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Abstract

Data-to-Care (D2C) is a public health strategy designed to engage out of care (OOC) persons with
HIV (PWH) in HIV care. OOC PWH are identified through review of state and local HIV data
and engaged in care through individualized efforts that address barriers to HIV care. Perspectives
of D2C program staff, who work with OOC PWH to identify and address barriers to care,

can contribute to D2C program development and sustainability. We conducted semi-structured
interviews in 2017 with 20 D2C program staff from Louisiana (n=10) and Virginia (n=10),

states with distinct D2C programs. We used content and thematic analysis to analyze interview
transcripts. In both states, common barriers to care for OOC PWH include limited transportation,
stigma, substance use, poverty, homelessness, and mental illness. To address these barriers and
engage OOC clients in HIV care, D2C staff and programs provided transportation vouchers and
housing assistance, integrated substance use and mental health services into care engagement
processes, provided empathy, care and compassion, and assessed and addressed basic unmet
needs. ldentifying and addressing social and structural barriers to HIV care is a critical part of
D2C staff’s work and often a necessary first step in engaging OOC clients in HIV care. These
findings can be used by D2C programs to aid in their design and implementation, facilitating
engagement in HIV care for OOC PWH.
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Introduction

Linking and retaining persons with HIV (PWH) in HIV care is essential to meet national
HIV prevention and treatment goals (National HIV/AIDS Strategy for the United States:
Updated to 2020, 2015) and optimize health outcomes (Cohen et al., 2013; Eaton, Saag,

& Mugavero, 2014; Kay, Batey, & Mugavero, 2016; Mugavero, 2016; Taiwo et al., 2013).
However, not all PWH are engaged in care. Data collected from June 2018-May 2019 found
that of all persons diagnosed with HIV in the United States (U.S.) in the 12 months prior to
data collection, 81% were prescribed antiretroviral therapy, 78% were retained in care, and
62% were virally suppressed (<200 copies/mL) (Centers for Disease Control and Prevention,
2020). Out of care (OOC) PWH face individual, social, and structural barriers to HIV care
that are complex and synergistic (Bauman et al., 2013; Berger et al., 2016; Christopoulos

et al., 2013; Dombrowski, Simoni, Katz, & Golden, 2015; Durvasula & Miller, 2014;
Holtzman et al., 2015; Maulsby et al., 2018; Sison et al., 2013).

“Data-to-Care” (D2C) is a public health strategy designed to identify and engage OOC
PWH in HIV care. While there are numerous approaches to D2C program implementation
(Mokotoff et al., 2019), most commonly OOC PWH are identified and linked to care either
by health departments using HIV surveillance and laboratory data to identify those who are
OOC and working to relink them to services, or by healthcare providers identifying their
patients who are OOC and working with health departments to relink them to services. Both
approaches rely on individualized outreach to OOC PWH that address their unique barriers
to HIV care (Sweeney et al., 2019).

In 2018, the Centers for Disease Control and Prevention (CDC) began providing all

U.S. state health department HIV control programs with funding to implement, expand,

and support D2C efforts (https://www.cdc.gov/hiv/funding/announcements/ps18-1802/
index.html). A critical component of the development and sustainability of D2C programs is
engaging the perspectives of D2C clients, clinical providers, and program staff (Buchbinder
et al., 2020; Dombrowski et al., 2016; Evans et al., 2015; Sweeney et al., 2019). D2C
program staff understand firsthand the barriers to engaging and retaining OOC PWH in
HIV care, and they develop and implement strategies to address identified barriers. To
further the development and sustainability of D2C programs, we interviewed staff from

two distinct D2C programs to assess client barriers to care, and the strategies employed

to address reported barriers. These data were collected as part of a broader evaluation to
identify effective approaches to implementing D2C programs and to understand how health
departments use D2C strategies to link and (re)engage OOC PWH in care.

Materials and Methods

Study sites

This study was conducted in 2017 in two states in the Southern U.S., Louisiana and Virginia.
In 2016, as a region the South accounted for 51% of annual new HIV infections and 45%

of PWH infection while comprising 38% of the population (McCree et al., 2019). In 2017,
Louisiana ranked 4th in the nation for HIV case rates and 10th in the estimated number of
HIV cases (Louisiana Department of Health, 2017). In 2014, Virginia ranked 13th for total

AIDS Care. Author manuscript; available in PMC 2025 January 06.


https://www.cdc.gov/hiv/funding/announcements/ps18-1802/index.html
https://www.cdc.gov/hiv/funding/announcements/ps18-1802/index.html

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Roland et al.

Page 3

number of annual reported new HIV disease diagnoses and had the 20th highest rate of HIV
disease diagnosis in the U.S. (Virginia Department of Health, 2016).

The D2C programs in Louisiana and Virginia are distinct from one another regarding

time established, structure and design, and implementation approaches. Louisiana formally
established their D2C program in 2013 (Anderson, Henley, Lass, Burgess, & Jenner, 2020;
Sweeney et al., 2018). It is a centralized program, meaning it is implemented by the state
department of health (DoH), and program staff are state employees. Lists of OOC PWH

are created and prepared using surveillance data at the state office, and lists are shared

with regional program staff who begin the process of locating and engaging identified

OOC PWH. During the first three years of the program, from 2013-2016, 533 OOC

PWH were offered or provided linkage or reengagement services through D2C efforts,

and 480 were confirmed linked to care (90.1%) (Sweeney et al., 2018). Virginia’s D2C
program was formally initiated a couple of years later, in 2015 (Sweeney et al., 2018;
Virginia Department of Health, 2016). Virginia’s D2C program is decentralized, meaning
the state DoH generates lists of OOC PWH from surveillance data and shares the lists

with local/regional community-based organizations (CBOSs), healthcare providers, and health
departments, who locate and engage OOC PWH in care. During the first year of Virginia’s
D2C program, from 2015-2016, few OOC PWH were identified. During this start-up period,
Virginia offered or provided linkage or reengagement services to nine OOC PWH, of
which eight (88.9%) were confirmed to be linked to care through D2C efforts (Sweeney et
al., 2018; Virginia Department of Health, 2016). Differences in implementation practices
and policies, program capacity (staffing, resources, and data systems), data reporting
requirements, and data reporting time period account for the variation regarding the number
of OOC clients identified (Sweeney et al., 2018).

Study population

Twenty D2C program staff participated in this study, ten from each state. A list of program
staff who were involved in implementing one or more components of the local D2C program
was compiled by each state DoH; staff were selected purposively and invited to participate
in the study. Eligible participants were age >18 years and able to provide consent.

Data collection

Semi-structured, in-depth interviews were conducted in Baton Rouge and New Orleans,
Louisiana and several locations across Virginia, including Richmond, Fairfax, Accomac,
Winchester, and Roanoke. Our interview guide included structured response items regarding
participant employment characteristics. It also included a series of semi-structured, open-
ended questions regarding client barriers to engagement in care, steps and strategies to
engage OOC PWH, and programmatic strengths, recommendations, and lessons learned.
Participants provided informed consent prior to being interviewed. The interview guide was
reviewed by a subject matter expert and piloted with D2C staff who did not participate in
the study. Both CDC and Virginia DoH Institutional Review Boards approved the study
protocol and interview guides. Interviews, which lasted approximately 60 minutes, were
audio-recorded and transcribed verbatim with personal identifying information redacted.
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Data analysis

Results

A codebook was developed to reflect the structure and content of the interview guide.
Coders were trained on how to use the codebook, and the codebook was subsequently
piloted. We assessed inter-coder reliability using Cohen’s kappa (Hruschka et al., 2004;
Landis & Koch, 1977) to ensure a kappa score of 0.70 or higher, indicating substantial inter-
coder agreement (Landis & Koch, 1977). Once coders achieved agreement, they completed
coding of all the transcripts using NVivo software (version 11) (Leech & Onwuegbuzie,
2007). We reviewed data coded in the transcripts according to reasons why someone may
be OOC, identified the most common barriers to care, and strategies described by D2C
staff to address those barriers. We then selected exemplary illustrative quotes that described
these barriers and strategies. Finally, we computed frequencies for the staff’s employment
characteristics.

D2C staff employment characteristics

In Louisiana, D2C program staff worked at the state DoH (n=10) and more than half (n=7)
reported working in HIV prevention programs for =11 years. In Virginia, most participants
worked for a CBO (n=7), and more than half worked in HIV prevention programs for <10
years (n=6). Length of time working in D2C programs was reflective of the age of their
respective program; in Louisiana, more than half of the staff worked in D2C programs 3-10
years (n=6), while in Virginia, more than half worked in D2C programs <2 years (n=6) (see
Table 1).

Client barriers to HIV care and D2C staff strategies to reduce those barriers

Despite differences in time established, program structure and implementation practices, we
found uniformity regarding reported client barriers to care (see Table 2), and strategies used
by D2C staff to address those barriers. Below, we present the most commonly described
barriers for OOC PWH accessing and remaining in HIV care from staff in Louisiana and
Virginia, along with strategies used to address those barriers. Table 3 provides illustrative
quotes and how D2C staff assisted their clients with overcoming these barriers.

Transportation—Lack of transportation was the most commonly reported client barrier
to HIV care among D2C program staff. Staff noted that lack of public transit and personal
transportation was problematic, especially among those PWH living in less urban areas. If
clients needed to travel for more than two hours to access treatment, they may forgo their

HIV care appointments.

D2C program staff described how they helped clients overcome transportation barriers by
arranging ride-sharing services to transport clients to appointments, or by providing bus
tokens for public transportation. Staff also coordinated with clients’ family members to
secure rides to appointments or provided gas cards for clients with personal transportation.

Stigma—D2C program staff reported that stigma was a significant barrier to care
engagement. Clients may have internalized stigma or have feelings of self-hatred or denial
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about their HIV status. Staff also report that clients may feel uncomfortable in public health
clinics because of health facility stigma (the clinic being affiliated with public health or
HIV), long or uncomfortable waits, or fear of being seen by someone they know thereby
exposing their HIV status.

To counteract stigma, D2C program staff stated that it was essential to have conversations
explaining the importance of staying in care, and to give newly diagnosed clients time

to process their HIV diagnosis. Some staff mentioned treating people with empathy and
communicating common understanding and shared experiences as a way to deal with
stigma. Staff also discussed providing social and emotional support and the importance
of expressing care and compassion to the client to counteract biased or stigmatizing
experiences and interactions.

Substance use—D2C program staff reported that substance use was a considerable
barrier to their clients receiving consistent HIV care, and may be a precipitating factor

to other barriers (e.g., housing instability, unemployment). Substance use complicated
medication adherence, and some staff found it challenging to support and encourage HIV
care if their client’s substance use concerns were not first addressed.

Addressing issues of substance use was challenging for some D2C program staff.

Staff recommended consistent, non-judgmental communication, and referrals to treatment
programs. Some programs employed substance use counselors on-site or had funds available
for treatment programs for clients.

Homelessness—D2C program staff described homelessness and housing instability as a
barrier to HIV care, and that the client’s need for stable housing would likely take priority
over HIV treatment. Staff discussed addressing homelessness and housing instability by
collaborating with other agencies to help pay the client’s first month of rent. Staff also
negotiated with Section 8 housing programs to pay rent on behalf of their clients. In
Virginia, staff also referred to an in-house emergency assistance program that can pay rent
for those who are on the verge of being evicted. In addition to monetary support, staff also
counsel clients to make plans to ensure stable housing.

Poverty—Another barrier to HIV care mentioned by D2C program staff was poverty, low-
income, and low socioeconomic status. Clients living below the federal poverty guidelines
are often marginalized or underserved and more likely may be out of care, compared to
those not living in poverty.

To address issues associated with low-income and poverty, D2C program staff conduct needs
assessments during the first appointment with clients. Staff recognize the importance of
addressing their clients” most fundamental unmet needs first, such as food and housing, to
enable engagement in HIV care. Staff discussed how they help clients with enrollment in
social service programs such as social security, food stamps, and disability. In Virginia, staff
mentioned that some programs provide emergency food cards to clients.
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D2C program staff stated that for clients experiencing multiple unmet needs, navigating
medical and social service systems can be overwhelming. They stressed that providing this
type of assistance cannot be time-limited, and that they needed to show compassion toward
their clients. Staff who navigated clients through health and social service systems report the
unique structural barriers faced by their clients to their administrative service coordinators.

Mental illness—D2C program staff reported mental iliness was a notable obstacle to
clients engaging in HIV care. Mental illness may also present among those with substance
use or without access to medical care. Some clients with untreated mental illness are
marginalized and do not trust the medical system. Encouraging those with mental illness to
remain in care was a challenge for D2C program staff. To address these barriers, programs
provide clients with mental health clinicians and support groups. Staff also make referrals to
specialists and provide psychosocial assessment on intake.

Discussion

Our study identifies common barriers to HIV care among OOC PWH in Louisiana and
Virginia, and the strategies used by D2C program staff in those states to address identified
barriers and help their clients access and remain in HIV care. Despite the distinctions
between program time established, design and implementation practices, we found notable
similarities regarding client barriers and methods to address those barriers. D2C program
staff describe limited transportation, stigma, substance use and mental illness, homelessness
and housing instability, and poverty as persistent social and structural barriers that impede
their client’s ability to seek and receive HIV care. To address these barriers and facilitate
reengagement in HIV care, staff draw upon programmatic capacity to provide transportation
incentives, rental assistance and housing support, and substance use and mental health
resources, and their insight and interpersonal skills to provide open, supportive and non-
judgmental communication, empathy, and social support. These components of program
implementation, program and staff capacity, are key to D2C program success (Sweeney et
al., 2019).

Addressing social and structural determinants of health is essential to reduce HIV incidence
(Dean & Fenton, 2010; Walcott, 2016), and a critical component of D2C programming
(Mulatu et al., 2022; Sweeney et al., 2019; Sweeney et al., 2018). In both D2C programs,
we found that attending to social and structural barriers to HIV care is a critical part of the
work done by D2C staff, and in many cases, a necessary first step to engaging OOC clients
in HIV care. The significance of D2C programs addressing client social determinants of
health as part of their overall approach to HIV care reengagement cannot be overstated. As
noted by one D2C program staff in Louisiana, staff need to acknowledge and address their
client’s hierarchy of needs first (Maslow, 1943), because the client will always prioritize
stable access to food, housing, and employment before engaging in HIV care. Our findings
confirm that D2C programs should continue to assess and address basic unmet needs and
structural barriers to care when working to reengage OOC PWH, and we recommend that
D2C program staff ensure provision of caring, empathetic, non-judgmental support needed
to engage clients in care.
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Limitations

There are several limitations that should be noted. First, this study was cross-sectional and
had a small sample size, so findings may not be generalizable or reflect the current status

of the two programs. Second, data collected were opinions of those interviewed, so there

is a possibility of response bias. Third, some of the staff interviewed from Virginia also
worked simultaneously in other efforts to engage OOC PWH. Thus, their responses may not
have been exclusively about their work in D2C, rather more generally of their experiences
with the OOC population. Fourth, we did not collect data on training requirements for
working in the D2C program or the specific resources available to the staff to conduct

D2C activities. Finally, these data were collected from two states with very different D2C
programs regarding time established, structure, and implementation, and the number of OOC
PWH that were identified in the initial stages of program implementation. Despite these
differences, the two programs reported very similar barriers and unmet needs experienced
by their clients and strategies used to overcome these barriers to engage their clients in

care, which is the focus of our analysis. We believe that documenting shared experiences

by heterogenous programs may strengthen our findings. We acknowledge this study was
conducted prior to the COVID-19 pandemic, which likely has interrupted or changed the
process or ability of D2C programs to link and engage clients into HIV care in both states.

Conclusions

D2C program staff have insight into the complex and synergistic barriers to HIV care that
OOC PWH experience, and work to overcome those barriers and engage clients in HIV care.
As health departments, CBOs, and healthcare providers continue to develop and implement
D2C programs, it is important to assess the perspectives and experiences of both D2C
program staff and clients from diverse programs to learn how to effectively reengage OOC
PWH. We believe these findings will provide developed and nascent D2C programs with
ideas and approaches to address client barriers to care, ultimately leading to more consistent
engagement in HIV care for OOC PWH.
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Table 1.

Participant employment characteristics by jurisdiction (n=20)

Current employer type Louisiana | Virginia | Total
City or county health department 0 2 2
State health department 9 1 10
Community-based organization and/or HIV clinic or care provider 0 7 7
Other? 1 0 1

Length of time working with current employer 2
0-2 years 3 3 6
3-5 years 3 3 6
6-10 years 1 4 5
11-20 years 1 0 1
21+ years 2 0 2

Length of timeworking in HIV careor treatment programs 3
0-2 years 1 1 2
3-5 years 1 2 3
6-10 years 1 3 4
11-20 years 4 2 6
21+ years 3 2 5

Length of time participating in D2C effortsin jurisdiction
0-2 years 4 6 10
3-5 years 5 3 8
6-10 years 1 1 2

1 ... .
Participant worked in the state DoH, but was not an employee.

Totals reflect months/years with current employer. Can include multiple positions within an agency.

Totals reflect months/years across all agencies or organizations, even if that time is not contiguous.
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Frequency of reported client barriers to HIV care, by jurisdiction (n=20)

Table 2.

Barrier Louisiana | Virginia | Total n (%)
Transportation/limited public transit 4 8 12 (60%)
Stigma 5 10 (50%)
Substance use 6 4 10 (50%)
Homelessness/unstable housing 7 3 10 (50%)
Poverty/low income/low SES 4 5 9 (45%)
Mental illness 5 2 7 (35%)
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