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Abstract
Background Persons living with HIV (PLWH) are living longer, although racial/ethnic and socioeconomic
status (SES) disparities persist. Yet, little is known about successful HIV management over decades. To
address this gap, the present study took a qualitative approach and used the lens of symbolic violence, a
type of internalized, non-physical violence manifested in the power differential between social groups. We
focused on adult African American/Black and Hispanic/Latinx (AABHL) PLWH from low SES-
backgrounds.

Methods Data were drawn from two studies with AABHL PLWH in New York City ( N =59). After providing
signed informed consent, participants engaged in in-depth semi-structured interviews on aspects of HIV
management. Interviews were audio-recorded and professionally transcribed verbatim, and data were
analyzed using a systematic content analysis approach.

Results Participants in the two studies were comparable on sociodemographic and HIV history
characteristics. They had lived with HIV for 20 years, on average (range 3-33 years). All were from low-
SES backgrounds and most were African American/Black and men. Participants experienced a
convergence of multiple intersecting social exclusions, harms, and stigmas, consistent with symbolic
violence, which contributed to disengagement from HIV care and medications. We found �ve speci�c sub-
themes: (1) material, social, and emotional challenges combined to “grind down” participants over time
and diminish self-worth and even, at times, the will to live, (2) social isolation and self-isolation, based in
part on feeling devalued and dehumanized, served as both a stigma-avoidance strategy and a
mechanism of social exclusion, (3) stigmatizing aspects of patient-provider interactions, both
experienced and anticipated, and (4) perceived restricted autonomy in HIV care reduced engagement, and
(5) poor HIV management was internalized as a personal failure. Importantly, resilience was also evident
throughout the �ve sub-themes.

Conclusions Symbolic violence is a useful framework for understanding the experiences of long-term HIV
management/survivorship among AABHL PLWH from low-SES backgrounds. Aspects of symbolic
violence are internalized over time (e.g., experiencing devaluation, dehumanization, loss of self-worth, and
anticipated stigma), thereby impeding successful HIV management, including because avoiding HIV care
and stopping HIV medications are primary coping strategies. Study �ndings have implications for
interventions in community and health care settings.

Background
Progress in controlling HIV infection is considered one of the great recent public health achievements in
the United States (1). With timely diagnosis, appropriate supports, access to a variety of current HIV
medications, and high levels of medication adherence, those with recently acquired HIV infections can
expect to have a life expectancy equivalent to their peers not living with HIV (2). Further, quality of life has
improved among persons living with HIV (PLWH) in many respects. For example, the newer HIV
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antiretroviral medication regimens are simpler, produce signi�cantly fewer side effects, and evidence high
levels of e�cacy compared to earlier regimens (3). Moreover, in response to improvements in state and
local public health infrastructures along with innovative and targeted outreach and treatment efforts,
informed by a robust research program, rates of engagement along the HIV care continuum have
increased (1). Current estimates highlight that of the estimated approximately 1 million individuals
diagnosed as living with HIV in the United States, 74% have received HIV care, 58% are retained in
continuous HIV care, and 62% evidence HIV viral suppression, the ultimate goal of HIV treatment, and
these rates of engagement have been improving over time (1).

Inequity in engagement along the HIV care cascade
However, the bene�ts of these treatment advances are not distributed equitably among PLWH in the
United States. Importantly, there are signi�cant persistent racial/ethnic disparities in HIV incidence,
prevalence, engagement along the HIV care continuum, and health outcomes (4, 5). Compared to White
PLWH, African American/Black and Hispanic/Latinx PLWH evidence longer times between diagnosis with
HIV and initiation of HIV antiretroviral therapy (ART), and between ART initiation and achieving HIV viral
suppression (6). Moreover, African American/Black PLWH are more likely to show suboptimal adherence
to ART compared to White PLWH (7), and African American/Black and Hispanic/Latinx PLWH are less
likely to sustain HIV viral suppression compared to White PLWH (8). Yet, sustaining HIV viral suppression
is critical, including as a means of preventing forward transmission of HIV to others, a strategy called
“treatment as prevention” (9). Low socio-economic status (SES) appears to account for at least some of
these observed racial/ethnic disparities in HIV outcomes, although national HIV surveillance data do not
include markers of SES that could help explain observed disparities in HIV care engagement and ART use
by racial/ethnic groups (10, 11). The present study takes the stance that race/ethnicity and SES operate
as separate risk factors and also “intersectionally,” that is, as overlapping and intersecting social
identities related to systems of discrimination and oppression (12), and that these intersectional identities
affect and inform how one moves in society (13). We focus, therefore, on African American/Black and
Hispanic/ Latinx PLWH from low-SES backgrounds, who experience the most serious barriers to
continuous engagement in HIV care and sustained HIV viral suppression.

Past research on long-term survivors of HIV
The fact that lifespans of PLWH have dramatically increased in the past three decades means that a
substantial proportion of PLWH in the United States have lived with HIV for 10 years, 20 years, or even
longer (2). Past studies on the challenge of living with HIV over the long-term have identi�ed a number of
individual-level intrapsychic and attitudinal protective factors for managing everyday life with HIV. These
include domains such as acceptance of one’s diagnosis, optimism, coping mechanisms, personal control,
life satisfaction, focus on the self, dealing with stigma, and making meanings of HIV, including via
religion/spirituality (14–18). Further, behavioral correlates such as productivity, and the absence of
serious mental health and/or substance use problems have been found to support HIV management over
the long term (14–17). Moreover, there is a substantial literature on aging with HIV, as half of PLWH in the
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United States are 50 years of age or older (15). Those aging with HIV are more likely to develop a host of
health conditions, some at higher rates than their peers not living with HIV, including cardiovascular
disease, liver disease, renal disease, non − AIDS-de�ning malignancies, and neurocognitive impairment
(19–21). Clearly, these physical and mental health co-morbidities, including substance use problems,
complicate HIV management.

Relatively less is known about the social- and structural-level correlates of successful HIV management.
Past research has highlighted the importance of social competence, social supports, human
connectedness, and positive patient–professional relationships as supportive of HIV management over
the long-term (14–17). Structural factors such as the ability to afford medication, medical insurance, and
access to a pharmacy have been found to promote ART adherence (5, 22). Moreover, living in poverty is a
critical factor that drives a cascade of adverse effects on PLWH’s abilities to manage HIV (5).

Buscher and Giordano (19) outline a number of major gaps in knowledge regarding the provision of care
to PLWH over the long-term. First, they note ART adherence tends to decrease over time, but little is known
about adherence patterns beyond a one- or two-year horizon. Thus, there is a paucity of data on long-term
patterns of adherence and retention in care, or about factors that determine a patient’s adherence over the
long-term. Further, very little is known about the coping mechanisms PLWH evoke daily over a long period
and how this information could be used to help PLWH, or about the roles of stigma and social
relationships in managing chronic HIV infection and its complications over the years. Further, the �eld
has not yet established whether or how long-term coping and social support mechanisms differ by
race/ethnicity, gender identity, sexuality, and SES (19).

Integrating a multi-level perspective and the lens of
symbolic violence
The present study takes a qualitative approach to advance the literature on managing HIV infection over
a decade, two decades, or longer, focusing on the perspectives, experiences, and understandings of
African American/Black and Hispanic/Latinx PLWH from low-SES backgrounds. The study takes a multi-
level perspective and attends to three streams of in�uence on health behavior: the individual, social, and
structural (23). As noted above, the social and structural factors that contribute to successful
management of HIV have been under-studied to date compared to individual-level factors. Yet, there is
certainly growing awareness of the vital role that social and structural factors play in HIV management
(24, 25). Further, to explore and better understand these potential multi-level barriers to and facilitators of
HIV management and how they might operate over a long time horizon, we draw on the concept of
symbolic violence. Indeed, societies evidence various forms of violence, including the political, structural,
symbolic, and everyday (26). Symbolic violence is a type of internalized, non-physical violence
manifested in the power differential between social groups, and highlights that social interaction occurs
in a symbolic framework, created and maintained by society (27, 28). Although less commonly described
in the literature compared to other forms of violence, symbolic violence has proved useful in past public
health-related research as a means of uncovering the ways in which social control is tacitly maintained
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by shared cultural practices within a given milieu without the use of force or coercion (29–32). This paper
seeks to add to this literature by examining the experience of HIV management through the lens of
symbolic violence to draw attention to the ways in which the social positions of stigmatized individuals
and groups, including PLWH, are often experienced as natural and self-evident, which in turn serves to
reinforce and often exacerbate various forms of social exclusion and inequality. Indeed, as noted by
Phelan, Link and Dovidio (33) the key functions of stigma, arguably one critical form of symbolic
violence, are domination and oppression (keeping people “down”), norm enforcement (keeping people
“in”) and disease avoidance (keeping people “away”). And, stigma is, certainly, a primary force in the lives
of PLWH (34). Thus, the concept of symbolic violence may be particularly useful in highlighting how
internalized, anticipated, and directly-experienced HIV-related and other stigmas have the effect of
maintaining tacit social hierarchies and inequalities in ways that are not always readily apparent to those
involved. We also draw on the concept of symbolic violence in an attempt to recast the experience of HIV-
related stigma as more a matter of reproducing structural inequalities and social exclusions than simply
of ignorance or malice on the part of individuals (35, 36). This perspective, therefore, emphasizes the
multiple layers of stigma, control, exclusion, and violence that extend beyond physicality to violations of
self-worth and dignity (37, 38), and which therefore function to legitimize and preserve the various ways
in which multiply stigmatized groups and individuals are frequently isolated from the rest of society.

Questions addressed in the present study
Thus, using the lens of symbolic violence, we are interested in how PLWH manage, experience, interpret,
cope with, and, perhaps, internalize living with a highly stigmatized chronic health condition that affects
mainly those at the intersection of racial/ethnic minority status and low SES - over a decade or more.
Grounded in a multi-level approach and the concept of symbolic violence, the research questions
addressed in the present study are (1) What are the cumulative effects of living with and managing HIV, a
highly stigmatized health condition, over a decade or more in the context of chronic poverty and its
attendant risks and correlates including unemployment, incarceration, and mental health and substance
use problems, factors that are highly prevalent in this population of PLWH (5)? (2) Are adverse social
and/or structural factors normalized or internalized by PLWH over time, and if so, how does this in�uence
HIV management? (3) How do PLWH contend with symbolic violence and other barriers, including stigma,
and manage HIV successfully, at least for substantial stretches of time?

Methods
The present study took a cross-sectional exploratory qualitative approach. It drew on in-depth semi-
structured interview data from two projects conducted in New York City (NYC) with adult PLWH from
African American/Black and Hispanic/Latinx racial/ethnic and low SES backgrounds. We �rst conducted
an exploratory study (N = 18) to investigate participants’ perspectives on long-term HIV management in
its social and structural contexts (called Study 1). Study 1 yielded important �ndings as well as emergent
themes related to the potential role of symbolic violence as a lens through which to understand
contextual in�uences on HIV management. We then analyzed a second qualitative data set (N = 41)
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drawn from a larger mixed methods research study (Study 2). Both samples included those who had lived
with HIV for two decades, on average, and who also evidenced variability with respect to past and recent
experiences with HIV care and ART. Results from the two studies were compared, contrasted, and
integrated (Total N = 59). Study 1 was conducted in 2017 and approved by the Institutional Review Board
at New York University and Study 2 was conducted in 2018–2019 and approved by the Institutional
Review Board at the New York University Langone School of Medicine.

The local context
The two studies were conducted in NYC, a location with a large and mature HIV epidemic of
approximately 127,000 PLWH, more than 75% of whom are African-American/Black and Hispanic/Latinx
(39). HIV prevalence and HIV-related death rates are highly concentrated in the highest-poverty
neighborhoods of NYC, which are predominantly African-American/Black and Hispanic/Latinx (39),
highlighting the intersection of race/ethnicity and SES among PLWH, as noted above. NYC provides a
large network of HIV care facilities and related support services (40) and PLWH have access to HIV care
and ART at low or no cost, regardless of immigration status (40). PLWH in NYC are typically eligible for
Medicaid, a publicly funded federal insurance assistance program for low-income individuals that
includes both fee-for-service and managed care plans, and those 65 years of age and older are eligible for
a similar publicly funded program called Medicare. NYC has achieved higher rates of engagement along
the HIV care continuum compared to national �gures (e.g., 77% of all PLWH in NYC are virally suppressed
(39)). Nonetheless, NYC also evidences serious racial/ethnic disparities in engagement along the HIV
care continuum. Racial/ethnic disparities in engagement in care, ART initiation, and viral suppression are
similar to national patterns, where African American/Black and Hispanic/Latinx PLWH in low-SES
locations show the lowest rates of engagement along the HIV care continuum compared to White PLWH
in higher SES locations (11, 39).

Recruitment
Study 1 was designed to explore barriers to and facilitators of engagement along the HIV care continuum
and identify promising new intervention approaches. Participants were recruited using purposive
sampling for maximum variability on key domains, including ART adherence (high/medium/low) and
recent HIV viral suppression (yes/no). First, a modest number of participants (N = 5) were recruited from a
Community Advisory Board in place for a larger study on PLWH, and these participants recruited their
peers for the study. Recruitment continued until saturation was reached on core themes pertaining to new
intervention approaches (41). A total of 18 participants with diverse socio-demographic characteristics
and variability in HIV histories were recruited and enrolled.

Participants for Study 2 were enrolled in a larger behavioral intervention research study for PLWH with
non-suppressed HIV viral load and sub-optimal engagement in HIV care in NYC. The larger study tested
�ve separate culturally salient intervention components (namely, patient navigation, counseling sessions,
pre-adherence habit formation, peer mentorship, and support groups) using the multiphase optimization
strategy (MOST) (42). MOST is a pioneering engineering-inspired framework for testing the e�cacy of
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individual intervention components prior to combining them into a multi-component intervention that can
be tested in a randomized controlled trial (42). The intervention components in the larger study
maintained the stance that taking ART is typically one’s best chance for a long and healthy life, but did
not assume taking ART was right for any one individual participant. Thus, participants who declined to
take ART were included throughout the larger study. The larger study used a fractional factorial design
and participants were randomly assigned to one of 16 different conditions, where each condition was
comprised of a different combination of the �ve intervention components. All participants received at
least one component, and most received 2–4 components. The eligibility criteria for the larger study
included: age 18–65 years, African American/Black or Hispanic/Latinx race/ethnicity, sub-optimal
adherence to ART, non-suppressed HIV viral load based on a lab report, and sub-optimal engagement in
HIV care. A total of 512 participants were enrolled in the larger study, which is described in more detail
elsewhere (43). For the present study, a small set of participants (2–4 participants) from each of the 16
intervention conditions were randomly selected to receive semi-structured in-depth qualitative interviews
early in the time in the study (3–4 months post-enrollment) and then again at study completion. The
larger study is currently on-going, and 41 participants to date have received the �rst qualitative interview.
These 41 participants are included in the present study.

Procedures
Procedures for the two studies were comparable: Participants were contacted by a research study staff
member by telephone and asked to participate in a 60- to 90-minute in-depth semi-structured interview
with a trained qualitative researcher. Interviews took place in a con�dential location at a research study
�eld site. Interviews were audio-recorded and professionally transcribed verbatim. Names and other
details that might identify participants personally were removed from transcripts. Participants provided
signed informed consent and were provided with compensation of $25 for their time as well as funds for
roundtrip local transportation.

Qualitative interview guides
In both studies, interviews followed a semi-structured interview guide collectively developed by the
research team and grounded in the multi-level perspective that highlighted individual-, social-, and
structural-level in�uences on behavior. The interview guides included a series of questions and prompts
to uncover, unpack, and explore past and recent experiences living with HIV and perspectives on
engagement in HIV care, ART adherence, and the meaning of achieving HIV viral suppression. Questions
focused on structural-level factors such as stable housing (How do immediate needs today such as
housing in�uence your decisions about or abilities to access HIV care or ART?). Social-level factors
included relationships with providers (To what extent have you felt welcome and wanted at your HIV
health care setting when you have been taking ART? What about when you have not been taking ART?
How can health care providers and health care settings help people take their HIV medication every day?)
and stigma. Individual-level domains included the participant’s relationship to ART (e.g., What has it been
like in the past for you to be on HIV medication? What is it like now?), readiness to take ART (Would you
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say you “wanted” to take HIV medication? Did you feel “ready” to take HIV medication?), and emotions
about ART (How much do your feelings about HIV medications help or hinder your ability to take it every
day?). Study 1 included a section exploring participants’ perspectives on the utility of intervention
approaches grounded in behavioral economics (data not reported here), and Study 2 included an
exploration of participants’ experiences of the various intervention components they received, and their
impact (data not reported here). Throughout the interview process, the interview guide was updated to
re�ect newly emergent codes. Further, in Study 1 a small set of socio-demographic and background
characteristics were assessed at the time of the interview; namely, age, sex, race/ethnicity, number of
years since HIV diagnosis, whether the participant had taken ART in the past, whether was taking ART in
the week before the interview, and average level of adherence to ART on a 4-point Likert-type scale (not at
all, fair, good/some of the time, very good/most of the time). Study 2 included a more detailed set of
quantitative indices as described below (Table 2).

Measures used in the assessment battery in Study 2
Socio-demographic and background factors. Age, race/ethnicity, sex, gender identity, sexual minority
status, education, �nancial insecurity (how often unable to pay for necessities in the past year), food
insecurity, insurance status, stable housing (has his/her own home or apartment that he/she rents or
owns including via Sect. 8 or other social service agencies), and employment were assessed with
structured instruments developed for populations in high-risk contexts (44).

HIV history and health. We assessed years living with HIV, number of times ART was stopped and started,
the longest amount of time on ART, use of health care in the past year, and whether ART was taken in the
past six weeks before enrollment with a version of the HIV Cost and Services Utilization Study (HCSUS)
(45). Self-reported health status was assessed with a single item from the RAND SF-12 measure (46).

Substance use. Substance use was assessed by the World Health Organization Alcohol, Smoking and
Substance Involvement Screening Test (ASSIST) (47). Lifetime and recent substance use patterns and
substance use problems across 10 substances (tobacco products, alcohol, cannabis, cocaine,
amphetamine-type stimulants, sedatives and sleeping pills, hallucinogens, inhalants, opioids, and ‘other’
drugs) were assessed. The ASSIST determines a risk score for each substance. For the present study, we
describe the proportion of the sample with moderate-to-high risk of alcohol, cannabis, and other drug
problems, as well as the proportion who had engaged in substance use treatment in the past, an indicator
of past substance use problems.

Data Analysis
Data from Study 1 and Study 2 were analyzed sequentially and then compared, contrasted, and
integrated. The data analysis strategy was both inductive and theory-driven, and utilized a systematic
content analysis approach (48). First, a primary researcher trained in medical anthropology analyzed
interview transcripts and developed an initial code list informed by the multi-level perspective consisting
of themes related to ART adherence, such as problems associated with low SES, a desire for good health,
depression and anxiety, and experiences, meanings, and interpretations of living with HIV. We also coded
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for factors related to culture and race/ethnicity (e.g., experiences of discrimination, medical distrust).
Next, a second trained qualitative researcher coded a subset of the interview transcripts and met
frequently with the primary data analyst. Codes were further re�ned, and discrepancies were resolved by
consensus. Findings from this initial round of coding were then presented to the larger research team
which formed an interpretive community (49) and codes were further re�ned to focus on the primary
themes related to the long-term effects of living with HIV and strategies to manage HIV over the long-
term. Thus, codes were combined into larger themes and sub-themes in an iterative process and in
collaboration with an interpretive community. Thus, while not emphasized in the semi-structured
qualitative interview guide that served as the foundation for the interviews, the theme of symbolic
violence and its effects emerged organically throughout the course of these qualitative interviews, and
served as the primary focus of the analysis for the present paper. Symbolic violence was added to the
existing codebook during Study 2, and then data from Study 1 were re-analyzed with the new codebook.

Positionality and methodological rigor
The research team was made up of men and women from White, Asian, and Latinx backgrounds. The
primary data analyst was trained as a medical anthropologist and was experienced with HIV research,
including with this subpopulation of PLWH. Positionality challenges related to sex, gender, race/ethnicity,
power, health, socioeconomic status, and privilege were intentionally addressed throughout the data
collection process through re�ection and training, which focused on the manner in which these types of
issues might impact the interviewing process and data collection (50). Methodological rigor of the
analysis was maintained through an audit trail of process and analytic memos and periodic debrie�ng
with the larger research team, which included experts in HIV care continuum issues and ART adherence
(50).

Results

Description of participants
Participants in the two studies were comparable on key sociodemographic and HIV history
characteristics, and the two samples included similar patterns of variability with respect to past and
present ART use and adherence patterns, although as noted above, more detailed sociodemographic and
background data were available on participants in Study 2. In both studies, participants had lived with
HIV for 20 years, on average. Participants in Study 1 ranged between the ages of 50 and 69 years. Most
(56%) were men. The majority were African American/Black (79%; 15/18) and the remainder were
Hispanic/Latinx. All were from low SES backgrounds and received public health insurance. They had
been living with HIV from between 3 and 33 years, with an average of 21 years living with HIV. All had
taken ART in the past, including for substantial periods of time. At the time of the present study, 61%
reported taking ART with high levels of adherence in the past month (see Table 1). Those in Study 2 were
49 years old, on average, and the majority were men (78%) and African American/Black (78%). A third of
the men (34.4%) in the study identi�ed as gay, bisexual, or queer. Most participants (83%) had a high
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school diploma/GED or higher. Indices of extreme poverty were common: approximately half (49%) ran
out of funds for necessities monthly or more in the past year and 85% reported food insecurity.
Approximately half (49%) were stably housed. Participants had lived with HIV for 19 years, on average
(range 3–33 years). All had taken ART in the past, including for substantial periods. At the time of the
present study, 60% reported taking ART with high levels of adherence in the past month. Other
background and health characteristics including substance use patterns are presented in Table 2.

Overview of results
Overall, we found that the challenges inherent in managing HIV over decades in the context of chronic
poverty cannot be overstated. On the one hand, results highlighted that participants understood the
importance of taking ART consistently as their best chance for a long and healthy life. Yet, their years
living with HIV were largely characterized by the oscillation of periods of precarity and social isolation,
during which adverse social and structural conditions were internalized as personal failings, followed by
times of hard-won resilience and re-building. Over time, these repeated cycles of social and economic
hardship followed by resilience served to shape participants’ sense of self, optimism for the future, and
motivation to engage in HIV care and take ART. Speci�cally, participants in the present study generally
described their long histories of living with HIV as marked by substantial and recurring periods of
emotional and material instability, including severe depression and anxiety, cyclical or persistent
substance use problems, social isolation, and chronic poverty. For most participants, the perceived ability
or inability to successfully manage HIV infection and ART regimens also often shaped their sense of self-
worth. Indeed, participants noted that their willingness or ability to take ART and/or to engage in HIV care
was highly dependent on the degree to which they valued their own physical and emotional wellbeing,
which in turn was frequently calculated in terms of how they experienced themselves as valued or not
valued by others within the context of an often rigid social hierarchy. Moreover, participants noted that
even in times during which they were able to feel motivated enough to successfully manage their HIV
infection, they nevertheless reported that their efforts were continually thwarted by numerous and often
seemingly insurmountable structural obstacles, including housing instability, �nancial hardships, and/or
incarceration, parole, or probation. Indeed, at various points during interviews, stopping ART or non-
adherence to ART was mentioned as occurring most frequently during times of high emotional stress,
depression, and heavy substance use. At others, decisions not to take ART were closely associated with
an ambivalent or even traumatic relationship with both their HIV medications and the burden of HIV-
related stigma, and frequently involved participants taking deliberate or semi-deliberate breaks from their
ART regimens as a means of managing these emotional correlates of living with HIV.

The theme of symbolic violence, embedded in a multi-layered intersectional framework, was readily
apparent throughout these interviews, as participants routinely expressed experiencing the convergence
of multiple intersecting social stigmas, which in many instances resulted in periods of relative diminution
of self-worth and self-isolation alternating with a resilience in better navigating HIV and ART. Among the
most common stigmas referenced by participants were those related to race/ethnicity, social class,
gender, sexual orientation and sexuality, HIV status, substance use, and involvement with the criminal
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justice system. Notably, the majority of participants experienced these and other limits imposed upon
them as ordinary and inevitable, and indeed often cited themselves as the root cause of their own
suffering, even while referencing the social and structural contexts that promoted or impeded their
abilities to manage HIV effectively. In fact, many participants understood the circumstances within which
they believed they initially contracted HIV as a direct result of what they viewed as their own personal
shortcomings, an understanding that appeared to be rea�rmed and indeed exacerbated as participants
struggled to attend medical appointments, adhere to HIV medications, and reduce substance use. For
most participants, the shame and stigma attached to their HIV status began with their initial diagnosis
and continued throughout their time living with HIV. But, study �ndings complicated or even contradicted
the predominant narrative of the causes of contracting HIV and struggling with HIV management over the
long term as located at the individual level of in�uence. Instead, results indicated that powerful social and
structural factors shaped the individual decisions and behaviors of PLWH, and these mainly adverse
social/structural factors had signi�cant negative cumulative effects on PLWH over time. Indeed, although
participants might at times recognize social and structural in�uences to HIV care engagement and ART
adherence as outside of themselves, they more commonly experienced poor ART adherence as a personal
failure. Participants commonly did achieve high levels of adherence for long periods of time (including,
for most, at the time they were interviewed for the present study), and the extent to which heroic effort
and extreme resilience were required to adhere to ART for long stretches in the context of symbolic
violence and chronic poverty cannot be overstated. However, participants’ periods of poor HIV
management were generally more salient to them than times of optimal engagement along the HIV care
continuum. Thus, in the sections that follow we focus primarily on the factors that combined to impede
ART uptake and sustained adherence, in order to give voice to participants’ experiences and perspectives,
and point the way to policy and health care setting changes at social and structural levels to better
support PLWH. Yet clearly participants’ substantial strengths and resilience are embedded within these
�ndings.

Overall, study �ndings were grouped into one main theme and �ve interrelated sub-themes. The primary
theme involved symbolic violence, which produced a potent negative and counter-productive intra-
psychic, emotional, and inter-personal context that served as a primary cause of nonadherence to ART.
The sub-themes explored in detail factors that created this counter-productive context and therefore
in�uenced the phenomenon of managing HIV health and ART over the long-term, including: 1) the
compounded effects of material, social, and emotional challenges, including stigma, along with life
events that disrupted ART adherence, which combined over time to “grind down” participants and
eventually diminish their sense of self-worth or even, at times, their will to live, 2) extreme social isolation
based in part on a hyper-awareness of how they are viewed and consequently devalued and
dehumanized by society, all of which dramatically affected the emotional context within which ART
adherence took place, 3) stigmatizing aspects of patient-provider interactions, both experienced and
anticipated, that promoted or impeded ART adherence, 4) a perceived lack of autonomy in making
personal decisions both directly and indirectly related to HIV care, and 5) over time, the internalized
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experience of one’s inability to maintain ART adherence as an unmitigated personal failure, despite
evidence to the contrary.

Throughout, statements from participants made clear that they saw themselves as occupying a marginal,
if not perilous, position within society, which in turn was integral to ART nonadherence. The public health
and HIV care systems were experienced by participants as both making good-faith attempts to address
HIV-related stigma and to support participants’ health goals, while at the same time also re�ecting, or
even perpetuating, symbolic violence related to these and other stigmas. Further, as noted above,
although external conditions were not generally conducive to effective HIV management, strong and
consistent evidence of resilience and successful HIV management are embedded in the �ndings on
di�culties with HIV management presented below. We found during data analyses that themes from the
two studies were highly consistent with each other and we therefore present an integrated set of results.
Names presented in the sections that follow are pseudonyms and some identifying details have been
changed to protect participants’ con�dentiality. Subthemes, including the underlying theme of resilience
incorporated into the other �ve subthemes, are summarized in Fig. 1. A summary of the predominant
pathway from symbolic violence to HIV-related decisions and actions derived from the analysis is
presented in Fig. 2.

Being ground down by compounding material, social, and
emotional challenges
Participants stressed that their relationships to HIV infection and their feelings about ART adherence were
dynamic and heavily in�uenced by a range of individual-, social-, and structural-level factors. All
participants were located at the intersection of multiple, marginalized and stigmatized social positions,
including those related to race/ethnicity, gender, social class, sexual orientation and sexuality, substance
use (past or current), and HIV status, and most had personal histories marked by problematic substance
use, periods of incarceration, street homelessness or unstable housing such as single room occupancy
residences, chronic unemployment, domestic violence, chronic poverty, and food insecurity. Many
participants described experiencing these collective hardships as a kind of “grinding down” that
frequently resulted in feeling that one’s life or health simply was not worth the effort of the emotional,
social, and practical challenges of adhering to ART. In fact, taking ART served as a near-constant
reminder that one was living with HIV and therefore also the potential target of an array of stigmatizing
behaviors on the part of strangers and loved ones alike. As a result, participants commonly expressed
feeling increasingly dehumanized and devalued as their years living with HIV accumulated. Further, they
noted that the harms caused to them by others, such as incarceration, sexual assault, explicit insults, or
denial of basic needs and services, were commonly minimized or dismissed entirely by those who
perpetrated the harm, as well as by witnesses and/or potential sources of comfort or support. Indeed, it is
within this context that many participants experienced the evolution of their own sense of personal value
and self-worth (or lack thereof), including with respect to their relationships to ART adherence, HIV, and
indeed with overall health management. As Barry, a 54-year-old African American/Black man diagnosed
with HIV at the age of 24 put it,
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It’s nothing you can really say to their ignorance that’ll change their mind, but I don’t think I know anybody
that’s not affected by [HIV]. Either they know somebody that has it - a family member that has it - or they
know somebody that has it. I don’t see why people are cruel still with it.

Notably, Barry’s inclination to link HIV-related stigma and associated microaggressions with individually-
directed ignorance or cruelty rather than with more systemic forms of social inequality is prevalent
throughout interviews with participants. Interestingly, however, as the above indicates, Barry, like many
participants, still expressed some degree of skepticism regarding whether individual factors are adequate
in explaining the persistence and prevalence of HIV-related stigma.

Participants’ relationships to ART were also related in large measure to their initial reactions to receiving
their HIV diagnoses and the di�culties they faced adapting to the new diagnosis, typically complicated
by continuous and re-lived emotional trauma, and a number of internalized stigmas. Indeed, we found a
cluster of experiences around acceptance of HIV, grief and loss, continuous trauma, and stigma
surrounding HIV, which created serious barriers to sustaining consistent adherence to ART. Harold, a 52-
year-old African American/Black man diagnosed with HIV while incarcerated 12 years ago, described that
he continued to struggle with acceptance of his diagnosis, with ART adherence, with the loss of what his
life might have been, and with a sense of purpose in life, and attributed these struggles directly to HIV-
related stigmas:

Yeah, I struggled [with my diagnosis]. That was the hardest part about it - accepting that I was going to
have to die. Even though you know you’re eventually going to die but to have something accelerate it like
HIV could - it was hard for me. I mean, I was thinking of all the possibilities I was losing as in having kids,
having a meaningful relationship and so forth. So, I lost my purpose to live. That was my reason for
struggling with the whole thing [HIV care and ART adherence]. [...] But [even] now I’m stuck with this
stigma of either I’m gay or I’m strung out on crack or something like that, and I get treated as such. And
that’s like stuff that I’m still dealing with now with the stigma of [HIV].

Harold understood the role of discrimination in the di�culties he experienced accepting and adapting to
his diagnosis, which, in turn, was necessary if he were to take HIV medication regularly. Yet, feeling
disrespected and marginalized, along with experiencing a cascade of losses associated with his
diagnosis, including a loss of a sense of purpose, nonetheless still remained signi�cant obstacles to
consistent ART adherence.

Similarly, Ulysses, a 47-year-old African American/Black man who had been living with HIV for 16 years,
described being perceived as both HIV-positive and gay as “a struggle” so seemingly overwhelming that
he at times intentionally sought refuge in a local psychiatric ward. Ulysses also discussed his �nancial
and mental health struggles and how these factors in�uenced his HIV medication adherence:

Well, I just gave up. And money was hard, so people pay for (HIV) meds, and I needed money. Sometimes
I needed the money not so much for recreational use, for drugs or nothing, sometimes I just needed
money for food. Or some things I needed in the house, toiletries. So I just said, hey, [I miss a month of
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ART], I just sell a bottle, hey. Sometimes it’s because I just give up, I’m depressed. Sometimes I lay there
and – the medicine’s right there and I just don’t get up and take it. Because if my depression gets down, I
don’t even have to eat. I don’t even have to drink water. I could lay there in bed for three days and don’t
even have to pee. I’ve been in the bed for three days and I didn’t even have to pee. I’m so depressed. Didn’t
even drink any water. Just laying there.

What is notable here is that for Ulysses, his decision to sell his HIV medications was precipitated by the
fact that he “gave up,” rather than vice versa. That is, for Ulysses choosing to sell his HIV medication for
basic life necessities and to admit himself to a psychiatric ward for much-needed rest was presented as a
lack of motivation to care for himself rather than the result of emotional, social, and structural factors
such as the lack of high-quality, accessible, and affordable mental health care, and chronic poverty.
Indeed, for many participants, the decision to sell or “divert” HIV medications was indicative of their
experiences related to socio-economic indicators (e.g., the need to purchase food, pay bills, or visit loved
ones) and their mental health and emotional state. These served as important factors impeding ART
uptake and adherence.

Raul was a 56-year-old Latino man who was diagnosed with HIV at the age of 29 years, and for whom
living in a single-room occupancy residence, which did not provide a kitchen or private bathroom, and
which he described “a step above living in a shelter,” was the only realistically affordable option. What
Raul experienced as the often insurmountable material and emotional pressures of prison, parole, and his
living situation frequently resulted in what he referred to as a “fuck it attitude” expressed by many
participants in his situation:

You know, in my situation, being positive for 37-plus years, homeless, you know, it's like the worst. You
know, because as soon as something doesn't �t in, you think the worst. Yeah, giving up, fuck it. F-you's
and you, and fuck all this. And you run to the street. And it's not a good thing.

Yet, this “fuck-it attitude” can be interpreted as form of resistance, resilience, and agency, in that it is a
way that Raul has available to him to challenge a set of hegemonic structural inequalities.

Like most participants in the present study, Raul described social service and health care settings, as well
as single-room occupancy residences (a setting where many participants resided), as dilapidated,
overburdened, and over-institutionalized. These characteristics, in turn, were commonly interpreted as a
near-constant reminder that participants were either not wanted or were devalued in the majority of
spaces through which they traveled on a daily basis, and/or even that they were seen by larger societal
forces as less-than-human. In fact, many participants were at times keenly aware of the relationship
between dehumanizing physical spaces and what they frequently described as “self-isolation.”
Nonetheless, Raul insisted upon establishing and maintaining his autonomy with healthcare providers
despite these obstacles: “You know, they’re not going to break me. You know, they’re going to have to
work with me.” Indeed, some participants even sought to actively preempt stigmatizing interactions; for
example, by normalizing universal precautions taken by providers such as wearing medical gloves during
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health care encounters. Sandra, a 41-year-old Black woman who had been living with HIV for 14 years,
described her strategies to manage being seen as a “pariah” as follows:

I always tell [the doctor], can you put on gloves, please? You know, because I’m still feeling that way. She’s
like, girl, please.

As was the case with many other participants, Sandra’s repeated experiences of being feared and judged
based on, among other things, her history of substance use and her HIV status, resulted not only in her
pre-empting the experience of stigmatization (although universal precautions are intended to be de-
stigmatizing since all providers in settings where they are required use them for all encounters where
providers may come in contact with bodily �uids), but in taking ownership of it. Yet, as with many other
participants, these experiences still led Sandra to avoid healthcare visits on many occasions. Further, at
times she experienced substandard healthcare conditions, which she came to view as normal, even when
her interactions with individual healthcare providers were positive. Indeed, the majority of participants
experienced myriad inter-connected individual, social, and structural barriers to successful and sustained
HIV management, each of which exacerbated the others, and which cumulatively lead to a lengthy
process that many participants described as a grinding down, even to the point of interfering with their
will to live. Put plainly, for almost all participants, HIV and other related forms of stigma were one critical
aspect of a larger process that eventually led individuals to “give up” on themselves for periods of time,
and which quite often served to reproduce social differences in ways that did not always involve overt
forms of individual discrimination. And, those who gave up on themselves were in no position to take
ART or engage in HIV care or other health-protective actions. On the other hand, participants commonly
found a way out of this state of giving up on themselves, sometimes in conjunction with health care
facilities and providers, and other times seemingly in spite of them, highlighting the challenging cycles
and tensions inherent in living with HIV over decades.

Social Isolation and Self-Isolation
For most participants, one of the most common strategies for managing the effects of intersecting forms
of stigmatization and marginalization based on race/ethnicity, gender, class, sexuality, substance use,
and HIV status was to avoid social interactions altogether, thereby effectively excluding them from much
of society. Notably, this strategy included self-isolation from friends, family, and loved ones as well as
from health care and social service professionals and the larger society. Thus, in addition to feeling
stigmatized in daily interactions with unfamiliar individuals, several participants reported similar
stigmatizing experiences at home, including with family members who used disposable dinnerware,
refused to share food, or sprayed down bathrooms or kitchens with disinfectant when they exited. Several
participants noted that they saw themselves as an outsider within their families, and reported familial
rejection and persistent anxiety regarding when or whether to disclose their HIV status to friends, family,
and potential romantic or sexual partners over time as reasons for eventually choosing social isolation
over increased interaction. Ernie was a 41-year-old African American/Black man who was diagnosed with
HIV at the age of 30. Like many participants, the initial shock of an HIV diagnosis was almost
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immediately accompanied by rejection and judgment from family and friends, leaving him feeling
“unwanted”:

That made them feel small, very small. They were inviting me over to come eat, and I wouldn't even go.
Well, why don't you come? Really? Really you're going to ask me that question? Why didn't you come?
Yeah, why didn't you come? Because I didn't feel like being stereotyped. I didn't feel like you running
behind me every time I go to use the bathroom. I didn't want to deal with that. [Crying] I didn't want to deal
with that at all, so I just stayed away from them. I still to this day stay away from them. My cousin is like,
"Why don't you come over to the house?" Mm-mm, because my little cousins don't know I have it [HIV]. I
don't want to be talking to the ones that do know I have it, and they overhear our conversation, and then I
got to deal with that [disclosure] all over again. So I just stay away, and I expand my own family by
meeting people and getting close – other people that's [HIV] positive, like me – in my family.

Thus, participants commonly withdrew from much-needed social support and social interaction to avoid
the emotionally punishing experiences of enacted and anticipated stigma. Certainly, this self-isolation
was a form of self-protection and coping, despite its deleterious effects. On the other hand, Ernie
highlighted the critical role of “found family” or “family of choice,” including others living with HIV, when
support from families-of-origin was lacking.

As is noted above, many participants frequently relied on substance use to cope with the myriad
problems they faced in their everyday lives, which in turn often presented its own set of challenges with
respect to social engagement. Glen, a 47-year old African American/Black man who had been living with
HIV for 28 years, along with co-occurring, episodic substance use problems, summed up many
participants’ responses to these conditions as follows:

I always embraced venturing into the unknown, but when I started getting high it was just like I'm scared,
you know, I've been doing this so long, I was getting high so long. And I secluded myself so long that it
was like I was scared to go out, I was scared to succeed, I was scared to try. It was just like I was a
fucking hermit, yes, and it took a minute for me to come out of that, you know.

Likewise, Rodney, a 50-year-old African American/Black man who learned he was HIV-positive at the age
of 35 and who frequently used alcohol as a coping mechanism when he was �rst diagnosed, described
self-isolation as a defense strategy that often led to “shutting down,” which for him also included not
taking HIV medication:

I would make them [doctor’s appointments] but then I would break them because there was just so much
going on. And then I’d get to drinking because I’m frustrated and [when I am] drinking I would just be like,
oh, well, fuck it, go on and reschedule [the doctor’s appointment]. And there were times when I did that
and made like four different appointments and wouldn’t keep them, and then after a while I was just like,
okay, fuck it. […] Like when I was just frustrated; when I just had so much of everything, problems, you
know life, you know what I’m saying? Things that happen in life, you know what I’m saying? I’m the type
of person, I will just pretty much shut down. When things get too hectic for me then I’ll just shut down and
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pretty much isolate myself. [...] That’s pretty much it, but like I said, the thing was, was when I would get
annoyed, frustrated or overwhelmed with some of the stuff then it would be like I just kind of shut down
and wouldn’t take [the HIV medication].

Yet, Rodney went on to highlight the cyclical nature of substance use problems and re-engagement in HIV
care and ART, noting

Then after a while I was like, no, I need to go; I really need to go, you know what I’m

saying, so I’d call and then make an appointment. As of now - like I said I went about a

month ago - yes, I’m undetectable and all that and I’m cleared of STDs [sexually

transmitted diseases]. [...] I’m more relaxed; a little more relaxed now, undetectable but I

want to make sure I stay there, you know what I’m saying?

However, as the results provided above illustrate, despite the fact that the avoidance of social situations
was most often experienced by participants as a form of self-isolation, the contributing structural factors
driving self-isolation were for many individuals all but unavoidable. For instance, many participants had
been placed into supportive housing (such as single room occupancy residences), wherein substandard
and potentially volatile living situations necessitated non-involvement with other residents who were
viewed by participants as sources of stress, in part because they pressured participants to engage in illicit
substance use, or were seen as potential perpetrators of theft or even physical violence. As Glen,
introduced above, noted,

I went to rehab in the middle of April, so I've been clean for about a month and a half two months. Yes, so
it's kind of a struggle, you know what I mean? Trying to stay clean when you got so much temptation
around you […] Because when I was home it was just like every time the doorbell rung I would open it [but]
I knew it was drugs or (someone wanting) money. You know, so I was always putting myself in harm's
way.

The effects of what participants described as self-isolation were often further exacerbated when they
were faced with the risk that they might accidentally disclose their HIV status to others by taking their
ART in view of others. As, Glen continued,

So I like taking my meds, it's just I forget sometimes. And then sometimes if I do remember like I said in
the past, it was like (if somebody else) is around me and I don't want to take them, because you know,
they already think you positive. But then when you pull out medication they know you're positive. But I
found a way to get around that at some point (by hiding individual pills in his clothing and later taking
them in private).

In fact, perhaps one of the clearest manifestations of symbolic violence among participants was evident
not necessarily in the ways in which they experienced their everyday lives. Instead, symbolic violence was
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most evident when contrasted with participants’ occasional experiences in culturally and structurally
salient public health interventions they described as designed speci�cally to recognize and address the
numerous ways this population of PLWH experiences marginalization and dehumanization. Bernard, a
54-year-old African American/Black man who had been living with HIV for 23 years, described his positive
experiences with one particular highly-resourced social service and research setting, located in an a�uent
mixed residential and commercial district in New York City. Bernard described this setting as being
notable in that while there he felt he was viewed as a whole person, had his experiences and the
structural causes of stress, stigma, and isolation validated, and that his personal health decisions were
respected. Bernard related the following:

I've discovered that I'm really not a bad person at all. This is the overall, but I've discovered that I'm not a
bad person, and I need to stop punishing myself. [...] (Before coming here) I didn't care. I didn't care.

Hendrick, introduced above, contrasted his positive experiences with this same service setting with those
in other, far less welcoming environments:

You know, it's like you don't feel like a pariah (there), you don't feel like nobody's scared of you because
you're HIV positive. It's like people talk to you like a real person, and that matters more than anything.

Jackson, a 61-year-old African American/Black man who was diagnosed with HIV at the age of 40, who
also attended programs at this setting, similarly described some of the reasons he believed people living
in situations similar to his own feel more motivated to engage with others and to begin to care for
themselves when being treated with understanding and compassion:

People come down here because they're trying to escape where they're at, and they come down here and
they feel more relaxed. (Staff) say, “How are you doing? You all right?” They say good morning. Good
morning. You know, and usually they're not used to that. [...] We forget that we're human. We are. We are
human beings.

Indeed, participants frequently noted that their visits to this service and research setting provided far more
than an opportunity to speak with staff about their personal and medical issues. Many participants
stressed that they planned their entire day around this singular visit, noting that being around a bustling,
a�uent area in lower Manhattan afforded them the opportunity to “get out of the house” and to escape
neighborhoods they described as rife with violence, substance use, and extreme poverty.

Stigmatizing aspects of patient-provider interactions
In addition to feeling the effects of non-healthcare related social isolation, some participants brought to
many clinical interactions not only expectations of substandard medical care, but also a diminished
sense of personal autonomy and a learned deference to perceived medical authorities, who indeed made
the ultimate decision regarding whether to prescribe ART and/or other medications. For Ernie, introduced
above, moving away from the city to get away from violence related to gang activity unfortunately
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resulted in his being refused medical care in that new setting because of his active substance use, which
in turn led him to stop taking HIV medications altogether:

Finding the right doctor without being judged, without being discriminated against [is challenging]. I was
going through several different doctors to get HIV under control, and the �rst thing they thought – okay,
he's positive, he's Black, he had to get it from sex, and I didn't get it through sex. [...] No, I'm not a
streetwalker. No, I'm not a call girl or a prostitute – nothing like that. [...] I just stopped taking medications
completely.

Indeed, participants typically had numerous positive experiences with healthcare providers, along with
experiences of overt discrimination from providers, or they anticipated experiencing negative interactions
with providers in the future. Thus, managing HIV-related and other forms of stigma in health care settings
frequently led to an avoidance of visits to health care providers, driven in part by negative emotional
experiences when anticipating or engaging in health care encounters. Hendrick, mentioned above,
described the direct correlation between stigmatizing healthcare interactions and a reluctance to seek
care at all:

Usually when you go to places like this [health care setting], people make you feel like, you know, hands
off. They don't make you feel comfortable at all. It's like totally psychological, and sometimes, you know,
you ain't in the mood for that shit.

Before visiting a new health care provider, participants often considered whether this new interaction
would recall or even multiply and exacerbate already existing traumas, including regarding their initial HIV
diagnosis and the circumstances within which they believed they were infected with HIV. Sandra,
introduced above, described a long series of retraumatizing healthcare experiences:

They'd just rather you die. So the care was not accessible or – to me my experience was bigoted. [...] I had
a little �ght left in me, so I decided to go to [another clinic] [...] They just [communicated to me], you're not
important. You just like go through the mills. Like I went in there, I had a high anxiety. [...] Because
everybody wanted a piece of me, is how I felt. And [I was] just overwhelmed. I'm literally crying. I broke
down in tears. Lady had to give me something to calm me down. Because it was just overwhelming
having all these people in my face while I'm trying to talk about my [situation].

For these and most other participants, experiences with healthcare providers were inseparable from other
social interactions, and participants carried with them their experiences of dehumanization. As a result,
many participants’ statements revealed the ways in which internalized and anticipated stigma, whether
directly experienced with each health care provider or not, sometimes resulted in expecting or even
normalizing substandard medical care. Notably, many participants shared accounts of working
individually with healthcare providers with whom they had overwhelmingly positive experiences, often
described as “life-saving.” Nonetheless, even these participants frequently viewed the healthcare system
as a whole as unwelcoming or adverse, and cited this as a reason to either actively seek welcoming, non-
judgmental providers, or to avoid healthcare visits altogether.
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Restricted autonomy
As noted above, despite reporting myriad positive experiences with individual healthcare providers,
participants nonetheless recounted feelings of ambivalence and anxiety when discussing their past,
present, and future relations with the healthcare system as a whole. Indeed, for nearly all participants
these feelings were closely associated with similar emotional and social experiences in non-health care
settings, which they viewed as often overlapping. In addition to facing a multitude of psychosocial and
socio-economic hardships, participants were hyper-aware of being continuously subjected to a
constellation of seemingly unrelated surveillance mechanisms such as prison, parole, probation, court-
mandated substance use treatment, supportive housing, child protective services, and, in some cases,
directly observed therapy (where PLWH are observed taking their medication daily by health care
professionals). As a result, participants often expressed feeling their autonomy was restricted or denied
with respect to personal decision making, and also noted that the harms caused to them by others were
commonly minimized or dismissed entirely. As a result, participants frequently reported responding to
these experiences by simultaneously expecting and recognizing a lower standard of care, but also by
asserting their autonomy through an avoidance of healthcare visits or medication for periods of time. Sal,
a 37-year-old African American/Black man who had been living with HIV for three years, drew a direct line
between feeling disempowered and intentionally avoiding healthcare visits:

A year ago I didn't care about being treated (for HIV). I didn't care about taking medications. Really it was
kind of because of the whole healthcare system and the frustrations I was going through as far as
actually getting medicated and getting care – stuff like that. [...] They would use my medicine as a carrot.
They would make me jump through hoops and do all sorts of types of things in order to get medicated,
and I didn't feel that I wanted to go through that. I didn't feel that was a correct way of treating somebody
with the virus. There was no compassion. We were grouped into almost a meat market of people, and
everybody was just there to be treated. We were separated from other people [in an HIV clinic]. It was
known that this was the [HIV] clinic, you know what I'm saying? So the whole embarrassment and
stigmatism of going there to get medicated... I had decided to myself that I didn't want to go through that.
[...] The whole thing was they were trying to get paid for the appointment. You know, they can bill by
Medicaid [public insurance for low-income populations] for how many times I come down there for an
appointment. So they were trying to get as many appointments out of me as possible, and every little
thing was appointment, appointment, appointment – when I know there could've been a better or easier
way.

As was noted above, for most participants equitable health care was rarely expected - an expectation that
was also frequently borne out in patient-provider interactions. On the other hand, even if equitable care
was not expected, participants expressed frustration in the face of substandard care conditions. Indeed,
many participants understood the primary function of healthcare systems, from primary care providers,
HIV and other specialists, pharmacies, and incentive-driven HIV research, not as providing the best quality,
convenient, con�dential, and patient-centered care possible to each patient, but rather as meeting “the
bottom line.”
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For others, interactions with various providers made it abundantly clear that participants were considered
unable to make healthcare decisions for themselves. Wayne, a 52-year-old African American/Black man
who was diagnosed with HIV at the age of 28, described being tested for illicit substances without his
consent, and explained how this directly led to his decision to miss appointments with his HIV care
provider:

And I turn around and got into there, and she’s talking about giving me drug tests, and I had no idea that
she was giving me drug tests. [...] Cocaine, crack cocaine, blah, blah, blah. And each time I went to [see]
her, she’s like, “Okay. You ain’t getting high. You don’t get high.” I was like, get high? Wait a minute. You
mean – how you know that? How do you took a doggone drug test and ain’t tell me about it? I mean –
even jobs, when they turn around and they tell you they’re going to drug test – they tell you they’re going
to drug test you. [...] You just turn around and took it upon yourself to turn around and give me a drug
test? You told me everything else but you ain’t tell me that? I was like, that’s fucked up. Okay. “What if I
was dirty? Then what would’ve happened?” I told her. She said, “Then I would’ve handled you in a
different way.” I’m like, “Handle me in a different way?” You ain’t supposed to show no partism to a
person who smokes and a person who doesn’t smoke.” You’re supposed to give them all the same
treatment regardless of what they do with the medication that you give or the information that they give
you. I was like, “I don’t really like the way you handle this.” So I been dealing with that. [...] And then, when
I left, when I left, I missed my appointment on purpose. My next appointment, I missed it on purpose.

Similarly, despite a robust body of research indicating that substance use does not necessarily preclude
high levels of adherence to ART (51), Tyler explained how substance use cessation is in many cases a
precondition put forth by providers for being prescribed HIV medications in the �rst place:

I’ve had other physicians that they’re very judgmental. You know, you’re doing drugs, you’re not going to
take these meds, you’re going to sell them, so I’m not going to give you these medications. They �gured
this [ART] is just going to make you worse.

Yet, in contrast, Tyler’s health care provider in another setting brought a harm reduction approach to their
discussions, which fostered his ability to manage HIV even when using illicit drugs, an approach
consistent with autonomy support.

So over the course of, I guess years, I just became more adherent to taking the meds and I would slowly
wean myself off of the other street drugs, you know.[…] [My doctor] was very progressive.[…] She was an
excellent doctor, and very open and very understanding.[…] Not stigmatizing.[…] So, she was very,
proactive–telling me, well, the same routine that you do your street drugs, I would like you to take these
HIV meds. So, that kind of clicked in and that made me adherent. And, then, over the course of time, I just
decided to reduce the harmful street drugs.

Yet, for many participants, it was more common for any sense of personal autonomy to be further
undermined by an understanding that they were being deliberately taken advantage of by the healthcare
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system as a whole. Jackson, 61-year-old African American/Black man who had been HIV positive for 21
years, described the following:

But I'll tell you one thing. I'll get tired of taking this medication because right now I'm in crisis. [...] Because
it's been a battle, man. You know, let me tell you something. They experiment on a lot of us, you know,
and it's sad, man. You know, using medicine, to get approval. You know, and to get in with these
pharmacies. You know, come on, man, you're messing with people's lives. And I'm going to see a lawyer
and I believe lawyer will understand what I'm saying, you know? Messing with people's life. You're
messing with my life. [...] I'm just a little fed up, that's all. You know, and you know, I keep it real with you. I
[don’t] feel like going into any of these buildings [where health care is provided] because they're trying to
kill me.

For Jackson, as for many participants, implicit and explicit stigmatization both within and outside of
clinical interactions were commonly experienced not only demeaning and degrading but as life-
threateningly hostile, and contributed to mistrust of the healthcare system, as well as causing emotional
distress. Nonetheless, it is worth noting that it was within discussions of autonomy (or a perceived lack
thereof) that the effects of symbolic violence were readily visible, as participants continually struggled to
locate themselves positively within the healthcare system as a whole.

The Sense of Personal Failure if not on ART
Despite experiencing and recognizing all of the emotional, social, and material challenges enumerated
above, participants who had achieved HIV viral suppression or who had successfully adhered to ART
nonetheless often retroactively experienced past ART periods of non-adherence as the result of personal
shortcomings. That is, for many participants, successfully attending HIV care appointments and adhering
to ART in the present often served as a powerful reminder of what many perceived as personal failings in
the past. Despite facing what were often seemingly insurmountable obstacles related to meeting their
daily needs, participants nonetheless continuously expressed a desire to “do well” with respect to their
HIV care and ART adherence. Indeed, for nearly all participants, and consistent with health care providers’
views, biomarkers such as high CD4-cell counts and low HIV viral load levels served as markers of
success. However, many participants’ self-narratives suggested that although they understood the
context within which they were expected to adhere to ART and to ultimately achieve viral suppression as
often prohibitive or at times even overtly hostile, they nonetheless frequently viewed themselves as at
least partially to blame for their lapses in HIV care engagement and/or ART adherence. In these
narratives, participants noted that they felt that only once one achieved a certain CD4-cell count or HIV
viral load would they achieve the status of one who deserved equitable treatment in society; namely, they
now deserved interactions with health care providers that were not perceived as confrontational,
suspicious, coercive, and judgmental. As Sandra, introduced above, noted:

I felt like people were judging me or, you know, they don't know my story the way they act towards you,
especially if you're coming in with such a high viral load. They look at you like you're careless. You don't
know my story, you don't know what I've been going through. You don’t know that I have private insurance
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and I got kicked off my insurance plan because of my, you know, my illness. You don't know the
background of why I'm not able to get my meds.

Similarly, Mona, a 33-year-old Latina woman who was diagnosed with HIV at the age of 23, fully
understood ART adherence and viral load suppression as desirable health outcomes, but nonetheless
faced deeply interconnected barriers to achieving these outcomes:

Of course, yes, I should be taking my meds. You know, I want to take my meds. I know and hear the
importance of taking your meds. It’s already proven that without meds I become very ill. [...] Right, but the
biggest problem right now is money, right. And sometimes you say you just don’t feel like taking [the
meds] … Honestly I would just want my CD4 to be in the normal range, or at least higher than 28 [a very
low CD4 cell count] so I could feel good and feel better. And maybe I think when you feel better physically
you think better mentally. So you know, I feel like I’m a regular person. When I’m sick and feeling not so
well I’m a little depressed, you know, and I got through my little shit. But when everything seems okay you
want to take your meds, you want to do good.

For Mona, feeling “a little depressed” and unlike “a regular person” often spiraled quickly into a situation
wherein she ended up feeling “dead inside” and missing doses or selling/diverting her medications
altogether, which she noted repeatedly was often her only option for survival: “Yes, honestly (when) it’s
not di�cult … I don’t have to sell them.” As is the case with many participants, Mona saw depression,
stigmatization, and �nancial necessity as deeply interconnected, if not indistinguishable. Again, within
these narratives, the unwillingness or inability to regularly take HIV medications was sometimes
understood as a personal failure rather than a failure of a larger system to provide appropriate supports
such as high-quality housing, an adequate food supply (as food insecurity was endemic in this
population), and su�cient entitlements to allow participants to make ends meet, along with their health
care providers’ failure to understand things from their perspectives, including an understanding of the
structural barriers that characterized so many aspects of their lives. Mona, introduced above, described
her situation as follows:

Nobody wants to be a bum or a drug addict, and it just doesn't happen, life happens. You know,
sometimes when you don't have a friend you don't know how to cope. And you turn to drugs, and you get
fucked up physically, you know, you just change who you are. I felt like that was happening to me too. [...]
I just want to enjoy life for what it is. I don't want to be rich. I just want normal. I just want furniture in my
living room. I want everything a normal mom wants. I don't want nothing more. I don't want nothing less.
That's it. I just think I compromise too much.

Like Mona, nearly all participants described “normality” as an all but untenable goal in the past, present,
and/or future, and viewed themselves as largely responsible for having not achieved that goal.

Discussion
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Relatively little is known about the experience of managing HIV and ART over a decade, two decades, or
even more, particularly among those who live in chronic poverty. The present study addresses this gap in
the literature. We took a qualitative approach to uncover, unpack, and explore the perspectives of African
American/Black and Hispanic/Latinx PLWH from low-SES backgrounds in the United States who had
lived with HIV for 20 years, on average. We found the concept of symbolic violence, nested within an
intersectional framework (13), serves as a useful organizing principle for interpreting participants’
complex relationships with exclusion, harms, and HIV-related and other forms of stigma, including their
understandings of the cumulative effects of social and structural contextual factors on their senses of
selves, social lives, health care decisions, and experiences with health care providers and health
care/social service settings.

We found symbolic violence, that is, an often imperceptible form of violence wherein structures of
domination become taken-for-granted and are often internalized, is manifest in the lives of this sub-
population of PLWH in the following speci�c ways. It is enacted through language directed toward them,
and/or that PLWH believe is being directed toward them, to describe them, even if not stated explicitly,
such as "addict," "prostitute," "street walker," “gay,” and “strung out on crack.” The highly charged term
“AIDS,” which the public health system no longer uses for the most part, is symbolically violent. Further,
other types of communications, both verbal and behavioral, relay exclusion and disgust, and remind
PLWH of their social position, such as family members using paper plates and cleaning products when
PLWH come to visit, often experienced as an individual microaggression and overt stigma. Other
communications, such as individuals declining to make eye contact or to greet certain PLWH upon arrival
in social service and healthcare settings, serve to remind PLWH of their non-dominant place in society
and keep the social hierarchy in place. Health care and social service policies, such as �nancial bene�t
levels that are not su�cient to prevent extreme poverty and food insecurity, commonly act as symbolic
violence. Symbolic violence can manifest in professional relationships, such as health care provider
behavior experienced as not supportive of personal autonomy (e.g., being drug tested without prior
consent). Moreover, the built environment is often symbolically violent, such as when PLWH in low-SES
environments experience health care facilities and supportive housing placements as sub-standard in
comparison to those available to their peers in the higher socioeconomic statuses, and when HIV clinics
are located separately from other facilities.  We found that over time, symbolic violence creates a counter-
productive intra-psychic, emotional, and inter-personal context that serves as a primary cause of
nonadherence to ART. This, in turn, serves to reinforce and perpetuate various forms of social exclusion
and marginalization, including those based on race/ethnicity, gender, social class, sexual orientation,
substance use, and HIV status and their intersections.

Over half of participants in the present study were taking ART with high levels of adherence at the time
the qualitative interviews were conducted. Nonetheless, participants’ narratives rarely highlight that major
achievement, suggesting that participants’ perceived “failures” tend to be more readily apparent to them
than their successes. Additionally, participants describe numerous obstacles to ART adherence, and study
�ndings further suggest that high levels of ART adherence, once achieved, are often exceedingly di�cult
to sustain in this highly challenging emotional, social, and structural context. In fact, results highlight the
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extent to which considerable effort is required for PLWH to take ART with high levels of adherence in the
context of symbolic violence and anticipated, experienced, and internalized stigmas. Yet, study �ndings
also point the way to characteristics of an optimal social/structural context with minimal symbolic
violence which, although perhaps not easily achieved, could nonetheless better promote HIV
management and align with the public health system’s goals. We discuss the speci�c inter-related
mechanisms and processes by which symbolic violence affects the lives and health behavior of African
American/Black and Hispanic/Latinx PLWH from low SES backgrounds below, followed by implications
for policy, future research, and clinical practice.

Study �ndings highlight that over time, material, social, and emotional challenges, including stigma,
commonly serve to “grind down” PLWH and eventually diminish their sense of self-worth and even, in
some cases and for some periods of time, their will to live. In this context, unsurprisingly, sustaining ART
with high levels of adherence is exceedingly challenging. As described above, past studies have
highlighted the importance of related intrapsychic and attitudinal factors in managing HIV such as
optimism, personal autonomy, focus on the self, and making meaning of HIV(14-17). The present study
extends this past literature by describing mechanisms by which such vital intrapsychic characteristics
and coping mechanisms and the will to live can be either supported or eroded over time. Moreover, results
demonstrate that many PLWH living in chronic poverty and facing multiple forms of social exclusion may
at times view their challenges as a result of personal de�ciencies rather than almost insurmountable
structural barriers. On the other hand, the present study also identi�es factors that support participants in
persisting in their efforts to achieve and maintain good health, such as creating family of choice,
exercising autonomy, and engaging, where possible, in high-quality social service and health care settings
that engage PLWH as a whole person and support of personal goals.

 Study �ndings were consistent with past research on stigma and its contribution to social isolation (52),
but also advance this past literature by unpacking PLWH’s perspectives on mechanisms through which
factors such as perceived stigmatization from friends and family, unfavorable housing environments,
and adverse conditions in various other social settings can lead to extreme social isolation, including via
self-isolation. Further, this study illustrates the ways these phenomena are compounded when PLWH
understand extreme forms of social isolation as an individual failure rather than as a direct result of
societal-level stigma and substandard institutions available to those in poverty. Indeed, social isolation is
a very serious public health concern, related to coping by withdrawing socially and greater negative mood
(53). Moreover, there is very strong evidence that social isolation is related to elevated morbidity and
mortality rates (54). Overall, results demonstrated that although HIV and other related stigmas were
indeed frequently seen as manifested in individual social interactions, including patient-provider
interactions, as other studies have shown (55-57) perhaps one of the most pernicious aspects of stigma -
and internalized stigma in particular - was its ability to maintain structural inequities such as unequal
access to and differential treatment by the healthcare system, exclusion from social spaces, and lack of
autonomy in personal decision-making in ways that were often hidden from plain sight.



Page 27/41

Thus, we found that this population of PLWH often experiences a perceived lack of autonomy or
insu�ciently supported autonomy when visiting healthcare providers, including a sense that providers
can at times deny the reality of participants’ lived experiences. Of serious concern, PLWH commonly
withdraw from HIV care altogether and stop taking ART as a means of exercising their autonomy and
coping with negative affect inherent in these strained encounters. On the other hand, health care
providers and the settings in which they operate are under pressure to bring all their patients onto ART
and achieve viral suppression, even while health care encounters are short and resources may be
insu�cient (58). Further, health care providers may not have the training or resources to address the
complex material, social, and psychological needs that PLWH from low SES backgrounds may experience
(59). In other words, health care providers are also subject to social and structural barriers to providing
optimal HIV care. Moreover, substance use was a common point of friction between participants and
healthcare systems and providers. PLWH who have used or who are currently using substances often
experience judgement and potential denial of equitable health care from healthcare providers. However,
HIV care providers are trained to treat this complex chronic health condition, and may not have the skills
or interest in engaging patients around substance use concerns (58, 60).Thus, substance use is another
point of friction that commonly serve as a juncture when patients are lost from HIV care and/or stop
taking ART. It must be noted, however, most participants report having numerous positive and even life-
changing and life-saving experiences with their own personal healthcare providers. Indeed, the
substantial rates of engagement along the HIV care continuum locally and nationally highlight that the
HIV care system meets the needs of most PLWH. However, for the substantial proportion who are poorly
engaged along the HIV care continuum, experiences with the healthcare system as a whole, often
combined with dehumanizing experiences with certain social service agencies, supportive housing, and
the criminal justice system, commonly coincide with healthcare systems in such a way that they are
collectively experienced as indifferent or hostile.

Disengagement from HIV care and/or ART are a common conscious application of personal autonomy
(e.g. “I had a little �ght left in me” and “they’re not going to break me”). Navigating the highly complex
landscape of healthcare in an urban environment requires a great deal of shrewdness and sophistication,
along with the willingness and ability to determine which types of providers might be doing more harm
than good to one’s physical and emotional health. This highlights the notion that struggling to achieve
and maintain optimal health within the context of symbolic violence does not necessarily translate into
low self-esteem and/or docility. Rather, participants’ desire to successfully manage HIV, including but not
limited to HIV care, ART adherence, and achieving HIV viral suppression, frequently requires participants
to ascertain the degree to which their own mental and physical health care needs are being met by
particular providers, and to make decisions about which providers to engage with based on this personal
assessment of their needs. Nonetheless, overall results from this study underscore that understanding the
relationship between extreme social isolation and ART nonadherence through the lens of symbolic
violence makes it clear that participants’ responses to internalized stigmas are more complicit with social
structures than with social attitudes. Conversely, when this subpopulation of PLWH engages with social
service and other settings that support autonomy, combat dehumanization, and acknowledge social and



Page 28/41

structural factors that contribute to a lack of engagement along the HIV care continuum, the emotional
bene�ts are apparent, and, �ndings suggest, this type of setting contributes substantially to participants
re-engaging in the �ght to maintain health, even if social and structural conditions continue to serve as
impediments to optimal HIV management. Indeed, social services and health care settings are not
su�cient to undo challenging contextual in�uences, and signi�cant, even heroic, effort is still needed to
take ART on a daily basis.

 

 

Implications for policy, practice, and future research.

 

As Williams and Jackson (61) note, efforts are needed to identify and maximize health-enhancing
resources that may reduce some of the negative effects of psychosocial factors on health. Consistent
with the standpoint taken in the present study, they outline how health and health disparities are
embedded in larger historical, geographic, sociocultural, economic, and political contexts. Thus, changes
in a broad range of public policies, including those outside traditional health policy, are likely to be central
to effectively addressing racial/ethnic disparities such as those in HIV (61). In Table 3 we present a
number of recommendations for policy and medical and social service practice settings that emerged
from the present study. Taken together, these recommendations have great potential to undercut the
effects of symbolic violence in the lives of African American/Black and Hispanic/Latinx PLWH from low-
SES backgrounds and provide an environment conducive to effective HIV management. Indeed, these
recommendations, taken together, have potential to address and potentially reduce symbolic by
promoting the interests of “non-dominant” groups as well as reducing distinctions and hierarchies of
ranking between dominant and non-dominant groups, thereby challenging the status quo (37). Further,
more research is needed on the reasons why and the mechanisms by which individuals are dominated
and oppressed (kept “down”), enforced by norms (kept “in”) and avoided (kept “away”) (33). We
acknowledge that many of these frameworks and initiatives in Table 3 are being implemented in some
settings, including New York City, where the present study was conducted. In fact, New York City has
made recent substantial progress in engaging PLWH along the HIV care continuum, as described above.
Nonetheless, approximately 30% of PLWH in New York City are not virally suppressed, mainly African
American/Black and Hispanic/Latinx PLWH from low-SES backgrounds, and, as noted above, viral
suppression, once achieved, is not necessarily sustained. Thus enhancements in policy and practice, and
poverty and stigma reduction efforts, are needed even in resource-rich settings with a large and mature
HIV epidemic such as New York City to sustain gains made and improve rates of engagement along the
continuum. Notably, the present study highlights the need for research on the population of those living
with HIV over decades. However, as Buscher and Giordano  (19) have noted, currently there is no unifying
concept for studying this population of long-term survivors of HIV (and they suggest the term “HIV
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survivorship research”), and interest is scattered throughout different �elds and results are presented in
various clinical, behavioral, public health, and health services forums.   

 

Limitations

 

The study has a number of methodological strengths, including the use of data from two separate
studies and the fact that saturation was reached on core themes. The present study also has limitations.
One limitation is the purposive sampling method for Study 1, and that Study 2 enrolled only the subset of
the larger population of PLWH with barriers to engagement along the HIV care continuum and non-
suppressed HIV viral load at the time they joined the study (although 60% were taking ART at the time of
the interview). Further, participants were 50 years old, on average. These sampling factors may limit our
ability to generalize �ndings to the population of African American/Black and Hispanic/Latinx PLWH as a
whole, including younger PLWH. Yet, purposive sampling and focus on this subpopulation are consistent
with the goals of qualitative research, which aims for depth rather than breadth. Further, we had less
quantitative data on the sociodemographic and background characteristics of participants in Study 1.
Nonetheless, �ndings from Study 1 were valuable and we have included them in the present study.
Second, participants in Study 2 were engaged in a larger study to test intervention components designed
for African American/Black and Hispanic/Latinx PLWH with non-suppressed HIV viral load, albeit in the
early stages of such intervention activities. These intervention activities may have shaped their
perceptions of their HIV-related decisions and behaviors. On the other hand, their retrospective re�ections
on their HIV careers were consistent with those in Study 1, which supports the validity of study �ndings. 
Although the sample size was substantial for a qualitative examination of this nature, and we did reach
saturation on core themes as noted above, it did not allow us to examine age, sex, or racial/ethnic
differences in detail, a gap that future studies on this topic can address. Last, the present study did not
include respondent triangulation, such as interviews with health care providers or other stakeholders.
Indeed, such triangulation would have allowed us to examine the experience of HIV management from
different perspectives and thereby validate results through cross veri�cation (62).

 

Conclusion
Despite major recent advances in HIV treatment and improvements in engagement along the HIV care
continuum leading to increasing lifespans for PLWH, African American/Black and Hispanic/Latinx PLWH
experience more barriers to engagement, as well as inferior health outcomes, compared to their White
peers. There is growing awareness that complex, multi-level factors, including social and structural
factors, impede engagement along the care continuum.
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Symbolic violence proved to be a useful framework for uncovering and unpacking the understanding,
meaning, and experiences of African American/Black and Hispanic/Latinx PLWH from low-SES
backgrounds who had been diagnosed with HIV 20 years ago, on average, the social and intrapsychic
effects of a long HIV career, as well as identifying a number of critical factors that promote or impede
successful management of HIV. Study �ndings have potential implications for interventions in
community and health care settings.
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Table 1. Sociodemographic and health characteristics of participants -Study 1 (N=18)
  Mean, %
Age range in years 50-69
Male sex 56
African American/Black 79
Hispanic/Latinx 21
Low socioeconomic status  100
Receives public health insurance (Medicaid) 100
Years living with HIV (M) 21
    Range of years living with HIV 3-33
Taken ART in the past 100
Taking ART at the time of the interview with high levels of adherence  61

 

 

Table 2. Sociodemographic and background characteristics of participants - Study 2 (N=41)
  Mean (SD) or %
Age in years (M, SD) 49.3 (9.05)
       Age range in years 23 - 62
Male sex 78.0
If male, cisgender and heterosexual 62.5
If male, cisgender and sexual minority 34.4

 
Transgender 3.1
African American/Black, non-Hispanic 78.0
Hispanic/Latinx 19.5
In a long-term relationship including registered domestic partnership, married 34.1
High school graduate/GED or higher 82.9
Working full-time or part-time off-the-books or on-the-books 17.1
Ran out of funds for necessities monthly or more in the past year 48.8
Food insecurity  85.4
Stable housing (has his/her own home or apartment, including funded by government programs or benefits) 48.8
HIV History and Health Status Indicators  
Years living with HIV (M, SD) 18.5 (7.57)
       Range of years living with HIV (min, max) 3.00, 33.0

 
Taken ART in the past 100
Number of times stopped and started ART in the past  11.3 (18.5)

 
Longest time on ART in the past (in months) 44.2 (64.3)

 
On ART with good adherence at interview  60
Participated in substance use treatment in the past 78.0

 
Moderate-to-high risk of alcohol problems (WHO ASSIST) 61.0

 
Moderate-to-high risk of cannabis problems (WHO ASSIST) 65.9
Moderate-to-high risk of other drug problems (WHO ASSIST) 73.2
Covered by health insurance or a health plan including programs for low-income populations (Medicaid) 95.1
Received health care for HIV in past year 95.1

 
Self-reported health status good or better (SF-12) 41.5
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Table 3. Recommendations that emerged from the present study
Overall lesson learned Specific recommendations
Poverty is a fundamental cause of HIV-related
health and other social inequities 1. ▪        Provide universal basic income

2. ▪        Increase entitlements and access to high-quality social services to support health
behavior

Stigma is another fundamental cause of HIV
inequities 1. ▪        Address community-level stigma within its broader structural context (e.g.,

CHHANGE study) (62)
2. ▪        Implement stigma-reduction efforts at the levels of health care systems, providers,

and PLWH
Employment and resultant productivity,
meaning, and structure are largely absent  1. ▪        Provide job training programs in health care and social service settings, as

employment can increase knowledge, money, power, prestige, and beneficial social
connections and reduce the fundamental causes of disparities (63)

2. ▪        Change policies so employment does not interfere with entitlements and health
benefits

Substance use is chronic and recurring
1. ▪        Provide interventions to health care settings to reduce substance use-related stigma
2. ▪        Locate specialized retention clinics within HIV clinics to support persons who use

substances (64)
3. ▪        Ground services in harm reduction, emphasizing support for individual autonomy
4. ▪        Locate evidence-based substance use treatment in HIV care settings

Housing is often precarious, coercive, and of
poor quality 1. ▪        Provide high-quality and stable housing to reduce dehumanization, social isolation, and

exposure to others with substance use problems (65)
The physical and social characteristics of
health care/social service settings can be
experienced as dehumanizing

1. ▪        Design health care settings to be open, transparent, and inclusive, consistent with the
concepts of spatial and placial justice (66)

Aspects of health care/social service
encounters can support HIV management but
may be lacking in poorly-resourced settings

1. ▪        Provide support for autonomy
2. ▪        Show a lack of judgment about ART non-use, substance use, and other aspects of

PLWH’s lives
3. ▪        Develop and implement practices that combat dehumanization and devaluation
4. ▪        Integrate motivational interviewing (67), strengths-based (68), and person-centered

care approaches into services (69) because they have a strong evidence base, foster
engagement, and support resilience and autonomy

5. ▪        Reduce penalties for missing HIV care appointments, as avoidance of care is one
strategy PLWH use to manage HIV over the long-term 

Negative emotions impede engagement
1. ▪        Implement interventions that attend to emotional barriers, along with those that focus

on cognitions and behavioral skills (70, 71).
2. ▪        Acknowledge fear, distrust, and other negative affective states and include

programming to help participants manage negative emotions(70, 72-74)
Continuous traumatic stress is endemic and
chronic 1. ▪        Services can address the sequelae of a traumatic HIV diagnosis experience, and the

often non-linear and challenging process of accepting and adapting to the diagnosis (18)
2. ▪        Integrate trauma-informed care (75)

PLWH often prioritize individual “failings”
despite myriad accomplishments 1. ▪        Help staff and PLWH understand and acknowledge social and structural drivers of

poor HIV management, called structural competence (76)
Heroic efforts are needed to overcome serious
barriers, but this is not reasonable to expect of
PLWH

1. ▪        Policies and practices noted above, taken together, can reduce the need for such
heroic effort, to thereby foster and support effective HIV management

Symbolic violence creates serious barriers to
engagement 1. ▪        Conduct research to improve the efficiency, effectiveness, and cost-effectiveness of

interventions to address the issues noted above tailored for this population, using
pioneering approaches such as the multiphase optimization strategy (77)
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Figures

Figure 1

Summary of primary themes found in the present study
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Figure 2

Summary of the two alternating pathways that result from symbolic violence


