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Pathways to Retention in HIV Care Among U.S. Veterans

Monigue M. Hennink, Bonnie N. Kaiser? and Vincent C. Marconi'34

Abstract

Retaining HIV patients in clinical care is a critical component of the HIV care continuum, impacting not only
patients’ virologic suppression, but their overall health and wellbeing. Understanding reasons for patient
drop-out is therefore important to improve HIV outcomes and reduce transmission. This study used quali-
tative in-depth interviews with patients who dropped out of HIV care (n=16) from the Atlanta Veterans
Affairs Medical Center, to explore their reasons for drop-out and how they negotiate barriers to return to care.
Results show three interlinked ‘‘pathways’’ leading to patient drop-out —wellness, illness, and medication
pathways. These pathways encompass both barriers to retention and triggers to resume clinic visits, with
patients following different pathways at different times in their lives. Perhaps the strongest deterrent to
continuing clinic visits was participants’ self-perception of wellness, which often outweighed clinical indi-
cators of wellness. These pathways suggest that multiple approaches are needed to improve treatment re-
tention, including reducing clinic-based barriers, addressing basic needs that are barriers to clinic visits, and
empowering patients to view clinic visits as a facilitator to maintaining their overall health rather than only a

reaction to illness.
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Introduction

HORTLY AFTER COMBINATION antiretroviral therapy

(ART) became widely available, it was recognized that
poor adherence to treatment was widespread.' In the absence
of high levels of adherence to ART, HIV drug resistance and
adverse clinical outcomes can comPromise the benefits of
these otherwise lifesaving agents.”” Logically, it followed
that retention in care facilitated adherence and ensured regular
ART refill pickups.* By 2005, a consultation meeting was
convened by the Health Resources and Services Administra-
tion’s (HRSA) HIV/AIDS Bureau (HAB) in its role overseeing
the CARE Act to determine the best ways to engage and retain
HIV-positive individuals in care.’ Following this meeting, the
Office of the National AIDS Policy commissioned the Institute
of Medicine to produce a complete report outlining a strategy
to address the significant gaps found in the continuum of HIV
care.® That report helped to inform the HIV Care Continuum
Initiative in 2013 by President Obama.” Moreover, Skarbinski
et al. demonstrated that individuals diagnosed with HIV, but
not retained in care, had the highest number of HIV trans-
mission events among any group along the HIV Care Con-

tinuum, demonstrating the importance of retention beyond
individual health.®

Retention in care (i.e., regular clinic visits) and virologic
suppression remain the most critical aspects of the HIV care
continuum, as breaks in these links of the chain result in
significant morbidity, mortality, and spread of HIV.? Al-
though virologic suprpression can still occur in the absence of
regular clinic visits, = with mounting medical comorbidities
and potential medication interactions or side effects, these
appointments become increasingly important to assist with
overall health and wellness management of patients. There-
fore, it remains imperative that the medical community have
a better understanding of how patients negotiate healthy be-
haviors and clinic visits within a morass of other competing
needs. With a better understanding of this process, more ef-
fective strategies can be developed to assist patients.

Currently, healthcare officials, clinical program directors,
and clinicians are struggling to improve retention in care for
the most vulnerable patients in the healthcare system. Pa-
tients who ‘“‘churn” in and out of care account for only 4.9%
of the population in one study,'" but constitute 16.6% of the
community viral load, despite substantial efforts by the patients

lHubert Department of Global Health, Rollins School of Public Health, Emory University, Atlanta, Georgia.
Duke Global Health Institute, Duke University, Durham, North Carolina.
3Division of Infectious Diseases, Emory University School of Medicine, Atlanta, Georgia.

“Atlanta Veterans Affairs Medical Center, Atlanta, Georgia.
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themselves and the healthcare institutions who have pledged to
care for them. These patients face daunting structural barriers
such as poverty, inconsistent housing, food insecurity, inade-
quate transportation, and insufficient education.'* Additionally,
migration, child/family care, employment, frequent hospitali-
zation, intermittent incarceration, and periodic lapses in
healthcare access create obstacles to keeping appointments.'?
Finally, psychosocial stressors (e.g., stigma, substance abuse,
mental health disorders, distrust, and fear of death) can be
paralyzing even in the absence of these barriers.'*"

Despite these seemingly insurmountable hurdles, many
patients reliably adhere to often complicated regimens and
make the most of their clinic appointments.'® Important fa-
cilitators of retention include demographic, socioeconomic,
and psycholo?cal factors, as well as perceived needs of the
individual.'®"” Social capital (relationships and networks)
and the impact of the surrounding community are likewise
important facilitators. Finally, the healthcare system in par-
ticular can promote or hinder retention for a variety of rea-
sons, including the degree of distrust of the healthcare
system,lg satisfaction with the clinic experience,lg’20 and
cultural competency of the providers.*!

Despite the wide range of studies describing barriers and
facilitators to retention in care, there is less understanding as to
how individuals negotiate structural barriers, life circum-
stances, and perceived needs while making decisions to en-
gage with the healthcare system and prioritize their health.
Depending upon how an individual values various aspects of
their health in relation to other needs, decisions are made in the
context of these ‘“preferences.”” To improve retention in care,
it therefore becomes critical to understand how individuals
view these priorities and what motivates positive behavior.

In this study, we conducted qualitative in-depth inter-
views with individuals who were no longer retained in HIV
care to understand reasons for clinic drop-out and to identify
ways to improve retention. This was done in the context of a
Veterans Affairs Medical Center (VAMC) HIV clinic, where
many of the administrative barriers associated with Ryan
White clinics (e.g., reenrollment) do not exist, thereby more
closely approximating an open-access model of healthcare
within the United States. The Atlanta VA ID Clinic provides
both HIV specialty and primary care for over 90% of en-
rolled patients.

Materials and Methods

This study was conducted at the Infectious Disease Clinic
(IDC) within the Atlanta Veterans Affairs Medical Center
(AVAMO) in Atlanta, Georgia. The IDC is the largest Ve-
terans Affairs (VA) clinic for patients with HIV in the United
States, serving ~ 1,400 HIV+ patients. This study was part of a
larger project at the AVAMC, which included HIV-positive
patients who were currently in-care and those who had drop-
ped out of care. This article focuses on the out-of-care group
to understand their reasons for treatment drop-out. Patients
at the IDC were eligible for the study if they were 18 years or
older, first attended the IDC before January 2011, and were
diagnosed as HIV positive. Being ‘‘out of care’” was clas-
sified for this study as patients who received at least 6 months
of HIV care at the IDC, but had not attended a clinic visit
for at least 8 months. Eligible participants were identified
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through clinic records. Out-of-care patients due for a clinic
appointment during the study period were divided into
quartiles by their time out of care, and then purposively se-
lected from each quartile. Using clinic records enabled pur-
posive diversity sampling by demographic and treatment
retention characteristics; thereafter, iterative recruitment was
used to achieve diversity in other characteristics like em-
ployment status. Sixteen participants were purposively se-
lected, contacted by telephone, and invited to participate in
an interview.

Data were collected from February to July 2013, through
qualitative in-depth interviews to identify detailed individual
narratives on the context of patients’ experiences at the IDC.
A semistructured interview guide was developed, piloted,
and refined. The following topics were included: influence of
military service on healthcare; HIV diagnosis; knowledge of
HIV; HIV treatment, care, and support; and barriers and fa-
cilitators for receiving HIV care at the AVAMC. Interviews
were conducted by researchers trained in qualitative research
and experienced with HIV care within the AVAMC system.
Interviewers practiced reflexivity to minimize potential in-
fluence on data collection. Interviews lasted between 60 and
90 min, were digitally recorded, and conducted in a private
room at the IDC. The study was approved by the Emory
University Institutional Review Board (IRB00060643).

All interviews were transcribed verbatim, deidentified, and
entered into MaxQDA11 software for qualitative data analysis.
Narrative analysis*® and Grounded Theory> were used to
develop an explanatory framework of the context and influ-
ences on patient drop-out of HIV care (Fig. 1). This involved
extensive reading and memoing of data to identify issues
raised by participants. Each issue was validated by two ana-
lysts, given a codename, and listed in a codebook. The code-
book included both deductive codes from topics in the
interview guide and inductive content-driven codes. Intercoder
agreement was conducted to assess the reliability of coding
between analysts, and coding discrepancies were resolved
before coding the entire data set. Narrative analysis was used
to conduct within-case review of each participant’s individual
narrative to understand issues raised in context and discern any
sequence of influences that led to HIV treatment drop-out.
These narratives were then compared across the data set to
identify core components and sequences influencing missed
HIV clinic visits. Grounded theory was then used to search
codes across the data to build up a more detailed understanding
of each issue and the relationships between issues. Related
issues were grouped into categories, and links between cate-
gories were explored and verified. A conceptual framework
was developed from these analyses to depict various inter-
linked pathways that lead to HIV treatment drop-out. The
framework was validated by continually returning to data,
repeating data searches, and reviewing participant narratives to
check their fit with the pathways developed. Outliers were
examined and incorporated. Additionally, the concept—in-
dicator model** was used to confirm that all components of the
conceptual framework were well grounded in data. During
narrative analysis, we identified a subgroup of participants
who had been out of care at the IDC, but received HIV care
elsewhere (shown in Table 1), due to periods of incarceration,
interstate migration, or a preference for another provider such
as at a private clinic. We included these participants in our
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analyses about reasons for HIV care drop-out to provide a
complete understanding on the context of patient drop-out, but
excluded them from further analyses, where relevant, to avoid
spurious findings.

Results

Table 1 shows the sociodemographic and clinical charac-
teristics of study participants. Most participants were Black
men, aged between 40 and 67 years of age, with over half
attaining a high school diploma. A majority of participants
were currently employed, with one-third experiencing peri-
ods of incarceration. Overall, participants had been out of
care at the VAMC for a mean of 22.9 months. The partici-
pants had a mean CD4 count of 394 cells/uL and viral load of
3,769 copies/mL. Some participants self-reported having
some mental health problems (56%) and drug addiction
(31%). Table 1 also shows the characteristics of the four
participants who were out of care at the VAMC, but were
found to be in care elsewhere (see Materials and Methods).

Study results show three interlinked “‘pathways’ that led
participants to drop out of HIV care for extended periods of
time—a wellness pathway, an illness pathway, and a lack of
medication pathway (Fig. 1). Each pathway has a dominant
deterrent as well as secondary influences that cumulatively
discourage participants from maintaining regular HIV care at the
AVAMC clinic. Participants followed different pathways at
various times during their treatment history; therefore, individ-
uals cannot be categorized into any single pathway. For example,
a participant may follow the wellness pathway and experience
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deterrents to clinic attendance typical of this pathway, then be-
come unwell and follow the illness pathway and experience its
respective barriers to clinic attendance, and after recovering
from illness may again follow the wellness pathway. Participants
also moved in and out of HIV care, with extended periods out of
care, but also periodically returning to the AVAMC for clinic
visits following specific triggers described below. Results are
structured around the three pathways depicted in Figure 1.

Wellness pathway

The wellness pathway is characterized by participants having
a sufficient supply of medications for HIV, a sense of responsi-
bility to take their medications regularly, and a strong perception
of wellness such that they viewed clinic visits as unnecessary
and in competition with other life priorities. Participants stressed
the importance of always having HIV medication and taking
their medication regularly to keep them feeling healthy. This
was facilitated by having a sufficient supply of HIV medication
at home and the ability to renew their medication in the mail.
They also conveyed a sense of independence in managing their
HIV and believed that if they continued to take their medica-
tions, a clinic visit was unnecessary unless they became ill or
needed to renew their medication. All participants followed the
wellness pathway at some time during their treatment history.

Perceptions of wellness

A core characteristic of this pathway is a strong perception
of wellness among participants, which included their physical
wellbeing, an awareness of their viral load, and being comfortable

TABLE 1. SOCIODEMOGRAPHIC AND CLINICAL CHARACTERISTICS OF STUDY PARTICIPANTS

Total sample

Out of care anywhere® Out of VAMC care®

Sociodemographic
Gender
Male 15 (94%)
Female 1 (6%)
Age (mean, range) 52 (40-67)
Race
Black 11 (69%)
White 4 (25%)
Hispanic 1 (6%)
Education
High school diploma/GED 9 (56%)
Some college 4 (25%)
Associate’s/Bachelor’s degree 3 (19%)
Income
Mean $2,680
Median $2,500
Employed 10 (63%)
Ever incarcerated® 5 (31%)
Ever had mental health problem® 9 (56%)
Ever addicted to drugs® 5 (31%)
HIV status
Months since last clinic visit (mean) 22.9
CD4 (cells/uL)
CD4 count (mean) 393.9
CD4% 19.0
Viral load (copies/mL, mean) 3769.6

11 (92%) 4 (100%)
1 (8%) 0
54 (40-67) 48 (44-55)
9 (75%) 1 (25%)
2 (17%) 2 (50%)
1 (8%) 1 (25%)
6 (50%) 3 (75%)
4 (33%) 0
2 (17%) 1 (25%)
$2,237 $3,900
$1,500 $2,900
7 (58%) 3 (75%)
5 (42%) 0
6 (50%) 3 (75%)
4 (33%) 1 (25%)
14.2 49.0
324.3 602.5
17.0 25.0
1906.8 9358.0

“Not receiving HIV care at the VAMC or elsewhere.
"Qut of care at VAMC but in-care elsewhere.
“Based on self-report.

GED, General Educational Degree; VAMC, Veterans Affairs Medical Center.
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with HIV. Participants typically described that they simply “feel
well” and did not see the need to attend HIV clinic visits when
they were not sick. For example, ‘““When I'm not hurtin” and I'm
not sick I, I ain’t comin’ to no doctor [...] It’s just not worth it,
especially when I'm healthy. If I feel sick, yeah, I'm the first one
that’s comin’ to knock on the door’”” (OC3, white male, 55 years
of age). Overall, participants conveyed a strong opinion that clinic
visits were for illness and were not needed if they felt well.
Being aware of their CD4 count and viral load also con-
tributed to participants’ sense of wellness, whereby they often
reported that they “‘know their numbers™ or “‘their numbers
are stable”’, thus they felt they were effectively managing their
HIV without the need to attend the clinic. For example, ““I
went in and did a test like every three months. And then it
became six months, and then it became, uh, every year and
then finally I just didn’t go back anymore, ‘cause my numbers
was never changing [...] I probably was here for like a year,
but my numbers really never changed. So I never... I just quit
coming. To me, it wasn’t even reason to until my health started
going bad” (OC11, white male, 49 years of age).
Participants also described that they felt ‘“‘comfortable
with the virus’ because they had been living with HIV for a
long time and understood HIV better now than when first
diagnosed They conveyed a sense of confidence in knowing
about HIV, how to manage HIV, and how their body responds
to HIV medication. Overall, they reported a passive attitude
toward having HIV, for example, ““I believe that my virus is
ok. it’s undetectable...so if I miss this appointment it really
won’t hurt me because I'll continue to take my medications
and then you know, I will go to my next appointment just to
make sure that everything is still OK. But I’ve come to be-
lieve that HIV isn’t as bad as some people may believe it is.
So, I guess I'm kind of passive to my virus...I kind of feel
safe with my virus’’ (OC6, black male, 41 years of age)
Overall, participants said they were no longer afraid of HIV
and that taking medication meant that they were in control of
their HIV. They stated that HIV was “not a death sentence”
anymore but a chronic condition. For example; “C’mon
(laughs) I mean, it’s no longer a death sentence, but you gotta
take your meds just like... diabetes isn’t a death sentence, but
you gotta take your medications” (OC16, black male, 52 years
of age). Therefore, participants felt confident they could remain
healthy through continued self-management of HIV without
attending the clinic and saw limited risk in missing HIV clinic
visits. For example, ““as long as my HIV is still in check, I don’t
see a problem with not seeing the doctor that often” (OC13,
black male, 43 years of age). The combination of having enough
medications that are taken regularly, a strong perception of
wellness, and feeling comfortable with HIV led to participants
to decide that attending HIV clinic visits was unnecessary.
Participants’ self-perceptions of wellness described above
were not always supported by clinical records of their CD4
count. Some participants who described feeling well did have a
high* CD4 count and their viral load was undetectable, thus
supporting their feeling of wellness; whereas others said they
felt well but had a low' CD4 count and sometimes a high viral

“A high CD4 count refers to 500 cells/uL or above, whereby risk
of death and serious clinical conditions are roughly equivalent to
HIV-negative individuals.

fA low CD4 count refers to 200 cells/uL or below, whereby a
patient is considered to have AIDS.

521

load, including some with a low-enough CD4 count to be
considered as having AIDS. Although participants were aware
their CD4 count may be low, they reported that this was in-
significant to their wellbeing, stating that if they felt well and
were taking their medication, then they were unconcerned
about the actual clinical diagnosis. Therefore, participants’ own
perception of wellness had a greater influence on their decision
to miss clinic visits than clinical indicators of wellness.

Life priorities

When participants felt well, their scheduled HIV clinic
visits competed with other life activities, which they priori-
tized over what they perceived as unnecessary clinic visits
(Fig. 1). Participants felt they were effectively managing HIV
with medication; thus, missing clinic visits was viewed as
acceptable, and their focus shifted to other life priorities and
responsibilities, such as family, work, or leisure. For exam-
ple, “I ain’t say coming to appointments has taken a back
seat, it’s just that, with so many other things going on in my
mind, I guess it wasn’t...I guess I can just admit, I guess it
wasn’t priority enough in my mind, to remember’”’ (OC16,
black male, 52 years of age) and ““You look up at the calendar
and realize, gee I haven’t been to the doctor in a whole year!”’
(OC8, black male, 67 years of age). As a result, some forgot
about scheduled HIV clinic visits or were unaware that they
have missed clinic visits, leading to apathy, such as “I just
don’t realize I have not been in a while”” (OCS8, black male, 67
years of age). Participants also described procrastinating on
clinic visits, for example, “Well, I'll do it next week. You
know, that type of thing”” (OC11, white male, 49 years of age).

A secondary deterrent to attending HIV clinic visits were
clinic-related barriers (Fig. 1). Participants described that the
“hassle” of attending the clinic was discouraging and an
added burden to what is already seen as an unnecessary Vvisit.
Clinic barriers included problems with appointment sched-
uling, transport, waiting time, and provider issues, which are
described in detail on the illness pathway below.

Triggers to resume clinic visits

For participants who felt well, the two main triggers to
resume HIV clinic visits were becoming sick or needing to
renew their HIV medication (see dashed lines in Fig. 1).
Becoming sick was a strong motivator to seek a clinic ap-
pointment, and care was typically sought immediately for an
illness that was seen as serious or prolonged. For example,
“I started feeling bad...I wasn’t really sick, just seemed like
I was more drained... that’s when I decided to come back up
here”” (OCI11, white male, 49 years of age). Participants
stated that they were familiar with taking HIV medication
and could thus identify atypical side effects or other symp-
toms of illness that caused concern. In these situations, they
often attended the HIV clinic as a nonscheduled ‘‘walk-in”’
patient. Family encouragement was described as a motivator
for returning to the HIV clinic when participants became sick
or were ‘‘feeling low.” For example, ““They [family] check
on me, they try to check out my doctors’ appointments, they
ask me if I have been taking my medicine. If I started looking
like T am tired or I am not up to par. Then they fuss till they
can get me back to the doctor’” (OC1, black female, 54 years
of age). The other prompt to return to the HIV clinic was a
lack of medication, when they had completed their supply. In
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this situation, participants would prioritize their HIV clinic
visit over any potential barriers, with the sole purpose of
replenishing their HIV medications. For example, “When I
know I’'m out of refills, now my appointment becomes pri-
ority”’ (OC16, black male, 52 years of age).

lliness pathway

The illness pathway (Fig. 1) is characterized by various
health issues that interfere with participants’ ability to attend
regular HIV clinic visits. Participants described prioritizing
care for non-HIV illnesses over routine HIV clinic visits,
becoming sick from side effects of HIV medication, drug
addiction that led to irregular medication adherence, and
apathy toward missing scheduled clinic visits. These illnesses
and conditions made participants less able to travel to the
HIV clinic and less willing to tolerate clinic-based issues
such as long wait times. Participants experienced the illness
pathway at different times during their treatment.

lliness experiences

In this pathway, participants experienced a range of health
conditions that they perceived as unrelated to their HIV that
required treatment and medication. Both physical and mental
health issues were identified, such as cancer, diabetes, high
blood pressure, high cholesterol, depression, post-traumatic
stress disorder, and drug addiction. Receiving care for these
health issues consumed a great deal of time and energy, which
led participants to shift their priorities away from attending
routine HIV clinic visits to receive care from subspecialists for
these health conditions. For example, “I was going downstairs to
the oncologist every week...once a week...then when they get
through with you, you be wore out” (OC4, black male, 60 years
of age). Participants’ shift in priorities was rationalized as they
were confident that their HIV was being managed by their
medication; thus, attending the clinic was given low priority. At
times, managing other health conditions, receiving treatments,
or recovering from other illnesses left participants too sick or
fatigued to travel to the HIV clinic or endure the long wait times.
For example, participants receiving chemotherapy described
significant physical weakness, weight loss, and stress, making
them unable to focus on HIV clinic visits as well. Participants
who experienced depression became indifferent about managing
their HIV: either the depression itself or their medications left
them in a mental haze, and they forgot their HIV clinic ap-
pointments. These conditions in addition to general fatigue from
living with HIV led to missing HIV clinic visits. For example,
“When I was depressed I didn’t want to go and do anything. I
didn’t care if my numbers was bad, you know, so it didn’t matter
if I got up [to clinic] or not (laughs) you know, so, I mean it was
hard to get out of that” (OC11, white male, 49 years of age).

Participants also described becoming ill when they volun-
tarily stopped taking their HIV medication due to side effects,
substance abuse, or beliefs about gaining resistance to HIV
medication. Side effects of HIV drugs such as nausea, insomnia,
and irritability caused participants to cease taking their HIV
medication for extended periods of time to gain relief before
resuming care again. For example, “I’ve never taken medica-
tion more than a year and a half, y’know....to the point where it’s
just the medication, the side effects, you just can’t do it any-
more” (OC3, white male 55 years of age). Participants de-
scribed ““going off meds for a while”” and therefore felt no need
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to attend HIV clinic visits unless they became ill. Participants
who struggled with substance abuse and drug addiction ceased
taking HIV medication or took them irregularly and did not
prioritize keeping clinic appointments. Beliefs about developing
resistance to HIV medication also led participants to stop taking
their medications, sometimes for a year or more, during which
time they ceased attending HIV clinic visits. This was described
as taking a ‘““drug vacation” and “letting your body cleanse
itself”” from the HIV drugs, which they believed would mitigate
gaining drug resistance. As a result of not taking HIV medica-
tion, some participants reported becoming very sick or requiring
emergency care, which became a trigger to resume their HIV
care. For example, ‘I realized then if I ain’t taking the medicine
[for HIV] I was gonna stay sick™ (OC14, black male, 57 years of
age). These situations then caused missed HIV clinic visits.
Participants who experienced illness, as described above,
were further discouraged from attending routine HIV clinic
visits due to clinic-based barriers (Fig. 1). Participants de-
scribed the difficulty of having to endure a long wait time when
they were feeling sick, which deterred them from attending the
HIV clinic. Long wait times were characteristic of all clinic
appointments: even if they arrived on time, were the first pa-
tient scheduled, or used a walk-in appointment, they typically
waited several hours to see a physician. For example, “I don’t
want to come here for a 9 o’clock appointment and be seen at
11:30 and then you have to go to lunch and I won’t really be
seen until 1. What kind of stuff is that? Is my time not valuable?
Or are you just not time management savvy?”’ (OC7, black
male, 44 years of age). Despite the long wait times, participants
reported that if they arrived a little late, they were refused
consultation and required to reschedule. For example, “Why is
it OK for them to sit there and be two hours late but yet I get
here fifteen minutes or an hour or whatever after my appoint-
ment is due and all of a sudden I get ostracized? [...] That’s one
of the reasons why every time I come down here I just go home
with more stress than before I came down” (OC3, white male,
55 years of age). In addition, participants reported the time
burden of traveling several hours to the clinic, enduring traf-
fic issues, and facing difficulties in parking once at the clinic,
all of which discouraged their attendance, particularly when
ill. Difficulties with scheduling clinic appointments several
months in advance left participants without an appointment,
and lack of clinic follow-up meant they then ““fell through the
cracks” of the scheduling system. Furthermore, the inconsis-
tent travel reimbursement process was an added problem.
Limited physicians on duty, rotating physicians, and pro-
vider attitudes caused further frustrations for patients and
discouraged clinic attendance. Participants reported that
there was only one physician on duty to attend to many walk-
in patients, which they felt contributed to the long wait time
for care. They also described a constant rotation of physi-
cians, which meant they saw a different doctor at each clinic
visit. This required them to describe their medical history
anew at each appointment, which left little or no time to
discuss other health concerns aside from HIV. As a result, any
non-HIV issues were often disregarded. Participants de-
scribed that providers’ attitudes toward patients also created a
poor patient—provider relationship. They felt that some phy-
sicians did not listen to their concerns and lacked compas-
sion, often focusing more on completing medical forms
rather than consulting the patient or they were reluctant to
fully explain the patient’s health conditions. For example,
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“I’ve had some [doctors] that were not as friendly as others,
and some that take time with their patients and some don’t...I
have been with some; they don’t even look up at you, they’re
in that [computer], putting it in there, they ask you a few
questions, they never look at you, they never identify with
you. You know...I don’t like a doctor like that. I want one to
at least treat me like I’'m human’ (OCl1, black female, 54
years of age).

Although we anticipated that clinic barriers would pose a
barrier across all pathways, results show that clinic issues
were isolated to the illness pathway and indirectly in the
wellness pathway. Therefore, our figure reflects this focused
influence of clinic barriers across the different pathways.

Lack of medication pathway

The lack of medication pathway (Fig. 1) is characterized by
participants seeking a clinic appointment to replenish their
depleted medication supply, but they faced a range of structural
barriers that led to missed or delayed clinic visits. Work com-
mitments, time release from work, incarceration, and moving
between states presented barriers to attending HIV clinic visits.
These barriers often left participants without an adequate sup-
ply of HIV medication for extended periods of time.

Structural barriers

In this pathway, participants described taking HIV medi-
cations regularly until their supply ended. Although they
sought to attend the clinic, they faced structural barriers that
led them to miss, delay, or not renew their clinic appointments.
Participants described prioritizing work commitments over
clinic visits, even if they needed to replenish their HIV med-
ication. They also stated that attending a single clinic visit
often required taking a whole day out of work, which was
problematic due to the nature of their employment. Working
long hours, shift work, inflexible schedules, and lack of sick
leave all restricted their ability to take time from work. As a
result, participants used vacation days to attend clinic ap-
pointments, but when these expired, they were unable to attend
further clinic visits. For example, “I’'m very religious [with
appointments] up until I run out of vacation. The second I run
out of vacation, I can’t come back up [to clinic] until I get my
vacation back again” (OC11, white male, 49 years of age).

Participants were also concerned that taking so much leave
for health reasons would raise suspicion among their em-
ployers and work colleagues. Those whose HIV status was
concealed feared stigma and job loss if the reason for their
time off became known. For example:

“I’'m still taking four, five hours of leave from work, and so
it’s kind of a hassle [...] and it seems like, are they wondering
what’s going on? ‘““Why’s he have to take this... go to the doctor
often?”” And then, ““He’s gone for half a day [...] It just makes
me feel uncomfortable, you know, they might not... come out
and ask me, ‘“Are you sick?,”” you know, but [...] I can tell that
they’re wondering ‘cause, so...I feel uncomfortable having to
be put in that situation” (OC13, black male, 43 years of age).

To alleviate suspicion at their workplace, participants
would regularly miss clinic appointments, thus reducing the
amount of leave time needed. For example, ‘‘Sometimes just
to keep the heat down, so you’re not having problems at
work, you know, sometimes you have to reschedule”” (OC11,
white male, 49 years of age).
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Incarceration and interstate migration also caused partici-
pants to miss HIV clinic visits. Although clinic records will
indicate that these participants fell out of care, they were ac-
tually still receiving HIV medication while incarcerated or from
another VA facility if they had moved residences. Participants
also sought HIV care from non-VA providers, thus dropping
out of care at the VA clinic periodically while receiving care
elsewhere. For example, “My charts in the computer will show
some extensive lengths where I wasn’t [attending clinic] and
that was due to incarceration for some periods as well as me just
not living in Georgia” (OC6, black male, 41 years of age).

Discussion
Reducing barriers and promoting facilitators

This qualitative study described three pathways whereby
patients fall out of HIV care at a VA facility: a wellness path-
way, an illness pathway, and a medication pathway. Perhaps the
strongest reported deterrent for participants in this study to re-
main in HIV care was their self-perception of wellness (well-
ness pathway). However, their perception of wellness was not
necessarily correlated with clinical indicators of wellness,
emphasizing the discrepancy between patients’ current lack of
symptoms and their underlying disease. Participants equated
adherence to antiretrovirals (and virologic suppression at times)
with wellness and clinic visits with illness, whereby the clinic
represented a place to go when feeling ill, presenting with
atypical symptoms or having pain. Participants perceived that
the function of clinic visits was to ‘know their numbers” and
receive medication refills. If these requirements are already
fulfilled, a clinic visit was not valued by patients. Under these
circumstances of perceived wellness, any obstruction to keep-
ing an appointment with the clinic providers—namely, life
priorities and clinic barriers—became a significant deterrent,
only overcome by a stronger trigger to return to care—namely,
becoming sick or needing to renew their medication.

To address the perceived wellness barrier, one priority would
be to determine whether certain patients actually could “‘self-
manage’ their HIV care. Most HIV clinic visits involve com-
prehensive health evaluations consisting of three areas: (1) HIV
management (i.e., CD4/VL monitoring, adherence, side effects/
toxicity, drug interactions), (2) preventive care/health mainte-
nance, and (3) primary comorbidity management. For indi-
viduals who are knowledgeable about their HIV disease, are
virologically suppressed with high CD4 counts, and do not have
medical comorbidities, these visits could be less frequent and
focus on holistic prevention strategies and health maintenance.
For all other patients, annual visits at least twice are necessary.
With this in mind, providers should clarify these expectations
and discuss the frequency and length of the visits when first
meeting with the patient and at periodic intervals thereafter.
Providers should also adhere to these expectations by struc-
turing visits around wellness education, rather than just up-
dating the patient on their laboratory results. Additionally, it is
important to recognize that patients’ understanding of wellness
as being independent of CD4 count might be in part a reflection
of prior common clinical practice; previously, providers would
reassure virologically suppressed patients who had low CD4
counts but felt well and were adherent to medications. How-
ever, it is now recognized that a low CD4 count is associated
with morbidity and mortality and should therefore remain a
clinical concern.”> Although to date therapeutic options to
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improve low CD4 counts for these patients do not exist, clinic
visits can be an opportunity to ensure that lifestyle modifica-
tions are being adopted and appropriate cancer and cardiovas-
cular screening takes place regardless of perceived wellness.

Additionally, to make these clinic visits easier and more
comfortable experiences for patients, clinic managers need to
continue to find ways to improve administrative and logistical
barriers. Attention should be paid to enrollment procedures,
scheduling, parking, waiting times, staff culture, and clinic en-
vironment.”" Task shifting some of the parts of the visit to other
providers (e.g., pharmacy members, social workers, psycholo-
gists, and other members of the care team) and telehealth visits
can streamline the visit and provide more convenient options
for patients. Indeed, some study participants suggested shifting
certain care tasks, such as blood draws, to V A satellite sites closer
to their homes. Multiple VA sites have been implementing
telehealth collaborative HIV care programs for precisely this
reason.”® Finally, it will be important to engage family members,
as they are shown in our study to be facilitators for staying in care.

When participants became acutely ill or dealt with multiple
comorbidities (illness pathway), they faced several obstacles to
keeping routine HIV clinic visits. Sometimes the illness pre-
vented travel to the clinic or visits would be missed due to
hospitalization. For those with multiple comorbidities, partici-
pants focused more on subspecialty clinic visits (cardiology,
oncology, etc.), and their HIV visits would be deferred. On the
other hand, illness also served as a motivator to return to the
clinic. For example, when participants described taking a “‘drug
vacation” due to treatment fatigue, significant side effects, or
concerns about drug resistance, they would develop symptoms
they perceived as being related to HIV. This would prompt
them to return to the HIV clinic to resume care. Various strat-
egies could address barriers experienced on this pathway.
Special accommodation could be made for hospitalized patients
where the routine clinic visit goals are accomplished within the
inpatient setting and ““counted’” as an outpatient visit. Similarly,
during acute walk-in visits, providers could attempt to “‘catch-
up”’ patients on routine care goals at that time. For individuals
with multiple comorbidities, clerks could schedule visits on the
same day as specialty appointments when feasible (if colocated)
to consolidate trips. To decrease treatment interruptions, pro-
viders need to increase education around the harms of this
practice and have this literature widely available in waiting
areas. Finally, a reduction in the aforementioned clinic barriers
would assist patients in this pathway, since these are significant
obstructions when unwell or managing multiple conditions.

Finally, for those participants who felt well but ran out of
medication refills (medication pathway), they came to the
clinic only to renew their medications as long as other
structural barriers were manageable. For these patients, every
effort should be made to reduce structural barriers such as
employment release time and psychosocial stressors such as
workplace stigma. Organizations such as the Center for HIV
Law and Policy and Legal Action Center offer education,
legal assistance, and policy advocacy to counter such struc-
tural barriers and stigma, through advocating workplace
protections, housing rights, and anti-HIV discrimination.
Again, the clinic should make every effort to reduce clinic
barriers, such as offering more flexible hours, home visits, a
patient portal that allows patients to interact with providers,
and medication renewal through secure messaging, tele-
phonically, or through telehealth visits.
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It is clear that a single strategy is unlikely to be effective for
all patients or even any given patient at all times, as evidenced
by the fact that participants in this study were influenced by
different pathways at different times in their treatment history.
Improving issues related to one pathway may have little impact
on participants in another, since there are different deterrents in
each pathway. For example, improving clinic issues may assist
those on the illness pathway, but not on the wellness pathway.
Thus, a range of interventions spanning issues in various
pathways may be most effective to facilitate regular clinic visits.

Insights from behavioral psychology

According to Maslow’s hierarchy,?” an individual’s needs
are prioritized such that fundamental needs (i.e., food, sleep,
water, and safety) must be satisfied before addressing higher-
order needs (i.e., financial security, health, and well—being.;).28
To an extent, when an individual is deficient in a basic
physiological need (e.g., lack of food), an innate drive (e.g.,
hunger) will lead to a motivated behavior (e.g., eating). This
simplistic model can be useful to explain how social deter-
minants, such as income or food availability, can influence
health behaviors. However, the threshold at which a motivated
behavior can satisfy a basic need differs among individu-
als. As an example, certain addictions can override innate
drive pathways, giving rise to an individual who can forego
eating for several days or longer during an alcohol binge.”’
Additionally, beyond these direct pathway alterations, the
value that an individual applies to basic needs can also vary
along with the temporal relationship between action and
consequence. Essentially, these preferences are interpreted
in terms of costs and benefits with a discount applied for
future realization of outcomes (theory of delay discounting).*°

Such intertemporal choices are influenced by the environ-
mental context and personal experiences of the individual. This
can lead to cognitive biases that can heap psychological barriers
on top of existing structural barriers. To illustrate, studies have
shown that when individuals are raised in violent neighborhoods
or experience significant trauma, safety becomes overvalued
when compared with a higher-order need (e.g., education),’
future benefits are discounted to a greater extent,’>>* and
impulsive behavior or mental illness can develop.>>>® This
is known as a present-bias preference.’’ Certainly, actual
ongoing safety concerns exist for many of these individuals,
but even when the context improves, the psychological barrier
can persist in the form of post-traumatic stress disorder or
symptoms of a foreshortened future.*® For these individuals,
despite thoughtful plans about the future, lifetime benefits
(e.g., health, self-actualization) are rapidly discounted to
near zero (hyperbolic discounting) to gratify immediate
needs. This creates dynamic time-inconsistent behavior,
wherein the best laid plans are postponed indefinitely in the
face of an onslaught of seemingly more pressing issues.>’

By applying these theoretical constructs to the results of this
study, a clearer understanding of health-related decisions be-
comes possible. When a patient feels well, they will first ensure
all other fundamental needs (life priorities) are addressed before
considering higher-order needs, such as attending a routine HIV
clinic visit focused on primary care and prevention. Since most
of the benefits related to primary care and prevention are realized
in the distant future, other higher-order needs with an earlier
payout such as maintaining employment will take precedence.
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Those with present-bias preferences will apply an even greater
discount on those health behaviors. At the same time—and not
hierarchically as Maslow would suggest—feelings of distrust,
stigma, and disenfranchisement will increase the cost associated
with attending a clinic visit. On the other hand, when a patient
feels ill, every effort is made to alleviate these symptoms. If it is
determined that a visit to the HIV clinic will accomplish this
goal, very little can prevent that visit from occurring. Otherwise,
patients will find alternative ways to mitigate their concerns.

With this construct in mind, the need for a strategic approach
aimed at addressing both basic needs and enhancing self-
actualization becomes apparent. Capitalizing on the lessons
learned from Behavioral Economics, simple nudges and in-
centives (i.e., commitment devices and contingency manage-
ment) can effectively improve health-related behaviors.***!
Incentives have the added benefit of providing financial support
for fundamental needs while simultaneously restructuring pri-
orities in favor of delayed gratification. Motivational inter-
viewing, message framing, and empowerment techniques have
also been shown to be effective to induce behavioral modifi-
cation and resilience for individuals with HIV or substance use
disorders.**™* Although data are lacking on whether strength-
ening agency for individuals living with HIV can enhance re-
tention, self-determination and self-efficacy theory have been
successfully integrated into strategies to improve physical ac-
tivity for individuals living with cardiac disease.*® Our findings
suggest that such approaches might likewise be applied effec-
tively to address barriers to retention in HIV care.

This study is limited in its focus on a clinic setting, where
patients are veterans and mostly male, therefore, the issues of
other types of clinic populations may not be captured in our
results. Despite this limitation, many of these patients inter-
mittently obtain care outside of the VA and describe very
similar experiences in other clinics. Similarly, the decision-
making process of patients from this study are reflective of
those reported from HIV clinics throughout the southern U.S.
and nationally. Additionally, although interviews were con-
ducted outside of the clinic, they were within the hospital
itself. This environment could have restricted what patients
were willing to share in response to the clinic-specific
questions. However, responses did capture substantial cri-
tiques regarding the clinic experience, staff, and providers.

Conclusion

Improving retention in care for individuals living with HIV
can have a substantial impact on patient health and the re-
duction of HIV transmission within the community. This
study highlighted three interlinked ‘‘pathways’ that led
participants to fall out of HIV care for an extended period of
time: a wellness pathway, an illness pathway, and a lack of
medication pathway. These pathways illustrated both barriers
to retention and facilitators for returning to care. An indi-
vidual participant could navigate each of these pathways as
their life circumstances and health status changed. This
model identified several approaches that could be im-
plemented to improve clinic retention: (1) reduce clinic-
based barriers (e.g., clinic wait times, provider continuity,
and customer service), (2) address patient foundational needs
(e.g., food insecurity, housing, transportation, and child
care), and (3) empower patients to become invested in their
health even while confronting a lack of basic needs.
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