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ABSTRACT 

Although accounting for 13 percent of the American population, in 2017, African-
Americans made up over 42 percent of people living with HIV or AIDS (PLWHA) in 
the United States. In addition to highest prevalence, African-Americans face the 
highest rates of new diagnoses, diagnoses that occur at the stage of AIDS, and 
HIV/AIDS-related deaths in comparison to other races of the United States. The 
described African-American HIV/AIDS crisis developed throughout a complex history 
of marginalization, and largely persists because of various deep-rooted sociocultural 
barriers that act as an impediment to people of color being linked to and progression 
through the Prevention and Care Continuum. To this end, the Internet and World Wide 
Web are being increasingly integrated into prevention, treatment, support and health 
communication initiatives tailored to reach populations most at risk and affected by 
HIV/AIDS. Considering the popularity of Twitter among African-American Internet 
users and its adoption by leading organizations of the fight to end HIV/AIDS in Black 
communities, this particular social media platform shows the potential to foster 
connection, communication, and activism/advocacy around the African-American 
HIV/AIDS crisis – a dynamic that has yet to be explored.  

This thesis endeavored to explore a collective representation of the African-American 
HIV/AIDS Movement on Twitter through mixed-methods. Virtual snowball 
sampling was used to identify a network of tweeters (i.e., Twitter users) with a shared 
interest in or affiliation to HIV/AIDS and the Black community. Profile biography 
texts of the identified African-American HIV/AIDS Twitter Network were categorized to 
determine the diversity of healthcare stakeholders represented. Social Network 
Analysis (SNA) was performed in Gephi and used to map comradery (i.e., who follows 
who) and communication (i.e., who tweets who) between tweeters and healthcare 
stakeholder categories of the network. Additionally, the tweets, replies, and retweets 
of the network were collected over a 6-month period with TweetArchiver and a 
content analysis was performed in Leximancer to provide insight on the salient 
themes and contexts of network tweets overtime.  

Composed of 237 tweeters who share 1389 following relations between them, the 
identified African-American HIV/AIDS Twitter Network was cohesive, reflecting 
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that of a small world. A variety of healthcare stakeholders were represented including 
providers (e.g., HIV/AIDS organizations), activism/advocacy, consumers (e.g., 
PLWHA), media, events, and government in descending order of their frequency. The 
first SNA of the thesis revealed the Black AIDS Institute, National Minority AIDS 
Council (NMAC), Sister Love Inc., and the National Black Leadership Commission on 
AIDS (NBLCA) as tweeters with particular positions of influence based on the internal 
following behavior of the African-American HIV/AIDS Twitter Network. Comradery 
mapping also revealed providers and activism/advocacy as the most followed and 
central healthcare stakeholders who had the strongest following relationship of the 
entire network between them. 

During the six-month collection period, 103 tweeters of the African-American 
HIV/AIDS Twitter Network tweeted, producing a combined total of 55662 tweets. 
Content analysis revealed marginalization, HIV, reflection, current affairs, individual16 
(an alias used to preserve anonymity), and via as the salient themes of network tweets. 
Of the 103 total who tweeted during the collection period, 68 tweeters of the African-
American HIV/AIDS Twitter Network tweeted internally, sharing a total of 2280 
internal tweeting relations between them. The second SNA of the thesis distinguished 
the Black AIDS Institute, individual15, Sister Love Incorporated, NBLCA, and 
individual19 as tweeters with particular positions of influence based on internal 
tweeting behavior of the network. Communication mapping also revealed 
activism/advocacy as the most tweeted and central healthcare stakeholder of the 
network.  

The findings of the thesis provide the first known collective snapshot of the African-
American HIV/AIDS Movement on Twitter. From the analyses, characteristics of the 
African-American HIV/AIDS Twitter Network appear to mirror the wider story of 
the African-American HIV/AIDS crisis. On Twitter, the African-American HIV/AIDS 
Movement leads a comprehensive approach drawing attention to the myriad of 
sociocultural barriers (e.g., racism, stigma). It also mobilizes African-American 
populations around prevention, treatment, and support through the power of tweeting 
and following. The thesis provides practical recommendations for stakeholders 
invested in the online fight to end HIV/AIDS in the Black community and a 
methodological framework for future studies of other minority health networks that 
are likely to exist on Twitter. 
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CHAPTER ONE  

 

1.1 The Making of the Project 

Race, health, and the Internet: these are three words that I have connected with deeply 
throughout the various personal, educational, and professional stages of my life. As 
an African-American woman who was born and raised in the Midwest, I have lived 
through, witnessed, and felt the predominance of race and racism in the United States. 
As a former Biomedical Scientist, I have done a fair share of biological experiments to 
address some of the world’s remaining health problems such as using genetic models 
to unravel the unknown causes of male infertility. As a digital marketer and science 
communicator, I have seen the impact of leveraging social media to connect 
consumers and patients with information that is pertinent to informing the wellbeing 
of underserved populations. Even considering this history, little did I know that when 
I moved all the way to New Zealand from Chicago to commence a PhD in Science 
Communication, these three words – race, health, and the Internet – would journey with 
me and come together to create the basis of this thesis. 

As the title suggests, the work presented in this thesis focuses on tracing the lines of race 
and health online. It is an inquiry that began when I uncovered the Department of 
Health and Human Services’ Office of Minority Health webpage on the health of Black 
and African-Americans (U.S. Department of Health and Human Services, 2019a). In 
this very early stage, I largely underestimated the extent of poor health outcomes 
among minority populations in the United States. In comparison to White Americans, 
so I learned, African-Americans are 20 percent more likely to have asthma, 40 percent 
more likely to have high blood pressure, and twice as likely to die from diabetes (U.S. 
Department of Health and Human Services, 2018a, 2019b, 2020a). 

Continuing through the Office’s health profiles from disease to disease, the most 
profound reports on racial health disparities were those related to the prevalence and 
incidence of HIV/AIDS in African-American populations. According to the most 
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recent data at that time, while accounting for just 13 percent of the US population in 
2016, African-Americans accounted for 42 percent of people living with HIV and 41 
percent of people living with AIDS – the highest prevalence rates of any racial 
demographic of the country (US Department of Health and Human Services, 2018b). 
According to the data provided on new HIV diagnoses, African-Americans faced an 
incidence rate over eight times that of White Americans. Even more staggering, 
African-American women faced HIV and AIDS rates of over 15 and 18 times that of 
White women respectively. 

The staggering statistics offered on the Office of Minority Health's website left me 
with many questions, but one stood most prominently – How could I have been so 
disconnected from what has long been, and so clearly remains, an African-American 
HIV/AIDS crisis? Additionally, how was it that I knew so little about the state of this 
epidemic in my community? With these questions in mind, I sought to understand 
more about the story of HIV/AIDS in the United States, and how the African-
American community is mobilizing to respond to the epidemic. 

Through the process of learning more about the circumstances of HIV/AIDS in the 
United States, it became evident that an extensive response to the epidemic occurs 
online where Web 2.0 applications, like social media, provide a two-way environment 
for connection, communication, and advocacy around the virus. Social media provide 
opportunities for organizations and providers to engage populations most at risk and 
affected by HIV/AIDS and, conversely, a means for these target populations to 
exchange health information and support while maintaining a sense of anonymity.  

Considering the popularity of Twitter among Black Internet users and its adoption 
among prominent Black-led HIV/AIDS organizations like the Black AIDS Institute, 
this particular social media platform appeared to be especially poised to foster a 
response to the African-American HIV/AIDS crisis online. To my surprise, however, 
collective Twitter manifestations around HIV/AIDS and the Black community had 
yet to be explored. The main goal of this thesis was, therefore, to explore a collective 
representation of the African-American HIV/AIDS movement – i.e., the joint fight to 
end HIV/AIDS in the Black Community – on Twitter. Using virtual snowball 
sampling to identify an African-American HIV/AIDS Twitter Network and mixed-
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methods social network analysis to explore interactions within the identified network, 
the empirical work of this thesis addresses the following overarching research 
question:  

How does the African-American HIV/AIDS community mobilize as a 
collective network on Twitter? 

1.2 The Outline of the Thesis 

The present chapter introduces the motivations behind and the development of this 
research project. The seven additional thesis chapters expand the background, 
methods, findings, and conclusions of the exploration. 

The nature of any contemporary response to HIV/AIDS in the Black community is 
best understood in the context of the histories that shaped the current climate of the 
African-American HIV/AIDS crisis and the technologies – like the Internet and social 
media – that have been used as tools for community building, communication, and 
mobilization around the epidemic. Chapters 2, 3, and 4, therefore, lay the groundwork 
of the thesis by drawing heavily on historical background. In lieu of a traditional 
literature review, together, these chapters provide necessary contextual background 
and a review of relevant literature related to the thesis.  

As the first background chapter, Chapter 2 provides a historical account of the 
HIV/AIDS in the United States. The biomedical, social, and political developments of 
the HIV/AIDS epidemic are discussed. The chapter provides a glimpse at the current 
state of the epidemic in the United States, and also highlights the disproportionate 
burden that HIV/AIDS has on the African-American population. 

Chapter 3 represents a second background chapter that explores the intersections of 
race and health in the United States to provide a contextual primer of the African-
American HIV/AIDS crisis. Here, definitions for race and health are provided and the 
education, occupation, income, wealth, and residence driven determinants that drive 
racial health disparities are discussed. The implications of racial oppression on the 
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health outcomes of African-Americans from slavery through to the present are 
discussed and the pathways through which racism currently operates to negatively 
affect Black health are outlined. The chapter also introduces the lingering legacy of 
medical distrust that remains as a result of the past and present oppression of African-
Americans. Finally, the crossways between race and health are pulled together to 
sketch the burden of HIV/AIDS in the Black populations. Here, the epidemiology and 
major contributing factors of the African-American HIV/AIDS crisis are discussed. 
An overview of how the African-American community has mobilized to respond to 
the epidemic is also provided, introducing the prospect of the Internet as a means to 
foster community and discussion around the Black HIV/AIDS crisis. 

As the last background chapter of the thesis, Chapter 4 explores how the Internet has 
been used to promote community, connection, and advocacy around HIV/AIDS in 
the United States.  Here, the early adoption of the Internet by HIV/AIDS activists in 
the 1980s is discussed and the more recent use of the World Wide Web (e.g., the Web 
2.0) as an avenue for HIV/AIDS health communication is summarized. Further, the 
current use of social media for information-sharing and community building around 
HIV/AIDS is also presented, drawing specific examples from the prominent social 
medal platforms YouTube, Facebook, and Twitter. The chapter also explores the 
tailoring of information exposure within social networks and communities that form 
organically in social media. This idea of media bubbles is conceptualized to substantiate 
the thesis’ forthcoming exploratory study of an African-American HIV/AIDS Twitter 
Network. 

With an exploratory study of an African-American HIV/AIDS Twitter Network in 
mind, Chapter 5 traces the premise and overarching methodological framework of the 
thesis. Here, an overview of the social network paradigm that guides the analysis of 
the thesis is provided. The foundations of the paradigm – concept, method, and theory 
– are then operationalized in the context of Twitter, and the three-part parallel mixed-
methods research design of the thesis is outlined. 

Chapters 6 and 7 provide the analyses and findings of the thesis’ three-part 
exploratory study. Chapter 6 reports findings of the first two parts of the research. It 
identifies a network of tweeters with a shared interest or affiliation to HIV/AIDS and 
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the Black community. The chapter also explores the social dynamics of comradery 
(following behavior) within this identified African-American HIV/AIDS Twitter 
Network. Chapter 7, on the other hand, addresses findings of the third part of the 
research. It distills the salient themes of network tweets and explores the social 
dynamics of internal communication (tweeting behavior) within the African-American 
HIV/AIDS Twitter Network. 

The thesis closes with Chapter 8, which pulls together all of the thesis' findings and 
discusses final conclusions. Implications of the qualitative and quantitative analyses 
of the African-American HIV/AIDS Twitter Network are discussed to better provide 
a comprehensive picture of the social dynamics that take place within this particular 
minority health network. The findings are also positioned within the wider story of 
the African-American HIV/AIDS epidemic and the Black HIV/AIDS movement. 
Practical implications of the findings, limitations of the study, and recommendations 
for potential future studies are also provided. Finally, the thesis closes with 
concluding remarks that reflect on the journey of tracing the lines of race and health 
online. 
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CHAPTER TWO  

A Brief History of HIV/AIDS in the United States 

 

2.1 Introduction 

HIV/AIDS is considered “one of history’s worst pandemics" (De Cock, Jaffe, & 
Curran, 2011 p.1),” and has been described as “the greatest danger we have faced for 
many, many centuries” by Nelson Mandela in 2011.  An epidemic of immense 
proportion, since the 1980s, HIV/AIDS has claimed the lives of 32 million people 
globally, including over 700,000 lives in the United States (Centers for Disease Control 
and Prevention, 2018; UN AIDS, 2018). This chapter aims to provide a brief overview 
of this history of HIV/AIDS in the United States from the beginning of the epidemic 
through to the present. First, definitions of HIV and AIDS are provided. Next, the 
chapter outlines the biomedical, social, and political climates through which the 
HIV/AIDS epidemic and response developed in the United States. Finally, a snapshot 
of the current state of the epidemic is provided. 

2.2 Defining HIV & AIDS 

Before jumping into the history of HIV/AIDS in the United States, it is important to 
anchor and clarify some terminology. Human Immunodeficiency Virus (HIV) is a 
multi-stage retrovirus that weakens the body’s immune system by depleting CD4+ 
cells – i.e., the white blood cells that fight infection and give an indication of how well 
an individual’s immune system is working. Acquired Immunodeficiency Syndrome 
(AIDS) is the final stage of HIV, characterized by a critically low CD4+ count and high 
viral load. As CD4+ cells typically kick start the body’s immune response when in the 
presence of infection, the immunosuppressive effects of the virus make people living 
with HIV or AIDS (PLWHA) highly susceptible to opportunistic diseases such as the 
rare cancer Kaposi’s sarcoma. Throughout the remainder of this thesis, the term HIV 
is used to refer to stage one (acute infection) and stage two (clinical dormancy) of the 
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virus. The term AIDS is used to refer to the last phase of HIV infection – stage three. 
When used together, the term HIV/AIDS encompasses the full spectrum and 
progression of the virus.  

2.3 A Brief History of HIV/AIDS in the United States 

On June 5, 1981, the Centers for Disease Control and Prevention (CDC) released a 
Morbidity and Mortality Weekly Report (MMWR) that detailed cases of Pneumocystis 
carinii pneumonia in five previously healthy gay men in the Los Angeles area. As these 
five cases were the CDC’s first report on what has since become known as HIV/AIDS, 
this particular MMWR is often positioned at the beginning of historical accounts of 
the epidemic in the United States (e.g., Schipani-McLaughlin, Lambert, Lauckner, & 
Hansen, 2017; U.S. Department of Health and Human Services, 2016b). Additional 
reports of Pneumocystis carinii, Kaposi's Sarcoma, and other rare opportunistic 
diseases in homosexual men emerged throughout the year with nearly 300 cases being 
reported by the end of 1981. Consequently, early on, the disease was inaccurately 
referred to as Gay-Related Immunodeficiency Disease (GRID) and gay cancer by 
researchers, the general public, and media (Altman, 1981, 1982; U.S. Department of 
Health and Human Services, 2016b). The framing of HIV/AIDS as a White, gay, male 
disease would ultimately lead to catastrophic outcomes in other subgroups of the 
American population including women, hemophiliacs, injection drug users (IDUs), 
children, and minorities who were also greatly affected by the epidemic during the 
early years of its history. 

Following 1981, the trajectory of the HIV/AIDS epidemic was largely shaped by the 
unfolding of various biomedical, social, and political developments. Each of these 
developments are addressed, one after another, in the next three subsections of this 
chapter. 

2.3.1 Biomedical Developments of the Epidemic 

Starting with biomedical developments of the epidemic, the term AIDS was adopted 
by the CDC early on, appearing for the first time in a September 1982 MMWR on the 
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latest trends of the virus (CDC, 1982). Here, the CDC (1982 para. 7) provided its first 
case definition of AIDS as “a disease, at least moderately predictive of a defect in cell-
mediated immunity, occurring in a person with no known cause for diminished 
resistance to that disease," while also highlighting the need for widespread, readily 
available testing in the article’s editorial note. Within the next year, HIV was isolated 
as the retroviral precursor of AIDS (Barre-Sinoussi et al., 1983), therefore paving the 
way for the development of antibody testing to confirm HIV/AIDS diagnoses across 
the country. Following suit, in 1985, the United States Food and Drug Administration 
(FDA) approved the enzyme-linked immunosorbent assay (ELISA) – the first 
commercialized blood test for HIV/AIDS (U.S. Department of Health and Human 
Services, 2016b). An antibody-based Western Blot test with the capacity to confirm 
seropositivity emerged in 1987 (U.S. Department of Health and Human Services, 
2016b). 

The introduction of more widely available HIV/AIDS diagnostic technology during 
the mid-to-late 1980s gave way to a more accurate epidemiological overview of the 
effects of the epidemic in various populations of the United States. Despite being 
framed as a predominately White, gay male disease early on (CDC, 1981), by the late 
1980s epidemiological data began to reflect concerning rates of HIV/AIDS in 
hemophilia patients, blood transfusion recipients, women, injection drug users, and 
Hispanic and African-American adults (CDC, 1991). As the biomedical understanding 
of HIV/AIDS improved, case definitions and diagnosis recommendations of 
institutional bodies at the forefront of the response to the epidemic evolved. In 1985, 
for example, the CDC adopted a newer case definition that incorporated HIV as the 
retroviral agent of AIDS while providing provisional guidelines for diagnostic blood, 
plasma, and antibody screening (CDC, 1985). A few years later, this definition was 
expanded to suit the public health practice and emphasize the classification of CD4+ 
cells lower than 200 as an AIDS diagnosis (CDC, 1993).  

With testing and improved case definitions in hand, the number of people living with 
diagnosed HIV/AIDS grew substantially. By the mid 1990s, over 500,000 cases of 
HIV/AIDS had been reported in the United States while the epidemic became the 
leading cause of death among adults aged 22 to 45 (U.S. Department of Health and 
Human Services, 2016b). The improved understanding of HIV/AIDS pathogenesis 
and the urgency to save lives as the death toll of the epidemic continued to grow 
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exponentially propelled substantial movement towards developing effective 
medication for PLWHA. Following the approval of the first antiretroviral treatment 
called Zidovudine (AZT) and the expediting of the drug approval process in 1987, 
several therapeutic advancements moved forward to substantially change the 
trajectory of health outcomes related to HIV/AIDS. These include the FDA approval 
of the protease inhibitor drug Saquinavir in 1995 and the combination drug Combivir 
in 1997 (U.S. Department of Health and Human Services, 2016b). With substantial 
progress in HIV/AIDS therapeutics, 1997 marked the first time since the beginning of 
the epidemic that the CDC (1999) reported a dramatic decrease in mortality among 
PLWHA of 47 percent. 

In more recent years, the portfolio of HIV/AIDS therapy has extended to include over 
50 FDA-approved antiretroviral medications that span seven drug classes (U.S. 
Department of Health and Human Services, 2020b). Antiretroviral treatment has 
revolutionized the epidemic, significantly improving prognosis among PLWHA and 
curtailing the overall HIV/AIDS death toll in the United States. With the success of 
HIV/AIDS drugs, Treatment as Prevention (TasP) – the idea that successful adherence 
to antiretroviral treatment diminishes the risk of the virus spreading 
between serodiscordant people – has garnered considerable buzz throughout the 
biomedical community (Carnes, Malone, & Helms, 2017). Additionally, HIV/AIDS 
prevention drugs under the Pre-exposure Prophylaxis (PrEP) segment have rolled out 
with two FDA approved medications – Truvada and Descovy. 

2.3.2 AIDS Activism: A Social Response to the Epidemic 

Throughout the history of HIV/AIDS in the United States, biomedical developments 
of the epidemic were influenced heavily by various social responses of the time. Quite 
early on, PLWHA, advocates, activists and advocacy organizations were at the 
forefront of mobilizing a biomedical, social, and political response to HIV/AIDS in a 
time of catastrophic uncertainty. Together, these efforts embody AIDS activism. As 
succinctly described by Chan (2015 p. 19), AIDS activism can be understood as “an 
encompassing concept that includes advocacy – the conscious attempt to achieve 
political aim – by a wide race of actors in [community-based organizations], 
[nongovernmental organizations], nonprofit organizations, civil society organizations 
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(CSOs), nongovernmental networks, coalitions, movements, and partnerships.” By 
promoting and mobilizing a collective response, AIDS activism has played a 
significant role in shaping the history of the epidemic in the United States from the 
outset to present with some of the first organizations of this practice emerging in the 
early 1980s. 

In January of 1982, the Gay Men’s Health Crisis (GMHC) was established to raise 
money for Kaposi’s Sarcoma research and disseminate AIDS information to the 
effected communities of New York City (GMHC, n.d.; Katoff & Dunne, 1988; U.S. 
Department of Health and Human Services, 2016b;). Three months later, the Kaposi’s 
Sarcoma Research and Education Foundation – now known as the San Francisco AIDS 
Foundation (SFAD) – was established to address the burden of the virus in San 
Francisco (Lee & Arno, 1986). As the United States’ first grassroots HIV/AIDS 
organizations which were located in the cities with the highest AIDS caseload of the 
country at the time, GHMC and SFAD provided a framework for many community-
based initiatives to follow. Central to their operation was the delivery of social services 
to people in need, the timely dissemination of information and sexual health 
education within populations most affected, and a reliance on advocacy and activism 
practices.  

Following these early pioneers, AIDS activism evolved to encompass a variety of 
styles and motivations. One of the most prolific AIDS activist groups that emerged 
after GMHC and SFAD is the AIDS Coalition to Unleash Power (ACT UP). ACT UP 
was founded in 1987 by queer activists who were enraged by the lack of an 
institutional response to HIV/AIDS while so many were dying at the hands of the 
epidemic (Shea, 2013; Stockdill, 2013). Housed in New York City, the initial chapter of 
ACT UP solidified the group’s distinctive style of direct-action activism including 
phone-zaps, die-ins, marches, rallies, and civil disobedience that expanded to 80 
chapters around the world. These efforts of AIDS activism, among many others, have 
proved indispensable to the progress within the fight to end the epidemic.  

AIDS activism has paved the way for significant strides in improving the health 
outcomes and wellbeing of PLWHA and marginalized communities most affected by 
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the epidemic, having significant implications in the biomedical, social, and political 
response to HIV/AIDS.  

As described by Parker (2011), the history of AIDS activism can be broken down into 
three phases. The first phase continued through the mid 1990’s. Phase one focused 
primarily on combating social stigma and homophobia while confronting government 
and public health officials over their inaction during the earlier years of the epidemic. 
From the mid-1990s through the mid-2000s, during phase two, AIDS activism was 
more transitional, focusing heavily on health equity and treatment access. The third 
and current phase, which has been in place since the mid 2000s is fragmented with 
different forms of AIDS activism focusing on upscaling access to treatment, localized 
obstacles that are population-specific, and policy concerns (Parker, 2011). The current 
“third wave” of HIV/AIDS activism has seen an increase in the availability of 
treatment and other HIV/AIDS-related services through which a broader response to 
the epidemic is unfolding (Parker, 2011). Groups like the Health Global Accesses 
Project (Health Gap), for example, mobilize around intellectual property law while 
leveraging the power of broad-based grassroots activism, policy analysis and 
monitoring, and advocacy to guarantee access to low-price generic HIV/AIDS 
medications for PLWHA and dismantle pharmaceutical company monopolies on 
treatment (Health Global Access Project, n.d.; Parker, 2011).  

Histories on HIV/AIDS activism in United States tend to exclude the mobilization 
that occurred within African-American community – efforts that were often pushed 
outside of mainstream, predominantly White, gay, male AIDS activism. As Dan 
Royles (2014 p. x-xi) describes in his “untold story” of African-American HIV/AIDS 
activism: 

For the most part, urban gay communities had been largely white, due 
to racism among white gays, homophobia among African Americans, 
and racial segregation in urban areas. As the death count rose, these 
communities organized in response, in what would be the initial wave 
of AIDS activism. Thus, since the first AIDS service organizations arose 
from the social networks of white gay men, the organizations 
themselves tended to be staffed by white volunteers, supported by 
funds from white donors, and oriented to the needs of white clients. 
Their visibility reinforced the sense that AIDS was in fact a disease of 
white gay men, even as doctors found cases of the disease among 
hemophiliacs and injection drug users, as well as their heterosexual 
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partners and children. As groups of people with AIDS and their allies, 
most of them white, cared for one another, gathered at candlelight vigils 
to honor the dead, and later staged dramatic protests against the lack of 
a significant federal response to AIDS, they formed the public face of the 
disease. 

Mainstream AIDS activism during the early history of the HIV/AIDS epidemic, 
privileged the majority White, male, middle class demographics of which prominent 
activist groups emerged. In the case of ACT UP, group activism efforts were shaped 
around a “scarcity model” that prioritized activist energy and resources towards 
issues that reflected the majority of the organization’s constituents (Gould, 2012). 
Fears of “narrowing the focus,” among ACT UP activists in the 1990s, for example, led 
to group activism efforts prioritizing accelerating the research approval process of 
HIV/AIDS treatment drugs that the majority White, male, middle-class members of 
ACT UP had the means to access, while overlooking issues like healthcare access that 
made the same treatment out of reach for disadvantaged populations (Gould, 2012). 
Manifestations of racism within ACT UP, although not unique to this particular AIDS 
activist group, ultimately led to the formation of the people of color caucus known as 
the Majority Action Committee (MAC) (Gould, 2012; Saalfield & Navarro, 1991). In 
the same vein, other independent AIDS activism efforts among African-American 
community also took hold – a theme to be discussed in more detail in the next chapter 
of the thesis. The “range of efforts to combat the spread of HIV and AIDS within Black 
communities in the United States” (Royles, 2014 p. xxv) is known collectively as 
African-American AIDS activism.  

2.3.3 Political Developments of the Epidemic  

Looking at the history of the epidemic from a political perspective, HIV/AIDS policy 
was largely shaped by AIDS activism efforts and the prevailing presidential agenda 
of the time (Padamsee, 2018).  

AIDS activism made significant strides in the absence of presidential action during 
the early, predominantly shiftless years of the Reagan administration. Through 
relentless mobilizing, activists got HIV/AIDS recognized as a disability under 
Medicare in 1983 before successfully pushing for the establishment of the President’s 
Commission on the HIV Epidemic in 1987. Additional dividends of AIDS activism 
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came in 1989, following the direct-action work of organizations like ACT UP, which 
successfully accelerated the treatment and research regulatory processes while also 
securing PLWHA and community members as part of decision-making bodies 
(Padamsee, 2018).  

Following various pressures of the advocacy, activism, and mobilizing work of the 
HIV/AIDS community during the mid to late 1980s, in 1990, the United States 
Congress passed the Ryan White Comprehensive AIDS Resource Emergency Act 
(Ryan White CARE Act) – a HIV/AIDS safety-net funding program in memory of the 
Midwestern teen, hemophilia patient, and activist who was diagnosed at the age of 13 
(Parham & Conviser, 2002). For nearly three decades, the Ryan White HIV/AIDS 
Program has acted as a “payer of last resort,” providing care, treatment, and support 
programming to underserved populations who have historically been uninsured, 
underinsured, or of lower-income backgrounds such as African-Americans. In its 
early years, allocated funds of the Ryan White HIV/AIDS Program were a primary 
supplement to insurance coverage disparities and discriminatory practices that left 
continuous care access out of reach for so many affected by the epidemic (Cahill, 
Mayer &, Boswell, 2015).  

Between 1990 and 1992, significant policy advancements were made on behalf of 
PLWHA with the passing of the Americans with Disabilities Act (ADA) and the 
Housing Opportunities for People with AIDS Act (HOPWA) (Padamsee, 2018). While 
ADA granted PLWHA civil rights protection by making discriminatory practices 
based on disability illegal and requiring institutions to provide reasonable 
accommodations to employees and customers living with disabilities, HOPWA was 
set in place to address the housing needs of PLWHA and implement residential 
programming for affected communities as a means to improve health outcomes of the 
epidemic.  

Beginning in 1993, under the Clinton administration, the political history of the 
epidemic witnessed a more active leadership role and the first Democratic presidential 
response to HIV/AIDS. The eight years of the Clinton administration were marked 
by more proactive leadership around the epidemic and a considerable expansion to 
federal HIV/AIDS program budgeting. Clinton also implemented a variety of 
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administrative roles to foster collaboration between the many stakeholders involved 
in the fight to end the epidemic. In the first year of his presidency, for example, the 
role of National AIDS Policy Coordinator was created to build coalitions between 
HIV/AIDS experts, advocates, and policy makers (Padamsee, 2018). Similarly, in 
1995, Clinton established the Presidential Advisory Council on HIV/AIDS (PACHA) 
– a federal commission that provides advice, information, and recommendations 
related to the epidemic even still today (U.S. Department of Health & Human Service, 
2019c). Although policy-making efforts were constrained by competing interest across 
party lines, during the Clinton years, federal HIV/AIDS spending saw a 73 percent 
increase between 1995 and 2001 (Padamsee, 2018; Summers, Alagiri, & Kates, 2003). 

Under the Bush administration from 2001 to 2008, the presidential response to 
HIV/AIDS took a more conservative and international approach. Prevention policy 
in this timeframe heavily reflected conservative values with the administration 
moving towards the promotion of abstinence-focused messaging and away from 
discussions around homosexual behavior and what some religious and conservative 
members of society viewed as “sexually provocative” modes of prevention (e.g., 
condom use) (Padamsee, 2018). The amount of funding for domestic HIV/AIDS 
programming saw little change during the Bush administration; however, the 
founding of the President's Emergency Plan For AIDS Relief (PEPFAR) in 2003 
allocated millions of dollars to lead a global response to HIV/AIDS and mobilize 
access to diagnostics, treatment, and prevention for resource-limited countries. 

Arguably, some of the most sweeping political movement of the epidemic occurred 
under the leadership of the Obama administration from 2009 to 2016. During the first 
year of his presidency, Barack Obama overturned the HIV/AIDS immigration ban 
that was placed under the Reagan administration. Additionally, prevention focus 
moved away from the conservatism of the Bush era with the reinstatement of funding 
for comprehensive, evidence-based sex education and the reduction of abstinence-
focused programming (Padamsee, 2018). Furthermore, presidential leadership in the 
domestic arena of the epidemic gained substantial momentum with the publishing of 
the National HIV/AIDS Strategy for the United States and the passing of the Patient 
Protection and Affordable Care Act (ACA) in 2010. The national strategy outlined a 
comprehensive plan to move towards the administrations vision of the United States 
becoming “a place where new HIV infections are rare and when they do occur, every 
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person, regardless of age, gender, race/ethnicity, sexual orientation, gender identity 
or socio-economic circumstance, will have unfettered access to high quality, life-
extending care, free from stigma and discrimination” (White House Office of National 
AIDS Policy, 2015).  The plan set forth four primary objectives focused specifically on 
reducing new HIV infections, increasing access to care and improving health 
outcomes for PLWHA, reducing HIV-related health disparities and health inequities, 
and achieving a more coordinated national response to the HIV/AIDS epidemic. The 
ACA made a significant impact on the implementation of these goals.  

In 2010, only 17 percent of PLWHA had private health insurance in comparison to the 
majority who relied on public coverage through Medicare, Medicaid, or the safety net 
of Ryan White programming and 30 percent who were uninsured (Kates, 2013; Snider, 
Juday, Romley, Seekins, & Goldman, 2014). Since then, the ACA has extended health 
care coverage for millions of Americans including PLWHA who traditionally 
struggled with maintaining consistent insurance access through three distinct 
measures:  broadening Medicaid eligibility to 133 percent of the federal poverty 
line; banning insurers from denying coverage based on pre-existing conditions; and 
providing subsidies for low-income individuals and families to buy coverage through 
its insurance marketplace (CDC, 2019).  

The Medicaid eligibility provision, however, encountered a significant barrier when a 
2012 Supreme Court decision in National Federation of Independent Business v. Sebelius 
made Medicaid expansion a voluntary program through which states could choose to 
opt-in or out (Parento & Gostin, 2013; Rosenbaum & Timothy, 2012). PLWHA who 
live in non-expansion states fall within a “coverage gap” that may accentuate health 
disparities (Kates & Dawson, 2017; Parento & Gostin, 2013). Nevertheless, analyses of 
insurance coverage in the United States from 2012 to 2014 has shown a 12 percent 
increase in Medicaid coverage in expansion that translates to an overall 5 percent 
increase in insurance coverage of PLWHA across the country. Further substantiating 
the claim that ACA is a huge step forward for the fight to end the spread of the 
epidemic, studies have shown that coverage afforded through qualified plans of the 
marketplace is associated with viral suppression among PLWHA, (Ludema et al., 
2016; McManus et al., 2016). 
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More recently, the presidential election of Donald Trump in 2016 came with great 
speculation around the administration’s future endeavors towards addressing the 
state of HIV/AIDS in the United States. A major tenet of the president’s election 
campaign focused heavily on rolling back the ACA of the Obama era, however; since 
moving into office, the Trump administration has proposed an ambitious strategy to 
end the epidemic within 10 years.  Ending the HIV Epidemic: A Plan for America, which 
Trump announced during the February 2019 State of the Union Address, seeks to 
reduce HIV infection by 75 percent within five years and 90 percent by 2030 (U.S. 
Department of Health & Human Services, 2019d). The proposed effort is comprised 
of three phases: the first phase focusing on rolling out resources, technology, and 
expertise to address the burden of the epidemic in geographic hotspots in 19 states; 
the second phase concentrating on extending these efforts comprehensively across the 
rest of the country; and the last phase centering on implementing case management 
to keep annual incidence rates below 3,000 new cases per year (U.S. Department of 
Health & Human Services, 2019e).  

In the current, first phase of Ending the HIV Epidemic: A Plan for America, the priority 
of the initiative is to diagnose all people PLWHA as early as possible, treat those who 
are diagnosed quickly to achieve higher rates of viral suppression, prevent new 
transmissions by leveraging effective interventions like PrEP and needle exchange 
services, and  quickly detect and respond to HIV cluster outbreaks to dismantle links 
of rapid transmission.  

The federal response to the epidemic has ultimately led to people of color slipping 
through the crack of the prevention, treatment, and support made possible by 
HIV/AIDS-related policy. As explained by Rockymoore (2002, p.7) in her analysis of 
the HIV/AIDS among African-American populations during the first two decades of 
the epidemic: 

In addition to the services provided by Ryan White CARE Act, HOPWA, 
Medicaid, and ADAP comprise components of America’s system of care 
for [PLWHA]. Evidence from a variety of sources show that, from 
minorities with HIV and AIDS, this system is a substandard “danger 
net” that denies them access to early treatment and care and provides 
them with a poor quality of care once they do receive assistance. The 
disparate outcomes are indicative of larger system problems in the U.S. 
health care system that grossly deny a majority of racial and ethnic 
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minorities access and it illustrates the disconnect between the unique 
circumstances of minorities with HIV/AIDS and the culturally biased 
policies that shape the HIV/AIDS infrastructure.  

Speaking to the “danger net” that Rockymoore (2002) describes, for example, although 
62 percent of individuals who were assisted under HOPWA were African-American, 
Hispanic, or Native-American/Alaskan Native, only a total of 49,000 PLWHA were 
served in 1999 (Department of Housing and Urban Development, 2000). In the same 
year, although African-Americans and Hispanics accounted for 55 percent of people 
assisted under the ADA, several states capped enrolment to the program and 
restricted enrollees’ access to high-priced protease inhibitors and antiretroviral 
therapies (Doyle & Jeffreys, 2000; Rockymoore, 2002).   

Previous requirements for Medicaid enrollees to prove their financial need and AIDS 
diagnosis had severe consequences on minorities who would likely be uninsured 
otherwise. Indeed, studies in the 1990s have attributed higher African-American AIDS 
mortality rates to inadequate healthcare access of the time (e.g., Chaisson et al., 1995; 
Rockymoore, 2002). While more recently, the ACA has shown promise in closing the 
access loopholes of previous policy-driven HIV/AIDS treatment programming, the 
Trump administration’s efforts to roll back ACA leave treatment access of historically 
underinsured and uninsured populations – such as African-Americans – at stake 
(Padamsee, 2018). 

2.4 The Current State of HIV/AIDS in the United States 

Over three decades since the CDC’s first MMWR on HIV/AIDS, today, there are over 
1.1 million PLWHA in the United States with an estimated 15 percent of this 
population being undiagnosed (CDC, 2018a).  While over 700,000 people have died at 
the hands of the epidemic in the United States since 1981, significant advancements in 
and the availability of biomedical interventions have substantially improved the 
quality of life for PLWHA and shifted the fate of HIV/AIDS from a disease of fatality 
to one of chronic illness.  The remarkable benefits of advancements in antiretroviral 
treatment can be seen in the significant aging of HIV/AIDS populations. Of the 
1,008,929 people living with diagnosed HIV/AIDS in 2016, over 72 percent of this 
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population was over the age of 40 and the highest prevalence rate of 782.8 per 100,000 
population was seen in adults aged 50 to 54.  

According to the HIV Surveillance Report, from 2012 to 2016, the overall number and 
rate of new HIV/AIDS diagnoses remained stable (CDC, 2018a). As illustrated in 
Figure 2.1, in 2016, the majority of new diagnoses were attributed to the male-to-male 
sexual contact transmission category (67 percent) followed by heterosexual contact 
amongst females (16 percent), heterosexual contact amongst men (7 percent), male 
IDU (4 percent), female IDU (3 percent), male-to-male sexual contact combined with 
IDU (3 percent), and less than 1 percent to other factors (CDC, 2018a). In contrast to 
the age groups reflected in the highest prevalence rates, adults aged 25 to 34 were 
most represented in new HIV diagnoses in 2016 (35 percent), followed by those aged 
13 to 24 (21 percent), 35 to 44 (19 percent), 45 to 54 (15 percent), and over the age of 55 
(10 percent) (Figure 2.2).  

 

Figure 2.1 | Transmission categories of combined adult male and female new HIV diagnosis in the 
United States by year-end 2016 (CDC, 2018a). 
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Figure 2.2 | Age group breakdown of new HIV/AIDS diagnoses in the United States by year-end 2016 
(CDC, 2018a). 

Although new HIV diagnoses have remained stable overall during the past several 
years, some subgroups of the US population maintain a disproportionate burden of 
the epidemic. This is especially true for the African-American community. In 1986, the 
CDC released their first report on a disproportionate rate of AIDS in Black population. 
Of the 24,567 AIDS cases that were reported between June of 1981 and September of 
1986, African-Americans accounted for 25 percent of these cases although making up 
just 12 percent of the American population (CDC, 1986). Several decades later, racial 
disparities in HIV/AIDS not only remain but have increased. According to the most 
recent HIV Surveillance Report, African-Americans accounted for 44 percent of 
reported HIV cases and 46.8 percent of reported AIDS cases in 2016 while making up 
just 13 percent of the American population (CDC, 2018a). In comparison to other races, 
in addition to the highest rates of prevalence, African-Americans also face the highest 
rates of new diagnoses, diagnoses that occur at the stage of AIDS, and HIV/AIDS- 
related deaths in the United States (CDC, 2018a). Looking further at the gender 
breakdown, 60 percent of new HIV/AIDS diagnoses among women and 40 percent of 
new diagnoses among men in the United States are African-American (CDC, 2018a). 
Of the 16,690 new HIV/AIDS diagnosis among African-Americans in 2017, the 
highest incidence rate (102.3 per 100,000 population) was seen in adults 25 to 29 years 
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old and the 20 to 34 age group accounted for 54 percent of the total new diagnosis 
among Black PLWHA (CDC, 2018a).  

2.5 Conclusion 

In summary, Chapter 2 outlined the development of the HIV/AIDS epidemic in the 
United States from the first documented cases by the CDC in 1981 to present. The 
exclusion that people of color have experienced throughout the history of the 
biomedical, social, and political developments of the epidemic, have ultimately led to 
the current catastrophic burden that HIV/AIDS places on the African-American 
community.  

This chapter’s historical account of the HIV/AIDS epidemic in the United States does 
not aim to fully capture an exhaustive summary of every occurrence that influenced 
the development of the epidemic. While a full, comprehensive historical dissertation 
on HIV/AIDS is beyond the scope of this thesis, this overview provides the perfect 
foreshadowing of how the African-American HIV/AIDS crisis developed over the 
years. Next, Chapter 3 takes a close look at intersections of race and health in the 
United States, providing a well-rounded overview of the HIV/AIDS epidemic in the 
African-American community. 
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CHAPTER THREE  

The Intersection of Race & Health in the United States: A Contextual Primer 
of the African-American HIV/AIDS Crisis 

 

3.1 Introduction 

Race and health have intertwined since the early history of the United States and their 
connections remain significant across the 50 states today. The transatlantic slave trade 
solidified disparate health dynamics early on, to the disadvantage of Africans who 
were shipped to the United States in the early 1600s (Byrd & Clayton, 1992; Hill, 2016). 
Since then, health disparities have continued through a long line of systemic 
oppression and racism that make up a substantial piece of Black history in America. 
Experiences from this history, such as the use of Black bodies in studies like the 
Tuskegee Syphilis experiment, have contributed to a long-lasting legacy of mistrust in 
medicine and research within the African-American community (Corbie-Smith, 
Thomas, & St. George, 2002; Freimuth et al., 2001; Gamble, 1997; Kennedy, Mathis, & 
Woods, 2007). It is within this deep-rooted history of race and health in the United 
States that the major contributing factors of the current African-American HIV/AIDS 
crisis have developed. As such, this chapter dives deep into the intersections of race 
and health in the United States to provide a comprehensive portrayal of the African-
American HIV/AIDS epidemic. 

After providing definitions for race and health, the subsequent sections of this chapter 
initially touch on themes of socioeconomic status, historical and contemporary racism, 
and medical distrust to underpin the complexities through which health disparities 
have manifested to impede African-American populations in the United States. Using 
the intersections of race and health in the United States as a contextual backdrop, the 
last sections of the chapter sketch the burden of HIV/AIDS in the African-American 
community. The epidemiology and major contributing factors of the Black HIV/AIDS 
crisis are discussed and an overview of the community-led mobilizing efforts of the 
African-American HIV/AIDS movement is provided. 



 

23 

3.2 Defining Race & Health 

The U.S. Census Bureau adheres to particular classifications when collecting race-
specific population data, while first differentiating ethnicity. Ethnicity signifies 
“individual’s narrower geographic roots coupled with religious or cultural roots” 
(Barr, 2008 p.111); it has been further described as a “ multifaceted quality that refers 
to the group to which people belong and/or are perceived to belong to as a result of 
certain shared characteristics, including geographical and ancestral origins, but with 
particular emphasis on cultural traditions and languages” (Bhopal, 2007 p.13). Race, 
on the other hand, is a socially constructed taxonomy based on the continental origins 
of an individual’s ancestors. The U.S. Census Bureau includes the ethnicity category 
to determine whether someone is either Hispanic or Latino or Non-Hispanic or Latino. 
Hispanic or Latino individuals can be of any race (U.S. Census Bureau, n.d.). Race is 
generally categorized as being either White (of European, Middle Eastern, or North 
African descent), Black or African-American (of Sub-Saharan African descent), 
Native-American or Alaskan Native (descending from the original inhabitants of the 
Americas), Asian (of Indian or Southeast Asian or East Asian descent), or Native 
Hawaiian or Pacific Islander (descending from the original peoples of Guam, Samoa, 
Fiji or other pacific islands). This thesis will adopt the U.S. Census Bureau’s 
categorization for race and ethnicity because they are usually adopted in the available 
HIV/AIDS surveillance data (e.g., CDC, 2018a). 

Health is a subjective term that is often affiliated with disease. From a naturalist 
perspective, an individual’s level of health is based on the presence or absence of 
disease or pathological condition (Boorse, 1997, 2014). The World Health Organization 
(WHO) extends this idea, defining health as “a state of complete physical, mental and 
social well-being and not merely the absence of disease or infirmity” (WHO, 2020). As 
the WHO definition has not changed since 1984, scholars have proposed that health 
be defined as “the ability to adapt and to self-manage”, whether in physical, mental, 
or social contexts (Huber et al., 2011) Because social contexts are pertinent to the racial 
health dynamics in the United States, this newer definition of health is adopted for the 
work of this thesis. The social contexts spoken of here will be discussed in further 
detail throughout the subsequent sections of this chapter. 
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3.3 Socioeconomic Status & Race 

Socioeconomic status (SES) — i.e., the education, occupation, income, wealth, and 
residence driven determinants that position one within the social hierarchy — is 
heavily associated with differential health outcomes, also known as health disparities, 
that are observed in the United States (Adler & Rehkopf, 2008; Galama & van 
Kippersluis, 2018). The U.S. Department of Human and Health Services (n.d.) define 
a health disparity as “a type of health difference that is closely linked with social, 
economic, and/or environmental disadvantage.” A health disparity, in other words, 
is a reflection of one demographic showing worse or better health outcomes than 
another.  

Generally speaking, individuals who live in better neighborhoods, possess higher 
educational attainment, and receive higher income, have better health outcomes and 
longer life expectancies than individuals who are from lower socio-economic status 
(Adler & Rehkopf, 2008; Galama & van Kippersluis, 2018; Isaacs & Schroeder, 2004). 
In a gradient fashion, SES and health outcomes improve continuously throughout 
every level of the social hierarchy, even in countries with universal healthcare (Adler, 
Boyce, Chesney, Folkman, & Syme, 1993; Adler et al., 1994; Galama & van Kippersluis, 
2018).  

Most minority populations, including African-Americans, Native Americans, and 
Hispanics, are overrepresented in lower socio-economic strata (e.g., income and 
educational attainment) and exhibit worse health outcomes than Non-Hispanic 
Whites (LaVeist, 2005). In terms of income, data from the 2002 U.S. Census revealed 
that African-Americans and Hispanics had a median personal income of $24,092 and 
$22,687 respectively in comparison to $33,457 for Non-Hispanic Whites (U.S. Census 
Bureau, 2001). By 2016, the data show that African-Americans and Hispanics had a 
median personal income of $25,562 and $25,195 respectively in comparison to $34,271 
for Non-Hispanic Whites (U.S. Census Bureau, 2017a). While the gap has slightly 
declined, 2016 Census data have shown that 22 percent and 19 percent of African-
Americans and Hispanics respectively were living below the United States poverty 
line, in comparison to 9 percent of Non-Hispanic Whites (Semega, Fontenot, & Kollar, 
2017). More recent 2017 data show similar disparate trends (Figure 3.1). Indeed, in 
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comparison to 9 percent of Non-Hispanic White households, nearly 20 percent of 
African-American households had an income of less than $15,000 during that year 
(Fontenot, Semega, & Kollar, 2018). Further, in 2017, Non-Hispanic White households 
exhibited median and mean incomes of $68,145 and $93,453 respectively in 
comparison to the $40,258 median and $58,593 mean income of African-American 
households (Fontenot, Semega, & Kollar, 2018). 

 
Figure 3.1 | Racial disparities in household incomes of the United States in 2017. Data from Fontenot, 
Semega, and Kollar, (2018) and reported as percentages of each racial cohort. 

Recent educational attainment data also reveal disparities (Figure 3.2). According to 
the 2017 Current Population Survey (CPS), 13 percent of African-American adults had 
not completed high school in comparison to 6 percent of Non-Hispanic Whites (U.S. 
Census Bureau, 2017b). Further, 33 percent of African-Americans and 28 percent of 
Non-Hispanic Whites had solely completed high school without further advancement 
to higher education. Of the adults who had advanced past high school, 22 percent of 
African-American adults had completed some college in comparison to 17 percent 
Non-Hispanic Whites, while 34 percent of African-Americans and 49 percent of Non-
Hispanic Whites had graduated with a college degree.  

Educational attainment levels are a key predictor of adult health outcomes with 
literature linking lower education levels to shorter life expectancy, higher smoking-
related disease mortality, and an increased risk of vascular events among chronic 



 

26 

kidney disease patients (Morton et al., 2016; Olshansky et al., 2012; Wong et al., 2002). 
Individuals who possess lower educational levels are also more likely to possess lower 
personal income and have a greater chance of living in poverty. Of the population of 
American adults 25 years or older living below the poverty line, 25 percent had not 
completed High School and 13 percent had solely obtained a High School diploma 
without continuing on to college. (U.S. Census Bureau, 2017b). 

 
Figure 3.2 | Racial disparities in the educational attainment of adults aged 25 and older in the United 
States. Data from the U.S. Census Bureau (2017b) and reported as percentages of each racial cohort.  
(*) College graduates include any level of post-secondary degree from associates to doctorate. 

In the United States, an individual’s access to care is centered on income or the ability 
to pay for health services, access to health insurance coverage, and the availability of 
community-based health resources such as local community centers or safety net 
hospital networks. Analyses of the 1996 – 1997 and 1998 – 1999 Community Tracking 
Survey (CTS) data have shown that disparities in medical insurance coverage and the 
minimal availability of community safety net hospital services in minority 
neighborhoods are detrimental to healthcare access and quality for people of color 
(Hargraves & Hadley, 2003). Indeed, 6.73 percent of African-Americans and 7.16 
percent of Hispanic Americans reported not having their medical care needs met in 
comparison to 5.59 percent of Whites (Hargraves & Hadley, 2003). Further, recent data 
have shown disparities in health insurance coverage within the United States (Figure 
3.3). In 2017, 11 percent of the African-American population were uninsured while 44 
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percent were covered by government health insurance such as Medicare or Medicaid, 
and 57 percent were covered by a private health insurance plan such as those provided 
by an employer or purchased individually from an insurance provider (Berchick, 
Hood, & Barnett, 2018). In comparison, 6 percent of the Non-Hispanic White 
population were uninsured, while 37 percent were covered by government health 
insurance, and 73 percent possessed private health insurance (Berchick, Hood, & 
Barnett, 2018). Access to routine, quality primary care is linked with self-reported 
health level and health outcomes (Shi & Starfield, 2000, 2001). Disparate access to 
health resources and insurance may also lead to differential care received across races. 

 
Figure 3.3 | Racial disparities in health insurance coverage in the United States during 2017. Data from 
Berchick, Hood, and Barnett (2018) and reported as percentages of each racial cohort. 

Literature on the disproportional rates of morbidity, mortality, prevalence, and 
incidence between marginalized groups and the White population of the United States 
is extensive with disparate health outcomes demonstrated in a variety of diseases 
including diabetes, cardiovascular disease, tuberculosis, and HIV/AIDS (e.g., 
Benjamin et al., 2019; CDC, 2013, 2018a, 2018b; Rosenstock, Whitman, West, & Balkin, 
2014). The 2013 Health Disparities and Inequalities Report (CHDIR) provides CDC’s 
most recent comprehensive, consolidated snapshot of racial health disparities across 
a variety of disease contexts (CDC, 2013) (Figure 3.4). According to the report, in 2010, 
African-American adults faced diabetes, tuberculosis, and HIV rates 1.5, 7.8, and 9.2 
times higher than that of White Americans respectively (CDC, 2013). Since then, more 
recent data have shown that racial health disparities remain. The 2017 HIV 
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Surveillance Report, for example, shows that African-Americans make up 42 percent 
of PLWHA in the United States although only accounting for 13 percent of the 
American population (CDC, 2018a). A 2018 MMWR revealed that the 2015 diabetes 
death rate was 21 percent higher in African-Americans in comparison to White 
Americans (Van Dyke et al., 2018). A more recent 2019 study showed that the African-
American and Hispanic population face a prevalence of diabetes that is 8.3 percent 
and 10 percent higher than White Americans respectively (Cheng et al., 2019). 
According to 2017 and 2019 reports by the American Heart Association, African-
Americans face some of the highest hypertension prevalence rates in the world and 
are more than twice as likely to die from complications of heart disease than White 
Americans (Benjamin et al., 2017, 2019).  

 
Figure 3.4 | Racial disparities in disease incidence in the United States. Data from the CDC (2013) and 
refer to rates per 1000,000 population unless otherwise denoted.  
(*) The diabetes rate is reported per 1,000 population. 

Racial health disparities are a long-lasting challenge that, in some instances, have even 
worsened over the years. Since 2000, the Office of Disease Prevention and Health 
Promotion has implemented an initiative called HealthyPeople that aims to prioritize 
health improvement programs in the United States. Every ten years, the 
HealthyPeople initiative is updated to provide a review of recent progress and the 
realignment of goals for the forthcoming decade. The final review of progress made 
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towards the 2010 Healthy People initiative revealed that 13 percent of health 
disparities reported in 2000 had increased while 80 percent of other health disparities 
had remained unchanged (National Center for Health Statistics, 2001; National Center 
for Health Statistics, 2012). Eliminating health disparities, therefore, remains a major 
priority of the 2020 HealthyPeople initiative (National Center for Health Statistics, 
2017).  

Racial health disparities in the United States are complex, leading scholars to look for 
possible explanations for differential health outcomes through social and genetic 
lenses. Some scholars have cautioned accrediting health disparities to biological 
differences among racial groups (e.g., Braveman, 2012; Gomez, 2013; LaVeist, Thorpe, 
Galarraga, Bower, & Gary-Webb, 2009). Others have justified the exploration of 
genetic differences among different races and ethnicities with the hopes of identifying 
candidate genes linked to inherited disease (e.g., genetic markers) and treatment 
response (e.g., Risch, Burchard, Ziv, & Tang, 2002).  

Even if genes are part of the story, a genetic explanation cannot account for the full 
extent of the disparities discussed in this chapter so far. These racial health disparities 
are largely a consequence of inequalities, like those of SES, whose roots run through a 
deep history of systemic racism, oppression, and marginalization in the United States 
(Williams & Sternthal, 2010). In particular, poor African-American health outcomes 
date back to the times of slavery and are “deeply rooted in a medical care system that 
promoted scientific racism, used African Americans for medical experiments, denied 
Blacks adequate medical care, and excluded them from the practice of medicine” 
(Peckham & Hann, 2016 p. 30). To be best understood, these practices and the health 
outcomes associated with them must be surveyed from a historical point-of-view. As 
such, the next section of this chapter explores the progression of the systemic 
oppression that African-Americans have faced from slavery until today, providing a 
historical overview of the repressive processes that have had and continue to have a 
detrimental effect on Black health in the United States. 
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3.4 Implications of Racism on Black Health 

3.4.1 Black Health During the Slavery, Segregation & Contemporary Oppression Eras 

The first African indentured servants arrived in the American colonies in 1619. The 
harsh conditions that slaves endured during their transition to the American colonies 
solidified the health inequities that would persist decades onwards (Byrd & Clayton, 
2000, 2002). Early on, during their acclimation to American slavery, Africans were 
subjected to the physical and psychological terrors, dehumanization and striped 
identity that were deeply rooted in the culture of the Transatlantic Slave Trade 
(Eyerman, 2004). Though a treacherous journey for slaves and free migrants alike, 
once across the Atlantic and fully embedded within the slavery system, Africans were 
forced to withstand deplorable living and labor conditions (Slotten, 2014). Subjected 
to pests, parasites, and poor sanitation, these conditions propelled health deficiencies 
for Black people in early America (Byrd & Clayton, 2000). The conditions of slavery 
were especially difficult for Black children who were often malnourished. Indeed, due 
to the common fear of lack of return on investment, slave owners often provided 
adolescent slaves miniscule food portions without meat (Steckel, 1986). Once old 
enough to contribute to labor, older working slaves acquired higher economic value, 
which incentivized slave owners to provide more substantial nutrition (Breeden, 
1980).  

The prohibition of slavery was ratified in 1865 through the 13th amendment, by which 
time upwards of 4 million African descendants populated the United States. The 
emancipation of slaves came with the loss of Black value in the eyes of the White 
majority. Though subpar at best, when lost, the resources and value associated with 
slavery were problematic for the health of Blacks during the years after the Civil War. 
Considered the “nadir of black health” in the United States, the Reconstruction era 
lasted from 1865 until 1874, or 1877 depending on varied historical accounts (Byrd & 
Clayton, 1992 p. 347).  

The Reconstruction era marked a devastating period for Black health with disastrous 
rates of sickness and death among freed slaves. In some southern communities, it has 
been estimated that somewhere between 25 and 33 percent of the freed slaves died in 
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the first couple of years of reconstruction (Morais, 1968). Diseases such a tuberculosis 
ravaged Black communities in the South with infection rates over four times as that of 
Whites (Byrd & Clayton, 1992). These are just some of the documented statistics for 
which the state of Black health post-Civil war has been considered as bad as Black 
health during the times of the transatlantic slave trade when Africans were subjected 
to horrendous conditions (Byrd & Clayton, 1992).   

The influx of freed slaves who were without food, shelter, clothing became an 
increasing burden as states attempted to recover from the Civil War. In response, the 
“Freedmen’s Bureau” was created on March 3rd of 1865 to handle the welfare of 
abandoned lands, refugees, and freedmen (i.e., freed slaves) for up to one year after 
the war (Freedmen’s Bureau Bill, 1865). The health division of the Freedmen’s Bureau 
temporarily facilitated self-organized medical care for refugees and freedmen who 
formerly relied on slave owners for their healthcare needs. While the care that Blacks 
received through the bureau varied, the healthcare provided was generally to a lesser 
standard than what Whites received (Foster, 1982). The Freedmen’s Bureau was 
dismantled in 1872. Although instituted longer than originally proposed, the work of 
the Freedmen’s Bureau was insufficient in implementing a long-term improvement to 
the state of Black health (Byrd & Clayton, 1992).  

In 1881, legislation that instated segregated railway cars for Black and Whites was 
passed in Tennessee (Folmsbee, 1949). These “Jim Crow” laws were eventually 
adopted in other southern states and were ruled constitutional by the Supreme Court 
in 1896 (Folmsbee, 1949; Plessy v. Ferguson, 1896). Under the Jim Crow “separate but 
equal” doctrine, Blacks were separated from Whites in a variety of settings that deeply 
affected their everyday lives. To name a few, Blacks were required to use separate 
restaurant entrances, attend segregated schools, and use separate ends of the public 
bus. The Jim Crow era was detrimental to the wellbeing of Blacks, especially from a 
public health perspective. During this era, the South was laced with practices that not 
only segregated the spaces where Black patients could be seen but also delineated the 
chances of Black patients receiving adequate or equal treatment from White health 
professionals who dominated the profession (Hill, 2016; Hunkele, 2014). For example, 
it has been documented that White nurses were prohibited from attending to Black 
male patients in Alabama and White doctors would see that all White patients were 



 

32 

attended to before seeing any Black patients in Georgia (Brown & Stentiford, 2008; 

Hunkele, 2014; Murray, 1950). Though more implicit in nature, racial and ethnic bias 
is still observed and reported in literature on the treatment of patients today (e.g., Hall 
et al., 2015).  

Even after Jim Crow, institutionalized racism continued to be enforced through the 
guise of state-sanctioned practices and legislation such as those behind a practice 
known as redlining. Under the National Housing Act, redlining granted mortgage 
lenders the capacity to rank the communities that they offered mortgage and 
refinancing services based on discriminatory evaluations of racial worth and a 
neighborhood’s potential for racial integration (Nier, 1999). Neighborhoods of color 
were considered to have the most risk and, upon evaluation, were marked red – hence 
the term redlining. Black families’ access to homeownership was severely limited 
through these processes therefore crippling thousands of communities of color 
(United States Conference of Mayors, 1998).  

Redlining has been described as “one of the primary explanations for large racial 
disparities in terms of wealth” (Nier, 1999, p. 618). It wasn’t until the passing of the 
Fair Housing Act in 1968, that redlining practices became illegal. The effects, however, 
would be far-reaching and long lasting with discriminatory practices being adopted 
into a variety of modern business models. During the transition from dominant 
family-run grocers to more competitive larger supermarkets after the great 
depression, for example, urban disinvestment was common as decision makers 
moved businesses from urban communities of color to predominantly White 
suburban communities who were more affluent. Stereotypes along the lines of 
community-worthiness lay at the root of these decisions leading to a common 
reference to these practices as supermarket redlining (Bennett, 1992; Eisenhauer, 
2001).  

Mortgage and other business-based redlining practices have had negative impacts on 
Black health. In regard to the former, redlining results in communities of color being 
exposed to undesirable land uses such as landfills, environmental toxins, and 
inadequate housing quality which may impede community health (Williams, 1999). 
In reference to the latter, supermarket redlining practices may influence the 
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availability of nutritious, affordable food in urban communities who are largely of 
color (Eisenhauer, 2001). These factors that are associated with historic redlining 
practices, also feed into the modern pathways of racism and oppression that affect 
Black health. The next section of this chapter extends the notion of modern racial 
oppression, providing an overview of how this system affects the health of 
communities of color by manifesting at institutional, societal, and individual levels. 

3.4.2 The Current Pathways through which Racism & Oppression Impede Black Health 

In his seminal article, Ta-Nehisi Coates (2014) outlines the narrative in which African-
Americans have faced historic racism and systemic oppression throughout “two 
hundred fifty years of slavery, ninety years of Jim Crow, sixty years of separate but 
equal, [and] thirty-five years of racist housing policy.” This is a history that has ratified 
inadequate health for Black people and is still persistent today. A multidimensional 
pathway put forward by Williams and Mohammed (2013) provides a comprehensive 
lens on how modern-day racism or racial oppression directly affects the health of 
African-Americans at the institutional, societal, and individual levels. 

At the institutional level, racism perpetuates policies that invoke physiologically and 
psychologically detrimental circumstances which result in higher rates of mortality, 
morbidity, disability, and mental health ailments in Black populations (Williams & 
Mohammed, 2013). Residential segregation, the institutionalized practice of the 
separation of Black and White neighborhoods, filters the educational and employment 
opportunities that are readily available to Black people, both of which are 
socioeconomic determinants of health (Williams and Collins, 2001). Literature shows 
that poor, segregated neighborhoods subject African-Americans to higher levels of 
pollutants, inadequate housing quality, higher junk food density, an increased risk of 
cardiovascular disease and obesity, and more frequent exposure to tobacco and 
alcohol advertising (Ard, 2016; Barber, Hickson, Wang, Sims, Nelson, & Diez-Roux, 
2016; Corral, Landrine, Hao, Zhao, Mellerson, & Cooper, 2012; Kwate, 2008; Moore, 
Williams, & Qualls, 1996; Osibogun & Pankey, 2017; William & Collins, 2001).  

The over-representation of African-Americans in prison populations is another 
example of institutional racism that is detrimental to Black health. Policies associated 
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with the “war on drugs,” for example, have resulted in African-Americans being 13 
times more likely to be incarcerated for drug charges as compared to Whites, although 
exhibiting similar rates of illicit drug use (Moore & Elkavich, 2008). Those who are 
incarcerated are subjected to poorer physical and mental health profiles in comparison 
to the health of the general population of the United States (Dumont, Allen, 
Brockmann, Alexander, & Rich, 2013; Dumont, Brockmann, Dickman, Alexander, & 
Rich, 2012). For example, literature has shown that inmates face rates of HIV and 
Hepatitis C that are 8 to 10 and 9 to 10 times higher than that of the general public 
respectively (Dumont et al., 2012; Freudenberg, 2001; Hammett & Maruschak, 1999; 
Maruschak & Bronson, 2017).  

Beyond physical health, the mental health profile of the incarcerated show high levels 
of mental health disorders with diagnoses in over half of the United States jail and 
prison inmate population in 2005 (James & Glaze, 2006). More recent statics have 
shown that, between 2011 and 2012, 37 and 44 percent of prison and jail inmates had 
ever received a mental health diagnosis (Bronson & Brezofsky, 2017). Increased levels 
of Post-Traumatic Stress Disorder (PTSD) are prevalent in the female inmate 
population, often as a result of sexual abuse or assault (Dumont et al., 2012; Lewis, 
2006). This dynamic influences the persistence of drug use and sexual behaviors that 
put incarcerated populations at risk for diseases such as HIV/AIDS, especially after 
release (Dumont et al., 2012; Lewis, 2006).  

The effects of mass incarceration go far beyond prisons, jails, and other correctional 
facilities that are over-housed with people of color. In fact, the data show that African-
American children born in 1990 had a 20 percent higher chance of having an 
incarcerated parent than White children – a risk that grows to over 50 percent if the 
parent dropped out of high school (Wildeman, 2009). Further, one out of every two 
African-American females have an immediate or extended family member who is in 
the prison system (Lee, McCormick, Hicken, & Wildeman, 2015). Black people are 
more likely to have an incarcerated person in their social circle, whether it be a 
neighbor, friend, family member, or someone they trust (Lee et al., 2015). Considering 
its widened effects on minority communities, mass incarceration may partially 
account for the growth of health inequity in the United States (Wildeman & Wang, 
2017). 
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At the societal level, racism and stigma are ingrained in American culture (Williams 
& Mohammed, 2013). Racial prejudice may influence political stance and attitudes 
towards public policies that are detrimental to Black health. For example, literature 
has highlighted racial attitudes, prejudice, and resentment as key determinants of 
opposition to healthcare reform under the Obama administration (Knowles et al., 
2010; Maxwell & Shields, 2014; Tesler, 2012). The correlation between racial 
resentment and opposition to ACA grew exponentially between 2008 and 2010 
(Henderson & Hillguys, 2011). Considering the influence that health insurance 
coverage has on the quality of care that patients receive (Hargraves & Hadley, 2003), 
societal racism may contribute to racial health disparities in the United States by 
influencing health policy.  

At the individual level, the racial discrimination that African-Americans experience 
may influence risky health behavior patterns and cause physiological distress 
(Williams & Mohammed, 2013). Perceived racism and discrimination have been 
shown to elicit stress, a psychological factor that has been linked to premature 
mortality, higher blood pressure, and poor mental health outcomes in African-
American adults (Anderson, 2013; Blascovich, Spencer, Quinn, & Steele, 2001). Coping 
mechanisms for the perceived racism and discrimination that people of color 
experience – e.g., binge eating, drinking, smoking and illicit drug use – place African-
Americans at risk for poor physical health outcomes (Assari, 2018; Kwate et al., 2003; 
Landrine & Klonoff, 2000; Martin et al., 2003; Paradies, 2006; Stevens-Watkins, Perry, 
Harp, & Oser, 2012). Social relationships and resources that make up an individual’s 
“social safety net” have been shown to mediate negative effects of racism and 
discrimination that influence risky health behaviors and lead to poor health outcomes 
in African-Americans (Stevens-Watkins et al., 2012).  

Literature shows that the racism and discrimination that African-Americans 
experience during interactions with medical professional in healthcare settings may 
perturb the overall quality of healthcare that Black patients receive (e.g., Chapman, 
Katz, & Carnes, 2013; Dovidio et al., 2008; Dovidio & Fiske, 2012). Poor 
communication with medical professionals has been shown to partially mediate 
experiences of perceived racism in older minority patients and, in turn, increase the 
likelihood of delayed or forgone healthcare treatment (Rhee, Marottoli, Van Ness, & 
Levy, 2019).  
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Looking further at the patient-medical professional relationship, disparities in the 
treatment options that African-American patients are presented with highlight cause 
for concern. Indeed, literature has shown that physicians are less likely to prescribe 
adequate osteoporosis medication, more likely to administer lower levels of analgesia, 
and less likely to provide opioids for severe injuries in Black patients in comparison 
to White patients (Heins et al., 2006; Mikuls, Saag, Mudano, & Banerjee, 2005; Miner, 
Biros, Trainor, Hubbard, & Beltram, 2006). Racial disparities in care have also been 
demonstrated in testing recommendations, diagnosis, treatment timeline, and health 
monitoring frequency between Black and White patients. For example, African-
American women have been shown to be two to three times less likely than White 
women to receive diagnostic testing for osteoporosis, while African-American 
prostate cancer patients are more likely to receive delayed treatment and be monitored 
less frequently than White patients (Mudano et al., 2003; Shavers, Brown, Potosky, et 
al., 2004; Shavers, Brown, Klabunde, et al., 2004). 

3.4.3 The Lingering Legacy of Medical Distrust in the African-American Community 

During the early history of America, the idea of Black inferiority was maximized, and 
Black humanity was minimized at the hands of racial theorists like Samuel Morton 
and Louis Agassiz who were prominent at the time. Morton and Agassiz shared a 
comparative and empirical method of comparing skull measurements against races 
(Menand, 2001; Myers, 2014). Through their analyses, the scholars made 
generalizations about the inferiority of the Black race in support of polygenism – i.e., 
the view that races are different species of separate origin that have evolved or 
devolved at different rates over time. Agassiz claimed that “the brain of the Negro is 
that of the imperfect brain of the seven months infant in the womb of a White” (as 
quoted in Menand, 2001). Morton claimed that “the Negro is joyous, flexible, and 
indolent; the many nations which compose this race present a singular diversity of 
intellectual character, of which the far extreme is the lowest grade of humanity” 
(Morton, 1839 p. 7).  

Scientific-racism was also apparent in medical practices that illegitimately created 
medical terms to classify “troublesome” behaviors of slaves. As a Professor of Diseases 
of the Negro, for example, Samuel A. Cartwright invented the disease categories 
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Drapetomania as a diagnosis of Negro madness that compels slaves to run away 
and Dysaesthesia Aethiopica as a diagnosis or Negro laziness (Myers, 2014; Willoughby, 
2018).  

The ideologies of the likes of Morton, Agassiz, and Cartwright not only perpetuated 
scientific-racism in the medical field during the time of slavery, but also legitimized a 
sense of Black inferiority and White superiority that would withstand in American 
culture for decades to follow (Myers, 2014).  

The devaluation of Black life has been carried through an enduring history of African-
American exploitation at the hands of the biomedical field. During the antebellum 
period in the South, Black slaves were used by physicians for trial surgical operations 
and therapies. For example, Dr. Marion Sims, the former president of the American 
Medical Association who is regarded as the pioneer of gynecology, gruesomely 
experimented on Black female slaves while perfecting his craft (West & Irvine, 2015). 
From 1845 to 1849, Sims operated on female slaves without anesthesia as he tried to 
perfect his treatment for vesicovaginal fistula – a common ailment during this time 
period (West & Irvine, 2015). The first slave he experimented on was operated on over 
30 times, experiencing an insurmountable amount of pain (Gamble, 1997; Sims, 1884).  

The Tuskegee Syphilis experiment, which began in the 1930s, is a contemporary 
example of Black exploitation that continues to negatively impact African-American 
families’ overall confidence, receptivity and trust in the medical establishment. The 
Tuskegee Syphilis experiment was a research study that was conducted from 1932 to 
1974 to observe the natural progression of syphilis in 399 African-American men 
(Lynch, 2019; Yearby, 2017). Many of the study participants had never seen a 
physician for their condition and were deliberately denied treatment throughout the 
study so that the research aim could be achieved. Eventually, over 100 study 
participants would die either directly from the disease or from Syphilis-related 
complications and several wives, girlfriends, and children of study participants would 
end up contracting the disease as well (Baker et al., 2005; Yearby, 2017).  

Additionally, the story of Henrietta Lacks and her immortal cell line is another 
account where Black exploitation occurred for scientific advancement. Henrietta 
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Lacks was a cervical cancer patient at John Hopkins University whose cells were 
harvested and eventually mass-produced without her family’s knowledge. The cells, 
called HeLa cells, were first isolated and cloned in the 1950s (The Editors of 
Encyclopedia Britannica, 2019; Puck & Marcus, 1955). Since then, HeLa cells have been 
used in the development of life changing therapeutics such as the polio vaccine, 
spawning a billion-dollar industry of which no remuneration was given to Lacks' 
descendants (Beskow, 2016; Skloot, 2010; Truog, Kesselheim, & Joffe, 2012)  

As demonstrated above, the biomedical history of the United States is speckled with 
unethical accounts of experimentation where Blacks were exploited at the hands of a 
predominantly White field. The effects of these events are long lasting, yielding a 
general sense of mistrust of the medical field in the Black community. For example, 
African-Americans are four times more likely than Whites to be aware of the Tuskegee 
Syphilis experiment and of those African-Americans who are aware of the study, over 
half of them are reluctant to participate in medical research (Katz et al., 2008; Shavers, 
Lynch, & Burmeister, 2002). The implication of this is that African-Americans are 
severely underrepresented in biomedical research, with African-Americans 
accounting for just 5 percent of participants in clinical trials although making up 12 
percent of the US population (Coakley et al., 2012). Survey, focus group, and interview 
analyses of African-American attitudes towards the health sciences and clinical 
research have made explicit how common negative views towards these disciplines 
are (Corbie-Smith, 1999; Corbie-Smith, Thomas, & George 2002; Durant, Legedza, 
Marcantonio, Freeman, & Landon, 2011; Hughes, Varma, Pettigrew, Albert, & Bower, 
2017; Williamson, Bigman, & Quick, 2019).  

Recurring concerns are fears of the use of Black bodies as guinea pigs, a sense of 
unfamiliarity of the research process, and other concerns because of historical 
accounts such as the Tuskegee experiment and harvesting of HeLa cells (Corbie-
Smith, 1999; Corbie-Smith, Thomas, & George 2002; Durant et al., 2011; Hughes et al., 
2017; Williamson, et al., 2019). While these prevailing sentiments are barriers to 
African-American participation in medical research, prevalent distrust in the African-
American community goes beyond the confines of clinical studies. Indeed, the same 
sentiment of distrust in the healthcare system has proved detrimental to Black health 
outcomes, affecting health care seeking practices and adherence (Jacobs, Rolle, 
Ferrans, Whitaker, & Warnecke, 2006).  
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A focus group study of African-American men and women in Chicago revealed 
common references to the Tuskegee Syphilis Study when describing their perceptions 
and fears of routine medical care (Jacobs et al., 2006). The study highlighted fears of 
experimentation at the hands of physicians, a fear that study participants recalled 
when asked if people they knew had been experimented on (Jacobs et al., 2006).  

In the context of HIV/AIDS care, medical distrust has been associated with non-
adherence to antiretroviral therapy among African-American patients (Dale, Bogart, 
Wagner, Galvan, & Klein, 2016; Kalichman et al., 2016). Further, medication non-
adherence may be especially influenced by the prevalence of medical distrust and 
conspiracy beliefs amongst people of shared characteristics within African-American 
patient’s own personal networks (Bogart et al., 2016). 

3.5 The African-American HIV/AIDS Crisis 

As succinctly put by Randall (1996 p. 195), “the most prominent influence on African-
American culture has been its past (and present) experiences of slavery segregation, 
and racism." African-American distrust of the healthcare system is one of the many 
consequences of racism in the United States that negatively affects Black health 
outcomes. The events that have shaped the trajectory of racial health disparities in the 
United States – e.g., slavery, segregation, and racism – should be acknowledged in any 
in-depth inquiry relating to Black health.   

It is in the context of this difficult history of African-American health that the 
relationships and communication around HIV/AIDS in the Black community are 
being considered for this thesis. Building on the circumstances of race and health in 
the United States, the last sections of the chapter look specifically at the epidemiology, 
contributing factors, and community response of African-American HIV/AIDS crisis. 

3.5.1 Epidemiological Overview 

The 2017 HIV Surveillance Report offers the CDC’s most recent epidemiological 
statistics that illustrate the current extent of the HIV/AIDS epidemic in the African-
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American community. According to the data provided in the report, the African-
American demographic is the most disproportionately affected by the epidemic in the 
United States today (CDC, 2018a). In 2016, African-Americans and White Americans 
faced incidence rates of 42.9 and 5.1 per 100,00 population respectively, reflecting the 
highest and lowest rates of HIV diagnosis in the American population for that year. 
African-Americans also faced the most AIDS diagnoses with an incidence rate of 21.3 
per 100,000 population in comparison to White Americans who faced one of the lowest 
rates of 2.3, second only to the Asian American rate of 1.9. From the beginning of the 
epidemic through 2017, a cumulative 515,685 African-Americans received an AIDS 
diagnosis in comparison to 443,701 White Americans (CDC, 2018a). Further, 5,635 
cumulative African-American children under the age of 13 have received an AIDS 
diagnosis in comparison to 1,521 White children (CDC, 2018a).  

While accounting for 14 percent of the male population, African-American men 
comprised 36 percent of men living with diagnosed HIV in the United States in 2016 
(CDC, 2018a). Within the African-American male population of PLWHA, 62 percent 
of diagnoses were attributed to male-to-male sexual contact, while 18 percent were 
attributed to heterosexual contact, 13 percent to IDU, 6 percent to male-to-male sexual 
contact amongst IDUs, less than 1 percent to perinatal transmission from mother to 
infant during pregnancy, labor, delivery, or breastfeeding, and less than 1 percent to 
other risk factors including hemophilia, blood transfusion and those not reported or 
identified (CDC, 2018a) (Figure 3.5). While accounting for 13 percent of the female 
population, African-American women comprised 60 percent of women living with 
diagnosed HIV in the United States in 2016. Within the African-American female 
population of PLWHA, 79 percent of diagnoses were attributed to heterosexual 
contact while 18 percent were attributed to IDU, 2 percent to perinatal transmission, 
and less than 1 percent to other risk factors (CDC, 2018a) (Figure 3.6). 



 

41 

 
Figure 3.5 | Transmission category breakdown of African-American males living with diagnosed HIV 
by year-end 2016 (CDC, 2018a). 

 
Figure 3.6 | Transmission category breakdown of African-American females living with diagnosed HIV 
by year-end 2016 (CDC, 2018a). 
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3.5.2 Major Contributing Factors of the African-American HIV/AIDS crisis 

The African-American HIV/AIDS crisis is long lasting and remains at a critical state. 
Given the complexity of this crisis, the Model of Interlocking Factors that Drive HIV 
Epidemics (Pellowski, Kalichman, Matthews, & Adler, 2013) provides a thorough basis 
for describing the multiple factors that contribute to the burden of HIV/AIDS in the 
Black community. Figure 3.7 provides an adaptation of the original model that 
illustrates the epidemic in the context of the Black community. The four interlocking 
factors of the model – i.e., biological factors, risk behaviors, HIV prevalence, and 
sociocultural factors – are subsequently described to provide proper context to how 
they fuel the African-American HIV/AIDS crisis today. 

 
Figure 3.7 | Interlocking factors that drive the African-American HIV/AIDS crisis. Adapted from 
Pellowski, Kalichman, Matthews, and Adler (2013). 

From a biological perspective, higher rates of sexually transmitted infections (STIs) 
increase the likelihood of African-Americans contracting HIV/AIDS more so than 
other races (Laurencin, Murdock, Laurencin, & Christensen, 2018). As ulcerative STIs, 
syphilis and herpes increase infectiousness and enhance HIV transmission by creating 
additional pathways for entry and further propagating the virus with activated 
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inflammatory cells (Fleming & Wasserheit, 1999; Galvin & Cohen, 2004; Kapiga & 
Aitken, 2002). As non-ulcerative inflammatory STIs, gonorrhea and chlamydia also 
increase HIV infectiousness among those who are seropositive (PLWHA) and increase 
the risk of virus acquisition among those who are seronegative (Galvin & Cohen, 2004; 
Kapiga & Aitken, 2002;). Literature has shown that seronegative people living with 
ulcerative STIs are 2.65 times more likely to contract HIV while PLWHA who are 
living with ulcerative STIs are 2.58 times more likely to transmit HIV to others (Gray 
et al., 2001; Hughes et al., 2012). Additionally, non-ulcerative STIs like gonorrhea and 
chlamydia have been shown as HIV transmission risk factors in women (Laga et al., 
1993).  

For years, a plethora of epidemiological data has shown higher rates of syphilis, 
herpes, gonorrhea, and chlamydia in African-Americans (e.g., CDC, 2015; Newman & 
Berman, 2008; Rolfs & Nakashima, 1990). According to the most recent STD 
Surveillance Report (CDC, 2018b), in 2017, the rate of reported gonorrhea cases in 
African-Americans was the highest of all racial categories and 8.3 times that of Whites 
with rates of 548.1 and 66.4 per 100,000 population respectively. The rate of syphilis 
was also higher among African-Americans. According to the data, this same year 
African-Americans faced a rate 4.5 times higher than that of Whites with rates of 24.2 
and 5.4 per 100,000 population respectively. Racial disparities in chlamydia were also 
observed in 2017. The rate of reported cases in African-Americans was 5.6 times that 
of Whites with rates of 1175.8 and 211.3 per 100,000 population respectively. Further, 
in 2017, African-Americans accounted for 34.6 percent of Herpes Simplex Virus Type 
2 (HSV-2) in comparison to Whites who accounted for 8.1 percent. The prevalence of 
genital Herpes – i.e., HSV-2 – have remained the highest among African-Americans 
from 1990 to 2016 within the 14 to 49 age group (McQuillan, Kruszon-Moran, Flagg, 
& Paulose-Ram 2018).  

Taken together, the co-infectiousness and interactions between STIs and HIV as well 
as higher rates of STIs in the Black community make African-Americans more at risk 
for HIV/AIDS than other races. Reducing racial disparities in ulcerative and non-
ulcerative STIs is a primary objective of the National Center for HIV/AIDS, Viral 
Hepatitis, STD, and TB Prevention’s Strategic Plan through 2020 (CDC, 2015). 
Considering the co-infectiousness of HIV and STIs in the Black community, achieving 
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this goal will likely have significant implications for efforts towards reducing racial 
disparities in HIV/AIDS as well. 

In addition to higher STI rates, higher levels of community viral load also make African-
Americans more vulnerable to HIV/AIDS (Laurencin et al., 2018; Robinson & Moodie-
Mills, 2012). In recent years, community viral load – an aggregation of viral load 
measures of individuals within a particular segment of a population – have emerged 
as a novel biomarker of population-level HIV burden and risk (Castel et al., 2012; Das 
et al., 2010). In the United States, intraracial partnerships are more common within 
African-American and White communities, likely a consequence of racial segregation 
and the fact that interracial marriage between White and Blacks was illegal before 
racial miscegenation laws were struck down in 1967 by the ruling of Loving v. Virginia 
(Laumann et al., 2005; Pew Research Center, 2017). The prevalence of intraracial 
partnerships are further compounded by the higher rates of racial segregation across 
neighborhoods of the United States (Williams & Collins, 2001). With higher rates of 
HIV among people of color, the concentrated community viral load translates to 
African-Americans being at higher risk through geospatial proximity, that confine 
same-race relationships (Raymond & McFarland, 2009). 

From a risk behavior perspective, Pellowski, Kalichman, Matthews, and Adler (2013) 
include sexual – e.g., unprotected sex – and IDU behaviors as interlocking factors that 
drive HIV epidemics. Substance use undermines antiretroviral treatment adherence, 
therefore reducing levels of viral suppression within PLWHA who are IDUs, and may 
lead to risky sexual behavior like unprotected sex while under the influence of drugs 
(Walkup et al., 2008).  

It is important to note that literature has shown that African-Americans do not engage 
in more risky sexual health behavior than other races (e.g., Millett, Flores, Peterson, & 
Bakeman, 2007; Peterson, Bakeman, Stokes, & Community Intervention Trial for 
Youth Study Team, 2001). In fact, some studies that have compared risky sexual 
behavior among different racial groups of the United States have shown that African-
Americans are less likely to report having unprotected sex than Whites, Hispanics, 
and Asian Americans (Peterson et al., 2001); tend to have fewer sexual partners 
(Millett et al., 2007); and are less likely to report engaging in sexual intercourse while 
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under the influence of substances like methamphetamine and poppers (Hatfield, 
Horvath, Jacoby,  & Rosser, 2009). Additionally, overall, IDU among African-
American new HIV/AIDS diagnoses have drastically declined over the years with 
IDU contributing to 6.3 percent of new diagnoses among Black in 2017 in comparison 
to 16 percent in 2012 (CDC, 2018a).  

Sociocultural factors including medical mistrust, socioeconomic disparity, and stigma, 
are, arguably, the most significant contributing factors of the African-American 
HIV/AIDS crisis today. They manifest at the community level to influence individual 
health behavior and HIV/AIDS outcomes. 

A lingering legacy of medical mistrust within the Black community, for example, 
perpetuates “AIDS counter narratives” that undermine prevention uptake, healthcare 
seeking behavior, and treatment adherence among African-Americans who are living 
with or at risk for HIV/AIDS (Ball, Lawson, & Alim, 2013; Bogart et al., 2016; LaVeist, 
Nickerson, & Bowie, 2000; Mackenzie, 2011; Quinn et al., 2018). As outlined by 
Mackenzie (2011), AIDS counter narratives include divergent theories that indict the 
government as manufacturers of the HIV virus, propose treatment as a mechanism 
for the wipeout of less desired populations, and frame government inaction as a 
genocidal tactic.  

As previously noted, a long-standing history of the exploitation of Black and brown 
bodies at the hands of the biomedical field, such as the Tuskegee Syphilis experiment 
which followed the natural progression of the disease without treatment in 300 
African-Americans, have led to widespread mistrust of the healthcare and 
pharmaceutical industries and an extensive circulation of conspiracy beliefs in the 
Black community. Medical mistrust and beliefs in genocidal HIV/AIDS narratives are 
associated with negative attitudes around prevention such as condom use, the 
inconsistent use of condoms, and disparate knowledge of risk reduction strategies 
(Bogart & Thorburn, 2005; Quin et al., 2018). In a longitudinal study of African-
American men living with HIV, conspiracy beliefs around treatment were associated 
with lower antiretroviral treatment adherence demonstrating the potential of medical 
mistrust to perturb care initiatives for the Black community (Bogart et al., 2010). While 
medical mistrust and conspiracy beliefs have been shown to negatively influence HIV 
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testing behaviors among South African MSM (Tun et al., 2012), delayed and non-
testing behavior among African-Americans may be partially explained by prevalent 
AIDS counter narratives as well. 

Socioeconomic disparity refers to the varying levels of income, wealth, education, and 
residential-driven determinants that comprise socioeconomic status (SES) among 
different groups of a population. In comparison to other racial groups, African-
Americans are overrepresented in the lower strata of educational attainment, 
household income, and wealth SES data of the United States (Berchick, Hood, & 
Barnett, 2018; Semega, Fontenot, & Kollar, 2017; U.S. Census Bureau, 2017a, 2017b). 
The access and quality of HIV/AIDS care received by a person who is diagnosed with 
HIV/AIDS is undeniably influenced by their SES (Pellowski et al., 2014).  

Although in more recent years the ACA has extended insurance coverage for millions 
of Americans, African-Americans have been historically more likely than Whites to be 
uninsured or underinsured which deters access to quality HIV care (Doty & 
Holmgren, 2006). Previous studies have shown insurance coverage as a significant 
predictor of antiretroviral treatment use and an association between lack of insurance 
coverage and lower antiretroviral treatment adherence (Cunningham et al., 2000; 
Lillie-Blanton et al., 2010). Among low-income African-Americans and other groups 
most at risk for HIV/AIDS, medication cost has emerged as a barrier to the access and 
effectiveness of prevention therapies such as PrEP (Jay & Gostin, 2012; Juusola, 
Brandeau, Owens, & Bendavid, 2012). While the CDC estimates that African-
Americans account for 43.7 percent of the United States population who may benefit 
from PrEP, only 11.2 percent of PrEP users are Black (CDC, 2018c). 

As defined by Goffman (1963), stigma refers to the social discrediting or devaluation 
of divergent attributes or characteristics that lead to certain groups of a population 
being socially isolated based on what are perceived as societal norms. A growing body 
of literature demonstrates a complex, dynamic association between HIV/AIDS stigma 
and negative health outcomes including those related to prevention and care-seeking 
behavior, treatment adherence, and depression (e.g., Brooks, Etzel, Hinojos, Henry, & 
Perez, 2005; Katz et al., 2013; Prachakul, Grant, & Keltner, 2007; Sengupta, Banks, 
Jonas, Miles, & Smith, 2011).  
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Attributes and characteristics like race/ethnicity, sexual orientation, or HIV serostatus 
– i.e., whether a person is HIV positive or not – are some of the stigmatizations that 
affect different members of the African-American HIV/AIDS community. According 
to the Stigma and HIV Disparity Model (Earnshaw, Bogart, Dovidio, & Williams, 2013) 
social devaluation based on ethnicity/race is a form of societal stigma that manifests 
at the structural level through residential segregation, historical traumatic assault, and 
medical mistrust, and at the individual level through prejudice, stereotypes, and 
discrimination. In addition to societal stigma, intersectional stigma which embody 
multiple co-occurring devalued social identities interact to produce complex 
experiences that impede health outcomes for African-Americans who are living with, 
affected by, and at risk for HIV/AIDS (Earnshaw et al., 2013).  

Indeed, perceived and experienced stigma may be further compounded by racism and 
homophobia, leading to risky sexual health behavior, an unwillingness to seek 
HIV/AIDS testing or care, non-adherence to antiretroviral treatment, and non-
disclosure of serostatus to sexual partners by African-American PLWHA (Arnold, 
Rebchook, & Kegeles, 2014). In what has been termed being “triply cursed,” African-
American seropositive MSM are tasked with navigating the racism, homophobia, and 
HIV-related stigmas that occur in the different social contexts of their everyday lives 
(Arnold et al., 2014). Take the following scenario as an example: An African-American 
MSM who is living with HIV/AIDS may experience exclusion from the Black 
community due to their sexual orientation, exclusion from the White community due 
to their race, and exclusion from White, Black, or gay communities due to their 
seropositivity (Arnold et al., 2014; Earnshaw et al., 2013; Han, Lauby, Bond, LaPollo, 
& Rutledge, 2013; Voisin, Bird, Shiu, & Krieger, 2013).  

Together, the aforementioned biological factors, risk behaviors, HIV prevalence, and 
sociocultural factors illustrate the complexity of the HIV/AIDS epidemic in the 
unique context of the African-American community. In a complex, interlocking 
manner, these factors work together to negatively affect the health outcomes and 
wellbeing of African-American people living with and at risk for HIV/AIDS. With 
this in mind, the next section of this chapter explores the considerable and largely 
overlooked efforts that have developed from within the Black community to address 
the major contributing factors of the African-American HIV/AIDS crisis. 
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3.5.3 The Ongoing Fight to End the HIV/AIDS Epidemic in the Black Community 

African-Americans have been significantly affected by HIV/AIDS since the 1980s, 
despite being neglected from dominant narratives of the epidemic early on (CDC, 
1986). Initial descriptions of GRID as a White, gay, male disease and the absence of 
African-Americans in the early characterizations of HIV/AIDS by the government, 
biomedical institutions, and media inaccurately minimized the extent of the epidemic 
among the Black populations (Cohen, 1999; Dalton, 1989; Venkatesan & Ammanathil, 
2012). This minimization and, especially, the predominance of homophobia within the 
African-American community ultimately led to a critically delayed response to the 
Black HIV/AIDS crisis. The pervasiveness of homophobia among Black populations, 
although also seen within other racial groups of the United States, “takes on a 
particular character within the context of African American history and culture” 
(Dalton, 1989 p. 213). This unique historical context can be seen in the manifestation 
of homophobia within one of the most influential institutions of the African-American 
community – i.e., the Black Church. Homophobia within the Black Church manifests 
within the religious beliefs, sexual exploitation, and race survival consciousness that 
are rooted in the oppression that African-Americans have experienced since slavery 
(Ward, 2005). Here, African-American collectivism through which a shared historical 
and political identity manifests to frame issues of importance for the collective group, 
plays a critical role. A lingering urgency to separate “morally deviant” behaviors 
related to homosexuality and drug use and the reluctance of Black leadership, 
including leaders of the Black church, to own the HIV/AIDS epidemic as one central 
to the entire African-American community, ultimately hindered a timely response 
(Cohen, 1999; Dalton, 1989; Venkatesan & Ammanathil, 2012).  

Although the collective response to the epidemic in the Black community was 
delayed, over the years, members of the Black HIV/AIDS community – e.g., African-
American PLWHA, advocates, activists, HIV/AIDS service organizations, policy-
makers, some community-based institutions like the Black church – have led a 
remarkable fight to dismantle the interlocking contributing factors of the epidemic 
and combat the burden of the virus among African-American populations. The extent 
of these efforts, which are severely underrepresented in the historical accounts of the 
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epidemic, can be best illustrated by reviewing some of the major initiatives of the 
Black HIV/AIDS movement over the years. 

In her seminal work The Boundaries of Blackness: AIDS and the Breakdown of Black Politics, 
Cohen (1999) segments the African-American response to HIV/AIDS into three 
stages; a timeline that has since been extended to 2010 by the work of Venkatesan and 
Ammanathil (2016). African-American AIDS activism – i.e., various mobilizing efforts 
curb the spread of HIV and AIDS within Black communities in the United States 
(Royles, 2014) – plays a critical role throughout this history of the Black HIV/AIDS 
movement. 

Beginning with the early days of the epidemic, towards the start of the 1980s, AIDS 
activism at the hands of Black lesbians and gay men catalyzed the first stage of the 
African-American response to HIV/AIDS. As Cohen (1999) describes, these efforts 
were made possible by an increased visibility of lesbian and gay segments of the Black 
community, an influx of cultural works that embraced and celebrated Black queer 
identities, and the emergence of Black queer political and social organizations that 
provided a base for mobilization and safe spaces to assert the marginalized 
experiences of this largely overlooked segment of the African-American population. 
With the support of these factors and the realization that the epidemic “demanded 
either recognition and resistance or death” (Cohen 1999. p95), Black gay and lesbian 
activists led the first collective Black response to HIV/AIDS by organizing 
conferences, education, and support services for African-American communities.  

Among the early victories within the mobilization work of Black queer activists was 
the organization of the National Conference on AIDS in the Black Community in 1986. 
Serving as the first conference focused on the effects of HIV/AIDS in the Black 
community, the event was the result of a collaborative effort of African-American 
AIDS activism, Third World Advisory Task Force, an organization that would become 
known as the National Minority AIDS Council, and the National Conference of Black 
Mayors (Cohen, 1999; Gavett, 2012).  

From the mid-to-late 1980s, the second stage of the Black response to the epidemic 
entailed a period where community leaders became more involved in heralding 
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mobilization around HIV/AIDS from the wider African-American population. 
During this stage, a more-widespread acknowledgement of HIV/AIDS as an African-
American issue emerged from the Black Church, popular magazines, and Black 
elected officials of the community (Cohen, 1999). In some Black Churches, AIDS 
ministries materialized although with moral contention around the behaviors 
associated with the disease (Cohen, 1999). Elsewhere, Black faith leaders built 
coalitions to deliver national programming like The Black Church National Week of 
Prayer for the Healing of AIDS, which was developed in 1989 by the faith-based non-
profit organization the Balm In Gilead (Eke, Wilkes, & Gaiter, 2010).  

Like the Black Church, Black media sources were slow to cover the effects of 
HIV/AIDS in the African-American community. Major Black magazines like Ebony 
and Essence did not begin publishing articles about the epidemic until the mid-1980s 
onwards with initial coverage being very minimal (Krishnan, Durrah, & Winkler, 
1997). Following pressure from activists and advocates, Black elected officials began 
holding rallies, sponsoring meetings with other minority elected officials about the 
burden of HIV/AIDS, and pushing for funding to garner resources for African-
American communities most affected (Cohen, 1999).  

Towards the end of this second period, some of the first major African-American 
HIV/AIDS service and advocacy organizations formed including the National 
Minority AIDS Council (NMAC) in 1987, the National Black Leadership Commission 
on AIDS (NBLCA) in 1987, and Sister Love Incorporated in 1989 (Gavett, 2012; U.S. 
Department of Health and Human Services, 2016b).  

As the third stage of Cohen’s (1999) characterization, the 1990s marked a period of 
professionalization where African-American HIV/AIDS organizations focused on 
building their infrastructure to orchestrate a strategic response to the epidemic in 
Black communities. Here, professional administrative staff including social workers 
and policy analysts entered the workforce of African-American HIV/AIDS 
organization. Additionally, the role of community-based organizations that deliver 
grassroots initiatives was emphasized by government agencies at the national and 
state levels. Black women also became recognized as a more integral part of 
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HIV/AIDS work as their burden of the epidemic grew more pronounced (Cohen, 
1999).  

With the 1991 public announcement that Magic Johnson was living with HIV and the 
1992 announcement Arthur Ash was living with AIDS, media coverage of the 
epidemic grew substantially during this third stage (Cohen, 1999; Venkatesan & 
Ammanathil, 2016). Black media coverage of HIV/AIDS in relation to African-
American celebrities reframed the epidemic as one that affects the wider community 
by refuting the idea that HIV/AIDS was a gay disease.  

Finally, the third stage of the Black response to HIV/AIDS witnessed an expansion of 
organizations that focused specifically on supporting the Black LGBTQ community. 
Examples of organizations that took a more multidimensional approach to addressing 
the needs of Black queer identified people living with and at risk of HIV/AIDS include 
Gay Men of African Descent (GMAD) and the Audre Lord Project (ALP) (Cohen, 
1999). Founded in 1986 to meet the needs of Black gay men in New York City, GMAD 
began delivering HIV/AIDS prevention and education programming through 
sponsorship by the U.S. Conference of Mayors and the New York City AIDS Fund in 
1990 (CDC, n.d.). Founded in Brooklyn in 1994 by an HIV political advocacy coalition 
of lesbian, gay, bisexual, two-spirit, trans and gender non-conforming people of color, 
ALP emerged out of a need to address the many compounding factors that were 
negatively effecting queer communities of color (The Audre Lord Project, n.d.). 

While Cohen’s (1999) timeline ends in the late 1990s, more recently, the work of 
Venkatesan and Ammanathil (2016) has extended this historical account of the 
African-American HIV/AIDS movement to 2010. The authors characterize this 
implied fourth stage from 1998 to 2010 as “the much awaited integrated response to 
HIV/AIDS in the Black community” (Venkatesan & Ammanathil, 2016 p.22). Here, a 
more collaborative, cohesive effort to curtail the impact of the epidemic in African-
American populations emerged. In 1998, for example, the Congressional Black Caucus 
successfully secured $156 million of grant funding for minority-serving community-
based organizations, healthcare organizations, universities, and state and local health 
departments through the Minority AIDS Initiative (Brooks, 1999).  
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As a united effort of the Congressional Black Caucus, the Department of HHS, and 
the Clinton administration, the Minority AIDS Initiatives encompassed a targeted 
effort to deliver awareness, prevention, testing, and treatment programs to African-
American and other minority communities as a means to combat growing racial 
disparities of the epidemic (U.S. Government Publishing Office, 2008).  

The creation of National Black HIV/AIDS Awareness Day (NBHAAD) is another 
initiative that is indicative of the more extensive and collective response to HIV/AIDS 
in the African-American community during this fourth period (Venkatesan & 
Ammanathil, 2016). Established on February 7, 2001 NBHAAD was implemented to 
garner community-wide awareness and mobilization around HIV prevention, 
treatment, and care (NMAC, 2018). 

There are several other events worth noting during this period. In 1999 prominent 
HIV/AIDS activist Phil Wilson established the Black AIDS Institute (Gavett, 2012). 
Considered a premier African-American focused HIV/AIDS think tank, the Black 
AIDS Institute quickly became heavily involved in the continuing Black response to 
HIV/AIDS. Notable contributions of the Black AIDS Institute during this period 
include the publishing of Left Behind. Published in 2000, Left Behind outlined the 
chilling fact that if the African-American population was its own country it would 
stand as the 16th most affected by HIV/AIDS in the world. Other significant mentions 
of the fourth stage included the emergence of the concept of undercover homosexual 
behaviors called the down low in major literary works and the media as well as the 
establishment of the prevention campaign Greater Than AIDS campaign by way of the 
Kaiser Family Foundation and popular Black media organizations (Gavett, 2012; 
Venkatesan & Ammanathil, 2016). 

3.6 Conclusion 

In summary, as the historical background of this chapter has shown, the intersections 
of race and health in the United States are deep-rooted with significant effects on the 
current African-American HIV/AIDS crisis.  Socioeconomic disparities – a 
consequence of systemic racial oppression that African-Americans have face from the 
times of slavery to present– lead to inadequate HIV/AID prevention, antiretroviral 
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treatment and care access among Black populations (Hill, 2016; Laurencin et al., 2018). 
The lingering legacy of medical mistrust – a result of the historical exploitation of 
African-Americans at the hands of the biomedical industry – is tied to poor 
prevention, testing, antiretroviral treatment, and care uptake among Black people 
who are at risk for or living with HIV/AIDS (Ball, Lawson, & Alim, 2013; Bogart et 
al., 2016; Quinn et al., 2018; Tun et al., 2012).   

The African-American HIV/AIDS movement is relentless with a variety of 
community stakeholders mobilizing to combat the interlocking biological, risk 
behavior, HIV prevalence, and sociocultural factors that fuel the burden of the 
epidemic on Black populations. With all hands on deck, African-American HIV/AIDS 
organizations, the Black Church, Black LGBTQ organizations, African-American 
HIV/AIDS Activism, Black media, and Black community-based organizations, among 
others, lead a comprehensive unapologetically Black effort to end the epidemic. In 
recent years, the fight to end HIV/AIDS has taken mobilizing and outreach efforts 
online. The next chapter of thesis looks closely at the use of the Internet in fostering a 
response to HIV/AIDS. 
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CHAPTER FOUR  

HIV/AIDS & the Internet: Communication, Community & Advocacy in the 
Online Response to the Epidemic 

 

4.1 Introduction 

Today, the Internet, World Wide Web, computer, and portable device are staples of 
an increasingly technologically savvy society. Almost seamlessly, these technologies 
work together to create unique, networked environments that traverse users’ social 
worlds on and offline. While the Internet acts as a network of networks, users access 
and navigate the Internet’s superhighway of information through the Web, all while 
browsing on a computer, smart phone, or tablet. These online technologies provide 
promising tools for users to foster a collective social response to some of the most 
pressing issues of society – a sentiment that is strongly embodied in the community 
building, information sharing, and mobilization around the HIV/AIDS that occurs on 
a suite of Web applications known as social media. 

This chapter continues with the contextual background necessary for the thesis’ 
forthcoming exploration of an African-American HIV/AIDS Twitter Network. First, 
the chapter offers a historical account of HIV/AIDS Activists as early adopters of the 
Internet who championed the practice of online information sharing and engaging 
others around HIV/AIDS in the 1980s.  Next, the chapter provides an overview of the 
Web as a tool for health communication in response to the epidemic before, more 
specifically, positioning social media like YouTube, Facebook, and Twitter as pillars 
for information exchange and community building around HIV/AIDS. Lastly, before 
the chapter concludes, the compounding effects of information exchange and 
community exposure that come together to create “media bubbles” are discussed as 
they relate to the importance of studying minority-focused HIV/AIDS networks that 
form organically online. 
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4.2 HIV/AIDS Activism & Information-Sharing in the Early Days of the Internet 

HIV/AIDS activists were amongst the early adopters of the Internet who championed 
the practice of sharing online health information with PLWHA and others most at risk 
or affected by the epidemic in the 1980s (Drushel, 2013; McKinney, 2018). As Drushel 
(2013) describes, it was inevitable that the early history of HIV/AIDS in the United 
States, the development of cyberspace, and the mobilization of HIV/AIDS activism 
came to interrelate during the first decade of the epidemic and remain interwoven 
today.  

By the time CDC adopted the term AIDS in lieu of gay-related-immunodeficiency 
(GRID), for example, new applications of the Internet like electronic bulletin board 
sites (BBS) had emerged (CDC, 1982; Drushel, 2013). A precursor of the World Wide 
Web, the BBS is an Internet application that allows computers and its users to 
exchange messages with others and retrieve information from databases online. The 
world’s first BBS devoted to HIV/AIDS – AIDS Information Bulletin Board – was 
established by community activist Ben Gardiner in 1985, during “a time of great upset, 
of great uncertainty” where information on HIV/AIDS wasn't readily available to the 
populations that most needed it (Lauritsen, 1993). Speaking to this void, Gardiner 
created this particular BBS as a bulletin of resources that users could easily navigate 
to meet their HIV/AIDS information needs (Lauritsen, 1993). The AIDS Information 
Bulletin Board offered a variety of resources that Gardiner, as the BBS’s sole operator, 
tailored to the needs of PLWHA. Its largest section, “Reading Matter,” compiled a 
variety of useful resources such as press articles that Gardiner trimmed to only include 
what was considered relevant to his audience, newsletters from prominent 
advocacy/activism groups of the epidemics early history like the GMHC, reports 
from the Pharmacy Manufacturers Association about the most recent drug studies, 
recent HIV/AIDS statistics, blank legal forms (e.g., power of attorney) that PLWHA 
might find helpful,  and a summary of the treatment directory published by American 
Foundation of AIDS Research’s HIV/AIDS (Drushel, 2013; Lauritsen, 1993).  

In addition to filling a much-needed gap by making HIV/AIDS information more 
readily available to populations most affected by the epidemic, the AIDS Information 
Bulletin Board also stood as a platform where PLWHA and activists could connect 
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with each other. To some surprise, it was within the “Open Forum” that the BBS found 
remarkable popularity (Lauristen, 1993). As Gardiner explains, “I thought they 
wanted to read published articles, newsletters, and statistics. I found they wanted to 
read each other's messages much more (Lauritsen, 1993, pp. 237–246).” The Open 
Forum included thousands of public messages making it the most popular feature of 
the AIDS Information Bulletin Board and foreshadowing the prominence of user-
generated content on the Internet in years to come (Lauritsen, 1993; Makulowhic, 
1992).  

By the time Tim Berners-Lee developed the World Wide Web – or Web for short – in 
1989, the FDA had already approved the first commercialized HIV/AIDS treatment 
as well as the ELISA and Western Blot for testing (Drushel 2013; U.S. Department of 
Health and Human Services, 2016b). The timeframe of these developments and the 
early adoption of cyberspace among PLWHA gave way to traditional HIV/AIDS 
outreach and activism practices being repurposed online. Before the advent of the 
Web, the 1980s marked a time where PLWHA leveraged a variety of media including 
publications, posters, video, television, radio in what Gillett describes as media projects 
-- that is, media-based “public forums through which people with HIV/AIDS can 
share their stories and knowledge and seek out mutual support, education and 
advocacy” (Gillett, 2003 p.610). Media projects provided a tactical means for PLWHA 
to mobilize a response among others who were living with and affected by 
HIV/AIDS, contest misconceptions about the virus and disease, combat 
misrepresentations of their community, and push to dismantle power structures  that 
hindered a timely response to the epidemic (Gillett, 2003; Juhasz, 1995). After the Web 
was brought to fruition, however, PLWHA began reproducing traditional media 
projects to the web pages of their own websites during the late 1980s and early 1990s 
(Gillett, 2003). 

Through publishing media projects online, PLWHA used the Internet to foster 
advocacy/activism and discourse around HIV/AIDS with web pages of their own 
websites that reflected themes of autobiography, expertise, self-promotion and dissent 
(Gillett, 2003). The autobiographical nature of PLWHA web pages was often 
expressed in the form of personal narratives. In this way, website owners shared their 
personal reflections, experiences, and challenges of living with HIV/AIDS in a 
manner that might help their peers cope with their own journeys through living with 
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the virus or disease. Additionally, in sharing their own expertise, PLWHA used the 
Internet as a tool to educate and inform their peers by providing a wide range of 
HIV/AIDS information on their web pages.  

Web pages reflecting the practice of expertise-sharing often included pertinent 
information about HIV/AIDS (e.g., general overview, history of the epidemic, 
diagnosis process, treatments) and links to other resources available to PLWHA on 
and offline. Further, web pages of this kind advocated for the experiential expertise of 
PLWHA with long-term survivors often acting as self-proclaimed public health 
educators through outreach efforts on their websites. Though not as common as 
themes of autobiography and expertise, self-promotion on early PLWHA web pages 
served as a means for site owners to publicize particular projects, events, and other 
activities that they were involved in. River Huston, an activist, writer, and woman 
living with HIV/AIDS, for example, used self-promotion in her early web pages to 
advertise her book titled A Positive Life, Portraits of Women Living With HIV (Gillett, 
2003).  

While even less common than the other three themes of early PLWHA web pages, 
those reflecting dissent tended to include information and self-expression that stood 
outside of the dominant beliefs of health professionals, HIV/AIDS activists, and other 
PLWHA of the time. Web pages of this kind included counter narratives such as those 
of the belief that HIV/AIDS did not exist and contention around the effectiveness of 
available treatment. 

Through early HIV/AIDS web pages, PLWHA instilled traditional activism practices 
through online media projects that challenged institutional discourses around the 
epidemic as well as forms of inequality, oppression, and stigma (Gillett, 2003). This 
sense of media activism also championed the use of the Web to reach people living 
with and most affected by HIV/AIDS with, as history shows, the information, 
support, and advocacy that was so desperately needed at the time. With further 
developments of the Web during the mid-to-late 1990s and early 2000s onwards, 
online responses to HIV/AIDS have continued.  
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While the aforementioned media projects in the web pages of PLWHA were read-only 
where users could simply access and observe the information that was published by 
a site’s creator, Tim Berners-Lee also envisioned a more collaborative environment 
that allowed users to read-write (Berners-Lee, 1999). Speaking to this read-write vision, 
the most recent state of the Web – i.e., Web 2.0 — is powered by collaboration, 
participation, collective intelligence, and user-generated content (Governor, 
Hinchcliffe, & Nickull, 2009). The next section of this chapter explores the more recent 
use of Web 2.0 in health communication as a strategic online response to HIV/AIDS. 

4.3 HIV/AIDS Communication in Web 2.0 

The success of HIV/AIDS prevention, treatment, support, and awareness relies 
heavily on health communication (Storey et al., 2014; Vermund et al., 2017). Health 
communication is a “multifaceted field of research, theory, and practice[…]concerned 
with reaching different populations and groups to exchange health-related 
information, ideas, and methods in order to influence, engage, empower, and support 
individuals, communities, healthcare professionals, patients, policymakers, 
organizations, special groups, and the public so that they will champion, introduce 
adopt, or sustain a health or social behavior, practice, or policy that will ultimately 
improve individual, community, and public health outcomes” (Schiavo, 2014 p. 9).  

Since the advent of Web 2.0, the health communication practice has incorporated 
newer interactive media to reach diverse and underserved audiences including 
minority communities who are disproportionately affected by HIV/AIDS (Muessig et 
al., 2015). On the Web, health communication unfolds in the various ways that 
individuals interact with health information online. Whether through searching for 
health-related information via search engines, seeking particular health-related 
websites directly, or engaging with health information among peers and health 
professionals in other online settings, the Web is a powerful health communication 
resource with extensive implications on the fight to end HIV/AIDS.  
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4.3.1 Health Information Seeking on the Web 

Online health information seeking is a common practice, so much so that by the early 
2000s, upwards of 93 million Americans reported having turned to the Web to obtain 
health-related information (Fox & Fallows, 2003). This population of Internet users 
who are commonly referred to as health seekers, are more likely to be White, women, 
younger than 60, possess higher income, and have higher levels of educational 
attainment (Atkinson, Saperstein, & Pleis, 2009; Cotten & Gupta, 2004; Ybarra & 
Suman, 2006). Reports have shown a growing popularity of the online health 
information seeker from 47 percent of Internet users in 1997 to 63 percent in 2000 and 
72 percent in 2013 (Brown, 1998; Fox & Duggan, 2013; Rainie & Packel, 2001). 
Considering that stigma may influence consumers to seek sexual health-related 
information through the anonymity of the Internet, the growth of health information 
seeking practice has had implications on HIV/AIDS (Lim et al., 2014; Pedrana et al., 
2013). 

Indeed, the Web is often used as a tool for PLWHA and caregivers to find information 
related to HIV/AIDS (Courtenay-Quirk et al., 2010; Hovarth et al., 2009). Online, 
PLWHA are able to seek information needed to navigate experiences with HIV/AIDS 
care such as information related to their diagnosis, the various treatment and care 
management options that may be available to them, and local healthcare providers 
(Calvert, Aidala, & West, 2013). As a means of acquiring informational support, health 
information seeking may benefit HIV/AIDS outcomes by empowering PLWHA with 
confidence to take charge of their healthcare behavior (Kalichman et al., 2002, 2003). 
Evidencing this benefit, studies of online health information seeking behaviors among 
PLWHA have demonstrated that this common practice is positively associated with 
antiretroviral adherence (e.g., Kalichman et al., 2002; Samal et al., 2011).  

Websites are one way in which HIV/AIDS consumers meet their health information 
needs. With over 70,000 health-related websites, online health information is 
abundant and continues to grow on a daily basis (Ajuwon, 2015; Grandinetti, 2000). 
The types of websites that consumers seek for their health information needs vary 
from those that are commercially sponsored to those that are academically or research 
affiliated, or government sponsored (LaValley et al., 2017; Medical Library 
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Association, n.d.). There are many examples of HIV/AIDS-related websites of these 
kinds like the commercial Truvada.com, the government funded HIV.gov, and the 
University of California at Francisco’s HIVInsite website.  

Funded by the pharmaceutical company Gilead, Truvada.com provides resources 
related to their once-daily PrEP medication including information on what Truvada 
for PrEP is, possible side effects and safety considerations, how to get access to the 
medication, and cost support options (Gilead, 2020). HIV.gov offers consumers a 
variety of information on HIV/AIDS from the basics of prevention, testing, treatment, 
and living well with the virus to documents outlining the current federal response to 
the epidemic and upcoming events (U.S. Department of Health & Human Services, 
n.d.). Similar to HIV.gov, although to a smaller scale, HIVInsite provides patients and 
the public “comprehensive, up-to-date information on HIV/AIDS treatment and 
prevention,” with informational resources on the basics of testing, diagnosis, 
treatment, and living with the virus (UCSF Center for HIV Information, 2019). 

While many online health information seekers report having a go-to web source such 
as HIV.gov, those without often turn to search engines to initiate search efforts for 
their health information-related needs (Fox & Duggan, 2013; LaValley et al., 2017; 
O’Keeffe, Willinsky, & Maggio, 2011). Consumer search inquiries, however, are often 
subpar and composed of keywords that are too short, too general and lack the level of 
medical terminology that is regularly present within the content of web-based health 
resources (Bader & Theofanos, 2003; Hansen et al., 2003; Peterson et al., 2003; Skinner 
et al., 2003; Zeng et al., 2004). Of the results that are returned by a search engine, 
consumers tend to limit their sorting of potential health information sources to the 
first few pages of citations, taking less than six minutes to do so (Eysenbach & Kholer, 
2003; Fox & Raine, 2002; Hansen et al., 2003; Wang et al., 2012).  

The implications of these struggles have been demonstrated in the use of search 
engines to find HIV/AIDS information. Indeed, literature has shown that while search 
engines provide an opportunity for consumers to access health information on 
HIV/AIDS, these efforts are often met with struggles of adequately finding the 
resources that are sought by underserved populations (Smith, 2011). The 
incompatibilities of health information literacy among those most at risk for 
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HIV/AIDS and the technical nature of medical terminology used in health-related 
websites highlight the prospect of disseminating HIV/AIDS information within the 
online environments where target populations naturally gather. 

Filling this gap, Web 2.0 applications like social network sites (SNS) allow users to 
connect with others while sharing user-generated content within online communities 
centered around shared health interests (Chamberlain, 1996; Leimeister & Krmcar, 
2005; Shannon & Dwyer, 1996). As defined by Boyd and Ellis (2008 p. 211), SNS are 
“web-based services that allow individuals to (1) construct a public or semi-public 
profile within a bounded system, (2) articulate a list of other users with whom they 
share a connection, and (3) view and traverse their list of connections and those made 
by others within the system.”  They provide a unique means for users to connect with 
their peers online in a way that enunciates their social networks (Boyd & Ellis, 2008). 
Some of the most popular SNS, a subset of applications also known as social media, 
include YouTube, Facebook, and Twitter have been used as a means for health 
communication (Moorhead et al., 2013). 

4.3.2 Social Media & Health Communication 

The use of social media for health communication has received growing attention in 
the past several years (Antheunis, Tates, & Nieboer, 2013; Chou et al., 2009; von 
Muhlen & Ohno-Machado, 2012). In 2010, the United States CDC outlined the many 
characteristics that make social media an ideal medium for online health 
communication including access to diverse audiences, opportunities to extend health 
information to a variety of channels, as well as real-time monitoring and evaluation 
affordances (CDC, 2010). Literature on social media use encompasses a variety of 
health issues with sexual and reproductive health, flu/H1N1, and mental health chief 
among them (Moorhead et al., 2013).  

Social media provides a level of anonymity that facilitates a relaxed channel to 
communicate and explore topics on diseases that are stigmatized like HIV and mental 
health (Cline & Hayes, 2001; Livingstone, 2008). Although the user-generated nature 
of Web 2.0 applications pose concerns around the quality, accuracy, and completeness 
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of online health information, social media is still generally acknowledged as a useful 
tool for health communication (Moorhead et al., 2013). 

While the digital divide debate has illuminated concerns with the inequities of 
Internet access in the US and abroad (Gonzales, 2016; McAuley, 2014), studies have 
shown that social media usage is universal irrespective or race/ethnicity or 
socioeconomic status (Chou et al., 2009; Kontos, Emmons, & Puleo, 2010). Looking 
specifically at Black Internet users, although African-Americans are less likely to 
access Internet-based applications through more traditional means such as the 
computer, 54 percent of this community own smartphones and African-Americans are 
33 percent more likely than the average consumer to use this device to access social 
media (Nielsen, 2012). Over 72 percent of African-American Internet users, in fact, 
maintain an online presence on more than one social media platform (Nielsen, 2012). 
Considering the prevalence of social media, these platforms have been useful for 
implementing health interventions targeted for minorities and hard-to-reach 
populations such as African-American men who have sex with men (MSM) who are 
placed more at risk for HIV/AIDS (Gaysynsky et al., 2015; Hudnut-Beumler et al., 
2016).  

Social media is also increasingly used to build communities centered around a variety 
of diseases including mental health, diabetes, and HIV/AIDS (Chen & Shi, 2015; 
Gowen et al., 2012; Yonker et al., 2015). These communities generally allow patients 
to engage with health information and share experiences around health with peers, 
providing a means for social support (Hoch & Ferguson, 2005; Johnson & Ambrose, 
2006; Lieberman et al. 2005). Online HIV/AIDS communities, more specifically, 
provide PLWHA a sense of comradery and empowerment through peer-to-peer 
interactions that may afford informational and emotional support (Chen & Shi, 2015; 
Mo & Coulson, 2008).  

From an informational standpoint, through user-generated content within online 
HIV/AIDS communities, PLWHA exchange advice on illness management, Website 
and health expert recommendations, facts about the virus and disease, and their own 
experiences of living with HIV/AIDS (Chen & Shi, 2015; Mo & Coulson, 2008). As far 
as emotional support, PLWHA have been shown to provide and receive expressions 
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of sympathy, care, concern, and encouragement as they share their experiences within 
online HIV/AIDS communities (Chen & Shi, 2015; Mo & Coulson, 2008). 

Literature has also shown that the use of social media for sexual health promotion 
around STIs can effectively increase understanding of prevention methods and modes 
of transmission (Jones et al., 2014). There is also some evidence that sexual health 
promotion interventions that incorporate social media may have a positive effect on 
health behavior, with some studies demonstrating an increase in STI testing as high 
as 73 to 128 percent post-intervention (Friedman et al., 2014; Gabbaronn & Wynn, 
2016; Gourley et al., 2014). The effectiveness of social media-based health promotion 
initiatives around STIs also evidence the utility Web 2.0 as a health communication 
platform to combat HIV/AIDS in minority communities, especially considering the 
role that higher rates of chlamydia, syphilis, and gonorrhea play in placing African-
Americans more at risk of contracting the virus (CDC, 2015; Laurencin et al., 2018). 

While discussed broadly around health communication here, the next section of this 
chapter dives deeper into the use of social media to foster the exchange of information 
and building of communities centered on HIV/AIDS with specific examples pulled 
from the social media platforms YouTube, Facebook, and Twitter. 

4.4 Social Media as a Pillar of Information Exchange & Community Building 

around HIV/AIDS 

Literature has shown that social media platforms like YouTube, Facebook, and Twitter 
are increasingly being used to engage target audiences around HIV/AIDS (e.g 
McLaughlin et al., 2016; Ortiz-Martinez et al., 2017; Schwartz & Grimm, 2017; Taggart, 
Grewe, Conserve, Gliwa, & Isler, 2015; Young et al., 2018). The unique strength of 
these platforms lies in their ability to act as a pillar of both information exchange and 
community building around the epidemic. 

YouTube is a video-sharing platform that allows users to upload, discuss, and 
subscribe to video collections on a variety of subject matter ranging from beauty to 
technology and health. Years after being founded by Jared Karim in 2005, today, the 
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platform endeavors to give over 1 billion users “a voice and show them the world” 
(YouTube, n.d.). Users propagate video content to the social media platform through 
their own profile known as a YouTube channel.  

In the context of HIV/AIDS, YouTube is used by a variety of stakeholders to foster 
and participate in discourse around the epidemic. PLWHA have used YouTube as a 
means to share their experience of living with HIV/AIDS, reflecting the 
autobiographical nature of online responses during the early history of the epidemic 
(Gillett, 2003; Jindal & Liao, 2018). Through sharing content on YouTube in the form 
of a video-based blog, a practice known as vlogging, PLWHA chronicle their journey 
with HIV/AIDS prior to and after diagnosis while interweaving information and 
emotional support for their peers – a theme of expertise-sharing that was, as 
previously discussed, prominent in early online HIV/AIDS media projects (Gillett, 
2003; Jindal & Liao, 2018). 

Beyond giving a voice to PLWHA, YouTube has also been used by providers – i.e., 
those who deliver or provided treatment, care, and support – to disseminate 
HIV/AIDS messaging sometimes while working in partnerships with other 
stakeholders who are committed to the fight to end the epidemic. One example of such 
an effort is the pharmaceutical company Johnson and Johnson’s use of YouTube in 
their #MakeHIVHistory social marketing campaign. Through the #MakeHIVHistory 
campaign, Johnson and Johnson partnered with consumers, PLWHA, celebrities, 
activists and other organizations to deliver “authentic” video content to raise 
awareness, disseminate vital information about HIV/AIDS, and combat stigma 
(Garwood, 2017; Johnson & Johnson, 2017). In a YouTube video titled “Helping Make 
HIV History,” for example, Johnson and Johnson partnered with the Black AIDS 
Institute to contest misinformation about HIV/AIDS and combat stigma in the Black 
community (Johnson & Johnson, 2017 Oct). Government agencies such as the CDC 
and federally funded projects like HIV.gov (previously AIDS.gov) have also used 
YouTube to deliver prevention and testing information through video content on their 
own channels (CDC, 2020; HRSAtube, n.d.; U.S. Health Resources and Services 
Administration, 2011). 



 

65 

With upwards of 1.6 million videos related to HIV/AIDS on the platform, YouTube 
has shown potential to act as a substantial HIV/AIDS information resource (Ortiz-
Martinez et al., 2017). The un-regulated sharing of medical information, however; has 
proven to be cause for concern (Keelan et al., 2007; Ortiz-Martinez et al., 2017). Further, 
although literature has demonstrated that YouTube is used to provide information 
related to HIV/AIDS, promote awareness, and disseminate PLWHA testimonials, the 
platform has also been used to promote alternative therapies (Ortiz-Martinez et al., 
2017). Nonetheless, YouTube stands as one social media platform that contributes to 
the collaborative effort to end the epidemic by sharing HIV/AIDS information 
through video content. 

Facebook is another popular social media platform that is used to exchange 
information and support around HIV/AIDS through community. Launched by Mark 
Zuckerberg in 2004, Facebook was originally developed as a digital directory for the 
founder’s classmates at Harvard. Over 15 years later, today, the platform allows over 
2 billion users “to stay connected with friends and family, to discover what’s going on 
in the world, and to share and express what matters to them” (Facebook Newsroom, 
2017a, 2017b). Users propagate content to the site through two main channels – the 
News Feed and Timeline. In this capacity, users contribute to Facebook by adding a 
textual update, sharing a photo or video album, creating a live video stream, checking-
in by tagging their current location, and inviting others to local events among other 
highly social activities (Facebook, 2017a, 2017b). The Timeline populates a Facebook 
user’s most recent activity on their profile while the News Feed constantly renews 
with updates from the people, groups, and organizations who become a part of a 
user’s online social network through the act of adding a friend, liking a page, or 
joining a group. 

In the context of HIV/AIDS, Facebook is used in a variety of ways to disseminate 
HIV/AIDS information while also building community ties that nurture and 
encourage positive health behaviors. Facebook groups have been used as means to 
provide support and social interaction around HIV/AIDS in a way that effectively 
supports the delivery and uptake of services offered by providers who serve 
communities most at risk (Gaysynsky et al., 2015; Jaganath et al., 2012; Young et al 
2018). For example, in a social media-based peer education program where peer 
leaders were recruited to reflect the African-American and Latino MSM population 
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for which the program was designed, participants who contributed to the program’s 
facilitated Facebook group discussions on prevention and testing were significantly 
more likely to request an at home HIV testing kit (Jaganath et al., 2012; Young & 
Jaganath, 2013). Considering that target populations (e.g., young HIV positive 
African-American MSM) are likely to participate in Facebook groups and have been 
shown to prefer open groups whose loose privacy restriction afford greater visibility 
(Young, Fujimoto, & Schneider, 2018), social media communities of this kind offer a 
unique opportunity for discussions about HIV/AIDS to carry health information 
across peer-networks that may reach other individuals who are at risk or affected by 
the virus. 

Beyond groups, other Facebook features offer opportunities for providers to engage 
audiences with information that link their online efforts to service opportunities 
offline. HIV/AIDS organizations, for example, often use Facebook to advertise events 
where testing and education programming is offered within the community (U.S. 
Health Resources and Services Administration, 2011). Facebook events have also been 
used as a tool to organize HIV/AIDS advocacy and activism efforts offline. In a 
Facebook-shared event, for instance, the National Minority AIDS Council (NMAC) 
called for the public to join advocates and activists on Capitol Hill during “HIV/STD 
Action Day” to denounce proposed federal budget cuts that would reduce access to 
HIV/AIDS service programs (NMAC, 2017, 2019). 

In the context of HIV/AIDS, Twitter is another online platform where communication 
around prevention, treatment, and care unfolds (Adrover et al., 2015; McLaughlin et 
al., 2016; Odlum et al., 2018; Schwartz & Grimm, 2017). Like Facebook, Twitter also 
allows its users, called tweeters, to connect with others while observing and 
disseminating content, but with a few unique twists. Tweeters propagate content to 
their timeline within a limit of 280 text characters. These short updates, which were 
originally modelled off of the SMS text, are referred to as tweets. In addition to text, a 
tweet may be accompanied by a photo, video, hyperlink, poll, location, or even a 
Graphics Interchange Format (GIF) – an animated sticker file. The Twitter timeline 
continuously updates with tweets from those other tweeters who are a part of a user’s 
network. On Twitter, friendship is modeled through the act of following where 
tweeters subscribe to the updates of other tweeters by following them. 
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Twitter-related HIV/AIDS studies have shown promise in the platform’s ability to 
engage consumers around prevention and care through health promotion. 
Considering that information on the HIV prevention method PrEP is primarily shared 
through interpersonal networks, for example, Twitter has served a critical role in 
disseminating PrEP-related information and encouraging discussions about specific 
PrEP medications like Truvada (McLaughlin et al., 2016; Schwartz & Grimm, 2017;). 
PrEP-related tweets have been shown to raise awareness of PrEP as a prevention 
method, share information about the effectiveness of PrEP medications, counter PrEP-
related stigma, and foster discussions about the barriers and limitations of PrEP use 
(Schwartz & Grimm, 2017). As individuals are the primary creators of PrEP-related 
tweets (McLaughlin et al., 2016), the social networks of consumers engaged in 
prevention and treatment discussions online may also serve as conduits for 
HIV/AIDS information to reach the wider public.  

 In recent years, Surveillance research has taken the reach and propensity of 
discussions about HIV/AIDS into account, leveraging tweets as “big data” to assess 
adverse effects of HIV treatment and monitor county-specific sexual risk behaviors 
and antiretroviral treatment outcomes (Adrover et al., 2017; Young, Rivers, & Lewis, 
2014). Despite these opportunities, Twitter remains understudied in comparison to 
other social media platforms, like Facebook, that have also been adopted into 
HIV/AIDS prevention or treatment interventions and surveillance efforts, making 
this thesis especially important and pertinent (Cao et al., 2017; Garett, Smith, & Young, 
2016).  

Considering its popularity among African-American Internet users, Twitter stands as 
a promising tool for disseminating HIV/AIDS prevention, care, and support 
initiatives for this particular minority population that is disproportionately burdened 
by the epidemic. As such, organizations at the forefront of the fight to address the 
African-American HIV/AIDS crisis including the Black AIDS Institute, NMAC, and 
Sister Love Incorporate, actively use Twitter in this capacity.   

Founded by Phil Wilson in 1999, The Black AIDS Institute has focused exclusively on 
the burden of the epidemic on African-American communities for over 20 years with 
the guiding motto “Our people, Our Problem, Our solution.” The Black AIDS Institute 
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established their Twitter profile in 2009 and has used their presence on the platform 
to share community resources, combat stigma, and encourage mobilization in Black 
communities (Black AIDS Institute, 2017a, n.d.).  

Sister Love Incorporated, a reproductive justice organization established by activist 
Dazon Diallo in 1989 to meet the needs of African-American women living with and 
at risk for HIV/AIDS, joined Twitter in 2008 (Sister Love, Inc., n.d.a, n.d.b).  

Founded in 1986, The NMAC is another veteran in the fight to end HIV/AIDS in the 
Black community who also maintains a Twitter presence. “Leading with race” to 
normalize conversations about race within the wider HIV/AIDS movement, curb new 
HIV/AIDS diagnosis among people of color, and support the retention of minority 
PLWHA in treatment and care, the NMAC joined Twitter in 2008 (NMAC, n.d.a, 
n.d.b). The NMAC has adopted the platform as a means to keep their constituents up-
to-date with the latest information, using the platform as an “online diary” or 
scrapbook (U.S. Health Resources and Services Administration, 2011). 

Taken together, the tendency for consumers to partake in discussion about HIV/AIDS 
on Twitter and the adoption of Twitter among Black Internet users and leading 
African-American HIV/AIDS organizations suggest that this particular social media 
platform may provide an online environment for tweeters to mobilize around the 
Black HIV/AIDS crisis. Studies, however, have yet to explore the natural organizing 
of tweeters around struggles of HIV/AIDS in the Black community.  

4.5 Media Bubbles: The Case for Studying an African-American HIV/AIDS 

Twitter Network 

While often used interchangeably, online social networks and communities are two 
distinct yet related concepts. An online social network is broadly composed of a set of 
social actors, be they individuals, organizations or other entities, and the social ties 
between them that are facilitated through some form of computer-mediated 
technology. Online communities, on the other hand, are aggregations of people with 
shared interests, values, and backgrounds where social interaction occur regularly 
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and are maintained through computer-mediated technologies (Gruzd, 2017).  Put 
simply, an online social network may be composed of several online communities that 
are essentially clusters of similarities between the actors they are made of. 

The saying “birds of a feather flock together” is often used to describe the likelihood 
of people with similar characteristics forming relationships. People of similar 
demographic and psychological characteristics such as shared geographic location, 
race/ethnicity, attitudes, beliefs often form bonds with great levels of homogeneity in 
the characteristics of people who are a part of the same community (McPherson et al., 
2001). This sense of homophily “limits people’s social worlds in a way that has powerful 
implications for the information they receive, the attitudes they form, and the 
interactions they experience” (McPherson et al., 2001 p. 415). As shared beliefs, 
characteristics, and attitudes are at the root of homogeneous groups, members within 
homophilous social networks often share and receive redundant information 
(Danowski, 1980; Himelboim et al., 2017; Rogers & Kincaid, 1981). The redundancy of 
information that these social circles afford can be seen as a form of media bubble.  

On Twitter, communities organize naturally with networks of tweeters who form 
social ties by following and tweeting others (Grandjean, 2016; Gruzd, Wellman, & 
Takhteyev, 2011; Xu, Chiu, Chen, & Mukherjee, 2015). The aforementioned patterns 
of homophily and information redundancy are characteristics that are also seen in 
online social networks and communities on Twitter (De Choudhury, 2011). From a 
health perspective, literature has shown a tendency for homophily in Twitter 
communication patterns between healthcare stakeholders with similar backgrounds 
where providers often engage with other providers and consumers often engage with 
consumers around particular health-topics (Xu et al., 2014). Literature has also 
demonstrated that, separately, attributes of race/ethnicity and topical interest (e.g., 
health) have shown low and high levels of reciprocity on Twitter respectively (De 
Choudhury, 2011). The salience of online homophily patterns in a variety of disease 
contexts and the unique circumstances of HIV/AIDS in the Black community, 
however, suggest that race and health may come together to manifest tight-knit 
networks of tweeters centered around the African-American HIV/AIDS crisis who 
organize in sub-communities. The prospect of race and health forming such a media 
bubble highlights the importance of exploring the social manifestations of African 
American HIV/AIDS Twitter networks that form organically online. Here, within the 
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African-American HIV/AIDS networks of Twitter, lies the empirical focus of this 

thesis. 

4.6 Conclusion 

In summary, Chapter 4 provided an in-depth overview of online responses to 
HIV/AIDS. From the adoption of online information-sharing practices by HIV/AIDS 
activists in the 1980s  to the more recent use of Web 2.0 to connect and engage people 
while fostering communities around HIV/AIDS on social media, cyberspace has 
played a significant role in the fight to end HIV/AIDS throughout the history of the 
epidemic. Giving a voice to PLWHA and marginalized populations like African-
Americans who maintain a disproportionate burden of HIV/AIDS is imperative to 
the success of prevention and treatment mobilization (Parker, 2011). To this end, social 
media platforms like YouTube, Facebook, and Twitter provide opportunities for these 
populations to refocus attention to related issues, share personal experiences, and 
exchange health information while building networks of communities around 
HIV/AIDS online. At the same time, as organizations like the Black AIDS 
Institute and NMAC opt for maintaining a social media presence to engage target 
audiences (e.g., African-American consumers, PLWHA), the online interactions that 
take place between them and other healthcare stakeholders committed to the fight to 
end the epidemic warrant researcher’s attention. These circumstances carry the basis 
of this thesis’ forthcoming exploration of a network of tweeters with a shared interest 
in HIV/AIDS and the Black Community – a media bubble that goes along the lines of 
race and health online. Now that the contextual basis of the thesis inquiry has been set, 
next, Chapter 5 outlines the mixed-methods approach used to explore an African-
American HIV/AIDS Twitter Network. 
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CHAPTER FIVE  

Research Premise & Design 

 

5.1 Introduction 

Social media platforms like Facebook and Twitter are increasingly being integrated 
into prevention, treatment, and health communication initiatives tailored towards 
reaching populations most at risk and affected by HIV/AIDS including the African-
American population (e.g.,  Cao et al., 2017; Taggart et al., 2015; Young & Jaganath, 
2013). Considering the popularity of Twitter among African-American Internet users, 
the power of social media to foster communication, community, and advocacy around 
the epidemic, and the adoption of Twitter among Black-led HIV/AIDS organizations, 
this thesis seeks to explore the collective representation of the African-American 
HIV/AIDS movement on Twitter. This overarching goal is achieved by using mixed-
methods social network analysis (SNA) to map an African-American HIV/AIDS 
Twitter Network. 

The subsequent section of this chapter provides an overview of the social network 
paradigm that guides the approach to mapping an African-American HIV/AIDS 
Twitter Network. Next, the foundations of the social network paradigm – concept, 
method, and theory – are positioned in the context of Twitter to foreshadow their use 
in the thesis. Finally, the qualitative and quantitative aspects of data collection, 
interpretation, and integration that constitute the mixed-methods of this thesis are 
outlined. The primary focus of this chapter is to explain and justify the conceptual and 
theoretical background of the mixed-methods design. As such, the procedures of the 
specific methodologies that constitute each part of the approach are more thoroughly 
detailed in tandem with their results in their respective chapters. 
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5.2 The Social Network Paradigm: From Concept to Theory & Method 

In the current era of digital technology and computing, the term social network has 
become commonplace. Chapter 4 introduced the idea of the social network, framing 
it in relation to the online and offline communities that are a quintessential part of 
everyday life. The social network paradigm is a compilation of concepts, theory, and 
methodology that together provide a unique lens to empirically study social worlds 
(Leinhardt, 1977; Prell, 2012). Distinguished from network studies under the stream 
of Actor Network Theory where actors and relations include those that are non-human, 
social network studies are exclusively human-centric (Vicsek, Király, & Kónya, 2016). 
The human focus of social network concept, theory, and method lend themselves well 
to studying Twitter networks which are inherently social. For the purpose of this 
thesis, the social network paradigm is the guiding force for exploring the social 
manifestations of an African-American HIV/AIDS Twitter Network. 

5.2.1 The Social Network Concept 

As a concept, social networks are structural. This property is easily recognizable in the 
common graphical representation of social networks in the form of a network map. 
Structurally, these networks consist of social pipes that act as the conduit through 
which information and resources flow from one point to another (Borgatti & Lopez-
Kidwell, 2014). Social networks have various descriptions throughout the literature, 
from “a specific set of linkages between a defined set of actors” (Mitchell, 1969 p.2), to 
“ a set of relations that apply to a set of actors, as well as any additional information 
on those actors and relations”(Prell, 2012 p.9), or even“ a set of socially relevant nodes 
connected by one or more relations” (Marin & Wellman, 2014 p.11). Regardless of how 
these descriptions are worded, a social network’s nodes or actors may refer to a variety 
of social entities such as individuals or organizations depending on the context of the 
network of interest. A social network’s relations or linkages, on the other hand, refer to 
the social connections that link the nodes of the network together such as 
communication, trust, or kinship.  

  



 

74 

5.2.2 Social Network Theory 

Social network theory comprises a multitude of ideas and perspectives that may be 
used to explain the manifestations and predict outcomes of social network 
phenomena (Borgatti & Lopez-Kidwell, 2014). While the principles that fall under this 
category are vast, strength of weak ties theory (Granovetter, 1973), social capital theory 
(Lin, 2017), small-world theory (Milgram, 1967), structural holes theory (Burt, 1992), and 
network closure theory (Burt, 1992, 2017) lend themselves particularly well to exploring 
the spread of information and influence within social networks while emphasizing 
their structural nature.  

Granovetter’s (1973) strength of weak ties theory explains how the strength of relations 
between network actors influences the diffusion of information and resources within 
a social network. The strength of a tie is defined as “a (probably linear) combination 
of the amount of time, the emotional intensity, the intimacy (mutual confiding), and 
the reciprocal services which characterize the tie” (Granovetter, 1973 p. 348). Strength 
of weak ties theory is supported by three central ideas. The first idea suggests that 
network actors who have strong ties to each other are more likely to share ties to other 
similar network actors. In other words, the stronger the tie between a pair of network 
actors the more likely they are to have overlapping social circles. The second idea of 
strength of weak ties theory is that weak ties, which are often bonding ties, endow the 
opportunity for network actors to be exposed to new information. As weak bridging 
ties are those that connect a network actor to other actors whose social circles to not 
overlap with their own, these conditions mitigate information redundancy through 
exposure to outsider information. The third idea of this network theory is, therefore, 
that weak ties hold a peculiar strength in that they can provide network actors novel 
information, ideas, and resources. 

Social capital generally refers to the value and resources found within and acquired 
from an individual’s social network, although there are varying definitions provided 
by scholars who focus on this body of work (e.g., Bourdieu, 1986; Coleman, 1988, 1990; 
Lin, 2002; Putman, 1993, 1995, 2000). Social capital theory embodies the processes of 
surplus value capture that one may secure through their social network (Lin, 2017). 
This network theory is useful for identifying the resources and returns that an actor 
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acquires through their social relations depending on their position in a network’s 
social hierarchy, their location within a network’s structure, and their purpose of 
action in the network (e.g., gaining power or maintaining solidarity). It has been 
argued that two structural network features mediate social capital – structural holes 
and network closure (Burt, 2017; Coleman 1988, 1990).  

Structural holes are weak connections that may exist between the groups that 
constitute a network (Burt, 1992, 2017). Burt’s (2017) theory of structural holes affirms 
that actors on opposing sides of structural holes are exposed to alternative flows of 
information, thus like strength of weak ties, structural holes mitigate information 
redundancy. Additionally, actors that bridge structural holes hold particular position 
of influence with the potential to control collaboration and exchange between cliques 
of a network through brokerage. In summary, “individuals with contact networks rich 
in structural holes are individuals who know about, have a hand in, and exercise 
control over rewarding opportunities” (Burt, 2017 p. 36). While sharing the sentiment 
that people who fare better are better connected, Coleman (1988,1990) argues that 
closed networks, those in which everyone is connected, facilitate social capital. 
Network closure theory maintains that these tight-knit networks are composed of social 
relations that are instilled with trust and norms in such a way that they evoke an 
environment where social capital thrives internally. 

Small world theory, also commonly known as the “six degrees of separation” 
phenomenon, looks at the high likelihood of cliquiness in networks (Milgram, 1967). 
Small world networks are those that possess high levels of clustering with short path 
lengths (Watts & Strogatz, 1998) – two metrics that are commonly used for 
characterizing network structure through the methodological segment of the social 
network paradigm called social network analysis (SNA). 

5.2.3 Social Network Analysis (SNA): A Structural Network Method 

As a method, the systematic process of examining interactions between social actors 
is called social network analysis (SNA). SNA is a structural investigation that makes use 
of qualitative or quantitative means to explore social network phenomena. While 
social networks and their structural exploration have been of interest to researchers 
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for much longer, SNA originated in the 1930s while only more recently emerging as 
its own unique field with a robust method in the 1970s (Freeman, 2004; Prell, 2012). 
Freeman (2004 p.3) defines the modern field of SNA through its four main features 
and far reaching applications across a plethora of traditional disciplines. According to 
Freeman (2004), SNA is “motivated by a structural intuition based on ties linking 
social actors”; “grounded in systematic empirical data”; “draws heavily on graphical 
imagery”; and “relies on the use of mathematical and/or computational models.” 
These four features have applications that span the fields of sociology, epidemiology, 
psychology, computer science, economics and beyond while sharing a common 
commitment to the structural conceptualization of the social network. 

In modern SNA, actors and the relations between them act as the empirical basis of a 
social network’s representation in graphical form. These maps visualize network 
phenomena, illustrating structural patterns that may otherwise not be seen. SNA and 
network maps leverage metrics (i.e., mathematical or computational models) to 
characterize networks and support social network theories such as the previously 
discussed strength of weak ties, structural holes, network closure, and small world 
theories. For example, small world networks are defined by SNA metrics of path 
length and density. Tie strength can be determined by calculating SNA metrics of 
reciprocity. Actors that traverse structural holes of a network (i.e., bridges) can be 
identified through SNA metrics of betweenness centrality. The degree of network 
closure can be determined through the SNA metrics of transitivity. 

5.3 Positioning the Foundations of the Social Network Paradigm within 

Twitter 

In the Twitter milieu of this thesis, social networks contain nodes that represent 
tweeters and the social relations between them. Some of the Twitter relations that can 
be captured include those related to the tweet and those related to the follow (Boyd, 
Golder, & Lotan, 2010; Honeycutt & Herring, 2010; O’Reilly & Milstein, 2009). These 
Twitter jargon that link tweeters to one another are the relational foci of this work.  
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As an anchor of communication, Twitter allows tweeters to publicly share information 
and ideas through the act of tweeting (Boyd, Golder, & Lotan, 2010; Honeycutt and 
Herring, 2010; O’Reilly & Milstein, 2009). A tweet is a textual update that is capped at 
280 characters and may be accompanied by a hyperlink, audio-visual files ranging 
from a photo to a video or even Graphics Interface Format (GIF) file, location, or poll. 
As best embodied by the prefixed text that the Twitter platform exhibits when one 
prepares to share an update, the tweet signifies “what’s happening.” Other tweeters 
can respond to a tweet through a reply. Reply tweets are prefixed by the “@” sign to 
distinguish who the reply is directed towards. The “@” sign is also prefixed in tweets 
that mention other tweeters in them. Tweets can additionally be responded to through 
a retweet. Retweets are prefixed by “RT” and are an act of sharing another tweeter’s 
update. Through the tweet, reply, and retweet, tweeters are connected, discussions 
manifest, and information is dispersed. 

As an anchor of community and comradery, Twitter also allows tweeters to connect 
with other tweeters through the act of the follow (O’Reilly & Milstein, 2009). Through 
the follow, a Tweeter subscribes to receiving the tweets of those they are interested in. 
This can be seen as an asymmetric social media friendship model where the follow is 
not mutually exclusive. Take the following scenario for example: Tweeter X follows 
Tweeter Y therefore Tweeter X subscribes to Tweeter Y’s tweets; Tweeter Y does not follow 
Tweeter X; Tweeter Y does not subscribe to Tweeter X’s tweets. Here Tweeter X and 
Tweeter Y share a social connection, however, this relation is nonreciprocal. 
Corresponding to this social asymmetry, every Tweeter has a list of followers – i.e., who 
follows them – and a list of followings – i.e., who they follow – that is displayed in 
their profile.  
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Table 5.1 | Social network concepts of Twitter. 

 

Following Freeman’s (2004) conceptualizations of SNA as a method founded on the 
actor-relation affinity that social networks are made of, and empirically grounded in 
systematic data, the work of this thesis captures relations between tweeters related to 
comradery and communication. Table 5.1 translates social network concepts in 
relation to the Twitter. Here, tweeters are the actors of the network, comradery is 
operationalized as the follow, and communication is operationalized as the tweet, 
retweet, mention, or reply. Further in accordance with Freeman (2004), comradery and 
communication within Twitter networks can be mapped by leveraging SNA metrics 
like density, reciprocity, centrality, and path length (e.g., Grandjean, 2015). While 
these are a few examples, the specific SNA metrics are used to map an African-
American HIV/AIDS Twitter Network and their specific definitions will be detailed 
in Chapters 6 and 7. From a theoretical perspective, the ideas of tie strength, structural 
holes, small world phenomena, and network closure are practical for describing the 
structural roots of Twitter networks and the particular outcomes and affordances (e.g., 
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social capital) that they bestow on network members. Social network theory is 
employed in this thesis to make sense of the social intricacies and patterns of the 
African-American HIV/AIDS Twitter Network.  

The aforementioned concepts, theories, and method (i.e., SNA) that form the social 
network paradigm are used in this thesis to explore the social dynamics of the African-
American HIV/AIDS movement on Twitter. The next section of this chapter outlines 
the several parts of the methodological approach and how they come together to 
achieve the four aims of this thesis – i.e., (1) identifying an African-American 
HIV/AIDS Twitter Network; graphically mapping (2) comradery (who follows who) 
and (3) communication (who tweets who) within this network; and (4) distilling the 
salient themes and concepts of network tweets. 

5.4 A Parallel Mixed-Methods Social Network Research Design for Twitter 

Twitter exemplifies a dual function of social media, as a computer-mediated platform 
that fosters comradery and communication. When studying Twitter networks, this 
duality calls for a quantitative approach that speaks to network structure and a 
qualitative approach that speaks to the context of relations and products, or Tweets 
that are dispersed. As such, a mixed-methods social network approach is used to 
provide a comprehensive picture of the social dynamics that take place within an 
African-American HIV/AIDS Twitter Network. As detailed by Domínguez and 
Holstein (2014), mixed-methods social network analysis studies are those that meet 
three criteria. Firstly, they are based on both qualitative and quantitative data 
collection. Secondly, they use both quantitative and qualitative strategies of data 
analysis. Thirdly, they integrate these collected data or data strategies at one or more 
stages of the research process whether at the data collection, analysis, or interpretation 
stage.   

Figure 5.1 provides a diagram of the parallel mixed-methods social network approach 
that is leveraged to map the social dynamics of an African-American HIV/AIDS 
Twitter Network. The approach is made of four parts. It begins with the preliminary 
work of Part 1, then opens to the parallel work of Part 2 and Part 3, and closes with an 
overall discussion of the thesis findings. 
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Part 1 of the study fulfils the first objective of identifying an African-American 
HIV/AIDS Twitter Network. As such a Twitter network centered on HIV/AIDS and 
the Black community has yet to be explored, this is achieved by employing a virtual 
snowball sampling method that will be extensively detailed in Chapter 6.  

Part 2 pursues the second objective of mapping comradery based on the following 
behavior of the network. Qualitatively, this is achieved through the categorization of 
tweeters based on their profile’s text that is then analyzed through deductive coding. 
The coding of profile biographies provides a breakdown of the actor identities that are 
represented in the network. Quantitatively, the relational data of who follows who is 
collected, then analyzed through social network analysis which also provides a map 
of comradery in the network. The qualitative stream speaks to the context of 
relationships within the network while the quantitative stream speaks to the 
network’s structure. From these qualitative and quantitative dimensions of Part 2, 
results are merged to provide an overview of the structural and member diversity of 
the network. Like Part 1, the procedures of Part 2 of the approach will be extensively 
detailed in the next chapter of this thesis. 

Part 3 seeks to achieve the third and fourth thesis objectives – i.e., mapping network 
communication based on the tweeting behavior and distilling the common themes and 
concepts of discussions. The categorizations of profile biography data in Part 2 are 
leveraged to provide a breakdown of the actor identities represented in network 
discussions. The relational data of who tweets who are also collected and analyzed 
through SNA. The results are merged to provide a map of internal communication. 
Additionally, the tweets that are generated by the network are collected and analyzed 
through content analysis to give insight to the common themes and contexts of 
network tweets. The qualitative streams of Part 3 speak to the context of discussions 
and relationships between actors, while the quantitative stream speaks to structural 
underpinnings of the communication that occurs. Together, the findings provide an 
in-depth overview of the nature of conversations that take place and how information 
is dispersed within the network. A comprehensive overview of the procedures of Part 
3 will be detailed in Chapter 7 of this thesis. 
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Lastly, the work concludes with an overall discussion of the study. An in-depth 
discussion of the integrated results from Parts 1, 2, 3 are offered to provide a full 
representation of the African-American HIV/AIDS Twitter Network. Chapter 8 of this 
thesis focuses exclusively on this meta-discussion of the thesis findings. 

5.5 Conclusion 

Chapter 5 outlined the social network paradigm that is used to guide the approach 
taken to achieve the four aims of this thesis: (1) identifying an African-American 
HIV/AIDS Twitter Network; graphically mapping (2) comradery (who follows who) 
and (3) communication (who tweets who) within this network; and (4) distilling the 
salient themes and concepts of network tweets. As a concept, social networks are sets 
of actors and relations that connect them in a system. As theory, it explains the social 
underpinnings and outcomes of the network of interest. As a method, SNA affords an 
analytical toolset for exploring the structure and manifestations of said network. On 
the basis of the social network paradigm, a mixed-methods social network approach 
is used to study the social manifestations of an African-American HIV/AIDS Twitter 
Network. Next, Chapter 6 focuses on Part 1 and Part 2 of the approach which identifies 
and maps comradery of the network. 

  



 

83 

 

  



 

84 

CHAPTER SIX  

Identifying an African-American HIV/AIDS Twitter Network & Mapping 
Internal Network Comradery 

 

6.1 Introduction 

Racial disparities in HIV/AIDS are complex and largely remain as a consequence of 
the many sociocultural factors that act as barriers to people of color being linked to 
the biomedical advancements that compose the Prevention and Care Continuum. The 
Prevention and Care Continuum is a cascade of interventional events that link 
populations to prevention and move those at risk of HIV/AIDS from diagnosis 
through testing to being linked to care for subsequent antiretroviral treatment 
adherence that leads to viral suppression (Storey et al., 2014; Tomori et al., 2014; 
Vermund et al., 2017) (Figure 6.1). Viral suppression is a state of the cascade that is 
achieved through consistent antiretroviral treatment. Literature shows that 
antiretroviral treatment adherence leads to a low or undetectable viral load, which not 
only controls the immunosuppressive effects of the disease but also minimizes the risk 
of the virus being transmitted to others (Montaner et al., 2014). These aspects of viral 
suppression have led to modern public health campaigns such as “treatment as 
prevention (TasP)” (Montaner, 2011) and “undetectable equals untransmittable 
(U=U)” (Eisinger, Dieffenbach, & Fauci, 2019) that encourage progressing those at risk 
and living with HIV/AIDS through the continuum as a means to end the epidemic. 
Although a promising framework, socio-cultural challenges deter minority 
populations from progressing through the Prevention and Care Continuum and 
remain a critical link to achieving the common goal of ending the epidemic in the 
United States.   
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Figure 6.1 | The HIV Prevention and Care Continuum and behavioral outcomes related to socio-
cultural barriers (e.g., stigma, medical mistrust & socioeconomic disparity) within the African-
American community. 

The endurance of socioeconomic disparities, medical mistrust, and stigma hinder 
African-Americans from being linked to, progressing through, and remaining within 
the Prevention and Care Continuum. The overrepresentation of people of color in the 
lower socioeconomic strata of the United States, for example, impedes African-
American access to adequate prevention and treatment (Berchick, Hood, & Barnett, 
2018; Laurencin et al., 2018; Pellowski et al., 2013; Semega, Fontenot, & Kollar, 2017; 
U.S. Census Bureau, 2017a, 2017b). Cost poses a critical barrier to African-American 
uptake of PrEP (Jay & Gostin, 2012; Juusola, Brandeau, Owens, & Bendavid, 2012). 
The lingering legacy of medical mistrust in the Black community is associated with 
lower antiretroviral treatment adherence among African-American PLWHA (Bogart 
et al., 2010, 2016; Dale et al., 2016). Stigma deters African-American access to and 
uptake of the once daily PrEP medications like Truvada, prevents people of color from 
seeking testing, and discourages Black PLWHA from accessing the care that they need 
out of fear of rejection by society and peers (Arnold et al., 2014; Brooks et al., 2019; 
Laurencin et al., 2018). Through each stage of the Prevention and Care Continuum, 
socioeconomic disparity, medical mistrust, and stigma may manifest to contribute to 
racial disparities in HIV/AIDS. As such, overcoming these socio-cultural barriers in 
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the Black community and those of all minority groups and engaging these populations 
around prevention and care remains a critical piece to successfully ending the 
epidemic in the United States. 

The research, theory, and practice of health communication is a focal point of improving 
minority HIV/AIDS prevention and treatment outcomes. In a well-rounded 
definition, Renata Schiavo (2014 p. 9).) defines health communication as “a 
multifaceted field of research, theory, and practice...concerned with reaching different 
populations and groups to exchange health-related information, ideas, and methods 
in order to influence, engage, empower, and support individuals, communities, 
healthcare professionals, patients, policymakers, organizations, special groups, and 
the public so that they will champion, introduce adopt, or sustain a health or social 
behavior, practice, or policy that will ultimately improve individual, community, and 
public health outcomes.” In the context of HIV/AIDS prevention and care, health 
communication interventions can influence desired behavioral outcomes by shifting 
attitudes about getting tested and improving social norms of testing, transforming 
perceptions of risk, improving prevention self-efficacy, promoting antiretroviral 
treatment access and adherence, and mitigating socio-cultural barriers such as those 
of stigma (Storey et al., 2014; Vermund et al., 2017;). 

Health communication can positively influence the health outcomes of target 
populations by infusing social environments – e.g., social networks – with social 
capital and resources that foster health media exposure and encourage health 
information seeking, attention, and information processing (Ackerson & Viswanath, 
2009; Viswanath, Ramanadhan, & Kontos, 2007). In the face of stigma and medical 
distrust in the Black community and in the context of the African-American 
HIV/AIDS epidemic, an individual’s social networks play a crucial role in what and 
how information about HIV/AIDS is received and may have a lasting effect on health 
behavior. Indeed, literature has shown that the dispersion of medical distrust and 
conspiracy beliefs within the social networks of African-American people living with 
HIV/AIDS (PLWHA), for example, may influence treatment non-adherence (Bogart 
et al., 2016). Beyond treatment, more recent literature further demonstrates the role of 
online social networks may play in future health behavior around prevention 
interventions. Findings of a 2018 pilot study that leveraged the existing online social 
networks of peer leaders to deliver a PrEP intervention to African-American and 
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Latino men who have sex with men (MSM) on Facebook  and Instagram, for example, 
have proposed that social media platforms are a viable means to deliver interventions 
that increase PrEP awareness, combat stigma around PrEP use, and encourage PrEP 
uptake (Patel et al., 2018). Despite the considerable role social networks play in testing 
and prevention behavior, the mechanisms through which information about 
HIV/AIDS and HIV/AIDS interventions are organically dispersed and received in 
African-American communities remain sparsely explored – especially online.  

In line with the work of Patel and colleagues (2018), today, social media platforms are 
being increasingly integrated into prevention and care interventions and health 
communication strategies tailored towards populations most at risk for and burdened 
by HIV/AIDS (Cao et al., 2020; Conserve et al., 2015; Meussig et al., 2015; Schnall et 
al., 2014). Benefits of using social media for HIV/AIDS communication include an 
enhanced ability to discuss topics related to HIV (e.g., prevention, treatment, research) 
while maintaining a sense of anonymity, opportunities to develop digital health 
communities where social and emotional support can be exchanged, and extensive 
geographical reach (Taggart et al., 2015). Indeed, studies have shown that the 
anonymity of social media can combat experiences of stigma and discrimination that 
prevent PLWHA and groups at risk from accessing prevention information, sharing 
their experiences, and participating in prevention or treatment programing (Baelden, 
Van Audenhove, & Vergnani, 2012; Eastham, 2011; Rhodes, 2004; Young & Jaganath, 
2013).  

Further, the adoption of social media by various healthcare stakeholders from 
practitioners to patients (Antheunis, Tates, & Nieboer, 2013; Harris, Choucair, 
MaierJolani, & Bernhardt, 2014; Xu et al., 2015) showcase the potential for platforms 
like Facebook, Instagram, and Twitter to serve as dynamic environments that anchor 
health discussions and community building for many involved stakeholders online. 
Indeed, a Twitter study around health hashtags such as #Alzhiemers and 
#BreastCancer, reveal a diverse range of participants involved in discussion around 
health online (Xu et al., 2015). While such diversity may be true for existing Twitter 
networks centered around HIV/AIDS, the social dynamics between organic networks 
of PLWHA, organizations and practitioners who deliver HIV/AIDS programming, 
target audiences, and other HIV/AIDS stakeholders remain largely underexplored. 
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Considering the popularity of Twitter among Black Internet users (Duggan & Brenner, 
2012), this particular social media platform has the potential to facilitate the 
aforementioned benefits of connection and discussion around HIV/AIDS for the 
African-American community. The implied African-American HIV/AIDS Twitter 
Network, however, has yet to be explored. To this end, this chapter employs a mixed-
method social network approach to explore a network of tweeters with a common 
interest in HIV/AIDS and the African-American community. With the aim of 
identifying, characterizing, and mapping comradery of the African-American 
HIV/AIDS Twitter Network, a virtual snowball sampling method is used to identify 
the network. Network member’s profile biographies were coded for healthcare roles 
and involvement (Xu et al., 2015) to distill member identities of the network, and social 
network analysis was used to map the structure and spread of influence around the 
“who follows who” of the network. Fulfilling Parts 1 and 2 of the research design 
outlined in Chapter 5 of this thesis, these qualitative and quantitative methods are 
leveraged together towards providing a well-rounded picture of Twitter 
manifestations around the African-American HIV/AIDS epidemic.  

The following exploratory research questions are posed and addressed: 

RQ1: To what extent is there a network of tweeters with a shared interest in 
HIV/AIDS and the Black community on Twitter? 

RQ2: Who is the network made of? 

RQ3: What is the structural nature of comradery within the network? 

RQ4: Who hold particular positions of influence based on the internal 
comradery of the network? 

RQ5: How is influence spread within the network based on internal 
comradery? 

RQ6: Who follows who in the network? 
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6.2 Methodology 

6.2.1 Snowball Sampling: Identifying the African-American HIV/AIDS Twitter Network 

Snowball sampling is an iterative process that leverages social structures to identify 
members of elusive or hard-to-reach populations for data collection and is especially 
useful for identifying previously unexplored networks that might exist (Goodman, 
1961; Magani et al., 2005). Traditionally, the snowball sampling process begins with 
the identification of one or more starting seeds that act as the starting point of the 
sampling process. From these seeds, additional members of a focal sub-population of 
interest are nominated. From these additional members, other members are 
nominated and so-on until saturation is achieved. Considering the previously 
discussed sociocultural barriers like stigma that make minority HIV/AIDS 
communities hard to identify and the novelty of exploring existing minority health 
networks on Twitter, this study employs a virtual snowball sampling strategy using 
Twitter as a sampling frame to identify the African-American HIV/AIDS Twitter 
Network.  

The Black AIDS Institute was chosen as the starting seed of the virtual snowball 
sampling strategy of this study. The Black AIDS Institute is a premier non-profit 
organization that has focused exclusively on the effects of the HIV/AIDS epidemic on 
the Black community since 1999 with a motto of “our people, our problem, our story” 
(Black AIDS Institute, 2019). Today, the Black AIDS Institute is heavily involved in 
engaging and mobilizing institutions, individuals, and leaders of the Black 
community around the epidemic through advocacy and information dissemination 
while also providing HIV testing, linkage to care, training, and capacity building. The 
Black AIDS Institute was chosen as the starting seed of the snowball sample because 
of its long history of involvement in the Black community, use of Twitter since 2009, 
and established reach of nearly 11,000 Twitter connections at the time of data 
collection.  

An initial skim of the Black AIDS Institute (blackaids) connections quickly revealed 
the vast span of tweeters the snowball sampling process would capture. As some of 
the followers and followings of blackaids had upwards of 30,000 connections 
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themselves, the manual scanning of such a large number of tweeters would be 
impractical. To account for the hurdle of scope, the followers and followings of 
blackaids were first manually scanned for tweeters who mention both race and sexual 
health wording in their profile username, name, and/or biography. From the list of 
tweeters who met these criteria, a corpus of race and sexual health words (e.g., 
African-American, Black, HIV, PrEP, AIDS) were distilled and then incorporated in a 
subsequent automated scanning process in Excel that is illustrated in Figure 6.2. The 
race and sexual health words that were distilled from the initial manual scan then 
subsequently applied to the automated scan are outlined in Table 6.1. 

Table 6.1 | Race and health-related words applied to the virtual snowball sampling process.
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Figure 6.2 | Snowball sampling process used to identify the African-American HIV/AIDS Twitter 
Network. 

As illustrated in Figure 6.2, the iterative process of the automated snowball strategy 
began at Round 1 with the initial step of exporting the profile data of each follower 
and following of blackaids to Excel with the spreadsheet extension Twlets (“Twlets,” 
n.d.). In the second step, the names, usernames, and profile biographies of each 
follower and following were concatenated, then scanned in Excel for the race and 
sexual health wording (Table 6.1). This step applied prefixes of sexual and health 
wording to account for word derivatives with differing suffixes – e.g color and colored, 
minority and minorities. Additionally, in step two, the presence of combined wording 
in tweeter’s profile biography data – e.g., hashtags like #BlackAIDS and usernames 
like blackaidsday – was accounted for by scanning for prefixes within words. Next, in 
the third step, those tweeters who mentioned at least one of the race and one of the 
sexual health words were added as new inclusions to the network sample.  
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In snowball fashion, the followers and followings of each new inclusion of the 
network sample were also exported and scanned using steps one through three, round 
after round, until saturation was reached. Saturation was determined as the point at 
which no additional tweeters met the predetermined race and sexual health criteria. 
In light of the use of prefixes and scanning for words within hashtags and usernames, 
the final sample was manually scanned for contextual accuracy. Only tweeters whose 
profiles were publicly available, mentioned both race and sexual health specifically in 
their name or biographies, and were primarily located in the United States were 
included in the final network sample. LGBTQ+ organizations focused on delivering 
health programming to people of color were also included. Table 6.2 provides an 
exemplar of tweeters who were included and excluded in the final network sample 
alongside their respective profile biography text. 

Table 6.2 | Exemplar of tweeters included and excluded from the final African-American HIV/AIDS 
Twitter Network sample.
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6.2.2 Profile Biography Coding: Characterizing the Makeup of the Network 

Previous studies of Twitter health networks have demonstrated a diversity of actors 
spanning individuals such as patients, health professionals, and advocates to group 
entities such as health advocacy organizations, media outlets, and government 
institutions with varying healthcare roles and involvement (Xu et al., 2015). From the 
identified sample of the African-American HIV/AIDS Twitter Network, the next step 
of the study was to categorize the healthcare roles and involvement of the network’s 
actors using a coding scheme adapted from the work of Xu, Chiu, Chen, and 
Mukherjee (2015) to fit the HIV/AIDS context of the study. Table 6.3 outlines the 
adapted categories of the scheme that were used to determine the diversity and 
stakeholder representation of the network. The scheme offers an in-depth 
characterization of Twitter actors by coding identities across the two dimensions of 
healthcare involvement and healthcare roles. 
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Table 6.3 | Healthcare role, identities, and involvement of the African-American HIV/AIDS Twitter 
Network. 
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Following the work of Xu, Chiu, Chen, and Mukherjee (2015), healthcare involvement 
was modeled along the expert-experience-interested-general spectrum. The expert 
category includes tweeters who work in the field of HIV/AIDS or deliver HIV/AIDS 
health services. The experience category encompasses tweeters who hold personal or 
professional experiences in regard to HIV/AIDS. The interested category reflects 
tweeters who express an interest in HIV/AIDS. The remainder of the tweeters were 
included in the general category.  

Along the healthcare role spectrum, actors were categorized as providers, advocacy, 
consumers, media, government, unknown, and/or events. The profile biographies of each 
network actor were manually coded for the aforementioned healthcare roles and 
involvement categories. Actors whose profile biographies reflected more than one 
category were coded as such, therefore allowing for tweeters with multiple roles to be 
recognized.  

6.2.3 Social Network Analysis: Mapping Comradery & Influence of the Network 

As introduced in Chapter 5 of this thesis, SNA is a structural method that leverages 
various metrics and graph theory to explore social network phenomena. Here, SNA 
is performed in the open-source software Gephi to explore the structural foundations 
of African-American HIV/AIDS Twitter Network by mapping comradery of the 
network (who follows who) and measuring the spread of influence among network 
actors based on this following behavior. 

6.2.3.1 Gephi 

Gephi is an open-source network visualization and manipulation software (Bastian, 
Heymann, & Jacomy, 2009). Equipped with an intuitive user interface, the software 
was created to provide an accessible means for social scientists to perform network 
analyses. In this chapter, Gephi was used to perform SNA on the relational data 
captured in the snowball sampling process and to visualize the African-American 
HIV/AIDS Twitter Network in map form. This relational data used here reflects 
comradery based on “who follows who” in the network. 
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6.2.3.2 Characterizing the Overall Structure of the Network 

A variety of SNA metrics can be used to characterize the structure of a network of 
interest (Valente, 2010). In this study, the descriptive metrics used to characterize the 
overall structure of the African-American HIV/AIDS network include size, density, 
average clustering coefficient, diameter, and average path length.  

Size reflects the number of nodes present within a network where the more nodes a 
network has, the larger its size and vice versa. Density, the ratio of observed ties to 
possible ties, reflects the completeness of a network. From a scale of 0 to 1, the higher 
a network’s density, the more complete it is. The average clustering coefficient, an 
average of the ratios of observed over possible ties each node’s neighbors have, 
highlights the extent to which cohesion defines a network's overall structure. From a 
scale of 0 to 1, it reveals the degree to which nodes clump together where a high 
average clustering coefficient reflects a very cliquey network. Diameter, the number of 
nodes that are traversed along the longest path of a network, reflects the maximum 
graph-distance between the two furthest nodes. The average path length, an average of 
the number of nodes that are traversed along all paths in a network, reveals average 
graph-distance between all nodes in the network. 

The size, density, average clustering coefficient, diameter, and average path length of 
the network were calculated within the statistics interface of Gephi to provide a 
detailed overview of the African-American HIV/AIDS Twitter Network’s structure. 

6.2.3.3 Identifying Members of Influence in the Network 

The central actors of a network “often occupy important positions of prestige and 
visibility and, as noted by diffusion studies, may be influential in the spread of ideas 
and behaviors” (Valente, 2010 p.81). In his seminal work, Freeman (1978) outlined the 
topology of centrality with metrics for quantifying just how central a node is to a 
network. Freeman’s degree and betweenness centrality as well as Bonacich’s (1987, 1991) 
eigenvector centrality were used in this study to identify actors who hold particular 
position of influence in the African-American HIV/AIDS Twitter Network based on 
the following behavior of the network. 
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As discussed in the previous chapters of this thesis, Twitter’s friendship model is 
directed with each tweeter having a list of followers and followings. The asymmetry of 
the act of following is reflected in the degree centrality of Twitter network where the 
number of followers an actor has is represented by in-degree and the number of 
followings an actor has is represented by out-degree. As followers are those who 
subscribe to receive updates of an actor and followings are those to whom an actor 
subscribes to receive updates from, an actor with high in-degree has a larger audience 
than an actor with lower in-degree. In contrast, an actor with high out-degree has a 
larger update pool than those with low out-degree. Influence may go beyond the 
number that one is followed by or following.  

Indeed, the authority of an actor may also be relative to their position of passing 
information between others in the network. This sense of influence is reflected in 
betweenness centrality. Betweenness refers to how often an actor lies on the shortest 
path connecting every other actor in a network. Compared to others in the network, 
actors with the highest betweenness centrality lie within the most paths that 
information can take. As their removal from a network would also result in the 
disruption of many paths for information transfer, actors with high betweenness hold 
particular bridge influence in a network. Eigenvector centrality is a measure of influence 
that reflects the common phrase “you are who you know.” When using this centrality 
measure, each actor of a network is assigned a score of importance called an eigenvalue 
that is based on the importance scores of other actors it is connected to. An actor with 
high eigenvector centrality is influential in the sense that they are connected to other 
influencers of the network. 

The in-degree, out-degree, betweenness, and eigenvector centralities of each actor 
were calculated in Gephi’s statistics interface to provide an overview of those tweeters 
of the African-American HIV/AIDS Twitter Network who hold particular positions 
of influence based on the networks following behavior. 
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6.2.3.4 Characterizing the Spread of Influence in the Network 

The calculated degree, betweenness, and eigenvector centrality measures of the 
African-American HIV/AIDS Twitter Network were taken together to perform Key 
actor analysis of the network. Key actor analysis is a useful method for characterizing 
the spread and diversity of influence within a network of interest by plotting centrality 
metrics against each other (e.g., Willis, Fisher, & Lvov, 2015). In this study, the 
betweenness and eigenvector centrality values of each tweeter of the African-
American HIV/AIDS Twitter Network were plotted against each other on horizontal 
and vertical axes while representing tweeters as nodes sized based on their respective 
in-degree. The resulting diagram disperses network actors across four quadrants that 
represent three key roles and one non-key role of influence within the network. The 
bottom left quadrant houses tweeters without particular influence based on their 
centrality measures. These tweeters are considered general users. The top left quadrant 
house tweeters with low betweenness and high eigenvector centrality who are likely 
to be positioned near core members of the network and hold the advantage of access 
These tweeters are regarded as authorities. The bottom right quadrant house tweeters 
with high betweenness and low eigenvector centrality who are best positioned to 
connect core members of the network with others who might not be closely accessed 
by them. Tweeters in this quadrant are considered as bridges. The top right quadrant 
houses tweeters with high betweenness and eigenvector centrality who are positioned 
to bridge but also hold relative influence with other core members of the network. 

6.2.3.5 Visualizing Comradery of the Network 

Leveraging the SNA metrics calculated within its statistics interface, Gephi was used 
to visualize comradery of the network through mapping “who follows who.” Two 
types of maps were created, the first visualizing comradery among tweeters of the 
network and the second visualizing comradery among the various healthcare roles of 
the network that were distilled from profile biography coding. 

In the first comradery map, tweeters are represented by circular nodes where each 
node reflects a different Twitter profile. The relation of following is represented by a 
direct edge. A node with an inward arrow represents a tweeter who is followed by 
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another tweeter in the network. Conversely, a node with an outward arrow represents 
a Tweeter who is following another tweeter in the network. Node size of the network 
map was determined by in-degree where tweeters with high in-degree are larger than 
those with low in-degree. The Gephi package ForceAtlas2 was used to highlight and 
orientate sub-community clustering of the network (Jacomy et al., 2015). The 
ForceAtlas2 algorithm exploits modularity, a SNA metric based on the ratio of the 
actual number of network edges within a group minus the number of edges that 
would be expected in an equivalent network of edges that are randomly placed 
(Newman, 2006). The idea of modularity is in line with the notion that communities, 
or group clusters, are likely to have more common edges than with those outside of 
the group with other nodes in the network. The ForceAtlas2 layout, therefore, 
orientates network members in relation to their common sub-communities. 

In the second comradery map, the various healthcare roles of the network are 
represented by circular nodes where each node reflects a variation of the coded 
healthcare roles of the network. Like the first comradery map, the relation of following 
is represented by a direct edge. Edges are weighted to represent the strength of 
relation and sized based on how often two healthcare role identities follow each other. 
A node with an inward arrow represents a healthcare role identity who is followed by 
another healthcare role of the network. Conversely, a node with an outward arrow 
represents a healthcare role who is following another healthcare role in the network. 
Node size of the network map was determined by in-degree where healthcare roles 
with high in-degree are larger than those with low in-degree. ForceAtlas2 was also 
used to orientate the map based on sub-community clustering of the network. 

6.3 Results 

6.3.1 The Identified African-American HIV/AIDS Twitter Network 

Virtual snowball sampling was used to address RQ1 and attain the first thesis 
objective of identifying an African-American HIV/AIDS Twitter Network. After six 
rounds of the virtual snowball sampling process starting with followers and 
followings of the Black AIDS Institute (blackaids), a combined list of 218,661 tweeters 
were captured with Twtlet. Of these 218,661 tweeters, the semi-automated scanning 
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process captured 1808 tweeters who mentioned the predetermined race and sexual 
health wording prefixes in their profile biography data. A final manual scan of these 
1808 tweeters for contextual accuracy resulted in a final network sample of 237 
tweeters who make up the African-American HIV/AIDS Twitter Network with 1389 
following relations between them. 

6.3.2 Healthcare Roles & Involvement of the Network 

With the network identified, RQ2 and the second objective of characterizing the 
member makeup of the African-American HIV/AIDS Twitter Network were 
addressed through coding network tweeters profile biography text using a healthcare 
role and involvement scheme adapted from Xu, Chiu, Chen, and Mukherjee (2015). 
Profile biography coding of the 237 tweeters of the African-American HIV/AIDS 
Twitter Network reveal a diversity of healthcare roles including providers, advocacy, 
consumers, media, events, government, and unknown profiles whose healthcare 
involvement span expert, experience, general and interested. These healthcare roles and 
involvement of the network are reflected separately in Figure 6.3 and Figure 6.4. 

As far as healthcare roles, (Figure 6.3), Providers were most represented within the 
African-American HIV/AIDS Twitter Network, accounting for 126 of all coded 
categories. Of the 126 providers, 67 were HIV/AIDS organizations, 17 were 
practitioners (e.g., Physicians, Case Managers, Public Health Professionals, etc.), 17 
were LGBTQ health organizations delivering health programming to LGBTQ people 
of color, 14 were researchers working in the sexual health or HIV/AIDS fields, and 11 
were HIV/AIDS or sexual health research studies.  

The advocacy healthcare role was the second most represented in the network, 
accounting for 78 of all coded categories within the African-American HIV/AIDS 
Twitter Network. Of these 78 advocacy coded categories, 39 were activists or advocates 
and 39 were activism or advocacy organizations promoting HIV/AIDS-related causes 
and mobilizing for the fight to end the African-American HIV/AIDS epidemic.  

The consumer healthcare role was the third most represented in the network, 
accounting for 44 of all coded categories within the African-American HIV/AIDS 
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Twitter Network. Of these 44 consumers, 32 were PLWHA, two were supporters (e.g., 
family, friends) of PLWHA, and 10 were tweeters who expressed an interest in sexual 
health or HIV/AIDS-related topics such as PrEP.  

The media healthcare role is the fourth most represented in the network, accounting 
for 23 of all coded categories within the African-American HIV/AIDS Twitter 
Network. Of these 23 media coded categories, one was a general media outlet, seven 
were health media with a sexual health of HIV/AIDS focus, two were media 
celebrities, 11 were general media personnel who produce media with a focus outside 
of health, two were health media personnel who produce health media with a sexual 
health of HIV/AIDS focus.  

The event, government, and unknown healthcare roles were the least represented of the 
network, together making up just 7 percent of all coded healthcare role categories. The 
Event healthcare role is the fifth most represented in the network, accounting for 14 of 
all coded categories within the African-American HIV/AIDS Twitter Network. The 
government and unknown healthcare roles tie for least represented, each accounting for 
three of all coded categories within the network. 

 

Figure 6.3 | Healthcare roles of the African-American HIV/AIDS Twitter Network. 
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As far as healthcare involvement of the network (Figure 6.4), 46 percent of the African-
American HIV/AIDS Twitter Network exhibit experience involvement followed 
closely by expert involvement which was reflected in 43 percent of the network. The 
least represented health care involvements include general and interested which 
accounted for 6 percent, 3 percent of the network respectively. Although not a 
component of the healthcare involvement spectrum, 1 percent of the network coded 
as unknown.  

 

Figure 6.4 | Healthcare involvement of the African-American HIV/AIDS Twitter Network. 

6.3.3 Social Network Analysis of the Network 

With the network identified and the healthcare roles and healthcare involvement of 
its members characterized, next, SNA was used to provide an overview of the social 
underpinnings of the network. Here the structure and influence of the network were 
characterized while attaining the third thesis objective of mapping comradery (who 
follows who) of the African-American HIV/AIDS Twitter Network. 
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6.3.3.1 Overall Comradery Network Structure 

To address RQ3, the overall structure of the network’s comradery was characterized 
through descriptive SNA metrics. Table 6.4 outlines the size, density, average 
clustering coefficient, diameter, and average path length of the African-American 
HIV/AIDS network that were calculated in Gephi to provide an overview of the 
structural underpinnings of the network. The network has a size of 237 nodes with a 
density of 0.026, an average clustering coefficient of 0.328, a diameter of seven and an 
average path length of 2.93. 

Table 6.4 | Social network analysis metrics of internal following behavior. Asterisks (*) denote values 
that were taken as an average of the entire African-American HIV/AIDS Twitter Network. 
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6.3.3.2 Top Influencers of the Network based on Following Behavior 

SNA metrics of in-degree, out-degree, betweenness, and eigenvector centralities were used 
to address RQ4 by identifying tweeters who hold particular positions of influence 
based on the following behavior (comradery) of the network. Table 6.4 encompasses 
the network average of these four metrics. The average in-degree and out-degree of 
the network is 5.86 while the average betweenness and eigenvector centralities are 
341.57 and 0.08 respectively. Tables 6.5-6.8 details the 25 tweeters with the highest in-
degree, out-degree, betweenness, and eigenvector centralities of the African-
American HIV/AIDS Twitter Network alongside their respective usernames and 
healthcare roles. Usernames of individuals were anonymized. 

Table 6.5 reveals the Black AIDS Institute (blackaids) as the leading Tweeter of the 
network based on their number of followers and corresponding in-degree of 134. In 
descending order following blackaids, National Minority AIDS Council 
(NMACCommunity), Red Pump Project (redpump), Sister Love Incorporated 
(SisterLove_Inc), Black AIDS Day (blackaidsday), National Black Leadership 
Commission on AIDS (NBLCA), individual1, and National Black AIDS Day 
(NatBlackAIDSDay) held the highest number of followers in the network with in-
degrees of 109, 61, 55, 51, and 45 respectively. Of the healthcare role categories 
represented in the Top 25 tweeters of the network based on in-degree, eight coded as 
advocacy, six as providers, three as advocacy and providers, two as advocacy and consumers, 
two as events, one as consumer (e.g., PLWHA or friends/family of PLWHA), one 
consumer and media, one as media, and one as advocacy, consumer and media. 
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Table 6.5 | Top in-degree centralities of the African-American HIV/AIDS Twitter Network based on 
internal following behavior.  
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Table 6.6 also highlights the Black AIDS Institute (blackaids) as the leading Tweeter 
based on followings of the network with a corresponding out-degree of 47. Following 
blackaids in descending order, National Black Leadership Commission on AIDS 
(NBLCA), National AIDS Education & Services for Minorities (NAESMATL), Sister 
Love Incorporated (SisterLove_Inc), D-UP Defend Yourself (dupDEFENDURSELF), 
Brooklyn Men Konnect (BKMenKonnect), Brothas Phone Bone (Phonesexking1), and 
individual2 held the highest number of followings of the network with out-degrees of 
32, 29, 28, 26, 24, and 24 respectively. Of the healthcare role identities represented in 
the Top 25 of the network based on out-degree, eight coded as advocacy; eight as 
providers; three as advocacy and providers; one as advocacy and media; one as advocacy and 
provider; one consumer; one as consumer and media; one as event; and one as media.  
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Table 6.6 | Top out-degree centralities of the African-American HIV/AIDS Twitter Network based on 
internal following behavior. 
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Table 6.7 also highlights the Black AIDS Institute (blackaids) as the leading Tweeter 
based on betweenness with a corresponding centrality of 14716.3. In descending order 
following blackaids, National Minority AIDS Council (NMACCommunity), Red 
Pump Project (redpump), Sister Love Incorporated (SisterLove_Inc), National Black 
Leadership Commission on AIDS (NBLCA), individual2, Black AIDS Day 
(blackaidsday), and Brooklyn Men Konnect (BKMenKonnect) held the highest 
betweenness of the network with centralities of 5988.1, 3341.4, 3222.1, 3086.7, 2778.4, 
2632.8, and 2554 respectively. Of the healthcare role identities represented in the Top 
25 of the network based on betweenness, eight tweeters coded as providers; six as 
advocacy; three as consumers; two as advocacy and providers; two as events; two as 
consumers and media; one as advocacy and consumer; and one as advocacy and media. 
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Table 6.7 | Top betweenness centralities of the African-American HIV/AIDS Twitter Network based on 
internal following behavior. 
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Table 6.8 also illustrates the Black AIDS Institute (blackaids) as the leading Tweeter 
based on eigenvalue with an eigenvector centrality of one. Following blackaids in 
descending order, National Minority AIDS Council (NMACCommunity), Red Pump 
Project (redpump), National Black Leadership Commission on AIDS (NBLCA), Sister 
Love Incorporated (SisterLove_Inc), individual1, Black AIDS Day (blackaidsday), and 
individual2, held the highest eigenvalues of the network with centralities of 0.97, 0.66, 
0.63, 0.61, 0.54, 0.53, and 0.47 respectively. Of the healthcare role identities represented 
in the Top 25 of the network based on eigenvalue, there were nine that coded as 
advocacy; seven as providers; three as advocacy and consumers; two as advocacy and 
providers; two as events; one as consumer; and one as media. 
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Table 6.8 | Top eigenvector centralities of the African-American HIV/AIDS Twitter Network based on 
internal following behavior. 
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6.3.3.3 Influence Spread within the Network based on Following Behavior 

With the centralities of the network calculated, to address RQ5, the in-degree, 
betweenness, and eigenvector centralities were taken together to perform a key actor 
analysis and give an overview of the spread of influence within the African-American 
HIV/AIDS Twitter Network based on internal comradery. Figure 6.5 visualizes how 
tweeters of the network are dispersed among four quadrants, each reflecting 
particular positions of influence. The majority of the network are housed in the bottom 
left quadrant of the diagram. These tweeters are considered the general users. Eight 
tweeters lie within the top left quadrant and are considered the core of the network 
who act as core authorities. These core authorities include the National Minority AIDS 
Council (NMACCommunity), Red Pump Project (redpump), National Black 
Leadership Commission on AIDS (NBLCA), Sister Love Incorporated 
(SisterLove_Inc), individual1, Black AIDS Day (blackaidsday), and National Black 
AIDS Day (NatBlackAIDSDay). Only the Black AIDS Institute (blackaids) lies within 
the top right quadrant, with the capacity to bridge and access other core members of 
the network. The bottom right quadrant which typically house bridges between 
segregated sub-communities is empty.  
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Figure 6.5 | Key actor analysis of the African-American HIV/AIDS Twitter Network based on internal 
following behavior. 

6.3.3.4 Mapped Comradery of the African-American HIV/AIDS Twitter Network 

The final step of the analysis of this study was to visualize the comradery (who follows 
who) of the network through mapping, therefor addressing RQ6. Figure 6.6 is a map 
visualization of the network where each node represents a tweeter of the network. The 
top 25 tweeters based on in-degree are labeled with their respective username apart 
from individuals whose usernames are anonymized. With nodes sized based on in-
degree, the map showcases the popularity of the Black AIDS Institute (blackaids) and 
the National Minority AIDS Council (NMACCommunity) within the network with 
most followers. Leveraging the ForceAtlas2 layout in conjunction with modularity, the 
map reveals a cohesive network made of six sub-communities.  
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Sub-community one is the largest, making up 28.7 percent of the network and housing 
the most Top 25 tweeters by in-degree than any other sub-community in the network. 
In descending order, sub-community two, sub-community three, sub-community 
four, and sub-community five makeup 23.6 percent, 18.1 percent, 13.4 percent, 9.7 
percent, and 5.9 percent of the network respectively. The majority of the network 
clusters centrally, generally mixing between sub-communities, although some 
tweeters of sub-community five and sub-community six extend towards the 
peripheral of the network.  

 

Figure 6.6 | Map of comradery based on internal following behavior between tweeters of the African-
American HIV/AIDS Twitter Network. 

Figure 6.7 visualizes a comradery map where each grey node represents the various 
healthcare role identities of the network. With node size based on in-degree – i.e., the 
number of other nodes in the network who are connected to it – the map reveals the 
advocacy and provider healthcare roles as the most followed identities of the network. 
The strongest following relation between healthcare roles of the network are from 
provider to advocacy, followed by provider to provider, then advocacy to advocacy, and 
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advocacy to provider. Intra-healthcare role comradery is reflected in self-looping arrows 
around advocacy; consumer; event; government; media; provider; advocacy and consumer; 
and consumer and media nodes. In contrast to this like-to-like following behavior, others 
reflect inter-healthcare role comradery. As shown, the advocacy and government; 
advocacy and event; advocacy, event and provider; unknown; advocacy and media; advocacy, 
consumer and media; consumer, media and provider; event and provider; and consumer and 
provider nodes only exhibit in-ward and out-ward relations towards healthcare roles 
other than their own.  

 

Figure 6.7 | Map of comradery based on internal following behavior between healthcare roles of the 
African-American HIV/AIDS Twitter Network. 
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6.4 Discussion 

6.4.1 A Cohesive Network Bolstered by a Specialized Interest in HIV/AIDS in the African-

American Community 

At first glance of the descriptive SNA metrics that were calculated in Gephi, the 
African-American HIV/AIDS Twitter Network presents as cohesive, a characteristic 
initially represented by a considerably high average clustering coefficient of 0.33 
(Table 6.4). Overall, the network also reflects that of a small world (Watts & Strogatz, 
1998) with a high average clustering coefficient and low average path length of 2.93 
(Table 6.4). The cohesive nature of the network is further illustrated in the visual 
representation of network comradery by mapping who follows who in Figure 6.6.  

Indeed, although made of six modularity-calculated sub-communities, tweeters of 
separate communities frequently mix within and between each other. Further, the 
majority of the network clusters together at the center of the map despite the use of 
the ForceAtlas2 layout (Jacomy et al., 2014) which employs a continuous spatialization 
process that repulses nodes and attracts their relational edges to visualize sub-
community partitioning of the network. Leveraging modularity, ForceAtlas2 layout 
visualizes the proximity of nodes to one another based on the structural characteristics 
of edges within the network. Repulsive forces push all nodes of the network away 
from each other while attractive forces on edges push nodes of the same sub-
community towards each other. The adjacent nodes who share more similar reciprocal 
relational edges between them in one sub-community move together while repulsing 
nodes of the other sub-communities. In the case of the African-American HIV/AIDS 
Twitter Network, however, the high interconnectedness of all nodes results in the 
weak repulsion between sub-communities (Figure 6.6).  

These findings are in-line with literature on networks of specialized interests (e.g., 
Grandjean, 2015; Lim & Datta, 2012) which have been shown to exhibit more cohesive, 
tightly clustered sub-communities than those around general interest. It is not clear, 
however, whether the cohesiveness observed in this study is unique to this specific 
minority digital health network or reflective of a wider trend of cohesiveness across a 
general HIV/AIDS network on Twitter. While beyond the scope of this thesis, future 
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research should explore the structural underpinnings afforded by following behavior 
of the wider HIV/AIDS network on Twitter. 

6.4.2 Diversity: A Common Characteristic of the Healthcare Roles & Involvement 

Coding of tweeter’s profile biography text revealed that the African-American 
HIV/AIDS Twitter Network is made of a diversity of stakeholders with varying 
healthcare roles and healthcare involvement (Table 6.3). This aspect of diversity is 
interestingly similar to the findings of Xu, Chiu, Chen, and Mukherjee (2015) who 
applied a similar coding scheme to examine collaboration within Twitter discussions 
around health. Using a hashtag sampling strategy, the work of Xu, Chiu, Chen, and 
Mukherjee (2015) focused on those relations related to discussion – i.e., tweets, 
retweets, mention which were introduced in Chapter 5 of this thesis. In context of 
Twitter health discussion, the sampling strategy used by the authors incorporated 
tweeters who do not express an explicit interest in health but participate in Twitter 
health hashtag discussions. Within this broadened hashtag sample, the majority of 
those tweeters who were coded as consumers were average individuals. These average 
individuals reflect those tweeters without an expressed interest in health topics in their 
profile biography data.  

Including average individuals, consumers were most represented in the Twitter hashtag 
networks explored, followed by providers, and advocacy (Xu et al., 2015). In the context 
of the African-American HIV/AIDS Twitter Network, however, average individuals 
were omitted from the sample based on the inclusion criteria for the virtual snowball 
sampling method which stipulated the requirement for an expressed interest in sexual 
health or HIV/AIDS for a tweeter to be included in the final sample. In the African-
American HIV/AIDS Twitter Network, providers are the most represented healthcare 
role of the network, followed by advocacy, and consumers. Although with a different 
relational focus at the heart of these two Twitter network studies where the work of 
Xu, Chiu, Chen, and Mukherjee (2015) focus on discussions and the work presented in 
this chapter focus on comradery, if the average individual identity category is omitted 
from both, the hierarchy of healthcare role representation is the same across both 
networks where providers are most represented, followed by advocacy and consumers. 
Similarly to healthcare roles, the healthcare involvement of the African-American 
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HIV/AIDS Twitter Network shares some characteristics of the Twitter health hashtag 
networks from the work of Xu, Chiu, Chen, and Mukherjee (2015). Bearing in mind 
the aforementioned differences within their respective sampling strategies, the expert 
and experience health involvement categories are well represented in both studies. 

6.4.3 Advocacy-Provider Affinity: Twitter Manifestations of a Collaborative Fight to End the 

African-American HIV/AIDS epidemic 

As well as being the most represented, as Figure 6.7 highlights, the advocacy and 
provider healthcare roles are most central to the African-American HIV/AIDS Twitter 
Network. Indeed, Advocacy Organizations like the Black AIDS institute (blackaids) 
and the HIV/AIDS Education Organization Red Pump Project (redpump) are 
continuously represented in the subset of tweeters who possess the highest in-degree, 
out-degree, betweenness, and eigenvector centralities (Tables 6.5-6.8) of the network. 
The comradery between these two healthcare roles are the strongest of the network 
although, interestingly, to varying degrees. As Figure 6.7 demonstrates, the following 
relations of the network from provider to advocacy are 2.5 times higher than that from 
advocacy to provider with edge weights of 217 and 86 respectively.  

The centrality of and comradery between advocacy and providers in the African-
American HIV/AIDS Twitter network embody their collective role in the fight to end 
the epidemic in the Black community. Considering the long-lasting role of social 
justice and political activism in implementing the improved well-being of people of 
color and prosperity of Black communities, advocacy lay at the fore-front of African-
American history (Dean & Gilbert, 2009). In the context of Black health, advocacy 
remains a pillar of the fight to improve healthcare access, health outcomes, and 
medical career opportunities for African-Americans – especially within the confines 
of institutional and systemic racial oppression that were discussed in Chapter 3 of this 
thesis. As advocacy efforts are an essential component of the successful integration of 
prevention and care that Providers administer to populations at risk for and affected 
by HIV/AIDS, collaboration between these two stakeholders’ digital minority health 
network is somewhat expected. 
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6.4.4 Birds of a Feather Flock Together: A Trend of Intra-Healthcare Role Comradery 

The comradery map of who follows who between healthcare roles of the African-
American HIV/AIDS Twitter Network (Figure 6.7), highlights a tendency for 
reciprocally following behavior within stakeholder groups. Figure 6.7 emphasizes this 
trait of homophily in the self-looping halos that appear above several network nodes, 
including those representing the provider; advocacy; consumer; event; media; advocacy and 
consumer; and advocacy and provider healthcare roles. These findings interestingly 
mirror those of Xu, Chiu, Chen, and Mukherjee (2015) who found that discussions 
around Twitter health hashtags most often occurred between participants of the same 
healthcare role with the most conversations occurring from consumer to consumer then 
provider to provider. While reciprocity within healthcare roles is not always observed 
in Figure 6.7, most nodes who lack self-looping halos represent multiple stakeholder 
identities. Of these multiple role nodes, most follow other nodes who share one of 
coded identities. For example, the event and provider healthcare role shows following 
relations to the provider healthcare role; the consumer, media and provider healthcare role 
shows a following relation to the consumer and media healthcare role; and advocacy and 
provider healthcare role shows a following relation to the provider healthcare role as 
well as advocacy. The government healthcare role is one exception to this reciprocal 
characteristic, with those nodes represented by this identity only following those 
outside of their own healthcare role including those of media; advocacy; and consumer 
identities. 

6.4.5 An Elite Few with a Disproportionate Degree of Influence 

Using centrality metrics as a proxy of influence, degree, betweenness, and eigenvector 
centralities provide interesting insights about the following behavior and pinpoint just 
a few key players of the African-American HIV/AIDS Twitter Network. On their own, 
in-degree centrality highlights the degree to which a Tweeter is followed by others in 
the network; out-degree centrality highlights the degree to which a Tweeter follows 
others in the network; betweenness centrality highlights the degree to which a 
Tweeter bridges others in the network; and eigenvector centrality highlights the 
degree to which a Tweeter is connected to other core members of the network. By 
coupling in-degree, betweenness, and eigenvector centrality measures, the key actor 
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analysis of the African-American HIV/AIDS Twitter Network illustrates the spread 
and diversity of influence within the network. Figure 6.5, which highlights the 
network’s influence spread across four geographical quadrants, more clearly 
differentiates the Black AIDS Institute (blackaids) as a core authority that is also 
uniquely positioned with the capacity to bridge all tweeters of the network. While the 
National Minority AIDS Council (NMACCommunity) appears to hold influence 
similar to that of blackaids in the network comradery map of Figure 6.6, the key actor 
analysis of the network represented in Figure 6.5 more clearly positions 
NMACCommunity as a member of the core authorities sharing similar influence with 
a popular clique of tweeters that include just a handful of the advocacy, provider, and 
event entities of the network. These elite few who are housed within the top quadrants 
of the graph hold disproportionate influence of the network, with the vast majority of 
other tweeters falling within the general user quadrant of Figure 6.5. The emptiness of 
the bottom right quadrant of Figure 6.5 speaks, again, to the cohesive nature of the 
network. Previous studies that have used key actor analysis, although focusing on 
tweeting behavior, have suggested that tweeters housed in the bottom right quadrant 
have the capacity to bridge communities that would otherwise be isolated from the 
network (e.g., Willis et al., 2015). In this chapter’s case of using key actor analysis to 
explore network following behavior, it is also expected that the bottom right quadrant 
would house tweeters with high betweenness and low eigenvector centralities that 
bridge segregated groups. Unlike the findings of Willis, Fisher and Lvov (2015) where 
the bottom right quadrant of the key actor analysis matrix was housed with a 
prominent Tweeter, the emptiness of this quadrant in the African-American 
HIV/AIDS Twitter Network further reflects its highly interconnected characteristic. 

6.4.6 Limitations 

Undeniably, the work presented in this chapter come with several limitations. The 
first two limitations of this study relate to the snowball sampling process from which 
the African-American HIV/AIDS Twitter Network was identified. In traditional 
snowball sampling, the initial seed acts as the starting point of the snowball, therefore 
significantly influencing the final composition of the network that is identified. This 
aspect of the traditional snowball sampling process raises issues of sample bias where 
those new inclusions nominated by the starting seed of the sample tend to be those 
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who are popular. The over-representation of the popular crowd is further 
compounded when the process relies on respondent-driven sampling where 
participants are asked to recall others for nomination. Respondent-driven nomination 
leaves the potential for other members who meet the inclusion criteria to be excluded 
from the final sample because of memory recall bias (Johnston and Sabin, 2010).  

In this study, issues of starting seed bias were mitigated by continuing the virtual 
snowball sampling process until saturation was achieved; that is, there were no new 
inclusions that met both the race and sexual health criteria outlined in Figure 6.2. 
Given that saturation was achieved, the same sample of tweeters who comprised the 
African-American HIV/AIDS Twitter Network would have been derived through 
this process no matter which tweeter had been chosen as the starting seed of the 
snowball. Issues of recall bias were mitigated in the virtual snowball sampling process 
of this study by relying solely on relational following data sets exported directly from 
Twitter. 

A third limitation of the study is the reliance on the mention of race and sexual health 
specific wording in tweeter’s profile biographies. Considering the previously 
discussed socio-cultural barriers like stigma around HIV/AIDS in the African-
American community, those affected by, at risk for, and interested in HIV/AIDS who 
do not explicitly express so in their Twitter profile would not be identified through 
the virtual snowball sampling process that was used in this study. The identified 
African-American HIV/AIDS Twitter Network is not necessarily a complete 
reflection of the Black HIV/AIDS community.  

Generally speaking, the representativeness of Twitter is debatable and those tweeters 
who compose networks that are captured from Twitter cannot be seen as 
representative of a particular population offline (Demos & Ipsos MORI., 2015; 
Mislove, Lehmann, Ahn, Onnela, & Rosenquist, 2011; Sloan et al., 2013). As the 
overarching objective of this thesis is to explore the social manifestations of tweeters 
with a shared interest in HIV/AIDS and the Black community, however, the findings 
here provide a glimpse into a core, connected component that personify Twitter 
manifestations around the African-American HIV/AIDS movement. 



 

122 

Lastly, an additional limitation of this work relates to the identity categories (e.g., 
providers, practitioners, etc.) and expert-experience-interested-general spectrum that 
were used to distill the healthcare roles and involvement of the network (Table 6.3). 
As has been discussed by Xu, Chiu, Chen, and Mukherjee (2015), it is likely that there 
are HIV/AIDS stakeholders on Twitter who do not explicitly mention their healthcare 
role in their profile. Additionally, the expert-experience-interested-general spectrum does 
not account for variation of healthcare involvement among the different participant 
groups. It is therefore possible, for example, that there are Activism/Advocacy 
organizations made of providers. This may especially be true in this particular 
minority health network considering the strong relationship between advocacy and 
providers that is observed in Figure 6.7. 

6.5 Conclusion 

In conclusion, Chapter 6 contributes to the overall thesis objective of exploring the 
social manifestations within the African-American HIV/AIDS Twitter Network in 
four ways. Firstly, a network of 237 tweeters with shared interests in HIV/AIDS and 
the Black community was identified through virtual snowball sampling. Secondly, the 
stakeholder diversity of this African-American HIV/AIDS Twitter Network was 
characterized through profile biography coding which revealed a diversity of 
healthcare roles and involvement. Thirdly, the network’s structural underpinnings 
and spread of influence were characterized through social network analysis metrics 
which revealed a cohesive network with a handful of tweeters who hold particular 
positions of core and bridging influence based on the following behavior of the 
network. Fourthly, network comradery was characterized by mapping 1389 relations 
of who follows who to reveal the Black AIDS Institute (blackaids), National Minority 
AIDS Council (NMACCommunity), advocacy, and providers as most central to this 
unique network of tweeters who share a specialized interest and focus on the African-
American HIV/AIDS epidemic. 

Taken together, these insights which were distilled from the qualitative and 
quantitative components that comprise Part 1 and Part 2 of the mixed-methods SNA 
research approach presented in Chapter 5, provide an in-depth overview of the nature 
of comradery within the African-American HIV/AIDS Twitter Network.  As an 
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anchor of both community and discussion, however; a well-rounded exploration of 
Twitter network phenomena goes beyond the who follows who of a network to also 
incorporate the who talks to who. While the work of this chapter addresses what 
Darmon, Omodei, and Garland (2015) characterize as the follower-based structural 
communities of a network, the next chapter of this thesis explores what the authors 
describe as the interaction-based communities of a network by mapping the discussions 
that take place within the identified African-American HIV/AIDS Twitter Network. 
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CHAPTER SEVEN  

Exploring Tweet Themes & Mapping Communication within the African-
American HIV/AIDS Twitter Network 

 

7.1 Introduction 

Chapter 6 laid the groundwork of this thesis’ inquiry by identifying an African-
American HIV/AIDS Twitter Network and mapping follower-based interactions – 
i.e., comradery – between network members and their respective healthcare roles. As 
previously discussed in chapter 5, however, the dual function of Twitter implies that 
the networks and communities that exist within them in this particular microblogging 
platform go beyond comradery. As a social networking and communication tool, the 
act of tweeting is as central to the social function of Twitter as the act of following. To 
this end, the work presented in this chapter affords a more comprehensive exploration 
of the social foundations of the African-American HIV/AIDS Twitter Network by 
extending beyond the who follows who to incorporate the who tweets who within the 
network as well as the common themes and contexts of tweets that are relayed from 
its members. 

In recent years, Twitter health studies have grown to incorporate a variety of disease 
contexts including but not limited to cancer, diabetes, and HIV/AIDS. In a study of 
online breast and prostate cancer networks, for example, Himelboim and Han (2014) 
used a social network analysis approach to explore the flow of cancer-related talk and 
information on Twitter. The authors found distinctive patterns of structure, user 
interactions, and information sources between two different types of Twitter 
communities – core and visiting.  

Core communities are made of tweeters who possess a long-term connection to a 
particular health-topic such (e.g., cancer patients and their family members). In the 
core communities of the Twitter cancer networks that were explored, information of 
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core communities was specified and closely tailored to the interests of the unique 
disease community involved (Himelboim & Han, 2014). Further, these kinds of 
communities were represented by higher density and clustering with most popular 
tweeters consisting of grassroots entities like individual patients or small blog websites.  

In contrast to core communities, visiting communities are those made of tweeters who 
sporadically participate in discussions around health topics. Popular hubs of visiting 
communities in this particular Twitter cancer network study were often represented 
by larger health organizations, institutional bodies and celebrities with content that 
drifted across various health-topics with less specificity (Himelboim & Han, 2014). 
They were also characterized by lower density and clustering in contrast to the 
aforementioned core communities. The divergence of social dynamics within different 
types of cancer communities highlight the unique specifications of network 
characteristics based on the health context and users who make them.  

A more recent study used quantitative content analysis and qualitative profile 
biography coding to explore the temporospatial aspects of diabetes-related tweets on 
Twitter (Liu et al., 2016). The study sampled over 1.3 million tweets that included 
keywords or hashtags related to diabetes (e.g., “diabetes”, “#diabetes) over a two-year 
period with the aim of assessing the frequency, timing, and geography of tweets as 
well as the makeup of tweeters involved to give a large-scale glimpse at the extent to 
which discussions about diabetes occur. From these analyses, the authors found that 
tweet frequency peaked around particular disease-focused events like National World 
Diabetes Day. The majority of tweets occurred in the United States with primary 
locations in the East Coast, Midwest, and in clusters across the West Coast. When 
comparing general and hashtag-related tweets, the authors found that tweets of a 
specific diabetes advocacy community hashtag (#dsma) were primarily posted by 
patients who disclosed that they were type 1 or type 2 diabetic and very few healthcare 
providers. General diabetes-related tweets on the other hand, were often posted by 
tweeters who did not include their connection to diabetes in their profile.  

In another recent Twitter study, an analysis of online discourse around the HIV 
prevention method PrEP, content analyses of tweets and categorization of tweeter’s 
user profile data revealed consumers as prominent sources of PrEP-related content 
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and drivers of discussions about HIV prevention that take place online (McLaughlin 
et al., 2016). The study revealed recipients (i.e., who has or should receive PrEP), efficacy 
(i.e., how effective PrEP is as a prevention method, and moral judgments (i.e., 
judgements around the morality or immorality of PrEP use) as the common themes of 
tweets. Further, sentiment analysis revealed both positive and negative tone in PrEP-
related tweets showed a significant difference in the propagation of content, where 
tweets with an affective tone were more likely to be shared than those with neutral 
tone and negative tone even more so than positive. 

Looking more specifically at online HIV/AIDS communities and the discussions that 
take place within them, recent literature on the microblogging platform Sina Weibo 
(or Weibo for short) provide the most relevant foreshadowing for the analyses of this 
chapter, especially since Weibo is considered the Chinese equivalent of Twitter. In 
their study of support exchanges within a Weibo-based group called HIV/AIDS 
Weibo Group, Chen and Shi (2015) used a social network analysis approach to explore 
the variations in types of support that circulate between group members. The authors 
found that members with high levels of reciprocity — i.e., mutual, two-way exchanges 
of support — and frequency of contact shared greater amounts of emotional and 
informational support in comparison to those with low levels. By using reciprocity 
and frequency of contact as measures of tie strength, the authors found that stronger 
ties between network members afforded more information-based support than 
weaker ties, therefore diverging from Grannovetter’s (1973) strength of weak ties 
theory.  

In a quantitative content analysis by the same authors, Shi and Chen (2014) explored 
the different types of social support requests and provisions within HIV/AIDS Weibo 
Group. The authors found that most posts of the group (77.46 percent) were social 
support messages and within these more than half were provisions (i.e., act of 
providing social support) rather than requests which accounted for one fifth of 
support messages. Further, both social support requests and provisions were 
primarily informational where members often exchanged HIV/AIDS related content 
such as tips on how to manage viral levels, keep CD4 counts down, and prevent 
progression of the virus to the stage of AIDS with their peers. 
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In a more recent Weibo investigation, Shi, Wang, Peng and Chen (2017) used social 
network analysis to explore the implications of homophily and the notion of 
popularity effect on facilitating social interactions within online HIV/AIDS 
communities. Modeling homophily as shared interest or location, the authors found a 
positive association between higher levels of homophily and tie formation between 
community members. In other words, community members with overlapping 
interests and mutual location were more likely to interact with each other than those 
community members with different interests and locations.  Further, popularity effect 
— the common power-law distribution observed in social networks — was not 
observed in the online HIV/AIDS community of the study. With the absence of 
popularity effect, interactions were not disproportionately directed towards a select 
few, therefore providing equal opportunities for members to receive support and 
access resources that dispersed throughout the community. 

The studies reviewed above demonstrate the value of using qualitative and 
quantitative methods to illustrate the unique social patterns that exist within a variety 
of health communities online. Although literature on interactions within online 
HIV/AIDS communities has grown in recent years, the social dynamics that take 
place within ethnic and racial minority HIV/AIDS communities that exist online 
remain largely unexplored. An exploration of the communication patterns between 
those invested in and propagating content about minority experiences around 
HIV/AIDS could provide useful insights to strategically align digital communication 
initiatives tailored towards reaching people of color. Findings of such a study could 
be especially useful in the context of the American HIV/AIDS Crisis considering the 
disproportionate burden that minorities including African-Americans continue to 
face today. Building upon the strengths of mixing methods with the purpose of filling 
existing gaps in the literature, qualitative and quantitative methods were used in this 
chapter to explore communication patterns within the African-American HIV/AIDS 
Twitter Network that was identified in Chapter 6. 

More specifically, a mixed-methods social network approach was used in this chapter 
to achieve the last two objectives of the thesis with the analyses occuring in two halves. 
Focusing on the third objective in the first half, Leximancer text analysis software was 
used to extract the dominant themes and concepts of network tweets that were 
collected from the network over a 6-month period. These distilled themes and 
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concepts of the content analysis were then used to develop a concept map in the 
software. Focusing on the fourth objective in the second half, social network analysis 
of communication within the African-American HIV/AIDS Twitter Network was 
performed and mapped with the social network analysis software Gephi.  

These qualitative and quantitative methods provide a well-rounded overview of 
communication patterns within the African-American HIV/AIDS Twitter Network 
by outlining the common themes, concepts, and contexts of interactions that occur.  

The following research questions are posed and addressed through these methods: 

RQ7: What are the common themes and concepts of tweets within the African-
American HIV/AIDS Twitter Network? 

RQ8: What is the structural nature of communication within the network? 

RQ9: Who hold particular positions of influence based on the internal 
communication of the network? 

RQ10: How is influence spread within the network based on internal 
communication? 

RQ11: Who tweets (i.e., retweets and/or mentions) who in the network? 

7.2 Methodology 

7.2.1 Data Collection 

The google spreadsheet extension Twitter Archiver (“Twitter Archiver,” n.d.) was 
used to collect tweets of the African-American HIV/AIDS Twitter Network. Twitter 
Archiver works in tandem with the Twitter API to return tweets to a nominated 
spreadsheet every 15 minutes based on the specific query parameters it is given. Over 
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a six-month period from October 7, 2018 to April 7, 2019, Twitter Archiver was 
instructed to return every tweet of the African-American HIV/AIDS Twitter 
Network. Due to a technical input error, only 230 of the 237 network members 
identified in Chapter 6 were included. Of those seven who were omitted, none of these 
tweeters were considered central players of the network based on the following 
behavior explored in Chapter 6. By the end of the data collection period, 55,662 tweets 
of the African-American HIV/AIDS Twitter Network were collected. 

7.2.2 Content Analysis 

Content analysis is an approach used widely across the fields of social science to 
derive inferences from text and provide context to their use and meaning through both 
quantitative and qualitative means. As first defined in 1952, content analysis is “the 
objective, systematic and quantitative description of the manifest content of 
communication” (Berelson, 1952 p. 18). In this historically quantitative 
conceptualization of the approach, manifest content – i.e., content taken exactly as it 
is written or said – is traditionally analyzed through explicit categorizations and 
numerical representations that are described using statistical methods (Spurgin & 
Wildemuth, 2009; Zaidman-Zait, 2014). This quantitative approach has been 
considered appropriate for addressing research questions based on existing literature 
and theory (Zaidman-Zait, 2014; Zhang & Wildemuth, 2009).  

However, content analysis can also be used to explore latent content – i.e., content that 
entails hidden meaning – while deriving theory and significance from text through a 
more naturalistic viewpoint. As defined by Hsieh and Shannon (2005 p. 1278), 
qualitative content analysis is a “research method for the subjective interpretation of 
the content of text data through the systematic classification process of coding and 
identifying themes or patterns.” The conventional approach to qualitative content 
analysis is especially useful for studies where existing literature or theory is limited, 
traditionally entailing three steps: open coding of text; creating categories to collapse 
common concepts in and; abstraction to provide a description of the phenomena of 
interest (Zaidman-Zait, 2014). 
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Today, content analysts are increasingly using a combination of qualitative and 
quantitative approaches to analyze text based on the “theoretical and substantive 
interests of the researcher and the problem being studied (Weber, 1990)” (Zaidman-
Zait, 2014 p. 1259). The technique is also being increasingly applied to explorations of 
digital content such as blogs, discussion forums, and social media posts on the likes 
of Facebook and Twitter (e.g., Miller & Pole, 2009; Mo & Coulson, 2008; Ramanadhan, 
Mendez, Rao, & Viswanath, 2013). To this end, content analysis was used in the work 
of this chapter to distill the common themes, concepts and contexts of tweets that 
moved within the African-American HIV/AIDS Twitter Network during the six-
month collection period of October 7, 2018 to April 7,2019. The computer-mediated 
analysis software Leximancer was used to accommodate the large dataset of 55,662 
tweets that were analyzed. 

7.2.2.1 Leximancer Text Analytics Software 

Leximancer is a text analytics software that has the capacity to perform content 
analysis on a variety of documents including interview transcripts, blogs, and social 
media to derive informative visual representations of qualitative data (Leximancer Pty 
Ltd., 2018). The software makes use of machine learning and foundations of natural 
language processing while leveraging Bayesian statistics to model thematic and 
conceptual underpinnings of the text it analyzes (Angus, 2016). By omitting 
requirements of a priori dictionaries, building a thesaurus from the data itself, and 
visually mapping the co-occurrence of extracted concepts and their overarching 
themes, the software achieves its primary goals of making the content analyst “aware 
of the global context and significance of concepts” and helping “avoid fixation on 
particular anecdotal evidence” (Smith & Humphreys, 2006 p. 262). In addition to 
Leximancer’s capacity to alleviate analyst subjectivity throughout the analysis 
process, the software also has the capacity to perform two types of content analysis – 
conceptual and relational (Angus, 2016).  

As its name partially suggests, conceptual analysis extracts the main ideas of text by 
quantifying the presence and frequency of concepts within them. As described by 
Angus (2016 para. 9) Leximancer recognizes a concept as a “unique set of word-weight 
pairings where these weights provide more or less evidence for the presence of the 
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concept in a piece of text”. In this Leximancer-sense, a concept can be a word, phrase, 
or collection of words that “travel together throughout the text” (Leximancer Pty Ltd., 
2018 p.9). The software scans text, attributing weighted scores to individual terms and 
cross referencing how often these terms appear in sentences that reflect a certain 
concept. This automated process acts as a means for Leximancer to accumulate 
enough “evidence” to infer the presence of a concept as the software scans a 
document.  

Relational analysis takes distilled concepts of text one step further by determining 
how they relate to each other. Leximancer quantifies the co-occurrence of text to 
provide a visual representation of the data in the form of a concept map. As put by 
Crofts and Bisman (2010 p. 187), “If a picture tells a 1,000 words, then the concept 
maps generated by the software are able to show, on a single page, a host of 
relationships, including the strength of each relationship, enabling researchers to gain 
a broad overview of the main themes within the data.” Within the relational output 
of the software, collections of words are aggregated into concepts and these concepts 
are collapsed into overarching themes. Figure 7.1 illustrates this relationship between 
words, concepts, and themes. 

 

Figure 7.1 | Simplified model of semantic pattern extraction in Leximancer (Crofts & Brisman, 2010; 
Anagnostopoulos & Bason, 2015) 
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In this study, Leximancer was used to extract the central themes and concepts of the 
collected network tweets and map the relationships between them through a visual 
representation in the form of a concept map. A snapshot of Leximancer’s graphic user 
interface is provided in Figure 7.2 to guide the forthcoming explanation of the 
workflow process used in the analysis of this study. 

 

Figure 7.2 | Leximancer graphic user interface. 

 7.2.2.2 Text Pre-Processing & Cleaning for Leximancer 

In the first step of the process, a CSV file containing the 55,662 collected tweets was 
uploaded to Leximancer and the term “RT (retweet)” was manually added to the 
software’s stop list. Stop lists contain common, functional words like “a” and “the” 
that lack significant explanatory power in text analysis. Stop list words are excluded 
from text before Leximancer processes the data. During this second step, Leximancer’s 
suggested concept seeds were manually reviewed after the software made a “first pass” 
at assessing the frequency and distribution of terms in the tweet text. These seeds 
reflect the software’s initial definition of a concept which are derived directly from the 
uploaded text itself through machine learning. Concept definitions are built out to 
incorporate additional relevant concept seeds through Leximancer’s learning process. 
From the learned seeds, a complete concept list is provided, and a more rigorous 
statistical analysis is performed internally by the software to provide more detail on 
the relationship between concepts incorporated from the data. During this third step, 
word variants (e.g., man/men) were manually merged and concepts with limited 
relevance to the study (e.g., literally) were removed before creating an automated 
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thesaurus of terms for each concept in the list. In the last step, a concept map was 
generated and reviewed in the “map explorer” display of the software. Here, theme 
size of the map was adjusted from the default 33 percent settings to 50 percent as to 
provide a more focused visual representation of the overlapping themes and concepts 
of the data (e.g., Thomas, 2014).  

7.2.3 Social Network Analysis 

As outlined in Chapter 5 and revisited in Chapter 6, social network analysis is a 
structural method that explores social relations between a set of actors in a given 
network. While  SNA was employed in the previous chapter to explore comradery 
(who follows who) and influence based on the following behavior of the network, in this 
chapter, SNA is performed in Gephi open-source software to explore communication 
(who tweets who) and influence based on the tweeting behavior across the African-
American HIV/AIDS Twitter Network. 

7.2.3.1 Data Pre-Processing & Cleaning for Gephi 

The 55,662 collected tweets were pre-processed in Excel to clean and prepare them for 
the extraction of relational tweet data required for subsequent social network analysis 
and communication mapping. This preliminary process occurred in two steps. In the 
first step, punctuation that does not meet Twitter’s username criteria were removed 
and replaced with a space. Only “@” and “_” which are the only special character 
Twitter permits in usernames, were left intact. While Twitter Archiver was instructed 
to collect tweets based on a tweeter’s unique numeric identifier called a Tweet ID, some 
tweeters of the African-American HIV/AIDS Twitter Network changed their 
usernames during the six-month period of data collection. To account for these 
changes, in the second step of pre-processing, usernames of the African-American 
HIV/AIDS Twitter Network were cross referenced with a compiled list of usernames 
included in the tweet collection. All usernames of the network that changed during 
the collection period were replaced with the original usernames included in the work 
of Chapter 6. With pre-processing of collected tweets complete, the subset of relational 
data (who tweets who) within the African-American HIV/AIDS Twitter Network were 
extracted in Excel then transferred to the social network analysis software Gephi.  
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7.2.3.2 Gephi Network Analysis Software 

Like in the analyses performed in Chapter 6, Gephi open-source software was used to 
perform social network analysis of tweet communication within the African-
American HIV/AIDS Twitter Network. In the work presented in this chapter, 
relational data (who tweets who) was analyzed in Gephi to provide a map of 
communication that took place within the African-American HIV/AIDS Twitter 
Network over the six-month data collection period. To account for the tendency of 
tweeters to mention and retweet themselves, self-loops were omitted from the data 
set. Gephi’s statistics interface was used to calculate a variety of social network 
analysis metrics including those of description and centrality. Descriptive metrics 
were used to characterize the overall structure of the communication within the 
network. Centrality metrics were used to pinpoint tweeters of particular influence 
based on the tweeting behavior of the African-American HIV/AIDS Twitter Network 
and to characterize the spread of influence by plotting these measures of centrality 
against one another in a key actor analysis. 

7.2.3.3 Characterizing Overall Network Structure 

Gephi’s statistics interface was used to calculate descriptive network metrics 
including size, density, average clustering coefficient, diameter, and average path 
length. As used in the previous chapter in the social network analysis of comradery 
(who follows who), in this chapter these descriptive metrics are used to highlight the 
overall network structure of internal communication of the African-American 
HIV/AIDS Twitter Network based on tweeting behavior. Size models how many 
nodes a network contains while density measures the level of completeness of a 
network. Average clustering coefficient characterizes the cliquiness of a network by 
calculating the degree to which clustering defines its overall structure. Diameter 
embodies the graph-distance between the two farthest nodes of the network. Average 
path length measures the average graph-distance between all nodes of the network. 
Taken together, these descriptive metrics provide a glimpse at the structural nature of 
communication within the African-American HIV/AIDS Twitter Network. 
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7.2.3.4 Identifying Members of Influence in the Network 

Gephi’s statistics interface was also used to calculate in-degree, out-degree, 
betweenness, and eigenvector centrality measures based on tweeting behavior of the 
African-American HIV/AIDS Twitter Network. In the context of tweeting, relations 
between network actors are directed. This directionality is embodied in the presence 
of both in-degree and out-degree. In the work of this chapter, in-degree represents the 
number of incoming tweets a tweeter receives through either being mentioned or 
retweeted. Out-degree reflects the number of outgoing tweets where a node either 
extends a mention or retweet. Betweenness indicates the degree to which a node lies 
in the shortest path connecting other nodes of the network. Eigenvector unveils a 
node’s value of importance based on the degree to which they are connected to other 
central nodes of a network. The centrality metrics were used to distill members of the 
African-American HIV/AIDS Twitter Network who hold positions of influence based 
on the observed tweeting behavior of this study. 

7.2.3.5 Characterizing the Spread of Influence in the Network 

Key actor analysis (e.g., Willis, Fisher, & Lvov, 2015) was used to define the spread of 
influence within the African-American HIV/AIDS Twitter Network based on internal 
tweeting behavior. Like in the work of Chapter 6, betweenness and eigenvector 
centralities were plotted against each other along vertical and horizontal axes while 
representing each Tweeter as a node that was sized based on their respective in-
degree. As detailed in the previous chapter, the resulting diagram plots network 
tweeters in four quadrants based on their respective centrality measures. The bottom 
left quadrant house nodes referred to as general users. These nodes who lack 
particular positions of influence possess both low betweenness and eigenvector 
centralities. The top left quadrant includes nodes referred to as authorities. These 
nodes possess low betweenness and high eigenvector centralities, providing them an 
advantage of access as they are positioned near other core authorities of the network. 
The bottom right quadrant house nodes with high betweenness and low eigenvector 
centralities. Referred to as bridges, these nodes hold the capacity to connect core 
authorities with the wider network. With both high betweenness and eigenvector 
centralities, the top right quadrant house nodes with dual role as both bridge and core 
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authority of the network. This position of influence is often rare to come by (Willis, 
Fisher, & Lvov, 2015). 

7.2.3.6 Visualizing Network Communication 

Using the SNA metrics calculated in the statistic interface, Gephi was used to visualize 
internal communication of the African-American HIV/AIDS Twitter Network by 
mapping who tweets who. Two communication maps were created with the first map 
visualizing interactions between tweeters of the network and the second map 
visualizing interactions between healthcare roles of the network that were coded in 
Chapter 6. 

In the first communication map, each node represents a tweeter of the African-
American HIV/AIDS Twitter Network. Tweet relations are represented by directed 
edges. A node with an inward facing edge reflects a tweeter who is mentioned, replied 
to, or retweeted by another tweeter in the network. A node with an outward facing 
edge reflects a tweeter who mentions, replies to, or retweets another tweeter in the 
network. Like in the comradery map presented in Chapter 6, here, the ForceAtals2 
layout was used to orientate the map through sub-community clustering so that nodes 
with more common reciprocal edges are arranged near each other. 

In the second communication map, each node represents a healthcare role or 
healthcare role combination of the African-American HIV/AIDS Twitter Network 
that were presented in Chapter 6. In this context, directed edge represent tweet 
relations where an inward edge reflects a healthcare role being either mentioned, 
replied to, or retweeted by their own or another healthcare role of the network. 
Conversely, an outward edge reflects a healthcare role mentioning, replying to, or 
retweeting their own or another healthcare role of the network. The size of a node 
reflects how often a particular healthcare role is tweeted by the network. Like the first 
map, the second communication map is also orientated with ForceAtals2 layout 
therefore positioning nodes based on their sub-community membership. 
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7.3 Results 

7.3.1 Breakdown of Tweet Type, Frequency & Distribution 

Although 230 tweeters were included in the data collection query of Twitter Archiver, 
only 103 tweeters of the African-American HIV/AIDS Twitter Network were actively 
tweeting during the six-month period of this analysis. Of the 55662 tweets collected, 
28819 contained at least one retweet and 14271 contained at least one mention of 
another tweeter, whether from within or outside of the African-American HIV/AIDS 
Twitter Network. The remaining 12572 were undirected tweets — i.e., tweets 
containing text only. As depicted in Table 7.1, a breakdown of all 55,662 tweets reveal 
the provider healthcare role as the source of most network tweets (15027), followed by 
consumer and media (8950), advocacy and media (8506), advocacy and consumer (7586), 
advocacy, consumer, and media (3828), consumer (3115), media (2079), and advocacy (2041). 
Accounting for 135, 26, and 15 of the collected network tweets respectively, the event; 
advocacy, consumer and provider; and advocacy and government healthcare roles were 
least represented (Table 7.1). Finally, individual16 tweeted the most of any other 
individual member of the African-American HIV/AIDS Twitter Network who was 
active during the collection period. 
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Table 7.1 Healthcare role tweet frequency of the African-American HIV/AIDS Twitter Network. 

 

7.3.2 Prominent Themes & Concepts of Network Tweets 

A content analysis of tweets was performed in Leximancer to address RQ7 – i.e., what 
are the common themes and concepts of tweets within the African-American 
HIV/AIDS Twitter Network? Using the previously described workflow, Leximancer 
revealed eight prominent themes of the network tweets. In descending order of 
prominence, these themes include people, HIV, time, individual16 (an anonymized 
username of a network member), Trump, collective, via, and thank. Table 7.2 outlines 
these eight themes alongside their respective concepts, hit numbers, and connectivity. 
Hit number reflects the number of tweet blocks a theme appears in while connectivity 
reflects the extent to which a theme is connected to other themes and concepts of the 
analysis. Exemplars that embody the contexts in which these themes appeared are also 
provided in Table 7.2. 
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With a hit score and connectivity of 20157 and 76803 respectively (Table 7.2), the most 
represented and connected theme of African-American HIV/AIDS Twitter Network 
tweets is marginalization. Taking a closer look, the concepts related to this overarching 
theme include people, black, women, men, gay, white, use, person, believe, sex, sexual, story, 
media, violence, social, power. As represented in the quoted text below, many tweets of 
this theme shed light on intersectional and advanced marginalization that Black 
populations face across the multiple segments of identy such as race, gender, sex, 
sexuality, ability, and religion: 

We know exactly what "Black First" means. "The access of Black men 
who are heterosexual, cisgender and abled to gain and hold the power 
of white men should be prioritized over the liberation of all Black 
people." 

RT [@anonymized_user] Black women's investment in the 
misogynoiristic race first anti-sex work & anti-trans/queer rhetoric will 
be our undoing, just like it is white women's. So intent on maintaining 
your own position you step on other marginalized people like sex 
workers And you impede our progress. 

People literally trash Islam for violence against minorities as if the 
Catholic church didn’t set women on fire for having curly hair or torture 
gay people to fatality for decades. And they still do. These takes only 
use LGBT+ advocacy as a vehicle to propel their Islamphobia. 

The second most represented theme of network tweets is HIV, with a hit score of 15407 
and connectivity of 61273. Concepts related to the theme HIV include HIV, need, work, 
live, community, support, take, health, care, change, fight, Trump, and world. As 
represented in the quoted text below, network tweets of this theme include 
community and population-centric commentary that draw attention to progress, 
barriers, needs, and opportunitities in the fight to end HIV/AIDS: 

In addressing #HIV, it’s important we remember that a healthy tree 
needs healthy roots. At the root of the HIV epidemic within the Black 
community is a lack of education, lack of access to care, & increased rates 
of poverty.  

People with #HIV are living longer and stronger. #Stigma and #access 
to care can be particular challenges to this community but advocates are 
fighting for change. 
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People living with #HIV have formed tight knit and supportive 
communities on @facebook that are working to #StopStigma, alleviate 
loneliness, and discuss prevention. #50plusstrongandhealthy 
#socialmedia #community 
 
@realDonaldTrump how can you end the #HIV epidemic while slashing 
#Medicaid? Sincerely, the 40% of people living with HIV who rely on 
Medicaid for health care and the people who love them #Aidswatch 
 

Reflection is the third most represented and second most connected of all network 
tweet themes, with a hit score of 13444 and connectivity of 48023 (Table 7.2). 
Prominent concepts within this theme include time, day, love, year, look, feel, life, trying, 
start, better, and down. As demonstrated in the exemplar text below, tweets related to 
this theme conveyed reflections of the past and present. These tweets often relayed 
lesseons learned while offering encouragement towards improvement in the future: 

So whether you have your finances in check or need some help, just 
know that you aren't the only one going through it. I felt like I got such 
a late start, but I feel much better than I was a year ago. 

If you knew what I’ve endured in the last 33 years, you would 
understand why I’m so thankful for my life until this day! #Resilience 
— feeling blessed 

On this day that I celebrate another year of life, I also celebrate all of life’s 
blessings. I am pleased to be inducted into the Morehouse College 
Martin Luther King Jr. 

With a hit score and connectivity of 5019 and 20697 respectively, current affairs is the 
fourth most represented and connected theme of the African-American HIV/AIDS 
Twitter Network tweets analyzed in this study (Table 7.2). Concepts related to this 
theme include today, family, vote, and public. Network tweets related to current affairs 
relayed timely updates on contemporary events, often with calls to action. As reflected 
in the following exemplar text, most tweets related to this theme revolved around 
voting and the “public charge” ruling put forth by the Trump administration: 

Chi vote, do you? Election Day is TODAY, Chicago! 
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Today is the *** LAST DAY *** to submit a public comment against the 
administration's cruel #publiccharge’ revision, which is devastating to 
immigrants & families & directly threatens public health initiatives: 
#ProtectFamilies 

RT @justiceinaging: Get resources and find out how you can comment 
on the Trump Administration's proposed "public charge" rule that 
would hurt older immigrants and their families #ProtectFamilies 
Comment today 

The fifth most represented and connected theme of network tweets is individual16, 
with a hit score and connectivity of 1760 and 16231 respectively (Table 7.2). Prominent 
concepts of this theme include individual16 and called. Tweets related to individual16 
were tied to the most active tweeter of the African-American HIV/AIDS Twitter 
network, leading their username to frequently appear tagged in the back-and-forth 
conversations they participated in during the data collection period. Network tweets 
related to individual16 express this particular tweeter’s reflections on the lives of 
people of color in the presence of racism, prejudice, and homophobia as well as 
providing political commentary and discourse on current and past presidential 
candidates. The following paraphrased tweets highlight the contexts in which the 
theme individual16 appeared in the texts of the Leximancer analysis: 

RT [@anonymized_username]: @individual16 oh, for some reason I kept 
misunderstanding the convo, yea no police brutality affects all black 
people but the fighting that these cishet-men are doing is about black 
cishet men, lgbt and women are barely mentioned in their little speeches 

RT [@anonymized_username]: @individual16 LMAO, ever 
since Obama's two terms ended white liberals been on a revisionist roll 
regarding the Clintons bc they literally have nobody with as high of an 
approval rate as Obama had globally, despite his fuck ups. But the 90s 
are over, Clintons not gonna save the Dems today. 

RT @individual16: And what really gets me about it is democrats, as a 
whole, have done NOTHING to address the actual issues that cost them 
the 2016 election, in the first place. ...but now their useless asses wanna 
pipe up with this "GO VOTE" shit in the 11th hour. 

Lastly, via was the least represented and connected theme of the analysis with a hit 
score of 722 and a connectivity of 707 (Table 7.2).  Most tweets related to the theme via 
were those that shared information from a third-party source. As an informal way of 
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tagging, “via” is often used at the end of tweet text when information, news, or a 
headline is shared to Twitter from a third party such as a newspaper like the New 
York Times, another social media platform like YouTube, or an organization. For 
example, the tweet text “Clarification for Current and New Members Regarding the 
Blexit Movement via @blexitmn” tags @blexitmn – the Minnesota segment of a 
political movement that advocates for African-Americans to disassociate from the 
Democratic party – as the source of information that is shared. The three quoted texts 
below provide representative examples of the contexts in which via appear in tweets 
of the African-American HIV/AIDS Twitter Network: 

Behind the Scenes with Let’s Stop HIV Together via @YouTube 

Experts debate if HIV prevention pill contributes to rise in other STDs 
via @postandcourier 

RT @pozglobal: 20 Global Experts Agree: Science Doesn’t Back #HIV 
Crime Laws [VIDEO]: “Simply put, #HIVcriminalization laws are 
ineffective, unwarranted and discriminatory,” says a coauthor of the 
expert consensus statement - via @pozmagazine 

7.3.2.1 Relational Analysis of Network Tweet Themes & Concepts 

Building upon Leximancer’s capacity to visualize the relationships between the 
themes and concepts that the software distills from text, a concept map was developed 
to provide a relational analysis of the themes and concepts of African-American 
HIV/AIDS Twitter Network tweets (Figure 7.3). Here, thematic bubbles are heat 
mapped with warmer colors representing the most and cooler colors representing the 
least important themes of the analysis. By default, Leximancer names a theme after 
the most prominent concepts related to it. To better reflect the contexts of their 
respective tweets, the theme people was manually renamed marginalization, today was 
renamed current affairs, and time was renamed reflection. Additionally, the pseudonym 
individual16 was manually provided to maintain the anonymity of the username it 
reflects. Apart from these four manual-changes, the default names of the other themes 
were kept as is. Concepts, those collections of words within overarching themes that 
travel together in text, are represented as smaller nodes. These nodes are sized to 
reflect how connected their respective concept is to others visualized in the concept 
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map. The relationship between concepts is further illustrated by their interconnected 
lines that link them. By increasing the Leximancer’s default visible concepts setting to 
100 percent, all concepts of the analysis are labeled. 

 

Figure 7.3 | Concept map of African-American HIV/AIDS Twitter Network tweets. 

Beginning with themes, the centrality of marginalization is prominently illustrated in 
its red color. The theme HIV is also distinguished as central to themes based on its 
warm orange color. Moving away from the warmest colors of the concept map, the 
themes reflection, current affairs, and individual16 appear less important while the 
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theme via even less so. The color representation of themes in Figure 7.3 evidence the 
rankings provided in Table 7.2. The intersection of themes is represented in the 
overlapping of their thematic bubbles and the shared concepts between them in this 
shared space. Within the most important themes of the analysis — marginalization and 
HIV — shared prominent concepts include people, stop, sexual, social, media, community, 
live, and power. Shared prominent concepts between the themes HIV and current affairs 
include work, better, change, need, public, world, take, and family. The prominent concept 
better is shared within the overlapping of the themes current affairs and reflection. The 
themes reflection and individual16 share the sole concept trying. Finally, in the shared 
space of the themes individual16 and marginalization, shared prominent concepts 
include black, white, use, person, tell, and story. 

7.3.3 Social Network Analysis of Internal Network Tweets 

Social network analysis was used to address remaining four research questions of this 
study — i.e., what is the structural nature of communication within the network, who 
holds particular positions of influence based on the internal communication of the 
network, how is influence spread within the network based on internal 
communication, and who tweets (i.e., retweets and/or mentions) who in the network? 
As a structural method, this approach helps achieve the third thesis aim of mapping 
communication within the African-American HIV/AIDS Twitter Network.  

7.3.3.1 Overall Communication Network Structure 

Descriptive SNA metrics were calculated within Gephi’s statistic interface to address 
RQ8 of this chapter and characterize the overall structure of internal network 
communication. Descriptions of these metrics which include size, density, average 
clustering coefficient, diameter, and path length are outlined in Table 7.3. The 
communication network has a size of 68 nodes, a number that is reflective of a subset 
of the 103 African-American HIV/AIDS Twitter Network members who tweeted and 
communicated with another member during the collection period. This 
communication network 68 nodes includes 2280 relations of who tweets who, with a 
density of 0.017, an average clustering coefficient of 0.33, a diameter of 7, and an 
average path length of 2.19. The average in and out degree centralities of the 
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communication network are 1.13 while the average betweenness and eigenvector 
centralities are 4.10 and 0.07 respectively. 

Table 7.3 | Social network analysis metrics of internal tweeting behavior. Asterisks (*) denote values 
that were taken as an average. 

  

7.3.3.2 Top Influencers of the Network based on Tweeting Behavior 

Metrics of in-degree, out-degree, betweenness, and eigenvector centrality were 
calculated in the statistic interface of Gephi to address RQ9 and identify tweeters who 
hold particular positions of influence based on the internal communication (who tweets 
who) of the network. Descriptions of in-degree, out-degree, betweenness, and 
eigenvector centralities are outlined in Table 7.3 alongside their respective averages 
of the communication network. The top ten tweeters of the network based on each of 
these centrality measures are outlined in Tables 7.4-7.7. 
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Based on tweeting behavior of the network, Table 7.4 reveals the Black AIDS Institute 
(blackaids) as a prominent Tweeter with a respective in-degree of 18. In descending 
order after the Balck AIDS Institute, National Minority AIDS Council 
(NMACCommunity), Sister Love Incorporated (SisterLove_Inc), individual15, 
National Black Leadership Commission on AIDS (NBLCA), individual16, Black 
Church HIV (BlackChurchHIV), individual19, individual8, and I Chose Life Health 
(ICLHealth) were the most tweeted — i.e., retweeted, replied, or mentioned — of the 
network with respective in-degrees of 18, 9, 5, 4, 4, 3, 2, 2, 2, and 2. Of the healthcare 
roles represented in those tweeters with highest in-degree, four were advocacy; two 
were consumer and media; one was advocacy and provider; one was advocacy, provider and 
consumer; one was media; and one was provider. 

Table 7.4 Top in-degree centralities of the African-American HIV/AIDS Twitter Network based on 
internal tweeting behavior. 

 

Table 7.5 reveals individual3 as a prominent Twitter of the network with a respective 
out-degree of 8. In descending order following individual3, the Black AIDS Institute 
(blackaids), individual7, individual12, individual2, individual14, Women Now 
Summit (WommenNowSummit), Listen-Up Iris House (KeepIt100NYC), 
individual17, and Black Treatment Advocates Network Bay Area (BTANBayArea) 
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had the most outgoing retweets and mentions of the communication network with 
out-degrees of 4, 4, 4, 4, 4, 4, 4, 3, and 3 respectively. Of the healthcare roles of these 
tweeters with the highest out-degree, three were advocacy and consumer; three were 
providers; two were advocacy; one was event; and one was consumer and media. 

Table 7.5 | Top out-degree centralities of the African-American HIV/AIDS Twitter Network based on 
internal tweeting behavior. 

 

Yet again, Table 7.6 highlights the Black AIDS Institute (blackaids) as a prominent 
Tweeter of the network, with a respective betweenness of 89.5. In descending order 
after the Balck AIDS Institute, individual3, individual7, individual8, individual18, 
individual4, individual12, individual17, and individual16 possessed the highest 
betweenness of the network with centrality measures of 38, 31, 29, 20, 18, 15, 15, 9, and 
6 respectively. Of the healthcare roles represented in these tweeters with the highest 
betweenness centralities of the communication network, three were advocacy; three 
were advocacy and consumer; three were consumer and media; and one was advocacy, 
consumer and media. 
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Table 7.6 | Top betweenness centralities of the African-American HIV/AIDS Twitter Network based on 
internal tweeting behavior. 

  

Finally, Table 7.7 also outlines the Black AIDS Institute (blackaids) as a prominent 
Tweeter based on the tweeting behavior of the network with the highest eigenvector 
centrality of one. In descending order after the Balck AIDS Institute, individual15, 
Sister Love Incorporated (SisterLove_Inc), National Black Leadership Commission on 
AIDS (NBLCA), individual18, Black Church HIV (BlackChurchHIV), National 
Minority AIDS Council (NMACCommunity), individual19, individual8, and I Choose 
Life Health (ICLHealth) had the highest eigenvector centralities of 0.902671, 0.623779, 
0.583468, 0.558138, 0.315725, 0.141996, 0.086234, 0.07717, and 0.068964 respectively. Of 
the healthcare roles represented in this group of top tweeters, five were advocacy; one 
was advocacy, consumer and provider; one was advocacy and provider; one was consumer 
and media; one was media; and one was provider. 
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Table 7.7 | Top eigenvector centralities of the African-American HIV/AIDS Twitter Network based on 
internal tweeting behavior. 

  

7.3.3.3 Influence Spread within the Network based on Tweeting Behavior 

Chapter 6 provided a key actor analysis that characterized the spread of influence 
within the African-American HIV/AIDS Twitter Network based on the following 
behavior of the network. With a focus on tweeting behavior of the network, in this 
chapter, key actor analysis was performed to address RQ10 by taking together the 
indegree, betweenness, and eigenvector centralities that were calculated in Gephi’s 
statistics interface. Figure 7.4 charts the 68 tweeters of the network among four 
quadrants of influence. In the tweeting context of this work, the majority of tweeters 
are housed in the bottom left quadrant which reflect general users. The core authorities 
of the top left quadrant include individual14, Sister Love Incorporated 
(SisterLove_Inc), National Black Leadership Commission on AIDS (NBLCA), and 
individual19. With a dual capacity to act as both a bridge and core authority of the 
network, only the Black AIDS Institute (blackaids) lies within the top right quadrant. 
The bottom right quadrant that typically includes those tweeters who act as bridges 
between highly segregated sub-communities of Twitter networks is empty. 
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Figure 7.4 | Key actor analysis of the African-American HIV/AIDS Twitter Network based on internal 
tweeting behavior. 

7.3.3.4 Mapped Communication of the African-American HIV/AIDS Twitter Network 

Gephi was used to develop two communication maps that visualize the who tweets 
who of the African-American HIV/AIDS Twitter Network, therefore addressing 
RQ11. While the first map includes one large and seven smaller detached clusters 
overall (Figure 7.5), Figure 7.6 provides a closer look at the three clusters with the 
most prominent degrees of tweet interactions. Here, a node represents a single tweeter 
while a relational edge reflects the tweet function of either replying, mentioning or 
retweeting. Nodes are sized based on in-degree to represent how often a tweeter is 
tweeted by others in the network. Edges are sized and colored to personify edge 
weight. Edge weight is the degree to which one Tweeter tweets another. Smaller, 
darker edges represent less frequent interactions while larger, bright red edges reflect 
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more frequent interactions. The top ten tweeters based on their in-degree, out-degree, 
betweenness and eigenvector centralities are labeled with their respective or 
anonymized username.  

 

Figure 7.5 | Network communication within the African-American HIV/AIDS Twitter Network. 
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Figure 7.6 | Map of communication based on internal tweeting behavior between tweeters of the 
African-American HIV/AIDS Twitter Network. 

The communication map in Figure 7.6 distinguishes the Black AIDS Institute as a 
central Tweeter of the network with the greatest in-degree as reflected in the size of 
its node and its placement between many of the other network nodes. Also based on 
node size, the National Minority AIDS Council (NMACCommunity) and Sister Love 
Incorporated (SisterLove_Inc) follow behind blackaids although positioned towards 
the periphery of the network. As visualized in the mapping of who tweets who in the 
African-American HIV/AIDS Twitter Network, blackaids and individual15 
interacted with each other the most of any other pair of tweeters in the network. With 
an edge weight of 26, this asymmetrically reciprocated interaction was strongest from 
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indivudal15 to blackaids in comparison to the edge weight of 19 from blackaids to 
indivual15 which ranks as the second strongest relation of the network. The third and 
fourth strongest relations of the network were within two of the smaller, detached 
clusters of tweeters. The third strongest relation was from individual24 to Planned 
Parenthood Black Community (PPBlackComm) with an edge weight of 16. The fourth 
strongest relation was from individual22 to Black AIDS History Project (blackaidshist) 
with an edge weight of 12. As represented by edge size and color, other additional 
strong relationships with the network occurred from individual14 to blackaids and 
individual21 to blackaids. 

Figure 7.7 visualizes a second communication map of the network where nodes are 
representative of the various healthcare roles of African-American HIV/AIDS Twitter 
Network that were characterized in Chapter 6. In this map, nodes are sized based on 
in-degree therefore embodying the extent to which a particular health care role is 
mentioned or retweeted by their own or another healthcare role of the network. 
Keeping in line with the first communication map (Figure 7.6), edges are sized and 
colored to represent edge weight which highlights the degree to which one healthcare 
role mentions or retweets their own or another healthcare role of the network.  

Figure 7.7 reveals advocacy as the most tweeted and central healthcare role of the 
network. The prominence of advocacy is illustrated by the size of its respective node 
which is the largest of all other nodes in the network. Consumer and media, provider; 
and advocacy and consumer healthcare roles also exhibit popularity, sitting noticeably 
larger than the other remaining nodes of the network. The self-looping arrows over 
advocacy, consumer and provider; and provider healthcare roles showcase a minor 
tendency of tweeters of the same healthcare role to tweet each other. The strongest 
degree of interaction is reflected in the Advocacy self-loop with an edge weight of 72. 
Continuing in descending order, the other most frequent interactions of the network 
occurred from provider to advocacy; provider to provider; provider to advocacy and provider; 
advocacy and consumer to advocacy; and government to advocacy with edge weights of 31, 
26, 19, 17, and 10 respectively. 
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Figure 7.7 | Map of communication based on internal tweeting behavior between healthcare roles of 
the African-American HIV/AIDS Twitter Network. 

7.4 Discussion 

Through a mixed-methods social network analysis approach, the study presented in 
this chapter affords a well-rounded glimpse at the tweeting behavior of the African-
American HIV/AIDS Twitter Network by distilling the salient themes and concepts 
of tweets as well as mapping conversations (who tweets who) within the network. From 
this work, several interesting insights are provided.  

Firstly, the proportion of tweeters in the African-American HIV/AIDS Twitter 
Network who actively propagate content to Twitter suggests that collective 
representations of the Black HIV/AIDS movement on this particular social media 
platform may be fleeting, or at least unmaintained. Of the 230 tweeters of the African-
American HIV/AIDS Twitter Network who were included in the Tweet Archiver 
collection query, only 103 tweeted during the data collection period. This level of 
inactivity is in line with other Twitter studies that have highlighted the prevalence of 
lurkers — those tweeters who are online but don’t actively participate in Twitter 
conversations. In a survey of cancer health hashtag participation, for example, 45 
percent of respondents reported that they actively observed tweet conversations 
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without actively contributing (Attai et al., 2015). Although, overall, inactivity appears 
to be a dominant characteristic of the network’s tweeting behavior, the volume of 
directional tweets — i.e., 28,819 retweets and 14,271 replies — dwarfs that of regular 
tweets (12,572). This breakdown of tweet type suggests that those members of the 
African-American HIV/AIDS Twitter Network who do actively post are highly 
engaged with others. This may be a reflection of the popularity of Twitter among 
African-Americans when in comparison to other races and the prevalence of Black ad 
hoc publics represented in the likes of Black Twitter and #BlackLivesMatter (Clark, 2014; 
Ince, Rojas, & Davis, 2017; Nielsen, 2014; Richardson, 2017; Sharma, 2013) 

The content analysis of network tweets that was performed in the Leximancer 
software provides valuable insights into the common themes and contexts of 
discourse that occur. From the two most salient themes in Table 7.2 — marginalization 
and HIV — intersectional identities emerge as central to bridging conversations about 
the groups most affected by the HIV/AIDS crisis. Take the following tweet text for 
example:  

As a gay man of color diagnosed with #HIV in "the bad ole days", I had 
lots of problems finding information about my healthcare from my lived 
perspective. I wanted to do all I could to make access to FACTS easier 
and without homophobia/racism/sexism. 

The aforementioned tweet speaks to common lived experiences of being “triply 
cursed” (Arnold et al., 2014) where African-American PLWHA are tasked with 
navigating racism, homophobia, and (in the context of the above tweet) sexism as they 
seek information tailored to their unique needs. Speaking to LGBTQ people of color 
championing their experiential expertise, other tweets highlight the unsung narrative 
of marginalized populations mobilizing a response to HIV/AIDS from within their 
own communities: 

[…] Our focus, as #gay males of color, is to create better healthcare 
outcomes for our neglected community, including #HIV. We are not 
only qualified experts but community participants that have high stakes 
in the outcome. 
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Although evidenced through a variety of concepts like black, white, racist, and power, 
rather than one central theme within the concept map of Figure 7.3, the barrier of 
racism underpinned many network tweets including those related to African-
American experiences in the fight to end HIV/AIDS. Take the following two tweets 
for example: 

If you stand with [people of color] as we fight racial injustice within 
#GLBT orgs, racism within the community, rejection of our healthcare 
needs in the fight against #HIV, erasure within the history books and/or 
denial of any/all of our social-political concerns...retweet this new flag! 

We often speak about why more ppl of color need to be in exec positions 
of #HIV orgs bc racism is not only implicit it is also systemic. How can 
we trust a system that constantly discriminates against us? 

These tweets not only provide a glimpse into Black experiences in the epidemic, but 
also speak to the predominance of racism from which African-American HIV/AIDS 
activism was shaped (Gould, 2012; Royles, 2014; Saalfield & Navarro, 1991). Together, 
findings of the content analysis in this study demonstrate that perspectives on race 
and racism, sex/gender and sexism, and sexuality and homophobia are salient in the 
organic minority health networks that exist online. Considering the barriers that 
issues of discrimination, prejudice, and stigma around race, sex, and sexuality pose to 
the fight to end the HIV/AIDS epidemic, Twitter may provide a fruitful means for 
researchers to explore how intersectional identities shape conversations about 
HIV/AIDS online.  

Figure 7.3 emphasizes that discourse around HIV/AIDS within the African-American 
HIV/AIDS Twitter Network focuses on access significantly more so than prevention. 
In fact, of all concepts that Leximancer distilled within the theme HIV, PrEP is the only 
prevention-related concept that appears. Another interesting finding of the analysis is 
the scarcity of the concept AIDS in comparison to HIV. The contrasting centrality 
between these two concepts may be a reflection of advancements in antiretroviral 
treatment that have immensely improved health outcomes of people living with HIV 
and significantly slowed the progression from HIV to AIDS for so many. 
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Lastly, analysis of network tweeting behavior revealed that just a small subset of the 
African-American HIV/AIDS Twitter Network interact with each other. As reflected 
in the network size of 68 (Table 7.3), only 51 percent of posters and 29 percent of 
network members mentioned retweeted another member of the group. Nonetheless, 
the communication network represented in Table 7.3 and Figure 7.6 is that of a small-
world (Watts & Strogatz, 1998) with a high average clustering coefficient of .33 and 
low average path length of 2.19. By mapping the who tweets who of the network in 
Gephi, the Black AIDS Institute (blackaids), Sister Love Incorporated (SisterLove_Inc), 
and National Minority AIDS Council (NMACCommunity) appear as the most central 
player of the network in Figure 7.6. While Figure 7.6 gives a bird’s eye view of 
popularity based on the tweet interactions that occurred, popularity within the 
network was better segmented through the key actor analysis outlined in Figure 7.4. 
Here, blackaids is more clearly defined as most influential of the network bridging 
and connecting other core members. The need for multiple interpretations of influence 
is evidenced by the positioning of the National Minority AIDS Council 
(NMACCommunity) within the general users’ quadrant of Figure 7.4. Would the 
analysis have only relied on the communication map of Figure 7.6, the more accurate 
representation of how dispersed influence of the network would have been largely 
overlooked.  

Communication mapping of healthcare roles revealed advocacy as a particularly 
influential, although not the most frequent posters of the African-American 
HIV/AIDS Twitter Network. Indeed, while sitting as the eighth most frequent source 
of network tweets in Table 7.1, Figure 7.7 clearly distinguished advocacy as a central 
player of the network based on internal tweet behavior. The tweeting behavior 
between healthcare roles of this particular network falls in line with the work of Xu, 
Chiu, Chen and Mukheraje (2014) who found Advocacy as the most central of the 
health hashtag tweets that they explored through social network analysis. 

7.4.1 Limitations 

There are multiple limitations that come with the work presented in this chapter. The 
first limitation relates to the study’s reliance on the snowball sampling process 
outlined in Chapter 6. By relying on a static “snapshot” of who follows who, the true, 
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dynamic nature of Twitter conversation networks is somewhat diluted. A tweeter’s 
involvement and level of engagement around HIV/AIDS in the Black community is 
likely to change overtime, especially in the context of visiting communities that was 
outlined in the introduction of this chapter. For example, researchers may move on to 
other projects within their respective fields after the completion of a specific 
HIV/AIDS-related study. Likewise, Black HIV/AIDS-related affiliations may change 
as practitioners and media personnel move from one employer to another. Future 
studies should consider preceding network-based content studies by integrating the 
progression of Twitter following behavior and profile biography changes of a network 
of interest overtime.  

Additionally, the work of this chapter is highly descriptive, providing an ariel view of 
tweeting behavior that occurs within the African-American HIV/AIDS Twitter 
Network. To be a truly enriched ethnography, an analysis of this kind should directly 
incorporate the perspectives of those being studied. In the words Salkind (2010 para. 
14), “content analysts pursue questions that could conceivably be answered by 
examining texts but that could also be validated by other means, at least in principle.” 
Further, even just a few interviews can be fruitful to augmenting quantitative findings 
(Marwick, 2014) and the structural basis of network phenomena. To this end, future 
research that explores the social dynamics related to tweeting behavior of online 
minority health communities should incorporate interviews with community 
members to provide an enriched ethnographic account of the social phenomena being 
studied. 

7.5 Conclusion 

This chapter presented the last of this thesis’ three objectives — i.e., mapping 
communication of the African-American HIV/AIDS Twitter Network. While the 
work presented here uncovers the tweeting behavior of the network, these analyses 
only tell their intended part of the story. As the next and final segment, Chapter 8 
dives deeper into the overall implications of each piece of this thesis’ inquiries. The 
forthcoming meta-discussion gives a complete summary of the social dynamics that 
underpin the network — one centered on a shared interest in the Black HIV/AIDS 
crisis — and how the compilation of methods used throughout might be used as a 
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framework for future studies that explore minority health networks and communities 
within other online settings. 
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CHAPTER EIGHT  

Connecting the Dots: An Overall Discussion of Comradery & Communication 
within the African-American HIV/AIDS Twitter Network 

  

8.1 Introduction: A Recap of the Thesis 

The main goal of this thesis was to explore a collective representation of the African-
American HIV/AIDS movement – i.e., the joint fight to end HIV/AIDS in the Black 
Community – on Twitter. 

The first several chapters provided the contextual and literature background 
necessary for the thesis inquiry. Chapter 1 introduced the motivations for and 
development of the research project while Chapter 2 outlined the history of the 
HIV/AIDS epidemic in the United States. Chapter 3 looked closely at the relationship 
between race and health in the United States and provided an overview of the 
complex histories of systemic racism and oppression that have and continue to 
contribute to poor health outcomes among African-Americans. Here, the intersections 
of race and health were used to sketch the African-American HIV/AIDS crisis. 
Chapter 4 outlined the use of the Internet and Web 2.0 applications like social media 
to foster connection, communication, and advocacy around the HIV/AIDS epidemic.   

While the first four chapters served as the contextual backdrop of the research, 
Chapter 5 outlined the premise and approach of the thesis inquiry. Here, the social 
network paradigm – concept, theory, and method – were discussed then 
operationalized within the context of Twitter. The chapter outlined a three-part 
parallel mixed-methods that was used in the subsequent chapters of the thesis. 

Moving forward, Chapter 6 began the mixed-methods exploration of the thesis by 
identifying the network of interest through a virtual snowball sampling process 
starting with the followers and followings of the Black AIDS Institute. By scanning 
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profile biography text for race and sexual health specific wording through a semi-
automated process in excel, 237 tweeters of the African-American HIV/AIDS Twitter 
Network were identified during this preliminary step. Subsequently, coding of profile 
biography text revealed a diversity of healthcare roles and involvement within the 
network. In descending order of those most represented, healthcare roles of the 
network include providers, advocacy, consumers, media, government, events, and unknown 
while the network’s healthcare involvement include experience, expert, general, 
interested, and unknown.  

Chapter 6 continued with a Social Network Analysis of network following behavior 
in Gephi, distilling a cohesive network map of comradery that reflected that of a small 
world. Further, by leveraging in-degree, betweenness, and eigenvector centrality 
metrics in a key actor analysis, the Black AIDS Institute, National Minority AIDS 
Council, RedPump, National Black Leadership Commission on AIDS, Sister Love 
Incorporated, Individual1, and two separate accounts affiliated with National Black 
HIV/AIDS Awareness Day emerged as key members of the African-American 
HIV/AIDS Twitter Network based on internal comradery. An additional social 
network analysis of following behavior and comradery mapping between healthcare 
roles distinguished advocacy and providers as the most influential stakeholders of the 
network. 

Chapter 7 extended the thesis inquiry by focusing on discussions within the African-
American HIV/AIDS Twitter Network. For this work, the spreadsheet extension 
TweetArchiver was used to collect tweets from 230 members of network over a six-
month period of October 7, 2018 to April 7, 2019. At the completion of the collection 
period, 103 members of the network tweeted, from which a total of 55,662 tweets were 
collected. Content analysis of the 55,662 network tweets was subsequently performed 
in Leximancer text analytics software. The analysis revealed marginalization, HIV, 
reflection, current affairs, individual16, and via as the most salient themes of African-
American HIV/AIDS Twitter Network tweets. 

Chapter 7 continued with a Social Network Analysis of network tweeting behavior, 
revealing only a small subset of the African-American HIV/AIDS Twitter Network – 
68 tweeters – communicated with each other during the collection period. By 
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leveraging in-degree, betweenness, and eigenvector centrality metrics again to 
perform key actor analysis of network tweeting behavior, the Black AIDS Institute, 
individual15, Sister Love Incorporated, the National Black Leadership Commission 
on AIDS, and individual16 were revealed as influential members of the African-
American HIV/AIDS Twitter Network based on internal communication. Finally, 
communication mapping between healthcare roles of the network solidified advocacy 
as a major proponent and driver of network conversations. 

With the intention of “connecting the dots” of the thesis, the subsequent sections of 
this chapter serve as an overall discussion of the findings. First, the findings of 
Chapters 6 and 7 are discussed in relation to each other. Next, the thesis findings are 
positioned within the wider history of the HIV/AIDS epidemic in the United States 
and more specifically within the context of the Black HIV/AIDS crisis which were 
both discussed in Chapter 3. Additionally, limitations of the thesis’ mixed-methods 
study design are discussed before providing recommendations for potential future 
studies. Practical implications of the findings are then outlined as they relate to online 
health communication practice and to those organizations and individuals who are 
using Twitter to connect with others in the fight to end the HIV/AIDS epidemic in the 
Black community by delivering social media-based initiatives. Finally, the thesis 
concludes with an acknowledgement of the past and a look towards the future of 
using Twitter as a means to foster community and communication centered around 
the African-American HIV/AIDS crisis. 

8.2 Painting A Picture of the African-American HIV/AIDS Twitter Network 

8.2.1 Discussion of the Overall Thesis Findings 

Taken together, Chapters 6 and 7 offer an enriched overview of the social dynamics 
within the African-American HIV/AIDS Twitter Network by providing a glimpse of 
network behavior centered on two of the main social interactions of the platform – 
following and tweeting. While Chapters 6 and 7 discussed their respective findings 
separately, here, the findings of comradery and communication are outlined in 
relation to each other to “connect the dots.”  
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Overall, the African-American HIV/AIDS Twitter Network comes forth as cohesive 
and interconnected, although to varying extents based on the social interaction at 
hand. While consisting of 235 tweeters who share 1389 following relations between 
them, the size of the network’s comradery map dwarfs that of the 68 tweeters (29 
percent of the network) and 2290 tweet relations that makeup the network's 
communication map. Nonetheless, both the comradery and communication maps of 
the network reflect that of a structural small world (Watts & Strogatz, 1998) with 
relatively high clustering coefficients of .33 and .33 as well as short average path 
lengths of 2.93 and 2.19 respectively. The short average path lengths may be explained 
by the scale-free attributes of the African-American HIV/AIDS Twitter Network. As 
reviewed by Scnettler (2009), scale-free networks exhibit the small word effect and are 
classified as those whose degree centralities follow Power Law Distribution meaning 
they contain very few nodes with high centralities and a vast majority of nodes with 
comparatively lower centralities. This translates to a select few members of the 
African-American HIV/AIDS Twitter Network representing hubs that act as the glue 
that binds the highly centralized network together. With these hubs at the center of 
the network, members share connections that are just a few steps away from 
connecting them with everyone else in the group. 

Indeed, from the analyses of the thesis, just a handful of tweeters emerge as key actors 
from both a comradery and communication perspective. Predominantly, the Black 
AIDS Institute prevails at the heart of the network as both the most tweeted and 
followed Tweeter of the entire African-American HIV/AIDS Twitter Network (Figure 
8.1). Other network members portraying a similar two-fold influence include Sister 
Love Incorporated (SisterLove_Inc) and the National Black Leadership Commission 
on AIDS (NBLCA). Surprisingly, while the analyses of Chapter 6 highlighted the 
National Minority AIDS Council (NMACCommunity) as a central proponent of the 
network based on comradery, analyses of tweeting behavior in Chapter 7 
distinguished this advocacy/activism organization as more of a general player when 
it comes to internal network communication. This characteristic is dramatically 
realized when comparing the key actor analysis graphs of comradery in and 
communication in Figure 8.2. Here, NMACCommunity appears in opposing 
quadrants of the two graphs.  
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Sister Love Incorporated, NMAC, NBLCA, and the Black AIDS Institute were some of 
the first Black and minority-focused HIV/AIDS organizations in the United States. 
The position of these organizations at the heart of the African-American HIV/AIDS 
Twitter Network is, therefore, foreseeable.  

Looking beyond individual tweeters, the advocacy healthcare role persists at the 
forefront of the African-American HIV/AIDS Twitter Network, standing as the most 
followed and tweeted healthcare role of any other in the network (Figure 8.3). This is 
unsurprising for two reasons. From a social network analysis standpoint, most of the 
key actors of the network based on centrality metrics (e.g., in-degree, betweenness, 
and eigenvector centrality) fall under the advocacy healthcare role category. Examples 
include the Black AIDS Institute, Sister Love Incorporated, NBLCA, and several 
individual advocates/activists. From a practical standpoint, by function and design, 
the priority of advocacy and activism is to be present, seen, and heard within the 
wider system of health that it mobilizes for. By preserving their collective prominence 
within the comradery and communication of the African-American HIV/AIDS 
Twitter Network, advocates, activists, and AIDS advocacy/activism organizations 
maintain this priority. 
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Interestingly, although being underrepresented among network members with the 
highest betweenness centralities of the comradery map, the consumer healthcare role 
shows greater bridging capacity in the communication map of the African-American 
HIV/AIDS Twitter Network. Consumers – i.e., PLWHA and those who express a 
general interest in HIV/AIDS – are the primary target of social media-based initiatives 
of other stakeholders involved in the Black HIV/AIDS movement on Twitter. While 
not always sharing connections between them, providers; advocacy; media; and 
government are likely to hold separate connection to consumers. This, in turn, positions 
consumers as a substantial bridge between efforts that may appear siloed otherwise. 
The bridging capacity of consumers may also be extended by their multifaceted 
identities, where a particular tweeter who is both a person living with HIV/AIDS and 
an avid activist has the ability to bridge the overlapping social circles that they fall in. 

In some ways, the dual findings discussed here are similar to those of previous Twitter 
network studies. Disparities between following and tweeting behavior are not unique 
to the African-American HIV/AIDS Twitter Network. They appear to be a 
characteristic of the wider Twittersphere, having been observed in other large-scale 
Twitter network studies. In a study that used snowball sampling to capture nearly 
half of Twitter’s most active users, for example, a network of 2,408,534 tweeters with 
48,776,888 following relations between them was extracted with a substantially 
smaller proportion of the network who actively tweeted (Grabowicz, Ramasco, Moro, 
Pujol, & Eguiluz, 2012). Here, 24 percent (587,142) of users within the follower 
network tweeted during the data collection period of three weeks, propagating 
12,486,784 tweets to the platform (Grabowicz et al., 2012). While maintaining a 
comparable proportion of tweeters who tweet, the findings of this thesis vary from 
the previous study when it comes to volume. Given the total number of tweets and 
the number of users who tweeted during the large-scale study, a ratio of 21 tweets per 
network tweeter can be derived. Although acquired during a longer collection period 
of six months, 55,662 tweets collected from 103 tweeters of the African-American 
HIV/AIDS Twitter Network works out to a ratio of 540 tweets per tweeter. From this, 
it can be inferred that the network is considerably active. 

While the findings show an exceptional volume of content produced by the African-
American HIV/AIDS Twitter Network, with just 29 percent of the network actively 
tweeting, the majority of the network appears to use the platform passively. This trend 
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of passivity in Twitter networks has been observed elsewhere (e.g., Attai et al., 2015; 
Romero, Galuba, Asur & Huberman, 2011). From a health perspective, lurkers, those 
network members who do not actively engage, are still exposed to information within 
the tweets that pass through the network and may still benefit the empowerment 
outcomes of Internet health use such as being more informed (van Uden-Kraan, 
Drossaert, Taal, Seydel, & van de Laar, 2008). By default, the act of following influential 
tweeters of the African-American HIV/AIDS Twitter Network may provide benefits 
to lurkers whose Twitter feeds actively propagate with content from their followings 
lists. 

8.2.2 What Do the Thesis Findings Say about the Social Dynamics of the Network? 

By discussing the findings of Chapter 6 and 7 in relation to each other, a cohesive 
picture of the African-American HIV/AIDS Twitter Network is painted. In summary, 
this picture illustrates four main characteristics: the network is centralized (scale-free), 
reflecting that of a small world; network comradery dwarfs that of communication; 
the Black AIDS Institute stand as the network’s most central hub; and Advocacy 
stands as the most influentially placed healthcare role while consumers fulfill a 
substantial bridging role. Together, these characteristics influence the social dynamics 
of the network in several ways. 

Firstly, the centralized and small-world nature of the network highlights the potential 
for information to spread quickly within the network. As represented by average path 
length, the short links between members of the African-American HIV/AIDS Twitter 
Network mean that information doesn’t have to travel very far to get from place-to-
place. While the infrastructure for information to move swiftly is there, the tweeting 
behavior of the network suggests that the African-American HIV/AIDS Twitter 
Network is far from reaching its full, internal communicative potential. In line with 
the saying, “listen to many, speak to a few” this translates to a social dynamic of 
selectivity within the network where, as previously mentioned, actors engage 
passively with most and actively with the few who maintain popularity. In social 
theory, this dynamic has been described as preferential attachment. In Twitter terms, 
preferential attachment maintains that tweeters who are well connected retain 
favorability throughout the continuous life cycle of the network. 
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As it stands, the African-American HIV/AIDS Twitter Network appears to be more 
information and news-centric than it is centered on the more intimate exchange of 
social support. This characteristic is embodied in both the dominance of following 
behavior in the network and the content analysis of Chapter 7. On the one hand, the 
act of following on Twitter serves as a form of subscription. On the other hand, the 
content of network tweets is distinctly timely and informational. Tweeters of the 
African-American HIV/AIDS Twitter Network follow to gain access to content and 
stay informed or up-to-date with other tweeters who hold similar interests with them. 
As suggested by the work of Lovejoy and Saxton, it is in informing that the 
fundamental function of Twitter can be found. As a collective, Black-focused authority 
that provides timely updates and perspectives around HIV/AIDS, tweets of the 
African-American HIV/AIDS Twitter Network epitomize the informational function 
of Twitter. The salience of the themes current affairs and via speak to the social dynamic 
of passing content that keeps tweeters who follow members of the network abreast of 
the latest happenings. At the intersection of race and health online, the African-
American HIV/AIDS Twitter Network actively informs of change, progress and 
challenges related to HIV/AIDS and the black community. 

The centrality of the Black AIDS Institute suggests that this particular organization is 
most favorably positioned in framing African-American HIV/AIDS issues for the 
network and a collective, wider Black HIV/AIDS movement on Twitter. As described 
in their 2017 report The State of Healthcare Access in Black America, “the Institute 
interprets and makes recommendations on public and private sector HIV policies, 
conducts trainings, builds capacity, disseminates information, and provides advocacy 
and mobilization from a uniquely and unapologetically Black point of view” (Black 
AIDS Institute, 2017b p. 2). This point of view resonates throughout content of the 
Black HIV/AIDS community who are represented in the work of this thesis. As the 
most tweeted and followed members of the African-American HIV/AIDS Twitter 
Network, blackaids maintains the digital agenda and manifestation of content among 
the Black HIV/AIDS community who congregate online.  

Additionally, the role of advocacy in the African-American HIV/AIDS Twitter 
Network inspires network tweets to focus on social and health justice. Implications of 
Advocacy as the most followed healthcare role of the network come forth, yet again, 
in the Leximancer analysis of tweets in Chapter 7. On Twitter, Black HIV/AIDS 
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activism mobilize perspectives around social justice that hold significance to African-
American’s experiences with and relations to HIV/AIDS. Here, Black AIDS activism 
permeates most other healthcare role of the African-American HIV/AIDS Twitter 
Network, being represented amongst the other more prominent roles including 
Providers, Consumers, and Media. With an extensive reach that significantly 
influences the identity, content, and mobilization of the African-American HIV/AIDS 
Twitter Network, Black AIDS activism appears to be the heart and soul of African-
American HIV/AIDS communities who organize on Twitter.  

Finally, as the most expressed identity of the Consumer healthcare role, PLWHA 
contribute substantially to representation of the African-American HIV/AIDS Twitter 
Network from both a content and identity perspective. Through propagating content 
on the microblogging platform, African-American PLWHA actively maintain a 
discernable representation of the HIV/AIDS epidemic that has often been 
underrepresented. Through tweeting, their experiences and perspectives of African-
American PLWHA are made visible and pushed towards the spotlight of the collective 
Black HIV/AIDS movement online. In the case of the African-American HIV/AIDS 
Twitter Network, PLWHA drive and bridge internal content. While embodied in the 
bridging capacity that was previously discussed, the influence of PLWHA is 
reinstated in the unveiling of individual16 as the most vocal member of the network 
who is also represented as one of the salient themes of network tweets. 

8.3 Positioning the Findings within the Wider Context of the Epidemic & the 

African-American HIV/AIDS Crisis 

In the grand scheme of things, the African-American HIV/AIDS Twitter Network 
embodies a visible and collective online representation of the fight to end the epidemic 
in the Black community. Through expressing an explicit association to HIV/AIDS or 
sexual health and the Black community, following others who share a similar 
affiliation, propagating content, and (to some extent) engaging in internal 
communication with others, members of the African-American HIV/AIDS Twitter 
Network mobilize while emitting a variety of Black perspectives on the effects of the 
epidemic in the African-American community. In many ways, these efforts provide a 
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reflection of the wider story of the epidemic in the United States and the Black 
HIV/AIDS crisis. 

Firstly, the explorations of this thesis speak to the wider framing of racism as a public 
health issue that critically affects the Black community. Undeniably, the perspectives, 
experiences, and challenges of the fight to end the African-American HIV/AIDS crisis 
and those of systemic, racial oppression are inseparable. The intimate relationship 
between race and health that was outlined in Chapter 3 highlights the need for the 
most pressing Black HIV/AIDS issues to address challenges of inequity, racism, and 
race relations that extend beyond the confines of the epidemic itself. Systemic and 
institutional racism, implicit and explicit bias, and perceived discrimination 
compromise the progression of people of color through the Prevention and Care 
Continuum that was discussed in Chapter 6. These are challenges that appear 
prominently within the tweets and discussions of the African-American HIV/AIDS 
Twitter Network. From these tweets, it is clear that the grip of systemic and 
institutional racism remains a critical barrier to improved health outcomes among 
African-American people living with and at risk for HIV/AIDS.  

Considering the level of anonymity that social media platforms like Twitter provide, 
the conversations that take place here offer a timely glance at the critical issues of 
racism that organizations and individuals who mobilize to improve the state of the 
Black HIV/AIDS crisis should be aware of. The tweets also speak to how members of 
the African-American HIV/AIDS community perceive Black experiences of the 
epidemic and health in general. As it has shaped virtually every aspect of African-
American health since the advent of slavery, the negative effects of racism on the Black 
condition go beyond HIV/AIDS with implications in some of the most abysmal 
disease outcomes in the Black community including those highlighted in the 
introduction chapter of this thesis (i.e., asthma, diabetes, heart disease). 

Acknowledging the breadth of challenges that people living with and at risk for 
HIV/AIDS face today, HIV/AIDS organizations who serve the Black community on 
and offline champion a multifaceted approach. This is a characteristic that is 
thoroughly represented in the identity of the African-American HIV/AIDS Twitter 
Network with profile biographies that read as follows: I Chose Life Health, a wellness 
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center that strives to “address HIV/AIDS and other interrelated health issues among 
African Americans with the goal to test, educate and move them into treatment and 
care;” Raise 5 Project, a university-based prevention program determined to “reduce 
HIV/AIDS & substance abuse among African American students;” and Black Church 
HIV, “a national network of faith leaders, religious institutions, & community 
members committed to ending the HIV epidemic in Black America.”  

With all hands on deck, the Black HIV/AIDS community congregates on Twitter to 
further a collective agenda that addresses the myriad of issues that are unique to 
African-American experiences of the epidemic. These efforts show promise in 
addressing a decade call to action where Laurencin, Murdock, Laurencin and 
Christensen’s (2018) recommend a five-fold plan for dismantling racial disparities in 
HIV/AIDS. The five-fold plan suggests that community leaders immerse, be non-
judgemental, be knowledgeable, advocate, and innovate. 

In line with Laurencin, Murdock, Laurencin and Christensen’s (2018) 
recommendation that community leaders immerse, key actors of the African-American 
HIV/AIDS Twitter Network participate and remain current in the social happenings 
of the Black HIV/AIDS community that exists online. The network provides an 
opportunity for community leaders to nurture relationships while immersing in the 
cultural norm of consumers that they engage with on Twitter.  By driving 
conversations around the biases and prejudices that interfere with the achievement of 
desired prevention and treatment outcomes, the network strives to be non-judgmental. 
Take, for example, the following tweet text: 

Black men are particularly likely to report that interactions with 
providers are ‘scripted’ in ways that don’t allow full disclosure. The 
relationship between those in #HIV service (straight white women) 
doesn't help those most in need of information/education (black gay 
men)  

Through sharing pertinent, up-to-date information on prevention, treatment, support, 
and care standards, the network endeavors to be knowledgeable. Echoing the need for 
community members to advocate, the tweets of the African-American HIV/AIDS 
Twitter Network call attention to the gravity of the burden that the HIV/AIDS crisis 
places on the Black community while also mobilizing to combat the interlocking 
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factors that, as discussed in Chapter 3, fuel the epidemic. By evolving with the times 
to meet target audiences “where they are”, maintain their presence amongst minority 
health communities online, deliver contemporary social media-based prevention and 
care initiatives, and keep the Black HIV/AIDS community abreast of the latest 
advancements in the fight to end the epidemic, the network makes a solid attempt to 
innovate.  

Returning to Laurencin, Murdock, Laurencin, and Christensen’s (2018) call for 
community leaders to advocate, it is within the difficult context of oppression that the 
crucial role of advocacy and activism in mobilizing a comprehensive solution to the 
HIV/AIDS crisis in the Black community withstands. As detailed in Chapter 3 of this 
thesis, Black AIDS activism is the pioneer of the first response to the epidemic in the 
African-American community. The role of advocates, activists, and 
advocacy/activism organizations is maintained online and demonstrated in the 
positioning of Advocacy at the forefront of the African-American HIV/AIDS Twitter 
Network. But, as history shows, activism has always been the guiding force to 
progressing the Black condition in the United States.  

While the civil rights movement capitalized on national and grassroots efforts to 
correct racial injustice during the “black freedom struggle” of the 1950s and 60s 
(Lawson, 1991), today the Black Lives Matter movement – which started as a hashtag 
in 2013 in response to the murder of Trayvon Martin– mobilizes a grassroots and 
national response to address issues of significance like police brutality, racial injustice, 
criminal justice reform, social inequity, LGBTQ+ and human rights, environmental 
conditions, Black immigration, voting rights and suppression, healthcare, government 
corruption, education, and common sense gun laws (Black Lives Matter, n.d.; 
Rickford, 2016). Then and today, Black Activism continues the noble fight to dismantle 
the historic structures that maintain White supremacy, justify the systemic oppression 
of people of color, and impede the wellbeing of African-Americans.  

The pertinence of Black Activism in online spaces including social media platforms 
like Twitter, whether in the context of health or social justice, is unsurprising. As Black 
Activism seeks to be heard and organize around those issues most affecting the 
prosperity of the African-American community (Livingston et al., 2017), social media 
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platforms like Twitter afford a strategic place for these efforts to be disseminated 
rapidly and reach the masses. Through the mobilization of collective and group-level 
activity, activism can be seen as coping-mechanism for African-Americans to deal 
with the burden of racism that they experience on a day-to-day basis (Szymanski, 
2012). 

It is important to highlight that of all healthcare stakeholders represented in the work 
of this thesis; policymakers appear to be a critically missing piece of the African-
American HIV/AIDS movement on Twitter. Historical accounts of the HIV/AIDS 
epidemic have highlighted the marginalization of African-Americans throughout the 
development of HIV/AIDS policy in the United States where, originally, the needs of 
White, gay men were prioritized (Airhihenbuwa, Webster, Okoror, Shine, & Smith-
Bankhead, 2002; Cohen; 1999; Rockymoore, 2002; Royles, 2014).  

In the past, the catastrophic prevalence of HIV/AIDS in African-American 
populations have been partially attributed to a lack of Black-focused HIV/AIDS 
policy to drive Congressional funding support for research and interventions tailored 
towards the needs of African-Americans during the early years of the epidemic 
(Airhihenbuwa et al., 2002; Cohen; 1999). Today, African-American HIV/AIDS 
organizations and Black AIDS activism put forth a concentrated effort to implement 
policy reform around the structural issues related to incarceration, residential 
segregation, poverty, and healthcare coverage that place African-Americans at higher 
risk of poor HIV/AIDS outcomes (e.g., Black AIDS, 2020; NMAC, 2006). While 
mobilizing to ensure a policy environment where prevention, treatment, and support 
programs specific to the need of Black populations that are most affected by 
HIV/AIDS is top of the agenda for leaders of the Black HIV/AIDS movement (e.g., 
Black AIDS, 2020; NMAC, 2006), the underrepresentation of policymakers in the 
African-American HIV/AIDS Twitter Network highlights a missed opportunity for 
constructively engaging all parties in conversations around HIV/AIDS policies that 
affect the Black community. 

Finally, although the policy piece appears to be missing, it is worth emphasizing that 
the leading HIV/AIDS organizations of the African-American HIV/AIDS Twitter 
Network are those who have historically been at the forefront of the Black HIV/AIDS 
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movement offline. Before being officially established as an HIV/AIDS advocacy 
organization in 1987, African-American queer activists of the NMAC were involved 
in the organization of the first national conference on the African-American 
HIV/AIDS crisis – i.e., the National Conference on AIDS in the Black Community— in 
1986 (Cohen, 1999; Gavett, 2012). The NBLCA, now known as the National Black 
Leadership Commission on Health (NBLCH), was founded in 1987 by Debra Fraser-
Howe (Gavett, 2012; U.S. Department of Health and Human Services, 2016b). Sister 
Love Inc was founded in 1989 by prominent African-American activist Dázon Dixon 
Diallo who is considered “a pioneer of the women’s HIV/AIDS and reproductive 
justice arena” (Gavett, 2012; Sister Love Inc, n.d.c; U.S. Department of Health and 
Human Services, 2016b). The Black AIDS Institute was formed in 1999 by prominent 
HIV/AIDS activist Phil Wilson (Gavett, 2012; U.S. Department of Health and Human 
Services, 2016b). Offline, the NMAC, NBLCA/NBLCH, Sister Love Inc., and the Black 
AIDS Institute share a long-standing commitment to empowering African-American 
populations to mobilize a comprehensive response to HIV/AIDS from within the 
Black community. Their active presence and engagement on social media like Twitter 
today validate that the Black HIV/AIDS movement, which began offline in the late 
1980s, thrives online. 

8.4 Practical Implications & Recommendations 

The findings of this thesis afford some practical recommendations that may be helpful 
to organizations and individuals who are using Twitter to connect with others in the 
fight to end the HIV/AIDS epidemic in the Black community.  

Firstly, the work of this thesis puts forth a practical framework for organizations to 
map and monitor the Black HIV/AIDS communities that they are connected to, serve, 
and endeavor to reach online. Based on the methodological framework in Chapter 5, 
organizations may benchmark their exposure and engagement goals by mapping the 
reach of the follower and tweet networks that they are a part of. By implementing a 
similar communication analysis process – i.e., social listening in marketing jargon – to 
that of this thesis to actively observe the progression of discussions and 
communication structures within the wider network of tweeters who are invested in 
the Black HIV/AIDS crisis overtime, organizations who are committed to delivering 
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Twitter-based programing can more strategically align these initiatives to address the 
most pressing issues of time. By staying on trend based on the observable needs, 
concerns, and latest efforts of key stakeholders including African-American PLWHA, 
leaders of the Black Church, government officials, physicians, researchers, LGBTQ 
organizations, HIV/AIDS organizations, advocacy/activism organizations, 
advocates, activists, media outlets, and media personnel among others, a more 
concerted effort can be made to prioritize Twitter-based and other social media-
dependent initiatives.  

Additionally, with the extended reach 218,661 tweeters based on their combined 
followings and followers lists, the scope and interconnectedness of the African-
American HIV/AIDS Twitter Network highlights the potential for a more visibly 
united front on the platform. To this end, the network could benefit greatly from a 
unified hashtag – one that reflects the Black HIV/AIDS community and the collective, 
interdisciplinary fight to end the HIV/AIDS crisis among African-American 
populations. Similar hashtag efforts among Black communities online include those 
of the Black Lives Matter Movement (#BlackLivesMatter) and Black Twitter 
(#BlackTwitter). As Ince, Rojas, and Davis (2017 p. 1818) explain, if a particular 
hashtag is introduced and found helpful to others “then that tag can connect content, 
structure conversation, and introduce meaning to a discursive field.” In this way, 
hashtags like #BlackLivesMatter are seen as a form of distributed framing offering an 
opportunity for a wider audience to distill meaning from and respond to social 
movements in a decentralized manner that relies less heavily on leaders (Ince, Rojas, 
& Davis, 2017). In the context of the African-American HIV/AIDS Twitter Network 
and the wider movement to end HIV/AIDS in the Black community, a succinct 
hashtag could expand and encourage wider conversations about the crisis in an 
organized manner. Such a hashtag could disseminate information quickly given the 
internal structure of the African-American HIV/AIDS Twitter Network. 

8.5 Limitations & Future Directions 

While the mixed-methods design that was introduced in Chapter 5 affords many 
benefits to the work of this thesis, it also comes with several limitations. Firstly, the 
sampling frame of this thesis relied heavily on a specific set of sexual health and race 
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specific wording that was synthesized from a preliminary look at the following lists 
of what emerged as the African-American HIV/AIDS Twitter Network. While a solid 
starting point, this reference list could be substantially built out from a continued 
analysis of Twitter profile biography data that was afforded in Chapter 6. Future 
studies should consider a more iterative process of building out the word lists used to 
sample members of minority health networks. More specifically, an initial preliminary 
list should be revisited and amended after each round of the snowball sampling 
process. Further analysis of health and race-specific wording in the tweets of the 
minority health network could also enrich this method of sampling. 

Additionally, this thesis cannot speak for everyone in every Twitter space. It is 
inherently context dependent on the African-American HIV/AIDS Twitter Network 
of the space and time of the analyses. As such, the snowball sampling used to identify 
the African-American HIV/AIDS Twitter Network points towards concerns over 
generalizability of the findings. As an inquiry that focused on a particular social group 
within Twitter that had previously been unexplored, the work of this thesis reflects 
elements of a revelatory case study (Bryman, 2012). The work of this thesis is, therefore, 
justified in that it provided an “opportunity to observe and analyze a phenomenon 
previously inaccessible to social science inquiry” (Yin, 2009 p. 48). Further, by 
studying the social manifestations of the African-American HIV/AIDS Twitter 
Network, intrinsic value (Gomm, Hammersley, & Foster, 2000; Hammersley & Gomm, 
2000) of observing how key players of the Black HIV/AIDS community interact 
collectively on one of the most popular social media platforms of today is offered.  

Thirdly, while unobtrusively observing manifestations of the African-American 
HIV/AIDS Twitter Network provides rich insights on the social dynamics that take 
place and shape representations of the African-American HIV/AIDS crisis online, the 
depth of the work is hindered by the lack of direct perspectives of the community 
members who were being studied. Future network studies of African-American 
HIV/AIDS Twitter communities and other minority health communities that exist 
online should incorporate interviews with actors who are directly involved in these 
spaces. By focusing on directly observing social behavior of the network (i.e., 
following, tweeting), the highly descriptive nature of the thesis’ research design is 
appropriate for addressing questions about what, when, and where social interaction 
occur within the African-American HIV/AIDS Twitter Network. And while it also has 



 

180 

the capacity to address questions about how actors of the network interact, questions 
about how network actors perceive or why they use Twitter for the unique purpose of 
engaging around HIV/AIDS and the African-American community remain 
unexplored. By addressing these unanswered questions, semi-structured interviews 
provide an excellent opportunity to enrich an account of the African-American 
HIV/AIDS Twitter Network and other minority health networks that may be studied 
in the future. 

Additionally, the work of this thesis leaves the fundamental purpose of the health 
communication practice, to influence health behavior, largely unaddressed. Future 
studies should consider integrating a research design that implicates how 
involvement in minority HIV/AIDS communities online directly motivates or 
dissuades progression through the Prevention and Care Continuum. Health 
information quality is also important to the online health communication practice. 
While an assessment of this kind is beyond the scope of the thesis, future studies could 
extend the work presented here by evaluating the quality and accuracy of health 
information that is carried through network tweets. 

Finally, while this thesis provides a glimpse of the connectivity of African-American 
HIV/AIDS communities on Twitter, the practical methodological framework that is 
offered provides a considerable basis for future studies of other minority health 
communities online. This is, perhaps, the most significant implication of the 
dissertation as the benefits are far-reaching for new growing fields of inquiry. Today, 
literature on race and the Internet and literature on health and the Internet continues to 
grow substantially while the study of ‘race and health’ on the Internet remains in its 
infancy.  

A critical reason for the lag in literature that explores minority health communities on 
the likes of Twitter and Facebook is the difficulty in defining the boundaries of such a 
community. The virtual snowball sampling method outlined in Chapter 6 of this thesis 
provides a promising gateway for future studies that seek to explore the intersection 
of race and health in communities that exist on Twitter. By adapting the starting point 
of the sampling process to reflect one or more key players of the focal minority health 
community, distilling race and health-specific wording directly from the profiles of 
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said community members, and integrating the specifically derived lexicon 
appropriate for the intended study, future studies could explore some of the most 
pressing minority health concerns that are likely to have manifestations on Twitter. 
Examples of minority health communities that could be explored include those tied to 
mental health, diabetes, and obesity. 

8.6 Conclusion 

By tracing the lines of race and health online, it is my hope that the work of this thesis 
leaves the reader with a greater comprehension of, pride in, and appreciation for the 
resolve of the Black HIV/AIDS community. With stories that too often go untold, the 
triumphs of this community are too frequently overshadowed by the struggles that 
have been endured. Undoubtedly, there is still much work to be done: systemic racial 
barriers to dismantle; socioeconomic disparities to address; societal stigma to unravel; 
and a lingering legacy of medical mistrust to heal – themes that were thoroughly 
reflected in tweets of the African-American HIV/AIDS Twitter Network.  

Yet, while these particular obstacles – among others – impede progress of the fight to 
end HIV/AIDS in the African-American community today, the work that has been 
done and the accomplishments that have been achieved so far must not go 
understated. Through years of enduring and mobilizing to end the disparate burden 
of the HIV/AIDS among African-American populations as a collective of individuals, 
coalitions, and organizations, the Black HIV/AIDS movement has and continues to 
make significant contributions to improving the health outcomes of people of color. 
Through efforts that have become more visible in the face of social media like Twitter, 
the trajectory of the epidemic is shifting with a momentous, unapologetically Black 
response. And so, the fight continues. 
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