wrong decision to not go
at all.”” (Hispanic/Latina participant, CA site).

The women also expressed that fears of these stigmas can
take a toll in a variety of ways, including where and the
degree to which they engaged in HIV treatment thereafter.
One participant described her reasons for driving to another
town for HIV care: ““At this point in my life I would not have
care in my hometown, because I work at that hospital and
everybody knows everybody’s business.... My daughter is
involved in a lot of community activities, and that’s where
my part of the stigma comes in. I know children can be really
cruel and I don’t want her to bear the sins of the mother....
That is my primary concern” (white participant, MS site).

Another health care worker described that she avoids certain
therapies and times her medication dosing accordingly for
similar reasons: “I don’t go to any kind of [support] groups for
fear that I would see somebody I knew... I just want to take the
secret to my grave with me—because I work with a bunch of
nurses. They’d be looking at you trying to diagnose you... No,
go away, you know too much. I don’t carry the pills in my
purse, I just take them once a day, so I take them at night...
And, most of the time, I’'m alone” (black participant, MS site).

Some women shared past difficulty with initiating HIV care
after diagnosis for fear of being seen by others within the
community: “When I was first diagnosed, ... I came here to
meet the doctor, I skipped the first three appointments....
Because of the stigma of having HIV and walking in a building
that says Infectious Diseases... I mean literally, I would make
it, ... and I would turn around and go back home. I'm like I’'m
not going to let those people see me walking [in] that building”
(black participant, AL site).

Participants speculated that this may be a barrier for other
WLWH: ““I think that a lot of people are afraid to come [to the
HIV clinic] because a lot of people know what [clinic name]
is, even if they are not positive, they could be afraid to come
to the clinic because they are afraid somebody might see
them and find out they are positive, and therefore their
healthcare—their health could deteriorate because they
won’t come pick up their meds or won’t go to the doctor or
something like that” (white participant, AL site).
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Quantitative analyses yielded findings consistent with the
qualitative results related to the potential effects of stigma in
health care settings on adherence. Reported experienced and
anticipated stigma in health care settings had differential
quantitative effects (Table 4). Reported experienced stigma
in health care settings was significantly associated with
suboptimal ART adherence, even when controlling for ex-
perienced stigma from all other sources [adjusted odds ratio
(AOR)=0.58, p=0.01].

Similarly, anticipated stigma in health care settings was
significantly associated with suboptimal ART adherence,
even when controlling for anticipated stigma from all other
sources (AOR=0.64, p=0.004). When modeled with expe-
rienced and anticipated stigma from all other sources, an-
ticipated stigma in health care settings was the only stigma
measure significantly associated with suboptimal ART ad-
herence (AOR=0.67, p=0.046). Across all three models,
illicit drug use was the only covariate significantly associated
with suboptimal adherence (Model 1: AOR=0.32, p<0.001;
Model 2: AOR=0.30, p<0.001; Model 3: AOR=0.28,
p<0.001).

Pathways for these effects

Mediation analyses revealed that the effect of anticipated
stigma in health care settings on suboptimal ART adherence
was mediated by treatment adherence self-efficacy, depres-
sive symptoms, and coping by substance use (Fig. 1). More
specifically, higher anticipated HIV-related stigma predicted
lower social support, which in turn predicted suboptimal
ART adherence (B=-0.08, SE=0.04, 95% CI. -0.17 to
—0.03). Higher anticipated HIV-related stigma also had an
indirect and negative effect on adherence, as mediated by
higher depressive symptoms (B=-0.05, SE=0.03, 95% CI:
—0.13 to —0.01). Finally, higher coping by substance use also
individually mediated the relationship between anticipated
HIV-related stigma and lower ART adherence (B=-0.04,
SE=0.02, 95% CI: —0.10 to —0.001).

Resistance and response to stigma in health
care settings

In qualitative interviews, many participants described their
possible and actual reactions to anticipated stigma in health
care settings. For instance, some women changed care teams
to avoid future stigmatization. As one woman stated, ‘I don’t
want people judging me. One rule that I have for myselfis if [
ever go to a healthcare provider and I let them know that I'm
HIV positive, if I detect anything that’s not right, that you’re
backing up, and maybe I’m not getting or you’re not going to
give me the same kind of care you’re going to give the next
patient that’s not HIV. You’re not the one for me. I'll find
someone else.”” (white participant, GA site).

In the case of experienced stigma, women directly ad-
dressed stigmatizing attitudes by expressing dissent in con-
versation with the perpetrator of stigma or other health care
staff members, or by reporting the experience to a higher
authority. In one such instance, in which a participant’s pri-
vacy was violated by a nurse who refused to assist her with a
prescription refill, the participant reported to another pro-
vider, ““‘Tell her she doesn’t have to come in here. I don’t
need her help anyway. I’ve been doing this by myself for so
many years. All I need is the product.” ...she said, ‘I"m sorry.’



TABLE 4. INDEPENDENT ASSOCIATIONS OF ANTICIPATED AND EXPERIENCED HEALTH CARE SETTING STIGMA
WITH ANTIRETROVIRAL THERAPY ADHERENCE

Variable

Model 1, N=383

Model 2, N=400

AOR

Model 3, N=382

AOR p p AOR p

Anticipated stigma

In health care settings — — 0.65 0.01 0.67 0.04

From family — — 1.15 0.32 1.14 0.45

From neighbors/others — — 0.86 0.30 0.84 0.26

From sexual/romantic partner — — 1.07 0.61 1.27 0.13
Experienced stigma

In health care settings 0.59 0.01 — — 0.79 0.34

From family 1.26 0.18 — — 1.21 0.35

From neighbors/others 0.82 0.28 — — 0.85 0.39

From sexual/romantic partner 0.87 0.36 — — 0.74 0.10
Age, years 1.01 0.66 1.01 0.65 1.00 0.83
Education, years 0.81 0.16 0.85 0.26 0.80 0.15
Income, household yearly 1.09 0.33 1.02 0.82 1.07 0.44
Time on ART, months 1.00 0.94 1.00 0.91 1.00 0.68
Ilicit drug use, yes vs. no 0.32 0.00 0.30 0.00 0.28 0.00
Race, white vs. non-white 1.38 0.51 1.57 0.35 1.28 0.63

AOR, adjusted odds ratio; ART, antiretroviral therapy.

FIG. 1. Mediation models de-
picting the effect of anticipated
stigma in health care settings on
ART adherence through adherence
self-efficacy, depressive symptoms,
and coping by substance use among
women living with HIV in the
United States. Note: Associations
are presented as path coefficients
(unstandardized). Age, education,
income, time on ART, illicit drug
use, and race were also entered as
control variable. “When adherence
self-efficacy is in the model.
*p<0.05; **p<0.01; ***p <0.001.
ART, antiretroviral therapy.

Adherence Self-Efficacy

Anticipated Stigma in
Healthcare Settings

-0.42" (-0.34%)

ART Adherence

Depressive Symptoms

Anticipated Stigma in

Healthcare Settings . ART Adherence
-0.41"" (-0.38?)
Coping by Substance
Use
Anticipated Stigma in
Healthcare Settings . ART Adherence
-0.41"" (-0.38?)
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I said it so that everybody could hear, “It’s breaking the
HIPAA law. I would rather not have her services and I will be
reporting her tomorrow. She is a medical personnel and she
knows about giving me [prescription name]. She isn’t going to
get HIV.’ I just rather not her come near me .... You're doing
me a favor by not waiting on me.”” (black participant, AL site)

Interviewees also reported instances in which medical
providers responded compassionately to stigmatizing events,
helped to assuage worries, and challenged patient expecta-
tions for stigma. In some of these instances, participants
spoke of regular HIV care providers who act as their
“cheerleader,” ‘“‘normalize’” patient experiences, and ‘‘take
away the stigma’” (white participant, CA site). Other reports
were from one-time interactions, particularly with nursing
staff, who left positive impressions among women who were
anticipating stigma by treating them *‘like any other patient
that came in the room” (black participant, AL site).

Discussion

To date, few studies have examined the unique effects of
both experienced and anticipated stigma in health care set-
tings.”® Both the qualitative and quantitative findings from
the present study support the contention that WLWH con-
tinue to report fears and experiences of HIV-related stigma in
HIV- and non-HIV-specific health care settings.*® Although
the levels of stigma reported in the questionnaires may seem
relatively low, any amount of feared or experienced stigma
from health workers is problematic and has the potential to
compromise engagement in HIV care and health outcomes.*

Interviewees described fears and experiences with mani-
festations of stigma in health care settings (assumptions,
judgment, lack of compassion, insufficient care, unnecessary
precautions, privacy violations, and lack of autonomy), and
how these influenced their engagement in HIV care. Quan-
titative findings regarding the association between antici-
pated stigma in health care settings and optimal adherence to
ART were robust across statistical models and persisted when
controlling for stigma from all other sources. Our findings
also suggest an indirect effect of anticipated stigma in health
care settings on ART adherence through conceptually
meaningful mechanisms,” including coping by substance use,
depressive symptoms, and adherence self-efficacy.

Consistent global and domestic evidence corroborates that
anticipation and occurrence of stigma in health care settings
inhibits engagement along the continuum of HIV prevention
and care.*'™ The qualitative themes elucidated in this study
help to identify specific health care provider behaviors that
are perceived by WLWH as stigmatizing. Clinics may con-
sider periodic measurement of provider attitudes, implicit
and explicit biases that may contribute to patient perceptions,
to determine the need for provider education, or other inter-
ventions.** Ensuring that health care staff are operating in
settings equipped with sufficient information and materials to
provide quality care for all patients and ensuring that health
care practices establish clear policies and guidelines around
patient treatment and protection are keys to stigma reduction
in health care settings.’

While promising that intervention development work has
been conducted to address the attitudes of health care workers
as potential enactors of stigma,*>* the present study findings
highlight the relative importance of addressing anticipated
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stigma among clients. Potential clinic side strategies that may
reduce anticipated stigma include targeted health promotion
initiatives to promote a culture of open, affirmative, and
nonjudgmental care to all patients at health care settings.

Health care facilities may also consider assessing patient
feedback about their satisfaction and experience with the care
received, which may inform subsequent health care quality
improvement efforts.*’ Patient side approaches to reducing
anticipated stigma in health care settings include interven-
tions that promote resiliency and social capital,*® build pa-
tient capacity for stigma resistance,*” and increase patient
agency in patient—provider interactions;® which may pro-
duce additional yield in terms of increased HIV treatment and
prevention adherence among WLWH.

The results of the current study’s mediation analyses
substantiate the position that HIV-related stigma operates on
health outcomes through mental health sequelae and reduced
availability of psychological resources.> In other studies,
depressive symptoms and treatment self-efficacy were found
to mediate the association between internalized HIV stigma
and ART adherence among PLWH.?*>3! Another mala-
daptive coping response to experienced stigma (avoidant
coping) was also found to be indirectly associated with health
risk behavior (tobacco use) among PLWH in a separate
study.>?

Taken together, the results and extant literature imply a
need to address the manifestations of these negative health
and psychological effects of stigma, in addition to stigma-
reduction efforts. In particular, programs to increase social
support may produce positive change in treatment self-
efficacy,’® and interventions to treat clinical as well as sub-
clinical anxiety and depressive symptoms have the potential
to reduce coping by substance use”” and improve ART ad-
herence.”*

Limitations of this study include the cross-sectional study
design, which precludes conclusions about causality. In ad-
dition, self-reported adherence was assessed over the previ-
ous 6 months, and at the same time, the present-day
assessment of other variables was included in the quantitative
analysis. Thus, the timing of assessment may not follow our
conceptualization and interpretation of the results. Similarly,
quantitative HIV-related stigma items assessed recent expe-
riences and future anticipations, whereas the qualitative data
may have reflected experiences over the entire duration of the
women’s experiences with being HIV positive. However, our
analysis was theoretically informed, and our findings are
consistent with previous stigma and health research.’

In addition, while all the survey measures used to collect
data for this analysis were validated previously among
PLWH, not all were validated among women and in the
geographic locations represented in the present study, which
has implications for validity of the constructs in the current
setting and population groups.>® However, the Cronbach’s
alphas for the scales used within the present sample were
more than adequate, indicating strong internal consistency.

Along those lines, the study sample was predominantly
comprised women older than the age of 40. Given that young
adults (aged 18-39) are less likely to adhere to ART than
older adults,*® future studies should focus on younger adult
women. Finally, our sample had a limited proportion of non-
Hispanic white women (14%), who comprised the reference
group for the race variable included in our multivariate
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analyses. This may be why we did not observe mean differ-
ences in anticipated and experienced stigma by race in the
bivariate analyses, and why the race variable was not sig-
nificant in the multivariate analyses.

This study contributes to the literature insights about the
unique manifestations of anticipated and experienced stig-
ma in health care settings among WLWH, the association of
those stigmas on self-reported adherence, and potential
pathways for that association from a mixed methods anal-
ysis. Results suggest that future approaches should address
stigma among health care workers as well as engage
WLWH in resilience-based strategies that combat stigma
and promote life-sustaining behaviors. These stigma re-
duction and health promotion efforts should supplement
approaches to improving care continuum outcomes for mi-
nority WLWH by addressing other structural and systemic
barriers.'**?
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