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Introduction

David A. B. Murray

Over the past few years, and now on the cusp of its fifth decade as a “global pandemic,” HIV/AIDS (human immunodeficiency virus/acquired immunodeficiency syndrome) has mostly disappeared from North American mainstream news coverage and the public sphere. When it is mentioned, we tend to see optimistic headlines like “End to AIDS in sight as huge study finds drugs stop HIV transmission” (Boseley and Devline 2019) or “The end of the HIV crisis is within our grasp” (Rourke and Flanagan 2020; see also McKinley 2019). Global public health organizations like the United Nations Program on HIV/AIDS (UNAIDS) issue statements that HIV/AIDS is now a manageable, chronic illness, thanks to advances in treatment medications that have caused a substantial global drop in HIV transmission rates and deaths from AIDS,1 leading these organizations to declare that the AIDS epidemic can be ended by 2030.2 In these “end of crisis” headlines, the narrative arc of HIV/AIDS has shifted from one of tragedy, suffering, and death to one of hope, optimism, and life. Now, in many parts of the world, people living with HIV (PLHIV) are told not only that they will not die from AIDS-related complications but that they will be able to lead “near normal” lifespans as long as they adhere to a daily regimen of medication known as antiretroviral therapy (ART) for the rest of their lives. More recently, PLHIV have been informed that if they adhere to their daily ART regimen, they cannot transmit the virus to anyone: Biomedical research has proven that people with HIV who achieve and maintain an undetectable viral load—the amount of HIV in the blood—by taking ART daily as prescribed cannot sexually transmit the virus to others3 (Public Health Agency of Canada 2017), which further contributes to the message that HIV can be managed, if not eradicated, through treatment as prevention (Cohen 2011; Vernooij et al. 2016) and that PLHIV are now able to lead “near normal” lives with little fear and uncertainty about their own health status and its impact on others, thus experiencing less stigma attached to their HIV+ (positive) status. In order to facilitate a “return” to “near normal” life, PLHIV are encouraged by public health organizations and/or HIV/AIDS support services to embrace “positive living,” a “disease-based identity movement” premised upon a set of practices and values that contribute toward improving and maintaining physical health, making changes in attitude and self-perception, and demonstrating levels of self-sufficiency, responsibility, and expressed concern about long-term self-care (Benton, Sangaramoorthy and Kalofonos 2017:455).

However, as numerous HIV researchers and activists have pointed out, “end of AIDS crisis,” and “HIV as a chronic, manageable illness” narratives, along with “positive living” therapeutic rubrics, are highly contested and carry within them problematic biomedical assumptions about health, data, time, personhood, and sociality that do not acknowledge the fluidity and flexibility of disease conditions over the life course (Colvin 2011, Manderson and Smith Morris 2010, Sangaramoorthy 2018), nor do they question where, how, why, and for whom optimistic narratives about HIV’s normalization, management, and future may actually contribute to or worsen a state of crisis (Benton et al. 2017). As a number of this book’s authors point out, “end of crisis” and “HIV as chronic illness” narratives do not, for the most part, address the impact of stagnant or decreasing funding of the global HIV/AIDS response,4 and/or gloss over significant local, national, and global differences and disparities in the management and control of the pandemic, and their effects on HIV+ populations. For example, as Benton et al. observe, management of PLHIV populations through “positive living” rubrics, particularly those in the Global South and marginalized Global North communities, is often shaped by a history of Western technoscientific intervention that has influenced assumptions about difference, modernity, and the future, producing a particular image of how to be a good, healthy, and productive HIV+ person while pathologizing anyone who does not ascribe to this particular set of practices and affirmations, thus reinforcing colonial tropes of racialized, backward, and irrational subjects. Positive living programs in the Global South and marginalized Global North communities are thus constructed through the threat of the “failed subject,” generated in part through comparisons to the “progressive” model of the HIV/AIDS industry of the Global North (Benton et al. 2017, Nguyen 2005, Patton 2002). The HIV/AIDS industry is “a complex assemblage of state, civil society and corporate actors and . . . forms of biomedical, pharmaceutical, behavioural, epidemiological . . . expertise, discourse, policy and technology” (located primarily in the Global North) that are drawn on to know and respond to HIV/AIDS as a governable problem with “evidence”-based solutions that will soon lead to its eradication (Mykhalovskiy and Namaste 2019:9). However, the HIV/AIDS industry’s Global North-centric, managerial, data-driven, and biotechnological approach to eradicating the threat of HIV does not, for the most part, attend to structural inequities on various scales, nor does it adequately locate HIV/AIDS in specific social, economic, and political contexts in order to better understand localized effects and responses (Mykhalovskiy and Namaste 2019).

Given these recent developments in and critiques of global discourses about “the end of HIV/AIDS,” (bio)technological knowledge about and (re)classification of HIV/AIDS as a “chronic, manageable” disease, and models of governance and management of PLHIV populations through “positive living,” the authors in this book were invited to submit papers that address three interrelated themes and attendant questions arising from this current historical moment of the HIV/AIDS pandemic, utilizing conceptual frameworks and methods which anchor these themes and questions in specific social, economic, and political contexts in order to explore localized effects and responses:

	1)	Challenging “end of crisis” narratives: How are “end of the HIV/AIDS crisis” discourses political tools as much as public health goals, and how do they amplify rifts and inequalities in the global HIV/AIDS response? How are diverse communities of PLHIV (and the organizations supporting them) mediating notions of difference, self, and health through “end of crisis” narratives alongside an increasing global political economy of metrics that circumscribes conditions of possibility for civil society entities such as community-based organizations? How are PLHIV and their support organizations navigating stagnant or decreasing public interest and local, national, and global funding for the HIV response?

	2)	Reflecting on the meanings and effects of HIV’s reclassification as a chronic illness: If HIV is now considered to be a “chronic” illness (as long as PLHIV have access to and regularly take ART medications), what are the logics and effects of HIV chronicity? How are conceptions of time embedded in public health programs directed at HIV+ people who are now living with a “chronic” illness (Benton et al. 2017)? While biotechnical strategies may now address and control the physiological symptoms of HIV/AIDS, they may not necessarily address the psychological or social ones. Therefore, the chronicity of HIV/AIDS is not (only) a medical fact but (also) a technological, political, and economic one (Smith Morris in Sangaramoorthy 2018). Keeping this expanded definition of HIV chronicity in mind, how does the reclassification of “HIV as a chronic illness” impact the funding and organization of public health infrastructures, HIV/AIDS support services, and their management of PLHIV populations? How does this chronic status effect PLHIV experiences of stigma and disclosure? Does it contribute toward the amelioration of economic and social challenges experienced by PLHIV?

	3)	Analyzing “positive living” rubrics: Positive living is an evolving set of moral, physical, and social therapeutic practices developed since the advent of antiretroviral therapies (Benton et al. 2017). How are positive living programs/practices (re)formed in the “end of crisis” era and/or as HIV/AIDS is increasingly defined as a chronic and manageable illness? How does “positive living” with a chronic illness infer particular notions of time, difference, health, and the self in past, present, and future therapeutic frameworks? How do differentially positioned PLHIV communities (dis)engage with “positive living” programs and (re)define positive living for themselves?

In critically examining these three themes reflecting a particular historical moment in the global HIV/AIDS response, the contributors to this book challenge the Global North-centric, biomedical, metrics-driven, and managerial frameworks that dominate so much of the HIV/AIDS industry today. Utilizing primarily ethnographic methods, these chapters explore the contemporary governance and management of HIV/AIDS and PLHIV communities in different locations around the globe (India, South Africa, Uganda, West Africa,5 Canada, Jamaica, Japan, and Egypt) and reveal how diverse communities of PLHIV and/or organizations supporting them navigate an array of physical, social, political, and economic challenges in so-called “post-crisis” times. In doing so, they make an important contribution to critical social science research on HIV/AIDS.

Critical Social Science Research on HIV/AIDS

Critical social science research on HIV/AIDS has made important interventions into hegemonic biomedical and epidemiological frameworks since the early years of the pandemic, demonstrating how the specificities and contingencies of transnational forces, structural violence, political economy, and asymmetric power relations of race, class, gender, and sexuality shape the conditions of HIV risk and vulnerability (Benton et al. 2017; Butt 2005; Comaroff 2007; Farmer 2006 [1992], 2001 [1991], 2003; Herdt 1987; Jolivette 2016; MacQueen 1994; McGrath et al. 2014; Moyer 2015; Patton 1990, 2002; Singer et al. 1990; Sangaramoorthy 2018; Smith 2014; Sobo 1999; Treichler 1999; Wardlow 2008; Yingling 1997). That is, “people are differentially exposed to HIV on the basis of their social locations in ways that mirror exposure and vulnerability to damaging structures of inequality, requiring approaches that account for the epidemic’s intersectional inequalities” (Watkins-Hayes 2014, 433).

Critical social science research has also queried how responses to HIV/AIDS engender new forms of life (subjectivities, affects, and conduct) as well as potentially constituting new communities, activisms, institutions, and publics (e.g., Benton 2015; Boellstorff 2009, 2011; Lorway 2017; Pigg 2001). As the global rollout of ART transformed the status of HIV/AIDS from terminal to chronic, giving rise to what has been called “the age of treatment” (Moyer 2015), researchers observed the development of “therapeutic citizenship,” the network of state and nongovernmental organizations involved in the definition and maintenance of healthy populations as moral and ethical projects that develop techniques to control, manage, and assess bodies (Nguyen 2010; see also Nguyen et al. 2011, and Whyte’s [2014] discussion of “clientship”). Therapeutic citizenship, which incorporates “positive living” rubrics, helps to elucidate the ways in which some PLHIV are named, normalized, and “responsibilized” as acceptable citizens through public health models in the age of treatment, while others are vilified as “failed subjects” and/or deemed not worthy of outreach, treatment, and support (Biehl 2007; Colvin et al. 2010; Igonya and Moyer 2013). Furthermore, as noted by Benton et al., the transformation of the biomedical paradigm of HIV/AIDS from terminal to chronic, resulting in new forms of therapeutic citizenship like positive living, has reorganized biomedical temporal frameworks which define and mediate notions of difference, health, and the self in different sociocultural contexts (2017).

With a shift from an emphasis on survival to long-term living with the virus, research in the age of treatment has focused not only on new forms of governance and management of PLHIV but also on life projects of those on treatment, including the desire to have children and return to work (Smith and Mbakwem 2010; Hirsch et al. 2009; Seeley 2014), issues of dignity and privacy (Moyer 2012; Seeley 2014), the use of alternative therapies (Kalofonos 2010), shifts in family-based care arrangements (de Klerk 2011), and sexual activities (Moyer 2015). However, Mykhalovskiy and Rosengarten (2009) and Mykhalovskiy and Namaste (2019) have observed an overall decrease in theoretical and critical social inquiry into HIV/AIDS as the pandemic entered its third and fourth decades, and I would argue not much has changed as we enter its fifth decade: The lack of sustained critical social science research into (1) the organization and transformation of the management and treatment of PLHIV; (2) changing relationships between global HIV/AIDS funding organizations, regional/state public health systems, and local HIV/AIDS service organizations; and (3) new biomedical knowledge and discourses about HIV/AIDS prevention, transmission, and treatment, means that new forms of knowledge about HIV/AIDS continue to emanate primarily (and problematically) from clinical, epidemiological, and positivist science perspectives.

There are, however, important exceptions to this trend: Over the past decade there continues to have been a small, but steady output of ethnographic research unpacking the complex realities of HIV/AIDS prevention and treatment programs, ongoing multiple challenges for differentially positioned PLHIV communities around the globe, and creative activism emanating from those communities, sometimes resulting in improved outcomes (Benton 2015, Black 2019, Heckert 2018, Kenworthy 2017, Marten 2020, O’Daniel 2016, Reed 2018, Sangaramoorthy 2014, Smith 2014, Whyte 2014). In addition, Mykhalovskiy and Namaste (2019) provide a collection of social science perspectives that challenge contemporary mainstream biomedical approaches to the HIV/AIDS epidemic through a range of topics including HIV criminalization, HIV disclosure, frontline community work, and biomedical prevention campaigns in North America. Kerrigan and Barrington’s edited volume (2018) offers a critical analysis of the structural dynamics of HIV risk and responses among populations at heightened vulnerability, with chapters presenting grassroots initiatives that have led both to positive social change and improved HIV outcomes. Similarly, Lorway (2017) comparatively examines how HIV activism in three locations (Canada, India, and Kenya) figures into the possibility of more democratized collaborations between affected communities, scientists, and policy makers. These important ethnographic and critical social science interventions provide comparative, in-depth insights into the complex local contexts of HIV treatment and prevention programs and PLHIV experiences, powerfully underscoring the long-standing critical social science claim that intersecting sociocultural, political, and economic structures and relations of inequality are foundational to understanding, controlling, and ending the HIV/AIDS (indeed, any viral) pandemic.

Challenging the Narratives: Key Findings of This book

This book is located firmly within the field of critical social science research on HIV/AIDS, employing many of the important theoretical and methodological insights noted above. However, this collection of ethnographic investigations into the lives of diverse groups of PLHIV around the globe, and the local, regional, and global infrastructures dedicated to their health and well-being, is the first book to provide a global comparative focus that reveals what has changed (and what has not) during the fourth decade of the pandemic (approximately 2010–2020). Building on the legacy of decades of critical social science research on HIV/AIDS, this book’s contributors focus on the governance, management, and/or experiences of HIV+ lives, developing insights that extend beyond biomedical, metrics-based assessments of “vulnerable,” “at-risk,” and/or “key” populations, and providing more nuanced and holistic forms of analysis that not only reveal the multiple and diverse challenges and successes of differentially positioned PLHIV individuals, organizations, and communities but also reframe thinking on the management of a long-term epidemic on local, national, and global scales.

More specifically, this edited book provides ethnographically informed examinations of how HIV+ communities and organizations dedicated to maintaining the health and well-being of these communities in different locations around the world are navigating the material, social, and economic consequences of “end of crisis,” “HIV as a chronic disease,” and “HIV normalization” discourses in a climate of decreasing financial, political, and popular support, alongside new and ongoing therapeutic interventions that include (but are not limited to) “positive living” rubrics.

Collectively, they reveal a number of important insights about the HIV/AIDS pandemic as it enters its fifth decade: First, they demonstrate that not only is the HIV/AIDS crisis not over or about to end in many parts of the world but that it is actually becoming more acute for many communities in multiple locations, due in no small part to the political, economic, and social effects of “end of crisis” narratives. As Benton observes in her review of the book’s chapters, “end of HIV/AIDS crisis” narratives can turn into a political tool as much as an ethical ideal or public health goalpost, producing new forms of stigma and discrimination for particular categories of PLHIV. Space-time relations, via a discourse of the “end of AIDS,” become compressed or confused with each other, amplifying rifts and inequalities in many of the places discussed in this book. The political dimensions and effects of end of crisis narratives can be seen in Hassan’s chapter analyzing the post-2011 revolution Egyptian government’s claim to have developed a device that “cures” HIV, and the experiences of some Egyptian PLHIV who were recruited to test the device. Hassan’s analysis reveals how this (completely false) claim illustrates the ways in which global health “end of AIDS crisis” aspirations may have unintended effects by increasing competition between variously positioned states and their public health infrastructures in order be the first to successfully “end AIDS,” in which PLHIV become pawns in international political games. Murray’s chapter illustrates a different relationship to “end of crisis” narratives, through an exploration of how a group of older gay men in Toronto, Canada, who have been living with HIV for decades, view end of AIDS narratives with suspicion and resentment: For most of this group’s members, who are in their 60s and older, the physical, social, and political challenges of an HIV+ status have not receded, but rather transformed over time: Based on long-term experiences and challenges of living with HIV, they are suspicious of the claim that biomedical and pharmaceutical interventions will end the crisis, and they are resentful for the ways in which these narratives invisibilize their ongoing health issues and experiences of discrimination in the Canadian public health system, public spaces, and their own gay community.

Second, this book’s chapters reveal the political and moral complexity of the proclamation that HIV is now a “chronic” illness, a biomedical reframing based on the effectiveness and availability of ART that has transformed the virus’s effect from terminal to chronic, and thus (at least in theory) transformed experiences and perceptions of bodies that live with the virus, while also contributing to the “end of crisis” narratives as noted above. However, this book’s authors show that a change in biomedical status (from terminal to chronic) does not necessarily translate to a change in the quality of life, nor the complexity of challenges of living with HIV: Ordóñez’s chapter examines the struggle in the South African public health system over how to manage a “chronic” illness, with Western medicine prioritized as the primary treatment framework, and “Traditional African Medicine,” a set of therapeutic practices accessed by mostly Black South African PLHIV, only partially acknowledged as a meaningful intervention. Saria’s chapter illustrates how in India, for hijras (an Indian term which roughly translates to transgender) and PLHIV living in poverty, ARTs are not easily accessed due to discriminatory treatment in clinics and/or difficulties in finding work which results in constant migration; these forms of discrimination or economic difficulties speak to other forms of “chronicity,” that is, ongoing cycles of prejudice and/or poverty that form a continuous crisis of survival which compounds the challenges of living with HIV. Lorway’s concluding chapter to this book argues that in the “end of crisis” era of HIV chronicity, there has been no significant change in the temporal, political, and economic effects of the global health system of reporting lines, metrics, or project time on PLHIV lives and support services for PLHIV. In other words, we are still witnessing “a biopolitical regime that reduces bodies to targets of pathogenic containment.” Nevertheless, as Lorway notes, we must also recognize that HIV chronicity produces new forms of intimacy and flourishment, and potentially new forms of PLHIV organization and resistance. Together, these chapters very much support Sangaramoorthy’s proposal for “a reorientation of (the) logic of (HIV) chronicity to one that regards HIV as a continual crisis as it is lived and experienced for many around the world” (2018, 3).

Third, this book illustrates that while the
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