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Abstract
Adherence and retention in care are key targets to achieve favorable health outcomes for people with HIV. 
Challenges with adherence and retention are pronounced for marginalized communities facing intersectional 
structural oppression. Community health worker delivery of Managed Problem Solving (MAPS+), an evidence-
based behavioral intervention, has the potential to improve adherence and retention, yet understanding structural 
inequities affecting people with HIV is necessary to increase the likelihood of equitable implementation. The 
current study explores systemic inequities influencing HIV care adherence and retention, and approaches to 
address these challenges. We conducted semi-structured interviews with 13 clinics and 4 constituent groups: 
prescribing clinicians, non-prescribing clinical team members (e.g., medical case managers), clinic administrators, 
and policymakers. Through reflexive thematic analysis within a constructionist paradigm, we identified two key 
themes. The first elucidated experiences of systemic inequities such as access to resources, healthcare system 
navigation difficulties, power differentials, medical mistrust, intersectional stigma and potential patient burden 
associated with MAPS+. The second theme highlighted the ways in which staff and clinicians shoulder the burden 
of addressing inequities by approaching people with HIV with dignity and developing trusting relationships and 
how MAPS + can bolster this approach by partnering with and centering patient needs. While these individual 
and organizational efforts are valuable, ending the HIV epidemic requires structural changes to address systemic 
inequities directly. This research underscores the complex interplay between structural oppression and HIV care, 
calling for comprehensive approaches to achieve health equity.
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The U.S. Department of Health and Human Services 
launched the Ending the HIV Epidemic (EHE) initia-
tive in 2019 with the goal of reducing new HIV (Human 
Immunodeficiency Virus) diagnoses by 90% by 2030 [1]. 
Adherence to treatment and retention in care are essen-
tial for achieving viral suppression and reducing new 
diagnoses. Challenges with reaching viral suppression 
related to adherence and retention in care are particularly 
pronounced among individuals from marginalized and 
minoritized populations who experience inequities across 
the care continuum including linkage to care, treatment 
adherence, retention in care, and viral suppression [2, 3].

Forces of historical and ongoing structural oppression 
(e.g., racism, sexism, homophobia, transphobia, poverty, 
ableism) lead to downstream systemic inequities that 
inhibit successful treatment adherence and retention. 
Structural oppression operates through institutional (e.g., 
education, health care system, justice system, housing) 
and societal norms leading to inequities in the HIV care 
continuum [4, 5]. Importantly, many individuals with 
multiple minoritized identities experience intersectional 
structural oppression, that is the compounding effects of 
multiple intersecting systems of oppression [4, 6, 7, 8]. 
Indeed, within Black and Latine communities, LGBTQ+ 
(Lesbian, Gay, Bisexual, Transgender, Queer or Question-
ing, and additional identities) identifying men and Black 
women within the US are disproportionately affected 
by inequities that impact HIV care [9]. For example, 
research has demonstrated how systemic inequities such 
as disproportionate incarceration, stigma related to social 
identity and neighborhood deprivation have been associ-
ated with decreased HIV testing, greater HIV risk, lower 
treatment utilization, and decreased viral suppression 
in Black LGBTQ + identifying men [10, 11]. In addition, 
studies focused on Black women with HIV have found 
that experiences of discrimination, medical mistrust, 
community violence, and poor access to social services, 
transportation, and childcare are barriers to receiving 
and engaging in preventative HIV care [12, 13].

To address inequities in HIV care and to prevent new 
infections, researchers have focused on developing and 
testing interventions that optimize the benefits of care 
for PWH. Evidence-based treatments delivered in com-
munity-based settings have the potential to both address 
broader EHE goals and reduce inequities experienced by 
individuals with marginalized and minoritized identi-
ties, if they are designed to do so. One such example is 
Managed Problem Solving (MAPS) an evidence-based 
intervention to increase medication adherence and viral 
suppression in PWH. MAPS uses a collaborative prob-
lem-solving approach [14] to partner with the patient 
and support them in skill-building and identifying solu-
tions for their individual needs, and empowering peo-
ple to manage their own health. Efficacy research has 

demonstrated that MAPS significantly increased medica-
tion adherence and viral suppression one year following 
intervention [15], and there is potential that MAPS can 
also be deployed, if adapted appropriately, to address care 
retention.

Harnessing the power of community health workers 
(CHWs) to deliver evidence-based interventions, such 
as MAPS, may increase feasibility of implementation 
and cultural responsiveness of the intervention itself, in 
addition to directly addressing structural factors. Spe-
cifically, CHW supported interventions have resulted 
in positive impacts on treatment adherence and subse-
quently viral load suppression in PWH within marginal-
ized populations [15, 16, 17]. CHWs are often members 
of the communities where they work, selected by those 
communities, and work parallel to the health system 
[17]. These characteristics uniquely position CHWs 
both to understand the individual level experience of 
intersectional structural oppression and to help patients 
overcome structural barriers to care retention and treat-
ment adherence through problem solving and advocacy. 
Supporting CHWs, who bridge gaps in communication 
between patients, communities, and the healthcare sys-
tem, to deliver MAPS could be an effective approach for 
patients disproportionately impacted by health inequities 
[16].

In preparation for a hybrid type 2 effectiveness imple-
mentation trial, our team aimed to understand how to 
support CHW delivery of MAPS+ (an adapted version 
of MAPS that also focuses on care retention) by under-
standing determinants of implementation. Initial findings 
from our rapid qualitative analysis indicated key determi-
nants of MAPS + implementation across the implementa-
tion continuum from introducing MAPS + to clinics (e.g., 
leadership and staff buy-in) to coordinating care between 
the CHW and the clinical team (e.g., clear communica-
tion of patient needs) [19]. Across the implementation 
continuum our results highlighted the importance of fac-
tors within the sociopolitical context (e.g., poverty, struc-
tural racism, structural stigma, norms of respect and 
dignity in HIV care).

To end the HIV epidemic, supporting treatment adher-
ence and care retention within the larger context of struc-
tural oppression must be prioritized. Existing research 
has examined the systemic inequities faced by PWH 
that impact retention in care and treatment adherence 
especially for individuals who hold intersecting minori-
tized identities, such as socioeconomic stressors, stigma, 
discrimination, mistrust [3, 4, 7, 19, 20–22]. However, 
there remains a gap in understanding how these inequi-
ties manifest and how they are addressed across various 
systems and levels of care to reduce disparities in adher-
ence and retention [20]. Our current study addresses this 
gap by centering the voices of a range of constituents 
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within the healthcare system to examine how intersec-
tional structural oppression manifests across levels of 
context (e.g., within clinic policies, client experiences, the 
relationship between the client and clinicians). Addition-
ally, we explore the ways in which individuals and sys-
tems navigate and mitigate these inequities and how they 
may interact with interventions, such as MAPS+, that 
are aimed at supporting adherence and retention. These 
results can inform the development of implementation 
strategies to improve the effectiveness of evidence-based 
intervention in communities facing structural inequities 
and highlight the ways in which interventions can miti-
gate disparities in adherence and retention in HIV care.

Methods
Study setting
The study took place in Philadelphia County, one of 48 
counties in the United States prioritized through the 
EHE given high rates of new HIV diagnoses and low care 
retention [21].

We partnered with 13 Ryan White outpatient/ambu-
latory health service sites (O/AHS) funded through the 
Philadelphia Department of Public Health (PDPH) serv-
ing PWH in the eligible metropolitan area. Ryan White-
funded clinics provide low-income individuals who are 
uninsured or underinsured with access to medical care. 
In addition, nearly 75% of patients served by Ryan White-
funded O/AHS are from racial and ethnic minoritized 
backgrounds [22]. Each of the 13 O/AHS serve patient 
populations with a high prevalence of HIV.

Participants
We recruited constituents to participate in pre-imple-
mentation interviews using purposive sampling across 
the Ryan White-funded clinics [24]. Constituent groups 
were collaboratively chosen in consultation with PDPH 
leadership and the study team and included prescrib-
ing clinicians, non-prescribing clinical team members 
(i.e., behavioral health consultants, medical case man-
agers, outreach coordinators), clinic administrators, 
and policymakers from the Philadelphia Department of 
Public Health. We identified a sample size of approxi-
mately 30 participants with the expectation of achieving 
meaning saturation for a “richly textured understanding 
of issues” across constituent groups [25]. Participants 
were required to speak English fluently for interview 
participation.

Procedures
We conducted semi-structured interviews from Janu-
ary 2021 to May 2021 to gather constituent perceptions 
of possible barriers and facilitators to equitable imple-
mentation of MAPS + and adherence and retention 
more broadly (See Appendix A). Guided by the updated 

Consolidated Framework for Implementation Research 
(CFIR), an implementation determinant framework, 
our interview guide queried around the following key 
domains: (1) innovation (i.e., MAPS characteristics); 
(2) outer setting (i.e., the economic, political, and social 
context within which an organization exists); (3) inner 
setting (i.e., the organizations in which MAPS + will be 
implemented); and (4) characteristics of the individuals 
(i.e., patients, CHWs, clinicians, and other staff involved 
in implementation). We tailored the guides to each con-
stituent group (See Appendix A for an example interview 
guide for prescribing clinicians).

Two research team members including the lead 
author piloted the interview guides and subsequent ini-
tial interviews. Two additional team members under-
went comprehensive training to conduct the remaining 
interviews, in which they observed 2–4 interviews con-
ducted by AS and then conducted at least one interview 
under observation to ensure quality. Interviews were 
conducted remotely (i.e., via Zoom secure or telephone) 
due to COVID-19 pandemic mitigation measures, audio-
recorded, and lasted approximately one hour. No inter-
views ended prematurely. No participants engaged in 
follow-up interviews. All participants provided verbal 
informed consent and were compensated with a $50 
electronic gift card. The Institutional Review Boards 
of the University of Pennsylvania and City of Philadel-
phia approved this study. We adhered to Standards for 
Reporting Qualitative Research to ensure transparency 
and rigor in our reporting [26].

Qualitative data analysis
Interviews were transcribed verbatim and imported 
into NVivo software for data management and analysis 
[27]. We sought to move beyond the initial identifica-
tion of barriers and facilitators to MAPS + implementa-
tion described in the primary research study [19] to more 
deeply understand the structures that influence adher-
ence and retention for PWH to inform the equitable 
implementation of MAPS+. We conducted reflexive 
thematic analysis within a constructionist paradigm [28, 
29]. We used both an inductive and deductive approach 
to analysis. Our team began by immersion in the tran-
scripts to gain familiarity with the dataset. We then open 
coded eight transcripts to inductively identify key emer-
gent constructs. Intersectionality theory [30, 31] and the 
CFIR provided theoretical scaffolding. Incorporating 
intersectionality allowed us to examine how systems and 
structures of power shape the context in which inter-
ventions are implemented. Use of the CFIR with atten-
tion to a priori attributes of interest (e.g., Outer Setting, 
Characteristics of the Intervention, Characteristics of 
the Individuals Involved) allowed us to clearly visual-
ize the ways in which inequities manifest across levels of 
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context. In particular, CFIR’s description of Outer Set-
ting determinants was enriched by intersectionality 
theory to describe how these determinants operate and 
generate downstream sequelae for PWH. Integration of 
inductive and deductive approaches allowed us to center 
participant-based meanings, while also organizing our 
themes within the CFIR [28]. While there are some limi-
tations to using a combination of inductive and deductive 
approaches, such as difficulty merging inductive themes 
within a deductive framework, we found the CFIR pro-
vided useful structure.

We developed a codebook with both inductively and 
deductively derived codes, which functioned as inter-
pretative labels. We then double-coded 5 transcripts 
to ensure conceptual concordance and made iterative 
codebook revisions. The team kept analytic memos as 
we coded to maintain awareness of our positionality and 
theoretical framework. These memos, which also pro-
vided an audit trail to enhance rigor, were utilized dur-
ing weekly discussions about the relationships between 
codes and began identifying potential themes. After all of 
the relevant data were coded, we searched for themes to 
address the research question, identifying salient patterns 
and their relationships both within and across the codes. 
We then generated candidate themes, further refined 
these themes with team discussion and review of data 
extracts, and finalized both themes and subthemes [29].

The research team was comprised of physician sci-
entists and researchers with expertise in implemen-
tation science, health equity, and HIV care. The lead 
author and coder of the qualitative data identifies as a 
Latina, cis-gender clinical psychologist with expertise in 

community-engaged research and culturally responsive 
care and lived and professional experience with minori-
tized communities. The second author (CM) and coder 
identifies as a Black American, cis-gender scientist-prac-
titioner in training, with lived and professional experi-
ence with marginalized communities. The third author 
(DC) and coder identifies as a Black American, cisgender 
woman and a clinical research scientist, with professional 
experience in studying environmental and social deter-
minants of health. The three authors (AS, CM, DC) who 
conducted qualitative analyses engaged in ongoing self-
reflection of our own positionality and biases via reflexive 
memos and group debriefing.

Results
Participant demographics
We enrolled a total of 31 constituents from four different 
groups (prescribing clinicians (n = 6)), non-prescribing 
clinical team members (i.e., behavioral health consul-
tants, medical case managers, outreach coordinators) 
(n = 14), clinic administrators (n = 7), and policymakers 
(n = 4). The non-prescribing clinical team members (i.e., 
behavioral health consultants, medical case managers, 
and outreach coordinators) were the most represented 
group (45%). The majority of the constituents (81%) 
identified as female and approximately half identified 
as non-Latine White, 30% as Black, and 20% as Latine. 
See Table 1 for additional identity and role related back-
ground information.

Our analysis generated two key themes. Our first 
theme, Structures That Discriminate Create Systemic 
Inequities in HIV Care, reflects the observable manifes-
tations of structural oppression enacted across patients, 
staff, and clinics. Our second theme, Dignity and Trust 
Serve To Ameliorate Systemic Inequities, reflects the ways 
in which the constituents attempt to ameliorate inequi-
ties caused by structural oppression. We identified sub-
themes that will be described across CFIR domains: (See 
Table  2 for themes, subthemes, and illustrative quotes). 
They will be discussed in reference to adherence and 
retention in general and specifically to the theoreti-
cal MAPS + implementation. Importantly, interactions 
between individuals (despite being indicated as potential 
determinants of equitable implementation) are not cap-
tured by the CFIR framework, however we have added 
the domain ‘clinical encounter’ to capture this construct 
[32]. See Fig. 1 for a visual of our themes and subthemes.

Theme 1: structures that discriminate create systemic 
inequities in HIV care
Constituents across groups identified systemic inequi-
ties as being the main drivers of poor adherence and care 
retention for PWH. Specifically, constituents commonly 
described aspects of intersectional structural oppression 

Table 1  Constituent characteristics (N = 31)
n (%)

Constituent Group
  Prescribing clinicians 6 (19.3)
  Non-prescribing clinical team members 14 (45.2)
  Clinical administrators 7 (22.6)
  Policymakers 4 (12.9)
Gender Identity
  Female 25 (80.7)
  Male 6 (19.3)
Racial/Ethnic Identity
  Black/African American 9 (29.0)
  Hispanic/Latine 4 (12.9)
  White Hispanic/Latine 2 (6.5)
  White non-Hispanic/Latine 15 (48.4)
  Prefer not to disclose 1 (3.2)

M (SD)
Age 44.9 (11.8)
Years in field 11.5 (8.3)
*“Other clinical team members” included team members who do not prescribe 
medications (i.e., behavioral health consultants, medical case managers, and 
outreach coordinators)
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including racism, poverty, and homophobia as leading to 
inequities that affect the patients they serve. For exam-
ple, one of the policy maker participants explained that 
“structures are designed and put in place to discriminate 
against People of Color” (Policy Maker, 1) and cause them 
to be disproportionately impacted by barriers to adher-
ence and retention (e.g., living in under resourced neigh-
borhoods, poverty, stigma).

The experience of systemic inequities that we observed 
in our data are characterized by six subthemes or mani-
festations of systemic inequities across multiple CFIR 
domains: (1) lack of access to resources and basic needs, 
(2) challenges navigating the healthcare system, (3) 
power differential within the medical setting, (4) medical 
mistrust, (5) intersectional stigma, and (6) undue patient 
burden. These manifestations of systemic inequities 
occur across levels of the CFIR. While all subthemes have 
the potential to influence MAPS + implementation, any 
potential disadvantaged to MAPS were discussed within 
the context of patient burden, so a subtheme specific to 
MAPS + will be presented.

Outer setting: lack of access to resources and basic needs
Constituents frequently highlighted concerns surround-
ing their patient’s lack of access to resources and basic 
needs, such as safety, food, stable housing, mental health 
care, internet, phones, and transportation which inter-
feres with their ability to access and adhere to care: “All 
of the same lower wages, access to a safe school and a 
safe environment for themselves and for… their children 
prevents them from having the time and the money and 
the phone and the focus to get into appointments.” (Out-
reach Coordinator, 1) Constituents often shared that 
their unhoused patients experienced the most barriers to 
retention given difficulties with staying connected to care 
(i.e., lack of consistent phone numbers and addresses, 
lack of access to a computer or phone to access their 
chart).

Several constituents described the disproportionate 
impact of community violence on their patients, and the 
subsequent impact on care engagement: “In communi-
ties that are having a lot of violence and people are get-
ting shot right outside our [patient]s’ home, they may not 
want to come out of their house…they might not feel safe 
traveling.” (Behavioral Health Consultant, 1) Further, 
constituents described this disproportionate exposure 
to traumatic events (e.g., community violence, discrimi-
nation) and lack of access to timely and quality mental 
health supports as leading to unmet mental health needs 
for their patients.

Constituents shared that marginalization based on 
multiple aspects of patient’s identities compound to 
more severely affect adherence and retention: “We had 
to respond and name some of the ways…our Black-trans 

women [patients] experience… health care, so it can’t just 
be, ‘They don’t come in because they don’t prioritize their 
healthcare.’…They’re the larger portion of our [patient] 
that tend to be homeless, and to experience co-occurring 
issues, and tend to experience violence…—at the hand of 
the state.” (Clinical Administrator, 1).

Throughout the interviews, constituents emphasized 
that challenges with adherence to care were not due to 
patient’s’ lack of prioritizing their HIV care but rather 
a byproduct of systemic inequities that they encounter 
which require them to prioritize basic health and safety 
needs before engaging in and adhering to their HIV care: 
“If you’re struggling with… poverty… you’re gonna have 
more barriers because you have to jump through hoops to 
get resources which takes time and… physical and mental 
effort.” (Medical Case Manager, 1).

Outer setting: challenges navigating the healthcare system
The second subtheme surrounded inequities associated 
with navigating the healthcare system and included top-
ics such as complexity of healthcare coverage, and ineq-
uities in health insurance coverage and health literacy 
increasing the navigation burdens.

Constituents discussed how navigating the healthcare 
system can be difficult and cumbersome for anyone, 
“navigating healthcare system… requires… a lot of orga-
nization skills,…I don’t think most people have organiza-
tional skills to navigate that well.” (Outreach Coordinator, 
1) This complexity is exacerbated for PWH with multi-
ple stressors and especially those who are uninsured or 
underinsured. One of the challenges described was the 
complexity of health insurance coverage and knowing 
what is and is not covered: “I think sometimes with insur-
ance – that can be a difficult thing for our population to 
navigate… Either getting their medications or coming into 
the clinic cause they feel like – here we accept anybody 
regardless of insurance, but for specialist appointments 
that’s hard to navigate as well. If they don’t have that 
insurance cause it’s an out-of-pocket cost that they just 
don’t have right now.” (Medical Case Manager, 2)

Several constituents also noted added burden of navi-
gating the healthcare system for many of their patients 
who have limited health literacy due to inequities in the 
education system: “If someone has a higher education, 
they maybe have better access or language around their 
healthcare than some of our [patients] do with less formal 
education.” (Clinical Administrator, 1) In sum, systemic 
inequities (e.g., lack of access to health insurance, limited 
health literacy) make an already complicated healthcare 
system even more challenging to navigate.

Inner setting: power differentials within the medical setting
Throughout our interviews, constituents shared how 
power differentials at multiple levels affect the quality of 
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care people receive and the likelihood that they remain in 
care. Constituents often described the power differential 
in context of the power that clinicians have to withhold 
care, racial hierarchies, power imbalance between clini-
cians and staff, and material power or the withholding of 
resources.

Constituent described several ways in which clinicians 
hold power over patients, including knowledge and treat-
ment. Specifically, one constituent share that given their 
positions within the medical system, clinical staff hold 
power over patients: “[patients] see case managers and 
medical providers… there’s a power dynamic….they can 
withhold services and things like that a patient may need 
or want.” (CLINICAL ADMINISTRATOR, 2) These power 
differentials were also discussed as occurring between 
clinicians and non-clinician staff. Several constituents 
shared that there was a medical hierarchy or “pecking 
order” such that the clinicians with a doctorate degree 
held more power than other staff in regard to respect and 
decision making: “In terms of medical providers, specifi-
cally physicians…there’s often a hierarchy, pecking order… 

And a lot of it has to be with biases, the fact that “I’m the 
doctor, I know best.” (Policy Maker, 1)

Importantly, power differentials were often explicitly 
discussed as being a result of structural oppression in 
the form of entrenched racism and classism within the 
medical setting: “I think that there are sort of something 
built into the structures that we have established in terms 
of… the hierarchies within the medical communities that 
can make it appear to the patients as though the hierar-
chy of White [people] being the top and People of Color 
providing roles as medical assistants as nurses… And to 
them it appears like just another institution run by White 
people for White people.” (Behavioral Health Consultant, 
2). Many constituents discussed how the lack of repre-
sentation of staff who share similar lived experiences 
with patients contributes to power dynamics in which 
patients may feel uncomfortable or misunderstood: “We 
don’t really have that many providers Of Color on staff. 
And we don’t… have many providers who identify as 
LGBTQIA.… it creates this lack of cultural understand-
ing for our [patients]…there’s levels for things to be mis-
communicated or also just unaddressed, because they’re 

Fig. 1  Themes and subthemes across levels of adapted CFIR
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not bringing it up, because they may not feel like it’s a safe 
space… there’s a lack of trust there some level of insecu-
rity or fear or shame.” (Clinical Administrator, 3) This lack 
of cultural understanding may drive power dynamics in 
which certain types of knowledge (e.g., medical terminol-
ogy) are more valued than others (e.g., lived experience).

Participants also described how systems wield power 
over organizations through provision of funds. They 
frequently reported barriers associated with underfund-
ing, like staff shortages, which forces staff to have to take 
over multiple roles, and the lack of physical space, which 
contributes to already extensive wait times. This material 
power differentially impacted clinics that serve under- 
and uninsured PWH. “The clinic has… not been invested 
in, either like some of the suburban clinics have been 
invested in, where you have a higher commercial payer… 
it makes it hard to kind of, get people in and out in an 
appropriate way. I would not go there for care.” (Behav-
ioral Health Consultant, 1)

Inner setting and clinical encounter: medical mistrust
The fourth subtheme represents ideas shared by constitu-
ents that patients’ knowledge and experiences of histori-
cal and current mistreatment by medical professionals 
contributes to their mistrust of the medical system and 
challenges with adherence and retention in HIV care. 
Constituents discussed topics such as clinician bias, mis-
trust of clinician recommendations, and clinicians as rep-
resentatives of oppressive structures.

Several non-prescribing staff reported clinician biases 
as leading to differential treatment for People of Color, 
such as prescribing clinicians are more likely to prescribe 
effective treatment to White patients: “It’s implicit bias, if 
you gave them the same story, but one person was Black 
and one person was White, the outcome in terms of pre-
scribing ART and the support that they’re going to be given 
and the messages are going to be different.” (Outreach 
Coordinator, 2) Constituents discussed clinician bias 
broadly and as an issue specific to their workplaces.

Constituents frequently shared that patients, especially 
Patients of Color, tend to experience mistrust towards 
clinicians and healthcare institutions. Several went fur-
ther to explain that this mistrust is driven by the his-
torical medical mistreatment of People of Color and the 
subsequent fear, within their communities, that clinicians 
have and will continue to mismanage their medical treat-
ment. One constituent shared that patients believe they 
are being experimented upon, and that a cure exists but 
is being withheld: “I have had any number of conversa-
tions with patients over the years around, they believe 
that there is already a cure for HIV but the pharmaceu-
tical companies are making so much money off of the 
drugs that they certainly don’t want to share that and that 
they are well aware that African–Americans are more 

impacted by HIV and so on so forth.” (Behavioral Health 
Consultant, 2)

Further, some constituents shared their interpreta-
tions of patients’ perspectives, specifically the belief that 
staff and clinicians represent the institutions that have 
harmed their communities: “The trust is an issue, right? 
I think institutions, whether it’s our institution or others, 
with the institutional racism, we represent the institu-
tional oppression. That’s not to say that we are the oppres-
sor, but we represent that” (Behavioral Health Consultant, 
3) Constituents shared that mistrust is often exacerbated 
when patients are treated by staff and clinicians who do 
not understand their lived experiences. Constituents, 
especially staff in non-clinical roles, frequently noted 
that their patients are misunderstood by medical clini-
cians: “If they can’t see or relate themselves with the staff, 
they might think that’s another place that’s not going to be 
looking after my needs or is not going to be able to relate… 
Because there would be that fear of are they going to be 
able to provide the service I need? Are they going to be dis-
criminating against me or not?” (Outreach Coordinator, 
2)

Patient characteristics: intersectional stigma
The fifth subtheme is related to intersectional stigma, or 
the convergence of multiple stigmatized identities and 
their joint effects on health and wellbeing. While this 
subtheme is being presented within the patient factor 
domain, it is important to emphasize that societal factors 
lead to the downstream experiences of interpersonal and 
self-stigma. Constituents discussed how interpersonal 
and self-stigma related to an HIV diagnosis and other 
stigmatized and marginalized identities influences adher-
ence and retention in care.

Constituents communicated that PWH may have other 
aspects of their identities that are stigmatized in addition 
to their illness (e.g., gender identity or sexual orienta-
tion, socioeconomic status) and that these intersecting 
marginalized identities contributed to patient experience 
of stigma such that interpersonal stigma is exacerbated. 
For example, one constituent shared that interpersonal 
stigma related to HIV diagnosis is particularly preva-
lent in the Black community: “I think in an urban envi-
ronment, Black communities, shame and stigma is very 
big. Countless times, patients will say that their family 
members, when they find out, are still taking away the 
dishes and making them use paper plates” (Behavioral 
Health Consultant, 3) Another constituent noted how 
many of their patients were dealing with compounded 
shame and stigma associated with their LGBTQ + iden-
tity on top of their HIV diagnosis: “I think shame and 
stigma for a young gay person who is still struggling and 
has some trauma about coming out to their family mem-
bers and accepting their orientation… there’s a whole 
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different shame and stigma associated with that” (Behav-
ioral Health Consultant, 3) Constituents described how 
the interpersonal stigma related to marginalized identi-
ties contributes to self-stigma and shame in which their 
patients at time internalize interpersonal and societal 
messages and become ashamed of their identities. For 
example, one constituent noted that medication adher-
ence was more related to the reminder of being diag-
nosed with HIV than remembering to take the pill: “It’s 
not that they forget their pills every day, it’s that the 
reminders of the pills spring up the trauma of their HIV 
diagnoses and ongoing, sort of, residual trauma and 
issues that have not been addressed from a mental health 
perspective”(Prescribing Clinician, 2)

Patient characteristics and innovation characteristics: 
potential patient burden and MAPS+
When discussing potential barriers to MAPS+, we iden-
tified two major challenges compounded by ongoing 
structural inequities: (1) patients being over-burdened 
by medical appointment and challenges navigating medi-
cal system, and (2) the limitations of MAPS + being an 
individual versus a systems level intervention. These sub-
themes occur across Patient Characteristics (e.g., burden 
experienced by the patient) and the Innovation Charac-
teristics (MAPS + as an individual intervention).

Constituents noted that MAPS + could feel burden-
some to already overwhelmed patients if they feel like 
the intervention is just another medical appointment. 
Navigating the medical system and medical appointment 
is already extremely burdensome; as such, constituents 
were hesitant to add another responsibility to patients. 
Importantly, constituents noted that framing MAPS + as 
an intervention for the patient themselves may add mis-
placed blame on the patient when the drivers of nonad-
herence are often systemic and structural in nature. For 
example, a policymaker shared their concerns about 
MAPS + being an individual intervention that works one 
on one with patients, rather than a structural interven-
tion that addresses the underlying systemic inequities 
experienced by PHW: “MAPS is…geared towards the 
individual.… in terms of what barriers people are express-
ing. Are they systemic versus individual?…. We know the 
biggest concerns for clients, it’s not enough housing, peo-
ple can’t afford to live in the places they do now.” (Policy 
Maker, 2)

Theme 2: dignity and trust serve to ameliorate systemic 
inequities
The second theme, dignity and trust in care, refers to 
the expressed values of treating patients with dignity 
and prioritizing relationship building to develop trust: 
“They need to be able to capture the client’s attention 

and trust within a very short amount of time….And just 
be able to make those relationships. it’s half of the inter-
vention.” (Clinical Administrator, 2) This approach to 
care was often connected with a desire to ameliorate the 
previously mentioned structural inequities. Subthemes 
include: (1) Clinic policies and practices to improve inclu-
sive care, (2) Increasing representation of social identi-
ties or lived experiences, (3) Centering patient priorities 
and needs, (4) Building trust through relationships, and 
(5) Encouraging patient’s autonomy and empowerment. 
Content related to MAPS + is presented throughout the 
subthemes, as MAPS + was commonly discussed in rela-
tion to subthemes in the context of potentially addressing 
systemic inequities.

Inner setting: clinic policies and practices to improve inclusive 
care
The first subtheme represents constituents’ perspectives 
of the importance of clinic policies and practices sur-
rounding inclusive care and clinician education to reduce 
barriers experienced by PWH. Specifically, some con-
stituents noted the need for all staff to be educated about 
of structural oppression and cultural responsiveness: “I 
think the providers and the staff in our practice are aware 
that structural racism is an issue, implicit bias is an issue. 
They think of it in terms of race, and gender, and sexual-
ity. I think that there is a lot of efforts for education at our 
practice and conversation around it.” (Medical Case Man-
ager, 2)

In addition, constituents shared clinic practices that aid 
in helping clinicians and staff understand the experiences 
of their patients (e.g., self-reflections, naming current 
societal issues): “We also remind ourselves frequently… 
of the climate and the environment and how our patients 
might be impacted…even though it’s not in my backyard. 
And make sure that we’re reaching out to our patients 
that might be really impacted by those issues.” (Behavioral 
Health Consultant, 3)

Standard clinic practices that support inclusivity and 
cultural responsiveness in their clinic were highlighted by 
constituents. They referred to the need for these practices 
given the diversity of patients they serve (e.g., legal status, 
nationality, gender identity, sexuality). For example, one 
constituent shared that their clinic makes an intentional 
effort to help patients feel included by displaying cul-
turally representative artwork, doing outreach, and cel-
ebrating holidays representative of different religious and 
cultural traditions. In addition, they explained how they 
ensure patients’ preferred pronouns and names are uti-
lized: “We use pronouns for everybody,… in our EPIC sys-
tem once we have the information… the preferred name, 
comes up first. So that everybody knows to call the patient 
by their preferred name.” (Clinical Administrator, 2)
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Inner setting and CHW characteristics: increasing 
representation of social identities
The second subtheme focuses on constituent perspec-
tives related to the importance of having staff with 
the same social identities or lived experiences of their 
patients for improving the care experience, trust and 
shared understanding.

We heard participants describe the importance of 
organizations intentionally hiring individuals who share 
lived experiences with their patients to build more trust 
in the organization. Many constituents shared that it is 
important to have clinicians and staff who look like their 
patients: “I appreciate they hired staff who were of color 
and that were bilingual.…I think that that’s helpful, just so 
that the communities that we serve in our area, you know, 
you can go to a doctor that looks like you, grew up where 
you grew up, can culturally identify… I think that makes a 
difference with our communities.” (Outreach Coordinator, 
3)

More specifically, when discussing what charac-
teristics would be important for the CHWs provid-
ing MAPS+, many constituents referenced the CHW 
sharing lived experiences with the patients being a 
mechanism for building trust which then contrib-
utes to adherence and retention: “I think if you have 
folks from the communities that we serve, all the bet-
ter… Especially I think folks who deal with multiple lev-
els of being marginalized… you’re probably more likely 
to gain some trust right from the time you walk in the 
door.”(MEDICAL CASE MANAGER, 1) On the other 
hand, a couple constituents noted that while hav-
ing CHWs from the communities of the patients they 
are serving may increase trust, it could also increase 
stigma: “Occasionally you run into the issue… if this 
person looks like someone from my neighborhood I don’t 
want them to know. I think that’s pretty rare I think more 
you will get increase in trust and increase in engage-
ment because they can connect and they sort of provide 
a bridge for the trust.” (Behavioral Health Consultant, 2)

Constituents also expressed how shared lived expe-
rience or aspects of social identity can contribute to a 
shared understanding and language: “You don’t want 
another White social worker or person coming to tell this 
Black person, [or] this poor person…that’s something 
that they really have no idea what they’re talking about. 
They’ve never been to this place, they haven’t been down 
the street. It’s not the type of sex that they have… our 
social workers and doctors are just giving advice that 
they read out of the book, where the CHW has lived 
experience and connectivity that they’ll bring.” (Clini-
cal Administrator, 2) This idea was discussed in relation 
to the clinician understanding the patient experiences, 
but also the clinician being able to speak in terminology 
that the patient understands.

Patient characteristics: patient priorities and needs
This subtheme represents the idea that clinicians and sys-
tems must be responsive to patients’ needs, even if they 
are not directly related to HIV care. Constituents dis-
cussed the need to address social determinants of health 
and incorporate patient voice in decision making.

Constituents discussed the importance of mitigat-
ing adverse social determinants of health by providing 
patients with resources such as cell phones for commu-
nication with clinicians and staff, bus passes to increase 
access to transportation, supporting patients to gain 
access to mental health and substance use treatment, and 
supporting with food and housing to ensure their basic 
physical needs are met: “I feel like we do a really good job 
just providing not just medical care but any type of care 
that the patient might need, such as case management 
help with insurance issues, problems with food insecurity, 
home insecurity, transportation to appointments. […] So 
it’s not just taking care of their health but their overall 
wellness.” (Outreach Coordinator, 2)

An overarching shared value constituents discussed 
was seeing the patient as a whole person to best meet 
their needs: “One of the unique things is it really looks 
at a person holistically, understanding that it’s not just 
about viral medical interventions, but you have to really 
look at these social determinants…we have to try to miti-
gate some of that.” (Policy Maker, 1) In addition, constitu-
ents explained that to see the patient as a whole person is 
focus on their strengths and avoid seeing them through 
the lens of their diagnosis, in addition to making an effort 
to build relationships.

Constituents also discussed the desire to center 
patients’ needs by incorporating patients’ voices in deci-
sion making. “We don’t have enough patient represen-
tation helping us make policy decisions…whether it’s 
somebody in our CQI meeting, for continuous quality 
improvement, making sure we have patient representa-
tion and patient representation in our safety and security 
discussions or just in general.” (Behavioral Health Consul-
tant, 3)

Clinical encounter: trust through relationship building
The fourth subtheme represents participants perceptions 
that building relationships with patients could increase 
trust thereby improving adherence and retention. Con-
stituents discussed ways in which they intentionally build 
relationship such as treating patient as family, under-
standing the full person, and taking a non-judgmental 
approach. In addition, they discussed how MAPS + has 
the potential to support relationship building.

Constituents shared the importance of creating a wel-
coming environment in which the patient feels at home 
at the clinic and with their staff. For example, one con-
stituent noted, “We’re family. We’re not a white coat there. 
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And our patients love that…So they like that feeling of 
family. They feel connected and cared for and looked after.” 
(Outreach Coordinator, 3) They noted that this is particu-
larly important for individuals who experience high levels 
of interpersonal stigma or those that are unhoused, that 
may have strained or inconsistent relationships within 
their communities.

Given patients’ often multiple stigmatized identities, 
constituents emphasized the role of openness and a non-
judgmental approach in building a relationship in which 
patients feel comfortable and are more likely to return 
to care. “When I start off and I’m in there talking to the 
patient… I said listen this is a judgement free zone.…. Just 
overall- that’s the big piece is that whole big judgmental 
piece, taking yourself out of it because it’s not about you. 
It’s about what the patient needs.” (Clinical Administrator, 
3)

When trying to understand potential facilitator to 
MAPS + use, constituents often expressed excitement 
about MAPS + including a CHW to act as a partner to the 
patient. They saw this partnership as another way to build 
relationship with patients. “I think just having someone 
for the patient to pair with, that they feel like is assigned 
to them makes them feel more comfortable, I think, and 
more kind of watched over. I think just especially with the 
new diagnosis.” (Prescribing Clinician, 3)

Clinical encounter and innovation characteristics: patient’s 
autonomy and empowerment
The final subtheme represents constituents’ discussion 
of fostering patient empowerment by supporting auton-
omy in decision-making in their own care. Specifically, 
constituents discussed empowering patients to have 
voice in their own treatment experience and the ways in 
which MAPS + embodies autonomy and empowerment 
of patients.

Constituents described providing educational 
resources and support to empower their patients to be 
involved in their medical care. One constituent discussed 
coordinating with a behavioral health consultant to help 
“patients understand their illness and have an apprecia-
tion for their ability to have a control over their illness. So 
they feel more empowered and more equipped to be able 
to take medications daily.” (Clinical Administrator, 4)

Constituents also shared the way in which they edu-
cate their patients about the medical process (e.g., what 
to expect, what is proper treatment).: “We talked to them 
in a language they understand. We teach them about 
when you come into the room, if you don’t see us wash 
our hands, you say something. We teach them what to be 
expected, so that they’re a part of their care. So they have 
say so. So, we empower them to say something. If they’re 
not comfortable, say something.” (Prescribing Clinician, 4)

When discussing potential benefits of MAPS+, con-
stituents shared the potential for MAPS + to encour-
age autonomy and patient empowerment by seeing the 
patient as the expert of their lives and the director of their 
care. For example, one constituent shared, “adherence is 
really all about delving into a person’s life and trying to 
understand and get them to be able to think about what 
are the actual things getting in the way of their adherence, 
and MAPS really puts the patients at the center of that 
and says, “I’m not gonna tell you what you should do, you 
need to tell me what might work…You’re the expert in the 
room.”(Clinical Administrator, 5)

Discussion
We conducted reflexive thematic analysis within a con-
structionist paradigm to more deeply understand both 
the systemic inequities that influence adherence and 
retention to HIV care, and the approach that staff and 
organizations take to ameliorate those inequities. Our 
study was unique in that it included perspectives from 
four different constituent groups that serve high need 
populations with HIV, providing a multi-level perspective 
on HIV care inequities and the ways in which they mani-
fest across levels of context within the healthcare system. 
Our study builds off of other work that has identified 
inequities in retention and adherence by further identify-
ing the ways in which our constituents are navigating and 
addressing these inequities within the healthcare system. 
We also identified ways in which MAPS + may exacerbate 
or diminish said inequities. Specifically, participants from 
four constituent groups (i.e., prescribing clinicians, non-
prescribing clinical team members, administrators, and 
policymakers) described how PWH experience a mul-
titude of systemic inequities that impact adherence and 
care retention. Consistent with previous research [8, 20, 
22, 23, ], our constituents discussed inequities such as 
lack of access to resources and basic needs, challenges 
navigating the health care system due to educational 
and insurance inequities, power differentials, medical 
mistrust, and intersectional stigma disproportionately 
affecting PWH who often hold multiple marginalized 
identities. These findings are situated within the frame of 
intersectional structural oppression, such that the ineq-
uities experienced are due to upstream structures (e.g., 
racism, homophobia, transphobia, ableism) that work 
through systems (e.g., medical system, education, hous-
ing) to disempower and dehumanize individuals [33]. 
Our constituents made it clear that interventions aimed 
at supporting adherence and retention and ultimately the 
EHE will fall short if they are not examining and address-
ing structural issues. Researchers have increasingly called 
for the recognition of intersectional structural oppression 
and stigma as being critical to ending the HIV epidemic 
[34, 35]. Interventions for PWH treatment adherence and 
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care retention such as MAPS + and others, while prom-
ising for empowering patients to identify barriers and 
potential solutions, must be situated within the frame of 
intersectional structural oppression, and require system 
level intervention to adequately influence ongoing ineq-
uities in adherence and care retention [36]. These find-
ings have implications for research and policy initiatives 
focused on individual and systems level interventions 
aimed at Ending the HIV Epidemic.

Our findings suggest that clinicians and staff are tak-
ing on the burden to ameliorate these inequities within 
their clinical settings with little institutional and struc-
tural support. Our constituents were attuned to their 
patient’s experiences and noticed the ways in which 
inequities manifested interpersonally. For example, they 
discussed trust as integral to successful adherence and 
retention for PWH with historical and current mistreat-
ment of individuals with marginalized identities in the 
medical field leading to continued mistrust of clinicians. 
This entrenched mistrust can be attributed to a long his-
tory of mistreatment (e.g., the U.S. Public Health Service 
Untreated Syphilis Study at Tuskegee, in which a treat-
ment was knowingly withheld from Black research par-
ticipants) [37]. This finding is consistent with previous 
work demonstrating lower levels of trust are associated 
with poorer adherence, retention, and overall health out-
comes [38, 39]. While structural oppression works to 
dehumanize individuals, clinicians and staff described 
working to create human connection. They noted the 
importance of relationship in building trust, especially 
with marginalized or minoritized patients. Research sug-
gests these efforts are beneficial in that better quality 
relationships are associated with higher retention in HIV 
care [40].

Our participants also indicated the organizational 
responses to inequities such as mistrust and power 
dynamics. Specifically, shared concerns consistent with 
the literature that implicit racial bias is ongoing and con-
tributes to inequitable treatment recommendation and 
outcomes [41]. Constituents emphasized the need to 
train current staff and clinicians as well as CHWs in the 
concepts of intersectional structural oppression to com-
bat racial bias and improve quality of care [33, 42]. Struc-
tural competency, or the awareness of how issues within 
the clinic and patients are reflective of larger structural 
issues rather than the patient themselves, can allow cli-
nicians to recognize ways that they have inadvertently 
perpetuated inequities and prevent bias [43]. Further, 
previous research has demonstrated a decrease in ineq-
uitable treatment recommendation and response with 
higher clinician cultural humility [44]. While there are 
important benefits of clinician training that improves 
the clinician-patient relationship and quality of care 
patients’ receive, it is imperative that we acknowledge the 

limitations of clinician level interventions when attempt-
ing to address system level issues [45].

In addition, constituents noted that lack of represen-
tation of staff and clinicians with lived experiences or 
social identities similar to their patients was a problem 
in many of their organizations. Limited representation 
of social identities may perpetuate power dynamics, mis-
understanding, and mistrust of clinicians. When clini-
cian’s and staff do not understand the lived experiences 
of their patients those aspects of their experience may 
become invisible. Research supports the benefit of rep-
resentation of individuals with similar lived experiences 
or social identities, in increasing trust [46]. Constituents 
shared that their organizations recognized this problem 
and were attempting to hire more individuals represen-
tative of their patient communities, but that individu-
als with intersecting minoritized identities (e.g., queer 
Latine individuals) are not visible in leadership positions 
within their organizations and instead are more likely 
to be in support roles. The importance of shared social 
identity was also discussed in the context of the role of 
CHWs in MAPS+. Consistent with research on the ben-
efits of CHWs, constituents also mentioned that hiring 
CHWs with lived experience to deliver MAPS + should 
be prioritized and would support equitable implemen-
tation. CHWs with lived experience have been shown to 
increase retention in care [47]. This might be explained 
by CHWS’ ability to enhance dignity and quality of life 
of PWH, the very aspects of wellbeing that structural 
oppression often decreases.

Overall, our findings elucidated that while challenges 
influencing adherence and care retention for PWH were 
largely structural and systemic, the solutions have largely 
been individual or organizational. Staff and clinicians are 
taking it upon themselves to address the structural prob-
lems their patients face. They are shouldering the burden 
without the necessary structural support (e.g., funding, 
policies to address social determinants of health), lead-
ing staff and clinicians to become over-burdened them-
selves. Work by Jenkins [48] found that individual staff 
and clinicians are serving as “shock absorbers,” absorbing 
the inequities experienced by patients and still generating 
quality care, at the expense of their own health. Similarly, 
while incorporating CHWs into care provision can be a 
tool for supporting health equity, economic and policy 
initiates are needed to insure the equitable treatment and 
sustainability of this workforce [49]. This is because the 
structures that lead to HIV care inequities persist. We 
provide recommendations based on our findings to more 
fully address health inequities by moving beyond individ-
ual and organizational interventions.

We posit that principles proposed within the frame-
work of intersectional stigma can be applied to inform 
the development of equity focused implementation of 
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interventions such as MAPS+. Intersectional stigma, a 
concept related to intersectional oppression that includes 
the compounded effects of holding multiple stigmatized 
identities on the opportunities and experiences of indi-
viduals (e.g., health stigma related to their HIV and sex-
ual or gender minority stigma and structural inequities 
[22, 50]. Sievwright and colleagues [51] proposed four 
core principles of intersectional stigma interventions. We 
provide examples of how each principle can be applied in 
the context of interventions such as MAPS + that aim to 
reduce inequities in adherence and retention of HIV care. 
First, identify the ways in which intersecting systems of 
oppression are being enacted and addressed within the 
intervention: Understand the historical mistreatment of 
People of Color in medicine and the lack of representa-
tion of individuals with minoritized identities among staff 
and clinicians, and address this by training clinicians and 
staff to understand structural causes of inequities and 
emphasizing relationship development. Second, mitigate 
current harms and target systems that are creating ineq-
uities: Collaborating with medical case managers to sup-
port patients in accessing housing vouchers in addition 
to enacting policies that support programs such as hous-
ing first to increase access to safe housing.  In addition, 
recommendations for addressing structural oppression 
and stigma have highlighted the need for the use of mate-
rial power, or distribution of funds to encourage tangible 
change [53, 54], which may include funding to hire and 
retain CHWs with lived experience. Relatedly, house-
hold economic strengthening  or strategies that that 
enhance household economic resilience (e.g., monthly 
food rations), improves the adherence and engagement 
[55]. Third, rectify oppressive power dynamics and 
improving the effectiveness of interventions, through 
including meaningful engagement and leadership of indi-
viduals with lived experience: Engage PWH and CHWs 
with lived experience in adaptation of the intervention. 
Fourth, support inherent power, and collective action 
among the communities themselves, rather than focus-
ing just on inequities experienced: CHWs delivering 
MAPS + could partner with patients to bolster protective 
factors such as social support and collective action.

The current study has several limitations. The first is 
that while we focus on inequities influencing patients, 
these were staff, clinician, and policymaker perspec-
tives; neither patients nor CHWs were interviewed as 
part of this study. Importantly, although our constitu-
ents were not representative of the patient population, 
they seemed to be attuned to the needs and experiences 
of their patients. However, it is imperative that we not 
rely on staff and clinician voice only, and that the voices 
of PWH be centered in implementation efforts. Second, 
the results of this study are nuanced in that they are 

specific to a large city and may not be representative of 
more rural settings. Third, data were collected during the 
height of the COVID pandemic and findings were likely 
influenced by experiences of COVID, especially given 
that PWH were communities disproportionately affected 
by COVID.

Despite these limitations, the current study provides 
insights into the ways in which clinicians, staff, and poli-
cymakers currently recognize and ameliorate inequities 
and how interventions such as MAPS + can be leveraged 
to support equitable adherence and retention. In sum-
mary, our constituents elucidated experiences of systemic 
inequities such as access to resources, healthcare system 
navigation difficulties, power differentials, medical mis-
trust, intersectional stigma and potential patient burden 
associated with MAPS+. In addition, they highlighted 
ways in which staff and clinicians shoulder the bur-
den of addressing inequities by approaching PWH with 
dignity and developing trusting relationships and how 
MAPS + can bolster this approach by partnering with 
and centering patient needs. This research underscores 
the complex interplay between structural oppression 
and HIV care, calling for comprehensive approaches to 
achieve health equity. Alongside staff and clinician train-
ing and support, structural solutions comprised of poli-
cies that bring material power into the control of PWH, 
and that directly address systemic inequities (e.g., food 
and housing security, transportation, access to education, 
mistrust) and challenge systems of power are necessary 
to end the HIV epidemic [55].
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