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ABSTRACT 

Role of Media in Shaping Perceptions of HIV and Affecting Engagement in HIV Care 

Pake Willus Newell 

Media has had a significant influence on how individuals living with and at risk of 

Human Immunodeficiency Virus (HIV) care for their health. This research builds on 

previous research to explore the link between HIV related media messaging and HIV 

related health behaviours using a mixed methods approach. To investigate the access to 

and perceptions of HIV related media, a sample of 129 individuals took part in an online 

survey and 13 were assessed in follow up semi-structured interviews. People living with 

HIV, people at risk of HIV, and participants not in those groups differed on a number of 

HIV media access variables, including the amount of time spent interacting with HIV 

related media, how they accessed it, and its perceived effects on their HIV related 

attitudes and behaviours. Interviews explored these differences more, finding that while 

current HIV related media is less stigmatizing and more factual than the past, most 

current HIV related media is distributed via social media and is accessed by a relatively 

small group of HIV specialist viewers. The history of HIV related media continues to 

play an important role in determining perceptions of HIV related media. Implications of 

this study will inform strategies for the communication of HIV health messages.  
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Role of Media in Shaping Perceptions of HIV and Affecting Engagement in HIV Care 

The history of the role mass media and social media play in the lives of those 

living with Human Immunodeficiency Virus (HIV) is as long as the as the history of the 

virus itself. Media has had a significant influence on how individuals interact with HIV 

related healthcare institutions and the social structures that mediate that interaction. This 

research project will examine how media affects the lives of those living with or at risk of 

HIV and is a continuation of my undergraduate research, a qualitative study investigating 

the experiences of HIV positive individuals accessing HIV support and treatment 

services. My undergraduate research analyzed data collected via semi-structured 

interviews with nine participants (6 male, 3 female, 7 HIV-positive) from the Central 

East Local Health Integration Network (CE-LHIN) of Ontario regarding their experiences 

in accessing HIV support and treatment services. The CE-LHIN covers a large 

geographical catchment area consisting of a combination of urban, suburban, and rural 

areas. For many participants, practical factors like finding transport to access services 

remained a key barrier to service use, especially in rural areas. Results from the study 

also illustrated that questions of HIV disclosure confront all individuals living with HIV 

and these experiences can create fear and stigma. Furthermore, interviews revealed that 

participants perceived HIV stigma as one of the main barriers to accessing practical 

assistance services at AIDS service organizations.   

The results of my undergraduate research led to the formulation of my current 

graduate research project. One common theme discussed by participants regarding HIV 

disclosure and stigma during my undergraduate research involved the role mass media 

and social media play in the lives of those living with HIV. Particularly, individuals 
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perceived that media played a significant role in perpetuating HIV stigma among the 

general population by portraying stereotyped HIV representations and focusing on cases 

of criminalized HIV transmission. By focusing on the relatively rare cases of 

criminalized HIV transmission, interviewed individuals thought the media presented this 

representation as a central aspect of the illness without portraying the experience of living 

with HIV on a day-to-day basis from the perspective of those with the illness. The 

importance participants in my undergraduate research placed on the influence mass 

media and social media have in shaping perceptions of those living with HIV led me to 

question what modern media representations of HIV exist and how well those 

representations depict what it is currently like to live with HIV. 

HIV presents many unique challenges for individuals living with the infection, 

especially when considering the ways people seek out the expensive care and resources 

required to manage the illness. This problem is especially relevant considering common 

comorbid indicators to HIV such as low socio-economic status (SES) indicators, common 

comorbid infections, and various mental illnesses (Arnold, Rebchook, & Kegeles, 2014; 

Bauermeister, Zimmerman & Caldwell, 2011; Bing et al., 2001; Cunningham et al., 

2005). Additionally, the relatively short history of the illness and the various methods of 

healthcare for it have meant that people’s understanding of the disease has changed 

rapidly, resulting in great deal of outdated information available to the community in 

general as well as individuals living with HIV. Having been discovered barely 30 years 

ago, the rapidly changing landscape of HIV knowledge has the tendency of leaving 

people living with HIV working to keep up-to-date with how to best care for their health 
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and can lead to a disconnected or alienating experience if keeping up-to-date exceeds a 

person’s resources.  

A great deal of HIV research fails to account for the social aspects that 

differentiate HIV from other illnesses. Many of these unique social aspects are closely 

intertwined with the history of HIV and influence the way a person perceives the illness. 

Foremost amongst these is the stigma attached to the illness and the marginalization that 

can occur between dominant and minority status groups like those living with HIV. 

While stigma is not unique to HIV, the highly political history of HIV has made HIV 

related stigma a significant issue. Part of this stigmatization is because the most common 

modes of transmission are illicit drugs injection and unprotected sex (Brener, Callander, 

Slavin, & de Wit, 2013). The characterization of the illness as a sexually transmitted 

infection (STI) adds to the stigmatization, particularly because of its association with 

sexual minorities (e.g. gay, bisexual, and other men who have sex with men) and 

difficulty to treat and manage. The connection between stigma, marginalization, and 

media is a phenomenon noted in other social power structures—racial marginalization 

provides a familiar example—and the media plays a role in the stigmatization and 

marginalization of HIV status as well (Arnold, Rebchook, & Kegeles, 2014). 

Various types of media are known to have important effects on both individual 

and public health, an effect especially evident in HIV treatment and prevention practices; 

furthermore, stigma and marginalization are factors that moderate and mediate the 

relationship between HIV related media and HIV health measures (Johnson, 2013; Kerr 

et al., 2015). To understand this connection, we must first establish a general 

understanding of theories used to link health to media. A great deal of work has been 
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conducted to uncover the specific pathways by which different types of media affect 

individuals’ health. Much of this research is completed under various models of 

communication theory, which studies the transfer of information from one entity to 

another.  

When considering the many ways people exchange messages with each other, the 

subject of communication becomes much more complex. At a minimum, any 

communication theory must account for the message sender, message receiver, the 

channel or means by which the information is transmitted, and the way the information is 

encoded and decoded during transmission (Littlejohn & Foss, 2011). This model, the 

Shannon–Weaver model of communication, was developed in 1948 and is regarded as 

the foundational model on which later communication theories were developed and 

remains relevant today (Shannon & Weaver, 1948). Message senders are the individuals 

or entities who are trying to share the information and the message receiver or receivers 

are the intended audience of that information. The communication channel is the term 

used to describe the medium used to communicate, whether it be face-to-face 

conversation, email or written letters, the Internet, radio, television, reports, etc. Message 

encoding is the process by which the abstract information or ideas intended to be 

transmitted are conveyed over the communication channel using spoken or written word, 

visual representations such as graphs, body language, etc. Effective message encoding 

depends on the type of message intended for transmission and the communication 

channel should be chosen to maximize the likelihood that the message receiver is able to 

decode the message in order to understand the original information as it was intended to 

be shared. For example, much of the information in a technical written report read over 
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the radio would likely be lost as the message receiver wouldn’t be able to decode all of 

the information in this format. A more in-depth review of relevant communication 

theories will be provided in later sections of this paper. 

It is important to initially develop a way of organizing a discussion of 

communication theory as it pertains to HIV related media. Given the complexity of 

communication theory, organizing the links between media and health creates a 

topological challenge. However, the intended scope of this research project dictates 

logical ways of organizing the information. This research project is primarily concerned 

with the effects of different types of mass media on shaping perceptions of HIV. When 

looking at the connection between mass media and health, three distinct classifications 

serve as an effective classification system for organizing this work. Firstly, the media 

type and format influence the types of caused health effects. Secondly, the media effects 

themselves can be classified in various ways depending on their effects on individuals 

and the population at large. Finally, the classification of the media and its effects leads to 

different theories linking the two together. These three classifications are described more 

below. 

The Shannon–Weaver model of communication can be used to guide the 

classification of media effects on health. Firstly, media itself can most broadly be 

classified by the medium—or channel—through which communication takes place, 

primarily print, broadcast, and digital media. Print media use a physical medium such as 

books, magazines, newspapers, or pamphlets. Broadcast media on the other hand are 

transmitted electronically and include film, radio, and television. Digital media are 
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communications transmitted via the Internet, including email, blogs, websites, and social 

media sites. 

Secondly, mass media can be classified by its purpose, which corresponds with 

Shannon–Weaver’s common information encoding modalities used in mass media; these 

fall broadly under four categories. News media includes local, national, and international 

news. Entertainment media are characterized by fictional depictions as seen in film or 

television, but can include music or sports. Advocacy media consist of advertising, 

marketing, and political communication. Informational media include any information 

sharing media such as public service announcements. Each of these purposes can use any 

type of medium. 

Finally, media’s effects can roughly be categorized into micro- and macro-level 

effects (Valkenburg, Peter, & Walther, 2016). These differing effects are largely 

unaccounted for in Shannon–Weaver’s original model of communication; however, 

subsequent communication model that will be discussed later make clear distinctions 

between these effects. Micro-level media effects are studied by investigating individuals 

while macro-level effects study media’s effects on large social groups, populations, or 

institutes. At the individual level media affects individuals’ cognitions, beliefs, attitudes, 

and behaviours. Macro-level media effects alter the environments where individuals live 

and work and include agenda setting, framing, and socialization. These effects will be 

looked at in greater detail below, along with the prominent theories linking various media 

to micro- and macro-level effects. 
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Study Goals 

The goal of this study is to understand how HIV related media are perceived by 

people living with and affected by HIV and the effects it has on HIV health behaviours. 

The unique social aspects of HIV care are closely intertwined with the history of HIV, a 

history shaped heavily by various media portrayals of the illness and the individuals and 

populations most affected. Foremost amongst these is the stigma and marginalization 

attached to the infection. A great deal of research has focused on the medical and 

epidemiological aspects of HIV and the role mass media campaigns play in changing 

HIV health behaviours. The role of mass media in reducing or perpetuating HIV stigma 

has also been accounted for in previous literature. However, much less research has 

investigated the broad range of HIV related media effects as perceived by individuals 

both living with and at risk of HIV, especially from a qualitative perspective. This topic 

is important given the common discourse of media’s power to portray HIV as a distant, 

unmentionable issue, a discourse found by Graffigna and Olson (2009) when conducting 

focus groups with Albertan HIV affected youth. The results of Graffigna and Olson’s 

(2009) study will be discussed in more detail later. 

The study will investigate two general research questions to explore the link 

between HIV related media messaging and HIV related health behaviours. Given the lack 

of literature exploring the role of media in HIV health from the perspective of those 

living with or at risk of HIV, this study will be exploratory in nature, seeking to uncover 

the dominant trends and themes about the way HIV related media affects these 

individuals. Broadly, this study seeks to answer two basic research questions. Firstly, 

what types of HIV related media are individuals living with or at risk of HIV 
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encountering, both passively and actively, and from what sources? Secondly, what are 

their opinions of these media and what do they perceive to be its effects on themselves 

and their communities? 

The implications of this study will be two-fold. First, it will shed light on the 

perceived patterns of information available to individuals living with and at risk of HIV. 

Second, this study will inform strategies for the communication of HIV health messages. 

Agencies seeking to disseminate HIV health communications will be better informed of 

what types of media, including social media, are effective for communicating different 

types of messages and will be better able to reach their target audiences. They will also 

be better informed as to how those messages are likely to be perceived by their target 

audience to create more effective communications. Finally, the results will highlight 

specific communication areas that individuals living with or at risk of HIV find the most 

problematic. These findings will point out areas most needing addressed and can serve as 

the basis of future campaign strategies. 

HIV Risk Factors and Syndemics 

In order to understand the importance of HIV media representations on the health 

of those living with the illness, it is important to understand the risk factors for 

contracting HIV as well as the complex social structures that surround treatment. More 

than many other illnesses, social conditions influence who is at risk of contracting HIV 

and complicate access to necessary treatments (Singer, et al., 2006). This position became 

evident in my undergraduate research when many participants spoke of the stigma 

surrounding HIV. Not only did stigma create barriers to accessing treatment, but 

participants noted the media’s role in exacerbating HIV stigma. Therefore, in order to 



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

9

understand how media can influence HIV stigma, it is necessary to understand the risk 

factors and social conditions of HIV. By understanding these, it becomes possible to 

understand how the media’s representations of these can affect the day-to-day lives of 

those living with or at risk of HIV. 

Risk factors play a key role in the prediction and prevention of HIV transmission. 

Individuals living with, or at risk of HIV, have a unique set of healthcare requirements. 

The social determinants that surround HIV require more than just treating the acute 

infection. Overall, HIV disproportionately affects marginalized communities and 

communities with lower socioeconomic indicators (Singer, et al., 2006). These factors 

create knowledge and resource deficits that leave individuals more vulnerable to HIV 

infection, more prone to substance use disorders, and more likely to engage sexual risk 

behaviours (Aidala et al., 2005; Kidder et al., 2008). Additionally, comorbid infections 

make individuals more susceptible to HIV transmission and mental illnesses experienced 

by individuals living with or at risk of HIV, such as depression, anxiety and post-

traumatic stress disorder (PTSD), lower self-efficacy and increase sexual risk taking (Butt 

et al., 2013; Taniguchi, et al., 2014; Tucker et al., 2014). 

Mental Illness.  The comorbidity of depression, anxiety, and PTSD with HIV is 

well established in the literature (Bennett, Hersh, Herres & Foster, 2016; Bing et al., 

2001; Ciesla & Roberts, 2001). These disorders are correlated with internalized HIV 

stigma and avoidant coping and lead to health impairment, reduced health outcomes, and 

compromised medication adherence (Bennett, et al., 2016; Brown, Schulberg, Madonia, 

Shear, & Houck, 1996; DiMatteo, Lepper & Croughan, 2000; Katon, Unutzer, & Russo, 

2010; Kuzel, 1996).  
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Depression increases an individual’s risk of HIV infection through increased 

sexual risk taking and lowers an individual’s self-esteem and self-efficacy, making them 

less likely to consistently engage in safer sex (Taniguchi, Shacham, Önen, Grubb, & 

Overton, 2014; Tucker et al., 2014). Depression also has significant negative quality of 

life impacts on individuals living with HIV (Zimpel & Fleck, 2014). One review of 

previous literature found that 34-42% of individuals on antiretroviral therapy experience 

depression and another study found that 22% of HIV positive individuals exhibit major 

depressive symptoms (Lowther et al., 2014; Orlando et al., 2002). Depression also 

presents as a barrier to medication adherence, reducing the health outcomes of 

individuals undergoing treatment (Brion et al., 2013; Taniguchi et al., 2014). 

Substance use disorders.  Injection drug use increases an individual’s likelihood 

of having comorbid bloodborne infections as well as increasing the likelihood of 

engaging in risky sexual practices, though the causal link between injection drug use and 

sexual risk taking remains unclear (Butt et al., 2013; Chan, Passetti, Garner, Lloyd, & 

Dennis, 2010; Lowry et al., 1994; Wells, Golub, & Parsons, 2011). Declining HIV 

transmission rates amongst injection drug users can partially be attributed to needle 

exchange programs and safe injection sites that not only serve as a harm reduction 

strategy, but also serve as a hub to link individuals to other community services and may 

increase cessation of injection drug use (Abdul-quader et al., 2013; Werb et al., 2013). 

Non-injection substance use disorders also have elevated incident rates and affect 

treatment outcomes of HIV-positive individuals. While 8% of the general US population 

suffers from substance abuse disorders, approximately 25% of HIV positive individuals 

qualify for substance abuse treatment (Meyer, Althoff, & Altice, 2013). The major 
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implications of substance use are outlined by Meyer and colleagues (2013):  delayed HIV 

care, decreased medication adherence, increased HIV transmission risk behaviours, and 

poorer health outcomes. 

Sexual practices.  Gay, bisexual, and men who have sex with men (GBMSM) are 

the demographic most associated with HIV. GBMSM are estimated to represent roughly 

4% of the total male population in the United States (Purcell et al., 2012) but account for 

78% of new male HIV infections and 63% of all new infections in the US (CDC, 2012).  

GBMSM are similarly over-represented in Canada and while seeing small reductions in 

total new diagnosis numbers they still account for an increasing percentage of new HIV 

cases, now accounting for over 54% of new HIV diagnoses (PHAC, 2015). 

The reason for GBMSM’s over-prevalence may owe to a higher incidence of 

risky sexual behaviours, as reported by the CDC (2005, 2013). Adolescent sexual 

minorities engage in higher rates of sexual risk-taking behaviours: younger age of first 

sexual experience; a higher number of sexual partners; and an increased likelihood to 

engage in unprotected sex (Hipwell et al., 2013). Past researchers have found that 

GBMSM face more barriers in healthcare access as the result of not disclosing their HIV 

or GBMSM status and that GBMSM stigma is inversely correlated with consistent HIV 

care (Wohl et al., 2011a; Wohl et al., 2011b).   

As new HIV risk reduction strategies have become better understood and more 

accessible, literature has begun referring to “condomless” rather than “unprotected” 

intercourse. One risk reduction strategy is selective sexual positioning (i.e. 

seropositioning) that allows sexual partners to engage in condomless anal intercourse in 

ways that reduce transmission risk. Receptive anal sex carries more risk of transmission 
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than insertive anal sex and viral load is positively correlated with transmission risk 

(Bruce, Harper, & Suleta, 2012).   

HIV risk reduction can also be achieved with pre-exposure prophylaxis (PrEP), 

the use of antiretroviral medications by HIV-negative individuals in high-risk populations 

to prevent HIV transmission.  PrEP is a relatively new approach to HIV prevention. The 

first PrEP medication was approved in 2012 with the CDC releasing HIV prevention 

guidelines recommending PrEP in 2014 and Public Health Canada approving PrEP use in 

2016 (Kelser et al., 2016). PrEP significantly reduces infection rates, with one study 

showing a 73% reduction when participants reported greater than 90% daily medication 

adherence (Celum & Baeten, 2012). Early concerns over PrEP center on risk 

compensation, where individuals would forego other risk reduction strategies and 

condom use once using PrEP. Recent studies suggest these concerns are exaggerated and 

that individuals use PrEP alongside their existing risk reduction strategies (Grov et al., 

2015; Hojilla, et al., 2016; Spinner et al., 2016). 

Socioeconomic Status (SES).  Low SES encompasses a number of factors 

characterized by a lack of resources such as low education, unemployment, housing 

instability, and food insecurity. Socioeconomic HIV risk factors remain the most difficult 

for support service organizations to address as they are linked with broader social 

structures. Research suggests that individuals in disadvantaged communities experience 

reduced overall condom use and health outcomes (Bauermeister, Zimmerman, & 

Caldwell, 2011). Individuals from low-SES communities can face many barriers to 

positive health outcomes including high poverty rates, high unemployment rates, and 

food insecurity (Ross & Mirwoski, 2001). 
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The correlation between low socioeconomic status and increased HIV risk is well 

established, though the relationship between the two remains complicated (Halkitis & 

Figueroa, 2013; Zieler et al., 2000; Murrain & Barker, 1997). Measures of SES including 

wealth, education, and employment status are inversely correlated with sexual risk taking 

among young GBMSM as well as HIV positive individuals’ access to support services 

and overall health outcomes (Cunningham et al., 2005). Data from Mitchell et al. (2014) 

confirm that a higher percentage of individuals living with HIV are affected by 

characteristics of low SES: 43% have been unstably housed or homeless, 59% have 

experienced food insecurity, 61% unemployed; and 73% afflicted by poverty. 

Marginalization, Social Support, and Stigma.  The overrepresentation of ethnic 

and sexual minorities makes it clear that many traditionally marginalized minority groups 

are at increased HIV risk. The overrepresentation of GBMSM in new HIV diagnoses has 

already been noted. Individuals of African, Caribbean, and Black communities, Hispanic 

communities, immigrants, and Indigenous communities are also overrepresented in new 

HIV infection rates across North America (CDC, 2013; Remis, Swantee, & Liu, 2012; 

Yang et al, 2010).  

The importance of social support networks in positive health outcomes is well 

documented. In an extensive review conducted by Tay, Tan, Diener, & Gonzalez (2013), 

the researchers found that social support is important in self-managing chronic illness and 

even more so regarding medication adherence (Cox, 2002). Social support networks can 

ameliorate HIV risk factors by reducing symptoms of mental illness and providing 

positive coping mechanisms in place of substance use (Catz, Gore-Felton, & McClure, 

2002, Crystal & Kersting, 1998). The need for social support networks means that 



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

14

individuals less likely to have strong personal social support networks are more likely to 

access community support services (O’Brien et al., 2013).  

Stigma is a complex concept and is experienced as discrimination, 

marginalization, or discrediting based on an HIV diagnosis as well as internalized 

negative feelings regarding one’s HIV status. HIV stigma is created from negative 

associations surrounding its main modes of transmission:  homosexual sex, sex work, and 

injection drug use (Brener et al., 2013). While HIV stigma can be avoided in some 

situations by non-disclosure, this is not always possible and many individuals experience 

internalized HIV stigma, including negative feelings about their own HIV which is 

exacerbated by connotations that individuals are personally responsible for their 

condition (Berg & Ross, 2014).  

Stigma has consequences to the health outcomes of individuals with HIV. The 

inability of individuals to conceal visible symptoms negatively impacts their mental and 

physical health (Brener et al., 2013). Logie & Gadalla (2009) found that HIV related 

stigma is significantly associated with lower social support, poorer physical and mental 

health, and lower income. A model developed by Tucker and colleagues’ (2014) finds an 

indirect link between stigma and unprotected anal intercourse among gay men, where 

increased stigma exacerbates depressive symptoms, lowing self-efficacy and increasing 

sexual risk-taking. HIV stigma has an even greater impact in already-marginalized 

populations when exclusion from otherwise supportive communities occurs (Arnold, 

Rebchook, & Kegeles, 2014; Brennan et al., 2012). 

As already noted, media can have an influence on individuals’ attitudes and 

perceptions of HIV and can play a role in reducing or reinforcing HIV stigma (O’Byrne 
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& Watts, 2014). My undergraduate research found HIV stigma to be the most common 

experience among interviewees, being brought up by nearly all individuals interviewed. 

Further analysis revealed multiple participants discussing the ways media messages 

impact individuals seeking HIV support services. Stigma acts as a mediator that explains 

how media messaging can affect HIV related health behaviours. 

One source of stigma in North America is HIV non-disclosure legislation. In 

Canada, non-disclosure of HIV positive status prior to engaging in high HIV transmission 

risk activities constitutes a criminal offense (O’Byrne, Bryan, & Roy 2013). A less-than-

significant-risk sexual activity is one in which an HIV positive person has an 

undetectable viral load and uses condoms. Evidence shows that such legislation has 

adversely affected HIV testing rates, especially among high-risk groups (O’Byrne et al., 

2013). Non-disclosure legislation also undermines HIV prevention strategies through 

increased levels of social exclusion, discrimination, and stigmatization (Adam, Elliott, 

Corriveau, & English, 2014; Eustace & Ilagan, 2010; Petrak, Doyle, Smith, Skinner, & 

Hedge, 2001). A large qualitative review in Ontario found that people living with HIV 

perceived nondisclosure legislation as holding them guilty until proven innocent owing to 

the inherent lack of evidence in proving either partner’s version of events (Adam, 

Travers, Elliott, English, & Corriveau, 2012). Factors that inhibit HIV disclosure are 

similar to HIV risk factors: identifying as gay or bisexual, poor medication adherence, 

having sex with strangers, and poor condom use (Allen et al., 2014). 

HIV Syndemics.  HIV risk factors are rarely seen in isolation among individuals 

living with or at risk of HIV and the confluence of these risk factors work synergistically 

to compromise individuals’ health outcomes. When an individual suffers from a chronic 
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illness such as HIV, the social conditions surrounding these risk factors create significant 

barriers to achieving optimal health outcomes.  

The comorbidity of HIV risk factors is well established in academic literature. 

Individuals suffering from mental health illnesses are at an increased risk of using 

substances as a coping mechanism, including for the grief experienced after an HIV 

diagnosis (Bing et al., 2001; Brion et al., 2013). However, the correlation between mental 

illness and substance use lacks evidence for unidirectional causation with researchers 

finding that depression at times precedes substance abuse while other times substance 

abuse is a mechanism by which mood disorders are sustained (Meyer & Kranzler, 1990; 

Mezzich, Ahn, Fabrega, & Pilkonis, 1990; Swendsen & Merikangas, 2000). Low SES has 

also been consistently linked to compromised health outcomes (Adler et al., 1994) and 

measures of SES are also inversely correlated with depressive symptoms (Murphy et al., 

1991; Kaplan, Roberts, Camacho, & Coyne, 1987). Additionally, low education and 

occupational status are predictors of substance use disorders (Swendsen et al., 2009; 

Escobedo, Anda, Smith, Remington, & Mast, 1990). 

Mental health disorders, substance use, and low SES all increase an individual’s 

tendency to engage in risky sexual behaviours, including sex work (Aidala, Cross, Stall, 

Harre, & Sumartojo, 2005; Kidder, Wolitski, Pals, & Campsmith, 2008; Alvy et al., 

2011; Hutton, Lyketsos, Zenilman, Thompson, & Erbelding, 2004; Klein, Elifson, & 

Sterk, 2008; Shrier, Harris, Sternberg, & Beardslee, 2001; Thurstone et al., 2013). The 

stress caused by these psychosocial difficulties can lead to depressive symptoms, which 

when accompanied by substance use, can lower inhibitions and increase sexual risk 

taking (Taniguchi et al., 2014). Substance use has additionally been attributed to 
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GBMSM continuing to engage in high transmission-risk sexual behaviours post-

diagnosis (Taylor, O’Cleirigh, Mayer, & Safren, 2013). 

The synergistic effects of HIV risk factors was first espoused by Singer (1996) 

with the creation of syndemics theory to explain the additive effects of substance abuse, 

violence and HIV among ethnic minority women. Syndemics theory is an 

epidemiological theory explaining how the combined effects of two or more adverse 

health conditions interact synergistically to exacerbate the negative health outcomes of 

any or all of the conditions. Syndemics differ from disease comorbidity in that syndemics 

research focuses on the additive negative health effects and tends to account for co-

occurring epidemics within a community. Syndemics theory also considers social 

variables including marginalization and socioeconomic status. Poverty and belonging to a 

marginalized group increase the likelihood of one adverse health condition contributing 

to another (Singer, 1994; Singer et al., 2006) 

Syndemics theory has since been applied to other populations at high risk of HIV, 

including gay, bisexual, and men who have sex with men (GBMSM). Studies on this 

population confirm that marginalization via heterosexism, racism, or cisgenderedism 

contribute to the odds of becoming HIV infected (Brennan et al., 2012; Stall, Friedman, 

& Catania, 2008; Wilson et al., 2014). Additionally, multiple studies have confirmed that 

the odds of engaging in condomless anal intercourse increase significantly with the 

number of experienced psychosocial problems, including binge drinking, substance use, 

partner violence, sexual assault, and mental health disorders (Halkitis et al., 2012; 

Mustanski, Garofalo, Herrick, & Donenberg., 2007; Stall et al., 2008). Psychosocial 
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syndemics are also additively associated with reduced treatment adherence among 

individuals living with HIV (Blashill et al., 2015). 

Communication Theory  

With an understanding of how HIV syndemics affect people living with and at 

risk of HIV, we must now develop an understanding of media’s effects on individuals’ 

health perceptions and behaviours generally. First, we will examine the history of 

communication theory before applying these concepts more specifically to HIV related 

media. By understanding both HIV syndemics and media health effects, we will have a 

firm understanding on which to understand the link between perceptions of HIV and 

media representations of HIV.  

The Shannon–Weaver model of communication has been discussed previously. 

This model conceptualizes the basic requirements to describe how information can be 

transmitted from one entity to another, serving as a foundational model from which the 

field of communication studies has been developed (Fiske, 1982). However, the model’s 

simplicity has been criticized for ignoring contextual social processes inherent with 

human communication (Littlejohn & Foss, 2011). Subsequent theorists have expanded 

upon the basic Shannon–Weaver model of communication to account for communication 

intention, differing message interpretations, and unequal power relations between the 

sender and receiver (Littlejohn & Foss, 2011). A brief review of these theoretical 

extensions will provide context for the ways media does more than transmit information 

and can affect human cognitions and behaviours. 

One of the main critiques of the Shannon-Weaver model of communication is its 

assumption that information is merely passed between isolated individuals using a set of 
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pre-established rules (Littlejohn & Foss, 2011). This model ignores the role of message 

interpretation and the factors that influence the meaning the receiver gives the message. 

Logically, this model suggests that if information is transmitted without distortion due to 

noise, that information is received by the receiver in full fidelity, and that the receiver 

shares that same decoding tool used by the sender to encode the message, then the 

information would be able to be extracted without error. However, experience 

demonstrates that this is a false assumption and that human communication does not 

simply amount to extracting information from language. If this were the case, multiple 

interpretations of the same message would not be possible. 

Furthermore, the Shannon-Weaver model ignores the context of messages; 

however, in human communication context is an integral part of creating meaning 

(Bowman & Targowski, 1987; Kanner & Wertsch, 1991). The same message can be 

interpreted quite differently in different contexts. For example, the same health message 

sent from a trusted medical professional versus an opinionated celebrity will be 

interpreted in potentially very different ways. This is to say that social and power 

relationships between people affect the way information is interpreted. Because people in 

society do not all have the same social roles or the same rights, some messages will be 

discredited because of the sender’s social class, age, race, profession, etc. while others 

will be given more authority depending on the situational distribution of power 

(Littlejohn & Foss, 2011). 

To account for the shortcomings of the Shannon-Weaver model, Berlo (1960) 

developed the Sender-Message-Channel-Receiver (SMCR) Model of communication. 

The SMCR model specifically accounts for senders’ and receivers’ social contextual 
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factors such as their knowledge, attitude, culture, communication skills, and social 

system. Berlo’s model placed the sender and receiver as necessary interpreters of 

messages. In this way, messages no longer contained information as they did in the 

Shannon-Weaver model, but rather meaning was constructed from the messages via 

interpretation (Narayanrao, 2011). According to Barnlund’s (2008) view, the sender’s 

personal filters—the contextual factors that influence their message encoding—and the 

receiver’s filters alter the meaning of the message contents. 

Moving forward, it will be important to keep these theoretical underpinnings of 

communication in mind. The ability of social contextual factors to influence the 

interpreted meaning of messages becomes more important when considering mass 

communication. During interpersonal communication, message senders have more 

control to tailor messages for the receiver to maximize the chances of them receiving the 

message as intended. For mass communication message receivers are not fully known to 

the sender and the multiplicity of receivers makes the process of message creation more 

challenging because of the differing receiver filters through which the message will be 

interpreted. 

Media and Health 

The effect of media communications on individual health outcomes and 

population level health indicators has been an intense area of study. The result has been a 

multitude of theories and at many times contradictory findings. Nonetheless, the 

influence of media on health is well supported in research. While media is recognized as 

an effective health communication strategy, many challenges exist that may lead to 

unexpected or adverse results. I will begin by examining the effects mass media have on 
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health in general to gain an understanding of the mechanisms that create this link. This 

overview will be followed up by a more focused examination of the link between mass 

media and HIV related health specifically. 

Mass media can influence health behaviours through both direct and indirect 

pathways (Abroms & Maibach, 2008). Direct media influences alter decision-making 

processes at the individual level, relying on cognitive or emotional responses. These 

changes alter the likelihood of performing health affecting behaviours. Indirect pathways 

of media influence rely on altering social environments to affect health perceptions and 

behaviours. This is accomplished by establishing social norms, by influencing the nature 

of social interactions between individuals, or by fostering changes in public policy. 

Mass media campaigns and advertising are purposive health communication 

messages intended to alter health cognitions, affect, and behaviours. These types of 

campaigns are common for HIV related health, promoting HIV testing and safer sexual 

practices. These types of media are known to be effective for both decreasing adverse 

health behaviours as well as increasing beneficial health behaviours across a wide range 

of health domains (Wakefield, Loken, & Hornik, 2010). The broad range of health 

behaviours over which media campaigns can influence behavour is evidence of their 

effectiveness in conveying health messages. For example, mass media campaigns are 

effective in decreasing youth tobacco smoking uptake and increasing adult smoking 

cessation (Bala, Strzeszynski, & Cahill, 2008; National Cancer Institute, 2008). Mass 

media campaigns have also been shown to increase health-positive behaviours such as 

making healthier food choices and increasing physical activity (Kahn et al., 2002; Marcus 
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et al., 2006), and media campaigns to increase cancer prevention are effective in 

increasing cancer screenings and sunscreen use (Baron et al., 2008; Saraiya et al., 2004).  

Nonetheless, some mass media health campaigns have unintended negative health 

effects or unintended consequences beyond the main purpose of the campaign. For 

example, the National Youth Anti-Drug Media Campaign in the United States was a 

national campaign intended to decrease adolescent marijuana use initiation. However, the 

campaign increased perceptions of peer marijuana use and established social norms that 

led to an increase in adolescent initiation of marijuana use (Jacobsohn, 2008). In another 

example, some campaigns to reduce obesity serve to perpetuate weight stigma among 

non-overweight individuals even while increasing positive affect toward exercising 

(Pearl, Dovidio & Puhl, 2015).  

Not all health effects from media result from purposive campaigns but may also 

result from the establishment of social norms via entertainment media. Risk-glorifying 

media such as street racing video games, substance use in film, or violent music lyrics 

have been shown to increase risk-positive cognitions, emotions, and behaviours. Active 

media (e.g. video games) has a greater effect than passive media (Fischer, Greitemeyer, 

Kastenmuller, Vogrincic, & Sauer, 2011; Fischer, Vingilis, Greitemeyer, & Vogrincic, 

2011). For example, exposure to smoking depicted in movies is associated with the 

development of established smoking in adolescents (Primack et al., 2012). Sexualized 

mass media also influence adolescents’ intention to engage in sexual activity (L’Engle, 

Brown, & Kenneavy, 2006). Mass media may establish norms that increase HIV risk, 

such as glorifying more sex partners or condomless sex. Consequences may also stem 

from institutional influences. La Parra Casado and Perez (2007) argue that government 
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department health planning may have unintended negative consequences for immigrants 

and other minority groups by treating them as a socially excluded, homogenous group 

which creates barriers to their access of resources. 

Research has found that certain practices enhance the influence of mass media. 

People must be exposed to media for a prolonged period of time for media campaigns to 

be effective, with their effects waning after a campaign has ended (Niederdippe, Farrelly, 

Hersey, & Davis, 2008; Wakefield et al., 2008). Furthermore, campaigns that elicit 

negative emotional responses such as fear, disgust, or sadness are more effective in 

changing health behaviours than campaigns that rely on evoking positive emotions 

(Durkin, Biener, & Wakefield, 2009). Point-of-decision interventions, such as healthy 

eating promotion in grocery stores, are generally more effective than other types of 

campaigns and are easier to maintain over longer periods of time, countering the 

diminishing effectiveness of campaigns after media exposure ends (Norman et al., 2007). 

Agenda Setting and Framing 

News media form a different kind of media than purposive information 

campaigns and scripted TV shows. News media can influence the importance of topics on 

the public agenda and public policy. The ability of the news media to influence the 

salience of topics on the public agenda is known as agenda setting, a theory first 

developed by McCombs and Shaw (1972) and Funkhouser (1973). If a news item is 

covered more frequently or prominently, it will be viewed as more important by the 

public (McCombs & Reynold, 2002). McCombs and Shaw (1972) established this 

connection by finding a strong correlation between what people thought the most 

important election issue was and what news media reported on most often. Since then the 
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transfer of issue salience from the media agenda to the public agenda has been replicated 

in many studies, including in online news sources and across varying public agenda 

issues ranging from tobacco to vaccines to maternal and newborn mortality (Llamas & 

Mayhew, 2016; McCombs, 2005; Pacheco & Boushey, 2014). 

News media agenda-setting effects are not limited to setting which stories are the 

most prominent in the public agenda, but also have an effect on how the public think and 

talk about the news stories. This process is known as second-level or attribute agenda 

setting and involves the transfer of salience of which attributes of a news story are 

emphasized and which attributes are glossed over (McCombs, Llamas, Lopez-Escobar, & 

Rey, 1997). Hilgarten and Bosk (1988) found that news media can define and interpret 

problems in certain ways and spread their version of the issue through public discourse. 

A common example of this can be seen in the coverage of an issue by conservative and 

liberal leaning news programs. For example, coverage can portray new immigration 

legislation as negative or positive by drawing attention to the perceived benefits or 

drawbacks of the immigration changes. By increasing the salience of certain attributes of 

topics on the public agenda, agenda-setting effects tell the public what topics to think 

about and how to think about them (Balmas & Sheafer, 2010). It is at the attribute 

agenda-setting level that agenda-setting theory and a similar theory—framing theory—

intersect, though there is debate over whether the two theories amount to the same 

concept or whether they describe different processes. 

At the most basic level, framing theory investigates how the way information is 

presented affects its interpretation. In communication, framing happens when certain 

attributes of a perceived reality are emphasized in order to promote a certain problem 
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definition, causal or moral interpretation, or problem response (McCombs, 2005). Both 

framing and attribute agenda-setting effects emphasize certain aspects of a message to 

create a certain interpretation of the described reality in the receiver. By framing news 

stories in specific ways, news organizations are able to promote the potential causes, 

consequences, and possible remedies of a social problem or issue (Boykoff, 2006). 

Framing accomplishes this by relying on common schema of interpretations or heuristics, 

such as stereotypes or metaphors, used by the receiver to influence how the message will 

be interpreted (Entman, 1993). Weaver (2007) maintains that second-level agenda setting 

and framing remain distinct concepts, arguing that framing invokes a broader range of 

cognitive interpretive processes than does second-level agenda setting which relies solely 

on attribution salience. Scheufele and Tewksbury (2007) corroborate this view, arguing 

that second-level agenda-setting effects are explained by accessibility—information that 

is easily retrieved from memory—while framing operates via pre-existing cognitive 

schema independent of information salience.  

It is apparent that news media can influence not only the importance of issues but 

can also shape public perceptions and opinions of the issues through both agenda setting 

and framing (Boykoff, 2006; McCombs & Reynold, 2002). This phenomenon will be 

explored more specifically with HIV later. However, it is also important to note that the 

purported unidirectional causal connection of news media influencing the public agenda 

is a common critique of agenda setting theory given the cross-sectional nature of much of 

the research. Indeed, the connection between news media and public agenda is often 

more complex and policymakers have some ability to set the agenda presented by the 

media (Berkowitz, 1992). For example, shifts in health policy agenda can also lead to 
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shifts in media coverage, with Miller, Nadash, & Goldstein (2015) finding that state-level 

long-term care policy shifts toward homecare were reflected by the news media’s 

increased coverage of the shift. Additionally, government run news media are commonly 

accessed media that allow policymakers more control over the public agenda and 

Littlejohn and Foss (2011) argue that high-power news sources are able to influence the 

media regarding the agenda set by their information. It is expected that participants in this 

study would perceive policymakers as sharing the agenda-setting effects of HIV related 

media given the large role public policy plays in the implementation of HIV healthcare. 

Media and HIV 

The role media plays in the lives of those living with HIV is a well-documented 

field of research. Mass media campaigns have long been recognized as an effective tool 

against HIV by spreading HIV knowledge, reducing HIV stigma, and increasing HIV 

testing (Kerr et al., 2015; LaCroix, Snyder, Huedo-Medina, & Johnson, 2014). Mass 

media is also the most often cited source of HIV information for many individuals (Tung, 

Cook, Lu, & Ding, 2015). Additionally, many popular modern TV shows provide a form 

of entertainment-education with realistic, informative HIV portrayals that can help reduce 

HIV stigma (Johnson, 2013; O’Leary et al., 2007). 

HIV related news media has declined significantly since the 1980s as medications 

have improved and transmission rates have stabilized (Labra, 2015). However, news 

media have a demonstrated ability to affect population health cognitions, attitudes, and 

behaviours (Finnegan & Viswanath, 2002) as well as influence public policy change 

(Jones, 2013). Several studies have found news media to reinforce HIV stigma. In China, 

where there is a noted low level of HIV news coverage, one analysis of large national 
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newspapers found that stories published from 2000 to 2010 featuring HIV transmission 

through socially acceptable means like blood transfusion were featured while stories of 

HIV transmission through socially unacceptable routes like intravenous drug use were 

discredited (Gao et al., 2013; Ren, Hust, & Zhang, 2014). In South Korea, analysis of two 

national newspapers found that while the progressive-leaning newspaper made more 

attempts at non-traditional HIV portrayals, both the progressive and conservative 

newspapers relied on expert interviews and excluded discourse from HIV positive 

individuals or social organizations (Jung, 2013). In Uganda, a review of news articles 

written in a national newspaper between 1996 and 2011 found that discourse about sexual 

practices remained taboo and media focused on prevention and abstinence while 

neglecting HIV testing and post-infection care (Lagone, Mathur, Nakyanjo, Nalugoda, & 

Santelli, 2014). 

The presentation style of news stories portraying HIV impacts viewers’ 

perceptions of HIV. For example, Geschke, Sassenberg, Ruhrmann, & Sommer (2010) 

found that linguist abstractness (the use of othering language such as ‘they’) in news 

media about migrants increased readers’ prejudice toward migrants and increased 

perceptions that migrants are more likely to commit crimes. Many similarities exist 

between the way migrants and HIV positive individuals are portrayed in the media and 

similar linguistic biases in news media may lead to higher levels of prejudice against HIV 

positive individuals. Another study found that news stories about HIV presented with an 

episodic frame (as an individual case study) led viewers to have more negative 

perceptions of HIV than viewers presented with thematically-framed HIV stories 

covering the issue more generally with factual information and expert opinion (Spence, 
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2010). Moreover, episodically framed HIV news media made individuals more likely to 

support regressive political policies, a finding corroborated by other research (Baird & 

Gangl, 2006; Iyengar, 1996). 

Clarke (2006) analyzed media portrayals of HIV in popular Canadian magazines 

for the years 1991, 1996, and 2001 and found that top-circulated news and entertainment 

magazines often made implicit distinctions between innocent and guilty HIV 

transmission, a distinction similar to Geschke and colleagues’ (2010) guilty/innocent 

differentiation of portrayals of legal versus illegal or refuge migrants. Using focus groups 

in a Canadian setting, Graffigna and Olson (2009) found that news media stories are 

more often about Africa or ‘other’ places away from the local audience of the article, that 

a high proportion of stories focus on celebrity stories of HIV, and that HIV is much less 

common in the media than 10 years ago. Overall, Graffigna and Olson (2009) found 

prominent discourses to portray HIV as going from big deal to a nonissue and that HIV is 

‘unmentionable’.  

These results corroborate Clarke’s (2006) finding that media reported 

proportionally more on celebrity stories than on stories of local individuals, reinforcing 

the perception that HIV is a distant problem. Jones’ (2013) found similar themes of “us 

vs them”, impersonal story-telling, and a focus on celebrities in South African HIV news 

media in 2004 and 2011 and found that recent news stories often portray HIV as less 

serious and “all but cured”. This reinforces findings that HIV discourse has become 

increasingly medicalized, ignoring the larger social and structural factors associated with 

the infection (Parker, 2009). Overall, a recent international review found modern social 

representations of “people living with HIV/AIDS” more humanizing than past 
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representations, but that negative portrayals still exist and can affect health care access 

(Labra, 2015).  

Patterns of media access in general have changed a great deal with the 

popularization of online social media platforms and smartphone apps. The effect of these 

types of media on HIV health is an ongoing field of study. However, the use of these 

platforms to distribute HIV health information is effective in many populations (Goedel, 

Halkitis, Greene, & Duncan, 2016; Tanner et al., 2016). In the context of health 

communications, social media platforms are often more of a media distribution system 

rather than a media creation source as most messages are shared links from traditional 

media sources such as videos or news articles (McLaughlin et al., 2016). Messages with a 

negative emotional affect are shared more commonly on social media, similar to findings 

that traditional media messages with negatively valenced affect are more effective in 

promoting behavioural change (Durkin, Biener, & Wakefield 2009; McLaughlin et al., 

2016). As social media plays a larger role in communicating HIV related messages, it 

remains one needing more research. 

As stated, this study will investigate two general research questions. Firstly, what 

types of HIV related media are individuals living with or at risk of HIV encountering, 

both passively and actively, and from what sources? Secondly, what are their opinions of 

these media and what do they perceive to be its effects on themselves and their 

communities? This goal will be accomplished by understanding what sources of media—

print, broadcast, online, and social media—are common ways of accessing different types 

of HIV related media, such as news, entertainment, advocacy, and informational types of 

media. Additionally, this approach will be augmented with open-ended questions and 
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semi-structured interviews to place the results in a relevant contemporary social context 

from the view of individuals affected by HIV. Placing the results within a modern context 

is especially important for HIV related media effects as both media—with its rapid shift 

towards online social platforms—and HIV issues—with rapid medicalization and PrEP—

are constantly changing. 

Methods 

This research was guided by a grounded theory methodology. Grounded theory is 

an approach for developing theory that is grounded in data that has been systematically 

gathered and analyzed (Glaser, 1967; Strauss & Corbin, 1994). While it is generally 

considered a qualitative approach, grounded theory can be used with any types of data; 

however, it rejects the positivist assumption of researcher objectivity and recognizes the 

role of the researcher as a necessary interpreter. Based on a constructivist epistemological 

stance, grounded theory views knowledge and theory development as arising from the 

interaction between the researcher and the data, with the researcher’s perspective being 

an important part of the theory development process (Charmaz, 2014). Furthermore, this 

research project was undertaken using the Glaserian perspective that “all is data” (Glaser 

& Strauss, 1967). This view asserts that previous research findings, quantitative statistical 

analyses, and qualitative interviews can all be used as data during analysis and theory 

development. 

One of the major hallmarks of grounded theory is the simultaneous collection and 

analysis of data, meaning the researcher moves in and out of the data collection and 

analytical process. The process begins with a research question designed to lead to the 

development of a theory regarding some aspect of social life; in this instance, how do 
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individuals living with or affected by HIV interact with and perceive HIV related media? 

This question leads to the first round of data sampling. In this research project, the first 

data sampling occurred with the creation of an online questionnaire.  

After the initial collection of data, the researcher analyzes it, which allows the 

researcher to begin to develop a theory explaining the research question. Using this initial 

theory, the researcher is then able to collect another round of data to test and refine the 

theory. Analysis and data collection continually inform one another. The back and forth 

process of data collection and analysis is a defining characteristic of grounded theory 

called theoretical sampling. This process is continued until newly collected data can be 

integrated into the theory developed after the prior round of data collection. At this point 

data saturation is reached and the collection of new data no longer changes the emerging 

theory and provides additional support for the theory.  

Theoretical sampling is beneficial because it allows the researcher to dynamically 

decide what data needs to be collected next and the best place to find them to continue 

developing a theory as it emerges (Glaser & Strauss, 1967). However, Charmaz (2014) 

suggests that the first round of data collection samples from a diverse group of 

individuals to capture a wide range of data and prevent discounting important theoretical 

constructs at the beginning of the process. This study sought to collect a wide initial 

sample by collecting questionnaire data from the general population as well as 

individuals who were living with or affected by HIV and by using online data collection 

across a wide geographical area. 

Data analysis in grounded theory is guided by the principle of theoretical 

sensitivity, the idea that theory development will be grounded within the data collected 
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and does not aim to fit the data to preexisting conceptualizations (Glaser, 1978). 

Researchers become theoretically sensitive by immersing themselves in the data and 

trying to understand what the participants see as being important. Another method of 

developing theoretical sensitivity occurs when the researchers engages with previous 

research on the topic of interest. Finally, the process of theoretical sampling facilitates the 

process of the researcher immersing themselves in the data and understanding participant 

perspectives. 

Theoretical sensitivity is accomplished using a process of data coding and memo 

writing. Data coding takes place as a two-step process (Glaser, 1992). The initial coding 

step, known as substantive coding, proceeds line by line and develops concepts to 

identify, name, categorize, and describe phenomena found in the text. Essentially, each 

line of text is read to answer the questions, “What is this about?” By constantly 

comparing these codes with one another and by comparing ideas against other ideas, the 

codes are merged into new concepts, renamed, and modified. At the end of the 

substantive coding process, theoretical codes are developed which conceptualize how the 

substantive codes relate to each other. Often a single category of codes is selected to 

represent the core category and all other codes are explained by how they relate to the 

core category. The core category ties all the theoretical codes together into a single 

storyline and helps with the development of a cohesive final theory. During the coding 

and analysis process, grounded theory stresses the importance memo-writing. Memos are 

notes made by the researcher and can include field notes with participant observations, 

notes about how codes relate to one another, hypotheses generated during analysis, or 

how the theory relates to previous research findings. Memos are important in establishing 



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

33

an audit trail to show how the researcher used the collected data to develop the theory. 

Audit trails are transparent notes of the research design and analysis steps made to come 

to the final reported findings.  

The project also utilized community based participatory research methods to 

guide both the quantitative and qualitative studies. Community based research (CBR) 

emphasizes a collaborative approach to research between researchers and the studied 

population and is useful in studying public health, particularly amongst marginalized 

communities (Israel, Schulz, Parker, & Becker, 1998). CBR methods are useful because 

the researcher must work closely with community organizations to gain access to the 

population of interest. In this way CBR seeks to give agency to the research participants 

to guide research in meeting the needs of their communities. The agency gained by 

participants in guiding the direction of the research engages participants in an 

emancipatory process whereby they feel empowered and that their time giving data 

would have a meaningful impact on their lives. This process helps give a voice to those 

who might otherwise have limited power in matters that affect them, a key philosophical 

underpinning to the use of CBR amongst marginalized communities. The emancipatory 

potential of CBR is accomplished by using open-ended questions and semi-structured 

interviews to elicit responses that allow participants to speak openly about their 

experiences of HIV related media and the ways it affects them and their communities. 

Open-ended responses allow participants to share valuable data that the researcher might 

not have considered when designing the study. Participants’ ability to explore their own 

experiences provide the researcher with a range of concrete experiences and provide 

participants with a cathartic and self-enlightening experience.   
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A CBR research project must be community situated and must have practical 

relevance to the community. CBR is also action oriented and emphasizes the utility of 

research findings; that is, research should focus on answering questions that will have 

positive, practical impacts for the studied population. This is accomplished by involving 

community members in all stages of the research process, from planning and designing to 

reporting results. Feedback on this research project’s instruments was solicited from 

community connections already established by the researcher with local AIDS service 

organizations and community health providers as well as other HIV researchers. 

Community based research can take several different forms. At one end of the 

spectrum CBR involves community members creating their own research group to find 

out about and act on a community issue that affects them directly. Often these community 

members would not think of themselves as researchers. Another level of community 

based research has academic or other professional researchers recruiting members of an 

affected group to act as partners in the research project and may or may not be involved 

in data analysis. At the opposite end of the spectrum is academic researchers that gather 

information directly from community members who are most directly affected by the 

issue at hand. In this case community members play a smaller role in choosing what 

information is sought, collecting data, or data analysis. Nonetheless, this research is still 

far removed from research that is done through anonymous surveys, census data, or third-

party reports of observers or health professionals. This research project used a strategy 

similar to the latter type of community based research, with members of the HIV affected 

community being solicited for feedback on the project and being recruited for data 

collection. 
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The nature of this research examining the types and effects of HIV related media 

lent itself to a mixed methods approach. As such, this research project was conducted in 

two stages. A two-stage approach was chosen because it aligned with the objectives of 

research guided by a ground theory methodology. Using this methodology, a theory of a 

phenomenon— HIV related media in this case—is developed using an iterative process 

of data collection and data analysis. The staged process of this research allowed it to 

follow this strategy more closely by letting the results of the first stage of the research 

inform the questions and data collection of the second stage of research.  

Study 1 

Study 1 consisted of a quantitative online questionnaire to measure the specific 

types and sources of HIV related media to which individuals were exposed. The purpose 

of Study 1 was to answer the first primary research question: what types of HIV related 

media are individuals living with or at risk of HIV encountering, both passively and 

actively, and from what sources? A wide range of participants were recruited from 

different sources—including participants not living with or at risk of HIV—in order to 

capture participants with heterogenetic experiences of HIV related media. Another key 

consideration during recruitment was to ensure representation in three different groups: 

people living with HIV, people at risk of HIV, and people in the general population.  

Understanding the differences among how these groups access and perceive HIV 

related media was a primary interest during analysis of survey data. The three groups 

were examined for differences in the way they access HIV related media as well as basic 

demographics measures. Understanding these differences will have implications for how 

HIV messages should be shared and the effects they will have on different media 
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consumers. The results of Study 1 were used to inform the interview protocol in Study 2 

and provide context to the qualitative results, allowing for a rich understanding of how 

HIV related media affects a heterogenetic sample of HIV media users. 

Research Participants. A total of 199 individuals responded to the online survey. 

Two were eliminated for not consenting to the survey, 46 were eliminated for not 

meeting the eligibility requirement of experiencing HIV related media within the last 2 

months, and a further 22 were removed for not having completed the survey past the 

demographics questions. The final sample of 129 was 44% female (n = 57), 52% male (n 

= 67), and 4% (n = 5) other identifying participants. All together participants had a grand 

mean age of 35.7 years old (SD = 12.7) and a median age of 33; males tended to be older 

with a mean age of 40.6 years old (SD = 13.0) compared to females who were 30.5 years 

old on average (SD = 10.3). Participants came from Canada (n = 53), the United States (n 

= 47), Australia (n = 12), United Kingdom (n = 5), the Philippines (n = 4), Greece (n = 

2), Belgium (n = 2), Spain (n =1), and India (n = 1). Six participants did not identify their 

country of origin. The majority of participants came from an urban area (58.6%), with 

21.1% coming from a suburban area, and the remaining 15.8% coming from rural areas. 

When asked about HIV status, 4 participants (3.1%) preferred not to disclose their status 

or did not answer the question. Of the remaining 125 participants, 43 (32.3%) participants 

identified as being HIV positive, 77 (57.9%) HIV negative, and 5 (3.8%) did not know 

their HIV status. 

Participants were also asked about their relationship status. Forty were single, 32 

were married, 30 dating, 16 cohabiting, 6 engaged, and 5 were in open or polyamorous 

relationships. Participants were also asked about the nature of the relationship with their 
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most recent sexual partner. Forty-eight participants said their last sexual partner was 

exclusive/monogamous (36.4%), 24 were dating partners (18.2%), 20 were friends with 

benefits/fuck buddies (15.2%), 11 were nonexclusive/non-monogamous partners (8.3%), 

13 were strangers/one-night stands (9.8%), and 13 were other types of partners (9.8%). 

Additional dichotomous variables were used to assess participants on whether 

they identified in a number of other population groups along with groups used to identify 

priority populations in the HIV at risk group. These other populations were assessed to 

gain further insight into the participants and to obscure the priority population 

membership questions. Overall, 6 participants were employed as a media professionals 

(MEDPROF), 17 were parents (PARENT), 41 were students (STUDENT), 48 identified 

as straight (STRAIGHT), and 67 identified as LGBTQ (LGBT).  

Finally, the 129 participants were divided into 3 risk groups for analysis. An HIV 

positive group (POZ; n = 43) was identified using a survey item asking participants’ HIV 

status. Participants were grouped in an HIV at-risk group (ATR; n = 37) if they did not 

identify as HIV positive, but did identify as belonging to one or more of the populations 

that align with Ontario’s priority populations. Dichotomous variables were used to 

identify ATR group member as belonging to one or more of the following populations: 

gay, bisexual, or men who have sex with men (n = 25), trans (n = 4), an immigrant (n = 

12), a person who uses injection drugs (n = 4), of African/Caribbean/Black background 

(n = 8), or Indigenous (n = 2). The remaining 49 participants who were not HIV positive 

or identified as at risk were grouped together in a general population group (GEN). 

Research Instruments. An online questionnaire was developed by the researcher 

based on the methodologies and findings of previous research covered in the earlier 
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literature review. The initial draft of the questionnaire was refined with input from 

colleagues in the Psychology Department at Trent University. This input ensured that no 

major omissions existed that would have prevented the data analysis required to meet the 

researcher’s goals. A subsequent draft of the questionnaire with the feedback 

incorporated was then sent to some of the researcher’s contacts at AIDS service 

organizations in Ontario to solicit further feedback. The feedback of workers in HIV 

prevention and treatment field was important for two reasons. Firstly, it ensured that the 

questionnaire was sensitive to the lived experiences of those living with or at risk of HIV. 

More importantly, feedback from these groups of individuals helped ensure that the 

questionnaire would yield usable results for the community, in line with the community 

based research objectives of this project. The finalized version of the questionnaire was 

implemented in Trent University’s Qualtrics survey platform. 

The questionnaire started by presenting participants with an informed consent 

form and asked participants to confirm their age as being 18 years old or more as well as 

their consent to participate. After confirming their consent, participants were presented 

with the definition of and examples of HIV related media and asked if they had 

encountered HIV related media within the past two months, thus confirming their 

eligibility to participate in the study. See Appendix A for a copy of the questionnaire. 

Measures. The questionnaire consisted of three major sections: Demographics, 

Media Access, and Media Perceptions.  

Demographics. The demographics portion of the questionnaire included items to 

assess participants’ age, gender, location of residence, HIV status, and relationship status. 

Additional questions assessed HIV risk, including the length of time since last HIV test 
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(measured categorically), the nature of the relationship with their last sex partner, and 

perceived HIV status of their last sex partner. An additional question asked participants to 

put a check next to all the groups they identified as being a member of: media 

professional, immigrant, African/Caribbean descent, visible ethnic minority, aboriginal, 

straight, LGBTQ+, person who uses injection drugs, parent, or student. If participants 

selected LGBTQ+, they were asked to put a check next to all the subgroups they 

identified as being a member of: gay, lesbian, bisexual, trans*, queer, or were allowed to 

fill in an “other” designation. 

Media Access. The Media Access portion of the questionnaire assessed 

participants’ encounters with HIV related media within the past two months. Items 

included questions assessing the average number of weekly hours participants spent with 

HIV related media, the percentage of HIV related media actively sought out versus 

passively encountered, and the percentage of times they used a search engine or social 

media platforms to access HIV related media. Participants were also presented with a 3x6 

matrix of checkboxes and asked to select what media sources (print, online, or broadcast) 

they used to access different types of HIV related media (local news, 

national/international news, entertainment, sexual health/HIV information, social 

advocacy, or medical/scientific information) under both actively sought out and passively 

encountered media conditions (see Figure 1). For each check made participants were 

asked to name the specific source where they had seen the HIV related media if they 

could remember it. Finally, participants were asked to select if they had seen any of the 6 

types of HIV related media described above on any of the following social media 

platforms: Facebook, Twitter, YouTube, Instagram, Reddit, Tumblr, or other social 
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media platforms. If “other” social media platform was selected participants were asked to 

fill in which platform they had encountered the HIV related media on. 

 

Figure 1. 3x6 matrix of checkboxes to assess what media sources participants 

used to access different types of HIV related media. 

Media Perceptions. The final section of the questionnaire assessed participants’ 

perceptions of the HIV related media they had seen in the last two months. Using 2 

single-item 13-point Likert scales, participants were asked their opinion on how much 

influence the media has on individuals’ attitudes towards people living with HIV and on 

individuals’ decisions related to HIV health. The remainder of this section consisted of 8 

open-ended qualitative response questions asking participants about their perceptions of 

how HIV is presented in the media and its effects. Responses to the open-ended questions 

were used to inform the qualitative semi-structured interview protocol used in Study 2. A 

full list of questions in found in Appendix B. 

Data Collection. To be eligible for participation in the study, participants were 

required to be at least 18 years of age and to have been exposed to HIV related media 

within the last two months. Informed consent explaining participants’ rights to 

confidentiality and withdrawal was obtained prior to each questionnaire as well as prior 

to each follow up interview. Informed consent for questionnaires was gained online as 
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part of the questionnaire process (Appendix C). Additionally, HIV related media was 

defined for participants and both descriptive and visual examples of HIV related media 

were given to ensure participants shared a common understanding of the wide range of 

HIV related media. A two-month timeframe for being exposed to HIV related media was 

chosen because of questions asking specific details about the HIV related media 

participants were exposed to. Participants may not have been able to reliably recall the 

specifics of media experienced longer than two months prior. Participants were given an 

incentive for completing the questionnaire in the form of a draw for one of two $50 

Amazon gift cards. Following completion of the questionnaire, participants were 

presented with more information about the purpose of the study and how to contact Trent 

University’s Research Ethics Board if needed. Participants were then directed to a 

separate online form and given the opportunity to submit their email address to be entered 

into the draw, with their email address being stored separately from their responses to 

ensure anonymity.  

Research participants for this study were recruited through snowball sampling 

techniques on social media. AIDS service organizations and community health clinics 

across major metropolitan centers in the United States and Canada were approached to 

share a link to the questionnaire on their social media accounts, including Facebook, 

Twitter, and email distribution lists. Announcements to participate in the research were 

distributed with the permission of the relevant agencies. Agency support was important 

for this study as it lent assurance to participants that privacy and confidentiality were 

respected. Additionally, the moderators of HIV related Facebook groups found using 

Facebook’s search function unaffiliated with above agencies were approached to share 
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the questionnaire on their social media accounts as well. Through snowball sampling 

techniques, further participants were recruited from contacts with previous participants. 

Individuals participating in the questionnaire followed the link to Trent University’s 

Qualtrics webpage where they were presented with the informed consent form, eligibility 

questions, and instructions prior to beginning the questionnaire. Though a wide variation 

of participants were recruited using these techniques, the reliance on social media limits 

the generalizability of the findings to individuals who use social media along with more 

traditional forms of media.  

Data Analysis Plan. All statistical analyses were conducted using R version 3.4.3 

for MacOS. Descriptive statistics were used to examine demographic characteristics for 

the full sample. Next, differences in demographic characteristics by HIV risk group 

(POZ, ATR, GEN) were explored using Pearson’s Chi-squared analyses for categorical 

variables and a Kruskal-Wallis rank sum test for age. For all analyses throughout this 

study, significant main effects in 2 X 3 Chi-squared tests were followed with post hoc 

Pearson’s Chi-squared tests for each possible 2 X 2 pairwise comparison to determine 

specifically which groups differed. Likewise, significant Kruskal–Wallis tests were 

followed up with post hoc Wilcoxon rank sum tests to determine specific group 

differences. All post hoc tests controlled for Type 1 error inflation by using Bonferroni 

correction. 

Analyses were then conducted to examine the HIV related media access habits of 

the HIV risk groups to determine whether or not groups differed on the different types of 

HIV related media they accessed and whether they differed on what sources were used to 

access those media. Pearson’s Chi-squared analyses were used to examine group 
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differences in the proportion of participants who accessed different types of HIV related 

media (news, entertainment, etc.) in both passive and active access conditions. A similar 

procedure was used to explore group differences in the proportion of participants using 

different media sources (print, broadcast, and online) to access HIV related media in 

passive and active access conditions. 

Finally, exploratory Pearson’s correlation coefficients were calculated between all 

six interval variables on which participants were assessed. Because parametric 

assumptions were not met for Pearson’s correlation calculations, bootstrapping using 

2,000 samples was used to estimate the Pearson correlation coefficients and confidence 

intervals. 

Study 2 

Study 1 was followed up by a second stage of data collection using semi-

structured interviews. Study 2 aimed to augment the quantitative data and gain the social 

perspectives of individuals exposed to HIV related media. Qualitative research designs 

attempt to place the researcher as a peer to the participants by engaging and eliciting 

open-ended responses. Allowing participants to speak openly about the issues gives 

power to the participants to explore their own experiences. These participant accounts 

provide the researcher with valuable data to understand how the participants experience 

HIV related media.  

The purpose of Study 2 was to understand participants’ opinions of HIV related 

media and what perceived effects it had on themselves and their communities. The semi-

structured interviews sought to achieve that objective as well as understand the 

phenomenological structure behind those experiences and perceptions. Understanding the 
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subjective experiences of the participants is important because it allows the data to be 

contextualized against a larger sociocultural and historical background. This 

understanding will allow for a richer understanding of the quantitative survey results. 

Research Participants. A total of 17 individuals volunteered to take part in semi-

structured interviews after completing the online survey. Of those volunteers, 13 took 

part in the semi-structured interview; the remaining 4 were not able to be contacted. A 

total of 10 males and 3 females volunteered to be interviewed. Four participants 

identified as HIV positive and 6 worked for AIDS service organizations or sexual health 

clinics. These 10 individuals were exposed to HIV related media differently than the 3 

remaining participants that were not a member of a priority population or a worker in an 

HIV related field. A summary of participants is provided in Appendix D. 

Research Instruments. The interview protocol used for semi-structured 

interview data collection was developed in a two-stage process. A placeholder interview 

protocol was included with the study during initial submission to the Trent University 

Research Ethics Board. The placeholder interview protocol is found in Appendix E. Its 

questions were developed from the open-ended questions asked in the Study 1 survey. 

Questions asked during the semi-structured interview aimed to engage participants to 

share about a range of topics related to HIV media messaging, the effects of those 

messages, and their suggestions for making those messages more positive or effective. 

A finalized version of the interview protocol was submitted as an addendum to 

the original ethics application (Appendix F). This was necessary as the researcher wanted 

to use the survey responses collected during the Study 1 survey to guide the interview 

protocol in Study 2. This was in line with the project’s grounded theory approach and 
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allowed the researcher to engage participants into sharing their experiences and views by 

asking more relevant questions informed by the participants’ own responses.  

Interview protocol questions were developed using a rudimentary thematic 

analysis of the open-ended responses of the first 43 survey participants who had 

completed the survey by February 13, 2017. The researcher conducted a thematic 

analysis by reading the responses to each open-ended question multiple times to 

recognize words, topics, and phrases mentioned frequently by different participants. In 

some cases, a common theme was noted across multiple participants, such as the feeling 

that there was too little HIV related media or that it had become a non-issue. In these 

instances, questions and prompts were designed to probe for more details on commonly 

shared topics. In other cases, conflicting themes emerged. For example, some participants 

discussed HIV related media as being portrayed negatively but others noted it has 

become more positive. The tension between themes was used to focus questions on 

addressing them. 

These themes were used to craft a total of eight questions from the original 

placeholder questions from the original protocol. The eight interview protocol questions 

were designed to engage participants in interviews lasting 20-30 minutes. Each of the 

eight main interview protocol questions had 2-3 follow up prompts intended to elicit 

elaboration if the original questions drew a short response. Prompts were developed using 

the themes uncovered in the thematic analysis and were intended to explore the way 

different themes fit together. Some of the questions included “What role do you think 

media plays in shaping HIV stigma?” and “What are some ways different media could 
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better serve the needs of people living with HIV?” (see Appendix F for the full interview 

protocol). 

Data Collection. Participants were recruited to the semi-structured interviews 

from those who had taken part in the initial questionnaire and volunteered for interviews 

at the end of the questionnaire. Upon completing the questionnaire, all participants were 

asked if they were interested in taking part in a semi-structure interview to speak in more 

detail about their experiences and perceptions of HIV related media. Interested 

participants submitted their email and were contacted by the researcher via email and 

given more information about the interview process. Participants could take part in the 

interviews in person, over the telephone, or using Skype and the decision was left to the 

participant so they could choose the method most comfortable for them. Because 

participants for Study 2 were recruited from the participants completing Study 1, 

eligibility requirements for Study 2 participants were the same criteria as Study 1. 

Namely, participants in Study 2 were also required to be at least 18 years of age and to 

have been exposed to HIV related media within the last two months.  

Informed consent explaining participants’ rights to confidentiality and withdrawal 

was obtained prior to each interview and a separate written consent form was gathered for 

participants taking part in the semi-structured interviews (Appendix G). Written informed 

consent was gained in person or over email from all interviewees and all interviews were 

audio recorded and transcribed. As part of the informed consent process, participants 

were able to check that they further consented to having direct quotes used from their 

transcripts or being contacted at a later date to participate in further analysis. Interview 

participants were read a standardized introductory script describing the interview process. 



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

47

The script can be found in Appendix F and reiterates the most important parts of the 

informed consent form and encourages the participants to share their lived experiences.  

Data Analysis Plan. Interpretive phenomenological analysis (IPA) was used to 

analyze the transcripts of the 13 participants’ interviews. IPA is a method of thematic and 

content analysis concerned with the meaning of individual experience and recognizes the 

role of perceiver (researcher) as a necessary interpreter. Hypotheses are not generated a 

priori and applied to data; rather, common themes of experience are identified and 

described and may be used to examine support for existing theories (Willig, 2008). IPA is 

particularly well suited for research questions aimed at understanding how individuals 

experience a certain phenomenon—HIV related media, for example—and how they 

understand that phenomenon in relation to their own lives. Ultimately, the goal of IPA is 

to understand how participants create meaning of the phenomenon being investigated and 

the epistemological stances held by the participants that create that meaning (Larkin, 

Watts, & Clinton, 2006). 

Transcripts were coded by being noted and annotated in detail during a close 

reading to identify the key statements made by the participants regarding HIV related 

media as well as the researcher’s interpretation of the meaning of those statements. Codes 

emerging from the data described the participants’ thoughts and feelings towards HIV 

related media and were catalogued together before being reviewed to identify patterns in 

the codes. Patterns in the codes were grouped together into an initial set of themes 

describing the most important aspects of HIV related media in their lives and the meaning 

they ascribed those aspects. 



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

48

The themes identified after the first reading of the transcript data were used as a 

frame of reference for a second reading of the transcripts. During this round of analysis, 

the researcher aimed to confirm and challenge the initial set of themes. Detailed notes 

were taken on the fidelity of the identified themes and were adapted to more faithfully 

reflect the transcript data; any links between the themes were identified and catalogued. 

Patterns in the revised codes and the links between the codes were then grouped together 

into higher order metathemes that sought to find similarities between the participants’ 

data and their experiences and perceptions of HIV related media. 

With metathemes developed, a similar process of analysis was performed to 

verify and augment the metathemes and subordinate themes to ensure their authenticity 

with transcript data and participants’ experience and perceptions. A third in-depth reading 

was undertaken to validate the metathemes against transcript data. Themes and 

metathemes were refined through another reading of transcript data to fit the themes and 

metathemes more faithfully to the participants’ experiences and perceptions of HIV 

related media. 

The present study meets the creditability and auditability criteria for quality in 

qualitative research. Creditable qualitative research requires that participants would 

generally agree with the researcher’s description of their experiences. Auditability 

requires that the researcher clearly and transparently demonstrate that their conclusions 

are firmly planted in participant data; this is accomplished by referencing participant 

transcripts. Comparing the findings of prior research and the multiple instruments used in 

this project will help establish the quality of this research using the triangulation 
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technique where multiple data sources and theories are used to corroborate evidence 

(Anney, 2014). 

Results 

While participants were recruited from multiple countries as a result of online 

snowball sampling methods, the project was conducted from Ontario, Canada. This 

project was undertaken to find ways of better addressing the needs of people living with 

and affected by HIV with media creators and consumers in Ontario. The province’s 

unique healthcare system, media, and social institutions makes addressing the intersection 

between media and HIV in the province a tailored solution, but one that will have 

parallels with models of this phenomenon across Canada, North America, and globally. 

In Ontario, a patchwork of specialized non-profit AIDS Service Organisations (ASOs) 

and community health centres facilitate the social and healthcare response for those living 

with or affected by HIV. Specialized agencies also exist to be the purveyors of up-to-date 

HIV research and information and generate a significant portion of the HIV related media 

in the province.  

These agencies coordinate their response to HIV around the HIV/AIDS Strategy 

to 2026 (HIV/AIDS Strategy to 2026, 2017), a ten-year strategic plan for addressing HIV 

in Ontario. Key to this document is the Strategic Approach, which outlines outline three 

guiding principles. Firstly, change the course of the prevention, engagement, and care 

cascade by addressing specific barriers to people’s health goals. Secondly, focus energy 

and resources on populations most affected by HIV. Finally, take a systems approach to 

foster synergies and information sharing between the agencies addressing HIV across the 

province. This strategic framework guides Ontario’s unique healthcare system, media, 
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and social institutions for HIV that will play a large role in addressing the needs of people 

living with and affected by HIV. Those agencies and individuals whose lives and work 

are affected by Ontario’s HIV/AIDS Strategy to 2026 are the focus audience for this 

research project and the following results and discussion will reference some of the key 

concepts from the Strategy. 

Ontario’s Strategy document focuses on the idea of focusing the provinces 

resources for HIV at a number of priority populations comprising populations living with 

or at increased risk of contracting HIV. Eight priority populations include people living 

with HIV/AIDS (PHAs); gay, bisexual, and men who have sex with men; African, 

Caribbean, and Black communities; people who use drugs; Indigenous communities; sex 

workers; incarcerated persons, and at-risk women who engage in high risk activities with 

other priority population individuals. Individuals who belong to one or more of these 

populations are at an increased risk of acquiring HIV and strategies for addressing HIV 

within each community differ. Prior to the focus on priority populations in Ontario’s 

Strategy, a great deal of work in tailoring HIV work with these communities was 

pioneered by ASOs and frontline workers. The Strategy codifies the work of these 

agencies and seeks to build on it. The Strategy, with its focus on priority populations at 

an increased risk of HIV and engaging people living with in effective care, will be used 

as a guideline for organizing the results of this research project. 

Study 1 Results 

Group Characteristics. This research project investigated whether the POZ (N = 

43), ATR (N = 37), and GEN (N = 49) risk groups differed across these dichotomous 

demographic variables. Demographic variables used for participant risk group 
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determination included identifying as African, Caribbean, or black (n = 8), immigrants (n 

= 12), ethnic minorities (n = 10), Indigenous (n = 2), people who use drugs (n = 4). 

Across the demographic variables, the groups differed on identifying as STRAIGHT 2 

(2) = 30.72, p < .001 and LGBT 2 (2) = 36.63, p < .001. MEDPROF, PARENT, 

STUDENT variables had contingency table cell sizes under. These variables were 

examined for contingency table cells with large standard residuals exceeding a critical 

absolute value of 2. No large residuals were observed in the MEDPROF or PARENT 

contingency tables. In the STUDENT table, cells for the GEN (standardized residual = 

2.14) and POZ (standardized residual = -2.87) groups answering ‘Yes’ to being a student 

exceeded the critical value of 1.96, indicating that the POZ group is less likely and the 

GEN group more likely to be students. This result is unsurprising given that the 

researcher used snowball sampling amongst his own Facebook friends and groups to 

recruit. 

Post hoc pairwise Chi-squared tests of independence with Bonferroni correction 

(pcritical = .017) were performed to determine where significant differences were found 

among groups on STRAIGHT and LGBT variables. Pairwise tests showed that the GEN 

group is significantly more likely to be STRAIGHT, being 8.77 (95% CI [3.12, 27.29]) 

times more likely to be straight than the POZ group, 2 (1) = 22.02, p < .001, and 8.58 

(95% CI [2.92, 28.48]) times more likely to be straight than the ATR group, 2 (1) = 

19.87, p < .001. No group differences were found between the POZ and ATR groups on 

the STRAIGHT variable, 2 (1) = .001, p = .971. 

Similar results were revealed by post hoc pairwise Chi-squared tests of 

independence with Bonferroni correction (pcritical = .017) performed to determine where 
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significant differences were found among groups on the LGBT variable. Pairwise tests 

showed that the GEN group is significantly less likely to be LGBT; specifically, 8.94 

(95% CI [3.20, 27.29]) times less likely to be LGBT than the POZ group, 2 (1) = 22.75, 

p < .001, and 15.41 (95% CI [4.98, 54.04]) times less likely to be LGBT than the ATR 

group, 2 (1) = 30.78, p < .001. No group difference was found between the POZ and 

ATR groups, 2 (1) = .001, p = .971. Overall, these results indicate that individuals in the 

positive and at-risk groups were more likely to identify as LGBT and less likely to be 

straight. These findings are unsurprising given that gay men make up a majority of HIV 

positive individuals in North America and are identified as an at-risk population. 

Participants were asked about their last sexual partners to get a sense of their 

sexual risk behaviours, answering whether their last sex partner was their primary 

partner. A Chi-squared test of independence showed that groups did not differ on whether 

their last sex partner was their primary partner, 2 (2) = 4.08, p = .130. Participants were 

also asked whether the HIV status of that partner was positive, negative, or unknown. 

The resulting 3 X 3 contingency table had cell values less than 5 and was examined for 

large standardized residuals, revealing that the POZ group was more likely to have had 

their last sex partner be HIV positive (standardized residual = 3.11). 

Media Type and Media Source by Risk Group. One of the main objectives of 

this research project was to assess what different types of HIV related media the 

participants had encountered and where they accessed that media. Participants were asked 

what different types of HIV related media they had experienced within the previous 2 

months. Participants were asked to check boxes indicating whether they had experienced 

each of six different types of HIV related media: local news, national/international news, 
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entertainment, sexual health information, social advocacy, or medical/scientific 

information. Participants were also asked whether they had experienced HIV related 

media from three different media sources: print, broadcast, and online. Participant’s HIV 

related media experiences over the previous two months were assessed by presenting 

participants with a three by six grid of checkboxes, with the three columns listing the 

three media sources and six rows for media types (see Figure 1). Participants then 

checked off what types of media they had experienced from different media sources in 

the previous two months. 

The types and sources of HIV related media experienced by the participants were 

assessed for differences based being passively encountered or actively sought out. 

Participants were presented with identical 3 X 6 grids to examine the types and sources of 

media accessed during the prior 2-month period in both a passive and active condition. 

Chi-squared tests of independence were used to test for group differences in whether or 

not participants had actively (HIVMEDACT) and passively (HIVMEDPASS) 

experienced HIV related media within the prior 2 months. Results show that groups did 

not differ in either the active (2 (2) = 2.70, p = .260) or passive (2 (2) = 1.50, p = .472) 

conditions.  

Finding that the risk groups did not differ on accessing HIV related media either 

passively or actively across all types of media, Chi-squared tests of independence were 

used to test the association between group membership and accessing different specific 

types of HIV related media. The researcher tested whether participants had accessed any 

type of media—local news, national/international news, entertainment, sexual health 

information, social advocacy, or medical/scientific information—from any media 
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source—print, broadcast, or online. Dichotomous variables were created from each media 

type, measuring whether or not the participants had accessed that type of media from any 

of the three media sources. Risk group (3) by Accessed/Not Accessed (2) contingency 

tables were tested using Chi-squared tests of independence for type of media type access 

in both the passive and active conditions. A similar procedure using 3 X 2 Chi squared 

tests was used to examine the link between risk group membership and media source 

access, testing if participants had used each media source to access any type of HIV 

related media across both the active and passive conditions. 

Table 1 

Frequency distributions and standardized residuals for active entertainment media by 

group. 

Active Entertainment Media 

Access 

Risk Group Condition 

Positive (POZ) At Risk (ATR) General (GEN) 

Accessed 23 (-1.22) 28 (.49) 38 (.72) 

Not Accessed 20 (1.83) 9 (-.73) 11 (-1.08) 

Note. N = 129, 2 (2) = 7.28, p = .026. Numbers in parentheses indicate standardized 

residuals. 

When examining participants’ active access of different media types by risk 

groups, Chi-squared tests of independence revealed that the POZ (N = 43), ATR (N = 

37), and GEN (N = 49) risk groups differed on actively accessing HIV related 

entertainment media, 2 (2) = 7.28, p = .026 (see Table 1 for the contingency table of this 

condition). HIV positive individuals are less likely to actively seek out HIV related 

entertainment media than at risk or general population individuals. No other group 
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differences were found among risk groups for media type access in the active media 

access condition. No group differences were observed in passively encountering HIV 

related media for any media type. A summary of results for risk group by media type 

access Chi-squared tests of independence for each type of HIV related media accessed in 

active and passive conditions are summarized in Table 2.  

Post hoc pair-wise Chi-squared tests of independence with Bonferroni correction 

(pcritical = .017) were performed to determine where significant differences were found 

among groups actively seeking out HIV related entertainment media. A significant result 

was found between the amount of entertainment media sought out by the POZ and GEN 

groups, 2 (1) = 5.94, p = .015. People living with HIV were 2.97 (95% CI [1.12, 8.22]) 

times less likely to seek out HIV related entertainment media than individuals in the 

general population. The ATR group did not differ from either the GEN (2 (1) = .04, p = 

.838) or the POZ group, 2 (1) = 4.24, p = .040. 
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Table 2 

Omnibus Chi-square results for media type access by risk group in active and passive 

media access conditions. 

 Media Access Condition 

 Active  Passive 

Media Type 2 p  2 p 

Local News 3.41 .182  .31 .857 

National News 1.33 .515  4.23 .121 

Entertainment 7.28 .026*  2.60 .272 

Sexual Health Info .22 .897  1.37 .504 

Social Advocacy 1.57 .457  .03 .986 

Medical/Scientific Info 2.41 .300  1.64 .440 

Note. * p < .05.  

Having tested for differences in the types of HIV related media participants 

accessed both passively and actively, the researcher was interested in seeing whether or 

not the groups also differed on the sources from which they actively and passively 

encountered HIV related media. When examining active and passive media sources 

accessed by risk groups, tests revealed that the POZ (N = 43), ATR (N = 37), and GEN 

(N = 49) risk groups differed on actively accessing HIV related print media, 2 (2) = 7.31, 

p = .026 (see Table 3). HIV positive individuals are more likely to have actively sought 

out HIV related print materials than at risk or general population individuals. No other 

group differences were found among risk groups for media source access in either the 

active or passive media access conditions. A summary of results for risk group by media 
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source access Chi-squared tests of independence for each source of HIV related media 

accessed in active and passive conditions are summarized in Table 4. 

Table 3 

Frequency distributions and standardized residuals for active print media by group. 

Active Print Media 

Access 

Risk Group Condition 

Positive (POZ) At Risk (ATR) General (GEN) 

Accessed 16 (1.90) 5 (-1.23) 9 (-.71) 

Not Access 27 (-1.04) 32 (.68) 40 (.39) 

Note. N = 129, 2 (2) = 7.31, p = .026. Numbers in parentheses indicate standardized 

residuals. 

Post hoc pair-wise Chi-squared tests of independence with Bonferroni correction 

(pcritical = .017) were performed to determine where significant differences were found 

among groups actively seeking out HIV related print media. A significant association was 

found between the amount of print media sought out by the POZ and ATR groups, 2 (1) 

= 5.77, p = .016. People living with HIV were 3.73 (95% CI [1.12, 14.78]) times more 

likely to seek out HIV related print media than individuals at-risk of HIV. The GEN 

group did not differ from either the ATR (2 (1) = .36, p = .546) or the POZ group, 2 (1) 

= 4.11, p = .043. 
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Table 4 

Omnibus Chi-square results for media source access by risk group in active and passive 

media access conditions. 

 Media Access Condition 

 Active Passive 

Media Source 2 p 2 p 

Print 7.31 .026* 1.66 .434 

Broadcast 3.35 .187 3.14 .344 

Online 1.97 .374 1.20 .549 

Note. * p < .05.  

Group comparison of interval variables. The two primary goals of this research 

project were to assess what HIV related media participants accessed as well as their 

perceptions of that media. Participants were assessed on 6 interval variables that provide 

insight into both of those objectives. Participants’ age (AGE) ranged from 18 to 64. 

Participants also reported the number of hours they spent with HIV related media during 

an average week (HIVMEDHRS), the percent of HIV related media they access through 

search engines (SEARCH%) and social media (SOCMED%), and how much influence 

participants thought HIV related media had on affecting individuals’ attitudes of people 

living with HIV (ATTINFLU) and decisions related to HIV health behaviours 

(ACTINFLU). HIVMEDHRS, SEARCH%, and SOCMED% were assessed on 101-point 

scales with HIVMEDHRS ranging from 0 to 10 in 0.1 point intervals and SEARCH% 

and SOCMED% ranging from 0 to 100 in 1 point intervals. ATTINFLU and ACTINFLU 

were measured using 13-point Likert scales. 
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The researcher explored differences in the six interval variables among the POZ, 

ATR, and GEN groups. Group-wise Shapiro-Wilks normality tests confirmed significant 

violations of assumptions of normality across all six interval variables, indicating that 

non-parametric tests were required for group comparisons. Kruskal-Wallis rank sum tests 

were completed to compare groups for each of the six interval variables. Tests revealed a 

significant effect of group on AGE, H (2) = 51.04, p < .001. Wilcoxon rank sum tests 

with Bonferroni correction (pcritical = .017) were conducted to explore the relationship of 

AGE among the POZ (n = 43, M = 46.93, SD = 10.16), ATR (n = 37, M = 31.73, SD = 

8.67), and GEN (n = 49, M = 28.84, SD = 10.58) groups. The Wilcoxon rank sum tests 

revealed that on AGE the POZ group differed significantly from both the GEN (W = 

235.5, p < .001) and ATR (W = 219, p < .001) groups. The ATR group did not differ 

significantly from the GEN group on AGE, W = 1150, p = .034. Overall, HIV positive 

participants were older than either the at risk or general populations groups, whose 

members did not differ in age. 

A Kruskal-Wallis rank sum test also revealed a significant effect of group on 

SEARCH%, H (2) = 7.70, p = .021. Wilcoxon rank sum tests with Bonferroni correction 

(pcritical = .017) showed that on SEARCH% the POZ group (n = 29, M = 47.55, SD = 

27.98) differed significantly from the ATR (n = 21, M = 69.33, SD = 20.90) group, W = 

438.5, p = .009. The GEN (n = 24, M = 61.71, SD = 23.74) group did not differ 

significantly from either the POZ (W = 446, p =.081) or ATR (W = 301, p = .269) groups. 

These results indicate that individuals at risk of acquiring HIV are more likely to use 

search engines to access HIV related media than people living with HIV. 
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A Kruskal-Wallis rank sum test showed an effect of group on ACTINFLU that 

approached significance, H (2) = 5.59, p = .061. Wilcoxon rank sum tests with 

Bonferroni correction (pcritical = .017) revealed that on ACTINFLU the GEN group (n = 

36, M = 6.89, SD = 2.94) differed significantly from the ATR (n = 34, M = 8.47, SD = 

2.61) group, W = 831.5, p = .009. The POZ (n = 21, M = 7.67, SD = 4.31) group did not 

differ significantly from either the GEN (W = 327.5, p = .404) or ATR (W = 383, p = 

.654) groups. At-risk individuals believe HIV related media has a greater effect of HIV 

health behaviours than participants who were in the general population. 

No group differences were found on HIVMEDHRS (H (2) = 2.62, p = .269), 

SOCMED% (H (2) = 1.27, p = .531), or ATTINFLU (H (2) = 2.11, p = .348). These 

results indicate that participants in all three groups accessed roughly the same number of 

hours of HIV related media each week, accessed similar proportions of that media from 

social media platforms, and felt it had the same amount of influence in shaping the 

general public’s opinion on individuals living with HIV. 

Correlations. The 6 interval variables were tested for violations to assumptions 

of normality. Shapiro-Wilk normality tests revealed assumptions of normality were 

violated for all 6 variables: AGE (W = 0.93, p < .001), HIVMEDHRS (W = 0.84, p < 

.001), SEARCH% (W = 0.96, p = .022), SOCMED% (W = 0.92, p < .001), ATTINFLU 

(W = 0.94, p < .001), and ACTINFLU (W = 0.95, p = .002). These results indicate that 

parametric tests are inappropriate to analyze these data.  

Because all 6 variables violated assumptions of normality, bootstrapping using 

2,000 samples was used to estimate the Pearson correlation and 95% bias-corrected and 

accelerated (BCa) confidence intervals for the correlations between them. Analysis 
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revealed AGE scores to be significantly positively correlated with HIVMEDHRS scores, 

r (117) = 0.21, 95%BCaCI [.011, .400], and significantly negatively correlated with 

SEARCH% scores, r (74) = -0.226, 95%BCaCI [-0.455, -0.001]. Older participants spent 

more time engaging with HIV related media than younger participants but were less 

likely to use search engines to access media. 

Analysis also revealed HIVMEDHRS scores to be significantly positively 

correlated with ATTINFLU scores, r (84) = 0.26, 95%BCaCI [.032, .435]. SOCMED% 

scores were significantly positively correlated with ACTINFLU scores, r (82) = 0.35, 

95%BCaCI [0.124, 0.535]. These results indicate that participants who spent more time 

engaged with HIV related media thought media had a larger effect on changing 

individuals’ attitudes of people living with HIV. Participants who accessed a larger 

portion of HIV related media using social media thought HIV related media had a larger 

effect on people’s HIV related health behaviours. Finally, ATTINFLU scores were 

significantly positively correlated with ACTINFLU scores, r (91) = 0.47, 95%BCaCI 

[0.246, 0.677], indicating that participants who thought HIV related media had a large 

effect on people’s attitudes of people living with HIV also thought it had a large effect on 

HIV health behaviours. All other correlations between the 6 interval variables were not 

found to be significant at the  = 0.05 alpha level. 
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Table 5 

Correlation Coefficients Between Interval Variables 

Measure AGE HIVMEDHRS SEARCH% SOCMED% ACTINFLU 

HIVMEDHRS 0.206* - 
   

SEARCH% -0.226* 0.077 - 
  

SOCMED% -0.111 0.071 -0.104 - 
 

ACTINFLU -0.042 0.110 -0.060 0.350* - 

ATTINFLU 0.048 0.257* 0.189 0.160 0.471* 

Note. * p < .05.  

Study 1 was carried out prior to Study 2 and was used to inform the qualitative 

interview protocol questions, ensuring the questions were both relevant and sensitive to 

the participants lived experiences. A quantitative background of how people living with 

HIV, at risk of HIV, and members of the general population differ on how they access 

and perceive HIV related media will provide a context to the qualitative accounts of 

participants on the subject in Study 2. 

Study 2 Results 

After the initial interview protocol was refined and approved by the Trent 

University Research Ethics Board, the final interview protocol asked about HIV media 

generally and social media specifically (see Appendix F). Review of the participants’ 

transcripts showed that they perceived social media as being different from mainstream 

media. This distinction between mainstream and social media creates a natural taxonomy 

for organizing participants’ experiences of HIV related media. It also became clear that 

an understanding of how people living with and at risk of HIV experience HIV related 
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media requires an understanding of the history of the illness and its representation in the 

media. Ultimately, understanding the history of HIV in mainstream and social media 

alongside each other provides the context to understanding the current state of HIV 

related media. 

The survey questions and interview protocol were designed to probe participants’ 

perceptions of HIV related media generally and social media more specifically. However, 

the researcher did not provide participants with definitions for mainstream or social 

media. This allowed participants to discuss their perceptions of HIV related media using 

their own understanding of the different types of media. Definitions for mainstream and 

social media were refined during transcript analysis. Mainstream media is mass one-way 

communication distributed from a central editorial source. Mainstream media consists of 

news, entertainment, advertisement, and other media in print and broadcast media 

sources, including the online website versions of print or broadcast media. Social media 

on the other hand is characterized by multi-directional communication that lacks a single 

editorial reviewer. Social media includes online platforms like Facebook and Twitter that 

allow users to communicate directly with one another. The distinction between 

mainstream and social media blurs in some instances, for example, when mainstream 

media equips their websites with discussion boards or maintains a Facebook page (1: 67-

70). The important distinguishing feature of social media is its decentralized, multi-

directional communication, which will be discussed in more detail in relation to HIV 

related media throughout the Results and Discussion. 

The researcher conducted interviews with the participants over a 6-month period 

from March to September 2017 and each interview lasted between 7 and 50 minutes, with 
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the average length being approximately 21 minutes. Interviews were scheduled at a time 

and method chosen by the participants; 10 participants were interviewed via Skype or 

phone and the other three participants were interviewed in person.  

All interviews were transcribed by the researcher, which facilitated a deeper 

familiarity with the data. Interpretive phenomenological analysis revealed 9 themes that 

described the participants’ experiences. Each theme captured the basic experiences of the 

individuals interviewed; in some cases, nearly all participants shared these experiences. 

The researcher was able to group these themes under three broader metathemes that 

encapsulated the most important characteristics that explain the experience of HIV 

related media, especially among people living with and at risk of HIV. Each metatheme 

was identified to provide further detail to the experienced themes of the participants, 

taking into account the individuals’ personal perspectives of the intricate social, personal, 

and medical aspects of living with HIV. Refer to Appendix H for a full list of the themes 

and metathemes discovered in Study 2. 

Metatheme 1: Early mainstream media perpetuated HIV stigma during the 

epidemic through marginalizing news stories that left a lasting impact on the 

communities affected by HIV and AIDS. The researcher asked participants why they 

were interested in taking part in the study and began by asking them about general “HIV 

related media”. This approached encouraged participants to talk about their most 

prominent association with HIV related media and contextualized that association within 

their personal experience. The majority of participants began by discussing HIV related 

media in mainstream media, with news media being commonly referenced, along with 

entertainment and print media to a lesser degree (13: 81-82). Participants also made easy 
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connections between what they perceived “HIV related media” as being and its impact on 

their and others lives, whether it be from too much or a perceived lack of certain media. 

When asked about HIV related media, many participants, even ones born after the AIDS 

epidemic began in the 1980s, discussed the damaging and stigmatizing effects of news 

media during the first decade of the epidemic. Mainstream media coverage of HIV later 

waned but the stigma it created continues to affect individuals and communities affected 

by HIV. This phenomenon is depicted in Figure 1 and forms an important backdrop for 

understanding the relationship between HIV related media and HIV affected communities 

even today. 

 

Figure 2. Relative amounts of HIV related media coverage compared to levels of HIV 

stigma.  

Theme 1.1: Early HIV related mainstream news media shaped public opinion 

on HIV and perpetuated HIV stigma during the early years of the AIDS epidemic. 

When asked about their perceptions of HIV related media, many of the participants talked 

first about the effects of early news media on HIV stigma: 
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Well, back in the 80s it was big time in the media, and it was portrayed as like the 

black plague. You know it was ... And um, it was the gay disease, and there were 

like obviously news stories about it, and then people started losing their-their 

children and their families and their friends, and then the science news started to 

get better. (7: 49-54) 

News media were acknowledged by some participants as playing a significant 

role in shaping public opinion on a wide range of topics (1: 48-50; 5: 17-19). It is because 

of news media’s role in shaping public opinion that participants talked about this specific 

type of media. Many participants discussed the effects of news media during the 

beginning years of the AIDS epidemic in the 1980s and early 1990s. Many of those 

participants were alive during that time and were able to offer their personal perspectives 

on the news media. The news media during this time was perceived to be negative (7: 49-

50), stigmatizing (3: 20-21), and spreading misinformation (4: 18-22).  

While participants were generally in agreement on how HIV was represented in 

early news media, they were less unanimous in their perceptions of contemporary news 

media in the way it represents and shapes public opinion regarding HIV. Participant 2 

noted that a great deal of current news media is biased toward certain ideologies and so 

how opinions are influenced by media depends on what media sources are accessed (2: 

43-45; 6:110-114). The issue of conflicting HIV messaging in the media will be explored 

in greater detail in later themes. 

Participants also noted early news media as being a significant contributor to HIV 

stigma and the marginalization of at-risk groups (6: 30-32; 8: 117-119). HIV stigma was 

created out of public fear because people did not know how HIV was contracted (7: 10-
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14). It was also through early news media that HIV became associated with marginalized 

populations beginning with the gay community (7: 51-53; 9: 11-14). As more was learned 

about the virus and reported in the early news media, the stigma around HIV and AIDS 

spread to other at-risk communities such as people who use drugs and the bisexual 

community who were blamed for transmitting the virus to the heterosexual population 

(11: 25-28). The stigmatizing effects of local news were even greater than national news 

outlets because the close-to-home threat fueled public fear (3: 37-45). 

Theme 1.2: As HIV medications and life expectancies improved, mainstream 

media portrayals of HIV became less stigmatizing but fewer and more focused, doing 

little to reduce existing stigma. As the science of HIV transmission became better 

understood, medications better able to control the virus became more readily available, 

reducing the threat HIV posed to the general population (8: 37-41). As the threat of HIV 

faded in the general public, many of the participants perceived that HIV became less 

prominent and was given less attention in the mainstream media than during the early 

years of the epidemic (1: 10-12; 5: 19-21). In fact, some participants felt that after the 

‘hype’ of HIV related media in the 1980s, media related to HIV all but disappeared (7: 

84-85). Nearly all participants thought there was too little HIV related media generally, 

with most recalling media from one of few common discourses or major events (1: 38-44; 

3: 61-63; 4: 45-48; 5: 7, 7: 546, 9: 33). 

The diminished media attention created mixed feelings in the participants. On one 

hand, the increased knowledge brought about a change in the way HIV was represented 

in the mainstream media, one that participants acknowledged as less stigmatizing and less 

attached to specific communities (11: 263-266). While participants felt the lessened 
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amount of negative or stigmatizing news media was a good thing, that media was not 

replaced by other topics and participants talked about a lack of HIV related media in 

mainstream media (1:17 - 19, 40 - 44). The reduction in mainstream media time spent 

covering HIV related issues left a void for the HIV affected community’s need to share 

vital health information. As we’ll examine in Metatheme 2, this void was addressed in 

large part by social media.  

As HIV related mainstream media became rarer, it focused more on a handful of 

topics, though participants did note that it was more objective and optimistic than the 

media in the 1980s (8: 36-39). In many cases HIV related media focused on the science 

and pharmaceuticals used to treat HIV (11: 74-76) and even though these stories 

highlighted increased life expectancies, they less frequently included the human interest 

aspect of those affected by HIV (8: 79-82). The attention on scientific and medical 

advances had less impact on changing HIV stigma than portrayals of individual stories. 

When people living with HIV were depicted, participants thought many representations 

were stereotypical or unidimensional, depicting individuals living in poverty or 

struggling with addiction (2: 90-93, 3: 23-26). Ultimately, HIV related media has 

historically portrayed individuals living with HIV in stigmatized ways, but recent media 

focus on medical advances does little to reduce HIV stigma created in the past:  

[Early news media] created a stigma towards the gay community. The gay male 

community, to be specific. Further on, to the bisexual community because it was 

they who brought it onto the heterosexual community. And right now, I don't see 

any portrayal of HIV in the media currently. I don't see any effect, therefore. But 

the stigma still exists. (11: 29-34). 
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Theme 1.3: The stigma perpetuated by negative portrayals of HIV in media left 

a lasting impact on the wellbeing of those living with or at risk of HIV. The effects of 

early news media in spreading HIV stigma and misinformation, followed by mainstream 

media’s relative silence outside the context of biomedical topics has left the relationship 

between the mainstream media and the HIV community strained. As the media was most 

needed to combat the stigma they helped spread, improved HIV medications meant HIV 

topics were no longer popular in the media. Some participants talked about the negative 

effect this had on some individuals who felt the media should play a larger role in 

spreading HIV health information and anti-stigma messaging (6: 38-42). HIV community 

members and groups later went on to fill the void in mainstream media using social 

media, but some individuals still feel that mainstream media has a responsibility to do 

more to reverse some of the harm caused by early HIV related news media:  

[The media] have a responsibility to help destigmatize HIV as well as far as I'm 

concerned. A lot of the harm that’s been done, it’s been in regards to the 

published perception of HIV has come from the media. (3: 28-30) 

A participant from the Philippines felt that the lack of HIV related media signified 

that HIV is still taboo in the predominantly Catholic county and felt this had a negative 

effect on the wellbeing of those living with or at risk of HIV in his country (1: 120-123). 

While the Philippines are different than Canada in many ways, participants reported 

similar experiences in Ontario (6: 87-90). One participant talked about how the media has 

had a negative effect on the mental and emotional wellbeing of his friend living with HIV 

(4: 93-97). Participant 3 notes that many individuals like himself who contracted HIV in 
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the 1980s or early 1990s remain negatively affected by the stigmatizing HIV media 

during the time (3: 46-47).  

The negative effects of past representations of HIV in the news media has 

consequences for how current HIV related media affects those living with or at risk of 

HIV. For example, the lack of mainstream media coverage of HIV creates a perception 

that HIV is ‘not a big deal’, particularly among young people (6: 56-60). The damage of 

early media also created a distrust in media among those living with or at risk of HIV, 

creating communication barriers and reducing message effectiveness in changing 

individuals’ behaviours (8: 15-17). This situation limits the abilities of advocacy groups 

to use all the media tools at their disposal when trying to communicate with individuals 

living with or at risk of HIV (2:118-120).  

Metatheme 2: As online ways of communicating became available, AIDS 

service organizations began using social media to create content and communities to 

address a diminished focus on HIV in mainstream media. The decline in mainstream 

media coverage of HIV related issues coincided with consumer uptake of the Internet 

during the late 1990s. The internet provided a new distribution channel for media with 

significant advantages and distinct disadvantages. The move of mainstream media into 

social media blurs the line between mainstream and social media, with most mainstream 

print and broadcast media sources maintaining a social media presence (1: 73 – 75). 

Social media has since played an important role in sharing media within the HIV 

positive and at-risk communities, though the decentralized nature of social media can 

create an oversaturation of conflicting messages and limit its usefulness with some 

groups. As the influence of mainstream media waned in the field of HIV related media, 
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social media became a more common avenue to share HIV media and plays a larger role 

in influencing many people’s attitude and behaviours related to HIV today. Please refer to 

Figure 3 for a depiction of this relationship. The way HIV positive and at-risk 

communities perceive and interact with HIV related social media is expounded on over 

the next three themes. 

 

 

Figure 3. The amount of relative influence of mainstream and social media from the early 

1980s to present. Past media influence plays a large role in understanding the 

current landscape of HIV related media. Note: MT is short for Metatheme. 

Theme 2.1: With fewer barriers to entry, social media allows small HIV service 

agencies an effective means of communication with a targeted audience. One of the 

largest advantages of social media compared to mainstream media is its usability to 

generate and share messaging by a larger portion of the population:  

Social networking sites have the advantage because, well it’s free and people 

don’t have to pay to go online and those media outlets don’t have to pay that 

much also compared to the usual forms of media broadcasting as opposed to 

social networking sites. (1: 89-92)  

Participants did not discuss the early use of the Internet for HIV related media, 

but they were asked about and spoke at length about online social media. The 
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distinguishing characteristic between mainstream and social media is social media’s 

relative lack of central content editors and democratization of media generation and 

distribution. While social media platforms like MySpace existed earlier, participants 

generally understood social media to be currently available platforms like Facebook, 

which started in 2005 (3: 122). Social media allowed agencies and individuals who 

perceived a lack of mainstream HIV related media to generate their own media more 

easily and reach their target audience more effectively (5: 41-44; 12: 84-86).  

The popularity of social media is partially a result of its low barriers to access. 

With Internet access becoming ubiquitous, social media is essentially free for both media 

generators and consumers, making it popular among HIV community agencies (1: 95-97; 

4: 69-71). One of the major benefits of social media that participants talked about was the 

ability of ASOs and other advocacy agencies to target advertising and content at specific 

audiences (3: 153-156). This allows agencies to promote events and awareness 

campaigns to their target populations (12: 93-97). This allows agencies some ability to 

address the lack of HIV messaging in the mainstream media and to address the harm of 

lingering stigma from early mainstream media (10: 93-96). Targeted sharing and 

advertising effectively reaches certain target populations but has limited reach beyond 

(11: 117-181). The effects of targeted HIV media distribution will be discussed in 

Metatheme 3. 

Theme 2.2: Multiple-direction communication on social media allows AIDS 

service organizations to disseminate information, engage people emotionally, and build 

communities. Another key distinguishing characteristic between mainstream and social 

media is the multiple-direction communication possible on social media. Mainstream 
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media predominantly consists of one-way messages, typically from an editorial media 

source to a passive consumer. On the other hand, social media allows consumers to reply 

to the message sender and engage in conversation with other receivers about the message. 

In this way social media unites people from distant and diverse communities to 

communicate with each other (11: 249-251). This view was shared by multiple 

participants: 

[Social media] is very different because you can build a community through 

social media, whereas media in general has that role of educating I think, more 

than social media does. Like with social media you can have a different kind of 

content. You don’t have to have like the news piece as a priority when you’re 

posting something, whereas in the media you have to have that element of news 

and novelty when you produce a subject. (12: 71-76) 

Being able to gain support online through social media has many positive benefits 

and can be used to fight isolation among people living with HIV when they see positive 

media on social media (1: 134-135; 13: 57-60). In fact, one the of the biggest benefits of 

social media is its ability to engage people emotionally and build community for 

marginalized or isolated individuals (6: 74-76). Communities are built because different 

kinds of non-news related content can be shared on social media which people can relate 

to emotionally (12: 81-85). In an example of how social media can be used to tackle HIV 

stigma, Participant 11 described a situation where he was engaged in a conversation 

about a recent large campaign with over twenty individuals on Facebook, many of whom 

he didn’t know personally (11: 234-238).  
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The interactive nature of social media likely partly explains the way participants 

talked about social media’s more intimate connection to people’s lives: “I think social 

media is, kind of is better at tapping people’s emotions, or it better at getting people 

emotionally connected to the story” (6: 67-68). With the intimate connection social media 

provides, Participant 2 saw that traditional media sources on social media and high-

profile individuals serve as opinion leaders on social media that could influence public 

opinion the way mainstream news media does (2: 64-66). Additionally, public HIV 

knowledge brokers utilize social media more than in the past (3: 80).  

Participants also noted some limitations with social media and generally thought 

that social media wasn’t able to reach all demographics equally. Many felt social media 

reaches younger audiences more effectively while TV was more effective with older 

audiences (5: 54-57; 11: 49-51). Participant 13 thought that younger generations were 

probably more informed on HIV than older generations because most HIV knowledge is 

on social media rather than mainstream media (13: 52-54). 

Theme 2.3: HIV misinformation spreads because of the decentralized nature of 

social media and presents a challenge for AIDS service organizations to effectively 

communicate. The low barriers to entry and interactive nature that make social media so 

appealing and effective for HIV related messaging from AIDS service organizations are 

available for competing, sometimes conflicting messaging. Indeed, many participants 

talked about the commonness and the harmful effects of HIV misinformation, particularly 

on social media. Some participants talked about this problem as not having enough 

reliable information or in the context of “fake news” (6: 79-80; 10:153-154). The 

reference to fake news highlights the fact that misinformation is a problem for a wider 
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range of topics on social media that just HIV. Without a central editor, multiple 

participants noted that higher amounts of misinformation existed on social media 

compared to mainstream media sources, though misinformation was noted to exist in 

mainstream media (4: 18-22; 4: 79-80; 6: 77-80). 

The decentralized nature of social media provides a wider variety of opinion 

generators, making combatting misinformation more challenging. One participant noted 

the difficulty in discerning media’s accuracy on social media and thought that TV 

probably had more verified stories (9: 62-65). One negative case saw social media not 

more effective than print media at promoting and giving HIV a positive image in a sexual 

health clinic setting (8: 263-265). Nonetheless, an oversaturation of conflicting messages 

on social media was noted by multiple participants (6: 76):  

The issue is that I feel like that not enough reliable information, not enough 

people are aware on where to get this reliable information because while a source 

can exist, it doesn’t necessarily mean that the people we want to actually end up 

using a legitimate source. (10: 139-142) 

Metatheme 3: Targeted HIV related media for priority populations creates a 

bubble of specialist knowledge media consumers, dichotomous to media accessed by 

the general population. Social media allows AIDS service organizations to more 

effectively distribute HIV related media more precisely to their target audiences. This 

enabled those agencies to focus their resources when distributing their messages without 

expending resources on wider distribution. The effect of this situation is one where a 

group of HIV knowledge specialists and affected communities stay informed on HIV 

related issues while the general population does comparatively less so. In effect HIV 
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related media is produced by the HIV affected community and mainly distributed within 

itself, with a small portion of that media making it to the general population through 

mainstream media: 

So one issues that we’ve had using social media like Twitter and Instagram is that 

you tend to get stuck in that bubble of yourself, paying for content. You’re going 

to be sort of just promoting it to people who are already following you and who 

are more likely or not already in that sort of field where that sort of information 

becomes redundant for them. They can then share it to their stuff but at the same 

time again it’s sort of just circles and comes back around and it might not be 

reaching out to people who were never part of that circle to begin with. (10: 138-

145) 

 

Figure 4. Relative amounts of HIV related media communicated via mainstream and 

social media to general and targeted populations. Larger arrows indicate larger 

amounts of HIV related media communicated along those channels. 

Theme 3.1: HIV related media must compete with other topics in mainstream 

media. As discussed in Theme 1.2, participants thought there is generally too little HIV 

related mainstream media. Because mainstream media tends to cater to perceptions of 
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limited interest in HIV related media among the general public, the problem of too little 

media was particularly noticed by participants from the general public (7: 391). Several 

different participants talked about the importance of Internet search engines and social 

media for accessing HIV related health information. 

Because there is too little mainstream media, HIV related media is generally 

sought out rather than encountered passively. Social media and online tools play a large 

role in participants seeking out information and connecting to services and their 

communities (3: 158-161; 7: 249). Participants sought out HIV related media using 

online news sites (3: 127-128), email newsletters (3:117), and search engines (7: 249-

250). While this is effective for those willing and able to seek information, it limits HIV 

related media’s reach to the general population, thus, limiting its effectiveness as an anti-

stigma tool. Participant 7 noted that the only reason she saw any HIV related media was 

because she volunteered at her local ASO (7: 101-103). Without a personal connection to 

seek out HIV related media, passive encounters are rare.  

One participant who worked in a sexual health clinic noted that some HIV related 

print materials can make it into the general population (8: 30-32). However, almost all 

print media related to HIV is delivered in the sexual health setting and so it has a limited 

audience nonetheless. Advertising media was noted as a potential source of access for 

HIV related media to reach the general public, but that the current lack of advertising was 

a missed opportunity. For example, Participant 11 saw a lack of social media advertising 

on HIV and sexual health issues, (11: 175-176). Participant 8 discussed the comparatively 

prolific advertisements for Hepatitis C medications by pharmaceutical companies in the 
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United States while fewer advertisements ran for equally profitable HIV medications (8: 

324-336). 

Theme 3.2: HIV knowledge is specialized, which creates a knowledge gap 

between those ‘in the know’ and the general public. Because of the lack coverage of 

HIV related issues in mainstream media, HIV knowledge remains specialized knowledge. 

The general public remains relatively under-informed and out of date with quickly 

changing HIV knowledge (4:18-22). Because social media is so effective at being able to 

reach a target audience, advocacy groups are able to target campaign materials at priority 

populations while limiting exposure to an audience outside of their targeted population 

(5: 43-46). One participant talked about how social media was pretty much the only 

effective way at reaching their target audience, reinforcing the lack of mainstream 

messaging access and the targeting effectiveness of social media (7: 294-299).  

The knowledge gaps the exists between HIV knowledge specialists and the 

general public can hinder prevention and anti-stigma work. For example, when 

discussing U=U (U=U, 2017) Participant 10 noted that the campaign had challenges 

because a knowledge gap existed where not everyone who was HIV negative knew what 

an undetectable viral load was, even among priority populations: 

There’s still quite a bit of gap like between people who are poz and people who 

aren’t. I think the most common one recently coming out was from the 

undetectable equals untransmittable campaign that has been coming around. And 

while that’s more directed to those who are, I mean are coming from a place of 

HIV positive people but at the same time that information fell short with people 

who are HIV negative because not a lot of people knew upfront what 
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undetectability means. We still deal with a lot of like the knowledge gap. (10: 42-

48) 

Participant 5 noted that he perceived HIV related media as being negatively 

presented in the media and noted a lack of HIV awareness ads in mainstream media (5: 

11-14). This was echoed by another participant that recalled seeing more awareness 

campaigns for other illnesses like Amyotrophic Lateral Sclerosis (ALS) (9: 32-34). The 

lack of HIV awareness media in the mainstream media limits public awareness and acts 

as a barrier to public policy changes regarding HIV related issues (6: 59-63; 8: 107-110).  

Theme 3.3: The oversaturation of media with targeted priority populations and 

the media’s focus on prevention and medications creates the perception that HIV is 

only relevant to those groups.  

A lot of the messages are basically online now and on social media and that’s 

probably the most effective way to communicate it. And I think one way it’s most 

effective right now, and I don’t know if this is a good thing or a bad thing, is with 

the LGBT community. If it’s a group or social network or anything targeted at 

LGBT community, there is some HIV media, there is some HIV news in there. 

But outside of that there is absolutely none of that, so basically it’s almost as if 

the media, or media and you know what, just society in general is trying to tell 

you that HIV is related only to LGBT community. (5: 39-46) 

Many of recent campaigns focus on testing or biomedical technologies targeted 

toward priority populations or sexual health publications with much less distribution in 

the mainstream media (1: 60-62; 7: 113, 8: 65-67; 10: 49). Participant 13 noted that the 

media she had seen usually talked about HIV among gay men, lacking representations 
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outside of that population, including people who use drugs that some of the other 

participants discussed (13: 6-9). There needs to be more education and health promotion 

advocacy media outside of the targeted populations and with a broader audience (11: 

199-201). 

Because HIV related media is targeted at priority populations, the perception is 

created that HIV is only relevant to those groups and reinforces HIV stigma and 

stereotypes (5: 46-50; 8: 65). Additionally, the noted lack of non-stereotypical or 

humanizing media representations of individuals living with HIV in mainstream media 

shapes a perception of how people living with HIV should look (2: 93-95). One 

participant, a media professional in the HIV field, also noted that even comparatively 

compassionate media still relied on stereotypical representation of HIV and that media 

rarely portrays HIV as not a death sentence (12: 13-16). 

While HIV related media has become more positive in its messaging, HIV stigma 

still exists in many nuanced ways. Participant 10 finds that most media still lack the 

voices of those living with HIV because a lot of HIV related media comes from a 

prevention standpoint of those who are HIV negative and once “diagnosed with HIV the 

media doesn’t really relate to you anymore” (10: 28-33, 165). Another common source of 

stigma participants discussed was the effects of news stories about HIV criminal non-

disclosure cases (8: 67-69).  

Discussion 

This research project sought to gain a more complex understanding of the 

relationship between the health of individuals living with and at risk of HIV and media 

discussing the infection. The social processes that influence this relationship must be 
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taken into account when investigating HIV related media. The mixed methods approach 

of the present study, situated in a grounded theory methodology, is particularly well 

suited to understand the historical context and social power structures that play such an 

important role in the ways media affect the lives of people living with or at risk of HIV. 

Overall, the discussion section of this paper will first focus its attention on the 

quantitative results of this project separately, then move on to a more comprehensive 

synthesis with the qualitative results. Additionally, the results from this research project 

add further support to some of the prior research discussed in the literature review of this 

paper and these connections will be discussed throughout the discussion. Comparing the 

findings of prior research and the multiple instruments used in this project will help 

establish the quality of this research by triangulating it with previous findings. Finally, 

the exploratory nature of this research also made some novel findings, the implications of 

which will be discussed in the context of previous literature.  

The mixed methods approach of this research project provides a greater 

understanding of HIV related media and its effects on participants than a survey or series 

of interviews could alone. The interview accounts of HIV related media provide a 

subjective, socially oriented context to better understand the results of the quantitative 

data. For example, it was the participants’ interviews that highlighted the importance past 

HIV related news media plays in their current understanding of HIV stigma. The 

qualitative context also affords more clues in understanding the causal relationships that 

may underlie correlational data. Survey results provide context to the interview data as 

well. Understanding the context provided by group differences in survey results allows 

the qualitative analysis to be more sensitive to the subject experiences of the interview 
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participants. Importantly, the quantitative results add a point of comparison to better 

assess the quality of the qualitative analysis to ensure it is an accurate representation of 

the individuals’ experiences. One example of this was with Participant 8 who worked at a 

sexual health clinic and saw printed media as being a particularly well-suited medium for 

people living with HIV because of the clinic’s ability to distribute them. (8: 28-35) This 

experience matched the result in Study 1 that HIV positive individuals are more likely to 

seek out printed HIV related media. 

The use of the grounded theory technique to iterate between data collection and 

analysis yielded data well designed for the interpretive phenomenological analysis (IPA) 

of the qualitative data. This was accomplished when a preliminary analysis of the survey 

results was used to develop a more refined interview protocol, making it more relevant to 

the participants’ experiences. Basic thematic analysis of the open-ended survey questions 

revealed prominent topics surrounding HIV related media discussed by numerous 

participants. This led to refining the final interview protocol to focus questions on 

addressing those topics—HIV stigma, for example. Apparent disagreements between 

participant viewpoints on a topic shaped follow up in the final protocol to gain insight 

into resolving those tensions during interviews. 

Iterative analysis was also done throughout the IPA process, where themes and 

metathemes were discovered and molded through multiple readings of the interview data, 

each providing a more accurate model of the participants’ experiences of HIV related 

media. Since IPA is particularly well suited for research questions aimed at 

understanding how individuals experience a certain phenomenon—HIV related media, 

for example—this approach to data collection and analysis yields a sophisticated 
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understanding of the sociocultural and historical frames through which participants 

experience the phenomenon. Iterative data collection also lets the researcher know when 

theoretical saturation is reached. Theoretical saturation occurs when newly collected data 

no longer yields new theory and the new data only provides additional support for the 

theory already developed. This research project reached theoretical saturation after 

collecting and analyzing the final three interviews (Participants 11-13) where their 

experiences largely fit within the existing theory of HIV related media already developed. 

The combination of survey and interview data also provided an efficient way to 

gather data from a heterogenetic sample, including some hard to reach populations within 

the larger HIV affected community. Using the two studies to provide context to each 

other allowed for an in-depth analysis of this sample without requiring a restrictively 

large quantitative or qualitative sample alone. People living with HIV, people at risk of 

HIV, and people not in an HIV target population access and view HIV related media 

differently. Understanding the differences between these populations is necessary to 

effectively communicate HIV related messages to different groups, especially when 

considering how many of the communities most affected by HIV intersect with other 

marginalized populations including racialized and sexual minority communities.  

Study 1 revealed a number of group differences among people living with HIV, at 

risk of HIV, and members of the general population. In some of these cases the 

differences can partially be explained by the recruitment methods used; however, if we 

keep these differences in mind the findings still tell a story. Recruitment for the online 

questionnaire took place on social media—primarily Facebook—with the researcher 

contacting HIV related community and health centers and relying on snowball sampling 
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techniques. It’s very possible that individuals living with or at risk of HIV were 

disproportionally recruited through HIV related health agency contacts, while members 

of the general population group came disproportionally from the researcher’s own social 

media sharing network which tended to be younger and university affiliated. This 

scenario would explain the fact the general population group was more likely to identify 

as straight and less likely to identify as LGBT. Though this equally speaks to the elevated 

incident rates of HIV amongst individuals in LGBT communities.  

The recruitment procedures may have also influenced the significant main effect 

found among groups on their age, with people living with HIV being significantly older 

than either people at risk of HIV or members of the general population. The groups were 

also found to differ on the proportion of group members identifying as students. The 

general population group was more likely to be students and people living with HIV were 

less likely to be students. The student composition disparity between the groups would 

suggest the age trend among the groups as younger students fell disproportionately in the 

general population group. 

When looking more closely at the amount of HIV related media actively sought 

out by the different groups, they accessed similar amounts of most types of media, with 

the exception of entertainment media, which was sought out less by people living with 

HIV than the general population. People living with HIV may be less likely to actively 

seek out HIV related entertainment media because they are more exposed to this media 

passively owing to their status. The risk groups also accessed HIV related media through 

online and broadcast sources in similar amounts, but people living with HIV were more 

likely to actively seek out HIV related media through print sources. The use of print 
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sources by people living with HIV may be indicative of their accessing medical 

information at medical centres during routine care, while the other groups lacked similar 

opportunities to access information in this way and relied more on online or broadcast 

sources for HIV information. 

The risk groups did not differ on any measure of passive HIV related media 

access by media type or source and only showed group differences on actively sought out 

HIV related media types and sources. Overall, few differences were found among the 

groups on their access of HIV related media. Two possible reasons could help explain 

this. Firstly, relatively small sample sizes limited statistical power, an issue that could be 

addressed by future studies. Secondly and more significantly, the study excluded people 

who did not access HIV related media within the previous two months. Restricting 

participants in this way likely selected for participants who were more engaged with HIV 

related media regardless of the risk group to which they belonged. Future studies can 

address this by eliminating the require for having encountered HIV related in the 

previous two months and using a variety of sampling methods. 

Exploratory correlational analysis of the entire sample revealed four significant 

associations between the six interval variables. Older participants spent more time with 

HIV related media but were less likely to use search engine to access it. Because people 

living with HIV were significantly older than participants in the other groups, it makes 

sense that this group with would spend more time with HIV relate media as they accessed 

information to care for their health. The reason they use search engines less often to 

access HIV related media is unclear, but may be partially owing to generational 

differences in overall Internet use.  
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Participants in Study 1 who spent more time engaged with HIV related media on 

average thought media had a larger effect on influencing peoples’ opinions of HIV. The 

reasons for this are not entirely clear. It may be that participants who spent less time with 

HIV related media were not sufficiently influenced by the media they experienced and 

assumed that more media exposure would do little to influence their opinion more. On 

the other hand, participants who spent a larger amount of time engaged with HIV related 

media had had their own opinions influenced and made the connection that media would 

be likely to influence others’ opinions on HIV related topics as well. Future studies 

should include measures to control for participants’ perceptions of their own 

susceptibility to media influence. 

Participants who perceived HIV related media as having a larger influence on 

individuals’ HIV related health behaviours reported accessing more HIV related media 

using social media. One possible explanation for this association could be that social 

media is used heavily for sharing campaigns promoting HIV testing and risk reduction 

options such as PrEP. These campaigns are designed specifically to influence people’s 

HIV related health behaviours, making those who accessed a larger portion of HIV 

related media through social media disproportionately exposed to behaviour-influencing 

media. 

While the three groups differed on the measures above, some of those differences 

could have been exaggerated because of the sampling techniques used in this research 

project. However, many of the trends also make sense because of the demography of 

people living with and at risk of HIV. These findings will be scrutinized further as we 

turn our attention to Study 2. The purpose of Study 2 was to understand participants’ 
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experiences and perceptions of HIV related media as well as understand the 

phenomenological structure behind those experiences and perceptions. Understanding the 

subjective experiences of participants allows for a richer understanding of the 

quantitative survey results against a larger sociocultural and historical background. 

The qualitative analysis in Study 2 revealed the multifaceted social mechanisms 

by which HIV related media affects those living with and at risk of HIV. The 

participants’ accounts of their experiences of HIV related media highlighted the fact that 

in order to understand the effects of such media, it must be understood against the 

historical context of past HIV related media. Generally, participants in Study 2 talked 

about this history in the context of mainstream and social media. The historical context of 

HIV related mainstream media as understood by the participants was explored in 

Metatheme 1. Metatheme 2 looked at the participants’ views on the historical context of 

social media and Metatheme 3 sought to understand the current state of HIV related 

media against that historical backdrop of mainstream and social media. 

Mainstream media played a large role in shaping perceptions of HIV during the 

1980s and 1990s and social media started playing a more significant role as the Internet 

became popular at the same time mainstream media focused less on HIV related issues. 

Many of the participants talked about the news media that was common at the height of 

the epidemic, overwhelmingly remembering the media as being negative and 

stigmatizing. Once effective medications were available participants noted that the news 

media paid less attention to HIV related issues. This finding corroborates Labra’s (2015) 

finding that HIV related news media coverage has declined since medication have 

stabilized transmission rates. 
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The participants’ accounts of their experiences with HIV related media were also 

in line with Jones’ (2013) findings that news media have the ability to influence public 

policy. Participants in this study overwhelmingly felt there was too little HIV related 

media in general. More importantly, participants noted that the lack of attention paid to 

HIV related issues by the mainstream media translated into a barrier to enacting public 

policy changes related to HIV services. Overall, out-of-date public policy may make the 

holistic approach to healthcare required to address the syndemics of HIV harder to 

provide and could be the focus of future research projects. 

McCombs and Reynold’s (2002) agenda setting theory explains the phenomenon 

above. As news coverage of HIV related issues waned in the media, the issues were 

viewed as less important by the general public. Without public support, public policy 

related to HIV care became less important to address by public officials as they focused 

on issues deemed more important by their constituents. Because the media spends less 

time on HIV related topics, the general public does not perceive HIV to be an important 

issue any longer. With HIV related discourse so limited amongst the general public, the 

public will to enact changes to HIV related public policies lacks the strength to see 

proposals through to completion.  

Graffigna and Olson’s (2009) finding that young adults in Alberta perceived 

media as influencing HIV discourses was reflected in the accounts of the participants in 

this study. Graffigna and Olson found that the most common HIV discourses were about 

the HIV epidemic in Africa and also corroborated Clarke’s (2006) study finding that 

celebrity HIV cases remained disproportionately common discourses. This matches the 

common HIV discourses discussed by participants in this study, with multiple 
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participants discussing Charlie Sheen and the HIV epidemic in Africa. Participants in 

Graffigna and Olson’s study noted that media portrayals of HIV have gone “from a big 

deal to a non-issue”. This trend was also noted by the participants in this study with the 

significant drop off in time spent on HIV related issues in mainstream media, particularly 

news media.  

Participants’ accounts also noted that recent HIV related media has become 

increasingly medicalized, corroborating Parker’s (2009) findings. HIV related media has 

historically portrayed individuals living with HIV in highly stigmatized ways, but recent 

media focus on medical advances does little to reduce HIV stigma created in the past. 

This is true for both mainstream and social media. Mainstream media generally only 

covers news stories related to advances in HIV medical treatment, often highlighting 

increases in life expectancy and new practices such as PrEP. While HIV related social 

media carries a wider range of stories, medicalized stories are also common owing to 

mainstream media presence on social media and campaigns focusing on PrEP and 

treatment as prevention (for example, Undetectable = Untransmitable (U=U, 2017)).  

Focusing on biomedical interventions ignores the social and structural factors that 

impact HIV risk and care (Parker, 2009). Media focus on improving medical prognoses 

may decrease the cognitive dissonance between holding the belief that HIV is life 

threatening and that people living with HIV deserve the infection because of their life 

choices. Knowing that HIV is no longer a terminal illness makes this view less extreme 

and could mean more people hold on to stigmatizing beliefs. Biomedically focused media 

also tends to be prevention oriented, leading the majority of HIV related media to come 

from an HIV negative perspective and lack the voice of those living with HIV. A 
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generally HIV-negative prevention-focused viewpoint in media reinforces the perception 

that HIV is negative, as noted by Participant 10: 

More often than not when we try do a general view of HIV awareness, a lot of it 

comes from HIV negative—a lot of it was talking about the ways to prevent and 

the ways to make sure that it doesn’t happen and stuff like that. But not a lot of it 

was strictly for people who are positive. I think it sort of stopped at that point 

where if you were diagnosed with HIV, the media doesn’t really relate to you 

anymore because you’ve somehow kind of gone past that. (10: 24-30) 

Mainstream media’s lack of coverage on HIV related topics outside of biomedical 

discourses has left past HIV stigma intact, making HIV status disclosure a fearful event 

for many living with HIV. The fear of HIV disclosure can be indirectly linked to media 

through HIV stigma that the media played a role in creating and perpetuating. HIV 

stigma also means that recent campaigns may have limited effect addressing knowledge 

gaps that exist because people are hesitant to discuss HIV related issues, the result 

partially of stigma and taboos of discussing sexual topics and HIV.  

When mainstream media began to give less attention to HIV related issues, social 

media became an increasingly important source of HIV related media. McLaughlin and 

colleagues (2016) found that social media acts more as a media distributor than media 

creator. This idea was explored in more detail with the participants in Study 2, many of 

which noted that mainstream media outlets had a large presence on social media and use 

it as a distribution channel for their content. However, smaller organizations such as 

ASOs or activist agencies and individuals are able to use social media much more readily 

than mainstream media. In many cases social media could also be thought of as a 
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distributor for content they develop separately for multiple distribution methods like 

static online websites or printed posters. While social media doesn’t fundamentally 

change the landscape of HIV related media in terms of who is interested in the media and 

who creates it, it does provide an additional distribution method that is more readily 

accessible than more resource intensive distribution methods (namely, broadcast) 

dominated by mainstream media. 

While most modern HIV related mainstream media focus on medical or distant 

stories, HIV related service organizations try to address the gaps in the media using social 

media platforms. However, the media produced by these agencies and shared on social 

media generally only reaches a limited audience of people who are followers of the HIV 

related agencies that are the producers of most HIV related media. For this reason, most 

HIV knowledge is held by a relatively small subgroup of the population made up of 

individuals living with, at risk of, or affected by HIV, creating a ‘bubble’ of HIV 

knowledge specialists. Meanwhile the general population remains much less informed on 

modern HIV related information and participants noted that out-of-date knowledge 

causes individuals to hold on to stigmatizing views of HIV. 

Nonetheless, even among the bubble of HIV information specialists who follow a 

wider range of HIV media sources, additional knowledge is not always sufficient to 

eliminate HIV stigma. Instead HIV stigma becomes more nuanced. As discussed 

previously, even specialized HIV knowledge sources diminish the voices of those living 

with HIV to focus on prevention strategies from an HIV negative perspective. Another 

unique instance of stigma exists against PrEP users. PrEP use is associated with 

unprotected sex and its users were noted by participants as perceived as irresponsible and 
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increasing the risk of spreading STIs. PrEP stigma could act as a barrier to the 

effectiveness of recent campaigns surrounding the intervention and is an interesting topic 

for further exploration in future studies. 

Participants also talked about HIV media campaigns lacking the power to 

motivate people to change HIV risk behaviours. This makes sense for some risk 

behavours such as substance use because of the effects some substances have on risk 

assessment and decision making cognitive processes. The answer to why this may be for 

some other risk behaviours is less apparent. By far the most common HIV risk behaviour 

is condomless sex and past research supports participants’ supposition that campaigns 

promoting condom use lack effect, with the most common hypothesis for this 

phenomenon being ‘condom fatigue’ where the over-abundance of condom messaging 

leads recipients to tune out the message. The one exception to this may be with PrEP use. 

While accessing PrEP may not always be equated with HIV risk-reducing behaviour 

owing to PrEP stigma, the focus on biomedical interventions in media may influence 

individuals to seek out PrEP who may not otherwise use condoms consistently. Future 

research could focus on whether a phenomenon similar to ‘condom fatigue’ is occurring 

with PrEP campaigns. 

Finally, the participants expressed a number of needs for their communities 

related to HIV related media. Overwhelming participants talked about the need for 

mainstream media to show more human-interest stories of people living with HIV to 

balance more scientifically focused news pieces featuring expert opinion and statistics. 

Humanizing stories were noted as more common on social media than mainstream media, 

indicating that participants would prefer to see what is on social media reflected in media 
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generally. Overall, participants thought that the human-interest stories that occur more 

commonly on social media would help spread more up-to-date HIV related information 

and reduce HIV stigma amongst the general population if similar stories were shared on 

mainstream media sources as well. In the end though, many participants thought this was 

an empty hope because profit motives in mainstream media sources necessitated 

sensationalistic stories with a broad appeal. 

The current landscape of HIV related media discussed in Metatheme 3 was 

largely a ‘bubble’ audience of HIV specialists who created and consumed the majority of 

HIV related media with little of that media reaching a larger, more general audience. This 

is not dissimilar to other medical conditions affecting a relatively small percentage of the 

population. Without a personal connection to those medical conditions most people are 

only superficially interested in the topic and do not seek out any media on the subject. 

HIV stigma that makes individuals living with HIV less likely to disclose their status 

exacerbates this phenomenon because people who could have a personal connection to 

HIV are unaware of it. In many ways, the HIV related media bubble is self-reinforcing. 

Mainstream media influences public opinion via agenda setting to minimize the 

importance of HIV related issues. Because the general public is less interested in HIV, 

mainstream media pays less attention to the issues. 

Given the state of current HIV related media, the question becomes ‘what can 

those who feel there is too little HIV related media do to address the issue?’ As noted 

previously, this issue is mainly related to too little HIV related mainstream media, which 

is largely controlled by central editorial authorities. Ultimately, influencing editors will 

be paramount to enacting change within mainstream media institutions. A coordinated 
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response by the HIV community to mainstream media to lobby for HIV issues may be an 

effective but resource intensive way to make a meaningful difference. Interacting or 

reacting to HIV related stories in the mainstream media may be a more achievable 

solution. This can be done via letters to the editor in publications but these are still 

subject to editorial review. To circumvent editorial review, reacting with comments to 

HIV related media on the social media pages of mainstream media producers may be 

even more possible. 

Social media may offer a greater opportunity to reach the general population 

outside of the HIV related media bubble. Interacting with HIV related social media offers 

one opportunity but remains reactionary. Another possibility would be targeted 

advertising on social media outside of traditionally targeted priority populations, perhaps 

even special media productions tailored specifically to the general population. Ultimately, 

the effects of any attempts the increase the spread of more humanizing HIV related media 

among the general population would make for valuable future interventions to be studied. 

This research project examined how media affects the lives of those living with or 

at risk of HIV. A mix methods approached guided by grounded theory methodology 

investigated what types of HIV related media people access from different sources as 

well as people’s perceptions of that media. Results from an exploratory quantitative 

study, along with interpretive phenomenological analysis of qualitative data from semi-

structured interviews revealed that people living with HIV, individuals at risk of HIV, 

and members of the general public experience HIV related media in different ways. The 

accounts of participants’ experiences with HIV related media highlighted that 
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understanding the effects of that media requires an understanding of how media has 

influenced the history of HIV stigma and the effects it had on the affected communities. 

While HIV related mainstream media was prominent during the 1980s early 

during the epidemic, as medications improved HIV issues became less prominent and 

AIDS service organizations began using online social media platforms to fill the gaps in 

mainstream media regarding HIV related issues. As a result, current HIV related media 

exists largely within a ‘bubble’ audience of HIV knowledge specialists while the general 

population remains less informed on HIV related issues. The knowledge gap between the 

general population and people affected by HIV hinders HIV health outcomes and anti-

stigma work. While certain actions can be taken to help ameliorate the knowledge gap, 

little research exists as to what methods are most effective and future interventions 

present an opportunity for further study on how media can be engaged to improve the 

lives and health outcomes of people living with, at risk of, and affected by HIV. 
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2016- 10- 31, 8*36 PMQualt r ics Survey Sof tware

Page 1 of  15ht tps:/ / t rentu.qualt r ics.com/Cont rolPanel/Ajax.php?act ion=GetSurveyPrintPreview

Consent

Project Title: Experiences and Perceptions of HIV Related Media
 
Principle Investigator:
Pake Newell
Graduate Student
Department of Psychology
Trent University
e-mail: pakenewell@trentu.ca
 
Faculty Supervisor:
Geoff Navara, PhD
Associate Professor
Department of Psychology
Trent University
Phone: 705-748-1011 ext. 7539
e-mail: geoffnavara@trentu.ca
 
This research study is being conducted as part of a Master's thesis project to investigate experiences and perceptions
of HIV related media. As part of this research we would like to learn about your perceptions of HIV related media and its
effects. HIV related media are any messages, communications, or representations of HIV/AIDS or individuals living with
HIV/AIDS present in media. HIV related media can be in print, broadcast, or online formats and includes news,
entertainment, informative, or activist types of media. Your participation will help us understand how HIV related media
affects individuals who are living with or affected by HIV. It is a prerequisite of this study that you are at least 18 years of
age and have experienced HIV related media in the past 2 months. The questionnaire takes approximately 30-45
minutes to complete. Once completed, you will have the opportunity to voluntarily share your contact information with
the researcher to conduct a follow up interview. The researcher and his assistants have no commercial interest in this or
any other project.
 
Before deciding to participate in this study you should know that:
 
Your participation is voluntary and you may withdraw from the study at any point during the interview without penalty or
negative consequence to you. Your choice to volunteer will have no effect on your ability to access any services now or
in the future.
 
While completing this survey, you may start to self-reflect. This may ultimately be positive, but can initially be unsettling.
You may feel discomfort when being asked to state information about HIV topics that many people consider to be
private and personal. Please note that your responses are completely anonymous and confidential and that your data
and any personal identifying information are not linked. You are free to leave any question(s) blank if you prefer not to
answer.
 
Your responses will be kept completely anonymous and confidential. Any of your responses to short answer questions
will be coded and you will not be identified in any way. It is expected that the results of this study will be reported in a
psychological journal article as well as in presentations at academic conferences.  Note, however, that the responses of
individual participants will not be identified in any reports of this research; only aggregated data (i.e., averages from
many people) will be reported.  The completed questionnaires will be stored in a locked room in the psychology
department, and can be accessed only by the primary researcher (Pake Newell) and his research team.  Questionnaires
will be destroyed five years after the completion of this study, in accordance with the American Psychological
Association’s guidelines.
 
As a token of our appreciation, you will be able to enter your email for a draw for one of two $50CAD gift cards. Your
email will be a separate form so that it is not connected to your survey responses.
 
If you have questions about the study or the procedures, you may contact the primary researcher at Trent University,
Pake Newell (pakenewell@trentu.ca). This project has been reviewed and approved by the Trent University Research
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I am 18 years of age or older and I consent to participate in this study.

I do not consent to participant in this study.

Ethics Committee. If you have any questions concerning ethical aspects of this project, you may contact Karen Mauro,
Certifications and Regulatory Compliance Officer (kmauro@trentu.ca; Phone: 705-748-1011 ext. 7896).
 
I have read and understood the preceding description. I give my voluntary consent to participate in this study with the
understanding that I am free to withdraw at any time and/or omit any question(s) I choose. I understand that I can print
this consent form for my records.

Ineligible Debriefing

We would like to take this opportunity to thank you for your interest our study; however, at this time, we only need
participants ages 18 and older who have experienced HIV related media within the past 2 months. Thanks again for
your time.

Screening

Remember that HIV related media are any messages, communications, or representations of HIV/AIDS or individuals
living with HIV/AIDS present in media. 

HIV related media can be in print, broadcast, or online formats and includes news, entertainment, informative, or activist
types of media. Examples include newspapers, magazines, TV shows, movies, documentaries, informational
pamphlets, websites, or any content accessed through social media. Some specific examples of various ways that
media depicts HIV are shown below.
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Yes

No

Have you encountered HIV-related media in the past 2 months?

Demographics

Part 1:

Instructions: Please read each question carefully and answer as honestly and accurately as you can. There are no right
and wrong answers. Remember, your answers are completely confidential. 

What is your age?
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a) Canada, please enter your province:

b) USA, please enter your state:

c) Other, please enter your country:

Urban

Suburban

Rural

Employed as a Media Professional

Immigrant

African or Caribbean Descent

Visible Ethnic Minority

Aboriginal

Straight (Heterosexual)

LGBTQ+

Person Who Uses Injection Drugs

Parent

Student

Lesbian

Gay

Bisexual

Trans*

Queer

Other:

What is your gender?

Where are you from?

Where do you live?

Do you identify as a member of any of the following groups? (Select all that apply)

What term(s) best describe how do you identify? (Select all that apply)
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Positive

Negative

Don't Know

Prefer not to say

Less Than 3 Months

3 Months to Less Than 6 Months

6 Months to Less Than 12 Months

12 Months to Less Than 24 Months

24 Months or More

Never been tested

Not Applicable

Single

Dating

Cohabiting

Engaged

Married

Divorced

Other:

Stranger/One Night Stand

Friends with Benefits/Fuck Buddy

Dating Partner

Nonexclusive/Non-monogamous Partner(s) (e.g. Open Relationship)

Exclusive/Monogamous Partner

Other:

Yes

No

What is your HIV status?

If you have never tested positive for HIV, when is the last time you had an HIV test?

What best described is your relationship status?

What was the nature of the relationship at the time of intercourse with your last sex partner?

Was your last sex partner your primary sex partner?
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Entertainment   

Sexual Health or HIV/Testing
Information

  

Social Advocacy   

Medical or Scientific Information   

Other Social Media Platforms

Besides those social media platforms mentioned, what other social media platform did you use to
access ${lm://Field/1} media?

Active Print Sources

You mentioned that you used print media to actively seek out HIV related ${lm://Field/1} media. What specific print
source(s) did you use?

Active Online Sources

You mentioned that you used online media to actively seek out HIV related ${lm://Field/1} media. What
specific online source(s) did you use?

Active Broadcast Sources

You mentioned that you used broadcast media to actively seek out HIV related ${lm://Field/1} media. What
specific broadcast source(s) did you use?

Passive Print Sources

You mentioned that you passively encountered print HIV related ${lm://Field/1} media. In what specific print source(s)
did you encounter this?

Passive Online Sources

You mentioned that you passively encountered online HIV related ${lm://Field/1} media. In what
specific online source(s) did you encounter this?
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Please describe the most recent HIV related media you have experienced and you reactions and opinions to it.

Does media portray individuals living with HIV in a positive, negative, or neutral way? Please explain what effect this has
on HIV stigma.

Do you think HIV related media has an effect on the well-being of people living with or affected by HIV? Please explain.

Do you think HIV related media has an effect on the behaviours of people living with or affected by HIV? Please
explain.

What effect does HIV related media have on your community?
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Are there ways you think that media could do a better job portraying HIV? If yes, how?

Is there anything else you would like to share that hasn't been covered already?

Thank You Debriefing

TRENT UNIVERSITY: PROJECT SUMMARY
Project Title: Experiences and Perceptions of HIV Related Media

 
PRINCIPAL INVESTIGATOR: Pake Newell, BA, Trent University

SUPERVISOR: Geoff Navara, PhD, Trent University
 
Thank you for taking part in this survey. Please follow the link below to be taken to a separate survey where you can
enter your email address to be entered into a draw for one of two $50 CAD gift cards. Please note: Your email address
will not be able to be associated with your responses in any way and your responses will remain anonymous. If you
would like to share more on this topic with the researchers, you will be able to check that you would like to be contacted
by the primary researcher, Pake Newell, to arrange an interview.
 
This study was conducted as part of a Master’s thesis project at Trent University under the supervision of Geoff Navara.
Your participation is greatly appreciated and we would like to provide you with a more in-depth understanding of the
study.
 
As you are aware, the purpose of this project is to investigate experiences and perceptions of HIV related media. HIV
related media can be in print, broadcast, or online formats and include any messages, communications, or
representations of HIV/AIDS or individuals living with HIV/AIDS present in media. Your participation will help us
understand how HIV related media affects individuals who are living with or affected by HIV.
 
A recent international review found modern social representations of people living with HIV/AIDS more humanizing than
past representations, but that negative portrayals still exist and affect access to health care (Labra, 2015). Media can
also influence individuals’ attitude and perceptions of HIV and can play a role in reducing or reinforcing HIV stigma
(O’Byrne & Watts, 2014). In Canada, research needs updating but past studies have found that HIV is less common in
the media than 10 years ago and that recent portrayals have focused on the African epidemic, reinforcing the perception
that HIV is a distant problem (Graffigna & Olson, 2009). Research has also found that HIV discourse has become
increasingly medicalized, ignoring the larger social and structural factors associated with the infection (Parker, 2009).
 
If you are interested in more research on HIV related media, the following paper may be of interest to you:
 
Labra, O. (2015). Social representations of HIV/AIDS in mass media: Some important lessons for caregivers.
International Social Work, 58(2), 238-248.
 
Please remember that it is normal for some people to experience uncomfortable feelings as a result of filling out
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Yes

No

questionnaires on sensitive issues, such as HIV/AIDS. If any of the material that you have experienced in this study has
disturbed you on a personal level, to the point that you may wish to discuss it, I recommend contacting your local
counselling centre. If you are located in Canada, you can also find a list of local resources available to you on the
Canadian Mental Health Association website at http://www.cmha.ca. 
 
If you have further questions about the study or the procedures, you may contact the primary researcher at Trent, Pake
Newell, email: pakenewell@trentu.ca. If you feel you have not been treated according to the descriptions provided in the
participant consent form, or your rights as a participant in research have been violated during the course of this project,
you may contact Karen Mauro, Certifications and Regulatory Compliance Officer, email: kmauro@trentu.ca, phone: 705-
748-1011 ext. 7896.
 
Please remember that you can print a copy of this feedback form for your own records.
 
Thanks again for your participation!

Default Question Block

Thank you for your interest in our study!

If you would like enter the draw for one of two $50CAD gift cards, please enter your email below.

Please note that in order to ensure your responses remain anonymous and confidential, all emails are collected
separately from survey answers. Once the winner receives their prize, emails will be deleted from our records. 

Email:

Would you like the researcher to contact you at the above email address to arrange an interview so you can share your
thoughts about HIV related media in more detail?



ROLE OF MEDIA IN SHAPING HIV PERCEPTIONS  

 

137

Appendix B 

Open Ended Survey Questions 

1.  Please describe the most recent HIV related media you experienced and your 

reactions and opinions toward it. 

2. What is your overall opinion of the way HIV is represented in the media? 

3. Does media portray individuals living with HIV in a positive, negative, or neutral 

way? Please explain. 

4. Do you think HIV related media has an effect on the wellbeing of people living with 

or at-risk of HIV? If so, please explain. 

5. Do you think HIV related media has an effect on the behaviors of people living with 

or at-risk of HIV? If so, please explain. 

6. What effect does HIV related media have on your community? 

7. What effect does HIV related media have on HIV stigma? 

8. Are there ways you think that media could do a better job when portraying HIV? 
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Appendix C 

Survey Informed Consent and Confidentiality Form 
 
Experiences and Perceptions of HIV Related Media 
 
Principle Investigator:  Pake Newell 

Graduate Student 
Department of Psychology 
Trent University 
e-mail: pakenewell@trentu.ca 

 
Faculty Supervisor:   Geoff Navara 

Associate Professor 
Department of Psychology 
Trent University 
Phone: 705-748-1011 ext. 7539 
e-mail: geoffnavara@trentu.ca 

 
This research study is being conducted as part of a Master's thesis project to 
investigate experiences and perceptions of HIV related media. As part of this 
research we would like to learn about your perceptions of HIV related media and 
its effects.  HIV related media are any messages, communications, or 
representations of HIV/AIDS or individuals living with HIV/AIDS present in 
media. HIV related media can be in print, broadcast, or online formats and 
includes news, entertainment, informative, or activist types of media. Your 
participation will help us understand how HIV related media affects individuals 
who are living with or affected by HIV.  It is prerequisite of this study that you 
are at least 18 years of age and have experienced HIV related media in the past 2 
months.  The questionnaire takes approximately 30-45 minutes to complete. 
Once completed, you will have the opportunity to voluntarily share your contact 
information with the researcher to conduct a follow up interview. The researcher 
and his assistants have no commercial interest in this or any other project. 
 
Before deciding to participate in this study you should know that: 
 
Your participation is voluntary and you may withdraw from the study at any 
point during the interview without penalty or negative consequence to you. Your 
choice to volunteer will have no effect on your ability to access any services now 
or in the future. 
 
While completing this survey, you may start to self-reflect. This may ultimately 
be positive, but can initially be unsettling. You may feel discomfort when being 
asked to state information about HIV topics that many people consider to be 
private and personal. Please note that your responses are completely anonymous 
and confidential and that your data and any personal identifying information are 
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not linked. You are free to leave any question(s) blank if you prefer not to 
answer. 
 
Your responses will be kept completely anonymous and confidential. Any of your 
responses to short answer questions will be coded and you will not be identified in 
any way. It is expected that the results of this study will be reported in a 
psychological journal article as well as in presentations at academic conferences.  
Note, however, that the responses of individual participants will not be identified in 
any reports of this research; only aggregated data (i.e., averages from many people) 
will be reported.  The completed questionnaires will be stored in a locked room in 
the psychology department, and can be accessed only by the primary researcher 
(Pake Newell) and his research team.  Questionnaires will be destroyed five years 
after the completion of this study, in accordance with the American Psychological 
Association’s guidelines. 
 
As a token of our appreciation, you will be able to enter your email for a draw for one 
of two $50CAD gift cards. Your email will be a separate form so that it is not 
connected to your survey responses. 
 
If you have questions about the study or the procedures, you may contact the primary 
researcher at Trent University, Pake Newell (pakenewell@trentu.ca). This project 
has been reviewed and approved by the Trent University Research Ethics Committee. 
If you have any questions concerning ethical aspects of this project, you may contact 
Karen Mauro, Certifications and Regulatory Compliance Officer (kmauro@trentu.ca; 
Phone: 705-748-1011 ext. 7896). 
 
I have read and understood the preceding description. I give my voluntary 
consent to participate in this study with the understanding that I am free to 
withdraw at any time and/or omit any question(s) I choose. I understand that I 
can print this consent form for my records. 
 
 
Participant Name   Participant Signature   Date 



PERCEPTIONS AND EFFECTS OF HIV RELATED MEDIA 140 

Appendix D 

Participant Attributes (where known) 

1 Male, early 20s, Philippines, student, social media user, HIV - 

2 Male, mid 30s, USA, gay, ASO worker, social media user, HIV + 

3 Male, mid 40s, Canada, gay, ASO worker, social media user, HIV + 

4 Male, early 20s, Canada, straight, student, social media user, HIV - 

5 Male, mid 20s, Canada, gay, social media user, HIV - 

6 Male, early 30s, Canada, gay, ASO volunteer, social media user, HIV - 

7 Female, early 70s, Canada, straight, retired nurse, non-social media user, 

HIV - 

8 Male, mid 50s, USA, gay, sexual health clinic worker, non-social media 

user, HIV + 

9 Male, mid 40s, Canada, straight, social media user, HIV - 

10 Male, mid 20s, Canada, gay, ASO worker, social media user, HIV + 

11 Male, late 40s, Canada, gay, ASO volunteer, social media user, HIV - 

12 Female, mid 40s, Canada, ASO worker, social media user, HIV- 

13 Female, early 60s, Canada, retired, HIV - 
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Appendix E 

Placeholder Interview Protocol 

1) How do you think HIV related media portrays individuals living with HIV? 

2) What effect do you think HIV related media has on individuals living with HIV? 

3) Does HIV related media have an effect on the way you live within your community?, If 

so, how? 

4) What makes effective HIV media? 

a) Can you give me an example? 

5) What makes problematic HIV media? 

a) Can you give me an example? 

6) What is one suggestion you would make to media professionals to help them report HIV 

related stories more effectively? 
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Appendix F 

Interview Protocol 

Opening Script: 

Thank you for agreeing to take part in this interview with me. Before we get 

started I just wanted to recap a couple of main points from the consent form you signed 

and explain the process briefly. This interview is part of my Master's thesis project to 

investigate the effects and perceptions of HIV related media. My goal is to find better 

ways of presenting HIV in media. 

This interview will be audio-recorded and the recordings will be kept on an 

encrypted computer in a locked lab at the university at all times. Your identity will 

remain anonymous and no information that could identify you will be shared with anyone 

outside of the research team. You’re free to stop this interview at any time or skip any 

questions and if you change your mind about taking part in this interview later, you can 

send me an email to delete your interview and data. 

This interview will follow a semi-structured format. This means I have a few 

questions prepared that I would like to get covered, but I am interested in hearing 

everything you have to say even if I don’t have questions specifically addressing it, so I 

encourage you to speak freely about the issues you find most important. 

Do you have any questions before we get started? 

Interview Protocol: 

(The main protocol consists of numbered questions below. Sub-questions are 

potential prompts to be used only to elicit elaboration if the original questions drew a 

short response. Not all prompts will be used in interviews.) 
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1. How do you think HIV related media portrays individuals living with HIV? 

a. Would you consider most media portrayals of HIV to be “stereotypical”, 

and if so, what are the most common stereotypes? 

b. Do you think media portrayals of HIV are different compared to the past 

and in what ways? 

c. How much influence do you think the media has in shaping the general 

public’s perceptions of HIV? 

2. What role do you think media plays in shaping HIV stigma? 

a. Does media play a large or a small role in shaping people’s opinions of 

HIV? 

b. What can media professions do to prevent perpetuating HIV stigma? 

c. What do you think makes positive, effective HIV related media and can 

you give an example? 

3. Do you think HIV receives too much or too little coverage in the media? 

a. Has media helped normalize HIV in any way? 

b. [if response is “too little”] Do you think this is because people aren’t 

interested in this issue or is it a bias in the media outlets? 

4. When you think about the different kinds of print, broadcast, and online media, do 

you think some types of media have more influential portrayals of HIV than 

others? 

a. Which ones and why? 
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b. Do you think some types have a more positive influence while others have 

a more negative influence on people’s HIV perceptions? (e.g. TV or 

movies, news, online campaigns) 

5. Do you think social media outlets like Facebook and Twitter are different from 

other media sources in the way they shape people’s perceptions of HIV? 

a. Why or why not? 

b. [if “yes”] Do you think social media are more or less effective in 

influencing perceptions of HIV and why? 

6. What effect do you think HIV related media has on individuals living with HIV? 

a. Do you think media influences someone getting tested or getting 

treatment? 

b. What effect do you think HIV related media has on the general physical 

and mental health on individuals living with HIV? 

c. How does media affect people’s disclosing their HIV status to friends, 

family, or potential partners? 

7. What are some ways different media could better serve the needs of people living 

with HIV? 

a. Do you think media should take on more of an activist role when 

presenting stories involving HIV? 

b. What suggestion would you make to media professionals to help them 

report HIV related stories more positively? 

8. Is there anything else that we haven’t covered so far that you would like to 

discuss?  
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Appendix G 

Interview Informed Consent and Confidentiality Form 
 

Experiences and Perceptions of HIV Related Media 
 
Principle Investigator:  Pake Newell 

Graduate Student 
Department of Psychology 
Trent University 
e-mail: pakenewell@trentu.ca 

 
Faculty Supervisor:   Geoff Navara, Ph.D. 

Associate Professor 
Department of Psychology 
Trent University 
Phone: 705-748-1011 ext. 7539 
e-mail: geoffnavara@trentu.ca 

 
This research study is being conducted as part of a Master's thesis project 

to investigate experiences and perceptions of HIV related media. As part of this 
research we would like to learn about your perceptions of HIV related media and 
its effects.  Your participation will help us understand how HIV related media 
affects individuals who are living with or affected by HIV. The researcher and 
his assistants have no commercial interest in this or any other project. 

 
The interview will last approximately half an hour to one hour.  The 

interview will be open-ended allowing you to discuss subjects within the broad 
parameters of this study that you feel are important to you and would like to 
discuss. The interview may discuss topics that are deeply personal or emotional 
for you. This interview will be audio recorded and your interviewer may take 
brief notes to augment the analytical process. 

 
Before deciding to participate in this study you should know that: 
 
Your participation is voluntary and you may withdraw from the study at 

any point during the interview without penalty or negative consequence to you.  
You may choose to withdraw from the research and have all your data deleted 
by contacting the researcher at the email address above within one month of 
completing the questionnaire. Your choice to volunteer will have no effect on 
your ability to access any services now or in the future. 

 
During this interview you may start to self-reflect. This may ultimately be 

positive, but can initially be unsettling. You may feel discomfort when being asked to 
talk about HIV topics that many people consider to be private and personal. All of the 
information given by you during the course of the interview will be kept in the strictest 
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confidentiality. All of the tapes and transcripts of your remarks and opinions will be 
encrypted and kept in a secured place and no access to them will be granted to any 
person not working on this project. The tapes will be destroyed upon completion of the 
study and transcripts will be destroyed five years after the completion of this study, in 
accordance with the American Psychological Association’s guidelines. 

 
All of the information you give will remain anonymous. Any audio 

recorded information or transcripts of your remarks will be coded and you will 
not be identified in any way. 

 
No part of your taped interview will be played in public, used as a 

teaching aid in university classes nor played at any scholarly meeting. Only the 
researcher and the transcriber will hear or play the tapes and there will be no 
reference to your name or any other identifying remarks (other than the coded 
number) made on the tape. 

 
The data will be used solely towards understanding general experiences. 

The findings may be presented at scholarly meetings and any discussion of the 
research will be made without any reference to you, anyone you have mentioned 
or any other identifying information including where exactly you work or live. 
We may also use this research as a contribution to a scholarly article and we 
would like your permission to use occasional quotes that do not identify you in 
any way. 

 
If you have questions about the study or the procedures, you may contact the 

primary researcher at Trent University, Pake Newell (pakenewell@trentu.ca). This 
project has been reviewed and approved by the Trent University Research Ethics 
Committee. If you have any questions concerning ethical aspects of this project, you 
may contact Karen Mauro, Certifications and Regulatory Compliance Officer 
(kmauro@trentu.ca; Phone: 705-748-1011 ext. 7896). 

 
I have read and understood the preceding description. I give my 

voluntary consent to participate in this study with the understanding that I am 
free to withdraw at any time and/or omit any question(s) I choose. I understand 
that I can print this consent form for my records. 

 
Participant Name   Participant Signature   Date 
 

I further authorize the investigators of this study to use quotes that do not identify me in 
any way in the presentation of the research findings (circle one):  Yes ,  No 

 
I further authorize the investigators of this study to contact me to participate further in the 
analysis of this research (circle one):  Yes ,  No Contact Information: 
__________________ 

 
Interviewer Name   Interviewer Signature   Date 
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Appendix H 

Metatheme 1: Early mainstream media perpetuated HIV stigma during the epidemic 

through marginalizing news stories that left a lasting impact on the communities affected 

by HIV and AIDS. 

Theme 1.1: Early HIV related mainstream news media shaped public opinion on HIV 

and perpetuated HIV stigma during the early years of the AIDS epidemic. 

Theme 1.2: As HIV medications and life expectancies improved, mainstream media 

portrayals of HIV became less stigmatizing but fewer and more focused, doing 

little to reduce existing stigma. 

Theme 1.3: The stigma perpetuated by negative portrayals of HIV in media left a 

lasting impact on the wellbeing of those living with or at risk of HIV. 

Metatheme 2: As online ways of communicating became available, AIDS service 

organizations began using social media to create content and communities to address a 

diminished focus on HIV in mainstream media. 

Theme 2.1: With fewer barriers to entry, social media allows small HIV service 

agencies an effective means of communication with a targeted audience. 

Theme 2.2: Multiple-direction communication on social media allows AIDS service 

organizations to disseminate information, engage people emotionally, and build 

communities. 

Theme 2.3: HIV misinformation spreads because of the decentralized nature of social 

media and presents a challenge for AIDS service organizations to effectively 

communicate. 
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Metatheme 3: Targeted HIV related media for priority populations creates a bubble of 

specialist knowledge media consumers, dichotomous to media accessed by the general 

population. 

Theme 3.1: HIV related media must compete with other topics in mainstream media. 

Theme 3.2: HIV knowledge is specialized, which creates a knowledge gap between 

those ‘in the know’ and the general public. 

Theme 3.3: The oversaturation of media with targeted priority populations and the 

media’s focus on prevention and medications creates the perception that HIV is 

only relevant to those groups.  


