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Abstract

Background: Approximately two in five persons with HIV (PWH) in the United States are aged
>55 years. HIV ancillary services, such as case management and transportation services, can help
older PWH remain engaged in care. We used data from the Medical Monitoring Project (MMP) to
describe the prevalence of unmet needs for ancillary services among persons with diagnosed HIV
aged =55 years.

Setting: Medical Monitoring Project is an annual cross-sectional study that reports representative
estimates on adults with diagnosed HIV in the United States.

Methods: We used MMP data collected during 6/2019-5/2021 to calculate weighted percentages
of cisgender men and cisgender women with HIV aged =55 years with unmet needs for ancillary
services, overall and by selected characteristics (N=3,200). Unmet need was defined as needing
but not receiving a given ancillary service. We assessed differences between groups using
prevalence ratios (PRs) and 95% confidence intervals (Cls) with predicted marginal means.

Results: Overall, 37.7% of cisgender men and women with HIV aged =55 years had =1 unmet
need for ancillary services. Overall, 16.6% had =1 unmet need for HIV support services, 26.9%
for non-HIV medical services, and 26.7% for subsistence services. There were no statistically
significant differences in unmet needs for services by gender. The prevalence of =1 unmet need
was higher among non-White persons (PR range: 1.35-1.63), persons who experienced housing
instability (PR=1.70), and those without any private insurance (PR range: 1.49-1.83).

Conclusion: A large percentage of older PWH have unmet needs for ancillary services. Given
the challenges that older PWH face related to the interaction of HIV and aging-associated factors,
deficits in the provision of ancillary services should be addressed.
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Introduction

Methods

Since the advent of highly effective antiretroviral therapy (ART), the life expectancy of
persons with HIV (PWH) has approached that of persons without HIV. 1 As a result, the
demographic profile of PWH has shifted to a greater percentage of older people. In 2019,
nearly two in five adults with diagnosed HIV in the United States were aged =55 years. 2
This proportion will likely continue to increase because of the effectiveness of ART.3

As PWH age, they may experience an array of new health-related difficulties including
higher rates of and earlier onset of co-morbidities, mental health concerns, and geriatric
syndromes (e.g., frailty, neurocognitive decline). 1 47 These new concerns may be
complicated by age-related treatment concerns, such as increased risk of medication side
effects, interactions and contraindications, and by age-related changes that can affect an
older person’s ability to adhere to ART regimens. ©

Given the increasing complexity of HIV care for older PWH, engagement in care remains
important as these persons age. HIV ancillary services can improve engagement in care

and support people’s overall health and well-being. 8 HIV ancillary services are those

that comprehensively support care engagement and viral suppression, and include services
such as case management, patient navigation, adherence support, transportation assistance,
and drug/alcohol treatment. @ Unmet need for ancillary services is associated with adverse
clinical outcomes with a dose response relationship between the number of unmet needs and
outcomes. 10. 11

As the older HIV population continues to grow, so too does the importance of planning

for the needs of this group. Because of this, the United States National HIVV/AIDS Strategy
(NHAS, 2022-2025) includes a new focus on quality of life and on meeting the needs

of older PWH. 12 The NHAS emphasizes that the U.S. healthcare system must adapt to
provide holistic care that addresses both aging-related health and ancillary service needs and
that analyses should be conducted to identify gaps in service delivery so that government
programs and community-based organizations can address deficits in service provision. 12

Although several studies have examined ancillary services in varied PWH populations,

we are unaware of any recent U.S. study that has focused on unmet needs for ancillary
services in the older PWH population. 10: 11, 13-17 Ag sych, the objective of our study

was to use representative data from the Centers of Disease Control and Prevention’s
Medical Monitoring Project (MMP) to describe the prevalence of unmet needs for ancillary
services among persons with diagnosed HIV aged =55 years, overall and by selected
characteristics. Because some social determinants of health, mental and other health
conditions disproportionately affect men versus women, which might result in differential
need for ancillary services, the analysis was also broken down by gender. 1819

The Medical Monitoring Project is an annual, cross-sectional, nationally representative
survey that assesses the behavioral and clinical characteristics of adults with diagnosed
HIV in the United States. MMP uses a complex survey design and two-stage sampling.
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In the first sampling stage, 16 states (including 6 separately funded jurisdictions) and 1
territory were sampled from all 50 U.S. states, the District of Columbia, and Puerto Rico;
jurisdictions were selected using a probability proportional to size sampling strategy based
on the prevalence of HIV and AIDS. In the second stage, the National HIV Surveillance
System is used to annually select a random sample of adults with diagnosed HIV from each
selected jurisdiction. 20 During the 2019-2020 data cycles, the response rate at the first stage
was 100%; the response rate, at the second stage, ranged from 40%-45% by cycle year.

Data for the 2019-2020 MMP cycles were collected from June of each cycle year through
May of the following year (6/2019-5/2021). A structured questionnaire was administered
either face-to-face or through phone interviews to collect demographic, behavioral, and
clinical characteristics, such as need for and receipt of ancillary services. The interviews
were conducted by trained interviewers. MMP is conducted as a part of routine surveillance
and is considered non-research. Jurisdictions received approval from their local institutional
review boards, if needed, and informed consent was obtained from all participants.

HIV ancillary services were defined as services that support retention in routine

HIV medical care and viral suppression.? Participants were asked about receipt of

and need for individual HIV ancillary services related to HIV support services (case
management, medicine through the AIDS Drug Assistance Program [ADAP], ART
adherence support, HIV peer group support, patient navigation services), non-HIV medical
services (dental care, mental health services, drug/alcohol counseling or treatment, domestic
violence services), and subsistence services (transportation services, Supplemental Nutrition
Assistance Program [SNAP] or Women, Infants, and Children Nutrition Program [WIC]
services, meal or food services, shelter or housing services).  The inclusion of these
services in the MMP questionnaire was informed by input from the MMP Provider and
Community Advisory Boards, as well as services commonly funded by the Ryan White
HIV/AIDS Program (RWHAP), the medical and support services safety net program for
PWH within the United States. These services are the standard set of services that are
assessed annually in the CDC’s behavioral and clinical surveillance report.? Unmet need
was defined as needing but not receiving a given ancillary service, among those with any
need for that service, in the previous 12 months. °

Unstable housing or homelessness was defined as experiencing unstable housing (i.e.,
moving two or more times, being evicted, or moving in with others due to financial
problems) or homelessness (i.e., living on the street, in a shelter, in a Single Room
Occupancy hotel, or in a car) during the past 12 months. Health care coverage for care

or medications was categorized as any private insurance, public insurance only (excluding
assistance through the RWHAP or ADAP), and no coverage or assistance through RWHAP
or ADAP only. Health care coverage was stratified by persons aged 55 — 64 and =65 years.
Attendance at a RWHAP facility was based on the most frequent source of HIV care where
medical records were abstracted. Disability was based on reports of any physical, mental,
or emotional disability (i.e., participants were asked if they had difficulty with any of the
following: deafness or serious difficulty hearing; blindness or serious difficulty seeing even

J Acquir Immune Defic Syndr. Author manuscript; available in PMC 2025 April 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Byrd et al.

Analysis

Results

Page 4

when wearing glasses; serious difficulty concentrating, remembering, or making decisions;
serious difficulty walking or climbing stairs; difficulty dressing or bathing; difficulty doing
errands alone). Household poverty threshold was defined using the Department of Health
and Human Services poverty guidelines. 21 Symptoms of depression and generalized anxiety
disorder were assessed using previously validated scales (Patient Health Questionnaire-8
and Generalized Anxiety Disorder-7, respectively) and categorized based on clinically
meaningful cutpoints; depression and anxiety were based on symptoms experienced in the
two weeks prior to interview. 22 23 Unless otherwise noted, all characteristics were based on
the 12 months prior to interview.

Using data from the 2019-2020 cycles on cisgender persons with HIV aged =55 years
(N=3,200), we first described the profile of demographic characteristics and social
determinants of health among cisgender men with HIV (N=2,391) and cisgender women
with HIV (N=809). We presented weighted percentages and 95% confidence intervals (Cls)
for categorical variables. Next, we calculated the weighted percentage of persons who had
at least one unmet need for any ancillary services among those with any need for a service,
and percentages of persons with an unmet need for individual ancillary services among those
with any need for that service. Results were presented overall and among cisgender men and
cisgender women with HIV. Among cisgender men and women, the prevalence of having
>1 unmet need was further stratified by selected characteristics. Transgender persons were
not included in the analysis due to small sample size (N = 166). To quantify differences in
unmet needs by selected characteristics, we estimated prevalence ratios (PRs) and 95% Cls
using predicted marginal means. Data were weighted to adjust for person nonresponse and
post-stratified to known population totals by age, race/ethnicity, and sex from the National
HIV Surveillance System. 20 All analyses were conducted using SAS, version 9.4 (SAS
Institute, Cary, NC), and SAS-callable SUDAAN, version 11.0.3 (RTI International, NC).

Selected characteristics

Of cisgender PWH aged =55 years, an estimated 77.1% (95% CI: 74.5-79.7) of persons
were cisgender male and 22.9% (95% Cl: 20.3-25.5) were cisgender female. Of cisgender
persons with diagnosed HIV aged =55 years, the plurality was aged 55-59 years (42.3%).
Thirty-nine percent identified as Black or African American (hereafter referred to as Black)
and 37.1% identified as White (Table 1). Over half were publicly insured only (60.4%)

and over half had more than a high school education (58.5%). Approximately one in 10
were unemployed (10.3%) and a third were unable to work (32.7%); 40.0% had household
incomes below the federal poverty level. Estimates of all selected characteristics are listed
overall and by gender in Table 1.

Unmet needs for HIV ancillary services

Overall, 37.7% of cisgender PWH aged =55 years had one or more unmet need for ancillary
services, with 8.4% (7.2%-9.6%) and 6.7% (5.8%—7.6%) having two and three or more
unmet needs, respectively (Supplemental figure). Among those with need for ancillary
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services, 16.6% had =1 unmet needs for HIV support services, 26.9% had =1 unmet needs
for non-HIV medical services, and 26.7% had =1 unmet needs for subsistence services.
Unmet needs were highest for domestic violence services (43.3%), HIV peer group support
(29.8%), and dental care (23.9%); however, the wide confidence interval surrounding the
proportion needing domestic violence services indicate that this result should be interpreted
with caution. There were no significant differences between cisgender men and women in
any category or service type of unmet need. (Table 2)

Differences in unmet needs by selected characteristics

Among all cisgender PWH with needs for HIV ancillary services, the prevalence of

having =1 unmet need varied by several characteristics. For instance, persons aged =65
years were less likely to have any unmet need when compared with persons aged 55-59
years (PR: 0.81; 95% CI: 0.69-0.95). The prevalence of having =1 unmet need was

higher among Black persons (PR: 1.42; 95% ClI: 1.26-1.60), Hispanics/Latinos (PR: 1.35;
95% CI: 1.14-1.60), and persons classified as multiracial or “other” race and ethnicity
category (PR: 1.63; 95% CI: 1.29-2.05) when compared with White people. People with

the following characteristics had higher levels of unmet needs compared with cisgender
persons without these characteristics: experienced unstable housing or homelessness, had

a history of incarceration, had non-private insurance, were living with a disability, rated
their physical health as less than excellent, went without food due to lack of money in

the past 12 months, were unemployed or unable to work, experienced symptoms of major
or other depression, or experienced mild, moderate, or severe anxiety. The strength of

the aforementioned associations varied by characteristic. Mixed results were seen with

the household poverty threshold. When compared with persons <100% federal poverty

line (FPL), persons 100-138% FPL had moderately increased prevalence and persons
>400% FPL had substantially decreased prevalence of unmet need; there was no significant
difference when compared with persons 139-399% FPL. (Table 3) While these associations
mostly held for cisgender men, the results varied for women. For example, among cisgender
women, there was no difference in unmet need by age group, Black or Hispanic race or
ethnicity, education, insurance type, or household poverty level. (Table 3) However, the lack
of difference may be partially attributed to small cell sizes and should be further explored in
additional studies.

Discussion

During 2019-2020, a substantial proportion (38%) of cisgender persons with diagnosed HIV
aged =55 years had unmet need for one or more HIV ancillary service. Unmet needs were
high regardless of demographic or other characteristic but were highest among those with
some key quality of life (QOL) indicators such as housing instability and self-rated physical
health.24 The most common unmet needs were for HIV peer group support, dental care, and
shelter or housing services.

Unmet needs were highest among persons experiencing major depression (71.8%),
moderate/severe anxiety (63.4%), food insecurity (61.4%), housing instability (59.4%),
and unemployment (54.2%), and those who perceived their general health to be poor
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(54.2%). The NHAS 2022 - 2025 has designated most of the aforementioned conditions

as QOL indicators because each can have detrimental effects on physical, social, and

mental wellbeing; unmet mental health service need has also been designated as a QOL
indicator. 2> Although it is, perhaps, not surprising that persons with poor QOL indicators
have unmet needs for ancillary services, we found that unmet need amongst these groups
was extensive, with more than half of PWH with any one of these indicators having an
unmet HIV ancillary service need. Given that unmet need for ancillary services has been
associated with poor retention in HIV care, adherence to ART, and viral suppression (with
progressively worse outcomes with increasing numbers of unmet needs) and that unmet
need amongst these groups is considerable, particular attention to regularly identifying and
addressing the service needs of these groups is warranted to improve well-being and optimal
care engagement. 10: 11 In addition to the relevance of these findings to NHAS (2022 —2025)
progress, these findings also come on the heels of the Joint United Nations Programme

on HIV/AIDS (UNAIDS) 2025 HIV Prevention goals which include a target that 90% of
PWH are linked to the people-centered context-specific integrated services they need for
their overall health and wellbeing.28 This additional target acknowledges the role that social
factors have in perpetuating illness and represents a paradigm shift that goes beyond viral

suppression to describe the health of PWH to address the whole person to promote quality of
life.24. 26

Characteristics of older PWH with unmet needs followed familiar patterns with larger
proportions of non-White persons having unmet needs compared with White persons.
Despite cisgender men and cisgender women having different profiles of demographic
characteristics and social determinants of health, there were no significant differences in
unmet need between cisgender men and women. We did, however, find that persons aged
>65 years were less likely to have any unmet need as compared with persons aged 55-59
years. This finding bucks the common trend of increased negative outcomes with increased
age and may reflect age-related improvements in access to services. For example, many
services that older people use (e.g., Medicare, community-based support services) have
specific age-related eligibility criteria.

Overall, compared to privately insured PWH aged =55 years, unmet needs were higher
among their counterparts who were publicly insured only or who were uninsured or wholly
relied on the RWHAP for their care. This finding is similar to findings from a 2022 MMP
study of unmet needs by healthcare coverage among all adults with diagnosed HIV. 1 High
levels of unmet needs seen by insurance status might be due to greater disease burden
associated with being un/underinsured or being able to access only public safety-net payers’
programs. For example, an analysis of the HIV Outpatient Study (a multicenter prospective
cohort study) found that publicly insured PWH who were both taking ART and virally
suppressed were approximately twice as likely as privately insured PWH to have a variety of
co-morbid conditions. 27- 28 Persons with co-morbidities might need more ancillary services
to effectively manage their health. Additionally, healthcare coverage itself might be an
indicator of a variety of socioeconomic issues that can lead to greater need for ancillary
services. 29 This may partially explain why RWHAP patients, who generally have better
clinical outcomes than non-RWHAP patients, still had high levels of unmet needs. 30 For
example, nearly two-thirds of RWHAP clients live at or below 100% FPL and a substantial
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portion are unstably housed. 30 Additionally, although the RWHAP provides funding to
communities for HIV support services, funding is limited and local programs might not be
able to serve all who qualify for services or meet the needs of all clients served. 1® While
overall unmet needs were higher among PWH aged =55 years who were publicly insured
only or who were uninsured or wholly relied on the RWHAP for their care, we found

no difference in unmet needs by insurance status among cisgender women. This lack of
difference may, in part, be due to small sample sizes.

Overall, unmet needs were high among PWH <400% FPL. This result is perhaps
unsurprising given that a one-person household income of 100% — 399% FPL, in 2021,
represented an annual income of only $12,880 — $51,391 and studies have demonstrated

an association between low income and unmet needs.1> 31. 32 Although the prevalence

of unmet need among persons with household incomes of 100% — 138% FPL and 139%
—399% FPL were slightly higher and not statistically different than those <100% FPL,
respectively, unmet need among each group was substantial. While the reason behind this
pattern of association is unclear, it is possible that persons with household income of

100% — 138% FPL do not qualify for income-based services that would otherwise meet
some of their unmet needs causing them to have higher unmet needs than persons below
100% FPL. Conversely, persons with household incomes of 139-399% FPL may represent a
combination of persons who can and cannot financially fulfill their needs but whose income
is too high to qualify for income-based services.

The most common unmet needs were for HIV peer group support (29.8%), dental care
(23.9%), and shelter or housing services (21.9%). As PWH age, they might experience
age-related stigma (i.e., ageism) which, like other forms of stigma, is associated with
increased social isolation and loneliness.33: 34 Consequently, older PWH might experience
an intersection of stigma due to both their HIV status and age which could lead to challenges
accessing social support and could compound health effects.34 35 The large proportion

of older PWH with unmet need for peer group support is concerning given that social
conditions such as isolation, stigma, and ageism can affect older PWH’s engagement in care.
34 There are existing federal programs that address dental care and housing needs, although
these programs have limited ability to meet the needs of all those that qualify. For example,
while most states provide emergency dental services for adults with Medicaid, less than half
provide comprehensive dental care and there are no minimum Medicaid requirements for
adult dental coverage. 37 Although the RWHAP may support oral health services through
any of its program parts, Part F specifically reimburses dental or dental hygiene education
programs for providing oral health care to PWH. 38 Part F funds are limited; in 2022, total
funds for reimbursement were less than $10 million. 38

The Department of Housing and Urban Development operates a variety of low-income
housing assistance programs including the Housing Opportunities for Persons With AIDS
(HOPWA) program, which grants funds to nonprofit organizations and local governments to
provide housing and services for PWH, and Section 8, which subsidizes housing for very
low-income families regardless of HIV status. 3% 40 Both programs, however, are unable

to reach all that qualify and have limited funding for those who do. 41 Expanding housing
assistance for older persons could help to address these needs.
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Also concerning is the high unmet need for patient navigation services. As PWH age,
frequency of co-morbidities and medication side effects and interactions increase, making
medical care more complicated. > 6 27 Age-related changes, including HIV-associated
neurocognitive disorders can affect an older person’s ability to think or remember, which
might negatively affect their ability to navigate the healthcare system at a time when their
medical needs have become more complex. 42

While several characteristics were associated with unmet needs in cisgender men, this was
not the case for cisgender women. The lack of association with most study characteristics
and unmet needs among cisgender women might, at least partially, be explained by small
sample sizes which decreased our ability to detect a difference. It is also possible that

the lack of association was caused by unmeasured confounders. Future studies assessing
differences in unmet needs for HIV ancillary services by gender could consider inclusion
of other variables not related to social determinants of health that could explain differences
in needs among cisgender women, and when possible, ensure a robust sample size for
cisgender women to limit the chance of Type Il error.

Due to the compounded burden of HIV, co-morbidities, and geriatric conditions,
comprehensive HIV care programs will become increasingly important for older PWH
because of their potential to address both medical and ancillary service needs through
in-house and wrap around services. The RWHAP is one example of a comprehensive care
model that addresses multiple morbidities and ancillary service needs in a single setting. 43
Other examples are consult model programs where a multidisciplinary team of consultants
performs whole-person assessments. An example of such a program is the Golden Compass
Clinical Care program at San Francisco General Hospital. The program consists of geriatrics
and cardiology consult clinics co-located with the hospital’s outpatient HIV clinic. 44 The
program focuses services on cardiology and neurocognition, bone health and fitness, dental,
hearing and vision, and social and community-building activities. Initial evaluations of the
program have shown improved functional ability and quality of life for its older PWH
clients, and the program has high acceptability. 44 4> Expansion of such comprehensive care
programs could help to address many unmet needs of older PWH.

The National HIV/AIDS Strategy 2022 — 2025 acknowledges the need for greater focus

on the needs of older PWH. Currently, there are several federal agencies working

toward addressing challenges faced by older persons with HIV. For example, the Health
Resources and Services Administration (HRSA) is funding RWHAP Special Projects of
National Significance to implement, evaluate, and disseminate emerging strategies that
comprehensively screen and manage comorbidities, geriatric conditions, behavioral health,
and psychosocial needs of older persons with HIV.46 HRSA is also collaborating with the
Administration for Community Living to increase awareness of and coordination among
federal and state agencies’ services that improve the psychosocial and health outcomes

of older PWH.2% The Administration for Community Living is looking into ways to
strengthen the capacity of its aging services network to meet the needs of older PWH
through coordination across its multiple Technical Assistance resource centers. In addition
to supporting HIV and aging-specific research, the National Institutes of Health will support
development of clinical guidelines related to HIV across the lifespan. This study’s findings
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can be used to help focus effective interventions to improve access to necessary HIV
ancillary services. Results can also serve as a basis to evaluate, adapt, and enhance systems
of care to ensure equitable delivery of services to older PWH across the nation.

The results of this analysis should be viewed considering its limitations. First, MMP
participant characteristics determined through interview were based on self-report and
were, therefore, subject to information bias. Second, given the cross-sectional design of
MMP, reported associations do not establish causality. Third, MMP response rates were
suboptimal. However, results were adjusted for nonresponse and post-stratified to known
population totals by age, race/ethnicity, and gender from the National HIV Surveillance
System using established, standard methodology. Because of the way the data were
collected, partially met needs (e.g., a person received housing assistance for part of but not
all of the year) were considered met needs; our estimates of unmet needs should, therefore,
be considered conservative. The analysis was limited in the ability to detect differences in
the prevalence of unmet need among cisgender women due to small cell sizes. Lastly, unmet
needs among older transgender PWH were not assessed.

We found substantial unmet need for ancillary services among diagnosed PWH aged

>55 years, which could jeopardize care and treatment outcomes and negatively affect well-
being. Additional concerted efforts by state and local health departments, federal entities,
private providers, and community partners are necessary to reduce unmet needs. While
describing older PWH’s unmet needs is a first step in planning, further characterization and
concerted strategic action is necessary to improve service provision and quality of life in this
population.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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