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Abstract

Evidence suggests that racial disparities in the HIV care continuum persist in older age groups, particularly among African
Americans. The objective of this systematic review was to identify factors that facilitate or hinder older African Americans’
engagement in the HIV care continuum. For studies published between 2003 and 2018, we: (1) searched databases using
keywords, (2) excluded non-peer-reviewed studies, (3) limited findings to older African Americans and the HIV care con-
tinuum, and (4) retrieved and summarized data focused on barriers and facilitators of the HIV care continuum. Among the
1023 studies extracted, 13 were included: diagnosis/testing (n=1), engagement in care (n=7), and antiretroviral adherence
(n=35). Barriers included lack of HIV risk awareness, routine testing, and healthcare access, stigma, and multimorbidities.
Social support, health/medication literacy, and increased self-efficacy facilitated engagement. A targeted focus on older
African Americans is needed to achieve national goals of improving HIV care and treatment outcomes.
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Resumen

La evidencia sugiere que disparidades raciales en el cuidado continuo del VIH persisten en los grupos de mayor edad,
particularmente entre los afroamericanos. El objetivo de esta revision sistemaética fue identificar los factores que facilitan
u obstaculizan la participacién de afroamericanos mayores en el cuidado continuo del VIH. Con respecto a los estudios
publicados entre el 2003 y el 2018, nosotros: (1) revisamos bases de datos usando palabras claves, (2) excluimos estudios
no revisados por pares, (3) limitamos los resultados a afroamericanos mayores y el cuidado continuo del VIH, y (4) recu-
peramos y resumimos datos concentrados en las barreras y facilitadores al cuidado continuo del VIH. De los 1023 estudios
extraidos, se incluyeron 13: diagndstico/prueba (n= 1), participacion en el cuidado (n=7) y adhesidn antirretroviral (n=>5).
Algunas de las barreras incluidas fueron la falta de conciencia de riesgo del VIH, las pruebas rutinarias, y el acceso al cuidado
médico, el estigma y las multi-morbosidades. El apoyo social, el conocimiento sobre la salud/medicamentos y una mayor
auto-eficacia facilitaron la participacién. Para lograr los objetivos nacionales de mejorar el cuidado del VIH y los resultados
de tratamiento es necesario enfocarse en afroamericanos mayores.

Introduction

Older African Americans in the United States face dispro-
portionate risk of acquiring HIV and suffer from higher rates
of HIV morbidity and mortality than older adults of other
racial and ethnic groups [1-3]. In 2016, African Americans
Department of Anthropology, University of Maryland, 1111 accounted for 42% of new HIV diagnoses among older
ggzds Hall, 4302 Chapel Lane, College Park, MD 20742, adults and constituted the largest proportion (39%) of older

people living with HIV (PLWH) [1]. Despite compelling
studies indicating that engagement in the HIV care contin-
uum is essential for PLWH to live healthier, longer lives and
reduce onward transmission [4—8], older African American
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PLWH are less likely to engage in the HIV care continuum
compared with older adults of other racial and ethnic groups
[9]. The HIV care continuum, also referred to as the HIV
treatment cascade, is a model that outlines sequential steps
necessary to optimally prevent and treat HIV, from getting
tested for HIV and initial diagnosis to achieving viral sup-
pression [10]. Older African American PLWH have higher
odds of virologic failure and a mortality risk that is nine
times that of older white PLWH [1, 11, 12]. Evidence dem-
onstrates that disparities in the engagement in the HIV care
continuum have persisted in the antiretroviral treatment
(ART) era for African Americans due to multiple social and
structural vulnerabilities [13—-17]. African Americans suffer
disproportionately from poverty, with the lack of economic
opportunities and unequal insurance coverage manifesting
in delayed entry to HIV care and poorer ART adherence [18,
19]. Stigma and discrimination also negatively impact reten-
tion in care and viral suppression among African American
PLWH [20, 21].

The context of aging with HIV is of critical importance
since approximately 47% of all PLWH are 50 years of
age and older, a growing proportion of whom are African
Americans [22]. Although many HIV risk factors remain the
same regardless of age, older adults, even if they are sexually
active, may not be as aware of their HIV risk compared to
younger adults [23]. Additionally, providers are more likely
to perceive older adults as at low risk for HIV and as a result,
less likely to recommend HIV screening and testing [24,
25]. Providers may also mistake signs of HIV infection for
common symptoms of aging or age-related conditions [25].
Further, the management of HIV infection is highly complex
in the context of multiple treatment effects, multimorbidities,
and aging for older adults [26]. Issues related to the loss of
social support, HIV stigma, and ageism may pose additional
barriers to older PLWH’s engagement in the HIV care con-
tinuum [27-31].

Despite older African Americans’ disproportionate risk
of HIV infection and lower rates of engagement in the HIV
care continuum compared with older adults of other racial
and ethnic groups, no literature review exists on factors
that facilitate or limit access to HIV treatment and care
among this population. Such a review could identify litera-
ture available on engagement in the HIV care continuum,
inform interventions and services to improve treatment and
adherence outcomes, and contribute to the national goal of
reducing HIV-related health disparities. The purpose of this
review is to identify empirical research that elucidates pos-
sible barriers and facilitators related to engagement in the
HIV care continuum among older African Americans.

@ Springer

Methods

The systematic review was conducted utilizing the stand-
ard protocol for Preferred Reporting Items for Systematic
Reviews and Meta-Analysis (PRISMA) [32]. We used Pub-
med/Medline, Academic Search Premier (EBSCO), and
Proquest to search for studies published between January
2003 and April 2018. Search terms were: HIV/AIDS, HIV+,
African American, Black, older adults, old age, aged, over
50, aging, testing, diagnosis, stigma, retention, adherence,
treatment, engagement, and care satisfaction. The second
author independently employed these search criteria. The
first and third authors independently screened the title and
abstract of each article for relevancy. Inclusion was based on
agreement between the two reviewers. Discrepancies were
discussed between all three authors and then reconciled by
the second author. We limited results to those that identified
or examined at least one of the five elements of the HIV care
continuum, including HIV testing, HIV diagnosis, engage-
ment in care, antiretroviral adherence, and viral suppression.
We focused on studies that had a majority representation of
older African American PLWH by requiring that the study
population was >50% African American/Black and >50%
over age 50, with all adults over age 40. We excluded studies
if sample demographics were not clearly presented. We also
excluded studies that focused on issues such as social sup-
port, mental health, substance abuse, and primary HIV pre-
vention without direct linkages to the HIV treatment cascade
and care continuum. We excluded editorials, letters, com-
mentaries, literature reviews, and studies conducted outside
of the United States. Published peer-reviewed qualitative and
quantitative studies in English that met the above inclusion
criteria were included in the full-text review.

Results

We screened 1023 relevant titles and abstracts across the
three search platforms (Fig. 1). 924 studies were excluded
as either duplicates or based on screening titles and
abstracts. The full text of the remaining 99 papers were
reviewed. 86 were excluded. Of these, 51 did not directly
relate to the HIV care continuum. 35 were non-empirical
studies or did not have a sample that met our inclusion
criteria. The remaining 13 papers were reviewed for inclu-
sion in the study: one on testing/diagnosis [33], seven on
engagement in care [34-40], and five on ART prescrip-
tion and adherence [41-45]. Table 1 outlines the manu-
scripts included in the review, and identifies and details
the sample population, methodology, and key findings of
each study.
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PubMed/Medline Academic Search Premier
2003-2018 2003-2018
183 Citation(s) 146 Citation(s)

Proquest
2003-2018
694 Citation(s)

Y
Non-Duplicate
Citations Screened

Inclusion/Exclusion
Criteria Applied

\ 4
99 Articles Retrieved

Inclusion/Exclusion
Criteria Applied

13 Articles Included

Fig. 1 PRISMA search strategy

Description of Studies

Among the 13 papers (Table 1), there were six qualitative
studies (46%) [34-38, 40]. Four studies (31%) were cross-
sectional [33, 43—45], three of which used a mixed methods
[33, 44, 45] research design and one which used a telephone-
based survey [43]. The remaining three studies (23%) were
retrospective cohort studies [39, 41, 42]. Six studies (46%)
were conducted with samples that consisted of women only
[33-35, 38, 44, 45]; one study (8%) was conducted with
a sample of only men [36]; and the remaining six studies
(46%) were conducted with mixed gender samples [37, 39,
41-44]. Six studies (46%) were conducted with samples con-
sisting of 100% African American PLWH [34-36, 38, 40,
45] and the remaining seven studies (54%) were conducted
with mixed race samples that were majority African Ameri-
can [33, 37, 39, 41-44]. The median number of subjects
enrolled in each study was 35 with a range of 20-5177.

Six studies used qualitative interviews and focus groups
to understand barriers and facilitators to engagement in
the HIV care continuum [34-38, 40]. Three studies used

924 Articles Excluded
After Title/Abstract Screen

35 Atrticles Excluded
During Data Extraction

51 Articles Excluded
After Full Text Screen

qualitative interviews and validated questionnaires to assess
factors that facilitated and impeded engagement in the HIV
care continuum [33, 44, 45]. Abara et al. used claims for
symptomatic HIV disease or AIDS to measure ART initia-
tion [41] and the proportion of prescribed days covered by
Medicaid to measure ART adherence [42]. Two studies used
self-reports to assess ART adherence [43, 45].

HIV Testing and Diagnosis

One individual study examined HIV testing and diagnosis
among a sample of older women in Atlanta, 73% of whom
were African American [33]. Although the study sample
had higher HIV testing rates (33%) than older women in
national samples (21%), their rates were still low given that
more than half of the sample (55%) reported moderate to
high-risk factors for lifetime exposure to HIV. Additionally,
most women in the study (71%) expressed little to no interest
in testing. Factors associated with a lack of interest in testing
included low HIV knowledge and low HIV risk perception.
Of the women who reported being interested in testing, 39%

@ Springer
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cited being curious about their HIV status, 23% mentioned
concerns related to safety, and 10% indicated reservations
about partner’s behaviors as common reasons for express-
ing interest in testing. Further, less than 25% of the sample
reported ever having a provider recommend testing despite
national guidelines recommending that providers offer rou-
tine testing in areas of high HIV prevalence such as Atlanta
[46, 47].

Receipt and Retention in Care

Seven studies explored barriers and facilitators related
to receipt and retention in care [34—40]. Only one study
(included in the following section on ART) measured rates
of retention in care among older African American female
PLWH, and found that the majority of the sample (86%)
reported attending all scheduled HIV-related appointments
in the past 12 months, with an average of 4 annual appoint-
ments (SD=2) [45]. Participants reported that HIV stigma
was a significant barrier to engaging and being retained in
care. Older African American PLWH experienced multiple
and intersecting stigmas—including those related to HIV,
race, gender, sexuality, drug and alcohol use, and incarcera-
tion—at intrapersonal, interpersonal, community, and insti-
tutional levels which hindered their ability to engage and
be retained in care. Additional obstacles to engagement and
retention in care included struggling with multimorbidities,
lack of money for co-payments, inadequate insurance cov-
erage, being too busy, inflexible work schedules, difficulty
accessing transportation, and lack of personalized care (e.g.,
male-specific education and treatment). Supportive social
connections (e.g., family, friends, health care providers,
employers, HIV support group members) and HIV clinic-
based care (e.g., delivery of disease-specific education and
HIV-related health maintenance) facilitated engagement and
retention in care among older African American PLWH.
Further, social obligations (e.g., caring for family members)
and significant life events (e.g., hospitalization, death of a
loved one, birth of a grandchild) positively impacted partici-
pants’ ability to self-manage HIV. Such responsibilities and
incidents prompted an increase in participants’ commitment
to self-care in order to stay healthy for themselves and their
family members.

Prescription of and Adherence to Antiretroviral
Treatment (ART)

Five studies investigated ART initiation and adherence,
which varied for samples across the studies [41-45]. One
individual study, by Abara et al. [41], evaluated the relation-
ship between race, comorbidity, and timely ART initiation
(£90 days post-HIV/AIDS diagnosis) among a sample of
predominantly (75%) older African American PLWH. The
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authors found that although 48% of older African Ameri-
can ART-eligible participants initiated ART promptly, the
median duration to ART initiation was 114 days, the longest
of all racial groups [41]. However, they found no racial dif-
ferences in the timely initiation of ART among the sample;
older PLWH who reported a comorbidity were 40% (95%
confidence interval =0.26, 0.61) as likely to initiate ART
promptly. In another study, Abara et al. [42] found that
among a sample of recently-diagnosed older PLWH between
50 and 64 years of age enrolled in Medicaid, a majority of
whom were African American (57%), approximately 32%
demonstrated optimal adherence (>95%), with men more
likely than women to be optimally adherent to ART.

Two studies found older African American PLWH to be
highly ART adherent [43, 45]. McCoy et al. [43] reported
that in a sample consisting of a majority of older African
American PLWH (60%) drawn from an ART adherence
intervention trial, 85% of older African American men
and 89% older African American women were > 95% ART
adherent. Race and gender were not associated with ART
adherence but higher annual income and increased self-effi-
cacy were associated with being 95% ART adherent. A study
among a sample of older African American women found
that 33 of the 35 women were actively taking prescribed
medication, with 69% reporting that they were fully adher-
ent in the previous week, 26% reporting missing a dose in
the previous week, and no one reporting missing more than
a single dose in that time [45]. Monroe et al. [44] utilized a
qualitative research design based on focus groups and did not
directly measure adherence among a sample that consisted
of primarily older African American PLWH (94%). Factors
that promoted ART adherence included health and medica-
tion literacy, simpler ART regimens with fewer side effects,
increased self-efficacy as a result of living and aging with
HIV, and high annual income. Psychosocial and structural
challenges such as untreated substance abuse and mental
health issues, medication fatigue, concerns over long-term
health effects of ART, stigma, routine financial hardship, the
management of co-morbidities, and lack of prescription drug
coverage and health care access hindered ART adherence.

None of the included studies specifically measured viral
suppression, although one study did report on clinical status
of the study sample [39]. Among a sample of largely older
African American female PLWH in Baltimore, 80% were
on ART and 50% had an HIV-1 RNA less than 400 copies
per milliliter suggesting that they were receiving immuno-
logic benefit from ART. In addition, Blank and colleagues
[48] reported on a national sample of minority women living
with HIV (mean age of 41.9, no breakdown of age range
presented). They examined viral suppression among African
American/Black (n=226, 63.3%), Hispanic/Latina (n= 105,
29.4%), and other (n=26, 7.3%) women living with HIV.
Factors associated with increased likelihood of being virally
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suppressed were reporting good adherence, being Hispanic/
Latina, not seeking care, and the impact HIV could have on
their families. Reductions in the likelihood of being virally
suppressed increased with age, current substance abuse, self-
reports of poor health, and reporting 14 or more days of
limited activity.

Discussion

We conducted a systematic review of peer-reviewed litera-
ture to identify studies that focused on factors that facilitated
or hindered older African Americans’ engagement in the
HIV care continuum. The studies included highlight sev-
eral major barriers and facilitators at each step of the HIV
care continuum that should be considered in implementing
tailored policies and culturally relevant programs that seek
to improve engagement in the HIV care continuum for an
aging population of African Americans who continue to be
disproportionately impacted. These include a targeted focus
on older adults within HIV education and prevention pro-
grams [33]; providing social, financial, and medical sup-
port to those who suffer from multimorbidities [49]; and
expanding HIV-clinic based care to improve treatment and
adherence outcomes among older African Americans [39].

In their study on HIV testing, Akers et al. underscore
the influence of HIV knowledge, risk perception, and risk
status on older African American women’s motivation for
obtaining HIV testing [33]. Like others, they also emphasize
the importance of routine HIV testing for older adults [23,
50]. HIV education and prevention programs and campaigns
can play an important role in increasing HIV risk awareness
among older adults by shedding the stereotype that older
adults are at low risk for HIV [51-54]. For instance, promis-
ing educational models such as group education programs
delivered by allied health professionals, peer education mod-
els, and directly delivered early intervention models (e.g.,
Senior HIV Intervention Project) could be culturally tailored
for older African American PLWH to increase their testing
rates and HIV risk awareness [55]. Provider-based interven-
tions also have the potential to increase testing among older
African Americans including those that educate providers
about up-to-date clinical recommendations for HIV screen-
ing and testing, and promote sexual risk assessments, risk-
reduction counseling, and HIV testing [56].

The studies that focused on engagement in care and ART
adherence described several barriers and facilitators. Social
and structural barriers (e.g., intersectional stigma, pov-
erty, lack of access to transportation and healthcare, and
low health literacy) as well as multimorbidities were sig-
nificant barriers. Skill-building and psychotherapeutic-based
interventions (e.g., role playing, behavior modeling, social
support, and peer-to-peer contact) have been successfully

used to reduce HIV stigma and increase self-efficacy among
African American PLWH [57, 58]. Further work is needed
to understand if these existing HI'V stigma reduction inter-
ventions also reduce perceived barriers to engagement in
the HIV care continuum for older adults. It would be useful
to further assess whether HIV stigma reduction interventions
can be expanded to address multiple dimensions and levels
of stigma (e.g., enacted stigma, community-level stigma)
and the social norms related to prejudice and discrimina-
tion (e.g., race and gender discrimination) that seem to hin-
der older African Americans’ engagement in the HIV care
continuum [59]. Additionally, structural interventions that
address poverty, healthcare access, health and medication
literacy, and transportation availability should be evaluated
and implemented specifically for older African Americans
[60—62]. Finally, patient-centered approaches that provide
comprehensive HIV care and routinely incorporate chronic
management strategies can strengthen efforts to link and
retain older PLWH in care and promote adherence to medi-
cation [63].

This review has limitations. First, eight of thirteen (62%)
studies included small sample sizes (n < 50 persons); future
studies will need to include larger samples of older African
American PLWH to provide more robust analyses and to be
more generalizable. Second, social desirability and personal
bias may have played a role in participant responses, espe-
cially when the study was interviewer-administered rather
than computer-assisted. Third, the included studies varied
considerably in terms of study design, sample size, and pop-
ulation demographics (e.g., gender, age range, geographic
region, etc.). This makes it very difficult to compare the
results of these studies with one another and draw definitive
conclusions. Fourth, our search was limited to three data-
bases using a discrete list of search terms. Using different
terms and searching additional databases might have identi-
fied additional studies which could have been included in
this review.

Conclusion

Clinical and treatment advances have improved the health
of PLWH, and as a result, many are living longer. Yet, older
African Americans continue to suffer disproportionately
from HIV infection, morbidity, and mortality. These dispari-
ties persist despite decades of individual-level interventions
and an acknowledgement that HIV racial disparities result
from structural and social drivers. Designing and imple-
menting tailored policies and culturally relevant interven-
tions that improve treatment and adherence outcomes among
older African Americans is essential. There is also a critical
need for future research to examine the challenges of manag-
ing HIV, as well as conditions traditionally associated with
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aging, specifically among older African Americans in order
to address the complex health and psychosocial issues in this
growing but vulnerable population.
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