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Abstract

Unmet needs can impede optimal care engagement, impacting the health and well-being of people 

living with HIV (PLWH); yet, whether unmet needs differ by care engagement status is not well 

understood. Using surveys and qualitative interviews, we examined and compared unmet needs for 

PLWH (n = 172) at different levels of care engagement. Unmet needs varied only slightly by care 

status. Survey findings revealed that provision of housing, emergency financial assistance, 

employment assistance, and food security were the greatest unmet need; for those in care, housing 

was the greatest unmet need, whereas for those sporadically in care or out of care, employment 

assistance was the greatest unmet needs. Qualitative interviews likewise illustrated that a lack of 

financial resources including insurance, housing, employment, and transportation presented 

barriers to care engagement across all care groups. Our findings indicate that unmet needs among 

PLWH are complex and multi-faceted across care engagement status.
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Introduction

For persons living with HIV (PLWH), the ability to link to and remain engaged in care plays 

a crucial factor in improving health outcomes and in preventing HIV transmission to others 

[1–8]. Even with advances in HIV treatment, a significant portion of PLWH do not 

consistently receive antiretroviral therapy or achieve viral suppression, often due to poor 

engagement and retention in care [9]. Recent surveillance data from the United States (US) 

Centers for Disease Control and Prevention (CDC), for example, indicates that retention in 

HIV care among PLWH nationally has improved, from 53.6% in 2011 to 57.6% in 2016 

[10]; yet, these estimates remain critically below the updated National HIV/AIDS Strategy 

2020 goal of at least 90% retention in HIV care among PLWH [11].

Numerous studies have identified barriers and facilitators to optimal care engagement among 

PLWH, including needs that PLWH have which may hinder retention in care such as mental 

health and substance use disorders, inadequate health care coverage, unstable housing and 

homelessness, stigma, discrimination, fear, geographical difficulties accessing care, and a 

lack of social and structural support [12–21]. Structural and individual-level interventions 

such as providing comprehensive and easy-to-access services and reducing negative health 

beliefs about HIV have been shown to enhance engagement and retention in care among 

PLWH [22, 23]. Such multipronged strategies targeting various stages of the HIV care 

continuum are key priorities of the US Ending the HIV Epidemic (EHE) initiative, which 

aims to reduce new HIV infections by 90% in the next ten years [24].

The first phase of the EHE plan focuses on increasing resources to select US regions, 

including Washington DC (DC), with high concentrations of new HIV infections [24]. DC 

has long been considered a geographic hotspot for HIV; at its peak in 2007, the rate of new 

diagnoses was 269 per 100,000 persons, making it one of the US cities with the highest HIV 

rates [25–27]. Between 2007 and 2018, the HIV diagnosis rate fell to 46.5 diagnoses per 

100,000 persons after health officials, local organizations, and academic partners employed a 

coordinated, multipronged strategy to reduce HIV incidence and improve outcomes for 

PLWH, including increased engagement in care efforts for newly diagnosed individuals and 

those out of care [28–30]. For instance, since 2008, the District of Columbia Department of 

Health (DC DOH) has conducted multiple data to care efforts (locally known as Recapture 

Blitzes), a set of activities designed to identify and re-engage clients in care after they are 

lost to follow-up for more than six months [31].

Despite these remarkable achievements in reducing the overall HIV rate in DC, the 

proportion of PLWH who are retained in care continues to be stalled below the 90% targets, 

at 80% [28]. Assessing the unmet needs of PLWH is essential to increased awareness of the 

complex dynamics of the HIV care continuum, particularly in identifying and resolving gaps 

in engagement and retention in care [32, 33]. Understanding whether unmet needs differ by 

care engagement status can better inform engagement in care strategies and strengthen HIV 
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programs in high burdened areas such as DC. Few studies have compared unmet needs 

among PLWH with different levels of care engagement. As part of a larger study to assess 

facilitators and barriers to care engagement among PLWH in DC [34], through this analysis, 

we sought to assess whether unmet needs differed among people at various stages of care 

engagement. We also examined facilitators and barriers to care, HIV status disclosure and 

social support, and patient-provider relationships among PLWH with different levels of 

engagement in care.

Methods

Engagement in Care Definitions

Participants’ care statuses were determined based on the US Health Resources and Services 

Administration HIV/AIDS Bureau definitions of retention in care as these are the standard 

measures used both federally and by local and state health departments [35]. Based on dates 

of clinical visits, participants who reported at least two visits at least 90 days apart in a 12 

month period were considered to be ‘in care’. Participants reporting a care pattern that did 

not meet the definition of in care were considered to be in ‘sporadic care’. For example, 

participants who reported two visits less than 90 days apart or reported only one HIV-related 

medical visit in the past 12 months would have been in sporadic care. Participants who 

reported not having any HIV-related medical visits in at least six months were considered to 

be ‘out of care’.

Participant Recruitment

Persons in care or sporadic care were identified through clinic-based convenience sampling. 

In conjunction with the 2013 DC DOH Recapture Blitz, lists of individuals not receiving an 

HIV care visit in the previous six to 12 months were used to identify persons who were out 

of care [31]. Methods utilized for the Recapture Blitz and identification of participants for 

this study have been previously described [31, 34]. In brief, recruitment occurred in three 

HIV clinics, through a local emergency department (ED), and by way of outreach with a 

community-based organization (CBO) to identify study participants at different stages of 

care between June 2013 and July 2016. To be enrolled in the study, participants had to be 18 

years of age or older, self-reported living with HIV, and not attending their first HIV visit if 

recruited at a clinic. Participants were screened for eligibility and consented to participate in 

a one-time cross-sectional survey. A subsample of participants also participated in in-depth, 

qualitative interviews to gather additional information regarding participant perspectives on 

engagement in care. For the qualitative interviews, all out of care participants were asked to 

participate in an in-depth interview and every other participant who was in care or sporadic 

care was asked to participate.

Data Sources

Data for this analysis were collected from self-administered structured surveys and in-depth 

interviews. The surveys included questions about demographics, general health and HIV 

care-seeking behaviors, HIV treatment history, facilitators to care for in care and sporadic 

care participants, and barriers to care engagement among all participants including patient-

provider relationships, attitudes regarding clinic visits, and unmet and met needs. A need 
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was defined as ‘unmet’ if the participant reported a service or support was needed or desired 

but not received, whereas a need was considered to be met if it had been fulfilled per 

participant self-report. Qualitative interviews focused on linkage to care, availability of 

support systems, stigma, engagement with care providers, and barriers to care. All 

interviews were audio-recorded and transcribed, and separate informed consent was 

obtained for these interviews. Participants received $25 for participation in the survey, an 

additional $25 for the qualitative interview, and Metro fare cards to compensate them for 

travel. Study procedures were reviewed and approved by both the George Washington 

University and DC DOH Institutional Review Boards.

Analytic Methods

Descriptive statistics were used to summarize participants’ demographics, reported social 

supports, provider relationships, unmet needs, and barriers and facilitators to care. Bivariate 

tests were used to examine differences among the three categories of engagement in care. 

These tests included chi-square tests for categorical outcomes, Fisher’s exact tests for 

categorical outcomes with small sizes, and Kruskal Wallis tests for non-normally distributed 

continuous variables. All analyses were conducted using SAS version 9.3.

Qualitative data from semi-structured interviews were analyzed using open and axial coding 

to identify emergent patterns, categories, and themes in the data. Three experienced 

qualitative researchers on the project team coded interview transcripts using ATLAS.ti 7. 

Initial codes were developed based on the study conceptual framework, and subsequent 

codes were selected as they emerged from the interviews. The analysis process employed the 

constant comparative method, following an iterative process of coding, analysis, and 

recoding based on inductive reasoning, that identified and characterized emergent and 

relevant domains elucidated during the interview and identified through the overall 

objectives of the project [36, 37]. A conceptually clustered matrix was further developed to 

illustrate the relationships between the perspectives among the three care groups [38].

Results

Participant Demographics

Of the 172 participants recruited, based on their self-reported care patterns, 114 (66.3%) 

were in care, 34 (19.8%) were in sporadic care, and 24 (14.0%) were out of care. All in care 

and sporadic care participants were recruited from HIV clinics; 21% and 13% of out of care 

participants were recruited from a local CBO and ED, respectively. Overall, survey 

participants were mainly non-Hispanic Black (72.8%), men (63.0%), DC residents (88.4%), 

and had a mean age of 50.9 years old (SD:8.9 years; range 25–70 years). Survey participants 

were living with their HIV diagnosis for a median of 17 years (12.6 IQR). Most survey 

participants had health insurance (91.3%) and were unemployed (62.8%). Commonly 

reported co-morbidities included mental health diagnoses (46.5%), hepatitis C (28.5%), 

cardiovascular disease (27.9%) and diabetes (14%); slightly more than half of the 

participants reported multiple comorbidities (53.5%) (data not shown). As shown in Table 1, 

survey participant demographics did not differ significantly by care status except based on 

race/ethnicity and history of incarceration. A higher proportion of out of care participants 
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reported having been in jail, detention, or prison in the last year (29.2% vs. 2.6% in care vs. 

5.8% in sporadic care, p < 0.0001) and a lower proportion of sporadic care participants were 

non-Hispanic Black (36.4% vs. 75.5% in care vs. 83.3% out of care, p = 0.0359).

Qualitative interviews were conducted with a subset of 62 participants across the care groups 

(40 in care, 10 sporadic care, and 12 out of care). A majority of interview participants 

identified as men (57%) and non-Hispanic Black (77%), the median age was 52 years, and 

the median length of time since diagnosis among all participants was 16 years. Sporadic care 

participants were younger [median age 42 vs. 52 years (in care) vs. 53 years (out of care)], 

fewer were Black [50% vs. 75% (in care) vs. 83% (out of care)] and had a more recent HIV 

diagnosis [median 11 vs. 15 years (in care) vs. 19 years (out of care)].

Disclosure and Social Support

Most participants reported having disclosed their HIV status (95.9%) (Table 1), with the 

majority (64.0%) disclosing to six or more people, not including health care workers. 

Disclosure occurred to family members (82.6%), friends (79.1%), and others (44.2%). The 

majority of the participants reported having social support always or most of the time, such 

as someone to receive advice from during a crisis (73.8%) and someone to confide in 

(72.1%). This did not differ significantly between participants’ care statuses.

Engagement in Care and Patient-Provider Relationships

Most participants reported good provider relationships regardless of their care status: 98.3% 

felt listened to; 98.3% felt respected; and 99.4% and 94.8% respectively felt their provider 

gave clear explanations and spent sufficient time with them (Table 2). A significantly higher 

proportion of in care participants felt their provider was informed and up-to-date than those 

in sporadic care (82.7% vs. 72.2%, X2 = 4.447; p = 0.0350). Despite positive patient-

provider relationships, only 56.9% of in care and sporadic care participants reported having 

spoken with their primary HIV provider about a personal or family problem, alcohol use, or 

a mental or emotional illness they were experiencing in the last 12 months.

Reported Unmet Needs

Overall, a mean of 1.7 unmet needs were reported among all participants (1.6 in care vs. 1.9 

sporadic care vs. 2.3 out of care). Counseling was the most commonly reported need 

(50.9%) among all participants (Table 3). Reported needs differed slightly by care status. 

Counseling was the most commonly reported need for both in care and sporadic care 

participants; emergency financial assistance was the most commonly reported need for out 

of care participants. Significantly more out of care participants reported needing emergency 

financial assistance than in care and sporadic care participants [54.2% vs. 30.7% (in care) vs. 

23.5% (sporadic care), X2 = 6.5447; p = 0.0379].

Housing was the most commonly reported unmet need overall, with 58.8% of participants 

reporting they were unable to obtain housing services. Among those reporting an unmet 

need for housing, 66.7% (20/30) also reported experiencing unstable housing (data not 

shown). The second most frequent unmet need was employment assistance (42.9%). Across 

the different care statuses, housing was the greatest reported unmet need for in care (59.5%) 
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participants, whereas employment assistance was the greatest reported unmet need for 

sporadic care (50.0%) and out of care (85.7%) participants. Significantly more out of care 

participants reported not receiving emergency financial assistance [53.9% versus 28.6% (in 

care) vs. 37.5% (sporadic care), p = 0.0342].

Facilitators and Barriers to Care

Reported facilitators to care did not differ significantly between in care and sporadic care 

participants, as shown in Fig. 1. The most commonly reported facilitators of engagement in 

care among in care and sporadic care participants were flexible appointments (86.5%), 

appointment reminders (77.7%), HIV provider working in the same clinic as participants’ 

other health care providers (55.4%), and transportation (51.4%).

Among out of care participants, the most commonly reported barriers to care were 

transportation (50.0%), feeling healthy (41.7%), and feeling depressed (33.3%) (Fig. 1). 

Additionally, out of care participants also reported lack of money or insurance (29.2%), 

inconvenient clinic or doctor’s office location (29.2%), unstable housing (25.0%), and belief 

that medicines would do more harm than good or would be unpleasant (25.0%) as other 

barriers to care.

In-Depth Interviews

Qualitative interviews were conducted to gain in-depth information regarding the care 

continuum and to complement and expand the survey data. Regardless of care status, 

participants highlighted the pervasive role of HIV stigma in their lives, and how it impacts 

their decisions about disclosure due to fear of rejection and discrimination (Table 4). 

However, they also recognized how disclosing to others and having social support resulted in 

positive effects on their health, including the ability to be engaged in care which 

substantiates survey findings on high rates of disclosure and social support among all care 

groups. Participants, regardless of care status, also discussed having numerous barriers and 

challenges in engaging in care including substance use, lack of money and time, and denial 

of HIV status. Others also stated that feeling “well” or “healthy” kept them from making and 

keeping appointments or adhering to treatment. Most participants overall expressed positive 

relationships with their providers. Similar to the survey responses, many stated that they 

were motivated to engage in care with providers who were patient, treated them with respect, 

and expressed genuine concern for their health and overall well-being.

As reflected in the survey data, poverty and a lack of money was a prominent unmet need 

among interview participants across all care groups. Specifically, many participants noted 

that they did not have enough money for medical care, such as co-pays for treatment and 

doctor’s visits even with insurance. Being uninsured or under-insured, unstably housed, 

unemployed, and not having access to reliable transportation, in conjunction with a lack of 

financial resources, impeded PLWH’s ability to engage in care.

Conclusions

Engagement and retention in care is an essential component of the HIV care continuum. 

Identifying unmet needs as well as facilitators and barriers to care can help engage PLWH in 
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care and result in improved health outcomes and prevent further HIV transmission. In this 

study, we identified and compared unmet needs as well as identified facilitators and barriers 

to care for PLWH at different levels of care engagement. Our sample, although relatively 

small, is consistent with the wider population of PLWH in DC, wherein a majority are non-

Hispanic Black, older men who have health insurance [28]. There was a slight demographic 

difference among the out of care participants compared to those in care and in sporadic care, 

with a higher proportion of out of care participants having been in and out of the criminal 

justice system in the prior year. This is important to note as it may have affected their ability 

to engage and remain in care. Other studies, for instance, have highlighted how numerous 

acute barriers such as poverty, homelessness, unemployment, and addiction limit PLWH’s 

ability to engage in HIV care after incarceration [39–42] and this may be an area for further 

qualitative exploration.

All survey participants reported high rates of HIV status disclosure, social support and 

provider engagement with no differences by care status. Qualitative interviews further 

support the survey findings with the majority of participants feeling as though their 

providers cared for and listened to them. These findings align with previous studies that have 

reported poor provider relationships as a barrier to engagement and retention in care [43–46] 

and suggest that positive patient-provider relationships alone are not sufficient to keep out of 

care and sporadic care participants in DC retained in care. Given the positive experiences 

reported, providers could help reinforce the need for regular HIV care visits and treatment 

adherence, as well as address patients’ questions and concerns.

In the qualitative interviews, participants noted that despite having social support, they 

continued to struggle with HIV stigma, fear of rejection, and experiences of discrimination, 

all of which hindered decisions about disclosure. Participants also expressed a desire to have 

more social support from PLWH because they understood their experience. Stigma is clearly 

present in participants’ social networks and communities and may prevent them from asking 

for and receiving support related to engagement in care from family and friends. While 

social support is generally considered to be a facilitator of engagement in care, our findings 

underscore the need to better understand the different sources and types of support that are 

most effective for successful engagement and retention in HIV care [47, 48].

Behavioral health issues were identified through both survey and qualitative interviews. All 

three care groups identified at least two unmet needs with counseling reported as the greatest 

need overall in the survey, and depression was also identified as a barrier to care by out of 

care participants. Qualitative interviews further revealed that stigma along with substance 

use impeded participants’ ability to engage in care. Issues with mental health, including 

depression, are commonly observed among PLWH and have been noted by multiple studies 

as a barrier to care [49–52]. Depression also may indicate the presence of other mental 

health issues such as trauma, substance use disorder, negative perceptions of HIV diagnosis 

and treatment, and the presence of competing priorities [14, 18, 33, 43, 53–55]. Delivery of 

mental health counseling and support services is recommended by multiple HIV-focused 

programs and organizations [56] as studies have shown that access to these services can lead 

to improved treatment adherence and engagement in care [57–61]. Therefore, the provision 
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of counseling services and related mental health and harm reduction support systems should 

be a cornerstone of effective HIV care engagement.

Unmet needs, which varied only slightly by care status, were identified as the provision of 

housing, emergency financial assistance, employment assistance, and food security in the 

survey data. For in care participants, housing was the greatest unmet need, whereas for 

sporadic and out of care participants, employment assistance was the greatest unmet need. 

Housing services may remain an unmet need for in care participants because many housing 

program services are directed toward those who are homeless, and may not reach those who 

are marginally housed or perceived to be stably housed. Further, while more in care 

participants reported needing housing, out of care participants still had the largest gap in 

having that need met. Emergency financial assistance was also a significant unmet need for 

out of care participants. Qualitative interviews further supported these survey findings, 

indicating that a lack of financial resources was an overwhelming unmet need across the 

care groups, along with a lack of adequate insurance coverage, housing, employment 

opportunities, and transportation. The identification of these unmet needs highlights the 

complex issues PLWH face in their daily lives and reinforces the pervasive social and 

structural inequities faced by racial/ethnic PLWH [13, 62–66]. Competing life priorities have 

been shown to be a common reason for lack of engagement and retention in care [33, 46, 62, 

67]. Several programs in DC are designed to address these needs, such as Housing 

Opportunities for People with AIDS, DC Ticket to Work, and Project Empowerment 

Program, but participants may have been unaware of or unable to access them. Highly 

structured coordination approaches between different organizations involving a substantial 

investment of resources and ongoing interagency activities need to be developed to link 

PLWH to available programs, along with more innovative approaches to integrating 

sustainable housing, financial assistance, and job programs within HIV care. Interventions 

that address these structural barriers and deliver services to facilitate care may relieve the 

burden of competing priorities, allowing individuals to focus on their HIV care.

The most common facilitators for in care and sporadic care participants were flexible 

appointments, appointment reminders, and transportation availability. Additionally, a 

common identified barrier to care among out of care participants was transportation in both 

the survey and qualitative interviews. Transportation has been identified by numerous 

studies as an integral part of retention in care for PLWH [68–70], yet it is surprising to find 

as the main barrier to care for this sample of out of care participants in DC, a city that has a 

relatively small geographic area and a well-developed and highly accessible public 

transportation system [71]. However, the cost of public transportation, perceptions around 

safety, inconvenient clinic locations, and long public transport times may play a role in the 

identification of transportation as a barrier to care. Recent research in other large cities like 

Philadelphia and Atlanta, for instance, found that complex associations exist between 

transportation, community-level care linkage and viral suppression, and community poverty 

levels [68, 72]. Mobile service delivery may be one way to address this barrier, allowing for 

more continuous care for PLWH by bringing care to them [73, 74]. Providers should also be 

trained to assess transportation vulnerability at the time of diagnosis and during follow-up 

appointments.
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There were several limitations to the study. Out of care participants were difficult to recruit 

since they have little to no contact with the HIV providers from where we were recruiting. 

While multiple recruiting strategies were used, the out of care participants who were 

enrolled in the study tended to be similar to in care and sporadic care participants in terms of 

socio-demographics. It is possible that the out of care participants in our study were more 

willing to re-engage in care than out of care individuals more broadly, a factor in our ability 

to recruit them. Therefore, there may have been some selection bias and those who 

participated may not be representative of all out of care PLWH in DC, particularly those 

who are hardest to reach and re-engage in care. Similarly, since participants for the in care 

and sporadic care groups were recruited from clinics, there is the potential for selection bias 

among those approached to be in the study and those who participated. Moreover, the 

smaller numbers of PLWH recruited from the out of care and sporadic care categories is also 

a limitation which may have hindered our ability to reach meaningful conclusions given our 

limited statistical power. Completion of the survey in a clinic may have also led to bias in the 

participants’ responses, influencing their reports of provider relationships in particular. 

There was also the potential for social desirability bias since the data collected were based 

on participant self-report, especially for categorizing care status as they may have 

overestimated their engagement in care. Additionally, while we asked about all unmet needs, 

future studies of PLWH at different stages of the care continuum should consider assessing a 

hierarchical ranking of needs to determine those that are most salient for PLWH based on 

their care status. Finally, while we assessed facilitators to care among in care and sporadic 

participants, follow up surveys and in-depth interviews should ask PLWH who are out of 

care about facilitators of care to identify potential interventions that may improve their care 

engagement.

This study enabled a comparison of unmet needs and facilitators and barriers to care 

between people at different stages of HIV care engagement and demonstrated a general 

consistency of unmet needs of individuals across varied levels of care engagement. Our 

findings illustrate the multifaceted, complex nature of unmet needs among PLWH and the 

individual and structural challenges they face throughout the HIV care continuum. They also 

underscore the critical importance of developing multi-level (i.e., individual and social-

structural) interventions to address social, psychological, and economic needs and promote 

engagement and retention in care among PLWH.
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Fig. 1. 
Reported Barriers and Facilitators of Engagement in Care, by Engagement Status. A. 
illustrates the most commonly reported facilitators of engagement in care reported among 

persons living with HIV stratified by participants who were regularly engaged in care and 

those who were in sporadic care (N= 148). B. illustrates the most commonly reported 

barriers to care reported among persons living with HIV who had been out of care for at 

least 6 months (N = 24).
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