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Discourses of Disease: The Lifeworld, the Healthworld, and HIV/AIDS 
[author information removed]

1. Introduction

AIDS is usually seen as originating in the United States in 1981, when a number of gay men in California became ill with rare lung infections and Karposi’s sarcoma, an unusual and highly aggressive form of cancer. The disease they suffered from was later identified in 1982 as the Acquired Immune Deficiency Syndrome (AIDS), and by 1985, at least one case of the disease had been reported in each region of the world. In 1983, the virus leading to AIDS was identified, and was eventually referred to as the Human Immunodeficiency Virus (HIV). Little is known about the numbers of people worldwide that were affected by HIV/AIDS until the beginning of the 21st century, when efforts were initiated on a global scale to prevent the spread of the disease. Since 2000, over 38 million people have become infected with HIV, with more than 25 million of these people living in sub-Saharan Africa. More than 25 million people worldwide have died of AIDS-related illnesses. Fortunately, and due to massive outreach efforts by a number of regional, national and international organizations, the overall rate of infection has decreased by a third since 2000, and the rate of death from AIDS has decreased by 42% (UNAIDS 2014).  Still, there are many problems to resolve as the latest reports from UNICEF show that AIDS is now the number one cause of death among adolescents in Africa, having tripled over the past 15 years, and is the second leading cause of death among adolescents globally (UNICEF 2015).
Like all health pandemics, research on HIV/AIDS was initially dominated by biomedical and public health researchers who wanted to find ways to understand how the disease was transmitted in order to build strategies for prevention. It did not take long, however, for 
scholars in language-oriented fields to turn their attention to the pandemic and to join the tradition of researchers in medical sociology (e.g., Cicourel 1983) and anthropology (e.g., Mishler 1984) who have examined the problem of cross-cultural knowledge schemas and asymmetries in interactions among health professionals and their patients.  This work drew on Mishler’s (1984) influential term “the voice of medicine” to describe ways of using language among medical professionals that is typically science-based, construed in medical terminology, and which makes reference to agreed-upon boundaries which classify and categorize physical and biological phenomena such as physical illness. On the other hand, the ways of talking about these same phenomena amongst non-professionals can differ dramatically in the “voice of the lifeworld” (Mishler 1984). Though he used different terminology, Cicourel (1983) studied these two worlds, finding that doctor-patient communication is reflective of the different forms of knowledge systems and literacy practices that patients and physicians engage in, and that their different ways of talking and writing about medical conditions leads to miscommunication at a deeply symbolic level.  
For the past three and a half decades, researchers studying the role of language and communication in connection to HIV/AIDS have sought to examine the linguistic and discursive distinctions between the healthworld and the lifeworld, and to better understand the role of language in creating these worlds among those at risk or already infected. In addition, they have investigated how people talk about HIV/AIDS in order to better understand how people navigate the concepts of risk and stigma.  Scholars from the fields of linguistic anthropology, sociology, sociolinguistics, discourse analysis, and literacy studies have all contributed to deeper understandings of the role that language plays in the social, cultural and behavioral aspects of this disease.  

2. From diagnosing HIV to managing risk and stigma
The first decade of language-oriented research on HIV/AIDS (from approximately 1990-2000) studied how people living with AIDS understood their disease. In line with the field of public health, this research paid a great deal of attention to the mechanics of transmission as expressed in interactions with health care professionals and clients. It also examined the delivery of HIV test outcomes and delved into better understanding the concept of risk in prevention and awareness. Though social scientists have long been interested in studying the role of stigma, this has only recently been examined from a linguistic perspective. In this section, I identify research that examined the discourses of HIV in the lifeworld and healthworld.
2.1  AIDS Counseling

The first linguistic studies on AIDS appeared in the early 1990s, not even one decade after the disease had first been identified in the United States. Leap (1990, 1991) was among the first to explore the idea of examining discourses about AIDS (at that time, the disease was not referred to as HIV/AIDS) and to suggest that health policies ought to be developed in accord with how people living with AIDS (PLWHA) viewed causality and their agency in contracting the disease. Based on a series of interviews in hospitals in the U.S., Leap noted how patients created discursive distance between themselves and AIDS by using person-centered, rather than action-centered, discourse in talk about the disease and keeping references to the self distinct from references to risk-related activities. With tremendous insight in these early years of research, Leap drew attention to an ongoing problem in the world of HIV and public health education – that is, the direct manner in which people are told to take control of their own behavior in order to reduce their health risks, and the worldview espoused by people living with or at risk for contracting HIV, which demonstrates much less agency in terms of preventing the disease. 

In the 1990s, research on HIV/AIDS focused primarily on resource-rich contexts in which gay men grappled with learning their serostatus, that is, whether they were HIV positive or negative, in the form of voluntary counseling and testing (VCT) clinics. A significant body of research was produced by David Silverman and Anssi Peräkylä, who studied archived video footage from the Haemophilia Centre and HIV/AIDS clinic of the Royal Free Hospital in London. They focused on how counselors delivered the diagnoses to their clients using conversation analysis, an approach that provides researchers with the tools for studying how counselors manage delicate topics in face-to-face interaction. In a book length study, Peräkylä (1995) examined how counselors use different question types to elicit clients’ concerns and to invite clients to talk about their emotions related to being seropositive.  Silverman (1997) added to this analysis by extensively analyzing advice-giving in interaction, and more broadly, by arguing for greater attention to the practice of counseling itself as a crucial foundation that would then allow for more applied work in the counseling field to follow. Also from a CA perspective, Maynard (2003) examined how counselors in an HIV clinic delivered the diagnosis of being HIV positive to clients, drawing attention to their unexpected style of directly delivering the bad news instead of making conversational moves to might mitigate anxiety.  From an interactional sociolinguistics perspective, Leap (1995) also examined HIV counseling sessions, focusing on features of grammar and discourse which reveal clients’ understandings about the pandemic and its effects on their lives.
More recent research in medical contexts has focused more on interactions with HIV positive patients, with attention to how conversational routines provide patients opportunities to share knowledge with health care providers. In a number of studies in health clinics in South Africa, Claire Penn and Jennifer Watermeyer (2008, 2009, 2012) studied conversations involving interpreters in health communications regarding HIV/AIDS in an effort to better inform health practices, including training of interpreters. In a 2008 study, they identified promising practices and problems in informed consent sessions in an HIV vaccine trial. Because the interactions were not conducted in the patients’ first languages, the interactions revealed a lack of communication in terms of poor understanding by participants and domination of sessions by the counselor, which raised the question of whether informed consent had been achieved. On the other hand, in their 2012 study, they found that uninterpreted conversational asides often provided more comfortable opportunities for patients to explain whether they had disclosed their HIV status to their family members, a crucial step in adherence and in the prevention of transmission. Though the women were often reserved about sharing such information with doctors and pharmacists, they were willing to explain their disclosure decisions to interpreters in “off the record” ways, most likely because the women felt a need to protect their existing support structures and social networks in light of the negative stigma attached to being HIV positive. The authors suggest that while some of the interactions would be deemed inadequate interpreting, in the context of HIV/AIDS in South Africa, attention to the purpose of conversational structures like asides helps medical professionals and public health practitioners to better understand the social context of barriers to HIV testing and adherence to prevention and/or treatment.  

2.2. Discursive approaches to risk and stigma

It is often presumed that if major risk factors can be controlled, then prevalence rates for HIV will drop.  From this point of view, risk is an epidemiological factor that can be changed as a result of individual action.  In language and literacy-oriented research, however, scholars have shown how more nuanced approaches to risk are needed for understanding why it is that individuals do not necessarily reduce their risky behavior even if they well informed of the hazards of that behavior. This discourse-based research provides an important counterpoint for correlational studies of risk factors and HIV prevalence which may do a fine job of predicting outcomes for groups of people, but which do little to shed light on why and how risk-taking is embedded into people’s sexual activities.  Examining how people’s discourse relates to the actions they take moves beyond defining “risk groups” in terms of traits accorded to people and sheds light on the activities and stances people express toward their behaviors. In addition, a discursive approach has the potential to show how human agency intersects with circulating ideologies and societal discourses about sexuality and gender that influence people’s ability to take actions that reduce their risk.

Jones (2007, 2013) and Jones and Candlin (2003) have analyzed risk within the framework of mediated discourse analysis, a method of analysis that focuses on the social actions that texts and talk make possible. Jones (2007) analyzed how men who have sex with men (MSM) in Hong Kong narrated their risk-taking experiences with a focus on the affordances and constraints that made some actions more plausible, with attention to the social identities and the creative ways they formed their social actions within the gay community.  For example, one man who reported having occasional homosexual encounters disregarded the importance of condoms since he only “[went] to the fishing pond occasionally” (Jones 2007, 101), thereby claiming a heterosexual identity as a means of rationalizing his risk-taking behavior.  In addition, chains of mediated actions can act as funnels of commitment (Jones 2013) that shape which next actions are possible in a series of actions. These perspectives allow us to ask questions about how the social context itself becomes part of the explanation of risk-taking, rather than seeing the choice to take risks as inexplicable or simply as negligent behavior. In studying how funnels of commitment work, we can ask, “At what points in this encounter did using a condom become either more or less possible, and how was this affected by partners’ shared expectations about how ‘one thing follows another’ in certain kinds of sexual encounters and certain kinds of relationships” (Jones 2013, 117). The point to be made here is that risk occurs within its social context and, unlike most social science research on risk and HIV assumes, the factors cannot be extricated and understood if they are decontextualized from their personal, relational, cultural, political, and ideological environments. 

 
Similar points have been made in studies in Australia on gay men’s narratives about risk of contracting HIV. Drawing on critical discourse analysis and systemic functional linguistics, Körner et al. (2004) show how discourses in individual narratives share themes with the public health messages about safe sex, which emphasizes knowledge, control over sexual practices and condom use. They analyze interviews with attention to what types of processes are voiced in recounting sexual experiences where the men put themselves at risk for contracting HIV, finding statements about thinking and feeling with regard to risky behavior, as opposed to statements about behavior and action. They conclude that risk cannot be understood as the presence versus absence of knowledge, or as rationality and control, but rather as a means by which people make sense of themselves in and through language. 

Risk has also been studied in the realm of online communication, in the context of advice columns located in the U.S. and U.K.  In a corpus-driven study of advice columns on two websites aimed at young people, Harvey et al. (2013) identified the kinds of information that young people seek, and they described the lexical patterns used in questions posted about risk of transmission of HIV.  They found that the verbs used by online posters tended to reflect a lack of understanding of how the virus is transmitted and also displayed a lack of human agency in the role of transmission. For example, posters asked questions about “catching” and “getting” the disease, verbs which represent the virus as highly contagious and liable to spread easily rather than something that is communicable through the active exchange of bodily fluids via sex, shared needles, or blood transfusions. Their study not only provides a means by which young people’s knowledge of the risks can be measured, but builds on previous conceptualizations of risk which argue for the importance of analyzing language as a means of displaying understandings of the disease and one’s role in transmission and prevention. 

Now that social science research has expanded to include not only studies of prevention but also to study how people live with HIV, more social science researchers have turned their attention to stigma. In language-oriented research, however, stigma has only become a central focus of research quite recently. Finn and Sarangi (2009) critically examine the public displays of HIV 'positive' health speakers among non-governmental organizations (NGOs) in India, noting how positive-speaking actually has significant (re)stigmatizing effects due to the unrealistic representations that are staged in these portrayals of PLWHA. In less public ways, Black’s (2012, 2013) pioneering studies have revealed how an all HIV-positive choir group in Durban, South Africa manages the stigma of the disease amongst one another at choir practice. Even though all members are seropositive, stigma is marked through the use of humor as an act of hlonipha, an avoidance register in Zulu which allows people to maintain face through showing respect by non-disclosure of their HIV status.  The members maintained a positive outlook in their rehearsals through co-constructing jokes and sharing presuppositions without overtly stating their HIV status. In addition, they often linked their knowledge about HIV to foreign knowledge, and to English. They preferred using scientific English terms and codemixing in reference to the disease over more locally common words which carried negative connotations.  Intriguingly, their language use mirrored the greater amount of support they felt from foreigners in South Africa compared to the stigma they felt from their Zulu family members and community. These studies show that the healthworld’s call for HIV positive people to come out of the shadows, stigma strongly shapes how they express themselves in the lifeworld, even in highly supportive environments.
3. Responding to the pandemic: Researching prevention and education

Since the beginning of this century, researchers have turned their attention mostly to focus on health communication and discourse about HIV/AIDS in resource poor nations.  Much of this work has examined the pandemic in sub-Saharan Africa, which remains the region of the world that is most affected by HIV/AIDS, as it is where over 25 million of the 37 million people living with HIV/AIDS (PLWHA) reside (UNAIDS 2015). While the number of PLWHA was estimated at 2 million in 1996 (Mann et al. 2000), the virus spread quickly in the general population due to many interacting factors including poverty, gender inequality, migrant labor practices, civil unrest, religious and societal views concerning premarital sexual intercourse, early marriage, and the use of commercial sex workers. Though HIV/AIDS was not identified in Africa until the late 1980s, it spread rapidly as a result of urbanization that occurred during the latter 20th century.  As more people moved to cities in search of better education and more economic opportunities, a growing sex trade followed. As trade between regions and across nations grew, overland truck drivers became a recurring part of the landscape that created a demand for sex workers (Illife 2006). African governments and ministries of health did not deal with the pandemic quickly due to poor infrastructure, a lack of resources, and a lack of willingness to address a disease that was seen as the result of immoral actions. However, after global NGOs spurred testing, treatment, and prevention initiatives, governments in countries most affected by HIV/AIDS slowly began to develop strategies to battle the disease. The Global Fund was established in 2002, and funding schemes were developed and implemented with the help of UNAIDS and other international agencies at a grander scale in Africa, Asia, and South America.  

Researchers began to examine these interventions as a result of massive efforts to provide financial, medical, and educational support to nations suffering from HIV/AIDS, tuberculosis and malaria. In the early years, ministries of health and NGOs worked together in Africa and Asia, the two hardest hit regions, to create forums for voluntary counseling and testing (VCT) and educational outreach about HIV/AIDS that utilized the ABC approach (abstain, be faithful, use condoms) to prevent the spread of the disease. Even today, education and awareness campaigns are still seen by public health stakeholders as crucial strategies in the battle against the spread of the virus. Yet, while large sums of money have been budgeted to fund educational campaigns, relatively little research within the field of medicine or public health has been dedicated to studying how these messages are communicated or what shape the responses to these messages take.  

Though it was clear that many people had knowledge of how HIV is transmitted, what was less clear was how human agency intersects with this knowledge to produce actions that lead to safer sex and lower prevalence rates.  Applied linguists, linguistic anthropologists, and literacy scholars turned their attention to these educational contexts, focusing specifically on the creation of knowledge as it is constructed in language and multimodal semiotic systems (Higgins and Norton 2010). These studies can be characterized as investigations of cross-cultural communication, for they have often revealed the presence of differing and conflicting perspectives in the lifeworld and the healthworld. For example, in a comparative overview of communication about sex and HIV in India and South Africa, Lambert and Wood (2005) explain that ways of communicating about sex at both public and private levels can be characterized as very indirect and metaphorical, but in public health contexts, communication explicitly addresses sexuality and behavior. This major difference raises the question of how effective public health interventions can be if they fail to take local communicative norms into account. Moreover, the framings of HIV/AIDS are quite distinct in the lifeworld and the healthworld. As Lambert and Wood explain, the people they have observed place the disease in the realm of health, rather than in sexual health. They assert that public health practitioners’ efforts to prevent the spread of HIV should be informed by these worldviews, rather than at odds with them.  
Next, I examine what insights discourse analytic work on public health education contexts has yielded with regard to differences in the lifeworld and healthworld. I first examine how institutional discourses emanating from international health and development agencies correspond to the perspectives expressed by target populations in prevention and education contexts in Burkina Faso, India, and Tanzania.  Then, I turn my attention to analyzing how gendered discourses are negotiated with reference to local and global viewpoints. 

3.1 Institutional discourses in conflict with local practices

To better understand how HIV/AIDS education works on the ground, scholars have used methods from interactional sociolinguistics (Gumperz 1982) to explore how educators, medical personnel, and targeted audience members express their understandings about the disease in educational and outreach sessions sponsored by NGOs. This work is informed by Life Skills Education (LSE), an approach to problem solving that is employed in thousands of NGOs around the world to address issues such as poverty reduction, conflict management, and HIV/AIDS prevention. LSE was developed by the World Health Organization (WHO) and is supported by the United Nations Children’s Fund (UNICEF) with the general purpose of empowering young people and providing them with the tools to face challenging situations. LSE emphasizes a number of self-development ‘skills’ such as self-awareness, relationship building, critical thinking, empathy and communication skills. Because it is an externally imposed curriculum that was established by international aid agencies, however, LSE often fails to address local people’s realities and relies on an overly rationalist perspective of social change that treats knowledge gaps as the root cause of social ills (Yankah and Aggleton 2008). Accordingly, a number of studies that assess the utility of LSE have been carried out with attention to how discourse, communication, and knowledge about health, sexuality, and HIV/AIDS are constructed (Norton and Mutonyi 2007; Ntseane and Preece 2005). 
Drescher (2007) took an interactional sociolinguistic approach to peer education in Burkina Faso, where she analyzed how local and biomedical discourses about HIV/AIDS were invoked to frame the educational sessions. Local practices related to disease were often dismissed or even denigrated discursively by peer educators, such as the practice of serial polygamy, through word play in which an educator explained fidélité by mocking the idea of being faithful to multiple partners at the same time.  In addition, Drescher found a deference to global, biomedical knowledge even among the youth who engaged in the sessions. When talking about local practices and beliefs, one young man, Maximilien, brought up the alleged practice of families who killed their family members who had contracted HIV since they could not afford to pay for their medical treatment, but he couched his claims through evidentiality by presenting the knowledge as coming from rumors and from other people.  Though the study did not take an interventionist approach, Drescher argues that attention to how people talk about risk factors and how they promote strategies to reduce the spread of HIV can be culturally sensitive while also being effective. Rather than dismissing local practices and beliefs as problematic, educators can look to these sensitive areas as sites for engagement and transformation. 
Similarly, Higgins (2010a) found competing knowledge systems being discursively managed in LSE sessions in peer education sessions in Tanzania, where young men expressed a great deal of doubt that such life skills were relevant to their own economically challenging lives.  In contrast with Drescher (2007), she found that the peer educators were able to adapt and appropriate elements of the LSE to the local context in order to win the support of their audiences. In one case, Higgins examined how the young men in the audience responded to the life skill of empathy by rejecting it as “not Tanzanian.” However, after the peer educator related empathy to the relatively common practice of paying the bus fare of someone who cannot afford it, his audience demonstrated a willingness to listen and to consider the relevance of all of the life skills being taught.  In another case, a group of peer educators tackled the topic of religious beliefs to engage with their audience, leading to a lengthy public conversation about the nature of self-control and lust. Though religion is deliberately avoided in the discourse of global health prevention, the peer educators’ engagement with it seemed to at least connect with the community and to engage audience members in a conversation that might have otherwise not been heard. 

In an important critique of the transnational discourses of health promoted by international aid and development agencies, Finn and Sarangi (2010) problematize the neoliberal linkages made between increased knowledge of one’s health and human agency. In applying a Foucauldian discourse approach to interviews with NGO workers in India, they found that the workers portrayed the HIV-positive individuals as fully responsible for themselves and capable of acting upon knowledge if they were empowered to strive for a better quality of life.  The interviews revealed that the health workers espoused a discourse aligned with the neo-liberal, knowledge-based initiatives of aid organizations which operate on the logic that knowledge is the form of empowerment individuals are lacking in order to change their behaviors. They argue that there is an apparent mismatch between a western-centric neoliberalism and the inability of many PLWHA in India to access health services, afford medication, remain economically self-sufficient, and overcome stigma. They explain, “Indeed, empowerment and a ‘right’ knowledge that demonstrates and compels it can be seen as working to downplay and devalue disadvantaged socio-economic circumstances and obscure the limits to what many [PLWHA] in India (and elsewhere) may be capable of” (2010, 248-249.)  All three studies show how the problem of HIV/AIDS prevention and support for PLWHA is largely a discursive problem due to the imposition of a singular, west-based approach to reducing risk and living well. 

3.2 Gender relations and discourses of HIV

In the past decade, gender has become a central area of investigation in research on HIV in non-western contexts. This is likely due to the fact that gender roles and gender relations are starkly unequal in places where HIV rates are the highest. In sub-Saharan Africa and in many regions in Asia, highly demarcated gender roles and adherence to local cultural norms combine to produce contexts in which women are not in control of their sexual choices. Hence, the HIV/AIDS epidemic is formed in the context of specific cultural dogmas that intersect with the discourses of gender roles, sexual identities, and responsibility. In addition, in resource-poor environments, it is primarily women who are targeted for HIV prevention messages due to their role in sex work and their role in preventing mother-to-child transmission in the family. Since the 1990s, increasing attention has been given to women’s experiences in contracting, and also preventing, the spread of the disease.  Consequently, researchers have turned their attention to the messages that are projected at women to analyze how they are positioned within these discourses of responsibility, fidelity, and agency. 

Similar to the mismatches found between institutional discourses of prevention and local, lived experience, there are many gaps between global health messages and local cultural norms and expectations regarding gender and sexuality. In India, Khushrushahi (2010) uses critical discourse analysis to draw attention to the gap between professional healthcare messages and local knowledge and official messages about HIV prevention.  She examined the glossy pamphlets produced by NGOs that depicted sex workers and married couples making informed choices related to safe sex and compared them with the experiences of female sex workers who are part of the rakhel system, an informal marriage system incorporating sex-workers and their long-term partners in which the rakhels are treated as ‘wives’ and enjoy financial support from their babus. Rakhels identify as wives rather than simply as sex workers, and just as other officially married women do, they wear symbols of marriage such as the mangal sutra, a necklace given by the groom to the bride in Hindu marriage ceremonies, after they are in a long-term relationship with a partner. While the pamphlets aim to reduce HIV through safer sex by strongly encouraging sex workers to insist on condoms, the use of condoms among officially married couples is largely taboo in the larger societal context of India. Since the women in the rakhel system are treated and identify as ‘wives’ by their partners, their ability to use condoms is constrained by the same discourses that establish the mainstream cultural model of “woman” and “wife.”  If they take on the identity of sex worker rather than wife, then they put at jeopardy the stability, happiness and status that comes with being in a rakhel relationship. Still, the messages about HIV prevention from the healthworld of NGOs and government ministries do not engage with the local cultural context of the rakhel system, instead presenting them as fully agentive in their choice to protect themselves and prevent the spread of HIV. 
On the other hand, HIV/AIDS education and outreach efforts can in themselves reproduce gender identities in which women are given the responsibility for preventing transmission of HIV, yet are not accorded any power to actually do so. Higgins (2010b), used critical discourse analysis to study educational sessions sponsored by a large NGO in Dar es Salaam, Tanzania to identify whether and to what degree community awareness campaigns address gender relations, in keeping with many international agencies’ lip service to challenging patriarchy and facilitating dialogue among men and women, rather than simply about men and women. Women and girls were usually presented as the target of NGO-sponsored educational efforts as audience members and as protagonists in role plays and street theater. In one case, the mother of Adia, the main character of the play, found birth control pills in Adia’s purse, which indicated that she was sexually active. Adia’s mother immediately got angry and banished her from the house, even stating that Adia’s father was not to know about this incident. Though the performance was well received, it was hard to find evidence that the performance led to any sort of critique of the mother’s behavior. Moreover, the male characters had minimal roles in the performances, and more importantly, there were no discussions depicted in the plays between sexual partners in which they discussed knowing their HIV status or using condoms. Though the street performances were presented by NGOs as a form of public health education and HIV/AIDS prevention, these efforts did little to distribute the discourses of gender and responsibility more equitably among male and female Tanzanians.  

A similar story is found in the analysis of the South African campaign “Brothers for Life,” an advertising campaign that sought to promote new role models for South African men and to encourage them to acknowledge and change some of the most serious factors behind the spread of HIV/AIDS, including male promiscuity, drug and alcohol abuse, and safe sex. In their analysis of the campaign, Luphondo and Stroud (2012) utilized a chronotopic and multimodal analysis to see whether the campaign provided alternative conceptions of masculinity. The ads featured young, attractive, and physically fit men who convey messages about getting tested and being responsible. It is notable that no women appeared in the ads, and that messages about women were nevertheless offered to male readers who were meant to identify as ‘brothers for life’ (e.g., “A man who respects his woman and never lifts a hand to her”) (47). Luphondo and Stroud found that the campaign reproduced a very “traditional” heterosexual masculinity, albeit in ways that are more aligned with middle-class consumerist aspirations than was previously the case. By depicting attractive middle-class men and famous athletes in the ads as the ‘everyman’ who endorses getting tested, treating women with respect, and living a responsible lifestyle, they argue that South African men are being invited to take on a consumer identity that shifts hegemonic masculinity from the conventional realms of dominance, competition and physical skills to the domain of consumption, including taste, expertise, discernment, and bodily appearance. In the process, the ads construe a male persona who is an affirmation of the same basic values that underlie traditional masculinities – male camaraderie, strength, and endurance. Most significant is the invisibility of women in the campaign, and the lack of attention to gender relations. 
4.  Changing discourses about HIV/AIDS through participatory research

While conflicts between the healthworld and the lifeworld continue to persist and inequitable gender roles remain challenges, promising lines of research have developed that seek to address, and more importantly, to change, problematic discourses about HIV through participatory action approaches.  Participatory action research (PAR) is a research paradigm that emphasizes participation and transformative action (Kemmis and McTaggart 2005). PAR researchers strive to both understand the world and try to change it, collaboratively and through a cyclical process of reflection and action. In applied linguistics and literacy studies, this work has developed as a result of researchers making partnerships with schools, NGOs, and medical institutions. PAR can take different forms, but it prioritizes placing the needs and interests of people affected by the inquiry at the center of the research design and analysis. Accordingly, ‘participants’ become co-researchers, and university-affiliated researchers work in a highly collaborative manner with the institutions and populations that are involved.  In language-oriented PAR research on HIV/AIDS, most scholars draw on concepts from new literacies studies (Lankshear and Knobel 2011), a framework which refers to new ways of creating and communicating in order to participate differently in one’s environment. New literacies typically embrace the use of new technologies as an affordance for new kinds of participation and engagement with texts, including social media. These frameworks are also characterized by a high level of collaboration and hence have much in common with participatory action research. Scholars in language and literacy studies have worked to collaborate with schools and communities to forge new discursive representations linked to HIV/AIDS. 
A number of PAR projects led by Claudia Mitchell and colleagues have been undertaken in KwaZulu-Natal, a province in South Africa where 25% of youth between 15 and 25 years are HIV positive. Mitchell et al. (2005) used photo-voice, a form of participatory photography in which participants express their points of view on social problems through photographs. The project focused on children who often missed school on market days when many of the children were called on to work in the market to earn money for their families.  The principal worked with the students to photograph the causes of their absenteeism and to present the work alongside posters and writings about the root causes of the issues. The children took pictures portraying the problem of child-headed homes (because of death from AIDS), alcoholism among adults, and unemployment, and wrote about how these led to a lack of food in their homes. When hungry, children are more vulnerable to sexual solicitations from adults in exchange for food, which in turn puts them at risk for contracting HIV. Due to the principal’s involvement, the project received a great deal of attention at the community and district level. The children’s posters were presented to multiple stakeholders, where their stories and photos ultimately attracted financial support for a meal program for the children. More recent projects have made use of the ubiquity of mobile phones in South Africa to create cellphilms, or short films about youth and risk in the context of HIV/AIDS. Mitchell and De Lange (2013) report on one project in which they worked with secondary school teachers to produce films so that they could in turn share these materials with students and also encourage students to make their own films. However, the teachers’ initial cellphilms were moralistic, and did little to engage with the reality of risk of HIV. In response, they devised a “speaking back” approach which made use of slide presentations produced by youth, which in turn led the teachers to adjust their approaches in their cellphilms and when addressing HIV/AIDS issues with their students. 
Another leading scholar who draws on new literacies and critical theory to engage in participatory research is Bonny Norton, who has worked primarily in Uganda and South Africa to examine how identity, literacy, and engagement in schooling affects young people (Norton and Mutonyi, 2010). In rural Uganda, she and her colleagues created a digital literacy course in 2006 at the community library (Norton et al., 2011).  The course was developed to augment inadequate reproductive and sexual health care services in Uganda through the use of global health web sites, most of which are in English. In this context, language can potentially be a significant barrier to accessing health information, and the need to integrate English language instruction and digital literacy was an important aspect of the study. Despite their many domestic responsibilities, 12 young women took the course. The course provided the young women with access to and instruction in using computers, something that was usually cost prohibitive for the women.  In addition to providing more training in English-based digital literacies and giving the women more access to HIV/AIDS information, it also opened up a new set of imagined identities available to the language learners. They demonstrated a clear interest in learning more about health, sexuality and HIV/AIDS in their own community and in other contexts, and they were eager to learn more about the lives of other young women around the world. The acquisition of digital literacies in turn led the women to seek out knowledge in other areas, including news about President Museveni, information about global wars, and links to local aid organizations that provide Ugandans with sexual and reproductive health services.
Another example of PAR research in schools is in an after-school journalism club in Kenya, which was created by a Kenyan English teacher and further supported by researchers at the University of British Columbia, Canada, who provided a digital camera, voice recorder, and laptops to the school (Kendrick, Early & Chemjor, 2013). The club produces a journal in which the all-female students publish their original journalism. The researchers noted how the journalism club provided not only a space for writing, but also a space for expressing their views on serious matters affecting their lives, including politics, poverty, and the threat of HIV.  As the girls developed as writers, they also became increasingly bold in writing against inequality and political corruption, despite the potential of negative responses by local or even national party officials.  Moreover, the club and the journal acted as a space for sharing perspectives on socially delicate topics of sex education and sexually transmitted diseases, topics which did not usually garner discussion in the school or at home. One issue of the journal went so far as to offer an advice column to parents to talk more openly with their children about sexuality and health. Though children in Kenya are not normally in the position of giving advice about sex education to their parents, the written column in the club newspaper, which was also read by parents, allowed for an indirect, culturally acceptable, and potentially more effective mode of communication. 
Finally, Higgins (forthcoming) also took a participatory approach through creating a researcher affiliation with the Tanga AIDS Working Group (TAWG), an NGO that promotes the use of indigenous knowledge in public health education and training and which works to advocate for indigenous healers. The promotion of indigenous knowledge is noteworthy since the discourses surrounding indigenous medicine and healers reveal misconceptions and myths that stem from colonial times, when colonial governments instituted ordinances against witchcraft and conflated healers with witchdoctors.  These laws led in turn impacted how Tanzanians themselves came to understand the two vocations, and despite awareness campaigns and advocacy, even present-day politicians have been heard condemning the practices of “waganga” (‘indigenous healers’) when they are actually talking about what “wachawi” (‘witchdoctors’) do. The majority of Tanzanians visit healers as their first course of action when seeking out medical care, so it is important to examine how these discourses circulate.  In her study, Higgins worked with TAWG to identify whether TAWG’s policies of inclusion were effective at a series of workshops which brought healers together with biomedical doctors to encourage greater collaboration.  Using critical discourse analysis methods, she found that in the official discourse of the facilitators, both parties were legitimated through narratives of equality.  However, in their interactions with the biomedical doctors, the healers were frequently delegitimized through unequal forms of address and through the misconstrual of indigenous healing with witchcraft.  Higgins worked with TAWG staff to analyze the workshops and to develop ways to challenge the discourses of illegitimacy linked to the healers. The project shows how inequality in discursive practices is a key site for enduring struggles over symbolic power, and how the analysis of institutional practice can serve as an important tool in remediating such problems. 
Summary and Conclusion
Language-oriented research on HIV/AIDS has followed the path of the disease itself, focusing first on the transmission of the disease with a great deal of attention to risk factors and prevention strategies among gay men in western contexts. Research then turned to sub-Saharan Africa and Asia, where scholars examined the role of language and communication in education and prevention efforts among people in regions of the world most affected by the pandemic. More recently, scholars have turned their attention to issues affecting HIV positive people such as stigma and the care and treatment of PLWHA.  A significant strand of research has focused on the ways that women and girls are positioned in discourses of HIV/AIDS, primarily noting the lack of agency that they experience as well as the burden of responsibility they bear as the main recipients of prevention messages.  From the beginning, a common thread in all of the research is a critique of the gaps between the healthworld and the lifeworld.  While discourses from public health agencies and international policies promote open and frank discussions of risk, prevention strategies, and HIV-positive status, research demonstrates that people’s contextualized experiences in navigating their sexuality and their sexual health show that these discourses are often at odds with their everyday lives.  Finally, a recent line of participatory action research has taken steps to bring research together with action that has the potential to create positive transformations.  Drawing on literacy studies, sociolinguistics, and critical discourse analysis, this work has challenged problematic and stigmatizing discourses in the world of people living with and among HIV/AIDS and has worked to provide alternative discourses by taking a grassroots approach and working collaboratively to develop projects that can address realities on the ground while working towards change. 
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Abstract: Research on HIV/AIDS in linguistics, linguistic anthropology, and literacy studies has followed the course of the pandemic from when it first became widely known in the United States, where early research focused on gay men and their communications with doctors, counselors, and each other in relation to risk and transmission. As time progressed, research shifted to sub-Saharan Africa and South Asia, where prevalance rates continued to climb, where researchers analyzed the discourse of prevention campaigns, which examined abstinence, fidelity, and condom use, in accord with policies of global health agencies that spearheaded prevention efforts.  More recently, researchers have examined a discursive shift regarding how people communicate about HIV/AIDS, focusing on participatory approaches that change the way that HIV/AIDS is framed and discussed in educational and institutional contexts. 
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