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ABSTRACT

Forty years have passed since the first the reported cases of acquired immunodeficiency
syndrome (AIDS) were reported in the U.S. (HIV.gov, 2021). During this period, an HIV
diagnosis was lined with sudden illness, fear, and imminent death, with many facing a life-
expectancy of one to two years. However, the advent of antiretroviral therapy (ART) treatment in
the 1990s and continued pharmacological improvements in recent years, has transformed the
HIV landscape, resulting in decreased mortality rates and increased opportunity for individuals
to ‘grow old with the disease’.

Today, adults aged fifty and older are the fastest growing segment of those living with
HIV/AIDS. Yet, little remains known about the socio-cultural consequences of aging with HIV,
and whether social and health care infrastructure is currently adequate to meet the unique needs
of this population. Particularly understudied are older minority men aging with HIV. Drawing
from an anthropological life course perspective and tenets of Becker’s (1997) framework on life
disruption and reorganization, this dissertation research investigated older, Black males’
experiences of disruption and reorganization from aging with HIV in the present landscape of
HIV care.

This research comprised of the following specific aims: (1) Identify older, Black
American males’ challenges in aging with HIV; (2) Highlight older, Black American males’

varying life course perspectives and views on social death; (3) Describe how experiences of

vi



aging with HIV map onto Becker’s (1997) framework of disruption and reorganization; and (4)
Detail service providers perspectives on meeting the diverse social and health care needs of old
Black American males, aging with HIV. This dissertation research took place in Hillsborough
County, FL over a period of five years from 2016-2021. The data consisted of brief open-ended
interviews with older, Black American men (N=35) living with HIV, a subset (N=6) of which
was chosen for in-depth life course interviews. Six key informants (N=6) from local aids
organizations (ASOs), community-based organizations (CBOs) and the healthcare sector were
solicited for participation in this project.

Qualitative analysis from the 35 semi-structured interviews found that older, Black
American males living with HIV faced significant health and mental health challenges as they
age with HIV. In-depth interviews with the subsample of participants revealed experiences of
aging with HIV that both agreed and disagreed with Becker’s (1997) framework of life
disruption and reorganization and exposed how ageism, HIV stigma, and loss of social support
and community membership led to their “social death”. Last, perceptions of HIV service
providers exposed the need for greater patient support in their chronic HIV disease management;
the need to address the cultural and structural stigma surrounding mental health pronounced in
men; and the need to bolster our HIV response by investing in infrastructure culturally competent
staff and resources so that providers are better equipped to address the diverse needs of this

burgeoning population.
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CHAPTER ONE: INTRODUCTION
Statement of the Problem

It has been nearly 40 years since the first the reported cases of acquired
immunodeficiency syndrome (AIDS) were reported in the U.S. (HIV.gov, 2021). Originally
faced with sudden illness, fear, and imminent death, those diagnosed could only hope for a life-
expectancy of one to two years. It was not until the advent of antiretroviral therapy (ART)—a
pharmacological treatment used to slow the progression of the virus and the development of
accompanying syndromes-- in the 1990s that the HIV/AIDS landscape was transformed and
offered hope and options for persons diagnosed with the virus (HIV.gov, 2021). The continued
improvement and scale-up of ART have resulted in a dramatic decrease in mortality rates and
have extended the longevity of those living with HIV. Today, individuals are garnering the
survival benefits from treatment and now have a chance to ‘grow old with the disease.’

This remarkable transformation, however, has brought with it numerous obstacles and
challenges for older adults. Even when the disease is well controlled, Older Adults Living with
HIV (OHIV) face increased psychosocial, physical, and mental health issues. Aging with HIV is
often lined with comorbidity: multiple chronic conditions accompanied by numerous treatments,
concurrent viral infections, substance use, mental health concerns, and poly-pharmacology
(High, et al., 2012). OHIV also tend to be susceptible to “invisibility” and lack social support due
to self-imposed isolation and/or resulting from the persistent stigmas surrounding their age and

HIV status (Schrimshaw & Siegel, 2003; Shippy & Karpiak, 2005a; Sippy & Karpiak, 2005b;



Poindexter, 2008; OAR Working Group on HIV and Aging, 2012; Brennan-Ing, 2020; Emlet,
CA, 2006a; Emlet, et. al, 2006b). With proven correlates between decrease in social support,
increased non-adherence to ART, multimorbidity, and greater hospitalizations and mortality, it is
imperative that we address the intertwining physical, mental and psychosocial health concerns of
this aging population (Greysen, et al., 2013; Edwards, 2006; Brennan-Ing M. , 2020; Holt-
Lunstand, Smith, Baker, Harris, & Stephenson, 2015).

Quantitative research has started to examine the biophysical (e.g., disease progression,
comorbidities), psychosocial (e.g., stigma, isolation) and self-management phenomena (e.g.,
adherence to multiple medication regimens) for those aging with the disease (Emlet, 2014;
Nevedal & Sankar, 2016). While this information is valuable and much needed, it does not
capture the underlying human experience of living with HIV/AIDS into later life. Less
understood, is the Quality of Life (QoL) of aging with HIV given the physical, mental, and
psychosocial challenges that this population faces.

Anthropological research and the use of qualitative research methods to capture the lived
experience of these individuals provides a rich, holistic account of how OHIV perceive their
lives and adjust to their age-related illnesses and psychosocial adjustments as they age with the
virus. Moreover, gathering such qualitative perspectives can highlight how the timing of HIV
diagnosis influences individuals’ life pathways, expectations, and overall philosophies regarding
life and death. This lived experience data can contribute to a more comprehensive understanding
on how these older individuals create meaning around HIV in their lives and what they define as
successfully aging with HIV (Rosenfeld, Bartlam, & Smith, 2012; Nevedal & Sankar, 2016;

Solomon, O'Brien, Wilkinds, & Gervais, 2014).



Increased dependence on government and community-based services by this aging group
raises another important set of questions concerning whether HIV health-care providers, AIDS
Service Organizations (ASOs), and other social service entities are well equipped and trained to
meet the various needs of this diverse population. There are gaps in the HIV literature that
encapsulates provider perspectives and details the barriers and facilitators they face in achieving
optimal social, behavioral, and physical health outcomes for this heterogenous population. Using
a qualitative approach to capture these perspectives will assist in identifying pertinent issues in
the provision of HIV care; gaps in organizational capacity; opportunities for training (including
cross-cultural training); and partnerships and resources that these providers need to better serve
OHIV.

Study Goals and Research Questions

Addressing the knowledge gaps is of paramount importance for the provision of adequate
services to older, Black/African Americans--herein referred to as ‘Black” Americans!--
particularly males who still experience disproportionate rates of HIV/AIDS in addition to
numerous racial/ethnic disparities (e.g., discrimination, ongoing poverty, inadequate housing,
and high rates of incarceration and substance use). Black Americans have a greater rates of HIV
incidence, prevalence and morbidity than any other racial/ethnic group. As of 2019, Black
American males living with the disease made up 70% of all OHIV in the United States (Brennan-
Ing M. , 2020). While a plethora of research has documented stark disparities in HIV outcomes

(i.e., morbidity, mortality) between Black American males and other groups living with HIV,

! Black/African Americans: Though Black American and African American are often use interchangeably, it is
believed that African American may be too limiting for the current population. The term, African American
highlights origins in the African continents and history on the American continent. However, the percentage of those
individuals are going down with a greater number of these persons coming from other parts of the diaspora and
continents.



their subjective illness experience, biopsychosocial needs, and QoL as they age with the
epidemic have been less explored. Taking a qualitative approach to this topic can begin to bridge
this knowledge gap. As explained by Tenny and colleagues (2020), “Qualitative research
explores and provides deeper insights into real world problems. Instead of collecting numerical
data points or intervene or introduce treatment just like in quantitative research, qualitative
research gathers participants’ experiences, perception, and behaviors. It answers the how’s and
whys instead of how many or how much” (Tenny, Brannan, Brannan, & Hopko, 2020). Thus, a
qualitative approach provides us an emic perspective towards understanding the lived experience
of aging with HIV/AIDS as opposed to only having an etic account of the phenomena provided
by a quantitative approach. In addition, an emic perspective allows for the discovery of the
meaning subjects give to their own experiences. As Merriam (2009) asserts, “The overall
purpose of qualitative research is to achieve an understanding of how people make sense out of
their lives, delineate the processes (rather than the outcome or product) of meaning making and
describe how people interpret what they experience” (p. 14). Thus, it is hoped that this
qualitative research will contribute to the limited body of knowledge on the lived experiences
and healthcare needs of OHIV, particularly among older, Black Americans and males.
The specific aims and research questions of this research are:
Specific Aim 1: To assess the current state of health of older, Black American males
aging with HIV who reside in Hillsborough County.

RQ 1: What are the health care experiences and concerns of older, Black

American males aging with HIV in Hillsborough County, FL?

RQ 2: What is the health-related quality of life (QoL) of older, Black American

males aging with HIV in Hillsborough County, FL?



Specific Aim 2: To detail the life course perspective (lived experience) of older Black
American males aging with HIV in Hillsborough County, FL.
RQ 1: To what extent has an HIV diagnosis disrupted the normative experiences
and expectations of older, Black American males aging with HIV in Hillsborough
County, FL. How have they reorganized their lives in response to these
disruptions?
RQ 2: How does timing of HIV diagnosis (pre-Antiretroviral Treatment (ART)
vs. post-ART era) influence life course expectations of older, Black American
males aging with HIV in Hillsborough County, FL?
RQ 3: How do older, Black American males aging with HIV in Hillsborough
County, FL view social death-- the condition of persons not being accepted as
fully human by society?
Specific Aim 3: To highlight the perspective of HIV social service and health care
providers and their experiences in providing services to the older, Black American
community aging with HIV.
RQ 1: What mental, physical, and psychosocial issues are providers encountering
as they care for older, Black American community aging with HIV in
Hillsborough County, Florida? What specific issues do they face in servicing
older, Black American males aging with HIV?
RQ 2: What is the status of current programming and services in place to address
these psychosocial issues, particularly among older, Black American males aging

with HIV in Hillsborough County, FL?



RQ 3: What programming gaps exist and what strategies can be implemented to
address these gaps and maximize the effectiveness of existing programs and
services?

Motivation of Dissertation Research

The subject of this study was chosen out of professional curiosity and necessity. As an
anthropologist and former provider of HIV services, I first began taking an interest in the topic in
2014 while working as a Prevention Specialist at the Drug Abuse Comprehensive Coordinating
Office (DACCO), a local substance abuse agency, within their HIV Services Department. While
in this position, I facilitated the implementation of a state-funded High Impact Prevention
Program (HIP), which targeted the Black American community in Hillsborough County, FL. The
program was comprised of several individual, group, and community-level interventions to
address the needs of HIV- negative, HIV-status unknown, and HIV- positive individuals. A key
intervention within this program was that of ‘Antiretroviral Treatment and Access to Services’
(ARTAS). This intervention serves to link newly diagnosed individuals into services and medical
care and to re- engage persons with HIV (PHIV) who had fallen out of care for six months or
more.

As I enrolled individuals into the ARTAS program, it became increasingly evident that
older OHIV clients faced psychosocial challenges different from those of younger cohorts of
PHIV. Differences were also evident between males and females and older individuals who had
lived with the virus for an extended period versus individuals who were recently diagnosed with
HIV. My clients would detail their experiences of aging with their diagnoses, both physical and
psychosocial depicting their lack of social support and the multiple stereotypes and stigma they

endured. I turned to the literature to learn more about the experience of aging with this chronic



condition—particularly among males of color-- to better connect with my clients, assist them in
understanding and processing their experiences, and connect them with programming. However,
I was surprised by the lack of information on the lives of OHIV as well as available senior-
specific health and social services for OHIV within the Hillsborough County, FL area. Services
including end-of life planning, support for companions caring for OHIV, housing support and
income support, programming addressing stress management, stigma, social isolation and
depression, and other non-medical community-based programs for OHIV were limited to non-
existent. Thus, this spurred me to begin to research and assess the current state of health of the
older, Black American, HIV positive, male population and spurred me to identify gaps in current
health services and programming towards addressing the unique challenges they face as they age
with this virus.

To begin to address this knowledge gap, I utilized purposive sampling to recruit 35 older,
Black American males living with HIV—who previously completed the ARTAS program while
at DACCO—to participate in two phases of dissertation research. In Phase I, I utilized an open-
ended questionnaire, to create a profile of these males and obtain a general knowledge of the
state of health of these participants. In addition, I instituted ethnographic techniques of free
listing to gain further insight as to my participants’ challenges in aging with HIV. Access to
resources, lack of social support, enduring multiple comorbidities, and persistent stigma were
several themes that emerged during my analysis. Participants’ Health Related Quality of Life
(HRQoL)-- a concept used to assess how one’s health status impacts overall life satisfaction--
was also assessed through the Medical Outcomes Study HIV Health Survey (MOS-HIV)
(Healthy People.gov 2020, 2019). This survey assesses 11 dimensions that are believed to be

substantial in HIV disease. Though survey outcomes demonstrated an ‘average’ HRQoL score



among research participants, low scores in specific dimensions—including energy, functioning,
pain and mental health-- magnified the effects of HIV in the aging body and the need to address
these issues.

In Phase II, I contextualized quantitative data by applying a life course approach to gain a
better understanding of the lived experience of aging with HIV among older, Black American
males. A person’s life history, diagnosis point, and length of time living with HIV can influence
life pathways, expectations, and overall illness experience. Of primary interest in this phase was
to explore the differences and similarities of the lived experience among research participants
who were diagnosed prior to the introduction and availability of ART (i.e., prior to 1995, pre-
ART era) and research participants diagnosed during the post-ART era (after 1996). Of
secondary interest, was to capture the participants’ reflections on social death. Research
participants were separated into their respective eras based on their date of diagnosis. A
subsample of six research participants—three from each era—was then selected at random and
contacted to participate in two subsequent open-ended interviews. The first interview was used to
capture details of participants’ life course, while the second interview aimed at capturing the
participants’ viewpoints on “social death”. A grounded theory approach in analyzing these
interviews revealed the state of flux and multiple disruptions this population faces in aging with
the virus. Interviews with participants regarding social death further illuminated how despite
their lives being biologically prolong by ART, their physical existence was overshadowed by
their social demise due to diminishing social networks, death of HIV positive peers and oss of
socially productive roles.

To conclude this research, I was interested in assessing the overall challenges that

community-based organizations (CBOs) and AIDS Service Organizations (ASOs) providers face



in servicing my research population. In depth interviews conducted with 6 Key Informants
brought critical gaps in healthcare capacity to the forefront. Themes revealed the need for self-
reflection of provider biases and ageistic views, which can hinder the engagement and retention
in HIV care for this aging demographic. Coupled with harnessing these views, themes
additionally elucidated a need to increase diversity in the HIV workforce and cross-training of
medical staff in numerous disciplines. This will enable staff to have the necessary tools to assist
older, Black American males, aging with HIV with chronic disease management and in
recognizing other prominent health issues--- like that of mental health.

Dissertation Outline

This dissertation consists of seven chapters, as follows:

Chapter One: Introduction to the dissertation research.

Chapter Two: Provides a historical overview of the HIV/AIDS epidemic in relation to older
adults, considers what is known regarding aging with this chronic health condition, and
highlights key social, economic and environmental factors that contribute to the HIV disease
burden among the Black American community.

Chapter Three: Presents the theoretical underpinnings of this dissertation research: The Life
Course Theory. I describe how the theory will be applied to my research for gaining a greater
understanding of how historical events and timing of HIV-infection can shape the aging
experiences of older, Black American males. Further, there is a discussion of the concept of
“social death”, which could be the result of continued HIV stigma and ageism among OHIV.
Chapter Four: Presents the research methodology and design of the study. A qualitative
research design was adopted to capture the lived experiences of older, Black American males

aging with HIV in Hillsborough County, FL and the perspective of health care providers.



Chapter Five: Will provide a sociodemographic snapshot of the 35 older, Black males, living
with HIV, who participated in this dissertation research. Also presented are participants’
reflections on current health concerns and challenges they face in aging with HIV as well as the
results of the Medical Outcome Survey (MOS) and Health Related Quality of life (QoL).
Chapter Six: Will illustrate how Becker’s Framework “Life Disruption and Reorganization”
maps onto the lived experience of six older, Black American males aging with HIV in
Hillsborough County, FL.

Chapter Seven: Will highlight the perspectives of a small number of HIV social service and
health care providers and their experiences in providing services to older persons living and
aging with HIV. Prominent issues related to aging with HIV among older, Black Americans and
particularly older, Black American males are highlighted.

Chapter Eight: Will discuss the major findings resulting from this dissertation research in three
sections. Section I will expound on the health care themes identified by the 35 participants using
free lists. Section II will discuss outcomes in the context of Becker’s life disruption framework
and discuss patterns that both fit and did not fit with this framework. Also discussed, will be
dissertation participants views on social death. Section III will discuss the health care
perspectives of key informants in the provision of HIV care to aging, older Black Americans,
LHIV, with a focus on challenges in caring for males. Section V will conclude with thoughts on
expanding the life course theory towards a more intersectional approach to enhance the provision
of services for this population. Section VI will conclude with a summary of the contributions of
my HIV research to the fields of anthropology, public health and aging studies and highlight
future directions and augmentation of this research through an intersectional lens. Last, I will

present plans for application of this research and how the findings in this project will be
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disseminated within the Hillsborough County, FL. community. This chapter will conclude with
highlighting study limitations.

Glossary of Key Terms

Below are the definitions of key terms that will be used throughout this dissertation research.
Acquired Immunodeficiency Syndrome (AIDS): This diagnosis is considered the final stage of
HIV infection. The first state is considered the ‘Acute Infection Stage’ where the virus is rapidly
replicating in an individual’s body; this usually occurs within 2 to 4 weeks after infection. The
second stage is considered the ‘Clinical Latency Stage’ or chronic HIV infection where
replication of the virus is still occurring, but at a slower rate. Individuals can stay in this stage for
10-15 years. The last stage, AIDS, is diagnosed when HIV has been left untreated and an
individual’s CD4 count is equivalent to or falls below 200 cells per cubic millimeter (200
cells/mm3) of blood or lower OR when an individual develops one or more opportunistic
infections (OIs). Several of the most common Ois that affect people living with HIV are:

Herpes Simplex virus 1 (HSV-1) infection, Salmonella infection, Candidiasis (thrush), and
Toxoplasmosis (HIV.gov, 2020; CDC, 2020). Of importance to note is that not all individuals
will progress to AIDS. With the implementation and adherence to ART, the HIV virus can be
controlled.

“AIDS Survivor Syndrome”: Defined by Land (2018) as: “the constellation of physical,
psychological, and emotional symptoms that a person (either HIV-negative or HIV-positive) may
experience after living through intense grief and trauma during the years of the AIDS epidemic

and after.”
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Ageism: Defined as a “process of systematic stereotyping or discrimination against people
because they are old” (Wallach, 2019). Ageism can occur at the individual or structural level
(Chang, et al., 2020).

Antiretroviral Therapy (ART)-The pharmacological treatment used to slow the level of HIV
replication in an infected immune system. There are over 30 medications specific to the
treatment of HIV/AIDS. They are broken into five different classes with medications in each
class playing a specific role in the slowing the progression of the virus at different stages. Most
individuals undergoing HIV treatment will require a combination of these medications (aka a
‘cocktail’) in order to control the virus and reduce the likelihood of becoming resistant to
treatment and/or of transmitting the virus to partners. ARTs have also been referred to as
Antiretroviral therapy (ARV) or Highly Active Antiretroviral therapy (HAART) (CDC,
2020; HIV.gov, 2020)

Comorbidity: The diagnosis of more than one disease condition or illness that occur
concurrently (Valdera, Starfield, Sibbald, Salisbury, & Roland, 2009).

Concurrency: A concurrent diagnosis occurs when an individual is diagnosed late during HIV
infection and rapidly progresses to an AIDS status.

Cisgender: A concept that is applied to describe a person whose gender identity aligns with
those typically associated with the sex assigned to them at birth (University of Nebraksa Omaha,
2021).

Emic- Is a viewpoint from the perspective of the subject. This approach in research investigates
how individuals “perceive and categorize their world, their rules for behavior, what has meaning

for them and how they imagine and explain things” (World Heritage Encylopedia, 2020).
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Etic- Is a viewpoint from the perspective of the researcher. This approach “shifts the focus from
local observations, categories, explanations, and interpretations to those of the anthropologist.
When instituting this approach, the ethnographer emphasizes what he or she considers
important” (World Heritage Encylopedia, 2020).
Human Immunodeficiency Virus (HIV): s the virus that causes Acquired Immunodeficiency
Syndrome (AIDS). The virus attacks and destroys the body’s white blood cells (aka CD4 cells
or T cells) causing an individual’s immune system to weaken. These white blood cells are
important for fighting off infections and other diseases that invade the body. To have a strong
immune system, a person needs to maintain a healthy number of CD4 cells, which can range
between 500 and 1,600 cells per cubic millimeter of blood. HIV uses CD4 cells to replicate itself
and thus, destroys CD4 cells in the process. The greater number of CD4 cells destroyed during
this replication process, the weaker an individuals’ immune system (CDC, 2021).
HIV Disease Cohort: Older Adults living with HIV are heterogenous and can differ by sexual
route of virus transmission, gender, age, sexual orientation and race/ethnicity. One important
difference that shapes illness experiences, coping and overall perspective of living with HIV is
that of cohort (Harris, Emlet, Parker-Pierpaoli, & Furlotte, 2018; Emlet, Harris, Furlott, Brennan,
& Pierpaoli, 2016; Johansen Stowers & Kolhi, 2012; Rosenfled, Bartlam, & Smith, 2012). Older
adults living with HIV are often referred to “Long Term Survivors (LTS)” and fall into two
primary cohorts:

1) Pre-ART: Individuals living with HIV preceding availability of effective

antiretroviral therapy (ART) (prior to 1995) (Brennan-Ing M. , 2020).
2) Post- ART: Individuals who were diagnosed after effective ART became available

(after 1996) and have been living with HIV for > 10 years (Brennan-Ing M. , 2020).
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Injection Drug Use (IDU): Where a hypodermic needle or syringe is used to intravenously
introduce a substance into the blood stream.

Persons Who Inject Drugs (PWID): A PWID is an individual who implements IDU to inject
drugs, primarily ones that are illegal (e.g., heroin, methamphetamines) (CDC, 2018).

Lived Experience: Is a term well known and utilized by Anthropologists that refers to the value
in examining and capturing the first-hand accounts and experiences of individuals as well as the
meaning ascribed to those experiences (Kleinman & Benson, 2006).

Life Course Perspective: Also referred to as the life course theory or life course approach. This
perspective is an avenue to analyze an individual’s life within social, structural, and cultural
contexts.

Men Who Have Sex with Men (MSM): Also referred to in the literature as males who have
sex with other males or male persons who engage in sexual activity with a member of the same
sex, regardless of how their sexual identity or orientation. They could identify as gay
homosexual, bisexual, heterosexual or pansexual, or remain neutral in identity (CDC, 2021).
Multimorbidity: The occurrence of two or more chronic medical conditions in tandem
(Brennan-Ing M. , 2020).

Older Adult and Older Adult Living with HIV (OHIV): The term ‘older adult’ is defined as a
person who is aged 50 years or older. This age marker is based on the Centers for Disease
Control and Prevention (CDC)’s definition of an ‘older adult’ and is consistent with existing
statistical data reports and literature on HIV and aging (Emlet, 2006a; Sankar, Nevedal, Neufeld,
Berry, & Luborsky, 2011). This definition of an ‘older adult’ differs from the definition that
general society holds of an older individual which is commonly viewed as a person who is of age

60 and older. This view likely comes from the Older American’s Act which established the age
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of 60 as the federal government’s defining age for an ‘older adult’. This age is used as part of the
eligibility criteria for older Americans to access needed nutrition, supportive home, community-
based services, disease prevention/health promotion services, and other elder rights programs
(Simone & Appelbaum, 2011; NCOA, 2020).

Persons with HIV (PHIV): Acronym utilized in the literature to designate a ‘person living with
HIV’.

Pre-exposure prophylaxis (PrEP): A highly effective drug regimen that is used to prevent HIV
infection among HIV negative individuals. Prevention occurs by taking a daily pill which
consists of two medicines that are used to treat HIV. Studies have shown that taking PrEP as
prescribed, reduces the risk for HIV infection via sex by 99% and via IDU by 74%. It is
important to note that PrEP only protects against HIV and not against other sexual transmitted
infections (STIs) (CDC, 2020).

Quality of Life (QoL): Refers to an individuals’ satisfaction with their overall life regarding. It
is a multidimensional concept that involves a satisfactory level of physical, mental, and social
status. (Kontomanolis, Michalopoulous, Gkasdaris, & Fasoulakis, 2017).

Ryan White HIV/AIDS Program: Is a federal program that provides uninsured and under-
insured persons living with HIV with HIV/AIDS treatment and related services. Funding from
this program is also delegated towards capacity building, technical assistance, clinical training,
and development of comprehensive models of HIV care (HRSA, 2020).

Sexually Transmitted Infections (STIs): Are diseases that can be passed from one individual to
another via sexual activity and/or intimate physical contact.

Transgender or trans spectrum: Terms use for individuals whose gender identity differs from

the sex they are assigned at birth (University of Nebraksa Omaha, 2021).
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U=U Campaign: A campaign promoting how adherence to HIV medication suppresses the HIV
virus to undetectable levels, therefore making the virus ‘untransmutable’ to others via sexual
contact (Prevention Access Campaign, 2021)
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CHAPTER TWO: LITERATURE REVIEW

In this chapter, I will provide a historical overview of the HIV/AIDS epidemic as it
relates to older adults. I will present what is currently documented in literature regarding aging
with this chronic health condition, and highlight key social, economic, and environmental factors
that contribute to the HIV disease burden among the Black American community. Older adults
have been historically omitted from HIV/AIDS research due to erroneous social beliefs that they
do not engage in risk behaviors that increase their susceptibility to HIV/AIDS. Researchers
perceived that the only risk to this age cohort was that of receiving tainted blood products during
medical procedures. Due to this assumption, HIV/AIDS transmission among older adults —
defined as a person who is aged 50 years or older—was largely underreported, with the bulk of
prevention efforts being focused on younger cohorts (ages 18-45). It wasn’t until the
commencement of blood product screening in 1989 (LT, Shander, & Brecher, 2003; Busch,
Kleinman, & Nermo, 2003) that it was recognized that older adults were too, engaging in
behaviors that could increase their risk for HIV/AIDS.

Older adults remain the fastest growing segment of those living with HIV/AIDS,
illustrating steady growth since 1996 and the advent of ART. Nearly 51%---1.2 million
Americans—Iliving with HIV are 50 years of age or older (CDC, 2020). It is estimated that by
2030, 70% of seropositive? adults in the U.S. will be 50 years of age or older (HV.gov, 2019) .

Fueling this increase are two phenomena: 1) the increased incidence of HIV infection among

2 Seropositive: a person that has detectable antibodies to HIV.
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adults 50 years of age and older; and 2) the increased rate of survivorship among those diagnosed
with HIV who are living into older age due to the success of ART and other medical treatments
improving overall health and long-term functioning (U.S. Census Bureau, 2020, Ward, Disch,
Schensul, & Levy, 2011; Tietz, 2011). The combination of these phenomena has created what
several have referred to as the “greying” of the HIV epidemic (Harris, et al., 2015).
Sociodemographic Profile of Older Adults living with HIV (OHIV)

Older persons living with HIV (OHIV) are a heterogenous group and differ with regard to
gender, age, sexual identity, sexual orientation, and HIV transmission route (Brennan-Ing, 2020).
According to the latest data provided by the CDC, 33% of OHIV were age 50-54 years, 29%
were age 55-59 years; 19% were aged 60-64 years; and 18% were ages 65 and older (See Figure
1) (National HIV Curriculum, 2021) 23% are female, while 77% are male. OHIV of color remain
disproportionately affected by HIV, with Black Americans (42%) shouldering the majority of the
HIV burden, followed by non-Hispanic Whites (25%), Hispanics/Latinxs (25%) and people of
multiple racial/ethnic identification (4%) (CDC, 2020). The primary mode of infection among
male OHIV was via male-to male sexual contact (66%), while 12% were infected through
heterosexual contact. A reported 16% were infected via injection drug use (IDU) and 8% were
infected from combined male-to-male sexual contact and IDU. For women, 70% of infections
were attributed to heterosexual contact while 29% of was attributed to IDU (CDC, 2020) A key
factor to consider in researching among OHIV is that of diagnosis cohort. Emlet, Parker, and
Furlotte’s 2018 research study on successfully aging with HIV found that historical
incident and period of diagnosis shapes the overall experience, coping, culture and perspective of

living with HIV. For example, individuals diagnosed at the peak of the HIV epidemic (1987-

3 “Graying” of HIV: The combined increase in longevity of living with HIV and the number of new HIV infections
among older adults, has caused scholas to refer to the HIV epidemic as “graying”.
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proposed in this study is categorized under the following expedited review category:

(5) Research involving materials (data, documents, records, or specimens) that have been
collected, or will be collected solely for nonresearch purposes (such as medical treatment or

diagnosis).
(6) Collection of data from voice, video, digital, or image recordings made for research purposes.

(7) Research on individual or group characteristics or behavior (including, but not limited to,
research on perception, cognition, motivation, identity, language, communication, cultural
beliefs or practices, and social behavior) or research employing survey, interview, oral history,
focus group, program evaluation, human factors evaluation, or quality assurance methodologies.

As the principal investigator of this study, it is your responsibility to conduct this study in
accordance with IRB policies and procedures and as approved by the IRB. Any changes to the
approved research must be submitted to the IRB for review and approval via an amendment.
Additionally, all unanticipated problems must be reported to the USF IRB within five (5)
calendar days.

We appreciate your dedication to the ethical conduct of human subject research at the University
of South Florida and your continued commitment to human research protections. If you have
any questions regarding this matter, please call 813-974-5638.

Sincerely,
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Kristen Salomon, Ph.D., Vice Chairperson
USF Institutional Review Board
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