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Abstract 

This study explores how leaders facilitate sustained health care delivery projects in 

socially complex settings and engage diverse communities impacted by HIV/AIDS. Study 

findings address two broad research goals: first, to provide an in-depth understanding of those 

elements of leadership which promote solidarity with marginalized communities and advance 

equity agendas for transformative social change; secondly, to discover which key strategies 

leaders use for successful community engagement. The specific aims and objectives of this 

research are: 

 To explore the dynamics of successful community engagement and examine how leaders 

incorporate input from people living with HIV and other stakeholders 

 

 To understand how leaders reach across cultural divides to engage diverse HIV-positive 

individuals 

 

 To investigate how leaders manage challenges and overcome barriers that impinge upon 

patient care and direct services for HIV-positive communities in socially complex 

settings 

 

 To analyze how leaders use data and scientific research to guide care 

 

 To describe the character traits of successful leaders and the preparation of the next 

generation of leaders for future service in the New England HIV/AIDS movement. 
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1.  Introduction 

 

The Role of an AIDS service organization (ASO) in the treatment of one person living with 

HIV/AIDS 

In front of the double doors of one of the first AIDS service organizations to emerge in 

Boston during the 1980’s to respond to the early AIDS crisis, sat a strikingly handsome man 

petting a cat. The old 19th-century brownstone building in Boston’s historic South End, which 

housed the ASO, was often visited by pets belonging to gay owners—many of whom had 

claimed this neighborhood for decades. The man’s name was Josif.1 

Just three months earlier, Josif stood in front of a judge charged with possession and use 

of a controlled substance: he was given a sentence of thirty days in prison followed by 

mandatory rehabilitation. Prior to his arrest, Josif had not been feeling well. He woke up in the 

middle of the night drenched in sweat and, in the course of just one month, had lost considerable 

weight. While serving his sentence in a Massachusetts state prison, Josif learned that he was 

HIV-positive. Further lab reports showed that his immune system had fewer than 100 CD4 cells. 

His blood harbored over 1,000,000 copies of HIV RNA virus per milliliter. Josif had AIDS. 

Josif was born in Bosnia. When he was eight-months old, his parents fled their war-torn 

country, sought refuge in the U.S., and settled in Boston. Josif grew up in a suburb and 

experienced a difficult childhood. He loved his mother, but his father was extremely emotionally 

abusive, often yelling or threatening violence and abandonment. His father often directed his 

abuse towards Josif for no reason other than to cause his mother added emotional distress. The 

                                                           
1 The individual’s name and country of origin have been changed to protect his identity. 
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entire household was under siege by an irrational, tyrannical and abusive man. This situation 

caused extreme anxiety for Josif. 

Josif also realized that he was different from other children. He had a difficult time in 

school. In second grade, for example, he was diagnosed with dyslexia and placed in special-

education classes. Moreover, he did not enjoy the rough-and-tumble games other boys indulged 

in; instead, he preferred sewing and art. Even more disturbing to his parents, Josif went through a 

phase where he played with dolls and drew colorful pictures featuring women’s clothes, dresses, 

and accessories in a variety of styles. As he grew into a teenager, Josif preferred friendships with 

girls, but found himself attracted to boys. He soon realized he was gay. 

During his adolescence, Josif discovered that drugs and alcohol could numb his pain and 

provide temporary relief from his tortured existence at home. He also discovered that sex, 

especially with men, was a powerful pain reliever. Josif soon became addicted to alcohol and 

drugs. To support this habit, he sold sex to wealthy men and occasionally to women. As Josif’s 

drug use increased, he found he needed more money to buy the drugs: this deadly cycle forced 

him to increase the frequency of his paid sexual encounters. 

Having already been held back several grades in school, Josif found himself falling still 

further behind when he could not keep up with being a male sex worker and attending school at 

the same time. As a result, he dropped out of high school. At that point, his addiction to 

methamphetamine and alcohol—and even to sex itself—began to take over his life: he could 

always count on an open invitation to all-night parties sponsored by Boston’s wealthy gay men 

where there were ample supplies of drugs, alcohol and sex. Because Josif’s drug addictions were 

so powerful that he could not control the urge to use, he could not support himself financially, so 
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he continued to sell his body to anyone willing to pay him for sex—and there were many willing 

to pay. Such was the lifestyle that led to his arrest and prison sentence. 

After his release from prison and mandatory drug rehab, Josif was referred to the ASO: 

there, as an HIV-positive person, he could access direct-care services and social-work case 

management for his medical, substance abuse, and mental health issues. Josif became one of the 

ASO’s 1,300 HIV-positive, active members2, and more so one of the 520 members who accessed 

the ASO’s services every weekday. Josif could now attend support groups the ASO offered for 

clients struggling with substance abuse, mental health problems, and issues around gender 

identity and sexual orientation. Medical case managers accompanied HIV-positive clients like 

Josif to help them access medicines, clinicians and other Massachusetts health care and public 

assistance programs. The ASO provided its members with freshly-cooked, nutritionally-dense 

meals prepared to meet the special needs of people living with HIV. Upstairs at the ASO, Josif 

could access a fully-equipped computer lab with new PCs and updated software. He could read 

in the sun-filled library. 

Over 150 warm-hearted, well-trained volunteers from all walks of life in the Boston 

metropolitan area stood ready to support Josif and all the other HIV-positive clients who 

accessed the ASO for services. The volunteers prepared and served daily meals in the ASO’s 

kitchen, tutored Josif and others in computer-software programs, and trained them in job-search 

skills and resumé writing. Josif could come in once a month and schedule an appointment with a 

hair stylist who cut and styled ASO members’ hair, free-of-charge. The ASO also offered 

alternative-therapy services, and licensed massage therapists provided full-body massage and 

                                                           
2 To become a member of this ASO, a person needs only to demonstrate record of an HIV-positive diagnosis. There 

are no fees to members. 
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acupuncture. Josif began (and continues at the time of this writing) to pursue his GED through a 

new program at the ASO and hoped to complete this educational milestone in his life; he planned 

to move onto community college for job-skills training or perhaps even to apply to a four-year 

university. The staff at the ASO helped Josif and other HIV-positive people like him not just to 

live and survive with HIV, but also to thrive emotionally and economically. These ASOs offered 

a complex array of services, and the program and organizational leaders had to respond to clients 

who came from a wide range of backgrounds and presented a variety of different needs. 

To develop programming appropriate for the diverse needs of the HIV-positive clients, 

ASO staffs include people with many different skill sets. Some staff worked directly with clients 

like Josif to provide services, and understand community stakeholder needs to conduct outreach. 

Other staff leveraged data and scientific research and ensured alignment with government 

regulations to prepare programming. ASOs need strong leaders who can drive these 

organizations towards high quality services that can be sustained long term. 

This study explored a critical aspect of how these ASOs deliver services by examining 

the perspective of their leaders. Eight ASOs were studied from the Boston area because of that 

city’s legacy of activism. In fact, early in the AIDS epidemic, rising death tolls among 

marginalized gay men, injection drug users, and sex workers were ignored throughout much of 

the United States while activists in New England, by contrast, waged war against HIV/AIDS and 

other social determinants of ill health, such as poverty, injustice, prejudice, and homophobia. 

During the early 1980’s, Boston—along with New York, San Francisco and Los Angeles—were 

the urban epicenters of the HIV/AIDS pandemic in the United States (Smith & Siplon, 2006). In 

the earliest years of the epidemic, activists launched organizations in Boston to provide direct 

patient care, meals for people with AIDS and hospice care for the dying, and to advocate 
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effectively and powerfully for human-rights equity agendas (Smith & Siplon, 2006), where an 

equity agenda offers health care access to all people worldwide regardless of socio-economic 

status, race/ethnicity, or sexual orientation. The activists served as catalysts for advancing drug 

treatment—essentially changing the disease from a fatal illness to a chronic condition that can be 

treated ("The end of AIDS?", 2011). 

 

Delivering care in socially complex settings 

Capable leaders and effective community engagement play crucial roles in delivering 

care and direct services to people living with HIV. Yet, little research exists on the leadership 

qualities that produce successful projects and foster crucial community engagement. This study 

describes the leadership traits of successful health care delivery professionals and explores how 

these leaders engage diverse communities served by eight Boston based regional New England 

HIV/AIDS Service Organizations (ASOs) operating in socially complex settings. 

In this study, the term “socially complex settings” is used to describe the environment in 

which ASO leaders work. These ASOs serve people who are infected with HIV/AIDS, a 

debilitating disease that usually causes death if not treated. People living with HIV under 

treatment must adhere to a complex regimen of drugs and follow-up tests, and they face side 

effects from the treatment, and comorbidities and poor health from the disease. HIV/AIDS first 

became widespread among marginalized communities such as the gay community, commercial 

sex workers and injection drug users. Even before the onset of the HIV/AIDS epidemic, these 

communities faced ongoing social stigma and economic barriers that impeded their access to 

care. The confluence of these issues requires that ASO leaders move beyond traditional medical 
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models and address the many challenges faced by the HIV-positive people they serve. ASOs 

assist people living with HIV not only with medical adherence, but also with co-morbidities such 

as mental health disorders and substance abuse, with basic needs such as housing and food 

assistance, and with guidance navigating a complex system of health and social services. 

Working in socially complex settings, these leaders often function in environments 

marked by crisis and human suffering. Such emotionally charged settings take a toll on the 

leaders involved. The Rev. Sylvia Pennington, a leader in the early HIV/AIDS movement and an 

LGBT Christian activist, describes her experience working in socially complex settings as she 

engages gay men dying of AIDS in San Francisco during the 1980’s. In her book, Good News for 

Modern Gays, she expands on the difficulties leaders face as they accompany those with AIDS: 

[B]eyond the written page, beyond our churches and Christian community, beyond into 

the depths, the hearts, the souls of God’s creatures. It is not an easy walk. The road is 

steep, thorny, and often vile. But until we take that bloody journey, we cannot meet the 

Christ of the Suffering Humanity (Pennington, 1985, p. 3). 

 

HIV/AIDS and structural violence 

Johan Galtung introduced the term “structural violence” in his article "Violence, Peace, 

and Peace Research" (Galtung, 1969). Many people think of violence only as physical harm, but 

Galtung offers a broader view: he asserts that “violence is here defined as the cause of the 

difference between the potential and the actual,” where the potential must be achievable in the 

current setting (Galtung, 1969, p. 168). He cites contracting tuberculosis as an example. In the 

eighteenth century, tuberculosis was nearly unavoidable for most people. Today, the burden of 
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tuberculosis falls more heavily on marginalized populations, such as the poor and imprisoned 

(Galtung, 1969). Galtung distinguishes: 1) between physical violence and psychological 

violence; 2) between negative violence which results in punishment and positive violence which 

results in a reward; 3) between violence which claims a victim and violence which is only 

threatened; and finally 4) direct violence caused by an actor, and indirect violence not caused by 

one actor, but instead by a community or society of actors who together perpetuate violence 

(Galtung, 1969). Galtung terms this final type of violence “structural violence” (Galtung, 1969, 

p. 170). Farmer, Nizeye, Stulac and Keshavjee summarize Galtung’s definition of structural 

violence as “social structures—economic, political, legal, religious, and cultural—that stop 

individuals, groups, and societies from reaching their full potential” (2006, p. 1686). 

Structural violence can help explain why despite advances in HIV/AIDS treatment; 

certain groups still face much higher risks of contracting this disease. In April 2016, the CDC in 

Atlanta reported that African Americans are the racial group most affected by HIV. The life-time 

risk of contracting HIV is 1 in 20 for African American men compared to 1 in 132 for white 

men, and 1 in 48 for African American women compared to 1 in 880 for white women (CDC 

Atlanta, 2016) as shown in Figure 1.  
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Figure 1. Lifetime Risk of HIV Diagnosis by Race/Ethnicity. This figure illustrates the risk of HIV 

diagnosis over a person’s lifetime, dividing people by gender and race/ethnicity. Source: CDC. (2016, 

February 24). 2016 Conference on Retroviruses and Opportunistic Infections. Atlanta. Retrieved from 

https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html. CDC-data located on this site 

are U.S. Government works for use in the public domain. Reproduction is permitted in accordance with 

Title 17, Sections 106 through 120 of the U.S. Code. 

Gay and bisexual men (MSM—men who have sex with men), continue to have the 

highest rates of HIV infection in the United States. At current rates, 1 in 6 MSM will be 

diagnosed with HIV in their lifetime, including 1 in 2 black MSM, 1 in 4 Latino MSM, and 1 in 

11 white MSM (CDC Atlanta, 2016) as shown in Figure 2. Although HIV/AIDS has higher 

prevalence among the African American community, HIV-positive African Americans are 

significantly less likely to receive treatment than HIV-positive whites (Farmer, Nizeye, Stulac, 

Keshavjee, 2006). 

https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html
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Figure 2. Lifetime Risk of HIV among MSM by Race/Ethnicity. This figure illustrates the lifetime risk 

of men who have sex with men (MSM), divided by race/ethnicity. Source: CDC. (2016, February 24). 

2016 Conference on Retroviruses and Opportunistic Infections. Atlanta. Retrieved from 

https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html. CDC-data located on this site 

are U.S. Government works for use in the public domain. Reproduction is permitted in accordance with 

Title 17, Sections 106 through 120 of the U.S. Code. 

The CDC charts only tell a part of a larger story. Farmer, Nizeye, Stulac, Keshavjee 

argue that while we must understand the biology of disease, we cannot stop there. They write: 

Can we speak of the “natural history” of any of these diseases without addressing social 

forces, including racism, pollution, poor housing, and poverty, that shape their course in 

both individuals and populations? Does our clinical practice acknowledge what we 

already know—namely, that social and environmental forces will limit the effectiveness 

of our treatments? Asking these questions needs to be the beginning of a conversation 

within medicine and public health, rather than the end of one (2006, p 1686). 

Farmer, Nizeye, Stulac and Keshavjee mention a study in Baltimore where researchers attempted 

to address racism and poverty among people seeking treatment for HIV/AIDS in the United 

States who often experience structural violence. The program reduced user fees, expanded 

services to treat comorbidities and provided funds to cover transportation costs to the clinic. 

Removing these barriers dramatically reduced the socioeconomic disparities which resulted in 

premature deaths from AIDS (Chaisson, Keruly, Moore, 1995). Farmer, Keshavjee and Stulac 

summarize the study this way: 

https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html
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The results registered just a few years later were dramatic: racial, gender, injection-drug 

use, and socioeconomic disparities in outcomes largely disappeared within the study 

population [35] (sic). In other words, these program improvements may not have dealt 

with the lack of national health insurance, and still less with the persistent problems of 

racism and urban poverty, but they did lessen the embodiment of social inequalities as 

premature death from AIDS. Similar work elsewhere has shown the ability of providers 

to lessen the impact of social inequalities on AIDS outcomes among the homeless, the 

addicted, the mentally ill, and prisoners [36–38] (sic). (Farmer, Nizeye, Stulac, 

Keshavjee, 2006, p. 1688). 

The authors describe these barriers to care as “structural” because they are embedded in 

the way political and economic structures are organized. Farmer calls these embedded political 

and economic structures “violent” because they cause harm to people (Farmer, 2005, p. 29). 

Settings with poverty and inequity drive structural violence (Farmer, 2006). 

 

Capabilities approach and leadership in the AIDS movement 

As mentioned earlier, the ASO helps Josif to access health services and to pursue his 

GED. In this way, the ASO helps its members develop “capabilities,” as described by Nobel 

Prize-winning economist, Amartya Sen. According to Sen, most human beings are born with the 

raw capacity to participate in deciding the conditions of their collective life together (Sen, 2001); 

people, however, need informal or formal education to develop specific capabilities (Sen, 2001). 

Philosopher Martha Nussbaum’s work builds on Sen’s and identifies capabilities violations. 

Nussbaum believes “any individual lacking in any of these capabilities cannot be said to be 
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living a good life. When capability deprivations occur, social reform and policy change are 

needed” (Nussbaum, 2003 p. 41). 

Through their mission, the New England ASOs help people living with HIV develop 

capabilities. Perhaps the most basic in Nussbaum’s list of fundamental capabilities is to live a life 

of normal length and expectancy. The ASOs in this study help HIV infected people live a life of 

normal length through activities related to health and well-being. The second fundamental 

capability Nussbaum identifies, the capability of general good health, is also supported by the 

ASOs. By providing access to health care, medicines and antiretroviral therapy (ART), to 

medical case management, nutritious meals and assistance with finding housing, the ASOs 

support the fundamental capability of general good health for HIV-positive people living in 

Boston and the surrounding New England states. 

As noted previously, some of the ASOs provide GED and job-skills training, so people 

living with HIV have the opportunity to return to work. In addition, some ASOs offer classes in 

art, poetry, drama, music and dance. These programs foster Nussbaum’s third capability of sense, 

imagination and thought. The ASOs also offer support groups that provide their clients with 

opportunities for affiliation, a fourth capability Nussbaum identifies. These support groups target 

such peer groups as HIV-positive communities of LGBT persons, Spanish-speaking persons, 

drug users, African-Americans and women. Participants in these groups benefit from affiliation 

with other individuals of a similar background in a safe and supportive environment. 

Nussbaum’s capability of bodily integrity includes healthy and consensual sexual 

expression (Nussbaum, 1999). Within the HIV/AIDS movement, leaders and activists alike have 

relentlessly pursued reform in the social, cultural, educational, legal and political sectors of 
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society and fought to remove barriers which deprive people living with HIV of the basic right to 

consensual sexual expression (Brown, Lively, DelVecchio-Good, 2015). 

Nussbaum identifies a fifth capability, play, which she defines as the ability to laugh and 

enjoy recreational activities with others. The ASOs offer HIV-positive clients free tickets to 

concerts, theater plays, outdoor activities and a whole range of cultural and entertainment events 

throughout New England. These experiences allow HIV-positive clients to experience the 

capability of play. When describing one ASO in Austin, Texas known as the Austin Latino 

Lesbian Gay Organization (ALLGO), anthropologist Mary Jo DelVecchio Good observes: 

ALLGO is more than just an organization; it is an emotional gift made up of the shared 

resolve of many LGBT individuals to face in solidarity homophobia and injustice and 

celebrate being part of [a] movement and organization where they know unequivocally 

they are valued and wanted for who they are (Brown, Lively, DelVecchio Good, 2015). 

Offering programs such as those described above, ASOs and their leaders have, at the most basic 

level strengthened and affirmed the fundamental capabilities of people living with HIV in New 

England and beyond. 

 

Theoretical background and context 

The spread of the HIV virus has been affected by “larger social, economic and political 

processes” (Smith & Siplon, 2006, p. 3). When AIDS first appeared, the gay community was 

engaged in social and political activism to fight longstanding persecution, repression and 

marginalization (Smith & Siplon, 2006). Indeed, Smith & Siplon describe AIDS activism as 
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“contentious politics,” the process by which less empowered groups contend with powerful 

interests through tactics such as protests, demonstrations, direct actions and other confrontations 

(Smith & Siplon, 2006, p. ix). Sociologist Doug McAdam developed the political process model 

to explain those complex interacting forces and phenomena operating in society which 

empowered the successes of the American civil rights movement (Smith & Siplon, 2006). 

McAdam’s model explains how deeply rooted, broad socioeconomic processes lie at the 

root of social movements (McAdam, 1982). This political-process model explains how forces in 

opposition to state action—or, in the case of the AIDS epidemic, forces in opposition to state 

inaction—“coalesced into powerful social movements” (Smith & Siplon, 2006, p. 4). McAdam 

goes on to explain how effective leaders arise from mobilizing structures of preexisting social 

networks (McAdam, 1982). In the context of the HIV/AIDS movement, the mobilizing structures 

“allow for coordinated action and home-grown leaders who can act with high levels of 

credibility” (Smith & Siplon, 2006, p. 7). 

Another facet of the political-process model which is key to understanding how AIDS 

activism evolved is defined by McAdam in the notion of cognitive liberation. Cognitive 

liberation occurs when an oppressed community3 and leaders within that community become 

aware of their power to effectively confront and dismantle those oppressive and unjust societal 

constructs and institutions which work against their interests (McAdam, 1982). Cognitive 

liberation leads oppressed and marginalized people to demand that institutions redress grievances 

and reallocate resources previously denied (Goodwin & Jasper, 2004). 

                                                           
3 Cognitive liberation evolves in three stages during which communities come to believe that (1) the status quo is 

illegitimate; (2) the status quo can be changed; and that (3) both as a community and as individuals, they can effect 

this change (Smith & Siplon, 2006, p. 6) 
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How activists and leaders used mobilizing structures and cognitive liberation to advance the 

AIDS movement 

LGBT activism created a strong, highly motivated and politically savvy leadership with 

grassroots organizational abilities and powerful communication networks (Killen, 2008). These 

networks included advocacy groups, which were able to advance the agendas of gay rights and 

civil liberties successfully by organizing massive marches and protests. On October 14, 1979, the 

first National March on Washington for Lesbian and Gay Rights took place, and over 125,000 

LGBT people, standing in solidarity, demanded equal civil rights and urged the passage of 

protective civil rights legislation for LGBT people (Perry, 1990). A year before, on November 7, 

1978, LGBT activists in California successfully mobilized and defeated a state ballot which 

would have banned qualified gay and lesbian school teachers, employees and possibly anyone 

who supported gay rights, from working in California’s public schools (Perry, 1990). LGBT 

activists opposed the religious demagoguery and evangelical Christian propaganda, and protested 

the propaganda from Jerry Falwell and Anita Bryant who leveraged existing homophobia and 

irrational fears that gays and lesbians posed threats to children and young people (Perry, 1990). 

McAdam references the power of the United States federal judiciary and notes that the 

Supreme Court, in the landmark 1954 ruling Brown v. Board of Education striking down racial 

segregation, contributed to the cognitive liberation of African-Americans and lent power to their 

social movement aiming to bring about the reform of unjust and oppressive segregation laws 

(McAdam, 1982). In 1986, thirty-two years after Brown, a very different, conservative Supreme 

Court made a “shockingly retrograde ruling after the court had for years expanded personal 

privacy rights on the basis of the Fourth Amendment and other Constitutional provisions”: in 
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Bowers v. Hardwick,4 the Court upheld the criminal prosecution of Michael Hardwick under 

Georgia’s anti-sodomy laws (Smith & Siplon, 2006, p. 22). The case of Bowers v. Hardwick 

reinforced the criminalized status of LGBT people by “denying protection to a defining 

characteristic of homosexuality” (Smith & Siplon, 2006, p. 22). Applying McAdam’s Political 

Process Model and using cognitive liberation to produce a legal analysis of these two Supreme 

Court decisions, Ray A. Smith, an academic, grassroots-level community activist and national 

policymaker in the AIDS movement, wrote: 

Yet ironically, the Hardwick ruling had a galvanizing effect similar to that of Brown, 

contributing to the “cognitive liberation” of an aggrieved population. Whereas Brown 

stoked collective action by demonstrating that African Americans had an ally in the 

Supreme Court, Hardwick awakened gay communities to the fact that they did not have 

such an ally. In the language of social movement theory, southern blacks responded to an 

“opportunity” while gay communities [responded] to “threat”—opposite sides of the 

same coin (Smith & Siplon, 2006, p. 22). 

Smith points out that while these two Supreme Court decisions apparently represented 

opposite rulings for and against equality and justice, both decisions yet produced a galvanizing 

effect and activated cognitive liberation within both oppressed groups concerned in the 

decisions. When a progressive United States Supreme Court, sympathetic to the cause for civil 

rights and social justice, decided against segregation, people in the civil rights movement 

realized that through this window of opportunity, they could dismantle segregation and make 

their human rights agenda a reality. Similarly, the LGBT community, stoked by cognitive 

                                                           
4 In the Hardwick Case, police lawfully entered a Georgia man’s home and then witnessed him having consensual 

sex with another man. Michael Hardwick was subsequently prosecuted under the state’s anti-sodomy laws (Smith & 

Siplon, 2006). 



22 

 

liberation, rallied in response to the U.S. Supreme Court’s opposition to its cause. The 

contentious politics involved in these grassroots battles to further LGBT civil rights laid the 

groundwork for mobilizing structures in the LGBT community. Soon these organizations and 

activists would be called on to fight a far deadlier foe. 

 

A short history of leadership and activism in the HIV/AIDS movement 

Starting in 1981, gay men began falling sick and dying in ever increasing numbers from a 

previously unknown condition ("The end of AIDS?", 2011). This horrifying disease struck 

healthy people in their prime and caused severely debilitating conditions and, in many cases, 

excruciatingly painful deaths (Smith & Siplon, 2006). These losses were compounded because 

they occurred within close-knit urban communities in which gay men were linked through “ties 

of friendship, geographic proximity, work connections, neighborhood bonds, and sometimes 

sexual contacts” (Smith & Siplon, 2006, p. 13). This disease afflicted people on the 

“undesirable” fringe of society: gay men, drug addicts, and sex workers and required a 

discussion of “unsavory topics such as anal sex, gay bathhouses, heroin addiction, and bloody 

syringes” (Smith & Siplon, 2006, p. 12). Needless to say, mainstream society did not rush to 

address a complex disease that only affected marginalized communities. This convergence of 

biology and sociology—the biosocial environment, impacted both the course of the HIV/AIDS 

epidemic in the U.S. and the scientific and activist responses to it (Killen, 2008). 

Years of social marginalization experienced by the gay population affected the initial 

reaction to this frightening new disease. Wary of pronouncements from a government that 

continued to persecute them, “gay communities tended to view the idea of a fatal, sexually 
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transmitted disease with skepticism, suspecting another government ploy to deny them sexual 

liberation” (Smith & Siplon, 2006, p. 12). Deep denial about the transmission of HIV through 

sexual contact set in among members of the gay community, stoked in part by influential and 

wealthy owners of gay bars, clubs and bathhouses. These wealthy business owners were afraid of 

losing customers and the profits generated from their lucrative establishments (Smith & Siplon, 

2006). These profit-driven establishments that were often owned and operated by LGBT 

business people were contributing to the spread of HIV/AIDS within the gay community and 

were examples of internalized structural violence against sexually active gay men. Sexual 

freedom, “the concomitant sexual freedom of the times in general and of gay liberation in 

particular, created conditions that permitted the epidemic to spread silently for years” (Killen, 

2008, p. 99). Despite the setbacks caused by the denial of AIDS as a sexually transmitted 

disease, AIDS activism challenged the scientific and medical-research establishment to develop 

drugs and treatments for people with AIDS. 

AIDS activism was made possible by mobilizing structures of dense networks among gay 

men in major cities (Smith & Siplon, 2006). The initial wave of organizing focused on recruiting 

volunteers to provide emergency assistance in the form of hot meals, psychological support, pain 

management, household help, and simple companionship. In some cases, volunteers were the 

only people willing to help people with AIDS. Initial fears about the possibility of transmission 

through casual contact led some health and service providers to abandon their professionalism 

and refuse to treat patients with the disease—thus, creating an even greater need for caring and 

compassionate volunteers (Smith & Siplon, 2006). In 1981, the Boston-based AIDS Action 

Committee of Massachusetts, along with the San Francisco AIDS Foundation, were the first 

ASOs in the United States “to introduce ‘buddy’ programs which matched a healthy volunteer 
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with a sick client” (Smith & Siplon, 2006, p. 16). In some cases, volunteers were HIV positive 

themselves, who were not gravely ill at the time. Often the volunteers were friends and partners 

and the “worried well” who saw themselves as vulnerable to AIDS (Smith & Siplon, 2006, p. 

15). As one volunteer explained: 

I was surrounded by death and dying. AIDS volunteerism was central to the physical and 

social survival of the community, and I needed to do something responsible and find an 

outlet for my rage. People were being abandoned, friends were dying, and their pain was 

being discounted. Little did I know that volunteering and being with people with AIDS 

would give me a chance to do something rewarding, useful, and politically significant, all 

at the same time (Smith & Siplon, 2006, p. 16). 

This volunteer indicated that he found meaning in the caregiving he provided for people living 

with HIV/AIDS. Physician and medical anthropologist Arthur Kleinman describes how 

caregiving extends beyond medicine in the context of caring for his own wife with Alzheimer’s 

disease: 

[C]aregiving, I learned, was about not only triage and tinkering with medication, but also 

being taken up in the mundane, burdensome, yet meaning-infused practices of assisting 

with activities of daily living—bathing, toileting, feeding, ambulating—as much as 

protecting, supporting, and just being there. Mundane practices created and sustained 

meaning, not the other way around (Kleinman, 2013, p. 1377). 

In another article, Arthur Kleinman offers the view that effective caregiving arises from the 

interpersonal relationship between physician and patient and then spreads to broader networks—

thus producing a global impact through the creation of advocacy, citing specifically the success 
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of Partners In Health, a non-government organization that offers wrap-around health services 

similar to those offered by an ASO. 

[W]hat lessons can be learned from these successes in global health that can be translated 

into ordinary health care in your country and mine? In my view their success turns on 

four factors that are of relevance: 1) they have criticized the status quo of local worlds at 

home and abroad, demanding social justice and public service; 2) they have modeled a 

form of collective caregiving based on caregiving of individuals in great distress and 

generalized to the population level; 3) they have mobilized young men and women, the 

media, the funding agencies, and governments to contribute to local programs; and 4) 

they have drawn on critical self-reflection and the anti-heroic in those worlds to recruit 

local leaders (Kleinman, 2010, p. 107). 

The HIV/AIDS movement comprised individuals acting as caregivers for those with the disease 

who then joined forces and formed activist groups to advocate for better treatment for the whole 

population affected by the disease. 

As the number of deaths from AIDS increased exponentially within the gay community, 

alarmed HIV/AIDS activists demanded more government funding for research and development 

of new, affordable treatments (Smith & Siplon, 2006). On March 24, 1987, the first public 

protest organized by the AIDS Network, later renamed AIDS Coalition to Unleash Power (ACT 

UP), was held on Wall Street; the flyer for that demonstration announced: 

NO MORE BUSINESS AS USUAL! Come to Wall Street in front of Trinity Church for 

a MASSIVE AIDS DEMONSTRATION to demand immediate release by the Federal 

Food & Drug Administration of drugs that might help save our lives. . . .Come protest 
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together. . . . AIDS IS EVERYDODY’S BUSINESS NOW (Smith & Siplon, 2006, p. 

24). 

The inaugural rally on Wall Street set the precedent for a confrontational and defiant expression 

of activism. The activists refused to request public demonstration permits through required 

bureaucratic channels, and, as a result, police responded by immediately barricading the 

demonstration and limiting its movement (Smith & Siplon, 2006). The Wall Street protest 

resulted in news media coverage of “homosexuals being handcuffed and dragged into police 

custody” as they demonstrated against the institutionalized corporate greed limiting the 

development of and access to effective and affordable HIV/AIDS treatments (Smith & Siplon, 

2006, p. 25). AIDS activism adopted the methods of non-violent civil disobedience, breaking 

laws to draw attention to a larger injustice in society—tactics similar to those used by Martin 

Luther King, Jr. and the 1960’s U.S. Civil Rights movement (Smith & Siplon, 2006). 

AIDS activism demanding effective treatments and access to drugs—both severely 

limited by inadequate research investment and development—led to the October 1987 National 

Lesbian and Gay March on Washington. This march featured the unfolding of the full AIDS 

Memorial Quilt on the National Mall (Perry, 1990). The AIDS Memorial Quilt had thousands of 

panels; and each piece, displaying the name of someone who had died of AIDS, was creatively 

and tenderly sewed together by family and loved ones (Perry, 1990). Leaflets distributed to 

viewers of the quilt reflected the anger and grief that had driven diverse, non-partisan groups to 

protest and demand action to end the AIDS crisis. All these sentiments were reflected in the 

leaflets: 
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These people have died of a virus. But they have been killed by our government’s neglect 

and inaction. . . . Before this Quilt grows any larger, turn your grief into anger. TURN 

THE POWER OF THE QUILT INTO ACTION (Smith & Siplon, 2006, p. 25). 

ACT UP took action organizing protests and other forms of advocacy. “Spurred forward 

by the indifference of government and the biomedical research establishment to the rights and 

welfare of gay people, the group ACT UP led the charge for change in the way the political and 

government institutions addressed the epidemic” (Killen, 2008, p. 100). ACT UP initially 

focused on expediting the development of promising experimental AIDS therapies and 

increasing access to clinical trials (Killen, 2008). These activists were successful in bringing 

about “a shift in attitude about access to and regulation of experimental drugs for life-threatening 

diseases” (Killen, 2008, p. 101). Activists also pushed early new drugs through the clinical 

pipeline, a process known as “the parallel track policy and accelerated approval” (Killen, 2008, 

p. 101). 

Although AIDS activism originated in the gay community, activists also advocated for 

other underserved populations, including women and people of color. Killen explains that 

“[a]ccess to promising experimental therapies also included demands for fair and equitable 

access to clinical trials by all individuals affected by the epidemic, including women and 

minorities” (Killen, 2008, p. 101). Activists spearheaded the first national conference on women 

and HIV in 1990, which led to funding for a national, multi-center cohort study of women with 

HIV and to more specific clinical and basic research addressing pathogenesis, prevention, and 

care of HIV infection in women (Killen, 2008). The rise of this inclusive agenda brought about 

more openness in the decision-making process by including HIV/AIDS activists and people 
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living with HIV in what had been, up until then, the sole purview of research scientists and high-

level government policy makers and bureaucrats (Killen, 2008). 

The community has become directly involved in sponsored clinical HIV/AIDS research 

programs, formal and informal HIV/AIDS advisory bodies of the NIH, and scientific meetings, 

programs and workshops (Killen, 2008). HIV/AIDS activists have established credibility by 

studying and understanding the science and speaking with scientists in scientific terms. In fact, 

throughout the epidemic, people with HIV/AIDS and members of the AIDS movement educated 

themselves in the science and medicine of immunology, virology and epidemiology (Epstein, 

1996). Activists have also become involved in the process of academic review for scientific 

publication and dissemination of HIV/AIDS-related research. As a result of these efforts, peer-

review and award of HIV-related grant applications has been expedited, and a more “streamlined 

and less cumbersome process” for getting the latest treatments and scientific understanding of 

HIV/AIDS to patients and the public has been put in place (Killen, 2008, p. 107). 

AIDS activism has been a highly successful test of the partnership between community 

and science created by activists’ initiatives ("The end of AIDS?", 2011). Because of AIDS 

activism, hearing the voice of the community and including different perspectives and concerns 

have become a more important consideration during the process of scientific investigation 

(Killen, 2008). Moreover, these considerations hold true not only for HIV/AIDS research, but 

also for other global health care delivery initiatives where research is enhanced by effective 

community engagement and partnership (Killen, 2008). 

One of the greatest enduring legacies of the HIV/AIDS epidemic for research ethics has 

been the partnership of activists and the community at large in public health, medical research 
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and other scientific fields of study impacting the health of individuals and the community 

(Killen, 2008). This integration of activists with the larger community and their joint 

involvement in the scientific process has resulted in a greater awareness of the political, cultural 

and social determinants of health and how they impact scientific studies. This partnership goes 

beyond just AIDS and has impacted global health care delivery in diverse fields (Killen, 2008). 

 

AIDS activists, free-market capitalist systems and economic inequalities 

As AIDS activists were helping to advance the development of HIV/AIDS treatment, 

they turned their attention to how treatment was distributed and began to advocate. Activists 

lobbied both governments and multinational pharmaceutical companies demanding treatment for 

all those affected by HIV/AIDS, regardless of their ability to pay ("The end of AIDS?", 2011). In 

one instance, AIDS activists took over the corporate headquarters of U.S. pharmaceutical giant 

Burroughs-Wellcome and used steel plates and rivets to seal themselves in the company’s 

executive offices for eighteen hours until authorities arrived with blowtorches: this action was 

taken in response to the exorbitant prices Burroughs-Wellcome charged AIDS patients for the 

drug AZT (Smith & Siplon, 2006). Several days after the siege, Burroughs-Wellcome cut the 

price for AZT by twenty percent (Smith & Siplon, 2006). 

The economic inequality AIDS activists were protesting represents an example of what 

economist Thomas Piketty argues is a key feature of capitalism—one which can only be reversed 

through state interventions and progressive tax-redistribution policies (Piketty, 2014). Piketty 
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believes that gross wealth inequality threatens the democratic order, the principles of free society 

and liberty itself. He argues for reform of the capitalist model5. 

AIDS activists’ efforts shed light on the fact that the free-market capitalist system 

approach to drug development and distribution prevented access to life-saving HIV antiretroviral 

drugs for the poor and uninsured (Smith & Siplon, 2006). While pharmaceutical companies 

argued that the costs of the drugs were too high to offer the treatment widely in low-resource 

settings, the HIV/AIDS movement demanded treatment as an issue of social justice and humane 

practice. 

Physician and medical anthropologist Salmaan Keshavjee advocates for equity agendas to 

ensure health care access for all. In his 2014 book Blind Spot: How Neoliberalism Infiltrated 

Global Health, Keshavjee decries the neoliberal movement’s focus on privatization of health 

care in impoverished and resource limited settings6. Keshavjee’s detailed study of a neo-liberal 

market-driven revolving drug fund program revealed that ideology had replaced common sense 

and data-driven scientific analysis—in his words “dogma had replaced data” (Keshavjee, 2014, 

p. 17). He warns that the dangers of neoliberal blindness and dogmatic ideology can crush 

fundamental human rights: 

                                                           
5 Piketty bases his argument on a formula that relates the rate of return on capital (r) to the rate of economic growth 

(g), where r includes profits, dividends, interest, rents and other income from capital; and g is measured in income or 

output from labor. He argues that when the rate of growth g is low, wealth tends to accumulate more quickly from 

return on capital r than from g labor and tends to accumulate more among the top decile and centile, increasing 

inequality. Thus the fundamental force for divergence and greater wealth inequality can be summed in the inequality 

r>g (Steven Pearlstein, 2014). 
6 Neo-liberal proponents implemented policy directives to convert former Soviet states into free market economies, 

and then ignored the rising death-toll and suffering caused by their neoliberal policies, in spite of overwhelming data 

and evidence that the impoverished people of the former Soviet state of Tajikistan could not make co-payments for 

life-saving drugs because they had no money to participate in a free market economy (Keshavjee, 2014, p. 59). 
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Today, we have to be more vigilant than ever. As we think about global health care 

delivery, we must put those components that fall into realms of neoliberal programmatic 

blindness—those elements that are not simply about profit and loss but about social 

cohesion, equity, and a just society—at the forefront of decision making (Keshavjee, 

2014, p. 17). 

Capitalists may argue that Adam Smith’s concept of the invisible hand of a free market 

system must prevail in the pricing of pharmaceuticals (Jones, 2012). Such arguments, in fact, run 

contrary to the free-market capitalist system which Adam Smith, the Scottish economist, pioneer 

of political economy and a key figure during the Scottish Enlightenment era, described in his 

seminal treatise The Wealth of Nations (Smith, 1776). Neoliberal capitalists often cite Smith as 

the ultimate authority for justifying exorbitant corporate profits, minimal taxes and limited 

government intervention in free-market capitalist systems. Review of Smith’s Wealth of Nations, 

however, indicates that the philosopher and pioneer of political economy would likely have 

condemned the excessive corporate greed of big corporate pharmaceutical companies; in fact, he 

would go so far as to judge such avarice as immoral. In The Wealth of Nations, Adam Smith 

writes: 

[A]ll for ourselves, and nothing for other people, seems, in every age of the world, to 

have been the vile maxim of the masters of mankind (Smith, 1776, p. 347). 

While AIDS activists and pharmaceutical companies endured an uneasy relationship 

characterized by fear and mistrust, ultimately, both needed each other as indicated in this quote: 

Indeed, there was even a love-hate symbiosis between the pharmaceutical companies and 

people with HIV, with each side both needing and fearing the other, either as the main 
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producers or consumers of medications. Once government AIDS Drug Assistance 

Programs (ADAPs) were created in 1990 to provide wide-ranging access to medications, 

even tensions over domestic pricing became less acute (Smith & Siplon, 2006, p. 35). 

ADAPs, an example of government investment designed to provide access to drugs and 

treatment for HIV, created outcomes which were mutually beneficial for both HIV/AIDS 

patients, AIDS activists and pharmaceutical companies. This government investment in a public-

private sector partnership is a model of how tax-funded, redistributive policies can benefit both 

public-health initiatives and society-at-large while operating in a free-market, capitalist system. 

The government investment serves the dual purpose of curbing economic disparities while 

strengthening health care systems and making available access to care and medicines. 

Economist Thomas Piketty also sees a place for redistribution of wealth in capitalist 

societies. Piketty’s extensive economic analysis of wealth disparities and inequalities indicates 

that government investment in public-sector projects and redistribution of wealth using a 

reasonable taxing policy does not threaten capitalism. In fact, Piketty argues that such tax 

redistribution helps promote stable, democratic states where free-market capitalism can thrive: 

when health, education, and infrastructure are well funded, communities are able to promote 

political stability, sustain economic growth and create jobs (Piketty, 2014). 

Economist Amartya Sen points out that Adam Smith’s The Wealth of Nations presents a 

“sound ethical frame work as critical to the proper functioning of capitalism within society” 

(Keshavjee, 2014, p. 122). Adams Smith’s belief that morally grounded free-market capitalist 

systems must protect economic social justice for all people is reflected in his later work, The 

Theory of Moral Sentiments where he writes: 
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While prudence was of all virtues that which is most helpful to the individual. . . 

humanity, justice, generosity, and public spirit are the qualities most useful to others (A. 

Smith, 1982a, p. 190). 

In fact, Smith defended public services like free education and poverty relief (Keshavjee, 2014). 

In Wealth of Nations, Smith expressed concern about the inequality and poverty that might 

remain in an otherwise successful market economy and even supported regulation and oversight 

to prevent this: 

When the regulation, therefore, is in favour of the workmen, it is always just and 

equitable; but it is sometimes otherwise when in favour of the masters (A. Smith, 1982b, 

p. 246). 

The economic and political rationales for reasonable redistributive taxing policy, while 

compelling, are secondary to the even more fundamental cornerstones that form the bedrock of 

any free and democratic society: liberty, human rights and social justice. When profits and 

wealth for the rich are placed above basic human needs such as food, access to health care and 

medicines, education, and stable employment for the masses, then such an economy 

compromises the dignity and sanctity of human beings. In fact, where the dignity of human 

beings is superseded by competition under the laws of supply and demand, we find the same 

“vile maxim of the masters of mankind” Adam Smith identified in 1776: grotesque wealth 

disparities. The pernicious mentality Smith describes in Wealth of Nations, “[A]ll for ourselves, 

and nothing for other people,” dehumanizes the poor as somehow not deserving or worthy to live 

a decent life. The American novelist, cultural critic and environmental activist Wendell Berry 

wrote: 
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Rats and roaches live by competition under the laws of supply and demand; it is the 

privilege of human beings to live under the laws of justice and mercy (Wendell Berry 

quoted by Farmer, P.; Kleinman, A.; Kim, J. Y.; Basilico, M., 2013, p. 421). 

 

Leadership strategies of ASO leaders and HIV/AIDS activist leaders 

Leaders in the HIV/AIDS movement rejected the dichotomy of “leader versus 

follower”—a dynamic that is characteristic of more traditional, authoritative, top-down 

management leadership. Instead, the diverse people and communities comprising the leadership 

of the ASOs have formed fluid leadership teams in which work is organized and assigned 

according to a continuum of authority. People may, in fact, function as “leader” or “follower” 

based on membership in a particular group or based on the immediate action or project the group 

seeks to advance or the shared political objective the group seeks to further and implement 

(Burns, 1978). Characteristically, the ASO leaders and activists in this study were committed to 

ending the HIV/AIDS crisis in New England using democratic, direct action. 

In the early 1980’s, the activist group ACT UP developed a leadership model that 

fostered democratic, open-group, direct action and participation by diverse stakeholders 

impacted by the AIDS crisis (Smith & Siplon, 2006). ACT UP’s commitment to radical 

democratic practices and full decentralization “was pervasive indeed, the group had no president, 

no officers, and no paid staff, and all final authority rested with votes from the floor of each 

meeting with every member a leader” (Smith & Siplon, 2006, p. 26-27). 

This leadership model welcomes to the table all members and stakeholders and 

encourages each one to participate in the decision-making process. The American historian, 



35 

 

political scientist and authority on leadership studies James McGregor Burns has described this 

kind of leadership as “transformational” because it is driven by the wants and needs of the people 

and because it always brings about expanding opportunities (Burns, 2003). According to Burns, 

effective leadership inspires in people “the confidence, competence, freedom, and resources to 

act on their own judgments and entails a distinct set of moral understanding and commitments” 

to shared objectives (Burns, 2003, p. 184). This study concurs that past and present leaders in the 

HIV/AIDS movement demonstrate transformational leadership because they encourage people to 

create and participate, express their views and feelings and ultimately become leaders 

themselves. 

Psychologist Daniel Goleman also argues the importance of an inclusive leadership style, 

suggesting that effective leaders possess an innate attribute he terms emotional intelligence 

(Goleman, 2002). Goleman asserts that leaders with emotional intelligence are effective because 

their leadership is “emotionally compelling” (Goleman, 2002, p. 5). Goleman views effective 

leadership as a primal, evolutionary phenomenon in human communities and interactions 

(Goleman, 2002). According to Goleman, “great leadership works through our emotions, the 

emotions of both leaders and followers” (Goleman, 2002, p. 3). Goleman discusses concepts 

from neuroscience, in particular the open-loop limbic system (Goleman, 2002), a set of structures 

located in the human brain that support, among other functions, emotion, behavior and 

motivation (Princeton Review, 2003). Goleman explains that because organizations are made up 

of people with open-loop limbic systems, “both negative and positive emotions spread from one 

human to another much like a cold in a day-care facility” (Goleman, 2002, p. 7). 

Emotionally intelligent leaders encourage others in their organizations and create what 

Goleman has called resonance (Goleman, 2002), the human analog of synchronous vibration 
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which occurs when two people are on the same wave-length emotionally—when they feel in 

sync (Goleman, 2002). The leaders in the HIV/AIDS movement and the leaders who participated 

in this study were able to drive emotions in a positive direction, and this ability fostered 

community engagement by reinforcing positively-charged emotional interactions. Resonance, a 

key component of emotional intelligence, has been described as a “more basic or primal method” 

of engaging others (Mazzone, 2014, p. 45). 

In 2016, Massachusetts became one of the first states in the U.S. to embark on a state-

wide revolutionary public health campaign called “Getting to Zero,” focused on the disparities in 

health outcomes and the high rate of HIV infection in the LGBT, ethnic minority, and other 

socially marginalized communities (AIDS Action Committee, 2016). This new initiative, 

spearheaded by the Commonwealth of Massachusetts Bureau of Infectious Disease, Community 

Research Initiative of New England, Fenway Health7, and AIDS Action Committee of 

Massachusetts, a Boston based ASO serving the New England six state region and one of the 

first ASOs to respond to the HIV/AIDS crisis in the early 1980’s, confirmed that one out of six 

gay men and one out of two African-American gay men and one out of four Latino gay men will 

be infected with HIV over the course of their lives (AIDS Action Committee, 2016), (CDC 

Atlanta, 2016). Today, HIV continues to be a public health crisis in New England, and these 

health care delivery leaders, policymakers and human rights activists seek to arrest any further 

incidence of HIV infection in the Commonwealth of Massachusetts and beyond.  

                                                           
7 Fenway Health was the organization to diagnose the first case of AIDS in New England in 1981 (n.d.). Retrieved 

from http://fenwayhealth/about/history. 
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2. Methods and data 

2.1 Setting 

Boston, Massachusetts was chosen as the setting for this study because of its history in 

addressing the HIV/AIDS crisis. As noted in the introduction, for more than 35 years, Boston’s 

well-established ASOs have served those people living with HIV/AIDS who need care. The eight 

organizations included in this study represent a diverse cross-section of all 26 federal, state and 

non-profit ASOs serving HIV-positive people in the six New England states (Connecticut, 

Maine, Massachusetts, New Hampshire, Rhode Island, Vermont) through services described in 

the introduction ("United States HIV/AIDS Organizations", 2016). The ASOs all have annual 

operating budgets greater than $5,000,000 and receive funding from multiple sources, including 

the government, grants, charitable trusts, philanthropic donations and private sector support. 

Boston-based ASO leaders were purposively selected to participate in the study. We 

selected leaders who served in positions that had impact at the national, regional, and state level. 

None of the ASO leaders at the time of this writing were working for international HIV/AIDS 

organizations or with projects serving people living with HIV outside the United States. The 

geographic leadership distribution of work and policy making represented by the twenty leaders 

recruited and enrolled in this study is as follows: leaders who worked at national level project 

and policy making impacting all 50 U.S. states (n=3), leaders who worked at the regional level 

that impacted the six New England states (n=13), leaders whose work was limited to the 

Commonwealth of Massachusetts (n=4). 
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2.2 Study Approval 

All study protocols, procedures and survey instruments were approved by the Harvard 

Longwood Medical Area Office of Human Research Administration and formally presented to 

the Harvard Medical School Institutional Review Board for the faculty of Medicine to ensure 

that the study protected the anonymity and confidentiality of participants. In all locations, all 

reasonable precautions were taken to ensure confidentiality. 

2.3 Study Participants 

Participants were purposively selected from among those who met the broad inclusion 

criteria: specifically, people who possessed leadership experience providing direct services to 

people living with HIV and/or had experience designing HIV/AIDS policies which impact direct 

services at the national, regional, state, local or ASO level. HIV/AIDS direct service initiatives 

were defined as any project or policy which, when fully implemented, served or directly 

impacted at least 1,000 people living with HIV in the six-state New England regional areas. 

Study participants were purposively selected for adequate representation from gender and 

racial/ethnic groups to reflect the diversity of the ASO leaders. The sampling methods created a 

diverse pool of participants for this study. For example, some of the leaders in this study 

identified as LGBT while others were heterosexual. Participants’ ages ranged from late twenties 

to late sixties. The collected demographics of those twenty leaders recruited and enrolled in this 

study are as follows: gender: female (n=10), male (n=10); race: African-American (n=5), Asian 

(n=1), Latino/a (n=6), White (n=8). While the leaders’ HIV sero-status was not explicitly 

requested during individual interviews or focus-group discussions, some of the leaders wanted to 
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self-disclose their HIV-positive status and discussed how their status impacted their lives, work 

and leadership. 

 

Figure 3. Racial/ethnic background of study participants. This figure shows the racial and ethnic 

background of the 20 leaders who participated in the study. 

 

All participants selected had a successful leadership track record spearheading HIV/AIDS 

direct service initiatives or policy-making, and had held a significant leadership role in these 

efforts. For this study, a successful leadership track record was defined as one that demonstrated 

that the participant had taken part in managing projects and/or policies from conception to 

implementation, and the participants held significant leadership roles in an HIV/AIDS direct-care 

initiative impacting a socially complex and/or resource-limited community. A successful 

leadership track record was characterized by projects or policies that sustained community and 

stakeholder support. Significant leadership role was used to describe leaders who spearheaded, 

managed or coordinated others—including other leaders—in the creation, organization and 

implementation of sustained HIV/AIDS direct-service initiatives benefiting people living with 

HIV. 
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In this study, sustained services were defined as the uninterrupted access and availability 

of services and programs by HIV-positive clients who utilized those services offered at the 

ASOs. For example, hot nutritious meal programs for people living with HIV have been 

sustained continually for more than thirty years at one ASO represented in this study and today 

are regularly accessed by HIV-positive clients. Other long-term, sustained and uninterrupted 

programs offered at the ASOs in this study included housing assistance, mental health and 

support groups for LGBT, women and minority populations. These services have been 

continually utilized by people living with HIV for fifteen years or longer. Over the last five to 

seven years, ASO staffs have implemented new programs to respond to the opioid crisis as the 

need to treat and support HIV-positive injection drug users continues to rise in New England. 

Funding for sustained services and programs for people living with HIV has been 

important to long term sustainability. More importantly, however, sustainable projects and 

programs characteristic of the ASOs in this study have been driven by the needs of the HIV-

positive communities of New England. The effectiveness of the ASO leaders hinged on their 

ability to respond to the changing HIV epidemic by reshaping services to meet the needs of 

people living with HIV whom they serve and leveraging fiscal resources to fund those programs. 

For this study we purposively selected leaders who demonstrated abilities to sustain and manage 

necessary programs by engaging HIV-positive clients and creating uninterrupted access to 

programs that respond to the changing demographics and health care needs of individuals 

infected with the virus. 

We selected participants who had leadership expertise or general global health care 

delivery practice serving seven HIV/AIDS population clusters. These seven population clusters 

of people living with HIV served by the ASO leaders in this study are shown in Table 1. Leaders 
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often served more than one population, but they had specific expertise in addressing issues 

affecting these seven population clusters. 

 

HIV-positive population the leader focused on Number of leaders in study who 

focused on this population 

LGBT population             4 

                 Injection drug users             3 

                Male prison inmates             1 

                    Homeless people             2 

                       Mentally-ill              2 

                           Women             4 

         African American and Latinos             4 

                               Total            20 

Table 1. Seven population clusters of HIV-positive communities served by study participants. This 

figure shows the seven HIV-positive population clusters served by the 20 leaders who participated in the 

study. 

 

The leaders who participated in this study served many intersecting marginalized 

communities including people from diverse racial and ethnic minorities living with HIV, LGBT, 

injection drug users, mentally ill people and men living with HIV who were incarcerated. Many 

of the study participants had leadership expertise that often included serving more than one 

population cluster or in some cases multiple overlapping clusters of HIV-positive communities 

or individuals. 

Taking these selection criteria into account, twenty leaders known professionally to this 

author were selected to participate in focus groups or to undergo individual interviews as noted 

in Table 2. 
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Type of qualitative instrument  Number of participants 

Individual Interviews 5 

Focus group discussions 15 

Total number of study participants 20 

Table 2. Participants in interviews and focus groups. 

The student Principal Investigator (PI) met with each participant prior to enrollment to 

explain the purpose of the study. After meeting with the student PI, those leaders who met the 

study-eligibility criteria were invited by email to participate in either an individual interview or 

in a focus group discussion interview. Written informed consent was obtained from all study 

participants. 

2.4 Data Collection Instruments 

 

Two survey instruments were used to collect qualitative data: 1) an individual interview 

guide (Appendix 1); and 2) a focus-group discussion guide (Appendix 2). The individual 

interview guide for this study was developed to capture data about the factors informing each 

leader’s decision-making processes. The interview guide was designed with probes allowing the 

interviewer to follow up on responses. The interviews included questions covering personal 

characteristics, engagement strategies, and leadership attributes. The focus-group discussion 

guide for this study was developed to capture data through discussion among participants to 

better understand how leadership teams engaged the community and other stakeholders. Both 

survey instruments were piloted and reviewed by working professionals or full-time Harvard 

Medical School graduate students. 
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General and specific topics were covered in both the qualitative individual interviews and 

in the focus-group discussions. Each participant was only interviewed once, either in a focus 

group or in an individual interview. There were no follow-up focus groups or individual 

interviews. 

During the focus group discussions, the student PI, David M. Brown, J.D. accompanied 

by one of the research team co-investigators, Christina T. Lively, M. Ed., explained to focus 

group participants that the research team was particularly interested in how their decisions, 

actions and ideas increased access to health care and direct services for people living with HIV in 

the regional areas they served. The research team explained to the participants that the team 

wanted to learn more about and better understand the leaders’ ideas and individual leadership 

strategies for successful community engagement and project implementation. The research team 

encouraged the participants to tell a story about their work and experiences and about how the 

leaders handled challenges and overcame obstacles. 

The both individual and focus group interview guides addressed general questions and 

themes while the probes requested more explicit details and explanations. The student PI and co-

investigator utilized mirror-back language and body language to demonstrate interest in what the 

participants were saying. Both the individual interviews and the focus-group discussions were 

audio-recorded and transcribed for analysis. Confidential identification numbers and codes were 

used to conceal the identity of participants and ensure that their statements, as transcribed in the 

qualitative data sets, could not be linked to their identity. Focus groups were facilitated by the 

student PI, David M. Brown, J.D. and research team co-investigator, Christina T. Lively, M.Ed. 

The student PI moderated and conducted all focus groups, and the co-investigator took notes 

detailing her observations of the participant’s facial expressions and body language.  
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2.4.1 Individual Interviews  

 

Individual interviews with leaders were conducted at their respective offices, and ranged 

in duration from 50-60 minutes. All individual interviews were conducted solely by the student 

PI, David M. Brown, J.D. and were audio-recorded and transcribed for analysis. Confidential 

identification numbers and codes were used to conceal the identity of participants and ensure that 

their statements, as transcribed in the qualitative data sets, could not be linked to their identity. 

Five general areas were investigated: 1) how these leaders approached problem-solving; 2) how 

they adapted their thinking to respond to unexpected challenges; 3) how they pursued 

fundraising opportunities when cuts in funding or changing fiscal conditions impacted 

operations; 4) how they were able to engage stakeholders effectively; and 5) how they managed 

stakeholders’ conflicting expectations. 

2.4.2 Focus Groups 

 

In February and March 2016, two focus groups were conducted by the author-student PI, 

David M. Brown, J.D., and research team co-investigator, Christina T. Lively, M.Ed., at different 

locations in the Boston area. Focus-group discussion interviews lasted between 50-60 minutes. 

Both focus group locations were private to ensure confidentiality. The spaces were intentionally 

arranged so that the leaders could feel comfortable sharing their experiences, thoughts and ideas 

with each other and with the research team. 

The focus-group discussions were structured around five general themes: 1) coping with 

challenges and obstacles; 2) effective leadership strategies; 3) experience with community 

engagement; 4) management of interpersonal dynamics between various stakeholders while 
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continuing to work toward shared goals and objectives; 5) observations of their own leadership 

experiences. 

All of the leaders in the focus groups were encouraged to share their ideas and opinions 

freely and made to understand that the research team would not collect from them any 

identifiable information and that their responses during the focus group would remain 

anonymous. 

2.5 Data analysis 

  

An inductive, content-focused approach with category construction, comparison and 

interpretation was used to analyze the interview data. First, raw-data transcriptions of all the 

interviews were reviewed in detail. From the raw data, a codebook was constructed using 110 

codes that emerged from the transcripts and were considered relevant to the study research 

questions. The qualitative data codes were then iteratively classified in matrices—including 

labels, definitions and illustrations—with specific examples taken from the transcripts for each 

code. 

Similar codes were grouped into broader categories. Each category was labeled, 

elaborated and illustrated with excerpts from the data. Categories were then examined in iterative 

process and grouped together, linking ideas to form a broader concept. From these concepts, the 

researchers developed arguments about the participants’ leadership experiences and community 

engagement. 

3. Results 

As noted earlier in the discussion of study methods, five interviews and two focus groups 

were conducted, and a total of twenty leaders were spoken to. A number of recurring leadership 

traits were observed and these crossed lines of gender, sexual orientation, race, ethnicity, 
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educational levels and socioeconomic backgrounds. The leaders who participated in this study 

were emotionally expressive, passionate about their work, and obviously respectful of and 

empathetic towards people living with HIV. The interviews and focus groups were lively, 

interesting and, at times emotionally charged. Leaders shared feelings about the uncertainties, 

barriers, stigma, pain and loss many had experienced during their years as part of the HIV/AIDS 

movement. The leaders expressed hope about the future, however, and were especially excited 

about new prevention treatments such as PrEP8 and about next-generation antiretroviral HIV 

medications that promise less toxic side effects and easier adherence regimens. 

While leaders’ individual experience differed, they shared a common cause to fight the 

AIDS epidemic, and also to advocate for the health of the HIV-positive communities they 

served. Effective engagement with the HIV/AIDS community and the desired public health 

outcomes of disease prevention are inextricably linked to “health-promoting” programs and 

policies that support the health and improve the quality of life for people living with HIV. The 

leader quoted below explained how the practice of public health through the “lens” of 

community health promotion yields the disease prevention outcomes that are the ultimate goal of 

public health leaders. 

[W]e’ve really tried to think across the needs of people living with and at risk for HIV 

infection in ways that are not just disease-preventing but health-promoting. And that’s 

always a lens I’ve tried to bring to my work and tried to bring to the public health work I 

do because in so many ways, and appropriately so; public health is about disease 

                                                           
8 PrEP is the abbreviation for Pre-exposure prophylaxis, a new tool for reducing HIV transmission rates in sero-

discordant sex partners using the drug Truvada©, a combined HIV antiretroviral tablet which contains two reverse 

transcriptase inhibitors. 
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prevention. 

- Participant #17, p. 2 lines 86-89. 

Several broad findings emerged from the study. First, by “hearing the voice of the 

people” and “extending the invitation” of co-ownership to community and stakeholders, these 

leaders actively engaged diverse communities and created support for collaborative efforts. This 

engagement helped in achieving consensus in the development and implementation of projects. 

Second, the leaders who participated in this study were culturally aware and could reach across 

cultural divides. They were kind, accepting and non-judgmental of the often-marginalized 

populations they served. Third, these leaders were adaptable individuals who could manage 

stressful and difficult situations, while at the same time they were able to access opportunities 

and manage challenges and overcome barriers faced by HIV-positive clients in accessing health 

care and services. Fourth, ASO leaders in this study were creative strategists who used data and 

scientific research to guide the direct health care services they provided. However, the leaders 

looked beyond data and also used their intuition to figure out solutions, piece together all 

available resources and maximize opportunities to implement successful projects. Fifth, these 

leaders were committed to preparing young people for leadership in the HIV/AIDS movement 

and passing the torch to the next generation of future leaders. Each of these five leadership traits 

are now considered in detail. 

Engaging communities – hearing the voice of the people 

Life as an HIV-positive person is labor intensive and requires a daily effort to maintain 

health and well-being. HIV-positive people must take multiple antiretroviral medications every 

day, often at twelve-hour intervals. HIV-positive people must also complete regular blood draws 

and lab reports to monitor their health and their viral response to the powerful antiretroviral 
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drugs they must take for the rest of their lives. People living with HIV must attend regular 

appointments with doctors, social workers, state agencies providing insurance and medications, 

and with other agents necessary to support their health and lives such as housing and legal 

support. 

While people living with HIV share daily tasks required maintaining their health, they are 

individuals with varied backgrounds and specific needs. The leaders in this study refined the 

engagement process and customized it to fit the needs of individuals and affinity groups and 

engage more effectively diverse communities with widely disparate needs and challenges. To 

effectuate this process, leaders in this study routinely involved various HIV-positive 

communities in focused and personalized processes—a practice they referred to as “tailored 

engagement.” Tailored engagement targets the needs of the individual or of a small group and 

requires that leaders take the time to understand their constituents. Leaders employ tailored 

engagement when they adapt an approach to fit the needs of an individual, sex partners or small 

groups of people. 

One leader quoted below described two examples of tailored engagement. First, the 

leader discussed how doctors and nurses came together to form a small support group for people 

living with HIV who wanted other options besides condoms to prevent the transmission of HIV 

to non-infected sexual partners. The group that emerged from this tailored engagement was a 

“community PrEP group.” Scientific clinical trials have shown that taking the once daily 

Truvada PrEP pill results in a 90% reduction in HIV transmission rates to non-infected sexual 

partners (Hankins, C., Macklin, R., & Warren, 2015). This new approach to HIV-prevention is 

appealing to many sexually active people who are unable to use condoms effectively or 

consistently every time they have sex. PrEP has opened new engagement opportunities for 
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preventing the transmission of HIV in communities that are disproportionately burdened by high 

HIV-transmission rates. 

The second example of tailored engagement the leader discussed was the creation of a 

“drug-user health community.” Within the ASO, the drug-user health community group targets 

HIV-positive, recreational drug users who are facing substance-abuse and opioid-heroin 

addictions. This drug-user health community group was specifically focused on supporting HIV-

positive drug users and helping them cope with the challenges they face. This leader described 

the evolution of this engagement process from a “macro-level”—that is, a general, broad, 

population-wide general approach—down to a “micro-level”, or more refined and targeted 

engagement process which focused on small groups of partnered, sero-discordant couples and 

other individuals facing unique challenges or barriers. During the interview, this leader described 

the process of tailored engagement and how the process has changed over time: 

What we are doing as an example of this [tailored engagement] is we started a 

community PrEP led by a group of physicians and nurse providers. We started a drug 

user health community; we are going out to community and asking them questions. It’s 

about that individual, small group, much more focused and more personal. That has 

changed a lot. We thought initially at the “macro-level” and now we are looking at the 

“micro-level.” Really educating ourselves and going out and refocusing our efforts. 

Going back to them [people living with HIV] and asking them “how we can engage 

you?” “What’s important to you?” All those are changes that have happened along the 

way. 

- Participant #09, p. 3 lines 117-123. 
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The leader above indicated that successful community engagement is a process during which 

observed outcomes and revaluated engagement strategies evolve over time, as the leader tries to 

adapt their approach to accommodate the changing needs of the HIV community. 

Another leader described how PrEP had opened up new options for sero-discordant 

heterosexual couples who wanted to have children together safely while protecting the sero-

negative partner from HIV infection. The leader pointed out that “my role is to facilitate the 

health and well-being of HIV-positive individuals.” This leader used tailored engagement to 

reach and support HIV sero-discordant heterosexual couples who wished to start a family. The 

leader discussed the “unique experience” he and his wife lived through when they started their 

family and became the parents of twin daughters: 

I have twin daughters. My wife and I went through a unique experience. Some people 

would tell us “What do you mean ‘have kids’?” and some would say “Why would you 

ever consider having a child? What are you going to do when you die?” How can you 

figure all this out, keep people safe and make sure HIV-positive people know this 

information and that we can do all these things …my role is to facilitate the health and 

wellbeing of HIV-positive individuals. 

- Participant #13, p. 8, lines 377-384. 

Tailored engagement requires attention to both the message and the way that message is 

heard by the targeted community. The leader quoted below observed that “it takes time to talk to 

the program participants and learn from them”: this remark implies that leaders need to approach 

constituents with respect and humility so that leaders can learn from their constituents. This 

leader pointed out that “it takes time to tailor the message to groups and individuals,” but added 
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the observation that these well-tailored messages were more likely to resonate with the 

community and result in more effective engagement. 

Another key to successful engagement is taking the time to tailor the message, based on 

age, gender, ethnicity, sexual orientation; that is one of the things that I have seen that is 

working in this area. It takes time to talk to the program participants and learn from 

them and target the message to what they want to hear, not just for women, for any other 

group, we need to target what we say. 

- Participant #10, p. 3 lines 136-139. 

Another leader described the idea of tailored engagement as “holding hands” and offering 

HIV-positive constituents “a personal invitation.” This leader believed that the dynamics of the 

process have changed: the development, group consensus and implementation of projects have 

evolved into a more personal and individual form of engagement that requires that the leader 

explain to the community, “We need your help and here’s why.” Here again is another example 

of a leader who respects the community’s decision-making capacity, who reaches out to 

individuals in the community with humility and who eschews the practice of top-down edicts. 

The [HIV] movement has changed from “everyone’s got to be at the table” to trying to 

take their hand and offer them a personal invitation. It’s really about the individuals 

holding hands and saying, “We need your help and here’s why.” The whole engagement 

process has become a little more tailored. 

- Participant #09, p. 3 lines 113-115. 

Here, the leader clearly expresses the view that the most effective community engagement treats 

people living with HIV as individuals, rather than as a homogeneous category of HIV-positive 
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people. Elsewhere, other leaders further underscored the value of tailored engagement: they 

noted the many obligations burdening women living with HIV and pointed out how a tailored 

approach can help connect them with care. 

Women living with HIV who are mothers carry many additional responsibilities, and 

these may have been overlooked when, in the past, the HIV/AIDS community was thought to be 

comprised mostly of gay men. One leader quoted below recognized that people living with HIV 

are not monolithic and face a variety of challenges: outreach, consequently, must be expanded 

beyond “just white male options.” This leader demonstrates an acute awareness of the difficulties 

and time constraints HIV-positive women live with daily and points out how critical it is that 

leaders ask questions about the “best way to engage” women and inquire into “what is the best 

time” in their busy schedules: 

We need to think about not just white male options. For example, women and children, 

women because of their responsibilities in the home are not able to attend meetings in the 

early mornings with doctors or providers. We need to ask ourselves as leaders, what is 

the best time [for women living with HIV] —what the best way to engage folks is. 

- Participant #09, p.3 lines 141-144. 

While many leaders in the study supported the idea of tailored engagement, other leaders pointed 

out the difficulties involved in accommodating the myriad needs, responsibilities and life 

challenges facing diverse HIV-positive populations: 

. . . and how difficult it [continuing HIV treatment] is for [considering] women’s 

responsibilities: being the head of the household, day care for the children. There seems 

to be no magic answer. It really is difficult [to engage women living with HIV]. I was 
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asking the rest of the facilitators, “what can you share with me to help bring more 

women in?” Like to “Chat before dinner” or the “Latina support group”? That [getting 

HIV-positive women to attend these group sessions] is something that we struggle with 

constantly at this agency. 

- Participant #04, p.6 lines 268-272. 

To access direct-care services, women living with HIV must overcome many barriers: 

raw oppression in male-dominated cultures, structural violence such as sexism and pay disparity 

for the work they must do to support their families. One leader who was a woman living with 

HIV belonging to a minority group, discussed how critically necessary it is for leaders to 

understand the way stigma operates to impede access to care for minority persons living with 

HIV: 

Stigma is huge [participant emphasized the word “huge”]. In minority cultures, it’s 

difficult to engage them [people living with HIV] because culturally, there could be no 

one who really knows their [HIV] status outside of the health care setting, to have 

someone to move beyond that is huge. 

- Participant #11, p.2 lines 69-71. 

The same leader elaborated on the necessity of building trust. 

Trying to help people understand why it’s so difficult to get [a minority] community 

involved, culturally you have to build trust. You have to let people know that this isn’t just 

a “one-time deal” that you are reaching out to gain something. When you think of 

politicians: they just want me to vote for them and then they are going to forget about me. 

You have to build that trust. I think sometimes in our culture that is the first way you are 
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received. 

- Participant #11, p. 5 lines 237-241. 

This leader pointed out that when initial contact was made with a community, members 

of that community responded warily, concerned that the leader, much like a politician who might 

only visit during the election season, was not interested in a long-term treatment relationship. 

This leader highlights the essential requirement that the first visit developed into and that leader 

built a lasting relationship on trust. The other leaders in this study were also cognizant of the 

barriers faced by people in New England living with HIV. The remarks quoted above represent 

one leader’s view that effective engagement of minority communities extends beyond simply 

accommodating busy schedules: effective engagement calls for continually building trust among 

HIV-positive individuals served by their ASOs. 

In addition to building trust among people living with HIV served by the ASO, the leader 

below explained how their ASO had developed a long-standing relationship with other ASO 

providers and government agencies that in turn made it possible for their ASO to leverage 

resources for HIV-positive clients they served. The leader indicates that this long-standing 

relationship built trust among the ASOs and allowed them to better advocate for the needs of the 

community they served. The leader described: 

I think one clear example would be the continued relationship with the state, City of 

Boston in maintaining those set aside subsidies. Honestly, 450 housing units throughout 

the state is a huge amount, all for homeless HIV-positive clients . . . I will approach 

somebody at the state and say, “Look it, I could use about four or five additional housing 

units to help relieve my long wait list,” and they know about the existing relationship 
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with [the ASO] has had with the service providers in the HIV/AIDS community and 

Housing Authorities. It’s been so long standing and we have maintained it because of our 

reputation, really. 

- Participant #20, p. 3-4 lines 143-149. 

Indeed, community engagement is not a fixed and inflexible process. In fact, leaders 

engaging diverse communities welcome disagreements, and even arguments, among 

stakeholders, as long as everyone impacted by the outcomes has a voice in the process. The 

remark cited below values the expression of different points of view, and even disagreement 

among stakeholders, as a function of healthy discourse. This leader cautions, however, that care 

must be taken not to exclude any community stakeholders from the decision-making process—

“no matter where you come from.” This pointed specification underscores the leader’s wish to 

hear and entertain all the HIV-positive community stakeholders, regardless of their background 

or education level. 

I think having groups [like this focus group] is great, especially groups that have 

significant responsibility and accountability committing to not having a fixed set agenda 

that is inflexible, being really cautious and careful that you are not excluding anybody. 

So disparity [of opinions among this group] is okay, disagreements are perfectly okay. 

I’ve seen some of the best work come out of arguments and disagreements and that’s all 

right. Letting people know that it is okay to have your voice [heard] no matter where you 

come from. 

- Participant #13, p. 5 lines 212-213. 
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Similarly, another leader pointed out how listening to and understanding opposing points of view 

is strategically helpful in overcoming obstacles and challenges. 

And so, when I’m faced with challenges, I really want to understand “what are the 

people who are supporting the opposing point of view,” or if it’s a different angle on the 

same issue, I want to understand what their perspective is. 

- Participant #17, p. 5 lines 210-212. 

Leaders heard the voices of the people by reaching out to HIV-positive communities. 

These leaders involved the community in program planning. Community involvement in 

planning required the leaders to exercise a willingness to hear others’ voices and to have a sense 

of humility: as one leader noted below, “My greatest ideas are not my own.” Although this leader 

held a high-level position in the ASO, the leader viewed the clients as the experts in their 

situation. Rather than function as an authoritative, top-down leader, this study participant led by 

reaching out to the end-user and implicated clients in program planning so that the programming 

fit their needs. 

I would also say that from a programmatic perspective, developing and implementing 

programming, my greatest successes have not been my ideas; they have been the ideas 

from people in the community. Now in every program I do, I’m sure to include the 

population that I am serving in the planning. Because I don’t know what they need, that 

[including the clients in program design] is necessary to my success as a good leader. 

Not tell people what they need, let them tell you and have you help them get what they 

need. That’s a good leadership tactic. 

- Participant #02, p. 8-9 lines 396-401. 



57 

 

This leader describes a process of developing and implementing successful programs by 

combining community input with the leader’s knowledge and expertise. Inasmuch as the leader 

cannot fully appreciate what the community needs, the community itself must be engaged if 

programs to serve them are to be successfully developed and implemented. The leader described 

this process of linking leadership expertise and community input as a "good leadership tactic.” 

This study concludes that in the ASO context, effective leaders must listen to the people most 

directly affected by their work and leadership—a process that requires both humility and a 

willingness to incorporate feedback from the community. 

While working to invite input from the people they serve, these leaders actively sought to 

include the voices of those who historically had been marginalized and unheard so they could 

create a sense of ownership for everyone. In the comment excerpted below, one leader, speaking 

about the experience of minority women living with HIV, underscored the value of “ownership” 

and a “place at the table”—the impact of “hearing the voices” of those who are marginalized and 

disregarded: 

I mean, for me I think a lot of it has to do with giving someone room at the table, letting 

them know that there is a place for you as well as ownership so they become invested. It’s 

not just something that I’m doing to help someone else… 

- Participant #11, p. 3 lines 128-130. 

When the leader spoke about “room at the table” they indicated that it was more than just 

buy-in. They spoke about how it was about giving all people living with HIV a voice regardless 

of race, gender, ethnicity, sexual orientation, gender identity, and socio-economic position. 

When leaders “made room at the table” they included all those in the community living with HIV 
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in the discussion. The phrase “room at the table” also implied the need for hospitality—

welcoming everyone into the dialogue—so that people could feel a sense of ownership and, as a 

consequence, become invested and engaged. 

Welcoming people allowed the leaders to slowly build trust. In the remark cited below, 

one leader described a career trajectory that involved taking small steps towards a position of 

leadership in the ASO. As a member of a minority community, the leader felt cautious at first. As 

the leader took the first, hesitating steps, s/he re-evaluated his/her position, and describes “being 

received and respected” by his/her peers both at the ASO and in the larger community. The 

leader then referred to a second phase: as s/he progressed, each step forward instilled more 

confidence and trust. Every move forward represented, in the leader’s own words, “another step 

towards breaking down the barriers” in the larger community faced by people in her minority 

group. 

I took one step; I was like “Ok, this isn’t bad. This feels pretty good. I’m being received 

and respected,” so you take that second step. Each step that you take is another step 

towards trust; it’s another step towards breaking down the barriers. 

- Participant #11, p. 5 lines 243-245. 

Making room at the table helped break down gender, racial, ethnic, and economic barriers 

blocking marginalized communities and excluding them from leadership. When HIV-positive 

clients are included in program-planning, trust is developed; improved trust and tailored 

engagement, in turn, increased the likelihood that clients might seek out services at the ASO and, 

as a consequence, improve their health. Study participants were clear on this point: when both 
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the leaders and community members are invited to participate, express themselves, and become, 

ultimately, authentic leaders—that validate the communities they serve. 

An excellent example of this validation of a community is the Massachusetts Prevention 

Planning Group (MPPG), which supports ASOs to integrate services and also provides direct 

care for people living with HIV. From the beginning, the MMPG had a very strong advocacy 

orientation and this high-level state planning group focused on including many stakeholders from 

the community. However, the leaders at the ASOs were more invested in delivering direct patient 

care and services to people living with HIV rather that collaborating with other ASOs as the 

MPPG recommended. The leader quoted below invoked the term “around the same table” and 

indicated resistance between factions who did not want to give up what they perceived was “their 

turf, their territory, their authority.” 

[T]he Massachusetts prevention planning group, the MPPG, had a very solid identity: 

they were very focused on vulnerable populations. So, they were thinking about gay and 

bisexual men and other men who have sex with men; they were thinking about persons 

who were injecting drugs, they were thinking about racial and ethnic minorities, 

women—including trans women and trans men. And they really had a very strong 

advocacy orientation. Then there were the service advisory groups [ASOs], they were 

very invested with the needs of people living with HIV infection. And talking to both of 

those groups and saying that “I wanted them to be around the same table” was at first 

very threatening to them. They were very resistant to it. They didn’t want to give up what 

they perceived was their turf, their territory, their authority their ability to impact and 

influence policies and services. 
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- Participant #17, p. 3 lines 113-121. 

The leader successfully brought these two groups together by “making room at the table” 

for everyone. Trust among the different ASOs and trust between the ASOs and the MPPG grew 

and over time, the different community leaders realized that collaboration would advance their 

cause. The leader’s quote indicates that s/he was patient and never tried to rush or push an 

agenda. The leader’s emphasis on shared goals and positive commonalities improved trust and 

resulted in effective community engagement. 

We got people together in a room! We just kept talking with them over and over and over 

again. Really, it was an investment of time ultimately all these folks were friends; they 

were co-workers, they were community, they all knew each other and cared about each 

other and so getting them to focus on that, and to start to try to trust us and trust each 

other that we could build something better together. But it takes time for people to get 

there, that’s all. People just needed time. 

- Participant #17, p. 3 lines 125-129. 

The leaders in this study remarked that they were also confronted by the complex co-

morbidities of mental illness and substance abuse which often complicates HIV disease 

management: 

What individuals are most challenging? (participant repeats the question). Individuals 

who are struggling with multiple acute needs. We are only one level of care and some 

people need a higher level of care. Those are the individuals suffering from substance 

abuse and/or mental illness. Those are the individuals that we as a team often feel 

stumped by. We struggle with meeting their individual needs. It is by luck that we have 
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three clinicians on staff but we are not a treatment center. We don’t offer counseling for 

those [HIV-positive clients] struggling with a diagnosed or untreated mental health 

[condition] or substance abuse. 

- Participant #02, p. 6 lines 278-284. 

This study found that leaders frequently extended themselves beyond their duties in the 

office or clinic in an effort to address the needs of their HIV-positive clients: they were clearly 

compassionate individuals who cared about the wellbeing of the people they served. The leader 

quoted below tried desperately to reach out to an HIV-positive client who was receiving services 

at his ASO, and also struggling with a severe heroin addiction. The leader’s compassion and 

genuine concern for the client are clearly heard in the observation. Tragically, however, the 

leader’s efforts could not save the client’s life: 

Recently, we just lost a member. This member was going through some really bad 

depression and addictive behavior over the holidays. I was able to help him, hug him and 

give him as much support as possible and refer him to a clinical director, but it was just 

really hard because I’m not a therapist. I don’t have any kind of clinical training . . . I 

had to provide as much support as I could to this person. We lost him [to heroin 

overdose] after the holidays. 

- Participant #07, p. 7 lines 301-310. 

The leaders in this study respected the agency of their HIV-positive clients and allowed 

them to make their own free choices and decisions—even when those choices and decisions 

produced negative consequences for the client’s health and wellbeing. The dilemma faced by 

these leaders is particularly evident when clients are suffering from both HIV and substance 
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abuse. One leader quoted below points out that “there are going to be members and clients that 

will say ‘I don’t want to stop using heroin.’” She goes on to explain: “You have to accept that, 

regardless.” The words “accept” and “be a support system” demonstrate the leader’s willingness 

to accept the client’s freedom of choice—the client’s autonomy must be respected even if the 

client’s decisions run contrary to what the leader believes is in the client’s best interest. People in 

treatment are best served when care is provided on their own terms—not when the leader forces 

a personal agenda on the client or attempts to override the client’s personal decisions. As an 

example of this principle, this leader pointed out that one cannot simply demand that a client 

enter treatment: the client himself must take the lead and make that decision: “They do it in their 

own time.” 

There is a level of stuff that there are going to be members and clients that will say “I 

don’t want to stop using heroin”. You have to accept that, regardless. You have 

conversations with them. “How do you keep going with your medication [HIV meds]?” 

“What systems and supports do we need to get there?” “Are you still eating every day?” 

But you [don’t] go in there and say “you really need to go into treatment”. You can’t 

want nothing (sic) [anything] more for them than they want for themselves. You just have 

to be a support system. Then one day, they might come to you and want to [go into 

treatment]. I worked with a member for almost two years and he finally went to 

treatment. They [HIV-positive clients] do it in their own time. 

- Participant #08, p. 8 lines 370-376. 

ASO leaders were some of the earliest health care providers to notice the now burgeoning 

opioid crisis that today has devastated the lives of many people in New England. Strong ties with 

HIV/AIDS networks linked through effective community engagement alerted one ASO leader to 
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(in the leaders’ words) “a spike in [heroin] overdoses from a community-based organization.” 

The leader explained how their connection with the HIV/AIDS community alerted them to the 

impending opioid crisis. The leader described: 

The first call I got about an overdose, or a spike in overdoses came from a community-

based organization that we had an HIV contract with and it was an old friend who I had 

worked with years ago who was living with HIV but was working as a case manager and 

he said, “[S]even of our clients died this weekend—SEVEN!” and I said, “Of HIV?” 

“NO, of heroin overdoses!” [Emphasis added] And this was like eight years ago, and he 

said back then, “Something is going on.” It was that phone call—that and engaging with 

community that started us looking at the data [fatal heroin overdoses]. 

- Participant #17, p. 6 lines 290-295. 

Another ASO leader working with mentally ill and depressed HIV-positive clients noted 

that she went beyond set hours and office appointments to engage HIV-positive clients in their 

homes or shelters and ask them, “Can I come in, can I talk to you, can we just do this.” This 

leader indicates that engagement required more than simply meeting with clients and processing 

paperwork. Rather, engagement required empathy and caring—reaching out beyond traditional 

boundaries, meeting clients in their suffering and helping each one take those crucial steps out of 

despair: “There is so much more it takes to provide those direct services” effectively and on the 

client’s terms. 

It’s easy to see someone with depression and say “come in and see me,” but it takes more 

than that, so much more than that. It takes someone who is really ready to go and say 

“can I come in, can I talk to you, can we just do this.” There is so much more it takes to 



64 

 

provide those direct services. 

- Participant #03, p. 3 lines 123-125. 

“There also has to be something organic in you that you are a nice person,” observed another 

study participant describing effective engagement: leaders who genuinely express empathy and 

concern—kind people—are also effective leaders. In this leader’s words, being a “kind person” 

is “organic,” an innate trait of effective leaders, and that this character attribute is not usually 

acquired in traditional academic settings or learned by standard teaching methods: 

You can’t study in a book or read like “Oh, this is what this study recommended,” there 

also has to be something organic in you that you are a nice person, you know. And we’re 

all very different personalities [referring to the other participants in the focus group] but 

we’re all nice people! 

- Participant #01, p. 9 lines 412-414. 

The leaders who participated in this study expressed a passion about serving the 

HIV/AIDS community. Their passion transformed their professional work from just a job to a 

calling to serve and help other people. These leaders described a zealous commitment to the 

welfare of people living with HIV. 

I want to do this. I want to be with these people, doctors, nurses. I want to be with these 

people [people dying of AIDS] because they were amazing, extraordinary, and resilient, 

beautiful people. And so, after that, I was hooked. I knew I was going to do AIDS service 

work. I came to Boston, went to [University], got a job at the [hospital] working on the 

women’s infant transmission study interviewing mostly pregnant women who were HIV-

positive about their health care needs. 
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 - Participant #17, p. 2 lines 52-57. 

The same leader shared how they responded to questions asked during their first job interview to 

work at an ASO. The leader’s answers revealed deep commitment and passion, similar to 

comments made by other study participants, which highlight this leader’s calling to serve others 

in the HIV/AIDS community: 

[T]hen he looked at me and said, “You gotta understand how important this work is. You 

gotta be willing to do anything.” He looked at me with this level of intensity, “You gotta 

be willing to do anything for people who need your help. Are you willing to do that?” 

And I was like, “Oh my God, yeah! I’ll do it like twenty-four hours a day—seven days a 

week! Whatever you want from me!” And my career in earnest really started. . .  

- Participant #17, p. 2 lines 61-64. 

While passion played a role in their careers, the study participants also discussed unique 

data-driven approaches to foster accountability and shared responsibility between leaders, the 

community and HIV-positive clients. In this study, several leaders utilized an open-source 

approach to information sharing. Educational opportunities and latest scientific research based on 

epidemiology, pharmacology and HIV pathogenesis were made available to ASO management 

teams, staff and HIV-positive clients receiving direct care services at the ASO. 

Leaders encouraged both staff and HIV-positive clients to study the same medical 

research journals and understand as fully as possible the same data ASO leaders had relied upon 

in the design and implementation of programs and direct care services. As the leader explained 

below, creating mutual accountability facilitated by the free exchange of data and information 

“helps so much” to create an environment where leaders can be challenged by their HIV-positive 
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clients to create better and more responsive programs. The leader explained that such an 

approach to data sharing creates mutual accountability to one another for program design and 

integrity. 

So we create an environment where we have a room full of people that are both users of 

services and providers of HIV care and everyone should have access to this information 

[data] and it helps so much! When I’m talking to somebody about a programming issue 

that they’re not happy about, they also have the information and they can challenge me 

on that and we can provide better direct services as a result. 

- Participant #15, p. 4 lines 163-167. 

This educational process based on an open-source data sharing approach encouraged 

organizational transparency between care providers and HIV-positive clients receiving services 

at the ASO. The leader explained that the process of educating the clients as well as the leaders 

“lets us know from the clients when we drop the ball” and the leader emphasized that anyone can 

raise concerns about the way the ASO delivers services: 

This [process of educating the clients as well as the leaders] lets us know from the clients 

when we drop the ball, because they heard it too and they are keeping us on top of the 

latest [data] by being well-informed. It opens up that free exchange of ideas and 

information and dropping down the barriers from talking. 

- Participant #15, p. 4 lines 167-169. 

The leader quoted above indicated that when both health care providers and HIV-positive 

recipients of care and direct services are encouraged to ask questions and implement ideas 
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together; leaders and consumers working as a team can improve the overall quality of services 

provided by the ASO. 

Some participants expressed the view that innovative community engagement can also 

arise when ASOs compete for limited funding resources. While maintaining robust programs 

despite funding cuts is always a challenge, one leader pointed out that limited funding can spur 

innovation—“especially when all of us are fighting for the same pot of money.” 

Now, we realize that consumers spur our innovation and policy, especially when all of us 

are fighting for the same pot of money. You have to go out to the community. 

- Participant #09, p. 1 lines 41-43. 

When funds were cut, one leader noted, they conducted discussion groups with stakeholders 

across Massachusetts “to find out how people wanted to be engaged” (Participant #09, p. 1-2 

lines 47-49). When funding streams diminished, this leader turned to the community served by 

the ASO and found innovative suggestions for how to proceed. In fact, one leader indicated that 

to keep funding for the ASO at levels necessary for operations, they needed to identify and 

procure additional funding streams; they [the ASO] had to always think about growth and 

change: 

As a service organization, the best thing you can do is expand . . . You just have to always 

think about changing and developing more services and better service system for your 

clients. You can’t just rely on existing. 

- Participant #20, p. 5-6 lines 243-252. 
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Fiscal constraints certainly impact the way the ASOs work with each other. The leader 

cited below explains how the HIV/AIDS movement evolved from merely “getting our voice 

heard” to the situation today in which ASOs partner and collaborate with one another to expand 

services. 

When the epidemic began, it was about getting our voice heard. Now the engagement 

process, because of all the great agencies and boards we have, it really is about 

partnerships; to bring to the table all the issues we wouldn’t know about otherwise. 

- Participant # 09, p. 1 lines 36-38. 

ASO leaders in this study demonstrated an acute awareness of the “power” that partnership and 

collaboration bring to bear: resources available to the HIV-positive community are more 

effectively leveraged when ASOs work together. As collaboration in the current environment 

increases, one leader notes, various organizations combine into one unified “voice” offering the 

ASOs more leverage: 

Actually, this [today’s environment] is the best I’ve ever seen: state councils in 

Massachusetts, talking with one another and interacting more…things happened [that 

caused] a lot of people to get together. I think there is a lot of power in one [unified] 

voice. 

- Participant #13, p. 4 lines 177-180. 

These leaders were also aware of the difficulties arising from efforts to collaborate. As an 

example, some of the ASOs have formed what one leader describes as “this protective bubble 

around their group and their silo.” This “silo” mentality stems from fears about funding and is 
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not a new phenomenon: “I’ve seen these silos for years” among the New England ASOs, the 

leader points out, and funding worries were always the root cause: 

I see this all over. It got better, now it’s going back. They have this protective bubble 

around their group and their silo. [A] significant piece of that is money. “It’s my money, 

my project,” intentional or unintentional, I want to say both. “We are going to do it” If 

anyone nicks at the edge of our bubble, that is an issue. I’ve seen these silos for years.  

- Participant #13, p. 4 lines 166-170. 

One high-level ASO state leader responsible for far reaching HIV/AIDS policies 

expressed concerns about division of ASOs into two camps: ASOs providing prevention services 

and ASOs providing direct health care services. The leader argued that this division hindered 

effective care. To further exasperate the situation, the leader pointed out that “siloing” of funding 

sources also made treatment difficult when many HIV-positive people presented with multiple 

co-morbidities. The leader indicated: 

[H]ow do we ensure that people living with HIV have a system that will serve them well 

and help them stay well? We have to do both I was very concerned that the siloing of 

prevention, the siloing of services and systems, and the siloing of funding that come from 

the highest levels of federal CDC and HRSA [the Health Resources and Services 

Administration] and state were acting against that goal of really comprehensive health 

promotion orientation that covers all these people who are at risk for a variety of reasons 

—what do they need and all these people who are living with HIV and Hepatitis C—what 

do they need. 

- Participant #17, p. 2-3 lines 98-104. 



70 

 

Organizational collaboration, another leader asserts, may create difficulties not only 

between organizations, but also between different departments within the same organization: 

Also I think there are barriers involved with agency collaboration—there is this idealistic 

view of all agencies collaborating in some way because at the end of the day we provide 

complimentary services to each other, whether it’s an AIDS services organization or a 

community-based organization. Oftentimes, agencies and departments within agencies 

develop their own silos. They don’t even collaborate with their own team, never mind 

stepping outside that organization and working with another organization! We can create 

our own barriers within our own organizations! 

- Participant #03, p.2 lines 100-106. 

Another leader echoed a similar experience where a lack of communication among 

different programs within the ASO resulted in duplicating client services. The leader was 

successful in “breaking down those silos” with more program integration. 

Within our own agency there were multiple individual programs and there really wasn’t 

a lot of communication between programs. I may have been working with a client the 

peer support team had been assisting but we had zero communication about the client 

within our own agency and we realized that we might be duplicating services for the 

clients. Around 2011, we started looking into breaking down those silos and looking at 

more integration. 

- Participant #19, p. 6 lines 265-269. 

Study participants indicated that scarce funding could spark ASOs to work to address 

issues of silos and to improve communication and collaboration. However, participants also 
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indicated that funding scarcity could undermine collaborative efforts within and among ASO 

service providers. 

 

Reaching across the cultural divide 

Many leaders in this study talked about how they took an active role in finding ways to 

engage a broad spectrum of people from diverse backgrounds and to reach across cultural 

divides. They adopted diverse strategies to connect with clients who often came from cultural 

backgrounds different from their own. One of the strategies that emerged from our data was the 

use of stories to describe medically complex ideas to cross cultural divides. For example, the 

leader below described how she used very simple stories and basic language to explain diabetes 

and insulin resistance to “people who don’t know how to read or write yet.” The leader used a 

simple metaphor of a person entering a room through a door to explain to a client how insulin 

needs to enter into a cell. This leader wanted to do all she could to inform and educate her client 

about diet, exercise and other life style changes to delay or possibly avoid a full-fledged future 

diabetic diagnosis. The leader explained: 

I work with people who don’t know how to read or write yet. So describing insulin 

resistance as a topic, we had to go back to “what is insulin” and “what does resistance 

means”? So, I use the “knock, knock example.” The room is blood, and I’m glucose. The 

muscle is on the other side of the door and says to the glucose, “Ok, I’ll let you in.” Like, 

I’m going to hold her hand, “I’m insulin, and I’m going to knock on the door and get 

permission to enter the cell,” so using really basic literal examples to teach someone a 
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larger concept. 

- Participant #01, p. 4 lines 188-194. 

Another strategy that leaders used to reach across cultural divides was to find common 

ground through their own HIV-positive diagnosis. Leaders who disclosed they were HIV 

positive demonstrated emotional courage and a strategic selectivity in who, where and when they 

chose to disclose this personal information. Some HIV-positive leaders chose to disclose their 

own HIV-positive status with the person they were trying to engage. The choice to disclose one’s 

HIV status facilitated trust between two people who shared a commonality of circumstances 

around sharing an HIV-positive diagnosis. That brought the leader into a more integrated 

relationship with their clients. There is a leveling quality and mutual “knowing” about disclosure 

that brings HIV-positive leaders closer to their HIV-positive clients. The leaders identified 

themselves as part of the environments and community they were trying to actively engage. In 

doing this, the leader and client shared a common trait that could build trust between the two 

individuals. 

The leader quoted below demonstrated how they reached across the cultural divide by 

sharing their own HIV-positive status to foster integration in their relationship with other HIV-

positive persons in the community they served. Some leaders were so committed to finding a 

way to integrate with their clients that they were willing to prioritize the relationship with the 

client over the potential negative ramifications of disclosure. 

Because that’s always the fear, “Am I going to have to reveal more than I want to?” 

Realizing that one step towards inclusiveness is a bold step but it means someone else 

can see someone that looks like them. Maybe I can also speak out and quietly be a part of 
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something and not have my family and friends know. 

- Participant #11, p. 5 lines 232-234. 

Leaders also reached across cultural divides by listening to stories. The quote below 

indicates the leader noting the role stories played in specific cultures, in their own point of view. 

The leader mentioned that they were “fascinated to listen to people’s stories” because listening 

carefully to the community’s stories provided them with some knowledge and insight about the 

history that impacts this HIV-positive community. The leader explained that listening to the 

community’s stories helped them understand some of the barriers around trust and the act of 

listening helped the leader build trust with the community. 

The stories this leader described grew out of factual historical instances of structural 

violence and the inhumane treatment of African American patients. The ASO leader explained 

that the “stories of Tuskegee9 have gotten passed down from generation to generation, so there is 

a lack of trust [of the medical establishment].” The leader understood why the stories of 

Tuskegee were important to the ASO’s efforts to engage the black community in New England 

because of the lack of trust this history has caused for African Americans living with HIV who 

must deal with the medical establishment in the lifelong treatment of HIV infection and other 

medical conditions associated with being HIV-positive. The ASO leader explained: 

                                                           
9 Paul Farmer writes a succinct account of this infamous betrayal of trust and medical ethics:  

The Tuskegee Syphilis Study was conducted in Alabama by the U.S. Public Health Service from 1932 to 

1972. The researchers recorded the natural history of syphilis to learn more about the disease by following 

six hundred men, of whom about four hundred had syphilis, throughout their lifetimes. All were African 

American, many were sharecroppers, and most lived in poverty. Despite the 1947 discovery of a cure for 

the disease—to this day, syphilis is treated with penicillin—subjects were never offered that very 

inexpensive drug, even though they had joined the study assuming that they would be treated. Nor were 

they informed of the study’s real purpose (Farmer, 2005, p. 196-97). 
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I was at an event last Friday sponsored by the multicultural AIDS coalition. I was 

fascinated to listen to people’s stories. In the black [African American] community, story-

telling is really in their culture. Stories of Tuskegee [medical research studying the 

progression of syphilis in untreated African American males over a period of years] have 

gotten passed down from generation to generation, so there is a lack of trust [for the 

medical establishment]. The work that we do, we have to build that trust. We are listening 

to the stories; we are connecting folks with each other. 

- Participant #09, p. 3 lines 106-111. 

The leader in this study described being “fascinated” by people’s stories, indicating a genuine 

interest in the people they were serving. In addition, the leader demonstrated an appreciation for 

the value of storytelling to try to reach across the cultural divide, but more importantly, 

acknowledged past injustices and real suffering caused by racism, poverty and endemic 

structural violence suffered by African Americans living with HIV, in the leader’s words, “[w]e 

are listening to the stories; we are connecting folks with each other”. 

Leaders in this study reached across cultural divides by adjusting their language in order 

to better communicate with diverse HIV-positive individuals. The leader below explains how 

they include many choices on their intake forms to ensure people can describe themselves 

accurately. 

Sexual orientation, too. We include other options for those who don’t identify with the 

binary self-identification [gay/straight]. 

- Participant #02, p. 4 lines 185-186. 
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Another leader explains how they effectively communicate and reach across cultural divides 

when serving transgender persons living with HIV when they explain “we have to adjust 

ourselves and our language to match the client.” Gender identity awareness presents complex 

social and personality core existence and place in the world issues in and of themselves but when 

an HIV diagnoses is entered into the mix, it becomes even more complicated and difficult to 

engage individuals who are now experiencing their HIV infection from the perspective of gender 

identity. There are also many core ideas about morality, place and role in society and even legal 

issues that are part of this complex form of community engagement. 

Yeah, we have to adjust ourselves and our language to match the client. Not just on paper 

but the way we talk to them . . . Yeah, one of the big ones is transgender. We’ve included 

the transgender community. We’ve added “male to female” or “transgender female to 

male” in our assessments. 

- Participant #05, p. 4 lines 176-183. 

Another leader explained how advisory bodies and community advisory boards (CABs) 

are important avenues for reaching across cultural divides. These advisory bodies are made up of 

people living with HIV representing multiple cultural and socioeconomic backgrounds. The 

leaders in the New England ASOs listen to the voices of these different communities and create 

direct care programs and policies that respond to and serve the diverse needs of people living 

with HIV. 

Our use of advisory bodies is I think really important and I think pretty advanced in the 

country so we have a transgender health advisory group, we work with a youth advisory 

body that’s external to us but is run through an organization that’s called next step one 
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love, and many of those young people are prenatally HIV infected. We have a gay men’s 

group, the state-wide consumer’s advisory board that’s focused on people living with 

HIV. We also have a drug user health advisory group. 

- Participant #17, p. 3 lines 144-149. 

HIV infection in many circumstances occurs through sexual transmission, so learning 

about HIV positive diagnoses can reveal intimate details of a person's life. The leaders in this 

study engaged HIV-positive persons with the cultural awareness and sensitivity around the 

stigma of their diagnosis. The leader below described how they understood that asking how a 

person was infected with HIV can feel like a violation of one’s emotional and sacred space. The 

leader below explained how this conversation can precipitate emotionally uncomfortable 

feelings, using words like, “It’s an off-putting question, there is judgment!” Because of the 

intimate issues and nature of most HIV infections, this leader indicated that those serving this 

community must exercise discretion when they were engaging people living with HIV in order to 

avoid seeming judgmental and insensitive. 

Whenever someone discloses, when people reveal, the first question someone wants to 

ask [the HIV-positive person] they want to know, “How did you get it?” It’s an off- 

putting question. There is judgment! 

- Participant #11, p. 6 lines 258-259. 

The leaders in this study indicated that to effectively reach across cultural divides; they 

had to develop the humility to acknowledge any “outsider’s” understanding is limited to avoid 

using their limited knowledge of a culture to essentialize another person’s experience. The leader 

below explains that cultural awareness is more than simply having proficient language skills in a 
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second or third language to facilitate community engagement. They indicate that cultural 

awareness is having a breadth of knowledge and experience which includes an emotional, 

educational and even a spiritual depth of understanding about the community that essentially can 

only be fully realized in persons who are themselves part of that community. Thus, training 

people who are part of the community to be effective leaders is crucial for effective community 

engagement. 

Many agencies think that having cultural competence10 is just having someone that can 

speak Spanish, Portuguese, and French [is sufficient for effective engagement]. But it is 

much more: someone who absolutely understands the needs of that community and looks 

like them and [emphasis added] speaks their language. This creates a huge challenge for 

the agencies. Recruiting people like that is not easy. Having community health workers 

that look like them [HIV-positive clients] is not easy. In programs that I have seen that 

have effective community engagement are effective because they have the right staff and 

they have the right training. We need [to have] the right training programs for that 

[training beyond just basic cultural competence among community health workers]. To 

overcome challenges of engagement and reaching out to particular groups, it is key to 

have the right staff and the right training. 

- Participant #10, p. 8 lines 365-373. 

The leader above demonstrated humility by understanding that the leader cannot know 

everything about the culturally diverse HIV-positive people they serve. Instead, the leader 

                                                           
10 Physician and medical anthropologist Paul Farmer feels cultural competence is better achieved through cultural 

humility and pragmatic solidarity infra, pp. 122-33, 140. 
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indicates that they must be open to their HIV-positive client’s own experience to be better able to 

reach across cultural divides when providing services and direct patient care. 

When confronted with unfamiliar or new situations in the bourgeoning opioid drug crisis 

working with people co-infected with HIV and Hepatitis C, another leader mentioned how they 

would “seek out the expert,” which the leader explained was “the person who has actually been 

impacted” by the disease or crisis. This leader reached across cultural divides to the communities 

most impacted and listened to their voices through advisory boards where HIV-positive, opioid 

drug users and HIV-positive people co-infected with Hepatitis C along with their health care and 

service providers came together to inform the leader’s decision making. 

Typically, whenever I’m confronted with something new that’s unfamiliar to me, I seek 

out the expert... I mean “expert” really broadly, in many cases the expert may be a 

person who has actually been impacted by whatever it is I’m talking about. So, for me 

how we address the substance use and the opioid crisis and drug user health and 

Hepatitis C over the last five or six years had been newer to me. So, I sought out the 

existing advisory groups that were focused on this, I sought out people who I knew were 

living with Hepatitis C, who treated people with Hepatitis C infection, and other experts 

in substance use care and treatment who I respected and went to advisory groups for that 

bureau. 

- Participant #17, p. 4 lines 180-190 

By reaching across cultural divides, this leader was able to hear the voices of HIV-

positive people living with Hepatitis C and using drugs. This leader further showed humility by 

listening and learning from them how their ASO could improve and provide better services to 
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their community. The leader expressed humility; willingly listening to and considering criticism 

in order to better respond to the needs of HIV-positive drug users co-infected with Hepatitis C. 

To hear from people who use drugs and people with Hepatitis C: what their experience of 

the service system was, what their experience was of our service system at the [ASO]. 

Because often we knew we had tremendous overlap in populations of people who may be 

injecting drugs, who may be living with Hepatitis C and who were living with HIV 

infection. And it was interesting to hear from them how suboptimal some of the responses 

they received from HIV service providers were because we didn’t have the level of 

capacity and expertise in reaching people who used drugs. Maybe we were better at 

serving gay and bisexual men or LGBTQ folks, maybe we were better at serving trans 

women but we weren’t so good at serving drug users well. So, we had a lot to learn. 

- Participant #17, p. 4 lines 190-197. 

The leaders who participated in this study crossed cultural divides that exist within the 

HIV community through avoiding tendencies to essentialize the experiences of the people they 

served. These examples of the ASO leaders’ mindfulness demonstrated humility and 

understanding, which other leaders in this study indicated are important keys to establish levels 

of trust necessary for effective community engagement. 

 

Multiple levels of challenge and overcoming barriers 

In this study, we found that ASO leaders had to respond to many types of challenges. For 

instance, every person living with HIV deals with a crisis of health, but there are other barriers 
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facing HIV-positive individuals that the ASO must respond to as well as challenges faced by the 

ASO itself as it seeks to meet the diverse needs of its constituents. 

In the quote below, a leader mentions concepts like “crisis,” and “holding pieces 

together” which indicate that they must deal with multiple levels of challenge, both from their 

constituents and from within their own organization. 

But the reality is when you are in crisis; you are just trying to hold all the pieces 

together. The [ASO] is an organization that came out of crisis, like there needed to be a 

place for people to go for dying, needed access to services so you piece together things 

that work. When I came on, it was a period of heavy transition, funding sources were 

shifting, expectations were shifting around “what does an AIDS Service Organization 

do?”, “What is its function?” I wanted to get things a lot more formal. It was a 

challenge. 

- Participant #15, p. 2 lines 52-56. 

The leaders had to handle complicated and often-stressful work environments to be 

effective. They dealt with these multiple levels of challenge by creating innovative solutions and 

employing strategic decision-making. Study data indicate that the leaders were adaptable 

individuals, not put-off or frustrated by unexpected events and challenges in the environments 

where they delivered HIV/AIDS direct patient services. 

As noted in the introduction, several of the ASOs in this study emerged out of the 

suffering and devastation brought on by the AIDS crisis in the 1980’s and 1990’s. At that time, 

people were dying, mainstream society was unresponsive, and leaders and activists in the early 

HIV/AIDS movement had to fight against the dehumanization of infected people who were 
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already stigmatized by mainstream society as homosexuals, intravenous drug users, prostitutes, 

and exotic foreigners (Smith & Siplon, 2006). Leaders had to advocate against the view of many 

Americans that HIV/AIDS was not “their problem” because they weren’t one of “those people.” 

The ASOs in this study and the leaders who emerged from them aggressively took action 

on multiple fronts and accepted multiple responsibilities to implement diverse and important 

agendas in response to large-scale crisis. The people who were dying of AIDS were in crisis, 

HIV-positive individuals infected with the virus were in crisis, the communities most impacted 

by the epidemic were in crisis, and the organizations themselves were in crisis trying to respond 

on multiple fronts to this viral scourge. The final crisis was a spiritual and existential crisis of 

heart that tore at the fabric of our society. Activists and leaders in the HIV/AIDS movement 

forced a basic question for all Americans to consider: How ought we to live together? More so, 

how could society ignore such immense human suffering? 

This was the crucible that produced the ASO leaders who were able to respond 

effectively to multiple levels of challenge and overcome barriers with compassion, medical 

training, innovative social work solutions, legal expertise and marketing and business savvy, but 

also with fiery activism and zealous advocacy for social justice and human rights. The leader 

below explained that s/he was drawn to HIV/AIDS service work because the movement was 

solidly grounded on a human rights foundation. A human rights foundation “that is so vital to 

doing the work well” that this leader attributed to the movement’s success: 

What I love, and what I have always loved about HIV/AIDS service work is the extent to 

which it was very clear that a human rights foundation was at the core of what made our 

work effective. It wasn’t just that we were thinking about getting pills into people’s 
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mouths or anything like that, treatment to stop infections, that’s what it’s become about 

much more recently, I think those of us who have been doing the work for a long time, 

continue to hold on to the human rights framework that is so vital to doing the work well. 

- Participant #17, p. 9 lines 416-421. 

Many of the leaders in this study were galvanized by the suffering HIV/AIDS caused in 

the lives of people they knew, loved, cared about, and communities disparately suffering the 

burden of disease. In the quote below, the leader explains how “that history opens up all the 

possibility” and how leaders in this study responded to multiple levels of challenge by 

developing strong ties of “camaraderie” with HIV-positive people, communities, stakeholders 

and each other. These were leaders who understood that an effective response required all 

stakeholders, especially the HIV/AIDS community, to be engaged and involved in the activist 

movement. The quote from the leader below illustrates this general sentiment. 

So from the very beginning, people designing services and people accessing services 

were both HIV-positive. At the state level in Massachusetts, the office managing the 

state’s response has people working in that office who are also HIV-positive who were 

and are designing surveillance systems. There were also people who had lost so many 

loved ones to HIV because they were a part of the community being impacted [by the 

HIV/AIDS epidemic]. I think generally and from nurses’ and social workers’ perspectives 

throughout the whole epidemic, they experienced both loss and unity and that builds 

camaraderie for those living with HIV who are working with people with HIV. That 

history opens up all the possibility. More than half our staff here [at the ASO] is living 



83 

 

with HIV [HIV-positive]. 

- Participant #15, p. 3 lines 137-144. 

HIV united the community in loss, but also in the daily struggle for survival. As 

discussed previously, HIV-positive individuals must deal with multiple issues in their personal 

life, including health, economic and social barriers. The leaders in this study could handle 

multiple levels of challenge and overcame barriers hindering HIV-positive people’s access to 

health care and direct services. The leader quoted below talks about “the common thread” of 

being HIV-positive, but also describes unexpected issues they had to address with a specific 

client in addition to that client’s HIV infection. 

It’s not just HIV that brings people here. It’s [HIV is] the common thread, but everyone 

here has to deal with multiple issues. We also have to deal with mental health problems, 

socioeconomic status, different educational levels, bad tempers, medications, so there 

[are] all these other things. 

- Participant #01, p. 2 lines 72-74. 

These barriers and life challenges present formidable obstacles in the lives of people 

living with HIV. As discussed earlier, effective HIV disease management entails regular medical 

care, lab work, antiretroviral treatments, and direct services. Barriers and multiple challenges 

exasperate HIV disease or in some cases, impede access to care. This is deleterious to the 

patient’s health and quality-of-life. The quote below from another leader describes the difficulty 

in managing care for a client with severe mental illness. 

HIV is often secondary so really how do you manage the expectations and needs of 

someone with persistent mental illness? Working with a client who has a process 
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disorder or who is actively schizophrenic or bipolar [and] managing their expectations is 

really hard. 

- Participant #15, p. 3 lines 134-136. 

The leader mentioned how they actively worked with clients to identify and remove barriers. The 

leader described a typical conversation with a client. 

What are your barriers? If it’s housing, let’s find a place for you to live. If it’s mental 

health, let’s get the mental health process started and once that is stabilized, you know 

you will be able to start taking your [HIV antiretroviral] medications again. Figuring all 

that out, I think, has been the biggest piece of my work. 

- Participant #15, p. 2 lines 97-100. 

The leaders in this study described helping their clients manage not only HIV but a host 

of numerous other challenges stemming from social economic inequalities, lack of housing, 

income inequality, and barriers to their clients’ health and quality-of-life, including mental 

illness, substance abuse, homelessness and issues in adhering to medical treatment. 

The leader quoted below proclaimed “housing is health care” and lack of housing 

presents one of the greatest obstacles to health. For a homeless HIV-positive person, life on the 

streets can be exceptionally difficult because homelessness accelerates morbidities and higher 

mortality rates as HIV infection becomes full-blown AIDS. However, this leader explained that 

improved health and longer life are achievable for homeless people living with HIV after they 

find safe and secure housing through the services offered by the ASO. 

We see a lot of homeless people and very sick people come through our doors and we are 

able to see, as time goes on, once they are housed and connected to services, the positive 
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things that happen in their lives. And they are given the ability to live longer; I have a 

sign in my office that says that “housing is health care” which I think is absolutely true! 

- Participant #20, p. 1 lines 38-41. 

Another leader explained that homelessness obstructed his client’s adherence to taking 

antiretroviral therapy. Homeless HIV-positive people receiving services at the leader’s ASO had 

no place to store their medicines. The leader explained that medication adherence is the first step 

towards improved health and quality of life. But these positive gains require the ability to get 

homeless people living with HIV off the streets and into safe and secure housing. 

[W]hen a client comes into our program medication adherence is an issue because 

they’ve been homeless, possibly living on the streets or in shelters and really have a hard 

time storing their medications. So when someone is able to find housing, the first piece is 

really the medication adherence and they start to see that their health is improving, their 

doctors are seeing them less often and for some clients there is the interest in engaging in 

work and getting more self-sufficient. 

- Participant #19, p. 4 lines 166-170. 

The study participants described multiple barriers facing people living with HIV who also 

suffer comorbidities of mental illness and substance abuse. The leader below explained that “we 

work with many people who have profound mental illness.” This leader described how long-term 

substance abuse presents challenges not only for HIV-positive drug users but also for the leaders 

and ASO staff who help them. 
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Study participants discussed creative approaches to support HIV-positive people 

overcome such barriers. Leaders described successful harm reduction strategies to manage co-

morbidities and client centered therapeutic relationships with ASO providers that encouraged 

health promoting behaviors. Interventions and support were tailored to address individual needs 

and unique circumstances facing the client. In spite of all these efforts, leaders reiterated the 

harsh reality that HIV/AIDS in New England continues to impact drug users, those suffering 

from mental illness and other marginalized populations including minorities and women of color 

in disproportionately greater numbers. 

In fact, the opioid crisis has reached such proportions in New England that one of the 

organizations represented in this study has experienced loss of one or more HIV-positive clients 

every month to heroin overdose in the Boston metropolitan area alone. Drug addiction and 

mental illness among the HIV-positive community present multiple levels of challenge to the 

leaders of the New England ASOs, as the leader explains in the quote below: 

[B]ut making real progress with people [our clients] we can’t provide mental health care 

services yet we work with many people who have profound mental illness. We don’t do 

substance abuse treatment here but we work with people who have substance abuse 

disorders and have had these [substance abuse related issues] for a very long time and 

it’s hard on their minds and bodies and it’s hard on us to really help them.  

- Participant #15, p. 4 lines 186-190. 

Leaders in this study made use of client-centered harm reduction approaches to support 

HIV-positive drug users. Another leader explained that meeting a client “where they’re at” and 
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engaging them with the intent to form a meaningful and therapeutic relationship is an effective 

way to overcome barriers to health. 

[A] client-centered approach; meeting a client where they’re at, and using a harm 

reduction approach. A client can use [drugs, alcohol, and substances abuse] but what we 

are really trying to do is engage the client to form a relationship. 

- Participant #19, p. 2 lines 71-73. 

Another leader explained that HIV-positive drug users who sterilize their injecting 

equipment, even if only “half the time,” have made progress towards improving their own health. 

This leader was supportive, encouraging and non-judgmental of injection drug users living with 

HIV and demonstrated that they have compassion and understand the challenges and obstacles 

faced by those in recovery for drug addiction. 

If I work with somebody and they start thinking about sterilizing their injecting 

equipment HALF THE TIME! That’s a success! You know and the people, who are 

experiencing that, need help to experience that and that’s a success. I mean, if I’m a drug 

user and I’ve worked with people who are actively using and they feel like they fail every 

time they pick up a drug or a needle, and for people to say to them “you know, if you [the 

person using drugs] use sterile injection equipment, that’s a success [Emphases added] 

You got to give yourself a point or two for that. 

- Participant #17, p. 5 lines 239-244. 

Other health promoting behaviors supported by harm reduction approaches described by 

this leader include reducing drug use and/or drug users choosing to have another person “in the 
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room [with them] when you shoot-up” are all examples of harm reduction because the HIV-

positive person is thinking about their safety and taking steps towards improved health and 

ultimately, recovery. 

If you think about reducing your drug use, or you think about your own safety when 

you’re using, you make sure somebody else is in the room when you shoot up, like all 

those things are good and you keep making progress. 

- Participant #17, p. 5 lines 244-246. 

The leaders in this study demonstrated that they tried to really understand their client’s 

day-to-day life beyond the ASO and how the ASO fits into that client’s life. Rather than maintain 

a clinical distance from the complex issues their clients faced, the leaders became more involved 

with their clients. These leaders recognized that people living with HIV have difficult lives. 

Though this ASO did not provide housing or residential care, the leader mentioned that they 

wanted to make the “small piece of [the client’s] day” at the ASO comfortable and easy. As one 

leader explains, they view the ASO as a sanctuary for the clients and their stormy lives. 

I think the major barriers are really structural barriers beyond us, like; we are a 

microcosm where we try and function in a way with minimal barriers for clients to have 

to overcome when accessing services here. But, most of the day, our clients are not here 

at the ASO. Most of the day and night our clients spend their time in the shelter system 

and in really inhospitable conditions like the housing system, the criminal justice system, 

and even to some extent the hospital system which is like very regulated and regimented. 

We are just like a small piece of their day when they are here and we want to make the 

ASO as comfortable and free as we can without giving you false expectations that the rest 
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of the world is going to be like that. 

- Participant #15, p. 4 lines 173-179. 

The quote above demonstrates that the leader recognized the complexity and difficulties people 

living with HIV face in their daily lives, describing the “inhospitable conditions” they encounter. 

This leader indicated that they seek to have “minimal barriers” at the ASO to make things easier 

for the HIV-positive clients to access services. 

Another ASO leader discussed the barriers and obstacles confronting incarcerated men 

living with HIV while serving out their prison sentences. The leader described extremely 

inhospitable conditions typical of American prisons that confront HIV-positive inmates. Life for 

HIV-positive men incarcerated in [New England] state penitentiaries experienced intimidation 

and even life-threatening barriers to treatment because of their HIV infection. 

This leader observed that stigma associated with being HIV-positive was the greatest 

barrier to adherence taking antiretroviral medications for inmates. The leader explained that in 

prison, stigma associated with being HIV-positive also presents a formidable obstacle to starting 

antiretroviral therapy after a prisoner learns they are HIV-positive. The leader elaborated that the 

reality of stigma, which exists towards HIV-positive people in society generally, is greatly 

amplified behind prison walls. Hostile and dangerous attitudes precipitated by HIV/AIDS related 

stigma resulted in threats of violence and social shunning that had in some cases, become life-

threatening for prisoners living with HIV after their HIV-positive status became known among 

other inmates. 

I don’t care who it is, anybody when they hear HIV, they are going to recoil a little bit. 

Now, you take that and put that behind the four walls of a prison that’s based on hate, 
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that’s what these people [HIV-positive prisoners] are dealing with. Because that is so 

strong, it permeated everything, these people refused to take their meds while they were 

locked up because they were afraid they were going to be outed as someone living with 

this thing [HIV infection]. 

- Participant #18, p. 2 lines 86-90. 

This leader, like several other study participants living with HIV quoted earlier, believed 

that sharing his HIV-positive status with HIV-positive prisoners created a degree of trust and 

credibility around a shared commonality of circumstances. The leader explained that sharing his 

status with prison inmates opened up “an opportunity for a teachable moment.” The leader 

encouraged HIV-positive inmates to participate in HIV/AIDS peer groups at the prison for 

support and access to information about the disease. 

I encouraged them—and something that had already existed, there was an HIV-positive 

support group. These guys [prison inmates] didn’t know about it or they didn’t want to 

know about it, but I talked about it, I was open about who I was [HIV-positive person]. 

Part of the reason that I was open was that I wanted to give some room for those inmates, 

an opportunity for a teachable moment. . . I would tell them “hey, I don’t want to make 

you uncomfortable [disclosing HIV status]” but it was always a teachable moment. To be 

able to say that “In reality dude, you know you are more of a threat to me than I am to 

you. There is only a few ways this thing can be spread.” You know, it was a teachable 

moment, “there are only a few ways this is going to happen [HIV transmission/infection] 

and one of them is absolutely not going to happen because I don’t roll that way [gay 

sex].” 
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- Participant #18, p. 4 lines 161-169. 

The ASO leaders who participated in this study demonstrated compassionate leadership. 

They were able to guide others through barriers and obstacles by extending themselves beyond 

set boundaries to help their clients manage HIV infection. These leaders managed a host of 

multiple challenges impacting the lives of people living with HIV stemming from social 

economic inequalities, racism, and gender discrimination, homophobia, lack of housing, the 

criminal justice system, multiple co-morbidities and poverty. It takes a special kind of person; a 

special kind of leader, one who can emotionally and intellectually stand in solidarity with people 

through their suffering. 

 

Using data to guide care 

Our results show that these leaders used data-driven scientific research to design realistic, 

feasible, effective programs to impact the lives of people living with HIV. These leaders 

identified unmet needs and how their ASOs could address those needs with effective programs 

and community engagement. The New England ASO leaders relied both on scientific data and 

input from the HIV/AIDS community. The leaders who participated in this study agreed that to 

foster transparency with the HIV/AIDS community, scientific data must be shared with the 

community, especially data relied on to determine policy, health care delivery and direct care 

services for HIV-positive clients. 

So, we can’t only look at the data and sort of close people off, we need to look at our data 

and we need to get input, we need to test our assumptions, but when there are competing 

priorities, as scientist, as policy makers, we are obligated to look at our data and make 
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sure we are transparent about what’s driving our decisions because we can’t do 

everything, we don’t have the resources or person power to do everything. 

- Participant #17, p. 6 lines 295-299. 

In the next quote, the same leader explains how they foster transparent discussions of 

their ASOs’ priorities, and how they are integrating the data into programming, so they can get 

valuable feedback: 

Whenever we do an event, we talk about what’s going on with the epidemic, we talk about 

our epi data, and we talk about which populations are impacted. We want to make sure 

people understand what’s driving our priorities. If they believe we’re missing the mark, 

we want to hear about why and how we can course correct. 

- Participant #17, p. 6 lines 285-289. 

The leader pointed out that where there are competing expectations among HIV-positive 

consumers, using data is often the best way to resolve competing expectations among community 

stakeholders: 

Sometimes the easiest way, within a public health framework, the easiest way to deal with 

competing expectations is with data. So if you say to me, “the [ASO] is spending way too 

much time on gay men, what about the women, what about drug users, what about young 

people,” then I say, “you know, young people acquiring HIV infection under the age of 

20 represent 1% of the epidemic. How much resource do you really want me to spend on 

them? Gay men represent 50% of new infections and 60% of new infections among 

males. That’s why I’m spending so much time on gay men.” 
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- Participant #17, p. 6 lines 271-276. 

In the Commonwealth of Massachusetts, there exists a formalized and uniform process 

for engagement of care after a person presents with an HIV positive diagnosis. The newly 

diagnosed individual is immediately provided with a doctor who orders lab reports to collect 

baseline data from the patient’s blood sample to identify HIV RNA viral load, CD4 cell counts, 

organ function and additional STI screening, usually for co-infection with Hepatitis C and B. 

However, for the newly diagnosed HIV-positive person, this is only the first step in a long 

journey where many different and often complicated interactions with multiple agencies and 

health care providers await on this life-long journey in the pursuit of health. 

Leaders in this study indicated that the key for effective HIV/AIDS community 

engagement begins with leaders understanding where their ASOs fit within the continuum of 

care and from there to identify how they can support and provide direct services for people living 

with HIV. The quote from the leader below illustrates how they visualized their organizations’ 

role in relation to the protocols of the Commonwealth of Massachusetts Bureau of Infectious 

Disease: 

By definition engagement [of care in MA], they [HIV positive people] have an 

appointment with a doctor and they have a lab report. But we don’t fit in there. 

- Participant #15, p. 2 lines 72-74. 

The leader elaborates below how they incorporated scientific research and data to design 

and align the ASOs’ services and programs by recognizing how the ASO’s services fit into the 

cascade of care. The leader mentions retention and care, and how the organization needs to assist 
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HIV-positive people specifically with adherence in taking their antiretroviral (ART) medications 

as per the complex medical regimen. 

We now could look at concrete data showing us that viral suppression reduces 

transmission rates well over 90% so all of the data when we put the pieces together, it 

was like “Oh, so this gives us a parameter to work within . . . so, where on this treatment 

cascade, where do we fit in?” . . . This is where we fit in: retention and care, all the way 

down to viral suppression . . . So, thinking about how the [ASO] fits in to retention and 

care and viral suppression. Our role will be to support HIV-positive clients and members 

to adhere to taking their [HIV antiretroviral] medication. It’s about [HIV-positive] 

people and adherence [taking HIV meds]. 

- Participant #15, p. 2 lines 62-74. 

This same leader also used data to identify different age demographics within the HIV 

population that accessed services at the ASO. The leader discovered that 60% of the clients who 

regularly accessed services at the ASO did not have a high school diploma. The data revealed 

that most HIV-positive people the ASO served were between the ages of 32 and 48 years old, so 

this population needed to have programs that would help them develop capabilities to get back to 

work. The leader explained: 

We serve the middle age population and very frequently those people have time to and 

need work, so its shifting in time the entire service paradigm from just adherence and 

health outcomes to that self-actualization you need to progress in life and pursue 

education, training. 

- Participant #15, p. 2 lines 62-74. 



95 

 

Armed with new information and the implications for the HIV-positive community 

served by the organization, this leader was able to use the data to procure funding to expand 

training and educational opportunities for HIV-positive clients at the ASO. 

We ran data and we found that more than 60% of our clients who regularly use the 

[ASO] don’t have a high school diploma. That’s a huge gap. We know that a lot of those 

people are not going to want it, but a lot of people will and are going to want the chance 

to complete a GED. So moving forward, the HIV-positive population is aging but of the 

six hundred or so members who are most frequent users of our services that means they 

are coming in more than once a week, and of those 600 people they are between the ages 

of 32 and 48. So there is an aging population and a young population [of the HIV-

positive demographic]. . .  So, we wrote a grant to a private foundation and they gave us 

a pot of money to start these kinds of programs here for our clients. 

- Participant #15, p. 6 lines 253-262. 

Several high-level leaders in this study mentioned the power and importance of solid 

scientific data to support their fundraising and grant-procurement efforts. Funding sources 

required high-quality data to justify funding ASO programming and services, necessary 

operations and institutional development objectives. As the leader below explained, being able to 

talk about programming in relation to national priorities important to funding sources was 

“appealing to government funders” and shows that the ASO is “responsive to new information 

and best practices.” This leader made the ASO’s programming priorities responsive to national 

treatment cascades and treatment as prevention priorities supported by federal, state and local 

government funding streams. 
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So, I think it’s about the process of talking about our programming in relation to national 

priorities like the national cascades, treatment as prevention priorities and shifting our 

programming to be responsive to those and talking about those is appealing to 

government funders. It shows we are responsive to new information and best practices. 

- Participant #15, p. 5 lines 224-227. 

However, leaders expressed concern about the use of data from a perspective of social 

justice. The leader quoted below asserted that “we have a lot to learn” from both social justice 

and data driven public health models, but feared the diminished emphasis placed on human 

rights and social justice may adversely impact the HIV/AIDS movement’s impact to fight 

disease, including other communicable infections: 

I think you [Student PI, David M. Brown, J.D.] asked really good questions. I think one 

thing we didn’t touch on that I think is really important nationally, is the role of health 

care reform and our response to HIV in particular, but also I think more broadly 

communicable infections to public health importance . . . I worry, and I worry about this 

with respect to Hepatitis C and Tuberculosis, and sexually transmitted infections that as 

our data is getting so much more refined and we are using data to drive care 

interventions, which is good, [but] that we are losing the human rights elements of our 

response and we are focusing on the dollars and bugs, you know, like viral loads, 

whatever it is. It’s tricky because we have a lot to learn from core public health models, 

and they have been very effective. 

Participant #17, p. 9 lines 116-125. 
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Leaders also used data to gauge performance and provide answers to questions regarding 

their ASO’s effectiveness. The leader quoted below used viral-suppression data favorable to the 

agency in comparison to the state’s outcomes to ask the question why the data internal to the 

organization showed that their ASO members had better adherence taking their HIV 

medications. The question generated by this data provided a better understanding about why the 

ASO was outperforming the Massachusetts state average for viral suppression and medication 

adherence among the state’s overall HIV population. The leader explained that the ASO’s 

superior performance measures were the result of minimal barriers (which the leader calls “low 

thresholds”) for HIV-positive clients accessing the ASO’s services, effective educational 

programs, and easy access to information and learning along with social support for the HIV-

positive clients served by the ASO. 

Like our data about adherence and viral suppression shows that [ASO] members tend to 

be more adherent to taking their medications and have higher viral suppression than the 

state average because they are engaged. We asked ourselves; what makes that work? 

Why people are more engaged who come here? Well, it’s like social support, more 

education and access to information and learning. The [ASO] also makes it easy for our 

clients to receive services here, like our low thresholds: you don’t need an appointment 

to come here. 

- Participant #15, p.2 lines 81-94. 

Another leader discussed the importance of inter-agency communication and planning in 

response to the Massachusetts move towards integrating multiple providers and ASOs in 

providing care and services to the HIV community. This leader wanted to make sure that funding 

cuts would not interrupt important services and care for HIV-positive people receiving services 
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by different ASOs operating within Boston and the Massachusetts Commonwealth. The leader 

states, “Let’s not duplicate efforts” and try “to unify what consumer engagement means” within 

the context of state codes and definitions. This leader points out that “we all want to see more 

integration” of direct services for people living with HIV who receive services from the Boston 

based ASOs. 

I think there will be more integration. The planning council is trying to reach out to more 

and more providers and agencies serving the HIV community in Boston. Massachusetts is 

trying to change the work they are doing with the different consumers [HIV-positive 

persons]. Moving towards, integrating [the different groups], and speaking the same 

language. We are more and more trying to speak the same language, trying to unify what 

consumer engagement means. Let’s not duplicate efforts. We all want to see more 

integration. 

- Participant #10, p. 7 lines 334-338. 

Passing the torch to the next generation of future leaders 

A recurring theme leaders echoed throughout the individual interviews and focus group 

discussions was the importance of preparing a new generation of leaders for the future of the 

HIV/AIDS movement. Study participants described “passing the torch” to the next generation. In 

particular, the importance of preparing future leaders for the tasks of managing the ASOs and 

advocating for social justice and human rights agendas that spur government and private sector 

organizations to fund a broad range of HIV/AIDS services. Study participants were in agreement 

that the success of the HIV/AIDS movement and the continuity of health care and direct services 

provided to HIV-positive clients by well managed ASOs can only be achieved if capable 
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managers and passionate advocates are prepared for future leadership roles and are willing to 

accept the responsibility that comes with “passing the torch” to the next generation. 

One leader observed that compared to years past when there were less effective 

medicines and services for people infected with the virus, the leader today has seen a “reduction 

in the urgency” of protestors and political activists. The leader explained that there are still 

battles to fight for funding HIV/AIDS programs necessary to support direct care and other 

important services people living with HIV need. This leader expressed concern that activists and 

the people most impacted by the disease were becoming complacent by not showing up in 

sufficient numbers as they had in past years to important protests and political rallies. The leader 

emphasized that maintaining current levels of government funding for direct care services and 

medications will require members of the HIV/AIDS community to stand together in solidarity 

when asking elected official for funding and critical state allotments. 

Looking back over the years going to lobby day at the state house, the lobby days back 15 

years ago were giant! When I went last year I remember one of the speakers talking 

about “where is everybody?” This seems like if we are asking the legislature for more 

money, we need to show that we are in solidarity and there is a need for this and just a 

few hundred people just isn’t going to do it. I don’t know if it’s complacency or if it’s the 

medications work so well that maybe there is less of need for money; I don’t know what 

the reason is but, yes, I have seen a reduction in the urgency that I saw many years ago. 

- Participant #19, p. 8 lines 382-387. 

Another leader believed “when people stopped dropping dead, and it became public 

knowledge that this [HIV/AIDS] was a treatable chronic disease” marked the decline in urgency 
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and a decline in the numbers of protestors that had participated in HIV/AIDS activism in years 

past. 

[W]hen people stopped dropping dead, and it became public knowledge that this 

[HIV/AIDS] was a treatable chronic disease, the urgency left. [O]ur annual lobby day 

rally at the [Massachusetts] state house when I first came in to do this, we would do die-

in’s on the grand staircase in the state house! We would be loud! It would be one of the 

loudest days at the state house! And there would be double literally [compared to recent 

rallies] the amount of people that would attend. 

- Participant #18, p. 7 lines 325-329. 

Study participants discussed the need to cultivate future leadership for the New England 

HIV/AIDS movement and Boston-based ASOs. Several leaders expressed concern about 

preparing the next generation of activists and leaders. One study participant pointed out long-

term leaders working in the HIV/AIDS movement from the beginning cannot continue in those 

leadership roles indefinitely. The leaders in the study wanted to reach younger generations and 

educate them about the history and personal investment made by their elders to improve 

HIV/AIDS treatment in order to prepare them for leadership roles. In the quote below, the leader 

explains that many older leaders are “no longer with us” and the new generation of HIV/AIDS 

activists must accept the mantle of leadership with the words “the torch passes to the next 

generation.” 

In the early days, a lot of the people who invested the time and moved things forward, 

they are no longer with us, [they have died]. They were doing this work but they were 

slowly passing away themselves. The torch passes to the next generation. 
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- Participant #11, p. 2 lines 75-77. 

Another leader described how long-term losses had taken a toll on their personal lives 

when they stated “I’ve lost a lot of friends both in my professional and personal life . . . so there 

is also some fatigue.” The leader explained that “there comes some point where you say ‘we 

need to let someone else take over and carry the torch’”; to lead the HIV/AIDS movement and 

Boston-based ASOs. 

I’ve been doing this for 28 years. A lot of people have passed away who were carrying 

the torch. I’ve lost a lot of friends both in my professional and personal life. So there is 

also some fatigue. There comes some point where you say “we need to let someone else 

take over and carry the torch.” 

- Participant #09, p.2 lines 79-81. 

Study participants identified multiple challenges preparing and nurturing future leaders 

for the ASOs. Another high-level leader in the study explained that “this is a transition period” in 

the movement’s history and “lots of folks who have been around since the start of the HIV 

epidemic are aging out, burned out, retiring” after working many years. The leader described 

what could foreshadow a future leadership crisis at the ASOs when they explained “we are 

asking the next generation to take over” and then expressed concern that “they are not prepared 

in any way, shape or form” to take leadership responsibilities because “they have no exposure” 

to overcoming challenges that have been surmounted by previous leaders and activists in the 

past. 

This is a transition period. Lots of folks who have been around since the start of the HIV 

epidemic are aging out, burned out, retiring; they have been doing this stuff [HIV 
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community engagement/education] for 20 or 30 years. I don’t know how anyone who is 

[was] doing HIV [work] fulltime is still doing it! [Emphasis added] I have so much 

respect for people like that! We are asking the next generation to take over. They are not 

prepared in any way, shape or form. It’s not that they are unwilling [to learn or take 

leadership]. They have no exposure whatsoever. We have to get back to helping this 

generation understand more about this [HIV/AIDS movement]. This is still a very 

relevant and prevalent disease. Largest groups infected [by HIV/AIDS] are the elderly 

and the 20-30 year olds. 

- Participant #13, p. 6 lines 277-283. 

Many of the study participants shared that working in the HIV/AIDS movement was for 

them both professionally and emotionally fulfilling. However, some of the leaders explained that 

they had made financial concessions by accepting lower salaries than they could have earned 

otherwise in different professional settings based on their experience and skillsets. As one high-

level ASO leader explained: 

Yeah, like I am an MSW and LLSW and I could be making a lot more money in a different 

field, just money. Anyone here would say that to you. But there are intrinsic benefits that 

keep people working here that are more important and satisfying than just money and 

that’s what I think is fascinating. Like, people are willing to work for very little money! 

[Emphasis added]  

 -Participant #15, p. 7 lines 312-315. 

The leader quoted above is driven by “intrinsic benefits” that are more satisfying than 

money and material wealth. However, lower salary and pay are salient considerations qualified 
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next-generation leaders will weigh before accepting leadership responsibilities at the Boston-

based ASOs. The comparatively lower-paid salaries could adversely impact recruitment efforts 

for qualified next-generation leaders, especially younger, skilled candidates who also have large 

student loans and educational debt. 

Another leader expressed concern over complacency among the “younger generation” 

because the “younger folks” did not experience the widespread death and suffering that 

characterized HIV/AIDS prior to effective treatments. The leader explained that many younger 

people today seem not to have much awareness about HIV and dismiss the disease as something 

that “just a pill” will protect them from. 

. . . when we talk to younger folks about HIV the younger generation, they talk about “It's 

a pill; you just take it and its [HIV infection] going to be ok” So they haven’t grown up 

knowing the history of having friends die, and it’s not just about taking a pill... In the way 

success is a barrier to get our younger generation to say “You have a vested interest in 

this and here is why. . .” So it’s really hard to transition and help our younger folks 

become the leaders [in the HIV/AIDS movement]. What I see it’s not like it was back in 

the early 1980s when it [HIV/AIDS awareness campaigns] were everywhere, billboards, 

commercials, even posters at the T [Boston public transportation] stations. Now it’s like 

you don’t hear so much about it. It’s made it more difficult to push forward [HIV/AIDS 

awareness and the movement]. 

- Participant #09, p. 2 lines 82-91. 

Activism has created success. New acceptance and treatments, but an unintended 

consequence of the HIV/AIDS movement has resulted in complacency “just a pill” and not as 
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much awareness of the disease and its deadly potential to cause widespread death and suffering. 

The unintended consequences of purposive action are that the movement’s success has made it 

more difficult to continue with urgency the movement’s HIV/AIDS global health care delivery 

message and pass the torch to the next generation. 

4. Discussion 

This study explores how twenty effective leaders in eight Boston-based New England 

ASOs successfully engaged diverse communities and stakeholders and managed the daily 

challenges of running complex organizations. These skilled managers and policy makers worked 

daily to remove those barriers that deprive people living with HIV of access to care and diminish 

their quality-of-life. Five general observations have emerged from the data. First, the data shows 

that the New England ASO leaders interviewed for this study listened to a wide variety of 

individuals within the HIV-positive community and incorporated their feedback into 

programming decisions. Second, the leaders in this study reached across cultural divides in an 

effort to engage those individuals and other stakeholders effectively. Third, the leaders in this 

study effectively managed multiple challenges as they helped people living with HIV navigate 

around barriers. Fourth, these leaders used data and scientific research to ensure that their ASOs 

provided appropriate and up-to-date services throughout the continuum of care. Fifth, these 

leaders were committed to preparing young people for leadership in the HIV/AIDS movement 

and passing the torch to the next generation of future leaders. The leaders in this study were kind 

and supportive in performing their duties: they were flexible, non-judgmental and accepting of 

their clients and demonstrated humility in dealing with other stakeholders. These findings are 

explored in detail below. 
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Biopower and economic forces exerting pressures on ASOs and the HIV/AIDS movement 

Effective HIV treatment requires intensive monitoring by multiple government health 

care entities. While this treatment is critical to the HIV-positive person’s health, the time and 

effort spent navigating this system is both personally intrusive and overwhelming (Rossi, 2004) 

for the person living with HIV. This complex system can be described as an embodiment of 

Michael Foucault’s theory of biopower, a concept which describes when an organization collects 

information on an individual to the individuals’ benefit or detriment (Foucault, 1978; South & 

Phillips, 2014).  

Foucault describes the concept of the Panopticon, a prison in which all prisoners are 

subject to near constant surveillance (Foucault, 1979). One could argue that people living with 

HIV/AIDS also live in a panopticon of sorts, considering that they are subject to constant 

surveillance through bimonthly blood draws—monitoring that they must submit to in order to 

access the medicines, health care and resources they need to live healthy and as close to normal 

lives as possible. The leaders in this study showed awareness of the complex systems of care that 

people living with HIV must navigate. Participant #15 indicated that their constituents had 

“stormy lives” and lists the various barriers and agencies their clients interact with. This leader 

wanted the ASO to be a “sanctuary”, demonstrating both an understanding of the complex 

outside world and a desire to offer respite from it. 

Most of the ASO leaders in this study attributed the success of the HIV/AIDS movement 

to the fact that it has remained steadfastly grounded in elements of human rights and social 

justice. From the movement’s earliest response to the AIDS crisis, passionate activists, stood in 
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solidarity with AIDS patients and other marginalized people in the fight for human rights and 

social justice. 

Today the power of data-driven public health care models and new advances strengthen 

the biometric panoptican of information gathering from the blood, bodily fluids and cells of HIV 

infected individuals. This shifts the focus away from human rights and towards data and research 

driven scientific medical methods, as described by Foucault in models based on biopower are 

rapidly emerging as the future driving force of the HIV/AIDS movement. 

Improved medical, scientific and more refined data gathering biometric solutions for the 

care and treatment of HIV disease have resulted in great gains in mortality, morbidity and quality 

of life for people infected with the virus ("The end of AIDS?", 2011). In our study, Participant 

#17 acknowledges that all those gains are indeed, “good” but indicates that these gains may 

result in an unintended consequence of setting aside effective and powerful social justice and 

human rights based global health care agendas and delivery models. The leader explained that 

“we are focusing on the dollars and bugs, you know, like viral loads” rather than the human 

rights and social justice piece of the HIV/AIDS movement. 

Funding for health care in the U.S. often comes from the government, and this funding 

shape how care is delivered. In his book on neoliberalism and global health, Salmaan Keshavjee 

argues that the emerging metanarrative shaping health care delivery and government funded 

global health programs in the United States “is shaped and enforced by funding streams from 

large government funding sources [like the CDC and HRSA], who codify practices through the 

projects they support” (Keshavjee, 2014, p. 14). These funding streams structure how the ASOs 

provide care and services and how people living with HIV access those services. “It is through 



107 

 

the structuring of grants—a form of what Michel Foucault refers to as governmentality, in which 

the application criteria and the definition of performance shape the behavior” (Bourdieu, 1977, p. 

166) (Keshavjee, 2014, p. 141) of the New England ASOs and how they deliver care to people 

living with HIV. 

For instance, Participant #17 also discussed concerns around the way the government 

allocates funding to HIV/AIDS in this quote: 

Because if I have $4 million dollars of CDC money and $20 million dollars of HRSA 

money but this could only go here and that could only go there, now I have $24 million 

dollars I can work with. And the community I found has been very excited about that, 

again because of more flexibility often leads to more responsive and impactful services 

for people who are served and that’s good. I worry though that from a high-level 

government perspective looking at fiscal efficiencies, it can look like “well if there is a 

pot of $24 million dollars going to Massachusetts maybe they can get by if we squeeze 

them a little bit because they have the flexibility, so let’s give them $15 million dollars 

instead of $24 million and let them continue to benefit from those efficiencies. That’s why 

everyone is concerned about a block grant for Medicaid for example, that flexibility can 

invite a different level of inefficiency, I think from an outsiders perspective it can look like 

a better solution, but it’s not. 

 -Participant #17, p. 8 lines 373-382. 

This leader observed that many people in the HIV/AIDS community perceive that “more 

flexibility often leads to more responsive and impactful services for people who are served”, so 

most people would think that a block grant would allow more flexibility in care than regular 
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allotment of funding. Republican proponents in Washington claim that Medicaid block grants 

will create more flexibility for the states to determine how they use their HIV/AIDS federal 

funding which, they claim, will result in better health care outcomes. However, this leader felt 

that the block grants may be more vulnerable to large funding cuts in the name of “efficiency” 

and “flexibility” that will actually reduce the capacity of the ASO’s and other direct care 

providers to deliver quality health care services necessary for effective disease management for 

people living with HIV. Governmentality through how funding is arranged plays an important 

role in HIV/AIDS care, but this issue rises above the scope at which many leaders in this study 

were able to affect change. 

In Foucault’s language, this discursive environment around Medicaid block grants is “the 

space of discourse, or what he calls power/knowledge” (Foucault, 1979),(Keshavjee, 2014, p. 

134). As Michel Foucault has argued, mechanisms of control and power are often exercised 

through systems of knowledge and organization, which codify techniques and practices in a 

certain way (Keshavjee, 2014). It is through the definition of “goals and procedures, using 

examples of how certain activities should be organized, that what is ‘normal’ or ‘good” 

(Keshavjee, 2014, p. 108) for delivery of care and treatment for HIV-positive Americans is being 

defined through governmentality biopower. As Foucault described in a lecture at the College de 

France in February 1978: 

[T]his approach—employing tactics rather than laws—requires “arranging things so that 

this or that end may be achieved through a certain number of means” (Foucault, 2007, p. 

99) (Keshavjee, 2014, p. 108-109). 
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Proponents for Medicaid/Medicare block grants are promoting this arrangement under the 

immodest claim of causality that efficiency and flexibility produce better health care outcomes 

for HIV/AIDS patients relying on CDC, HRSA and other government programs. Paul Farmer 

terms this type of assertion an immodest claim of causality because the connection between the 

two components (efficiency/flexibility and improved health care for people living with HIV) 

cannot be objectively defined (Kim, Farmer, & Porter, 2013). The ASO leader quoted above 

explained that, “flexibility can invite a different level of inefficiency”. This leader suggests that 

“from an outsider’s perspective it [block grants] can look like a better solution, but it’s not”. 

Biopower and governmentality both play important positive roles in HIV/AIDS care. The 

blood samples collected from patients allow them to gain care, which is funded by the U.S. 

government. The leaders in this study use the funds granted to their ASOs to provide 

antiretroviral medicines and additional services beyond clinical care. To effectively advocate for 

people living with HIV, the leaders in this study analyzed scientific data before taking purposive 

action. Agendas grounded in the governmentality of biopower that improved access to health 

care and other essential necessities for life were driven by scientific data-based solutions. The 

leaders in this study demonstrated rational thinking11 that produced well-informed decisions. The 

results of their leadership were sustainable services and programs that benefited people living 

with HIV across New England. The governments’ funding for these programs ensures that these 

services exist, though the uncertainty of future funding presents a risk for these ASOs. 

                                                           
11 In Plato’s Socratic dialogue, The Republic, Plato describes the ideal leader as someone who is rational, able to 

judge, analyze and take actions that promote the welfare and safety of the community based on careful observation, 

study and rational thinking (Cawthon, 2002). Because leaders who are well informed and measured in their 

approach to decision making, Plato argues people who possess these traits are best suited to lead others. Plato calls 

these rational leaders the “Philosopher Kings” (Cawthon, 2002, p.7). Plato’s Philosopher King is a woman or man of 

virtue, a leader “committed to the good of [her]/his followers” and community (Cawthon, 2002, p. 28). 
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Although important facets of health care delivery are ascribed to Biopower, the most 

powerful dynamic rousing leaders in the HIV/AIDS movement have been moral and spiritual 

vigilance that has called leaders to question the status quo. Where societal structures, including 

in some cases biopower—bolster structural violence against people living with HIV/AIDS, the 

ASO leaders in this study have responded with activism and compassionate care for people 

infected with the virus. 

Dual response leadership 

The leaders profiled in this thesis executed a dual response to the many challenges posed 

by the HIV/AIDS epidemic: compassion for those living with the disease and activism against 

their marginalization. They expressed compassion as they worked to alleviate the suffering, 

providing caregiving to fight the disease and offering services at ASOs. They demonstrated 

activism when they dedicated themselves to the fight as activists for policy improvements and 

against the social marginalization caused by the disease. 

 

Compassion for those living with HIV/AIDS 

The leaders in this study served as caregivers to help their HIV-positive clients navigate 

systems and obtain care. Their leadership was grounded in compassion for the suffering of 

others, whether it was someone dying of full-blown AIDS or HIV-positive people struggling 

with drug addiction, mental illness, economic impoverishment, incarceration or rejection and 

isolation from their families. These leaders demonstrated empathy and non-judgmental 

acceptance of the HIV-positive clients they served. They acknowledged barriers faced by their 
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clients and thus stood in moral solidarity with people living with HIV and the communities most 

impacted by the virus. As Kleinman notes: 

We can say that caregiving begins with the clinical ethical act of acknowledging the 

situation of the sufferer, affirming their efforts and those of family and friends to respond 

to pain and impairment, and demonstrating emotional and moral solidarity with those 

efforts (Kleinman, 2010, p. 103, interpretation of the work of Alterra 2008; Lock 1993). 

The leaders in this study worked on both personal levels and also more broadly through their 

collaborations and activism in the HIV/AIDS movement. Kleinman indicates that caregiving can 

extend from a personal relationship between the caregiver and patient to a more global 

relationship where activists change standards of care for populations through advocacy 

(Kleinman, 2010; Kleinman, 2013). 

Working beyond simply providing care, the leaders in this study also sought to improve 

the lives of their clients through respect and personal development. In this study, we observed 

leaders removing barriers and constraints that blocked HIV-positive people from reaching their 

capabilities, which allow them to live healthy fulfilling lives. Amartya Sen explains capabilities 

as potentials most human beings share. For instance, Sen argues that just as most human beings 

are born with the raw capacity to see colors, so are we born with the raw capacity to participate 

in deciding about the conditions of our collective life together (Sen, 1999). But Sen argues that 

people need informal or formal education to develop their specific capabilities. The leaders in 

this study spearheaded basic and fundamental programs, including basic life skills development 

and opportunities for educational advancement for the HIV-positive clients they served. These 

programs delivered access to health care, medicines, food, mental health care, housing, 
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education, GED, social support groups and substance abuse recovery and wellness programs. 

Through connecting HIV-positive persons with these programs, the leaders in essence helped 

them realize what Martha Nussbaum calls a life of meaning through achieving basic capabilities. 

Using this “achieving capabilities” approach, Martha Nussbaum asks, “What kinds of 

activity must be there if we are going to acknowledge that a given life is human?” (Nussbaum, 

1999, p. 253). Nussbaum lists several capabilities in her 1999 book: 1. life; 2. bodily health; 3. 

bodily integrity; 4. senses, imagination, thought; and 5. emotions. The ASOs provided programs 

that assisted people to develop many of these capabilities: health programs addressed bodily 

health; arts classes dealt with “senses, imagination, and thought”; and support groups assisted 

with dealing with emotions and helped people advocate for bodily integrity to be safe from 

sexual violence, and have healthy, consensual sexual relationships. 

Leaders demonstrated their compassion by placing the needs of people living with HIV 

before amassing wealth or greater financial returns for themselves. Study data revealed that ASO 

leadership in New England is set apart from the mundane and pervasive self-serving, money-

driven appetitive persuasion12 that exists in many capitalist driven leaders around the world 

today. As one high-level ASO leader (as noted earlier in this thesis) emphasized how other ASO 

leaders placed the needs of people living with HIV over their own salary considerations: 

                                                           
12 Plato describes the “appetitive persuasion” in his Socratic dialogue as the antithesis, the negative and undesirable 

characteristics of individuals who are not well-suited for leadership roles. Plato explains that people who are driven 

by an insatiable need for wealth and money, who seek luxury for themselves, and the accumulation of material 

possessions to indulge their own sensual natures are not qualified to lead others (Cawthon, 2002). Plato categorizes 

these materialistic and self-serving individuals as examples of what he calls the “appetitive persuasion”, that is, 

individuals who are “driven by their physical appetites: they seek luxury, [sensual] passions, wealth and trinkets” 

and are by nature self-serving (Cawthon, 2002, p. 7). The leader controlled by the “appetitive persuasion” is the 

antithesis of Plato’s ideal leader who is rational, virtuous and compassionate. 



113 

 

But there are intrinsic benefits that keep people working here that are more important 

and satisfying than just money and that’s what I think is fascinating. Like, people are 

willing to work for very little money! [Emphasis added]” 

 -Participant #15, p. 7 lines 312-315. 

The ASO leaders demonstrated compassion through their willingness to make personal 

and financial sacrifices to work in a field where they might truly help others and make a positive 

difference in the lives of people living with HIV/AIDS. Many of the leaders who participated in 

this study expressed that their job satisfaction derived from the higher values of standing in 

solidarity with the HIV/AIDS community and advocating for social justice and human rights 

equity agendas. The ASO leaders’ generous spirit reflected their compassion and values, which 

placed the welfare of others and human rights, over their own accumulation of wealth. 

 

Health disparities and HIV/AIDS related stigma 

Gay men by far bear the greatest burden of HIV disease in the United States. As 

discussed in the introduction, the CDC in Atlanta projects that 1 in 6 gay men will contract HIV 

over the course of their lives compared to 1 in 132 heterosexual men (CDC, 2016). Health 

disparities between gay men and the general population extend beyond HIV/AIDS. In 2011, The 

National Academy of Sciences released a comprehensive report describing multiple and 

widespread health disparities among gay men everywhere, at every age, who are presenting with 

higher rates of cardiovascular disease, cancer, depression, mental illness, substance abuse, 

allergies and asthma (NAS, 2011). The National Academy of Sciences reports that stigma, racial 

and ethnic disparities continue to exasperate HIV/AIDS treatment and prevention efforts in the 
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United States (NAS, 2011). Researchers in Canada discovered that more gay men were dying 

from suicide than from AIDS, and had been for years (Hottes, 2015). Both HIV infection and 

suicide are linked with experiences of psychosocial stress resulting from anti-gay stigma 

grounded in discrimination, violence, and prejudice (Hottes, 2015). Researchers in the UK have 

identified an interconnectedness of morbidities affecting gay men (PHE, 2014). Epidemiologists 

and psychologists have started to treat health disparities among gay men as a “syndemic”, that is, 

a cluster of health problems, none of which can be treated separately (PHE, 2014, online). These 

researchers have observed that: 

People who feel rejected are more likely to self-medicate, which makes them more likely 

to have risky sex, which makes them more likely to contract HIV, which makes them 

more likely to feel rejected, and so on (PHE, 2014, online). 

The British study challenges the notion that separate infrastructures around mental illness, HIV 

prevention and substance abuse are able to adequately address these complex health disparities 

because “all the evidence indicates that they are not three epidemics, but one” (PHE, 2014, 

online). They propose a model that demonstrates the links between these determinants of health 

(Figure 4).  
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Figure 4. Determinants of Health Inequalities Trio. This figure demonstrated the links between 

determinants of health. From Public Health England, Initial findings, Promoting the health and wellbeing 

of gay, bisexual and other men who have sex with men. by Public Health England. Retrieved from 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/339041/MSM_Initial_Find

ings__GW2014194.pdf. England’s Open Government Licence v2.0 allows use of any part of the report in 

publications.  

 

In this study, the qualitative data gathered from interviews and focus groups with ASO 

leaders indicate that people living with HIV in New England face judgment and stigma from the 

general population. As one leader said, “I don’t care who it is, anybody when they hear HIV, 

they are going to recoil a little bit” (Participant #18). Study participants also discussed examples 

of stigma in more specific situations like in conversations about how they were infected or their 

decisions to use condoms or PrEP. These social responses to people living with HIV are only 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/339041/MSM_Initial_Findings__GW2014194.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/339041/MSM_Initial_Findings__GW2014194.pdf


116 

 

small examples of far greater stigma attached to being HIV-positive. Another leader shared that 

minority communities suffer profoundly from the isolation that HIV/AIDS-related stigma 

extracts on the individual. In the quote below (repeated from earlier in this paper to emphasize 

the issue of stigma), she notes that for some minorities, their health care provider may be the 

only person who knows their HIV-positive status. The HIV-positive person fears the stigma their 

cultural community may hold for people living with HIV, so that person conceals their status and 

is left with no support group. The leader goes on to say that when an HIV-positive person can 

feel safe enough to reveal status to someone (besides the health care provider), that is “huge” 

because it represents starting to build social support. 

Stigma is huge [participant emphasizes the word “huge”]. In minority cultures, it’s 

difficult to engage them [people living with HIV] because culturally, there could be no 

one who really knows their [HIV] status outside of the health care setting, to have 

someone to move beyond that is huge. 

- Participant #11, p.2 lines 69-71. 

HIV is different from the flu or other ailments and diseases for those infected with the 

virus. HIV infection occurs very often through intimate relationships involving sex, drug use and 

in some circumstances, traumatic events in a person’s life such as partner betrayals and lying, 

exploitive, commercial sex work and even violence. One of the leaders in the study explained 

that the question of how a person was infected with HIV is “an off-putting question—there is 

judgment” when others ask, “how did you get it?” Once an HIV-positive person feels they have 

been judged, that judgment can cause them to feel stigmatized. Like leprosy, another highly 

stigmatizing infectious disease, where sufferers experience rejection from family, other 
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important relationships and societal rejection at large, Mother Teresa, known in the Catholic 

Church today as Saint Teresa of Calcutta has observed: 

We have drugs for people with diseases like leprosy. But these drugs do not treat the 

main problem, the disease of being unwanted (Mother Teresa, 1995, p. 173). 

Stigma associated with HIV infection as discussed in this thesis continues to create both formal 

and informal structural barriers for people who are HIV-positive. The leaders’ response showed 

that they comprehended the myriad obstacles and stigma people infected with the virus must live 

with every day. Yet, these leaders were able to convey measured optimism and grounded hope 

that people living with HIV and the communities impacted by the virus will have a better future, 

a future that includes a lifetime of good health, meaningful relationships and spiritual growth. 

Activism against marginalization 

American mainstream society ignored the early victims who suffered and died from 

AIDS (Smith & Siplon, 2006), and in the minds of the general population, those suffering, dying 

AIDS patients seemed remote. Indeed, to most people at the time, those earliest AIDS victims 

fell into four “H” categories: homosexuals, heroin users, hemophiliacs and Haitian refugees 

(Farmer, 2006). In the mind of the general population, people dying from AIDS were “others” 

who somehow deserved their fate. 

The Reagan Administration also demonstrated indifference towards the AIDS victims 

and choosing to overlook the dire warnings of a deadly cluster of cases that would soon 

metastasize into the HIV/AIDS pandemic. At the October 15, 1982 White House Briefing, 

journalist Lester Kinsolving asked Deputy Press Secretary Larry Speakes the first public 

question about the AIDS epidemic: 
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Kinsolving: Larry does the President have any reaction to the announcement—the Center 

for Disease Control in Atlanta, that AIDS is now an epidemic and have over 600 cases? 

MR. SPEAKES: What's AIDS? 

Kinsolving: Over a third of them have died . . . It’s known as “gay plague.” (Laughter.) 

Kinsolving: No, it is . . . it’s a pretty serious thing that one in every three people that get 

this have died. And I wondered if the President was aware of it? 

Speakes: I don’t have it [AIDS]. Do you? (Laughter.) Kinsolving: No, I don’t. 

Kinsolving: Well, I’m relieved to hear that [you don’t have AIDS] Larry! In other words, 

the White House looks on this as a great joke? 

Speaks: No, I don’t know anything about it, Lester. 

Kinsolving: Does the President, does anyone in the White House know about this 

epidemic, Larry? 

Speakes: I don’t think so. I don’t think there’s been any . . .  

Kinsolving: Nobody knows? 

Speakes: There’s been no personal experience here, Lester. 

(Speakes, 1982, October 15, 1982, Office of the Press Secretary). 

This transcript and other transcripts from White House briefings in 1983 and 1984 show 

that Speakes evades questions on AIDS. Speakes asked why the journalist is interested 

insinuating that the journalist might himself be gay, and the press corps joins in laughter that 
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demonstrates a lack of empathy for victims of a very deadly disease. The insensitivity of the 

Reagan administration to the plight of AIDS victims, and the laughter at White House press 

conferences when reporters asked White House representatives about President Reagan’s 

response to the epidemic, indicate that structural violence played a role in the response to the 

pandemic. The response to a deadly disease was clouded by longstanding cultural bias against 

homosexuality. 

This excerpt from the Reagan White House era is deeply troubling in that it documents 

the fear which lies at the core of stigma and discrimination: when people assume that it is 

impossible for they themselves to acquire HIV, they feel justified in stigmatizing those who have 

contracted this life-threatening disease. Paul Farmer describes poignant incidents of human rights 

abuses and structural violence perpetrated against HIV-positive people and people with AIDS by 

powerful actors and leaders, who single out vulnerable, stigmatized and in some cases, 

marginalized people within a society to bolster their own actual or perceived political power. In 

his 2005 book, Pathologies of Power, Health, Human Rights, and The New War on the Poor, 

Farmer writes: 

The distribution of AIDS is strikingly localized and nonrandom; so is that of human 

rights abuses. Both HIV transmission and human rights abuses are social processes and 

are embedded, most often, in the in-egalitarian social structures I have called structural 

violence (Farmer, 2005, p. 230). 

While the LGBT community committed to activism against marginalization, they had to 

take on a new role as champions of victims of this new disease. Rev. Jerry Falwell, a Southern 
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Baptist preacher and founder of Liberty University in Lynchburg, Virginia, offered an extreme 

example of this homophobia in a remark made on a live TV broadcast when he quipped, 

AIDS is God’s gift to gay people—just as herpes was God’s gift to promiscuous 

heterosexuals (Perry, 1990, p. 280). 

In response, Rev. Troy D. Perry, an LGBT Christian activist and founder of the Metropolitan 

Community Church, a Christian denomination with a special affirming ministry with the lesbian, 

gay, bisexual and transgender communities replied to Falwell: 

What a nasty god you must worship! A god that gives herpes, a miserable little itch, to 

one class of people, and gives agony and death to another? How can you even associate 

the two diseases? That’s the stupidest comparison I’ve ever heard—a lip sore for your 

people and a horrible death for mine! (Perry, 1990, p. 280) 

Struggling to maintain his composure while arguing with Falwell, Perry explained with heart-felt 

passion to the viewing audience while this live broadcast was being transmitted across the North 

American continent that: 

I do not believe AIDS is God’s gift to gay people, Reverend Falwell, it is not a gift of 

God any more than sickle cell anemia is God’s gift to black people, any more than toxic 

shock syndrome is God’s gift to women, or any more than Legionnaire’s disease is God’s 

gift to members of the American Legion for being too Patriotic. . . I do not believe in a 

theology of the common cold! (Perry, 1990, p. 280) 

Reverend Perry was aware that his powerful retort to Falwell’s insensitive remarks placed 

his adversary on the defensive and Falwell was willing to back away from the subject because he 
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sensed that the vast Canadian audience would sympathize with a more humane and enlightened 

position than that which he had originally put forward (Perry, 1990). Indeed, Voltaire, the 

famous French 18th century age of reason enlightenment writer, historian, and philosopher 

renowned for his satirical wit and attacks on the established Catholic Church wrote, “J'ai 

toujours fait une prière à Dieu, qui est fort courte. La voici: Mon Dieu, rendez nos ennemis bien 

ridicules! Dieu m'a exaucé” translated in English as: 

I always made one prayer to God, a very short one. Here it is: “O Lord, make our 

enemies quite ridiculous!” God Granted it (Voltaire, 1767). 

Evangelical fanatics like Rev. Jerry Falwell spewed out hatred and bigotry that fanned 

flames of deep-seated fears in the minds of many Americans that gay men and dying AIDS 

patients were a threat to the health, safety and morals of the country (Perry, 1990). Some 

Republicans and conservative right-wing politicians and evangelical Christians during the 1980’s 

were emboldened by such rhetoric to call for a national quarantine of AIDS patients and HIV-

positive people, where they proposed isolating them would protect the safety and health of the 

public (Perry, 1990). 

The Westboro Baptist Church in Topeka, Kansas was another Christian evangelical 

congregation influenced by the hate-filled rhetoric of Jerry Falwell and other homophobic 

pundits (Perry, 1990). Members of the congregation under the leadership of their pastor routinely 

disrupted funerals held for AIDS victims in the presence of grieving families and friends trying 

to pay their respects to the deceased (Perry, 1990). The followers of the Westboro Church 

believed that all homosexuals deserved the death penalty based on subjective and erroneous 

interpretations of the Holy Bible by taking scriptures taken out of context (Perry, 1990). These 
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religious fanatics disrupted funerals and services at the height of the AIDS crisis. Their cruelty 

was antithetical to Jesus’s teachings and words by inflicting added pain and suffering on grieving 

loved ones who were mourning the loss of someone they cared about to AIDS (Perry, 1990). 

Voltaire alludes to the disruptive power of religious fanaticism in Les Philosophes. 

Questions sur les miracles, when he writes, “Certainement qui est en droit de vous rendre 

absurde est en droit de vous rendre injuste” translated in English as: 

Those who can make you believe absurdities, can make you commit atrocities (Voltaire, 

1765, p. 277-78). 

Such bigotry and hatred angered many gay people, their families and friends, and stoked the fires 

of activism and cognitive liberation which then caused HIV-positive people set out to protest and 

fight this unbridled bigotry and demagoguery. Bayard Rustin, an African American civil rights 

activist and gay man who worked side-by-side with Dr. Martin Luther King, Jr. during the 

American Civil Rights movement eloquently stated: 

When an individual is protesting society’s refusal to acknowledge his dignity as a human 

being, his very act of protest confers dignity on him (Rustin, 2011, p. 160). 

As the epidemic became more widespread, individuals with AIDS and HIV-positive 

persons became aware of their power to effectively confront and dismantle oppressive and unjust 

societal constructs and institutions that worked against their interests (McAdam, 1982). AIDS 

sufferers experienced what sociologist Doug McAdam describes as cognitive liberation, where 

they evolved into leaders themselves within the HIV/AIDS movement (McAdam, 1982). 

Cognitive liberation leads oppressed and marginalized people to demand that institutions redress 

grievances and reallocate resources previously denied (Goodwin & Jasper, 2004). AIDS 
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sufferers became aware that they could confront the unresponsive and unjust government 

response to their suffering and in so doing, conferred dignity upon themselves and their 

communities that were most affected by the epidemic (Rustin, 2011). 

Sociologist Doug McAdam’s political process model helps explain how the HIV/AIDS 

epidemic precipitated a movement that evolved from a complex biosocial environment 

(McAdam, 1982). The leaders that emerged from effectively fought against injustice and 

government inaction in response to the AIDS crisis. By protesting government inaction and 

fighting against marginalization, AIDS sufferers themselves emerged as “home-grown leaders” 

(Smith & Siplon, 2006 p. 7). These HIV-positive people led the movement with passion and 

zeal, as they were healthy enough to fight, but still uncertain of their future. As people living 

with HIV, themselves, these people emerged as leaders who acted with high levels of credibility, 

able to effectuate “transformational change.” (Burns, 2003, p. 146). 

In his 2003 book, Transforming leadership: a new pursuit of happiness, James McGregor 

Burns argues the clues to effective leadership lie in a potent equation, “embattled values 

grounded in real wants, invigorated by conflict, empower leaders and activated followers to 

fashion deep and comprehensive change in the lives of people” (Burns, 2003, p. 213). Burns 

further points out that both philosophers Jean-Jacques Rousseau and Karl Marx were advocates 

and activists “whose analyses of needs were in the service of calls for transformational change” 

(Burns, 2003, p. 146). 

Leaders in the HIV/AIDS movement fought injustice, stigmatization, and marginalization 

with activism through actions such as protests, marches, projects like the AIDS quilt, and 

lobbying government representatives for increased funding for research and access to treatment. 
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In this study, we observed that the leaders of the eight New England Boston-based ASOs 

interviewed described taking actions of activism at some level. Qualitative findings indicate that 

these leaders advocated for equity and human rights agendas for the ASO communities. The 

ASOs serve many intersecting marginalized communities including people who are HIV-positive 

minorities, LGBT, mentally ill, who may have been incarcerated at one point and those who use 

illicit drugs. The study participants described their daily work advocating for health care, 

housing and other basic needs for these marginalized communities. 

Burns indicates a transformational leader will “engage followers, not merely to activate 

them, to commingle needs and aspirations and goals in a common enterprise,” (Burns, 1978, p. 

461) .The ASO leaders interviewed in this study engaged their communities by seeking feedback 

from constituents on programs, and by collaborating with colleagues through advocacy. One 

example of this advocacy came from one leader working with a “PrEP group.” PrEP is a new 

HIV/AIDS prevention method in which people who do not have HIV infection take a pill daily to 

reduce their risk of becoming infected. PrEP is a new tool in HIV/AIDS prevention as it prevents 

HIV infection through sex between sero-discordant partners. The leader involved with the PrEP 

group indicated that he had to combat the assumption that people should simply use condoms. 

He mentioned that condoms are not a realistic solution to prevent the spread of HIV because 

some people are not able to use them effectively or consistently. The ASO leader combined his 

“street knowledge” of their community with his understanding of current data. Research shows 

that PrEP offers better prevention outcomes than traditional condom usage, and that PrEP offers 

additional protection from infection when combined with condoms (Hankins, C., Macklin, R., & 

Warren, M., 2015). The leader interviewed indicated that people in his community (a PrEP 

group) felt stigmatized by health providers who felt they should just use condoms. This leader 
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describes how he must continue to advocate for his community by talking to providers, bringing 

stakeholders together for education and conducting outreach to raise awareness of this issue. 

The ASO leaders in this study included diverse groups involved in decision-making 

including people living with HIV, their partners, families, friends and communities impacted by 

the disease. The ASO leaders in this study encouraged all stakeholders to take proactive roles in 

the design and implementation of programs in New England and to work together to advance 

agendas to improve HIV/AIDS care. The ASO leaders demonstrated what James McGregor 

Burns describes as effective transformational leadership by providing programs and services 

based on the wants and needs of the community (Burns, 2003). Burns explains that 

transformational leadership is “crucial and empowering engagement between leaders and 

followers, based in leaders continuing responsiveness to the wants and needs of followers” 

(Burns, 2003, p. 50). The leaders designed programs based on scientific data to create effective 

interventions that ultimately culminated in improved health and expanded opportunities for the 

people living with HIV they served (Burns, 2003). The ASO leaders in this study understood that 

“the first step in any [successful] leadership strategy [is] to listen” to the voice of the community 

and take action to implement the communities’ directives (Burns, 2003, p.235). By doing so, 

these leaders were able to establish “a distinct set of moral understandings and commitments” 

between leaders and the HIV/AIDS community served (Burns, 2003, p. 184). 

 

Pragmatic Solidarity and Cultural Humility 

While compassion and activism were the dual forces driving the leaders interviewed in 

this study, cultural humility and standing in pragmatic solidarity with people living with HIV and 
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their communities were the key elements that made their leadership effective. Paul Farmer has 

written that cultural humility entails acknowledging that “anyone can learn about another person, 

another family, another patient another village or island, another town or district or nations” 

(Farmer, 2016, p. 16). Farmer explains that: 

Anyone can stop and listen to the stories that constitute the second life of sickness. And-

here’s the second claim-anyone can apply not only knowledge, but also compassion and 

pragmatic solidarity, to lessen the suffering about which we so often write (Farmer, 2016, 

p. 34). 

Farmer further describes a concept of pragmatic solidarity, which he defines as “partisan 

service” to the victims of structural violence rather than “studied neutrality or false 

consciousness about objectivity” (Farmer, 2016, p. 9). The leaders in this study demonstrated 

partisan service in unique and different ways through expressed human rights activism. While 

some of the leaders were working at the highest levels of government advancing equity agendas 

for people living with HIV at the CDC in Atlanta or lobbying policy makers and legislators in 

Washington D.C. and state houses across New England, others were grass-roots activists, 

rallying communities to protest through political demonstrations and lobbying efforts for funding 

crucial health care and direct services. These leaders were bold and undeterred when they took 

actions to remove barriers13. They understood the many obstacles and challenges facing people 

living with HIV and demonstrated willingness to stand in solidarity with the community to 

                                                           
13 In The Republic, Plato describes a type of leader who stands in pragmatic solidarity as “spirited” and willing to 

fight for a cause or a community (Cawthon, 2002, p. 7). According to Plato, spirited leaders are fearless in the face 

of opposition and will defend and protect the rights of their followers. They advocate and fight for justice. Leaders 

who possess this “spirited” quality of character, Plato has called the “warriors” (Cawthon, 2002, p. 7). The warriors 

of the HIV/AIDS movement have always been, and continue to be, human rights activists, leaders who are willing to 

stand in solidarity with people living with HIV and fight for social justice and human rights agendas on many 

different levels. 
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promote equity agendas for social justice and human rights. Still, other leaders in this study 

showed their activism in more personal ways, such as reaching out to people living with HIV 

suffering co-morbidities of mental illness and drug addiction, supporting prison inmates trying to 

cope with being HIV-positive and incarcerated or patiently explaining and teaching others about 

HIV disease and how they can manage their HIV infection and live healthier and longer lives. 

The results in this study show that the ASO leaders supported human rights and social 

justice equity agendas through their dedicated activism and continued willingness to stand in 

solidarity with people living with HIV against structural violence. The leaders in this study also 

demonstrated pragmatic solidarity when they spoke about tailored engagement and when they 

incorporated feedback from the people they served into programming. 

Leaders in this study spoke about how they employed cultural humility to welcome and 

treat their HIV-positive clients. For instance, they demonstrated an understanding that the 

experience of living with HIV varies across time, place, and even simply among individuals, and 

that while they could not understand an individual’s experience, they could bear witness to that 

experience. 

Consider how the HIV-community has changed over time. Just as treatment for HIV has 

evolved, so has the experience of and perception of people living with HIV. Someone infected in 

1996 faced early death, but the gay community was behind them—there was a cohesive 

community because there was crisis. Today people living with HIV can be treated with 

antiretroviral therapy (ART), so AIDS is no longer an immediate death sentence. The perception 

of HIV-positive people has also changed: the support that was apparent in the early years of the 

AIDS epidemic has deteriorated into greater stigma of those who are HIV-positive. With the 
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success of prevention campaigns, fewer gay men were becoming HIV-infected and the center of 

focus in the gay activist community began to shift to new issues. In 1987, the Gay and Lesbian 

March on Washington focused squarely on AIDS. In 1993, the march emphasized issues such as 

the service of gay people in the military and in 2015 the march celebrated the successful LGBT 

fight for same-sex marriage. As Smith and Siplon observed: 

Ideological splits became evident between more affluent white gay men, who were seen 

by some as having a narrow agenda concerning drug development and access, and many 

women and people of color who sought to address broader systemic issues of racism, 

sexism, homophobia, and class oppression. . . . [that] reflected the marginalization of 

black, Latino, and Asian gay men within the larger gay movement, which was often led 

by white, well-educated, middle-class men seeking assimilation into the larger culture 

(Smith & Siplon, 2006, p. 28). 

The experience of living with HIV/AIDS also varies by place and background. The CDC 

has mapped the geographic prevalence of HIV infection across all fifty states as seen in figure 5. 

The map shows a much higher chance of becoming infected with HIV in the southern states 

when compared to the northern states. Ironically, someone infected in the Southern United States 

has fewer options for services whereas someone infected in New England has many more 

options as seen in the ASOs represented in the study data. 
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Figure 5. Lifetime Risk of HIV Diagnosis by State. This figure illustrates the geographical distribution 

by state and the burden of disease and risk of contracting HIV across all fifty U.S. states. Source: CDC. 

(2016, February 24). 2016 Conference on Retroviruses and Opportunistic Infections. Atlanta. Retrieved 

from https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html. CDC-data located on this 

site are U.S. Government works for use in the public domain. Reproduction is permitted in accordance 

with Title 17, Sections 106 through 120 of the U.S. Code. 

A person’s cultural background also affects how they deal with HIV (Gutierrez, 2016). 

One respondent explained how women living with HIV in some cultural communities serve as 

the head of the household and hold many responsibilities that make accessing care more difficult. 

She had a different experience being HIV-positive than a gay white man, who may not have 

faced the same family responsibilities and time constraints. Furthermore, the experience of 

having HIV varies by income level and education. People with higher income and education 

attainment have more options for health care and jobs. 

https://www.cdc.gov/nchhstp/newsroom/2016/croi-press-release-risk.html
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Applying Paul Farmer’s concept of cultural humility, the investigators of this study argue 

that caregivers have to understand that they don’t understand each person’s individual 

experience. Instead, they just need to empathize with others and accompany them without 

judgment. The leaders in this study demonstrated cultural humility when they spoke about 

tailored engagement, and when they incorporated feedback from the HIV-positive people they 

served into programming. The leaders in this study demonstrated cultural humility through their 

awareness of these issues and through their respect for their client’s decisions about their own 

health care (for instance, allowing clients to decide for themselves whether to pursue drug 

rehabilitation treatment). There is no single experience of living with HIV/AIDS. We need to 

understand the sociology of the disease and the broader social determinants of health that impact 

delivery of care across culturally diverse and socially complex local worlds (Kleinman, 2010). In 

reference and reverence to Henry Louis Gates, Jr.’s concept on the diversity of the African-

American experience, there are as many different HIV-positive people as there are HIV-positive 

people, it is not a “monolith” (Gates, 2012). 

Servant Leadership & Cultural Humility 

The phrase servant leadership was first coined by Robert K. Greenleaf in his essay 

published in 1970, The Servant as Leader (Greenleaf, 2003). However, the idea of servant 

leadership has influenced Western thought and laws over several millennia, an important 

leadership theory first put forward by the Greek philosopher and scientist, Aristotle (Cawthon, 

2002). The Aristotelian concept of servant leadership is the notion that leaders wield their 

authority with a sense of duty and responsibility to prioritize the needs of others over their own 

personal ambitions, desires and material gains (Cawthon, 2002). The ASO leaders in this study 

demonstrated servant leadership.  
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As discussed earlier in this thesis, these leaders possessed the quality of cultural humility. 

Cultural humility when synergistically combined with servant leadership buttressed the 

effectiveness of the ASO leaders’ ability to engage communities and reach across cultural 

divides. In fact, the study data indicated that cultural humility as expressed by the ASO leaders 

enhanced these leaders’ attributes of servant leadership. Accepting leadership responsibilities in 

settings where leaders are called to serve and promote the interest of people living with HIV 

rather than their own self-interests exemplified servant leadership. Compared to some free-

market capitalists’ entrepreneurs solely in pursuit of money and profits, the ASO leaders who 

participated in this study were committed to serve vulnerable and marginalized people living 

with HIV who needed their help, expertise and leadership skills. As quoted earlier in this paper, 

one leader indicated that they did this for “intrinsic benefits” that did not necessarily include 

large salaries, but instead allowed them to serve these people in need.  

The leaders in this study wielded power as servant leaders who compassionately engaged 

HIV/AIDS communities with cultural humility; they are true ensamples of servant leadership in 

21st Century America today. The ASO leaders are emblematic of Aristotle’s ideal leader, the 

servant leader. Most importantly, by standing in pragmatic solidarity with people living with 

HIV, these ASO servant leaders were bold and undeterred when they took purposive action to 

remove barriers, with a sense of duty and responsibility to prioritize the needs of the HIV/AIDS 

community over their own personal ambitions, desires and material gains.  

Cultural Humility & Emotional Intelligence 

Cultural humility requires a degree of emotional and intuitive sensitivity in order to 

respond to another person’s need with support and solidarity. The study data indicate that 
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emotional sensitivity and an attitude of humility are key aspects of effective leadership because 

leaders who possess these emotional attributes can stand in solidarity with marginalized and 

vulnerable communities. Beyond sharing their expertise, training and professional qualifications, 

the leaders who participated in this study showed genuine empathy and concern for people living 

with HIV. Their responses to interview and focus group questions indicated that they understood 

that life with HIV is hard and that the barriers HIV-positive people confront accessing care and 

services are complicated and burdensome.  

In his book Emotional Intelligence & Primal Leadership, Daniel Goleman argues that 

leaders, “whether they are tribal chieftains or shamans, US presidents, or corporate CEOs, have 

risen to power and authority because their leadership was emotionally compelling” (Goleman, 

2002, p. 5). The results from this study demonstrate that the effectiveness of the ASO leaders 

was enhanced by emotional ties to the people they served, the HIV/AIDS community and human 

rights equity agendas for social justice. The study participants demonstrated emotionally 

compelling leadership driven by their deep commitment to advocate for social justice agendas 

that supported access to health care and direct services. We observed that many of the 

participants shared a common attitude of humility and demonstrated a commitment to standing in 

solidarity with the HIV-positive community. 

A succinct summary of Daniel Goleman’s leadership theory is expressed by U.S. Army 

Major Daniel Mazzone when he points out that attitude can greatly impact an organization’s 

performance, and a leader’s behavior can greatly impact the attitude and culture in an 

organization (Mazzone, 2014). The leaders in this study had an attitude of humility and the 

emotional intelligence to support, care for and inspire the people they served. More importantly, 

working under duress, the leaders in this study also demonstrated the ability to “learn to hone the 
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emotions that surface during stressful times” (Mazzone, 2014, p. 45). In our study, we heard how 

distressed constituents required that leaders use emotional intelligence to be engaged while not 

being overwhelmed by the stress of working with clients facing co-morbidities, addictions, and 

other barriers in addition to their HIV/AIDS diagnoses. 

Leaders who participated in this study expressed humility and sincere compassion for 

people living with HIV; they did in fact, stand in pragmatic solidarity with the HIV/AIDS 

community and revealed the quality of cultural humility so crucial to effective community 

engagement (Farmer, 2016). These leaders possessed a degree of emotional intelligence that 

bolstered their effectiveness at reaching across cultural divides into communities experiencing 

higher prevalence and disproportionate burden of HIV disease. The study participants effectively 

engaged diverse individuals, partners and communities because they responded to diverse local 

worlds impacted by the social determinants of health driving the HIV/AIDS epidemic in the six 

state regions of New England (Kleinman, 2010). The response of the ASO leaders was a 

measured response grounded in cultural humility. 

The second concept Goleman introduces to Emotional Intelligence leadership theory is 

the idea he calls resonance. Goleman describes resonance as “the human analog of synchronous 

vibration that occurs when two people are on the same wave-length emotionally—when they feel 

in sync (Goleman, 2002,p. 20). Goleman believes that “resonance is a basic or primal method 

leader’s use to tap into the positive emotions of the people who follow them” (Goleman, 2002, p. 

20). 

According to Goleman, emotionally intelligent leaders communicate to their followers in 

such a way that they are able to encourage them and this creates resonance. This encouraging 
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and positively charged emotional interaction between leaders and followers is a “more basic or 

primal method’ of engaging followers” (Mazzone, 2014, p. 46). Goleman describes resonance as 

“emotionally intelligent leadership is the resounding synchrony of personalities interacting 

together, prolonging the positive emotional pitch of followers . . . in response to an emotionally 

intelligent and sensitive leader” (Goleman, 2002, p. 20). 

Many examples of resonance were observed in this study as ASO leaders engaged 

diverse communities and reached across diverse cultural divides. The leaders in this study 

refined the engagement process and customized it to fit the needs of individuals and affinity 

groups and engage more effectively diverse communities with widely disparate needs and 

challenges. For instance, leaders in this study routinely involved various HIV-positive 

communities in focused and personalized processes—a practice they referred to as “tailored 

engagement.” Tailored engagement is an example of Goleman’s idea of resonance because the 

ASO leaders targeted the needs of the individual or of a small group and took the time to 

understand their constituents. Leaders employed tailored engagement when they adapted an 

approach to fit the needs of an individual, sex partners or small groups of people. As one leader 

explained, the idea of tailored engagement was “to take their hand and offer them a personal 

invitation” (Participant #09) to work together in resonance towards improved health and HIV 

disease management. 

Leaders use resonance when they reach out to others. Daniel Mazzone describes 

Goleman’s idea of resonance as an encouraging and positively charged emotional interaction 

characterized by a “more basic or primal method of engaging followers” (Mazzone, 2014, p. 46). 

In our study, some of the leaders described living with HIV themselves and why they chose to 

disclose their own HIV-positive status with the person they were trying to help. The choice to 
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disclose one’s HIV status created resonance and facilitated trust between two people who shared 

a commonality of circumstances together around their HIV-positive diagnosis. The leaders 

indicated that disclosure of their HIV status offered a leveling quality and mutual “knowing” that 

brought HIV-positive leaders closer to their HIV-positive clients. The leaders identified 

themselves as part of the environment and community they were trying to actively engage. 

In our study, some leaders talked about using stories to describe medically complex ideas 

to bridge educational cultural divides. We feel this offers another example of how ASO leaders 

established resonance with their HIV-positive clients. One leader described how she explained 

diabetes and insulin resistance to “people who don’t know how to read or write yet” (Participant 

#01). The leader used a simple metaphor of a person entering a room through a door to explain to 

a client how insulin needs to enter into a cell. By explaining the science in simple terms, this 

leader created resonance with her HIV-positive clients so she could inform and educate them 

about diet, exercise and other life style changes to delay or prevent diabetes. 

Another ASO leader working with mentally ill and depressed HIV-positive clients also 

demonstrated resonance as she compassionately went beyond set hours and office appointments 

to engage HIV-positive clients in their homes or shelters and ask them “can I come in, can I talk 

to you, can we just do this” (Participant #03). As this leader indicated that engagement required 

more than simply “meeting with clients and processing paperwork.” She talked about how 

empathy and caring are required—reaching out beyond traditional boundaries of engagement, 

meeting clients in their suffering and helping each one take those crucial steps out of despair: 

“There is so much more it takes to provide those direct services” effectively and on the client’s 

terms. 



136 

 

“There also has to be something organic in you that you are a nice person” (Participant 

#01), observed another study participant describing effective engagement: leaders who genuinely 

express empathy and concern—kind people—are also effective leaders. In this leader’s words, 

being a “kind person” is “organic,” an innate trait of effective leaders and it is also another 

example of Goleman’s idea of resonance. Leaders in this study made use of client-centered 

harm-reduction approaches to support HIV-positive drug users. Another leader explained that 

meeting a client “where they’re at” (Participant #19) and engaging them with the intent to form a 

“meaningful and therapeutic relationship” are effective ways to overcome barriers to health and 

demonstrated this leader’s intent to create resonance with HIV-positive drug users. 

According to Goleman, emotionally intelligent leaders can create resonance when they 

encourage others to speak up and value their ideas. Leaders in this study who effectively engaged 

diverse communities also understood the positive effects of disagreements and agreed that a 

good leader not only tolerates dissent, but even builds on opposing ideas. Indeed, community 

engagement is not a fixed and inflexible process. In fact, leaders engaging diverse communities 

welcome disagreements, and even arguments, among stakeholders, as long as everyone impacted 

by the outcomes has a voice in the process. In the quote below (repeated from earlier in this 

thesis to emphasize how ASO leaders understood the positive effects of disagreements) is also an 

example of resonance articulated by the leader quoted below: 

So disparity [of opinions among this group] is okay, disagreements are perfectly okay. 

I’ve seen some of the best work come out of arguments and disagreements and that’s all 

right. Letting people know that it is okay to have your voice [heard] no matter where you 

come from. 
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- Participant #13, p. 5 lines 212-213. 

Resonance emerges when leaders foster a discursive environment where respect and 

mutual understanding create goodwill among stakeholders. The leaders who participated in this 

study crossed cultural divides that exist within the HIV community through avoiding tendencies 

to essentialize the experiences of the people they served. These examples the ASO leaders’ 

mindfulness demonstrates humility and understanding, which other leaders in this study indicate 

are important keys to establish levels of trust necessary for effective community engagement. 

Resonance was observed in these and other examples described in this study as ASO leaders and 

people living with HIV advocated together for health care access and social justice reforms. 

Paul Farmer has observed that effective community engagement requires standing in 

pragmatic solidarity with marginalized and vulnerable people, providing their communities with 

“partisan service rather than studied neutrality or false consciousness about objectivity” (Farmer, 

2016, p. 34). Goleman’s concept of resonance and Farmer’s idea of pragmatic solidarity suggests 

that effective community engagement requires leaders to take time to learn about people’s 

history, culture, likes and dislikes if a leader is going to serve in that community effectively 

(Farmer, 2016). Resonance requires that leaders commit to learning about social frameworks 

within a community, at least to an extent where they may relate on basic emotional levels with 

people, understanding what factors have influenced their lives and some idea where they are 

coming from emotionally. 

Goleman further explains that resonance “is the ability to drive emotions in positive 

directions” (Goleman, 2002, p. 20). Working through a lens of cultural humility, the leaders in 

this study were driven by positive emotions such as compassion, appreciation and empathy. 
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These positive emotions engendered relationships based on mutual respect, where ASO leaders 

responsiveness to the “second life of sickness” caused by HIV infection becomes the rallying 

point for leaders and community to unite together in pragmatic solidarity (Farmer, 2016, p. 34). 

In this study, it was observed that pragmatic solidarity emerged from resonance between 

passionate leaders and people living with HIV as they advocated together for social justice and 

human rights equity agendas. For instance, the ASO leaders made efforts to bring everyone’s 

voice to the table when considering new strategies for reaching their communities. By 

acknowledging that those living with HIV/AIDS were the experts on their situation and inviting 

those people to contribute their ideas to new programs, the leaders demonstrated cultural 

humility and pragmatic solidarity. 

New medical advances in HIV/AIDS treatment and prevention, improved antiretroviral 

medicines with less toxic side effects for patients to contend with and the reality that HIV is no 

longer a death sentence, have altered the movement’s landscape and the leaders emerging today. 

Almost all of the original leaders who first lead the charge to fight injustice and the inhumane 

disregard for people infected with HIV/AIDS were from the LGBT community. Today the 

LGBT community, while still vested in the HIV/AIDS movement, they have redirected much of 

their activism towards other social justice agendas important to them.  

The mass demonstrations of the past organized by large numbers of politically mobilized 

LGBT leaders protesting government indifference and corporate greed of big pharmaceutical 

companies have evolved into successful community and public/private sector partnerships, with 

the resulting advantages of pooled fiscal resources and population based public health 

interventions.  
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Emerging today are leaders that reflect the changing face and demographics of the 

HIV/AIDS movement in New England. New leaders from populations and communities most 

impacted by the epidemic; African Americans, Latinos, women and especially women of color, 

transgender community, people living one-day-at-time in successful addiction recovery, and 

those who bravely manage and live with mental illness. There are still leaders in the HIV/AIDS 

movement from LGBT and traditionally mainstream communities, like moms and dads, who 

may or may not be HIV-positive, and they too, care about the welfare of marginalized and 

vulnerable people and want to serve and care for others in their communities. 

All of these new faces of leadership in the New England HIV/AIDS movement are 

powerful, effective and passionate voices. These leaders care about their work, they are willing 

to fight and make sacrifices serving people infected with the virus and further prevention efforts 

to decrease the incidence of HIV infection in their communities. These leaders are advocating for 

education, prevention and access to treatment for anyone infected with HIV. The leaders who 

participated in this study have the heart, skills, commitment and passion to lead the movement 

today and into the future. 

 

5. Limitations 

This study was limited to New England and Boston-based ASOs. This is a region with 

resources, resolve and expertise to treat complex diseases. Leaders might have different 

strategies in more resource-limited settings and employ other strategies to implement health care 

delivery and community engagement. 
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The sample size was relatively small, comprised of 20 leaders, and though adequate for 

theme saturation and typical of qualitative studies, this study is not representative of all 

HIV/AIDS leaders serving people impacted by HIV/AIDS. Finally, the design of this study 

meant that we focused only on one disease, HIV/AIDS; therefore, results and findings cannot be 

translated to other infectious or non-infectious disease management or community engagement 

approaches. 

6. Conclusion 

The aim of this study was to explore the elements of leadership that produce effective 

community engagement and how leaders manage multiple levels of challenge in socially 

complex settings that affect direct care services for people living with HIV. We used a rigorous 

qualitative methods grounded theory analysis to elucidate a richly contextualized understanding 

of successful leadership from leader participant experience and perspectives. This approach 

rendered findings that complement and advance our understanding of health care leadership 

within a particular health domain—HIV/AIDS care—in a community that is often socially 

marginalized interfaces with health and social services. Moreover, this approach provided a 

granular level of descriptive detail illustrating how leaders implement projects, goals, policies 

and engage communities and stakeholders in one health domain that may have relevance to other 

socially complex health domains. 

Cultural Humility 

From this data, the research team concludes that ASO leaders in New England 

demonstrate the quality of cultural humility. These leaders are non-judgmental, accepting, and 

understood people’s struggles living with HIV. The leaders in this study listened to HIV-positive 
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people’s voices; they built trust, invited discourse among all stakeholders and let everyone know 

their voice mattered. Some of the leaders who were themselves HIV-positive were willing to use 

their own personal struggles with HIV and risk disclosure in order to facilitate integration with 

the people they were helping. 

Pragmatic Solidarity 

The ASO leaders demonstrated a leadership response rooted in compassion and active 

against complacency. These leaders linked data to practice and care of their HIV-positive clients. 

The leaders demonstrated the ability to help people living with HIV overcome barriers and the 

leaders skillfully managed multiple levels of challenges along the way. These leaders heard the 

voices of their client’s and incorporated feedback from people living with HIV to offer them 

programs that were adapted to the clients’ needs. Leadership among the various ASOs in this 

study supported human rights equity agendas that expanded access to health care and other 

related services HIV-positive people need. The interview data revealed that ASO leaders 

supported people living with HIV, their communities, and their colleagues in the AIDS 

movement to have the confidence to create, participate, and express their views and feelings and 

ultimately to become leaders themselves (Burns, 1979). 

Compassionate Leaders 

The author and co-investigators of this research can conclude that the women and men 

who participated in this study were leaders that could effectively reach across cultural divides 

and deliver direct HIV/AIDS services to marginalized people and communities. The leaders in 

this study had developed competencies of emotional intelligence, empathy, self-discipline and 

the artifice of social skills to respond to the needs of HIV affected communities besieged by 
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multiple barriers of poverty, illness and injustice. Such self-reflection and personal skill-set 

development are essential for anyone with a calling for transformational leadership in the 

HIV/AIDS movement. The leaders called to serve must be prepared, skilled and at peace with 

themselves in order to bring peace and healing to others (Brown, 1990). 

7. Epilogue:  Spiritual resurrection of hope: leadership and HIV/AIDS 

 

This study has been shaped by the researcher’s perspective as an HIV-positive gay man 

and human rights activist. I write about a journey spanning more than twenty-eight years 

advocating for social justice and health care access for marginalized people in Texas. In the mid-

1990’s, thousands of gay men were dying of AIDS in the United States. Across the country, 

obituaries in local newspapers reported the loss of men in their prime years of life, but the cause 

was left unclear due to the stigma of HIV/AIDS. The bleak landscape of death and illness that 

characterized the HIV/AIDS crisis in the mid-1990’s felt like a death sentence for those newly 

infected with the virus. However, when new antiretroviral medicines burst forth from the 

arsenals of drug manufacturers and research labs that effectively treated opportunistic infections 

and prolonged the lives of people living with HIV, it was for those newly diagnosed patients, a 

spiritual resurrection of hope from an HIV/AIDS death sentence to a second chance for life, 

albeit a complicated and lifelong adherence to taking powerful drugs with unknown side effects. 

Researchers committed to a scientifically rigorous, qualitative investigation understand 

that bias or skewedness in a research study is undesirable (Malterud, 2001). However, as 

Malterud writes: “Preconceptions are not the same as bias, unless the researcher fails to mention 

them” (Malterud, 2001, p. 484). Where the researcher is constructed as the “human research 

instrument” (Malterud, 2001), and identifies how living with HIV and their own leadership 
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experiences might lead to different understandings of what constitutes effective community 

engagement and reaching across cultural divides, a richer and more developed understanding of 

complex biosocial phenomena is offered. Understanding something about the researcher’s 

beliefs, values, perspectives and position is especially important to qualitative research 

(Malterud, 2001). Research that produces valid results may translate leadership experiences 

observed in this study to other settings where leaders are strengthening the health care system 

and advocating for social justice agendas. 

In 1996, I tested positive for HIV. After processing the initial shock, anger and grief that 

accompanied a grave diagnosis, I was able to access new classes of highly effective antiretroviral 

medicines that treated my HIV infection. I started antiretroviral therapy at age 33, and, for me, it 

felt like a miracle of science and medicine had handed down a reprieve from an AIDS-related 

death sentence—a spiritual resurrection of hope. I had faced death and mortality early in life. 

However, after starting antiretroviral therapy in January of 1997, I saw my viral load fall below 

detectible levels and experienced a reconstituted immune system with rising CD4 cell counts. 

Emotionally, I experienced hope and grace that my life would move forward accompanied by a 

powerful new realization that I had overcome HIV/AIDS. After starting antiretroviral therapy, 

my feelings were similar to those expressed by Dostoevsky after he was released from the tsar’s 

firing squad: “Now my life will change, I shall be born again in a new form” (Dostoevsky, 1995, 

p. 142). 

The great 19th Century Russian novelist, Fyodor Dostoevsky experienced a similar 

resurrection when as a young man he was arrested for belonging to a group judged treasonous by 

Tsar Nicholas I (Frank, 1983). To impress upon the young radicals the gravity of their treason, 
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the tsar sentenced them to death by firing squad, but unbeknownst to the young conspirators, it 

was an elaborately staged mock execution, designed to terrify Dostoevsky and his comrades: 

The conspirators were dressed in white death gowns and led to a public square where a 

firing squad awaited them. Blindfolded, robed in white burial shrouds, hands bound 

tightly behind them, they were paraded before a gawking crowd and then tied to posts. At 

the very last instant, as the order, “Ready, aim!” was heard and rifles were cocked and 

lifted upward, a horseman galloped up with a pre-arranged message form the tsar: he 

would mercifully commute their sentence to hard labor (Yancey, 1995, p. 140-41). 

After starting antiretroviral therapy, my feelings were similar to those expressed by Dostoevsky 

after he was untied from the execution post in front of the tsar’s firing squad, “from that moment 

life became precious beyond all calculation” (Dostoevsky, 1995, p. 141). 

Over the years, I have held both leadership positions and advocated for social justice and 

human rights equity agendas across a spectrum of communities that have experienced varying 

degrees of social marginalization and structural violence. I have worked in socially complex 

settings advocating for agendas that promote universal access to primary care for low-income 

and uninsured people in Texas. I have taken leadership roles and advocated for undocumented 

women victims of domestic violence along the U.S./Mexico border. I have managed large grants 

from the U.S. Department of Justice, re-settling newly arrived Cuban and Haitian refugees in 

Austin, Texas. I have actively worked and advocated for LGBT civil rights, HIV/AIDS 

awareness through political marches and community protests, and, for several years, cared for a 

special needs child with autism. From 2000-2013, I raised over $21 million dollars to fund 

multiple projects along the U.S./Mexico border. I have implemented large-scale, multi-million-
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dollar projects and programs for medical research, health care infrastructure, and access to higher 

education and job-skills training for communities in South Texas. 

A reflexive study design acknowledges the investigator’s intent to promote awareness of 

and make known the context of knowledge construction as affected by the researcher’s own 

experiences and position (Koch, 1998). To the extent that a researcher’s perspective and position 

have impacted the investigation of complex biosocial phenomena such as community 

engagement and crossing cultural divides within the HIV/AIDS community, acknowledging the 

effects the researcher’s perspective brings to the investigation is known as Reflexivity. Relevant 

aspects of reflexive research-study design have been described in The Lancet, “Qualitative 

research: standards, challenges, and guidelines,” where the author, Kirsti Malterud, M.D., has 

observed that: 

A researcher’s background and position will affect what they choose to investigate, and 

the angle of investigation, the methods judged most adequate for this purpose, the 

findings considered most appropriate, and the framing and communication of conclusions 

(Malterud, 2001, p. 483-484). 

This qualitative study of eight Boston-based, New England HIV/AIDS service 

organizations has been affected by various aspects of my own life as an HIV-positive person, 

community advocate and leader in Texas. In 1990, I graduated from law school and worked as a 

campaign manager for the successful campaign of Texas Governor Ann Richards (D). As a 

community activist, I fought for access to HIV medications and primary health care for HIV-

positive LGBT Latinos and African Americans in Central Texas working at the Austin 

Latino/Lesbian Gay Organization (ALLGO). 
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By a twist of fate, I accepted a position working for Ann Richard’s successor, Texas 

Governor, George W. Bush (R) at the Texas Telecommunication Infrastructure Fund Board 

(TIFB) as the Program Administrator for South Texas. I also continued to work with LGBT 

human rights activists and other social justice groups reaching across political divides in a 

conservative state. We protested against homophobia, racism, sexism and financial disparities 

that were impacting the HIV/AIDS epidemic in Texas, but the key leaders in the movement were 

also politically savvy. Leaders demonstrated what Paul Farmer has described as cultural humility 

and standing in pragmatic solidarity (Farmer, 2016) with HIV-positive people to access life-

saving antiretroviral medicines. 

While the activists never compromised their human rights equity agendas, they 

demonstrated cultural humility working across political divides with conservative Texas 

Republicans in the legislature. HIV/AIDS activists found an unlikely ally in Republican 

Governor George W. Bush who proved to be an ardent supporter of HIV/AIDS drug programs, 

which expanded access to antiretroviral medications. After the former Texas Governor was 

elected the 43rd President of the United States, Bush became a champion of global AIDS relief 

by creating the U.S. President’s Emergency Plan for AIDS Relief (PEPFAR) which funded 

access to life-saving antiretroviral HIV medications for those countries all over the world most 

devastated by the global pandemic ("The end of AIDS?", 2011). 

Guided by previous work in related fields, I identified ASO leaders from the Boston-

based New England ASOs who approached health care delivery and project implementation with 

carefully planned funding and resource procurement strategies coupled with a passionate zeal to 

advance human rights and social justice agendas for HIV/AIDS communities in New England. 

As a human rights activists and HIV-positive person, I have experienced firsthand the power of 
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community with other people living with HIV and with those people who stood in solidarity with 

us to foster our health, wellbeing, sense of purpose and quality of life. Community cohesion is 

grounded in trust, and the most effective leaders in the HIV/AIDS movement are people who 

have demonstrated that they are committed to others. 

Successful leaders work both on a personal level and more broadly through their 

collaborations and activism. Personal relationships with individual HIV-positive persons have 

extended to a more global relationship (Kleinman, 2013) where activists changed standards of 

care for populations through advocacy (Kleinman, 2010). Global health leaders need to be 

committed to activism and ready to engage with leaders, peers, and others to advance their cause. 

Activists and leaders in the HIV/AIDS movement have been committed to a kind of selfless 

activism that actually derived its effectiveness and power from a sensitive spirit grounded in 

hope and measured optimism. It is from this context that I have framed the knowledge 

construction in this study using qualitative methods and grounded theory analysis to investigate 

leadership in eight Boston-based New England HIV/AIDS Organizations. 

 

Steps to mitigate research bias through fostering reflexive research design 

It has been observed that including multiple co-investigators in qualitative research can 

“foster dialogue, lead to the development of complementary as well as divergent understandings 

of a study situation and provide a context in which researchers'—often hidden—beliefs, values, 

perspectives and assumptions can be revealed and contested” (Barry, 1999, p. 37). Four co-

investigators affiliated with Harvard Medical School supported this researcher’s efforts to 
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investigate how leaders facilitate sustained health care delivery projects in socially complex 

settings and engage diverse communities impacted by HIV/AIDS in New England. 

Working together with the research team, we designed effective, qualitative data-

gathering instruments in the form of two, individual-interview and focus-group discussion 

guides. The co-investigators’ expertise fostered reliable data collection. Co-investigators, 

working with the student PI researcher,14 revised protocols to conform to multiple IRB-requested 

revisions, to clarify study purpose, aims and objectives and safeguard the confidentiality of ASO 

leaders who participated in this study. All raw data was carefully collected. I conducted and 

moderated focus-group discussions that were also facilitated with the assistance of a co-

investigator. The research team co-investigators were also the student PI’s Harvard Medical 

School faculty and academic mentors and thesis advisors, they guided and honed the researcher’s 

skills conducting individual qualitative data gathering interviews and focus group discussions 

with ASO leaders. 

The Robert Wood Johnson Qualitative Research Guideline Project notes that “the idea of 

involving multiple investigators in a study and fostering a reflexive dialogue is most often not to 

reach consensus [but] rather to foster reliability” (Cohen, 2008, online). The divergent views, 

expertise and experience of the research team have contributed to the reliability of the qualitative 

findings presented from the data gathered and analyzed in this study. All four research team co-

investigators carefully reviewed and analyzed the results and findings the author presented in this 

thesis. In order to ameliorate and prevent skewed qualitative findings and results, co-

investigators were especially diligent about identifying and challenging the researcher’s 

                                                           
14 Research team co-investigators knew of the student PI’s HIV-positive status; this may have also served to offset 

any potential biases by challenging assumptions and any analysis of the experiences of the ASO leaders to those of 

the researcher. 
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assumptions and written interpretations and any analysis that may have essentialized the 

experiences of the study participants to those of the researcher or others. 

Spiritual resurrection: leadership, life and hope with HIV/AIDS 

Like Dostoevsky, I have drawn hope and inspiration from my Christian beliefs, which 

have grounded my life after testing positive for HIV. Dostoevsky believed that God had given 

him a second chance to fulfill his calling. For Dostoevsky, after ten long, hard years of exile in a 

Siberian gulag where the only book prisoners were allowed to read was the New Testament, he 

emerged with unshakable Christian convictions, as expressed in one famous passage, “If anyone 

proved to me that Christ was outside the truth . . . then I would prefer to remain with Christ than 

with the truth” (Dostoevsky, 1995, p. 141). 

Dostoevsky’s liberal belief in the goodness of people despite the cruelty he experienced 

under the tsar and witnessed in others while in prison, allowed him to see that even in deplorable 

people, there are present in them glimpses of the goodness and the image of God (Yancey, 

1995). It is from these experiences of revealed grace that Dostoevsky could write about and see 

the goodness and grace that emanates from people in many different circumstances and walks of 

life. 

Dostoevsky’s novel, The Brothers Karamazov, juxtaposes two characters, the brilliant 

intellectual atheist Ivan who critiques the failures of humankind and his devoutly Christian 

brother, Alyosha (Dostoevsky, 1988). While Alyosha has no answers to the intellectual 

arguments Ivan makes, he does offer a solution for what ails humanity when he explains, “I do 

not know the answer to the problem of evil, but I do know love” (Dostoevsky, 1995, p. 142; 

Yancey, 1995). Like Dostoevsky, I too have found grounded hope and inspiration from my own 
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Christian LGBT experience—an experience which respects and honors the beliefs and practices 

of all people who seek to care for others and grounds their hope in existential experiences 

beyond known epistemologies of academia, arts and sciences and the rigorous professional fields 

of medicine, law and business. 

The HIV/AIDS crisis has revealed extremes of both goodness and cruelty in human 

nature. Tragically, dogmatic ideologies, neoliberal capitalist systems and cruel political forces 

do, in fact, converge and when they do, they can crush fundamental human rights. These 

ideologies when forcefully implemented in economically impoverished settings, extract from the 

meager wages and resources of the world’s billion or so most economically vulnerable people, 

depriving them what little they have left for food, water, shelter, medicines and access to health 

care (Farmer, 2005). These converging political forces and ideologies foment gross economic 

inequalities against people who must toil and suffer in these awful, manmade conditions, that 

fuel structural violence (Farmer, 2005). 

These inequalities further degrade human beings by depriving individuals their liberty 

and agency to exercise free-will and self-determination (Sen, 2005). Many people in the world 

today, live under the yoke of converged, manmade structural violence. They suffer facets of a 

life described in the 14th-century epic poem Inferno where Dante Alighieri’s vivid depiction of 

concentric circles of suffering (Dante, 2012), differentiate asymmetry of powers that create a 

living-hell on earth. The 1997 Nobel Prize winning economist Amartya Sen has written: 

The asymmetry of power can indeed generate a kind of quiet brutality. We know, of 

course, that power corrupts and absolute power corrupts absolutely. But inequalities of 

power in general prevent the sharing of different opportunities. They can devastate the 
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lives of those who are far removed from the levers of control. Even their own lives are 

dominated by decisions taken by others (Sen, 2005, p. xvi). 

As someone living with HIV, I emphatically believe access to life-saving medicines and 

primary health care are universal and fundamental human rights. Furthermore, I believe that 

effective global health care delivery begins with leaders bringing quality care directly to the 

burden of disease, anywhere in the world, with an equity agenda that all people have access to 

care. Activists in the HIV/AIDS movement served as catalysts for advancing drug treatment—

essentially changing the disease from a fatal illness to a chronic condition that can be treated. 

Today, human rights activists around the world must continue the fight for access to health care 

and medicines for populations bearing the greatest burden of disease. As the pandemic continues 

into its third decade, political activism and the fight for social justice are crucial in addressing the 

growing inequalities of wealth that fester in the world today. 

As scientists seek to improve treatments and ultimately find a cure for HIV/AIDS, how 

will the lessons learned over the past thirty years guide our efforts to expand access to health 

care for people suffering other serious diseases and ailments? What aspects of effective 

leadership can be gleaned from the past three decades of setbacks and victories to guide future 

leaders advocating for expanded access to health care for those who are without? 

Dostoevsky’s answer to these questions would resonate from his existential experience of 

Christian faith: where there is hope, there is grace that comes from love. As one contemporary 

Christian activist and journalist, Philip Yancey, has observed from his own experiences 

advocating for homeless people, economically poor and those facing discrimination and 

persecution: 
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Political movements risk pulling onto themselves the mantel of power that smothers love. 

From Jesus I learned that, whatever activism I get involved in, it must not drive out love 

and humility, or otherwise I betray the kingdom of heaven (Yancey, 1995, p. 245). 

The HIV/AIDS movement in New England has produced many different types of leaders. 

While only one or two of the leaders in this study made any reference to a faith-based tradition or 

practice, all of them exuded competence and heartfelt concern and compassion for people living 

with HIV. The ASO leaders were committed to a kind of selfless activism that actually derived 

its effectiveness and power from cultural humility and pragmatic solidarity. I believe leadership 

animated by a humble spirit, nurtured by hope produces results that authenticate the presence of 

the most powerful leadership traits of all: love and grace. 
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Appendix 1 

 

ENGAGING COMMUNITIES FOR HEALTH: A QUALITATIVE STUDY OF LEADERSHIP 

IN EIGHT NEW ENGLAND HIV/AIDS SERVICE ORGANIZATIONS 

Describing the role of leadership in development and implementation of large scale projects in socially 

complex resource-limited settings 

Individual Interview Guide 

Interviewer and Principal Investigator:  David M. Brown, J.D. 

Introduction: Thank you for speaking with me today. I am conducting research to understand 

how leaders work in socially complex resource-limited settings on health care delivery projects. I 

hope to learn any thoughts or observations you can share from your leadership experience to 

inform current and future programs. 

One note: I will use the term “stakeholders” in this interview. When I use the term 

“stakeholders” I refer to the beneficiaries of the project, those who work on the project, and the 

wider community impacted by the project. 

 

Recently, you were involved as a key leader in a large-scale project to [here the interviewer 

would insert a specific project completed by the interviewee]. The following questions are about 

your experience working with that project, in particular how you were able to implement this 

project. 

1. I want to ensure I am clear on your title, and organization at the time this project was planned 

and implemented. 

 

2. Please share with me a little about your background - particularly how your background and 

upbringing influence your decision to pursue this work (what experiences in your own past 

led you do to this work). [PROBES: where were you born?, tell me more about your 

schooling, what your childhood was like, life as a young adult and professional life, and how 

these influence your decision to pursue this work] 

 

3. What led you to get involved with this project? What inspired you to pursue this work? 

 

4. What were the overarching goals of the project? 

 

5. What are your strategies to engage people to get their participation in projects?  [PROBES: 

What interpersonal skills do you use? What are ways to motivate people to join projects and 

could you give me an example of a time when you have used these approaches? Did these 

strategies support your team to implement their tasks? If yes, in what way? If no, why not?] 
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6. When presented with a new situation or opportunity (prospecting), what do you do to better 

understand the issues at hand and the roles of the stakeholders, including beneficiaries? 

 

7. When presented with an obstacle in a project (problem solving), what do you do to better 

understand the issues at hand and the roles of the stakeholders? [PROBES: What attributes 

or actions do you feel make a leader effective? What actions do you think are ineffective?] 

 

8. Who were the key stakeholders involved in this project? 

a. Did additional stakeholders emerge over the course of the project? [PROBES: if 

outside institutions or collaborators aren’t mentioned, were there other collaborators 

(leaders in the community, other people or institutions) who played a role?] 

 

9. Did these stakeholders offer any suggestions for the project that you had not previously 

thought about or considered? 

a. If yes, how did you respond to these suggestions? 

 

10. Who did you seek input from stakeholders when developing and implementing the project? 

a. If respondent refers to input from community members: 

i. What did you do to get community input from stakeholders?  [PROBES: For 

example was there a public vote or were focus groups conducted?] 

 

ii. Was the community input useful and/or did you incorporate it into the project? 

 

iii. When did you gather community input and how often? [PROBES: At what 

point did you get input – at the beginning, during, at different times 

throughout the project or after completion?] 

 

b. If he/she, didn’t get community input: 

i. Were there challenges or obstacles to getting community input? If yes, what 

were they? 

[PROBES: For example, challenges such as time, resources, etc.?] 

11. As a leader, how did you manage stakeholders’ and beneficiaries’ expectations for the 

project? 

a. How project expectations were communicated to the immediate project stakeholders? 

 

b. How were these expectations communicated to stakeholders in the broader 

community? 

 

12. How did you reconcile competing expectations among stakeholders directly impacted by the 

project and community members? [PROBES: What kind of decision making processes did 

you utilize?] 

 

13. As a leader, how did you address emerging and unexpected challenges over the course of an 

evolving project? 
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14. What steps did you take to obtain funding for the project? 

[PROBES: What challenges did you encounter while raising money for the project?] 

[PROBES: Was fundraising for this project different from other projects you have been 

involved with in the past?] 

[PROBES: What factors made it possible for you to raise money for this project?] 

 

15. Did you engage stakeholders or community members in how funds would be used for the 

project? [PROBES: How did stakeholders decide what to do first?] 

[PROBES: Was there any system in place to track how the funds were allocated throughout 

the project? If yes, can you describe that system?  What worked about that system and what 

didn’t work?] 

16. How did the funding strategies and program objectives for this project evolve over time? 

a. How was this evolution shaped by different stakeholders and community members? 

 

b. How did you manage these shifting expectations? 

  

17. Have you used telecommunications technology and social media to engage community 

and/or stakeholders? 

[PROBES: Do you use a smart phone mobile device, email or other mobile devices such as 

iPad or e-tablets to enhance communications or operations?] 

18. Looking back at the project, what objectives do you think the project met best? 

 

19. Did you have to make any personal sacrifices to ensure the project would move forward? 

[PROBES: financial, time, relationships (professional and/or personal)?] 

 

20. If you could do anything differently with this project, what would it be? 

 

21. Is there anything else I should know to understand better your leadership role and 

collaborative efforts on this project? 

 

22. Was it intended for the project to be sustainable after your involvement? If yes, can you 

describe how it has been sustained? If no, why not? 

 

23. Do you have any questions for me? 

 

Thank you very much for your time. 
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Appendix 2 

Focus Group Guide 
 

Moderator and Principal Investigator: David M. Brown, J.D. 

Co-Investigator and Thesis Advisor:  Christina T. Lively, M.Ed. 

 

Sample of PI Moderator’s Introductory Remarks: 

 

Thank you for your willingness to participate in our focus group. As discussed previously, we 

would like to hear your ideas and opinions about implementing health care delivery projects in 

resource-limited settings. As a reminder, we will not collect any identifiable information from 

you and your responses to the questions will be kept anonymous. 

 

Illicit data that speaks to the content of the two leadership frameworks! 

Ask for more detail; ask for them to explain in explicit language. 

 

Ideas on Introductory Remarks: 

 

We are interested in eliciting the experience and knowledge that each of you has. 

Please feel free to share whatever you think is relevant. 

 

Reassure the focus group they have something that I want to know, basic reiteration we welcome 

all comments and all to participate! 

 

Engagement question: Opening Question or Take Home Question for Focus Groups! 

 

1. Many of you have years of experience implementing projects. Please select one project 

that you think will help us to understand the role of leadership in implementing large-

scale projects in resource-limited settings. 

 

Content light: you want it to be data, not just the knowledge of the project, want it to be 

easy to answer, not to personal but still want to get data you want to know and 

understand. I have to ask them what I want to know, I have to guide them. (I don’t just 

want a summary of the project). What about giving this question to the ten participants in 

a written format prior to focus group? 

 

Exploration Questions: 

 

2. What are some of the challenges to getting projects done and how do you cope with those 

challenges during project implementation? 

 

 Use probes anywhere for specific examples to get illustrations of this 

 (To tell me a story of what this was like and when it actually happened) 
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Probes are thinking on your feet, people saying something interesting and getting them to 

translate it into something concrete. 

3. What are some strategies that you have found to be useful in reaching the goals of your 

project? 

Could you please give me a little more detail about that? 

Tell me a story about when that happens to you, could you tell me a little bit more about that 

story? 

 

4. What are some strategies that you have found to be not very useful for project 

implementation? 

5. What are your strategies to engage people to get their participation in projects? Restate this 

one: How do you get people to participate in projects? 

 

PROBES: What interpersonal skills do you use? What are ways to motivate people to join 

projects and could you give me an example of a time when you have used these approaches? Did 

these strategies support your team to implement their tasks? If yes, in what way? If no, why not?] 

 

Don’t have to ask it literally, phrase it in a way that it is going to be easy for people to 

understand. What are some of the strategies that you use to get people to participate in the 

project? Know you want to get to strategies for engagement and participation. 

 

6. Which people have you found to be the most challenging to work with, and how did you deal 

with those individuals or groups? What people or groups? 

 

Ask this in a two part question, for example: 

 

Which people or groups have been the most challenging? 

 

Then how did you deal with those groups; which groups of people have you found to be the most 

challenging to work with? Ask this in a specific follow up question. 

 

Demonstrate that you are interested with Mirror back what they are saying in a question form to 

facilitate and get people to say more. Just mirror back what they said. Just being a good 

conversationalist but more neutral. 

 

7. What advice would you give to other leaders who seek to implement projects in resource-

limited settings? 

 

Exit Question: 

 

8. Is there anything else you would like to say about working to implement health care projects? 


