
 

 

The Treatment as Prevention® Empire: HIV 
Treatment Adherence as the New War on AIDS 

by 
Elizabeth Joy Manning 

M.S.W., University of Victoria, 2010 

Dissertation Submitted in Partial Fulfillment of the 

Requirements for the Degree of  

Doctor of Philosophy 

in the  

Department of Gender, Sexuality, and Women’s Studies 

Faculty of Arts and Social Sciences 

©  Elizabeth Joy Manning 2016 

SIMON FRASER UNIVERSITY  
Fall 2016 

 



ii

Approval 

Name: Elizabeth Joy Manning 
Degree: Doctor of Philosophy 
Title: 

Examining Committee: 

The Treatment as Prevention® Empire: 
HIV Treatment Adherence as the New War 
on AIDS 
Chair: Lara Campbell 

Professor

Jennifer Marchbank 
Senior Supervisor 
Professor 

Marilou Gagnon 
Co-Supervisor 
Associate Professor 
School of Nursing 
University of Ottawa 

Mary-Ellen Kelm 
Supervisor 
Professor
Department of History

David Holmes  
Supervisor 
Professor 
School of Nursing 
University of Ottawa 

Nicole Berry 
Internal Examiner 
Associate Professor 
Faculty of Health Sciences 

Maria Nengeh Mensah 
External Examiner 
Professor 
School of Social Work 
Université du Québec à Montréal 

Date Defended/Approved: November 28, 2016



 

iii 

Abstract 

 Treatment as prevention® (TasP®) proposes a new way to end AIDS by 

requiring people living with HIV/AIDS (PWAs) to strictly adhere to lifelong HIV treatment, 

effectively making them non-infectious. Essentially, TasP attempts to stop the spread of 

HIV at the source. Yet, this radical prevention intervention is not without individual and 

collective repercussions. With an eye to the growing physical, moral, legal, and political 

costs of HIV treatment on adherence, this study seeks to describe how adherence has 

changed throughout the AIDS epidemic in order to understand its function in this present 

time and place of TasP in Vancouver. 

 Through a Foucauldian genealogy, this dissertation examines how TasP 

adherence practices re-asserts colonial hierarchies. Guided by critical race and 

postcolonial theories, I argue that race and racism distinguish those who are made to 

live from those left to die in this new war on AIDS, a war against PWAs. Using biopower 

as an analytical framework, I emphasize the continued role of sovereign power, a 

repressive power alongside productive power. 

 To examine adherence, I investigate specific moments in time and across place 

to ground Vancouver’s current TasP rationale and practices, beginning with the scientific 

role and methods of late 19th century colonial medicine through to present day TasP. I 

delve into TasP’s scientific rationale by analyzing the first uses of antiretroviral treatment 

for HIV prevention. Next, I outline the changes in British Columbia’s public health law 

along with Vancouver’s clinical guidelines and protocols. Then, I position artwork 

produced by PWAs as important sites of knowledge, providing insight into the multiple 

effects of antiretroviral therapy. To conclude, I argue that TasP works as an imperial 

formation as it uses force in the construction of its subjects. I suggest TasP pushes us to 

confront this ethical question: to what end and at whose expense are we willing to end 

AIDS? At its most basic level, this project seeks to disrupt the seemingly neutral 

scientific language of TasP by showing how scientific knowledge regarding adherence 

practices draw from histories relying on, recuperating, and revising the interlocking 

structures of colonialism, racism, sexism, poverty, and sexuality. 
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Chapter 1.  

Introduction 

Over the last three decades of the global AIDS epidemic, HIV prevention and 

treatment have been pitted against each other (Zimmerman and Schoofs 2002; Ferri 

2006). How to best face the reality of the most significant disease of our time, both in its 

spread and impact, is embodied in this epic debate. While prevention efforts 

foregrounded the approach to the epidemic, since the release of the first HIV medication, 

science has proclaimed HIV treatment to be the magic bullet and the primary and 

exclusive tool of treatment. However, HIV treatment heightens the crux of this debate: 

the medical advancement of elite individuals at the expense of the needs of many, 

revealing not only the disparity between the wealthy and the poor in Canada and the 

United States, but an even sharper contrast between the Global North and South. Until 

recently, HIV medication has intensified the gap between rich and poor as well as 

between treatment and prevention. Prevention, on the other hand, has often mobilized 

communities championing peer education, making this approach inexpensive, feasible, 

and vital – but less objective, rigorous, and scientific. In addition, the debate highlighted 

differences in approach to addressing HIV; that is, the privileging of medicine in the form 

of treatment over addressing systemic structural inequities targeted by prevention efforts. 

The treatment-versus-prevention debate is often characterized by its stark false 

dichotomy, which has been problematized by many AIDS activists and theorists (such as 

Brier 2009; Treichler 1999; Adam 2011; Kippax, Holt, and Friedman 2011; Kippax and 

Stephenson 2012) and only recently biomedical researchers (Brier 2009; Small and Kerr 

2013,1-2; de Wit et al. 2011). Ironically, for HIV treatment to be the most effective and 

have the most impact, people need to have the basics of life: clean water, stable housing, 

healthy food, and access to health and social services and supports. In other words, the 

structural barriers that first put people at risk of contracting HIV are the very things in 

need of dismantling in order for the benefit of science to be realized. Before drawing 
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your attention to the problem of adherence discussed in this thesis, I note the shifting, 

historically tense relationship between treatment and prevention in English-speaking 

North America, highlighting the dramatic change we see in the “Treatment as Prevention” 

or TasP approach. 

In North America, HIV prevention and general medical care (including end-of-life 

care) were the only ways to deal with AIDS in the early 1980s as it was often 

characterized as “untreatable” and “incurable” (Treichler 1999, 292). The forerunner to 

HIV prevention of the early 1980s was safer sex education within gay and lesbian 

communities that were situated in and continued to be influenced by the late 1960s and 

1970s gay liberation and women’s health movements (Brier 2009, 11-19; Treichler 1999, 

291-293). Initial treatment was typified by personal testaments of holistic medicine and 

self-care approaches, anecdotal stories of clinical successes, and medically informed 

drug experimentations (Brier 2009; Treichler 1999). By the mid-1980s, persons living 

with HIV/AIDS (PWAs)1 were sharing information through newsletters and community 

networks as to how to self-treat HIV and manage opportunistic infections that were the 

main cause of suffering and death (Treichler 1999; Gray et al. 2001; Blower 2000; 

Blower, Aschenbach, and Gershengorn 2001; Law et al. 2001). Guerrilla clinics and 

buyers’ clubs offered the first organized treatment options for PWAs. The first years of 

the epidemic, both treatment and prevention, were characterized as grassroots, self-

empowering, and experimental. 

In Canada and the United States, it was not until the HIV test, approved for use 

in 1985, was introduced that the relationship between treatment and prevention shifted 

(Canadian AIDS Treatment Information Exchange 2015). The HIV antibody test became 

the cornerstone to public health HIV prevention efforts. AIDS activists and PWAs 

criticized the US and Canadian governments’ slow and ineffective responses to AIDS, 

attributing their inadequacy of systemic homophobia, sexism, and racism (Patton 1990, 

34-36; British Columbia Persons with AIDS Society 2006, 7; Scott 2003, 37-39). In the 

interest of preserving the American blood supply, US public health officials saw the HIV 

test as the answer to protecting the general public from the contaminated blood of high-

risk groups (Scott 2003, 37-38). Calling for widespread and mandatory testing in some 

cases (primarily for pregnant women, sex workers, and immigrants), HIV testing became 

a way to monitor, contain, and control those infected with the HIV virus (Patton 1990, 34-
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36; Scott 2003, 37). The gay community and AIDS activists vehemently objected to 

forced, targeted HIV testing, fearing the privacy infringements and human rights 

violations (Gostin 2004; Gostin 1989). These sustained protestations staved off these 

dangerous, exaggerated responses. The medicalization of prevention by means of 

instituting a testing-focused approach to the AIDS epidemic, was also accompanied by 

the willingness to enact erroneous coercive measures (i.e. mandatory testing, 

surveillance, segregation, and quarantine) for the protection of the general public and 

apply a “traditional” public health framework to HIV prevention.  

On the treatment front, not until 1987 did the Federal Drug Administration (FDA) 

and Health Canada approve azidothymidine, more commonly known as AZT, as the first 

treatment for AIDS (Dionne 1999; Canadian AIDS Society 2015). Yet within the first year, 

its harsh side effects as a result of its toxicity and its exorbitant cost, $8,000-$10,000 

USD per year per patient, called its use into question (Treichler 1999). The deadly slow 

drug approvals of the FDA for new HIV medications along with the silent echoes in the 

halls of US and Canadian governmental health institutions regarding AIDS laid the 

groundwork for political unrest among PWAs and those caring for them. This 

disgruntlement and anger ignited the first era of HIV treatment activism, marked by AIDS 

activist and PWA groups such as AIDS Coalition To Unleash Power (ACT UP) in the US 

and, in Canada, AIDS Action Now! and the Vancouver PWA Coalition. It also marked the 

general shift in efforts, funding, and focus from HIV prevention to treatment. The 

culminating issue during the late 1980s and early 1990s was access to more HIV 

medications. Yet, even during this somewhat “united” biomedical mission to “get more 

drugs into bodies”, divergent approaches to treatment populated debates on when to 

begin treatment, how toxic AZT was, and which “truth” was more true; the truth produced 

by researchers in the drug trials or the clinical truth of experienced physicians and 

people using AZT (Treichler 1999, 298-308). 

From the mid-1980s through to the early 1990s, community-based HIV 

prevention began to take on a broader meaning of securing social and political rights 

alongside peer education efforts, while governments promoted the biomedicalization of 

HIV through testing campaigns and prioritizing funding for HIV treatment. The 

incomplete science of HIV treatment gained momentum in its hesitant and befuddled 

search for adequate treatment regimens and a cure. During this period, prevention 
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deepened its social analysis as treatment invested in a biomedical approach. By the 

mid-1990s, politics in treatment activism had begun to bifurcate, which is typified in the 

dissolution of ACT UP New York. The fracture in the infamous coalition characterizes the 

disjuncture between treatment and prevention from the early 1990s onward: treatment 

furthered scientific investigations into the development of new medications, whereas 

prevention efforts rallied around a broader social and political analysis that examined the 

social structures that not only prevented people from accessing medications, but also 

health care in general, namely homophobia, racism and sexism. In turn, this contributed 

to the treatment-prevention debate by opposing the increasingly predominant view that 

treatment was the best approach to the AIDS epidemic and the perspective that anti-

racist, feminist, and socialist critiques exposed flawed power structures in hopes of 

resolving the disproportionate devastation amplified by the epidemic and addressing the 

main drivers of the epidemic.  

The announcement of Highly Active Antiretroviral Therapy (HAART)—which 

combines three different classes of HIV medications—at the 1996 International AIDS 

Conference in Vancouver revolutionized HIV treatment. The development of protease 

inhibitors along with breakthrough discoveries on the science of combining HIV 

medications, commonly referred to as drug cocktails, meant that HIV was no longer a 

“death sentence,” but rather a treatable chronic illness. The concept of viral load was 

also born alongside HAART as the goal of treatment was to reduce viral replication or 

one’s viral load, which required frequent blood tests. Viral load testing would become the 

most significant clinical marker in HIV treatment.  

Attune to the political critique, treatment activism post-HAART began to focus on 

universal access to HIV treatment, mainly in the Global South. Treatment activism, some 

would say AIDS activism in general, largely died as access to medication became more 

of a reality in the Global North. With the advancements in treatment, governmental 

attention and funding for prevention efforts effectively fell by the wayside on provincial 

and national agendas. Treatment had clearly become the priority, eclipsing prevention 

efforts from the late 1990s onward; even HIV scientists acknowledge this shift 

(McKenzie and Samba 2004). HAART—now commonly referred to simply as 

antiretroviral therapy (ART) since the mid-2000s to minimize connotations of toxicity—
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solidified the belief that a biomedical approach, one that utilizes pharmaceutical 

treatment, was the best approach to address HIV/AIDS.  

With the success of HAART, treatment adherence became increasingly important, 

even critical (Barroso et al. 2003, 435-440). In the post-HAART era between late 1990s 

and early 2000s, taking HIV medications as prescribed and following strict rules (diet 

and schedule) was the most effective way to deal with side effects (M. S. Cohen 2007), 

decrease the risk of genetic mutations and the development of drug resistance strands 

of the virus, reduce viral replication, and, most importantly, prolong and improve the 

patient’s life (Panel on Antiretroviral Guidelines for Adults and Adolescents 2013; 

Barroso et al. 2003). Because the goal of HAART was to decrease the replication of the 

virus, a measure of the viral load (number of copies of the virus per ml of blood) reflected 

not only the effectiveness of the treatment regimen, but also the patient’s adherence to 

the medications (Rachlis, Zarowny, Canadian HIV Trials Network Antiretroviral Working 

Group 1998; Panel on Antiretroviral Guidelines for Adults and Adolescents 2013). 

Scientists established that in order for a treatment regimen to remain effective, near 

perfect (95% or better) adherence was needed at all times (Castilla et al. 2005). With the 

intensified status of adherence to HIV treatment came elaborate behavioural, social, 

economic, and clinical interventions to ensure patient compliance, enrolling nurses, 

social workers, pharmacists, therapists and other mental health professionals, drug and 

alcohol counsellors, and even “medication managers” in this valiant effort (Castilla et al. 

2005; Lucas, Wu, and Cheever 2004; Dybul 2002; Mannheimer et al. 2006; Chesney 

2006). Patients practiced adherence to HAART as a way to be self-empowered in their 

health care, extending the initial grassroots approach to treatment (Maskovsky 2005). 

However, by the turn of 21st century, treatment adherence became exceedingly 

difficult as the number of medications increased as did their complex and demanding 

timing regimen. By 2006, the number of HIV medications approved by the FDA had 

ballooned to twenty-six from a mere sixteen drugs six years earlier in 2000. Starting in 

1997 with the release of Combivir—two drugs (AZT and 3TC) of the same class of drugs, 

nucleoside reverse transcriptase inhibitors (NRTIs)—a fixed-dosage combination 

therapy attempted to offset the hardship of consuming burdensome amounts of HIV 

medication by combining one or more class of drugs into a single pill (Bangalore et al. 

2007). Yet, even with this pharmaceutical advancement, “the almost unmanageable 
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nature of some dosing regimens…require[d] taking up to seven pills three times a day 

and at different specified periods, including before food, with food, and after” 

(Rosengarten 2005, 74). In addition, PWAs suffered what seemed like an endless list of 

side effects: nausea, persistent vomiting, abdominal pain, loss of appetite, explosive 

diarrhea, increased urination, excessive thirst or hunger, jaundice (yellowing of the skin 

and eyes), unexplained tiredness, shortness of breath, rapid breathing, enlarged or 

tender liver, cold or blue hands and feet, abnormal heart beat, unexplained weight loss, 

inexplicable pain, limited range of motion, joint stiffness, limping, muscle spasms, 

progressive bone damage leading to bone collapse, mild skin rashes to serious, even 

life-threatening rashes, blisters in the mouth, eyes, genitals, or other moist areas of the 

body, peeling skin that results in painful sores, fever, headache, general ill feeling, 

hepatotoxicity (liver damage including liver failure), hyperglycemia (elevated levels of 

glucose in the blood), hyperlipidemia (increased fat in the blood), lipodystrophy 

(disfiguring fat redistribution), osteonecrosis (bone death) ,, and lactic acidosis (fatal 

amounts of lactate in the blood and low blood pH) (AIDSinfo 2005; Clark et al. 2002; 

Reust 2011; Schouten et al. 2014; Tebas et al. 2000; Wit et al. 2002; The Writing 

Committee of the D:A:D: Study Group 2004; Gagnon, Jacob, and Guta 2012). HAART 

single-handedly took AIDS from its death sentence status to HIV, a manageable chronic 

illness. However, HAART required incredible pledges of faithfulness despite its 

exhausting demands. 

This discussion of the relationship between treatment and prevention prior to 

TasP exemplifies several key points: first, these two approaches have not always been 

medicalized; second, the essential role of social and political critique in signaling 

potential gross human rights violations and rejecting further entrenchment of systemic 

oppressions; and third, the biomedicalization of AIDS lead to the privileging of treatment 

over prevention. Treatment and prevention were situated as two different approaches to 

the AIDS epidemic, albeit sometimes congruent and other times at odds. Adherence to 

HIV medications was squarely within the domain of HIV treatment, emphasizing that the 

role of adherence to HIV medications was solely for the benefit of the individual patient. 

Now, I show the implications of combining these two distinct approaches and the 

subsequent shift adherence undergoes in TasP as the starting point of this thesis. 
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1.1. Treatment as Prevention: Revolutionary Approach or 
Ethical Demise?  

As the Director of British Columbia Centre for Excellence in HIV/AIDS (BCCfE), 

Julio Montaner self-proclaimed to have introduced TasP in 2006, advocating that 

treatment was a far superior prevention method than behavioural, structural, or 

educational strategies (British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 

2015a). Biomedical researchers view social HIV prevention interventions as “only partly 

effective and…severely underused,” therefore warranting the medical intervention into 

prevention with treatment as its solution (Montaner et al. 2006, 531). Essentially, TasP 

encourages PWAs to take ART with the goal of decreasing the HIV viral replication 

within their blood (viral load) to an undetectable range (below 30-40 copies per ml). 

Capitalizing on the individual benefits of a reduced (or preferably an undetectable) viral 

load, TasP promotes the use of HIV treatment as an effective population-level HIV 

prevention intervention.  

In TasP, the goal of an undetectable viral load is no longer for the sole benefit of 

the patient, but for the greater benefit of public health. While achieving and maintaining 

an undetectable viral load is one of the anticipated effects of HIV treatment and 

scientists hypothesize that a suppressed viral load may also inhibit transmission of HIV 

(Attia et al. 2009). From this perspective, “viral load is no longer seen as a laboratory 

value but rather as evidence of viral activity in the body and a measure of infectiousness 

at the individual level” (Gagnon and Guta 2012, 475). In 2008, Switzerland’s National 

HIV/AIDS Commission made a bold claim: “HIV infected patients under HAART without 

any other sexually transmitted infection do not transmit HIV by sexual intercourse” (M. K. 

Smith et al. 2011, 14; Hasse et al. 2010). Effectively, this strong declaration tied viral 

suppression to non-infectiousness. Conversely, it also affirms that having a viral load 

means one is virulent, demonizing those PWAs with viral loads regardless of their intent 

or actions. Viral load now becomes the interest of public health, not only PWAs and their 

clinicians. Therefore, mandatory viral load monitoring is essential under a TasP 

approach (Montaner et al. 2010; British Columbia Centre for Excellence in HIV/AIDS 

(BCCfE) 2013b). Presently in British Columbia, results are “reported to public health 

agencies and is used to inform epidemiological surveillance and monitor the presence of 

the virus collectively” (Gagnon and Guta 2012, 471). In addition, there is the 
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development of a new viral load measurement strictly for the benefit of public health 

surveillance. This collective marker, “community viral load,” describes the viral potency 

of people in a particular geographic area. In the interests of public health, this new 

measure must be calculated and the only way it can be known is by testing as many 

people as possible people for HIV and then, if positive, their viral load.  

TasP “aims to reduce HIV transmission by greatly increasing HIV testing and 

then immediately initiating antiretroviral therapy (ART) for all patients who test positive” 

(Strub and Krellenstein 2012, 11). It also aims to suppress the viral load of people 

already living with HIV and maintain this level of suppression by initiating ART earlier 

and optimizing treatment adherence. Expanding on my brief description of the downfalls 

of using testing as a primary prevention tactic that often accompanies human rights 

violations and moral panic; TasP re-ignites a totalizing testing strategy. Following the 

lead of the CDC, in 2010, the BC Medical Health Officer issued a memorandum to 

physicians calling for the implementation of opt-out or “routine/universal” HIV testing 

measures, rather than opt-in informed consent testing protocols (Vonn 2011; Branson et 

al. 2006). This “opportunity” was positioned as the work of a “controversial local research 

project [the BCCfE’s TasP research] that is dependent on increased HIV testing to urge 

more HIV testing and offers ‘a practical way to add routine HIV testing to your practice’” 

(Vonn 2011, 7). Routine testing is seen as the middle ground between voluntary and 

mandatory testing, but this change reflects movement toward mandatory testing (British 

Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2013c). This universal testing 

approach is particularly important in TasP as most new HIV infections, estimates range 

from 54% to 70%, are attributed instances where the HIV-positive person is unaware of 

their HIV status (British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2013c). In 

TasP theory, universal testing leads to early diagnosis and treatment. Testing becomes 

the way to ferret out those infected from those not infected in an effort to protect the 

public from HIV infection.  

Since the first uses of AZT in 1987, treatment initiation has been a contentious 

and longstanding HIV treatment issue, much debated among physicians, biomedical 

researchers, and PWAs (Treichler 1999, 301). Yet, in the early days of “hit hard, hit 

early,” there were significant challenges with early initiation of treatment including 

copious amounts of pills with strict timing and food restrictions, debilitating side effects, 
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drug toxicity, and problems with maintaining adherence, which lead to developments of 

drug resistant strains of HIV. For these reason, in 2001 prescribing treatment reverted 

back to treating those with a severely compromised immune system, those who faced 

HIV symptoms or an AIDS defining illness such as Kaposi sarcoma, or those with other 

co-infections such as hepatitis C (Tseng, Seet, and Phillips 2015). Since 2008, treatment 

initiation protocols have called for the earlier and earlier initiation of treatment, making 

way for TasP’s insistence on the immediate initiation of ART (Yeni et al. 2002; Yeni et al. 

2004; Hammer et al. 2006; Hammer et al. 2008; Thompson et al. 2010; Thompson et al. 

2012; Günthard et al. 2014). Granich et al. claim that: 

although other prevention interventions, alone or in combination, could 
substantially reduce HIV incidence, our model [TasP] suggests that only 
universal voluntary HIV testing and immediate initiation of ART could 
reduce transmission to the point at which elimination might be feasible by 
2020 for a generalised epidemic.(Granich, Gilks, Dye, De Cock, and 
Williams 2009b, 54)  

Universal testing paired with immediate treatment suggests a pressing need, at 

best, or coercion, at worst. In Granich et al.’s statement, they discount the effectiveness 

of HIV prevention education and other non-medical prevention interventions. At the 

same time, they assert that the age old medicalized prevention of HIV testing along with 

HIV treatment will end HIV. Largely because of this inflated claim, the demand for 

widespread HIV testing and treatment is rationalized. With the medical intervention into 

HIV prevention and the pharmaceutical developments to aid, to what end and at whose 

expense are we willing to eradicate HIV? I intend on outlining some of the intricacies of 

TasP in order to deal with this pressing and concerning question. 

Challenges with adherence have been an issue in HIV care since the first use of 

AZT. Various behavioural recommendations have been made, including buddy systems, 

timers, and blister packages administered from the pharmacy, all in hopes of facilitating 

patient adherence. As I will describe shortly, some researchers argue that a good 

relationship between patient and health care provider is the best way to encourage 

adherence. With demanding HIV regimes, physician and patients have also negotiated 

scheduled treatment interruptions or drug holidays to give PWAs a break from strict 

treatment schedules, food requirements, and drug side effects. However, there are also 

more intensive adherence interventions. In Vancouver’s Downtown Eastside directly 

observed therapy (DOT) programs, employ medical staff to supervise people who have 
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been non-compliant with their HIV medication (British Columbia Centre for Excellence in 

HIV/AIDS (BCCfE) 2013c). Arising out of the public health need to treat non-adherent 

tuberculosis patients, DOT programs use outreach techniques to monitor a patient’s 

consumption of medication, obtain bloodwork, or enforce quarantine if necessary (De 

Cock, Mbori-Ngacha, and Marum 2002). In addition, drug companies have also tried to 

alter their products to make them easier to take. With the 2006 pharmaceutical 

development of the daily three-in-one pill (Atripla®) and the subsequent development of 

other two-in-one or three-in-one pill options which addresses PWA critiques of pill 

burden, the current simplicity of ART is said to facilitate the ease of immediate or early 

treatment initiation. These single pill options have been credited with making TasP 

feasible:  

This [one pill, once daily HAART regimen with a fixed-dose of 
combination therapy] represents a simple, safe, and well-tolerated 
regimen that would be viable at all stages of the disease; with a single-
dose scheme, without food restrictions, with no refrigeration needs, and 
limited need for laboratory monitoring. This opens the door to 
consideration of the effect of different levels of expansion of HAART 
coverage on HIV transmission. (Montaner et al. 2006, 534)  

Pharmaceutical changes to medications facilitate a shift in focus under TasP; 

medication now serves the public’s health, replacing the benefit to the well-being of 

patients. Thanks to new simplified single pill options and hypotheticals of mathematical 

models suggesting strong correlations between viral load and infectiousness, the 

question becomes: can ART prevent HIV transmission? This question is tested in such 

clinical studies as the HIV Prevention Trials Network (HPTN) 052 study (M. S. Cohen, 

McCauley, and Sugarman 2012). Out of these public health dreams of scientific 

imagination–connecting viral load to infectiousness, initiating early treatment, calling for 

universal testing, and advancing pharmaceuticals—TasP emerges. And, at the 2010 

International AIDS Conference, TasP was touted as a “paradigm shift” in HIV prevention 

(De Cock, Mbori-Ngacha, and Marum 2002). This declaration signaled a re-

biomedicalization of AIDS, a “view of the epidemic as a medical problem best addressed 

by purely technical, biomedical solutions whose management should be left to 

biomedical professionals and scientists” (Nguyen et al. 2011, 291). Five years later, it 

has become apparent that TasP also shifts the relationship between treatment and 

prevention, where treatment becomes the answer for prevention. But the lynchpin to a 

successful implementation of TasP is adherence to ART.  
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With a TasP regime, HIV prevention goals supercede the well-being of individual 

patients, requiring patients to be adherent for the safety of the public. It is only through 

optimized and consistent treatment adherence that science can claim it has conquered 

the AIDS epidemic or is in the process of “ending AIDS”. Yet, patients have long had 

problems adhering to these HIV medications due to drug toxicity causing life-threatening 

short- and long-term side effects. In addition, we know that lapses in adherence can 

result in “untreatable, drug-resistant HIV strains,” limiting treatment options and 

foreclosing optimal clinical outcomes (Lerner, Gulick, and Dubler 1998, 573). According 

to medical recommendations, strict adherence (upwards of 95%) is key to the efficacy of 

HIV medication and thus TasP (Dybul 2002; Paterson et al. 2000; Lucas, Wu, and 

Cheever 2004). TasP demands also include immediate initiation and lifelong adherence 

to HAART in order to prevent HIV transmission. Under the TasP protocol, issues of 

adherence are paramount to the success of this biomedical prevention intervention 

(Gatell 2010).  

1.2. TasP Contestations: Biomedical Questions, Social 
Science and Humanities Critiques, and Corporeal 
Concerns 

The biomedicalization of HIV prevention persists in debates about TasP in that 

this prevention approach is promoted as the panacea for HIV, both treatment and 

prevention. Herein lies the problem: in order for this prevention approach to work, people 

need to adhere to TasP’s intense demands. Medicine frames the remedy to AIDS 

through TasP, eclipsing the need for educational, legal, and political interventions such 

as safer sex education, legal protection of the human rights of people living with 

HIV/AIDS, and political changes and policy interventions addressing social determinants 

of health. This framing also ignores the real life challenges—such as criminalization, 

intensified medical surveillance, and eroded privacy rights—PWAs face in trying to meet 

the demands of TasP. In this section, I first discuss the medical critiques of TasP. Before 

presenting the critiques of TasP in the social sciences and humanities, I briefly situate 

the contributions of critical AIDS scholars to the study of the epidemic and the 

biomedicine’s response. Next, I contest the scientific claim of the TasP “revolution.” 
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Finally, I discuss not only the moral, theoretical, and philosophical, but also the material 

implications of TasP.  

Although TasP advocates reject the contestations of TasP, scientists question 

the truth and reliability of TasP science, making the intervention a controversial topic. 

Within the medical community, questions are asked about the conclusions drawn from 

TasP research as well as its consequences, efficacy, and plausibility of TasP (Adam 

2011; de Wit et al. 2011; NAMEuropean AIDS Treatment Group 2014; Kippax and 

Stephenson 2012). Particularly, leading epidemiologists remark on the distinct shift from 

using HIV medications as treatment for the benefit of the individual patient to a “medical 

intervention for public-health benefits,” noting that this ‘extremely radical’ strategy 

effectively positions “the costs of toxicity and inconvenience for the individual [would] 

outweigh the clinical benefits” (Garnett and Baggaley 2009, 10). Noting that ecological 

studies can only propose hypothesis not prove them, several scientists question the 

validity of the Montaner et al. (2010) study, the BCCfE premier TasP study launching the 

self-proclaimed intervention, which often is presented as significant proof of the 

effectiveness of TasP (Kippax and Stephenson 2012; Grulich et al. 2010, 1824; Shelton 

et al. 2010, 1824-1825). Similarly, Adam notes that “even from a strictly biomedical 

frame…the evidence for the effectiveness of treatment for prevention is pieced together 

from a small set of studies on vertical transmission, serodiscordant (presumably 

monogamous) heterosexual couples, ecological studies, and modelling studies” (Adam 

2011, 3).  

Regardless of the simplification of HIV treatment regimens (i.e. three-in-one such 

as Atripla) and the introduction of new antiretroviral drugs over time, PWAs continue to 

experience both short-term and long-term side effects (Reust 2011; Gagnon, Jacob, and 

Guta 2012). Short-term side effects typically include gastrointestinal toxicities and central 

nervous system toxicities (Hawkins 2010). Long-term side effects include cardiovascular, 

hepatic, renal, and metabolic events such as myocardial infarction, hepatotoxicity, renal 

dysfunction, dyslipidemia, insulin resistance, diabetes, and lipodystrophy (Hawkins 2010; 

Montessori et al. 2004). Drug class and drug-specific side effects play an important role 

in the experience of taking HIV medications. Despite some improvements in drug 

tolerability and toxicities, drug class and drug-specific side effects continue to be 

reported by PWAs (Primary Care Guidelines Panel BC Centre for Excellence in HIV 
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AIDS 2011). Mounting medical evidence suggests that long-term exposure to HIV 

medications increases the risk of “age-associated noncommunicable 

comorbidities…[including] cardiovascular, metabolic, pulmonary, renal, bone, and 

malignant disease” (Schouten et al. 2014, 1787) such as severe osteoporosis (Tebas et 

al. 2000), severe and life-threatening drug-induced liver damage (Wit et al. 2002), and 

heart attacks and strokes (The Writing Committee of the D:A:D: Study Group 2004; 

Schouten et al. 2014). Yet, these risks and the impact of side effects are virtually 

nonexistent in the promotion of TasP. 

A considerable amount of scientific research questions the efficacy of TasP in a 

number of ways: lack of evidence of same sex preventative effect regarding anal sex or 

injection drug use transmission as with vaginal sex transmission (M. S. Cohen et al. 

2012; McNairy, Cohen, and El-Sadr 2013); instability of viral load and the difference 

between viral load in blood versus semen, vaginal or anal secretions (Adam 2011; 

Lambert-Niclot et al. 2012; Kalichman, Di Berto, and Eaton 2008); the correlation and 

effect on the viral loads of people with suppressed viral loads who also have an STI 

(Lambert-Niclot et al. 2012; M. S. Cohen et al. 2012; Kalichman, Di Berto, and Eaton 

2008); and the efficacy on a population level for TasP to reduce HIV transmission (NAM 

and European AIDS Treatment Group 2014). Wilson et al. suggest that over a 10-year 

period, HIV transmission will still occur among serodiscordant couples, a couple where 

one partner has HIV and the other one does not, where the HIV-positive partner has an 

undetectable viral load, particularly adversely affecting gay men (D. P. Wilson et al. 

2008). An American study suggests that there is an increase in the number of people 

newly diagnosed with HIV who are presenting with virus strands already resistant to at 

least one or more HIV medications (Wheeler et al. 2010). These drug-resistant HIV 

strands present potentially devastating consequences not only for PWAs in terms of 

available treatment options, but also damages both the viability and potential success of 

TasP claims of who is infecting people as well as TasP interventions. As an infectious 

disease specialist and basic science researcher involved in a study aimed at finding a 

permanent alternative to lifelong ART treatment, Sharon Lewis suggests, “long-term 

treatment for everyone, at least at current costs, may not be a feasible option to tackling 

the epidemic” (Wang 2015). Even within the scientific domain, there are significant 

contestations regarding TasP despite its intense global promotion.  
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Susan Kippax and Niamh Stephanson lament that the biomedical telling of AIDS 

minimizes collective action or grassroots mobilization that was instrumental in raising 

awareness of the epidemic, demanding human rights for people living with the disease, 

and carrying out essential HIV prevention and care when governments remained 

removed from and silent about the growing pandemic (Kippax and Stephenson 2012, 

791; Brier 2009). Social sciences and humanities pose questions that reflect the 

relational and contextual elements of AIDS by recentring this story by re-inserting racism, 

homophobia, sexism, and poverty into the telling of AIDS. This approach is essential to a 

critical interrogation of TasP, revealing how interlocking systems of oppression have 

shifted, yet persist in the ways adherence is required in TasP, calling into question its 

efficacy as the panacea to AIDS, while keeping the social and political implications in 

clear focus. A few biomedical researchers have already responded to the TasP 

biomedicalization critique suggesting that it reignites the false dichotomous debate of 

prevention versus treatment and insisting that social sciences approaches are better 

spent supplementing biomedical knowledge in order to better implement TasP (Small 

and Kerr 2013; de Wit et al. 2011). Rather than acquiesce to this medical directive, I 

investigate the construction of scientific knowledge and practices of TasP given its 

“revolutionary” panacea status. My objective in following in the vein of the 

biomedicalization critique is not to deny the existence of AIDS or suggest that HIV 

medication is useless. Rather, my goal is to reveal the historical roots, conceptual shifts, 

and political implications regarding the scientific knowledge of adherence in TasP. 

Bioethicists, social science researchers, cultural theorists, and PWAs—who 

reflect the return to critical AIDS scholarship—argue that the use of HIV medications for 

public health purposes is not without negative consequences. Adam cautions the 

positivist thinking imbued in epidemiological and population health studies as it is overly 

reliant on “practices, characteristics and attributes…abstracted from context and fixed 

into place as variables, and then correlated through probabilistic statistics” (Adam 2011, 

4). Critical AIDS scholars and PWAs mount critiques of TasP on several different fronts. 

First, they caution against the long-term use of HIV medication as it harms the physical, 

psychological, and social health of PWAs (Strub and Krellenstein 2012, 12-14; Nguyen 

et al. 2011, 292). Critics of TasP surmise the anticipated violation of medical ethics and 

PWAs’ human rights in a prevention strategy, which seeks to protect the “pure” from 

defilement by the “impure” (Strub and Krellenstein 2012). In addition, TasP opponents 
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contend that the implementation of TasP at the population level is not feasible due to the 

requirement that PWAs strictly adhere to HIV medications. Another significant 

contribution social science and humanities scholarship makes is its ability to articulate 

rights, responsibilities, and social consequences at every level of this HIV prevention 

strategy (Keogh and Dodds 2015; Adam 2011). In addition to pointing out the practical 

implications and highlighting the ethical dilemmas TasP presents, critical AIDS scholars 

also offer epistemological insights into how identity and subjectivity are constructed, 

investigating moral and ethical dimensions of TasP, and retooling outdated models of 

risk (Adam 2011). 

Most significantly, critical AIDS scholars suggest that TasP continues to 

biomedicalize prevention efforts and biomedicine’s claims of TasP “revolutionizing” 

prevention are false (Dowsett 2013). Dowsett argues that using treatment for prevention 

purposes is not revolutionary as this idea was foreseen in 1996 prior to the HAART 

announcement at the Vancouver International AIDS conference (Dowsett 2013, 44). 

While I concur with Dowsett, I suggest that a stronger argument can be made: HIV 

treatment for prevention draws from historical uses, which have relied on racism, sexism, 

and homophobia to rationalize their implementation and practices. Rationale in the late 

1990s for not giving Africans access to HAART included outlandish non-adherence fears, 

rooted in a racist understanding of their capacity as humans (Mykhalovskiy, McCoy, and 

Bresalier 2004, 331). This study will show how racism continues to work through 

adherence practices in TasP. These adherence practices are indeed neither neutral nor 

objective, as science has proposed. In fact, using HIV treatment for prevention can be 

traced back to 1993 when the first clinical research study was conducted on Black HIV-

positive pregnant women to assess the viability of preventing mother-to-child or vertical 

HIV transmission (National Institute of Allergy and Infectious Diseases 1994). In 

biomedicine, this study serves as proof that ART works for prevention (Granich, Crowley, 

Vitoria, Smyth, et al. 2010). Yet, it is also conveniently minimized when claims of TasP 

being a “paradigm shift” are being made.  

The objections TasP critics raise are not merely theoretical or philosophical, but 

have corporeal implications. The current political context includes a return to a more 

traditional public health approach with increased and broadened surveillance, and the 

use of the criminal law, which directly affect PWAs and particularly those who are not 
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engaged in medical care and/or who are non-adherent to ART. Within the political 

climate in British Columbia, PWAs face medical and criminal investigations advanced by 

public health authorities and police empowered by new provincial government directives 

and a new Supreme Court ruling; I expand on the criminalization of HIV shortly. The 

monitoring of viral load, medication adherence, and behavioural monitoring as well as 

enforced isolation through public health measures or imprisonment are all tools currently 

used in TasP. The province of British Columbia, via the British Columbia Centre for 

Excellence in HIV/AIDS (BCCfE) population-based registries, collects “viral load, CD4 

cell count, and HAART use…which include all people on HAART or accessing viral load 

testing in the province” (Montaner et al. 2010, 2). Similarly, San Francisco, another city 

using a TasP approach, has implemented mandatory reporting of viral loads (Cairns 

2010). In addition, DOT programs have been used extensively in the Downtown 

Eastside to increase adherence to HIV medications (Tyndall et al. 2007). Yet, DOT 

programs do not only yield adherent patients by health professionals who witness 

patients’ medication taking, but these programs often serve as long-term research study 

sites which also monitor housing, addiction treatment, and social service needs (Tyndall 

et al. 2007). Combined, surveillance scales up, covering levels from the microbiological 

to population and clinical intervention extends into the lives of patients outside the clinic, 

bringing PWAs lives under medical scrutiny. With numerous authoritative institutions 

intensely monitoring PWAs’ bodies and actions through viral load reporting, medication 

taking, and access of social services, this surveillance results not only in restriction, but 

also in the shift of bodily practices and production of new identities. 

1.3. Statement of Research Interest, Purpose, and Research 
Questions 

Given that Vancouver is the proclaimed birthplace of TasP, it is a unique site 

where the emphasis of treatment-driven HIV prevention and the context of intensified 

HIV criminalization in Canada could heighten the material consequences of HIV 

medication non-adherence for PWAs. With an eye to the growing physical, moral, and 

political costs of HIV treatment on adherence, this study seeks to describe how 

adherence has changed throughout the AIDS epidemic in order to understand its 

function in this present time and place of TasP in Vancouver. I offer a cultural, social, 
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and political critique in the form of a genealogical inquiry—influenced by critical AIDS 

scholarship—that examines how population health anxieties eclipse individual PWAs 

health concerns in TasP adherence practices. This examination exposes moral 

implications of TasP and challenges public health measures, espousing the benefits of 

this new prevention technology. At its most basic level, this project seeks to disrupt the 

seemingly neutral language of TasP by showing how scientific knowledge regarding 

practices of adherence draw from a deep and broad history relying on, recuperating, 

remaking, and revising the interlocking structures of racism, sexism, poverty, and 

homophobia. 

The purpose of my research is to understand how adherence practices work in 

Vancouver’s implementation of TasP because I am concerned with the growing 

importance that HIV treatment adherence has for PWAs as well as the consequences of 

non-adherence. In 2012, the Supreme Court of Canada ruled that PWAs must use a 

condom and have a “low” viral load to avoid criminal prosecution if they choose to not 

disclose their HIV status prior to sexual encounters (Canadian HIV/AIDS Legal Network 

2012a). This judgment regarding HIV non-disclosure effectively ties criminality to one’s 

HIV viral replication. By extension, as HIV medication is the most effective way to reduce 

viral load, this ruling also binds blamelessness to adherence; the one who adheres to 

medication is actively responsible for preventing the spread of HIV, whereas those who 

do not are cast as perpetrators. New PWA identities emerge reflecting those with 

suppressed viral loads, the undetectable, and those without, the unsuppressed. New 

practices are shaped with corporeal consequences for PWAs that directly relate to viral 

load.  

With the recent Supreme Court ruling making viral load one of the legal tests in 

HIV non-disclosure cases, I argue that adherence to HIV medication (in order to attain 

and maintain a low viral load) plays a major role in criminalizing PWAs. British Columbia 

is in an incredibly unique position regarding this ruling, as it is the only province that 

utilizes TasP as its HIV prevention strategy. The stronger emphasis of ART in TasP, or 

rather the necessity for PWAs to be on ART, effectively creates a situation where the 

walls are closing in on PWAs’ individual choice to take HIV medication. With the added 

enforcement resulting from criminalization, the material consequences of non-adherence 

have staggering effects on the lives of PWAs. Treatment becomes less of an option and 
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more of an expectation within TasP. The shift to protect the population from possible HIV 

transmission, the added weight of the Supreme Court non-disclosure ruling, the erosion 

of privacy laws, and with pharmaceutical developments that are edging toward 

injectables and longer-acting forms of ART, the potential is high for coercive practices to 

be used against PWAs (Spreen et al. 2013; M. S. Cohen, Chen, McCauley, Gamble, 

Hosseinipour, Kumarasamy, Hakim, Kumwenda, Grinsztejn, Pilotto, et al. 2011). 

As an AIDS activist and worker, I am motivated to disrupt the potential coercive 

TasP adherence practices such as whether the mandatory use of HAART for prevention 

and call into question the rationale advocating such measures. Historically, police as well 

as public health and immigration authorities have imposed methods of control to deal 

with recalcitrant patients when public health was at risk. Examples are abounding in 

recent memory including tuberculosis and typhoid. Instances in HIV history include sex 

workers being subjected to HIV testing and results made public; HIV-positive 

tuberculosis (TB) patients being forced to take medication; and HIV-positive Haitian 

asylum seekers being held in quarantine for over two years.2 These measures were 

enacted to protect people not infected with the virus who are defined as the “public.” We 

are at a crossroads; we can enact more coercive methods to protect public health, but 

doing so severely compromises the individual rights of PWAs. However, before these 

implications can be examined, I must investigate the current workings of adherence to 

capture its present practices in TasP. To this end, I pose the question: How does 

adherence work in the Vancouver TasP initiative? I ask this question to interrogate how 

adherence practices shift not only in HIV treatment, but also specifically where HIV 

treatment and prevention come together under TasP.  

Following Michel Foucault, J. Blake Scott remarks that in order to understand 

present practices, we must first “understand where those practices came from, how they 

function, and what they produce” (Scott 2003, 36). Taking Scott’s direction to answer my 

main research question, I break it down into several sub-questions. First, I must 

understand what function adherence served prior to TasP in the AIDS epidemic, so I 

ask:  

(1a) From the late 1980s through to 2005, what were the adherence 
practices related to HIV medication in HIV clinical care guidelines, 
pharmaceutical interventions, biomedical knowledge, public health 
policy, and materials produced by PWAs?  
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(1b) In Vancouver, beginning in 2005 to the present day, what are the HIV 
medication adherence practices associated with TasP in HIV clinical 
care guidelines, pharmaceutical interventions, biomedical knowledge, 
public health policy, and materials produced by PWAs?  

This set of questions allows me to track the changes in adherence practices 

within a specific set of biomedical knowledge and policies as well as PWA materials, 

focusing on the shift adherence practices undergo in the TasP era. However, I am not 

only interested in the adherence practices, but also in arguments used to justify 

adherence practices as well as subjects and objects (or rather targets) of adherence 

practices. To address the former, I ask:  

(1c) What arguments are made about the need for TasP in Vancouver 
within biomedical guidelines, policy, and knowledge?  

(1d) Who are the subjects and objects in the Vancouver TasP initiative? 
What are the responses of people who are the targets of TasP to this 
prevention initiative?  

Scott uses genealogy to understand the cultural practices of HIV testing; similarly, 

I am interested in uncovering the emergence of adherence practices in HIV medication 

as well as its transformations particularly in the Vancouver TasP iteration (Scott 2003, 

36). As noted above, he suggests that we must understand previous practices (which I 

investigate in Question 1a), how they function (which I ask in my main question as well 

as in Questions 1a, and 1b by investigating practices), and what they produce (which I 

pose in Questions 1c and 1d by focusing on arguments, subjects, and objects/targets). 

Elizabeth Grosz remarks that genealogy’s function is to explain and intervene in ongoing 

material struggles in which relations of power are both productive and restrictive (Grosz 

1994, 145; Scott 2003, 36). For these reasons, I take up Foucault’s methodology of 

genealogy as a way to address my questions and I seek guidance from critical AIDS 

scholars, poststructural feminists, and critical race theorists to inform my application of 

genealogy. Before discussing my methodology in the next chapter, I suggest the 

significance of my work before I offer a historical, cultural, and political examination of 

“adherence” in AIDS to contextualize the problem I investigate as well as to offer a sharp 

contrast to the biomedical history of HIV. 



 

 

20 

1.4. A History of Adherence in HIV/AIDS 

Recently, several prominent social science and humanities scholars have offered 

their suggestions for how their field of research should examine HIV/AIDS in an attempt 

to reignite critical scholarship and in opposition to the dominance of biomedical 

prevention interventions (Adam 2011; Tomso 2010; Keogh and Dodds 2015; Kippax and 

Stephenson 2012). Specifically UK scholars have emphasized the need to reconsider 

concepts previously examined within the social sciences with HIV prevention 

technologies specifically in mind (Keogh and Dodds 2015). Given the past analysis of 

adherence, this recommendation further strengthens the need for a study into adherence 

in TasP. But first, to situate my work, I offer an analysis of critical AIDS social science 

and humanities investigations into medication adherence, specifically adherence to ART. 

To begin, I briefly reflect on the concept of adherence outside of HIV/AIDS. 

Various antecedents of adherence can be traced through the history of medicine, 

each speaking to the unique relationship between the physician and the patient as well 

as social, cultural, economic, and political contexts. Control is at the heart of adherence 

discussions. Terms connected with adherence—namely physician control, compliance, 

and concordance—reveal nuanced control tactics refashioned in various iterations of the 

patient-physician relationship. Ideas of “patient cooperation,” “recalcitrant patients,” and 

“authority of physician” give shape to early 20th century medical discussions of medical 

control (Lerner 1997, 1426). Yet, it was not until the 1960s when the concept of 

“‘[c]ompliance’ was discovered…in the wake of the shift to pharmaceutical determinism,” 

whereby prescription medication confirms the existence of a condition and its biomedical 

nature (Harper 2010, 204). After hosting  several symposia at McMaster University and 

writing two retrospective medical texts on the concept were Haynes and Sackett’s 

credited with creating a “professional discourse” around “compliance” (Lerner 1997). 

Haynes provides one of the most commonly cited definitions of compliance: “the extent 

to which the patient's behaviour (in terms of taking medications, following diets, or other 

life style changes) coincides with medical or health advice” (Haynes 1979; Lerner 1997; 

Farmer 1999; Chesney, Morin, and Sherr 2000; Lerner, Gulick, and Dubler 1998; 

Dunbar-Jacob and Mortimer-Stephens 2001; Trostle 1988). Patient’s actions are 

measured against the yardstick of physician’s directives. 
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Prominent terminology debates ensued throughout the biomedical literature of 

the 1980s and 1990s in parallel discussions in North America and Britain; the medical 

profession strongly asserted ideas of adherence and concordance, rejecting the medical 

paternalism of compliance. While the term adherence was favoured in North America, 

Britain emphasized the relational element rather than the patient’s behaviour, describing 

the term concordance as the “establishment of a therapeutic alliance between the 

clinician and patient” (Bell et al. 2007, 710). Discussions of adherence were influenced 

by the American civil rights movement of the 1960s and furthered by patient rights 

advocacy of the 1980s and 1990s, demanding autonomy, self-empowerment, and self-

determination (Lerner 1997, 1428; Maskovsky 2005, 138). In addition to the terminology 

shift to adherence, other terms have been suggested including “self-regulation” and 

“self-management” (Trostle 1988, 1303). In medical literature, compliance often acts as 

a proxy for adherence, which exemplifies how these concepts are conflated and used 

interchangeably, continuing to blur their distinction and escape any consensus on a clear 

biomedical definition (Trostle 1988, 1303).  

For the purposes of this project, I define adherence as a technology combining 

biomedical authority, population risk regulation, and individual self-disciplinary 

techniques (Behrent 2013). Situated within a Foucauldian framework, this understanding 

of adherence reflects how relations of power exert social and political control as well as 

construct individuals and their conduct, which in turn produces knowledge and extends 

power. While adherence is a longstanding HIV treatment concern—given the individual 

dangers adherence poses, namely, developing drug toxicity and long-term side effects, 

and the personal consequences of non-adherence such as drug resistance and viral 

mutation—adherence to HIV medication for the sake of population health becomes a 

pivotal component to the successful implementation of TasP.  

1.4.1. Critical AIDS Scholarship on Adherence to ART 

The contributions of critical AIDS scholars from the 1980s through to the mid-

1990s are significant to theorizing AIDS and critiquing the political, cultural, and social 

conditions that exacerbate the effects of the disease. Although I follow in the lineage of 

early critical AIDS scholars who examine the complicated relationship between medicine, 

culture, society, and politics, I focus this literature review on critical AIDS scholarship 
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that emerged after the release of HAART (See for example Patton 1990; Haraway 1989). 

HAART heralded a new era of biomedicalization and “revolutionized” HIV treatment. The 

Lazarus effect was coined to describe the radical and miraculous recoveries PWAs who 

were dying underwent when they first started HAART. Thanks to HAART, AIDS shifted 

from a death sentence to a manageable chronic illness. Similar to Rosengarten, I remain 

conscious of ART’s benefits, but critically engage with its panacea status in TasP 

(Rosengarten 2009, 16-17). Critical AIDS analyses of adherence reference earlier 

anthropological, sociological, and cultural interrogations of the concept and its 

antecedents, compliance and concordance, linking them to conformity, dominance, 

enforcement, coercion, and control (Lerner 1997; Stimson 1974; Carroll 2002; Haire and 

Kaldor 2013; Trostle 1988). These discussions also expose how people who are non-

adherent become classified by medicine as “recalcitrant,” “deviant,” “dangerous,” and 

“careless” (Lerner 1997; Trostle 1988).  

Mykhalovskiy et al. argue that the concept of “non-compliance” first appeared in 

the field of HIV/AIDS with the licensing of AZT in 1987 (Mykhalovskiy, McCoy, and 

Bresalier 2004, 327). Maskovsky argues that the use of the term “adherence” in HIV 

care was positioned as the removal of “the stigma of “force” associated with compliance 

by replacing it with a sense of self-empowerment for the person living with HIV or AIDS” 

(Maskovsky 2005, 138). This reconceptualization from “compliance” to “adherence” 

reflects the late 1980s AIDS activism, which primarily advocated to “get drugs into 

bodies” and centred PWAs as active and central agents in HIV treatment (Brier 2009, 

168). In the years after the release of HAART, non-adherence was more often due to 

difficulty managing treatment regimes with their myriad of side effects rather than patient 

deficiency (Chesney, Morin, and Sherr 2000; Maskovsky 2005; Adam, Maticka-Tyndale, 

and Cohen 2003). Critical AIDS scholars are quick to condemn historical and present 

conceptions of non-adherence as patient incompetence or as a feature of a degenerate 

population (Adam 2011; Maskovsky 2005). 

Between 1991-1997, the FDA approved three different classes of HIV 

medications, which comprise HAART regimens. Yet, Adam et al. argue that by the turn 

of the 21st century, those adherent to the first class of HIV medications including AZT, 

were thought to have “‘spoiled’ their chances to a considerable degree by having 

developed [drug] resistance to an entire class of antiretroviral drugs by consistently 
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taking…a suboptimal treatment” (Adam, Maticka-Tyndale, and Cohen 2003, 264). With 

the development of HAART, discussions intensified and led to studies concluding that 

adherence was absolutely necessary. Adherence to HAART requires “near perfect 

dosing”(Rosengarten 2009, 29); medical research claims patients must be at least 95% 

adherent in order to avoid developing drug resistance (Maskovsky 2005, 1n). Adherence 

became the primary way to achieve viral suppression as well as prevent drug resistance, 

key factors in determining treatment success. The two main HAART prescribing 

methods addressed the major consequence of non-adherence, drug resistance, very 

differently: one approach, the “hit hard, hit early” approach and the opposing practice 

postponed HAART until people need it the most (Ho 1995; Lerner, Gulick, and Dubler 

1998, 573; Strub and Krellenstein 2012). The former anticipated the development of new 

drugs to address the ever mutating virus and the latter attempted to keep the patient 

“treatment naïve” so the available drugs work when most needed. 

In the early days of HAART, medical rationale excluded some people from this 

combination therapy (Lerner, Gulick, and Dubler 1998, 573). These potential non-

compliers were not just a risk to themselves; this rationale was “framed within a public 

health logic of risk management preoccupied with securing the health of the general 

population” (Mykhalovskiy, McCoy, and Bresalier 2004, 329). Further, Mykhalovskiy et al. 

describe how the rationale argued that non-compliers would infect the population: “non-

compliance would result in viral replication in the body and, along with it, alterations in 

the genetic structure of HIV that would release drug resistant strains of virus into the 

population when non-adherent HAART users engaged in high risk activities” 

(Mykhalovskiy, McCoy, and Bresalier 2004, 329-330).  PWAs non-adherent to HAART 

was conceived of as posing a threat to the health of the public. 

A considerable body of literature establishes systemic barriers as a major cause 

of lapses in treatment regimens most often affecting marginalized PWAs such as HIV-

positive youth and injection drug users who may be homeless and have psychiatric 

disorders (Kuyper et al. 2011; Gordillo et al. 1999; Rao et al. 2007). Yet, under the rubric 

of “non-adherence,” structural barriers—HIV stigma, poverty, and lack of access to HIV 

care—are conflated with individual attributes of PWAs (Steele et al. 2001; Van Dyk 

2010; Crane et al. 2006; Adam, Maticka-Tyndale, and Cohen 2003; Mitchell et al. 2007; 

Rao et al. 2007). This epistemological conflation mirrors and resurrects the medical 
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interest into types of non-compliers relying on early public health images of anti-

tuberculosis compliers, “’alcoholic men’ or ‘derelicts’ who were ‘dangerous,’ ‘ignorant,’ or 

‘recalcitrant’” (Mykhalovskiy, McCoy, and Bresalier 2004, 330). Racist slurs justify 

excluding Africans from HAART: “‘AIDS drugs’ wouldn’t work in Africa because many 

Africans don’t use clocks and ‘don’t know what western time is’” (Mykhalovskiy, McCoy, 

and Bresalier 2004, 331). People deemed uncivilized or reckless must show their 

allegiance to medicine through proving their fitness and responsibility making them 

worthy of receiving HAART.  

Beginning at the turn of the 21st century, pharmaceutical companies began 

making simpler HAART regimens, rolling one or two classes of HIV medications into one 

pill (Lerner, Gulick, and Dubler 1998, 575). Evading the connotations of toxicity 

associated with HAART, these simplified regimens also reflect a streamlined name, 

antiretroviral therapy (ART). Rosengarten argues that drug companies began designing 

medications with the AIDS treatment activists’ earlier critique of “drugs failing people” in 

mind (Rosengarten 2009, 44-53). She analyzes Trizivir—which was released in 2001 

and combines three HIV medications of the same class into one pill—and its direct 

consumer marketing of HIV medications. She argues that drug companies’ claim of 

rectifying adherence problems frames these medications as “liberating devices,” 

reflecting how drugs are “tailored to the subject’s needs in work and leisure” 

(Rosengarten 2009, 52). The drug companies design medications, making regimens 

easier to consume, thereby shifting the cause of drug failure from the medications 

themselves to the uncooperative patient. Her critique reconfigures the debate on patient 

agency to reveal how pharmaceutical companies transfigure adherence into freedom.  

With the further advancements of single-dose regimens in 2006, which combine 

several classes of HIV medication into one pill, the discussion of adherence shifts again. 

Now, so-called “non-adherent” patients have little reason for not taking HIV medication. 

The simplicity of the regimen supports the goal of TasP to have all PWAs on medication. 

Alongside the 2006 release of Atripla—the first FDA-approved "one-pill-once-a-day" HIV 

medications—was the simultaneous promotion of this drug for HIV prevention (Montaner 

et al. 2006). TasP advocates argued this single dose regimen addresses adherence and 

cost feasibility issues, thereby expanding the global programme of ART coverage and 

the use of ART for prevention (Montaner et al. 2006, 534; Klein and Struble 2006). 



 

 

25 

Beginning around 2010, some scientific research argues that those adherent to 

treatment for TasP purposes prevent the spread of HIV through acquiring and 

maintaining an undetectable viral load, therefore non-compliers are marked as a danger 

to society (B. G. Williams et al. 2011, 3; Donnell et al. 2010, 2096). Yet, other scientific 

studies raise challenges to TasP proponents: questioning viral load efficacy, identifying 

differences between viral loads in semen and blood, and inferring that HIV 

infectiousness cannot be deduced from blood viral loads, as I previously noted (Politch 

et al. 2012; Lambert-Niclot et al. 2012; Kalichman et al. 2002). 

Critical AIDS scholars also challenge the “science” of TasP. Haire and Kaldor 

point to the burden imposed on PWAs, as the requirement is “lifelong adherence” to ART, 

a “huge commitment, particularly when started early” (Haire and Kaldor 2013, 2-3). Race 

posits that non-adherent PWAs pose a viral threat to the population, laying the 

groundwork for intensive measures of coercion to deal with recalcitrant people (Race 

2001, 329). Van Doorn argues that TasP expects “at-risk” people, previously 

disregarded by the medical system, to protect their bodies for the sake of the greater 

good (van Doorn 2013, 901). Patton reveals the consequences of TasP: overriding 

individual rights of PWAs and self-determination of countries in the Global South (Patton 

2011, 254). However, these critiques rupture the polished, pristine scientific arguments 

in favour of TasP. There exists no study of how adherence works in TasP thus 

warranting further investigation.  

The majority of critical AIDS scholarship on TasP is in the form of theoretical and 

ethical analyses (Strub and Krellenstein 2012; Nguyen et al. 2011; Haire and Kaldor 

2013; Guta et al. 2016). Van Doorn and Patton offer the only critical empirical studies of 

TasP (van Doorn 2013; Patton 2011). While numerous other complex critiques and 

empirical studies establish an analysis of biomedicalized prevention, they are from pre-

TasP times (Patton 1990; Patton 1986; Nguyen 2005; Race 2001; Gostin 2004). Or if 

they are written during the time of TasP, this prevention intervention is not a central 

focus of the analysis (Race 2008; Nguyen et al. 2007; Mykhalovskiy 2011; Brier 2009; 

Race 2012). My research extends critical AIDS scholarship into the present day study of 

TasP adherence practices. The uniqueness of this project is not only its review of HIV 

adherence practices today, but in reconceptualizing how biopolitical power works in 

TasP by centring race and the norm, Foucauldian concepts absent in earlier biopolitical 
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HIV analyses. As I will describe further in my analytical framework section, I revisit 

Foucault’s articulation of biopower and highlight the underutilized concepts of race and 

the norm, which are either absent or minimal in conceptualization of TasP within a 

biopolitical framework.  

1.5. Significance Of Research 

This timely research contributes to the mounting critiques of TasP, and more 

broadly pharmaceutical HIV prevention interventions, posed by critical AIDS social 

science and humanities scholars that are deeply concerned with its criminal, ethical, and 

material implications. By offering an empirical study that is temporally and geographically 

specific, my investigation offers insights into how adherence works in Vancouver’s TasP 

that will contribute substantially to critiques of HIV criminalization in British Columbia and 

to understanding the intensification of new biomedical citizenry. Presently, there is a void 

in Canadian anti-HIV criminalization literature because most of the critique is situated in 

Ontario where TasP is not being implemented or considered.  

Keogh and Dodds suggest that integrating policy analysis and methods used 

within science and technology studies and sociology of knowledge is useful in exploring 

“how and why particular research findings are widely known and counted as ‘evidence’ 

of effectiveness, while others are not” (Keogh and Dodds 2015, 5). Through my 

exploration of biomedical research studies, pharmaceutical developments, clinical 

treatment guidelines, and global health policy, my work describes what knowledge TasP 

pronounces, reiterates, and appropriates as well as my study explores the connections 

in knowledge exchanges between various biomedical technologies, scientific 

investigations, and public health policies. 

With the exception of bioethics and a few cultural studies analyses, much of the 

critical AIDS scholarship in the last decade has come from the social sciences. While 

these disciplines offer great contribution to the field, the waning of critical AIDS 

humanities scholarship is unsettling particularly because it seems to coincide with the 

assertion of science knowledge within the social sciences. With the advancement of 

some PWA demands, there has been a strong movement to community-based research 

(CBR), which upholds the practices of the meaningful and greater involvement of PWAs 
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(MIPA and GIPA, 3  respectively). However, even within CBR, PWAs’ knowledge is 

reiterated within the construct of scientific studies. Although I walk a fine line between 

(social) science and humanities in my own research, I hope to posit PWA art as its own 

form of knowledge that is not subsumed under a scientific umbrella. It is not through the 

process of my work that these art pieces have come into existence or articulation as it is 

with interviews, focus groups, or even photovoice projects, but rather they are stand-

alone forms of knowledge. My analysis of these works posits them as knowledge sites 

beyond empirical research thus challenging the limits of scientific knowledge. It also 

challenges the bounds of knowledge by reigniting humanities and fine arts approaches 

to critical AIDS scholarship. While my approach may not be the first of its kind, at this 

particular time in critical AIDS scholarship it offers a return to expanding realms of 

knowledge production that humanities and fine arts offers as epistemological, ethical, 

and cultural critiques. 

The uniqueness of this project is not only its review of HIV adherence practices 

today, but in reconceptualizing how biopolitical power works in TasP by centring race 

and the norm, Foucauldian concepts absent in earlier biopolitical HIV analyses. As I will 

describe further in my methodology chapter, I revisit Foucault’s articulation of biopower 

and highlight the underutilized concepts of race and the norm, which are either absent or 

minimal in conceptualization of TasP within a biopolitical framework. This analysis is not 

merely theoretical; this work considers the moral implications we face, namely, how we 

can condone the “indirect murder” of certain people by constructing certain groups of 

people: the population and those who pose a threat to the health of the population 

(Foucault 2003, 256). With this concern in mind, my research engages with the material 

implications in Canadian society of implementing a prevention intervention that could 

very easily do much more harm than intended. Yet, to echo the words of Foucault: “my 

point is not that everything is not bad, but that everything is dangerous” (Dreyfus 1983, 

231). With this theoretical framework, this study pursues questions that expose the 

restrictive and productive power of adherence in the Vancouver implementation of TasP, 

while revealing political nature and the historical practices that rely on racism, sexism, 

and homophobia in HIV treatment intervention prevention science. 
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1.6. Chapter Outlines 

Biopower constitutes my analytical framework, detailed in Chapter 2, which has 

been used across critical AIDS scholarship to examine a number of different concepts 

and relations including earlier analyses of adherence to HIV medication. I examine the 

ways critical theories of race and racism have altered biopower and its significance for 

investigations into HIV/AIDS. My particular application of biopower examines the use of 

racism, a Foucauldian concept that has received little attention in the field of critical 

AIDS scholarship. By examining this concept closer, a line of argument regarding the 

practices of restrictive power, sovereign power, becomes visible revealing whose bodies 

are subjected to particular adherence practices in addition to the productive nature of 

power.  

To begin the genealogy of TasP adherence practices in Vancouver, I discuss my 

methodology in Chapter 3. I discuss that Foucault’s articulation of genealogy, a history of 

the present, best serves the investigation into the historical tracing of adherence 

practices. Foucault argues that genealogy dislodges the truth of science by raising 

objections and making space for the insurrections of subjugated knowledges held at 

arms’ length outside of the bounds of science (Foucault 2003). Genealogy investigates 

the connections between the body, knowledge, and power, thereby examining both 

restrictive and productive power relations (Grosz 1994). This kind of inquiry supports the 

purpose of my research to trace changes in scientific knowledge about HIV treatment 

used for prevention purposes, unveil the power relations imbued in scientific practices of 

adherence, and inject displaced knowledges of PWAs through their artwork and 

literature as challenges to biomedical claims regarding HIV treatment. Elizabeth Grosz, 

Steven Epstein, and J. Blake Scott inform my application of Foucault’s genealogy as 

they respectively offer critical insights into connecting feminist methodologies with 

Foucauldian thought and applying genealogy to the topic of HIV/AIDS. I explain how I 

have selected and analyzed my data across the various domains of biomedical and 

subjugated knowledges. 

In Chapter 4, I begin by detailing the history of treatment prevention interventions 

such as post-exposure prophylaxis (PEP), and particularly, the use of treatment to 

prevent mother-to-child transmission. A close feminist and critical race reading of the 
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discipline and regulation of pregnant HIV positive women, specifically women of colour, 

and HIV treatment interventions serves as a detailed example exposing how racism and 

sexism work together to construct a particular type of unfit, racialized mother whose 

anticipated behaviour continues to require medical intervention to protect the “unborn 

child.” The devaluation of Black and Indigenous motherhood is well describe in feminist 

academic literature and specifically how Black and Indigenous pregnant women are 

preconceived of as being improper mothers who require government intervention 

through social welfare investigations and criminal persecutions of prenatal crimes 

(Roberts 1997; Brah and Phoenix 2013; Wall 2001; Strega et al. 2008). Medical 

involvement simply extends this type of racist surveillance. Criticism from participants of 

the study questioned the possibility of developing drug resistance and the long-term 

effects of the drugs on their babies, especially given they were only “offered zidovudine 

[AZT] for the remainder of their pregnancy and for their infants during the first six weeks 

of life.”(National Institute of Allergy and Infectious Diseases 1994; Merideth and Wolfe 

1995) HIV-positive women raised concerns that this study laid the groundwork for 

mandatory testing for pregnant women (Editorial Committee of Women Alive 1995). 

Today we see their worst fears realized and exceeded in some instances where a pre-

natal ARV program, Option B+ in Uganda and Malawi, is being presented as mandatory 

for pregnant HIV-positive women (Global Network of People Living with HIV (GNP+), 

International Community of Women Living with HIV/AIDS, Coalition of Women Living 

with HIV and AIDS 2013). Following the case of HIV pregnant women through HIV 

treatment prevention interventions, I examine how sexist and colonial practices work 

together through adherence practices to monitor and administrate Indigenous women in 

British Columbia through various public health protocols. Long before conceptualizations 

of TasP existed, this example points to the initial ways the primary benefit of HIV 

medication shifted from being life-saving medication to protecting the public from HIV 

transmission. In addition, this example shows how HIV medical practices are neither 

neutral nor objective and stand as a key reason why a further investigation into TasP 

practices are necessary. I explain how these scientific claims circulate, who can make 

these claims, who uses these claims and how as well as what the effect of the ways 

scientific knowledge about TasP are made in policy and clinical guidelines. This detailed 

example sets the basis to explore the scientific explanations of the need for and benefits 

of TasP. I examine the changes in knowledge claims made regarding the efficacy, scope, 

and application of using ART in preventative interventions. 



 

 

30 

After describing the changing scientific claims and knowledge of TasP, I delve 

into mapping the shifts in HIV medication adherence practices prior to the “scientific 

discovery” of TasP and after its announcement. Chapter 5 represents a closer look at 

the changes in adherence practices in HIV biomedical research, clinical guidelines, 

pharmaceutical developments, and public health policy. I compare and contrast 

adherence practices across these four domains of scientific knowledge on HIV treatment, 

highlighting what the present iterations allow for in terms of practices, knowledge, 

subjects, and objects. 

I take up PWA resistances and struggles with HIV medications in Chapter 6 

through the examination of artwork, newsletters, and other PWA-produced materials. 

This chapter stands apart from the previous ones, which solely examine scientific 

knowledge. Using PWA-produced art and writing, I describe the multiple and 

complicated public discussions and contestations PWAs have regarding adherence to 

HIV medications or surrogate markers such as blood and viral load. I describe the 

complex relationship between objections to and integrations of ART in both pre-TasP 

and TasP eras. My analysis of PWA-produced materials that speak about adherence to 

HIV medication reveals their sustained critique of HIV medications as well as the way 

ART shapes PWAs’ bodies, identities, relationships, and lives. 

In my conclusion, Chapter 7, I begin with a discussion of imperial projects and 

their relation to sovereign power. Next, I examine the productive nature of adherence 

practices in TasP that construct identities, namely the Undetectable, the Unsuppressed, 

and the Undiagnosed. I elaborate on the implications of this knowledge as it relates to 

blood and viral load as they become ways PWAs know themselves. I argue that violence 

is incorporated into the production of subjects by theoretically engaging with critical race 

theories of biopower and empire. When integrated into a biopolitical analysis, Foucault’s 

concepts of racism offers a more nuanced analysis attentive to the ways in which racism 

structures and is recuperated in HIV adherence practices. Specifically, I examine how 

the power of the sovereign is resurrected in the pre-TasP era through cases of 

mandatory testing and treatment as well as quarantine. I explain how racism is used in 

HIV adherence practices to separate out those who are made to live and those left to die. 

By describing the relationship between HIV adherence practices, sovereign power, and 

biopower, I highlight the ethical dilemmas we face in TasP as it calls for the protection of 
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public health over the rights of the individual PWA through the use of force. Following 

Foucault’s direction, I call into question the truth of science regarding TasP not to deny 

that treatment for prevention exists, but rather to open the discussion to multiple 

knowledges that can inform our use of this “new” technology. 
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Chapter 2. Analytical Framework 

Before detailing my methodology, I outline my analytical framework to explore 

how racism relates to the examination of power deployed in the HIV prevention 

intervention, TasP. I begin by examining Foucault’s use of power relations, domination, 

and practices of freedom. Biopower is a form of power that both disciplines the individual 

and regulates the population. Foucault situates racism as vital to biopolitical projects in 

order to distinguish those whose health should be preserved and those who threaten the 

health of others. Critical theories of race and racism engage substantially with the role of 

racism in Foucault’s biopower, offering challenges and extensions to its productive and 

repressive power. Known for focusing on the ways power creates subjects is a key 

analytical function of a Foucauldian investigation. Yet, anti-colonial theorists such as 

Achille Mbembe and Sunera Thobani offer considerable theoretical tools, rooted in 

Foucauldian methods, to understanding the role of violence in the production of 

subjectivities. I take up several analytical extensions to Foucault’s use of biopower, 

including the continued role of sovereign power in biopolitics, the shifts in war and its 

tactics, and the production of raced subjectivities. Then examining critical AIDS 

scholarship, I look to the consequences of a Foucauldian biopolitical analysis 

disengaged from the politics of race and racism. Informed by critical race theories, I 

propose a way to centre racism in biopower, which reveals a richer analysis of TasP. 

2.1. Foucauldian Explorations of Power Relations: 
Domination, Oppression, and Practices of Freedom 

Numerous modern and postmodern schools of thought engage with the concept 

of power, including the fields of political science and sociology (see, for e.g., Stephen 

Lukes’ three faces of power and Marxism’s mobilization of repressive power), to analyze 

societal hierarchies. However, I turn to French historian Michel Foucault’s use of power 

relations as it elaborates both the repressive and productive contours of power. Similarly, 

I draw strongly from Foucault because his articulation of biopower, as a particular type of 
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power organizes and produces not only sexuality and identity, but also expands 

specifically on the role of racism in the making of sexual identities. Before detailing my 

use of biopower I examine the analytical concept of power relations, particularly 

domination, and its relation to feminist engagements of oppression. I briefly engage with 

the articulations of oppression and domination of Marilyn Frye, Iris Marion Young, and 

Ladelle McWhorter. Marilyn Frye and Iris Marion Young’s definitions of oppression are 

foundational not only in philosophy and political science, respectively, but more broadly 

in feminist studies. Ladelle McWhorter’s philosophical work on domination centres more 

directly on Foucault, taking a feminist, critical race approach, which offers some insights 

that Frye’s and Young’s work misses. I preface my analytical framework with this 

important discussion because it frames the type of power relations I investigate, 

engages in notable feminist theorizing about these types of relations of power that 

parallel my approach, and lays the groundwork for thinking about resistances within the 

HIV treatment adherence practices. 

Although Foucault noted that his use of power as an analytical concept is limited 

in his earlier or archeological work, it is a central focus in his genealogical work. While 

he claims he “scarcely ever used the word,” he does articulate how “relations of power” 

function through exclusion and constriction in archeology (Foucault 1996, 441). In his 

genealogical works, his focus shifts to examine the ways power relations are productive, 

constructing specific subjectivities. In elaboration about “relations of power,” Foucault 

notes that they are “relationship[s] in which one person tries to control the conduct of the 

other…[they] exist at different levels, in different forms; these power relations are mobile, 

they can be modified, they are not fixed once and for all” (Foucault 1996, 441). His 

outspokenness regarding the power’s positive nature cannot be denied; yet, I argue he 

remains interested in the negative aspects of power in his genealogical inquires. 

Foucault’s articulation of biopower serves as an important example of his steadfast 

investigation into power relations that constrict and produce. Rather than viewing 

Foucault’s work within a linear and evolutionary trek, one he would surely denounce, I 

view his concepts as reworking each time articulating something different, yet still useful 

in their first incarnations. Colonial historian Ann Stoler suggests that concepts from 

Foucault’s earlier work reappear in later pieces performing new types of analytic roles, 

which are never quite the same (Stoler 1995b, xi & 8). Such an example can be seen in 

the recursive use of disciplinary power articulated through concepts such as biopower 
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and governmentality. The focus of this section examines domination and feminist 

engagements with a similar concept, oppression, which too reflects constraining power. 

In an interview entitled, “The Ethics of the Concern for Self as a Practice of 

Freedom,” Foucault engages with “states of domination” to articulate the utility of his 

relatively new venture into the care of the self, a form of ethics based on philosophical 

works in ancient Greece (Foucault 1996, 434). Here, he articulates that states of 

domination, which he distinguishes from domination proper, as situations where power 

relations are immobile and “remain blocked, frozen” (Foucault 1996, 434). In his 

examples of states of domination, he describes the institution of marriage in the 18th and 

19th centuries, where “women had quite a few options” for resistance, but “they were still 

in a state of domination insofar as these options were ultimately only stratagems that 

never succeeded in reversing the situation” (Foucault 1996, 442). He further describes 

the working class resisting domination through organizing trade unions, political parties, 

or strike action. He uses these examples to illustrate his point that domination, even 

states of domination, do not foreclose resistance. In fact, he posits that the questions 

rather are “knowing where resistance will develop….[and] what form it will take” 

(Foucault 1996, 442)? For Foucault, resistance is possible even in relations of 

domination. 

Taking up Foucault’s concept of domination, Ladelle McWhorter argues that his 

particular concept is more useful for the feminist movement than feminist articulations 

(via Marilyn Frye and Iris Marion Young) of oppression (McWhorter 2013). While both 

analytical concepts are similar in that they speak of the immobility of one group at the 

mercy of another, they differ in their conceptions of resistance. Frye succinctly describes 

oppression as to “Mold. Immobilize. Reduce.” and believes that the oppressed group can 

change their condition (Frye 2000). McWhorter sides with Foucault in that oppressed 

groups are not the sole sources of change in relations of domination, as he states in his 

example of Victorian women’s resistance in marriage. With regards to Young’s 

articulation of oppression, McWhorter asserts that Young accepts Frye’s definition, but 

elaborates in two important ways. First, Young specifies that there are specific systems 

or structures in play: “exploitation, marginalization, powerlessness, cultural imperialism, 

and violence” (Young 1990, 9). Second, she argues that the concept of group is a 

central feature of oppression: “oppression is the inhibition of a group through a vast 
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network of everyday practices, attitudes, assumptions, behaviors, and institutional rules; 

it is structural or systemic” (McWhorter 2013, 59). However, under the individualism of 

neoliberalism, groups no longer exist, ”only individuals, aggregates, and more or less 

voluntary, conscious associations of individuals” (McWhorter 2013, 65). The significance 

of Young’s analytical concept of oppression is defunct within neoliberal contexts 

because the individual becomes the primary entity and even the mere existence of a 

group is refuted. 

Not all is lost in these neoliberal times. McWhorter argues that rather than 

analyzing oppression, we should more generally analyze power relations as Foucault 

has done. McWhorter argues that using the broader analytical conceptualization of 

power relations, which exposes oppressive effects and provides “theoretical vocabulary 

for conceptualizing them as systemic” (McWhorter 2013, 68). Foucault posits that in 

domination, “the power relations, instead of being mobile, allowing the various 

participants to adopt strategies modifying them, remain blocked, frozen” (Foucault 2010c, 

283). Here, we see that Foucault’s domination is quite similar to Frye’s oppression. 

However, these two concepts differ in their approach to resistance. Foucault argues that 

while the dominated group may resist, their sole individual actions are futile in changing 

relations of power. Further, he contends that external factors, notably collective actions, 

tip the scales in relations of domination (Fornet-Betancourt et al. 1987).  

In speaking of resistance, McWhorter argues that we must take a stronger stance 

than resisting relations of force; we must oppose them. She suggests that opposition to 

formations of power is not a blunt, heavy force, but rather a series of refined strategies: 

“it means strategically intensifying some of the forces within given relations, augmenting 

them, linking them with other networks that can supplement them” (McWhorter 2013, 68). 

Further, she details the three registers of opposition to power relations that Foucault 

proposes: first, to strengthen the forces of those “oppressed” within situations where 

change is possible; second, to “create new relations of power/knowledge that traverse, 

rival, or even displace what is objectionable;” and third, to challenge the 

power/knowledge relation through what Foucault calls “practice of freedom” (McWhorter 

2013). Foucault’s conception of resistances includes not only the individual actions of 

practices of freedoms (or care of the self), but also more collective options of the former 

two registers. Within the feminist world, feminist critique, in its diverse approaches, 
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applications, and venues, along with consciousness-raising groups can serve as 

practices of freedom because they are engaged in collective efforts not only with the 

common aim of emancipating women, but also “the creation of a world where oppression 

never gets a foothold once it is vanquished” (McWhorter 2013, 72). Practices of freedom 

advance a more radical feminist approach, that of social change.  

McWhorter specifically distinguishes disciplinary practices from practices of 

freedom; the former are corrective, perpetual, and repetitive, increasing obedience 

whereas the latter are protective, transformative, creative, thereby “increas[ing] 

capacities while decreasing docility” (McWhorter 2013, 70). Further, she elaborates that 

modern practices of freedom are aligned with the ancient Greek practice of care of the 

self, which is practiced ethically within the ethos of freedom. Foucault notes that rather 

than being an individualistic practice, the modern practices of freedom are deeply 

integrated into complex social relations. Practices of freedom or care of the self are “a 

way of caring for others” (Foucault 1996, 437). Foucault elaborates that “ethos implies a 

relationship with others, insofar as the care of the self enables one to occupy his rightful 

position in the city, the community, or interpersonal relationships, whether as a 

magistrate or a friend” (Foucault 1996, 437). He explains that practices of freedom 

include being open to learning, conveying a sense of humility in understanding what role 

one plays in relationships, not simply always taking a leadership role. McWhorter goes 

on to detail how the feminist movement already includes many practices of freedoms, 

such as feminist critique and feminist pedagogy, which work to right gendered power 

relations and enact feminist principles of shared power in teaching relationships. 

McWhorter links specific feminist theory with Foucauldian thought with a 

significant addition: the neoliberal tactic of erasing groups requires multiple and varied 

forms of resistance such as practices of freedom. McWhorter challenges Frye’s 

definition of oppression by contesting who is able to resist, redirecting our attention to 

Foucault’s mobilization of domination and resistance. Groups are the defining feature of 

oppression for Young and McWhorter alerts us to the analytical problem we face in 

examining power relations in this neoliberal era. McWhorter highlights the utility of 

Foucault’s practices of freedom as a way to combat domination, renewing hopeful 

resistance that recentres the individual within a collective context. This is important for 

my project because it highlights some of the neoliberal nuances and contradictions 
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arising in shifts between the individual and the collective within the field of HIV/AIDS: the 

simultaneous erasure of the dominated collective alongside the heightened privilege of 

the public, and the highly-surveyed, (ir)responsible, (non-)adherent HIV-positive 

individual. As well, collective practices of freedom also challenge the only perceivable 

neoliberal response, the demand for individual patient rights, asking us to be more 

creative in seeking solutions to the problems invested in HIV treatment adherence 

practices. This project stresses the tense and shifting relations between the collective 

and the individual in light of neoliberalism. What this discussion on oppression and 

domination also highlights is that I enter into the examination of adherence to HIV 

treatment in TasP understanding that there are relations of power at work, namely 

relations of domination. 

2.2. War, Race, Racism, and Biopower 

War has not been averted. War obviously presided over the birth of 
States: right, peace, and laws were born in the blood and mud of battles. 
(Foucault 2003, 50) 

Foucault posits that the analysis of power should be on the basis of war-

repression (or domination-repression as he also refers to this dyad) rather than the 

common approach of contract-oppression, where oppression is the violation of the limits 

in contract theory (Foucault 2003). He argues that the latter analytical framework 

investigates abuse whereas the study of war-repression is the study of “simply the effect 

and the continuation of a relationship of domination. Repression is no more than the 

implementation, within a pseudopeace that is being undermined by a continuous war, of 

a perpetual relationship of force” (Foucault 2003, 17). Proposing the study of domination, 

Foucault suggests three objectives: first, to not ask subjects how, why and by what right 

do they agree to subjugation, but to show how relations of subjugation manufacture 

subjects; second, to “reveal relations of domination, to allow them to assert themselves 

in their multiplicity, differences, specificity, reversibility;” and third, to reveal relations of 

domination not by tracing origin of what gives them their legitimacy, but to “identify 

technical instruments that guarantee their function” (Foucault 2003, 46). Proposing this 

methodological direction, he asks if the relationship of force can be characterized as a 

relation of war. From here, he articulates how “politics is the continuation war of by other 

means.” From Foucault’s terms that describe his understanding (tactics, strategies, 
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deployments, etc.) to the repetition of this phrase in other works such as Discipline and 

Punish and The History of Sexuality, Vol. I, we can see how war frames a significant 

portion of his genealogical work (Foucault 1977a; Foucault 1990).  

Society Must Be Defended stands as Foucault’s genealogy of war in modern 

“peaceful” times, where he posits that a race war is at the root of modern power relations. 

Foucault argues that “the idea that war is the uninterrupted frame of history takes a 

specific form: The war that is going on beneath order and peace, the war that 

undermines our society and divides it in a binary mode is, basically, a race war” 

(Foucault 2003, 59-60). Although race war undergoes several transformations beginning 

in the sixteenth century, moving from a war between two races to a societal war of one 

race within its own borders. This discourse of power, of battle, of race war makes 

possible a:  

race that is portrayed as the one true race, the race that holds power and 
is entitled to define the norm, and against those who deviate from that 
norm, against those who pose a threat to the biological heritage. At this 
point, we have all those biological-racist discourses of degeneracy, but 
also all those institutions within the social body which make the discourse 
of race struggle function as a principle of exclusion and segregation and, 
ultimately, as a way of normalizing society. (Foucault 2003, 61)  

In sum, Foucault argues that race war gives way to “state racism,” an internal 

racism where society turns against itself, requiring permanent purification. (Foucault 

2003) In the History of Sexuality, Vol. I, Foucault argues that “state-directed racism, 

furnished this technology of sex with a formidable power and far-reaching consequences” 

(Foucault 1990, 119). Although Foucault’s brief treatment of state racism in The History 

of Sexuality, Vol. I is oddly dated and placed as emerging in nineteenth century Europe, 

in Society Must Be Defended, he draws out a longer lineage of his terminology, state 

racism, which he elaborates on its connections to the race war discourse of earlier 

centuries. Effectively he argues that at the heart of a normalizing and biopolitical society 

is a society predicated on racism.  

In The History of Sexuality, Vol. I, Foucault details the function of biopower 

through his main question, which centres on how sex was put into discourse. His answer 

elaborates on shifts in power from the sovereign, who rules by force and threats of death, 

to power to invest in and preserve life, biopower. Biopower works as a technology of life 



 

 

39 

on two poles: disciplining the individual and regulating the population (Foucault 1990). 

“On one hand [sex is] tied to the disciplines of the body: the harnessing, intensification, 

and distribution of forces, the adjustment and economy of energies” (Foucault 1990, 

145). Foucault’s concept of discipline works on the body to shape it, survey it, and 

correct it. This is the first pole of biopower that works to construct and correct the 

“individual.” The second pole of biopower is at the level of the “population;” “on the other 

hand, [sex is] applied to the regulation of populations, through all the far-reaching effects 

of its activity” (Foucault 1990, 145). Similarly to the construction of the “individual,” 

Foucault exposes how conceiving of a group of people as a “population” is a particular 

new invention (Foucault 1990). The population, too, becomes an object of knowledge 

and target of intervention through sexuality (Foucault 1990). Birth rates, morbidity rates, 

hygiene, public health are markers of sex and population, ways to regulate the 

population. Population interventions focus on “raising the standards of morality and 

responsibility” (Foucault 1990, 146). Across both poles, sex gives “rise to infinitesimal 

surveillances, permanent controls, extremely meticulous orderings of space, 

indeterminate medical or psychological examinations, to an entire micro-power 

concerned with the body” (Foucault 1990, 145). It is through sexuality that biopower is 

deployed; sexuality “was not a mark or a symbol, it was an object and a target” (Foucault 

1990, 147). 

An important part of this change in power is the role of the norm. The norm 

applies to both the individual and population to separate out those who are healthy from 

those who are not. Certain bodies are marked against the norm producing them as 

degenerate; they do not perform as normal bodies because they are infected, deformed, 

or deficient. They do not meet the standard of the norm. Other bodies are marked as 

deviant through actions committed, which are deemed illegal, immoral, or dangerous. 

They “choose” to act against the norm. These marked bodies are often conceptualized 

as homosexuals, criminals, drug users, sex workers, Indigenous people, people of 

colour, people with HIV, people with disabilities, and so on – people outside of the norm. 

These bodies are dangerous because they risk infecting the purity of life with their 

qualities that are marked as vile and dirty and they pose great danger to the life of the 

population. As Foucault argues, the norm is defined by the superior race who measures 

the sub-race against it, but he also suggests that the norm is an element that is equally 

applied to both the individual and the population (Foucault 2003). These two 
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components of the norm highlight the possible shifting nature of the norm and who is in 

control of applying its rule. The superior race defines what normal is for both the 

individual and population in its own ways, shifting the definition as they see fit in order to 

promote life. 

The power to foster life, biopower, articulates the changes in war from defending 

the name of the sovereign against a foreign nation to waging an internal slaughter to 

preserve the life of the social body (Foucault 1990). But it also marks a conversion of the 

power of the sovereign, the power to rule over death; “One might say that the ancient 

right to take life or let live was replaced by a power to foster life or disallow it to the point 

of death” (Foucault 1990, 138). For as much as Foucault’s argument details the 

emergence of biopower, he makes no claim that there is a clear break between 

sovereign power and biopower (Stoler 1995a). In addition, Foucault proposes that 

sovereign power, the right to kill, is transformed into an “excess” of biopower, making 

possible the right to kill in the name of proliferating life (Foucault 2003). In modern times, 

sovereign power is transformed from a right to kill to protect from outside threat to a right 

to kill to protect from an internal threat; it is refashioned as law and rights, as juridical 

discourse; it is diversified from the singular right of the sovereign to kill to various, mobile 

rights to kill infused throughout the social body, the nation-state, and its structures 

(Foucault 2003). In short, the sovereign’s right to kill is converted into “a deadly principle 

in the modern state’s biopolitical management of life” (Stoler 1995a, 89). In asking how 

can death function in a power focused on life, Foucault answers himself, “it is, I think, at 

this is the point that racism intervenes”(Foucault 2003, 254). 

As is evident from what Foucault has just explained in the earlier Society Must 

Be Defended lectures that he is not claiming that nineteenth century bourgeoisie 

“invented” racism, but rather this moment when racism is repurposed for the modern 

state and nation building (Foucault 2003). Within the emergence of biopower, he argues 

that racism is the “the break between what must live and what must die” (Foucault 2003, 

254). It intervenes to enact the refashioned sovereign power that has been repurposed 

to prune off the degenerate, deformed, and deviant, in other words, biological threats to 

life. He proposes that racism has two functions in biopower: first, it “fragments” the social 

body into subspecies or sub-races to create “caesuras within the biological continuum;” 

(Foucault 2003, 255) second, it converts the repressive power to kill into a positive 
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power to kill in that killing is justified to regenerate healthy life (Foucault 2003). Racism 

remakes the war of “confrontation” into a war preserving a “healthier and purer” 

biological life (Foucault 2003, 255). Therefore the right to killing, as well as other violent 

acts such as “exposing someone to death, increasing the risk for death of some people, 

or, quite simply, political death, expulsion, rejection, and so on,” is not required for 

victory, but rather to eliminate the “biological threat to and the improvement of the 

species or race” (Foucault 2003, 256). Racism is the “indispensable precondition” that 

makes killing and violence acceptable within a biopolitical modern state (Foucault 2003, 

256). 

In her canonical work, Race and The Education of Desire: Foucault’s History of 

Sexuality and the Colonial Order of Things, Ann Stoler challenges the chronology and 

geography of Foucault’s construction of European bourgeoisie order by injecting imperial 

colonies into the analytical field. Before detailing her contributions to biopower as an 

analytical concept, which I will do shortly, I want to highlight her assessment of 

Foucault’s use of race and racism in biopower. She makes four significant deductions 

from his accounts. First, his interest in race is not in its changing meaning, “but the 

particular discourses of power with which it articulates and in which it is reconceived” 

(Stoler 1995a, 68). Second, she argues that he is not interest in its semantics, but how it 

is recuperated and redeployed in polyvalent ways. Third, although nineteenth century 

biological science is credited with creating a taxonomy of races, it does so by drawing on 

the seventeenth century discourse of race war and its potential “biologizing power of the 

normalizing state” (Stoler 1995a, 68). Lastly, Stoler posits that racism’s “polyvalent 

mobility does more than describe its etymology; it critically accounts for the nature of 

modern racism and the sustained power invested in it” (Stoler 1995a, 69). What is 

particularly notable about Stoler’s crystallizations of Foucault’s racisms is that she 

dismisses that racism appears in economic or political crises as an ad hoc explanation to 

explain the catastrophe, but rather racism is an appearance of the enduring internal 

societal war, calling for constant purification, and it is part of the normalizing, biopolitical 

state and the social body (Stoler 1995a). 

Stoler’s main thesis is that the modern power of biopolitics was an inherently 

imperial project where its productive nature of categorizing and ordering were mobile 

and tenuous as they circulated between the colony and metropole. Her analytical 
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approach does not undermine the analytical weight of biopower, but extends it by 

offering a refined understanding not only of how biopower works in terms of race, but 

also how central the imperial project is to biopolitics. She offers a reformed timeline that 

situates the multiple (re-)makings of race and racisms as pandemic in European empires 

rather than endemic solely to Europe (Stoler 1995a). In fact, she declares, “racism was 

intrinsic to the nature of all modern, normalizing states and their biopolitical technologies” 

(Stoler 1995a, 88). In addition, she argues that state racism was never “gender neutral” 

in the regulation of sexuality upon which practices of motherhood and masculinity as well 

as “gendered assessments of perversion and subversion are part of the scaffolding on 

which the intimate technologies of racist policies rest” (Stoler 1995a, 93). Her reworking 

of biopower significantly deepens the relationship of race and racism to biopower, 

making visible the instability of the colonial order while also affirming its central role in 

ushering in this modern power. 

As Stoler’s analytical insights inform my conceptual framework of biopower, I 

engage race and racism as integral components of biopower. In doing so, several 

analytical relations become visible: the imperial connections with biopolitics; the ways 

race is recuperated and figures into the making of the modern state and its biological 

subjects; how race is constitutive of sex, sexuality, and class; the ways the power of 

sovereignty is enacted in a normalizing society as racism to fracture and make violence 

acceptable to protect the social body; and the ways the norm changes to carry out 

biopolitical purification. While my analytical approach draws from, and then parallels 

many critical race theorists, it reshapes and reframes analytical uses of biopower in 

much of the literature in critical HIV studies. My conceptual application attends to the 

constitutive elements of imperial formations, race, and racism on the biopolitics of TasP 

in the twenty-first century in British Columbia. In doing so, I am able to analyze not only 

the disciplinary and regulatory elements of TasP adherence practices, but also the 

ruptures of violence, the retooled sovereign power now deployed for biopolitical 

purposes. My work will show how force returns to the modern normalizing society in 

cases of non-adherence to HIV treatment along with the productive nature of these 

practices. From instances of mandatory HIV testing of sex workers and immigrants to 

quarantining HIV-positive Haitian asylum seekers, the power of the sovereign re-appears 

as the heavy hand rooted in racism when normalizing practices fall short. 
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2.2.1. Modern Imperial Practices 

Before discussing a substantive postcolonial challenges to Foucault’s biopower, I 

want to explore briefly the relationship between racism, colonialism, and imperialism to 

ground experiences of racism to science and the settler nation-state of Canada. In the 

following section (2.4), I will delve deeper into ideas of nation and citizenship and their 

connections to racism. Extending back from the sixteenth century, imperialism is 

characterized by its ongoing expansionist economic system rooted in a universal human 

nature (“Imperialism/Nationalism,” 2010a, 354). While Seamus Deane argues 

colonialism disguised itself through its adventure of personal heroics embedded in a 

specific national-religious formation, he references Hannah Arendt’s articulation of 

imperialism as “a consolidated crusade for civilization and development, with all its 

attendant bureaucracies, technologies, and controls” (“Imperialism/Nationalism,” 2010b, 

354). Modern practices of imperialism rest on ideals of history and race to affirm the 

construction of the advanced Self and prehistoric Other, not only geographically, but 

epistemologically as well (“Imperialism/Nationalism,” 2010c, 355). Deane posits that 

historical destiny is reinforced by scientific concepts such as evolution in which race and 

history enfolded on each other; “racial evolution and historical destiny were envisaged as 

ineluctable forces that marched together in the name of Progress toward the triumph of 

‘civilization’” (“Imperialism/Nationalism,” 2010d, 355). Situating colonialism as 

imperialism’s amateur predecessor, Deane argues while colonialism institutes the 

empire in the New World, it is imperialism that takes on the custodial role of global 

ordering and supervision (“Imperialism/Nationalism,” 2010e, 355). 

While David Goldberg argues the rationalization of race enabled European 

expansion (Goldberg 2011, 3), Deane contends enlightened humanism and Darwinism 

conjoin in imperialism to mark overcoming barbarity and savagery by engaging specific 

national identity formations (“Imperialism/Nationalism,” 2010f, 359). Nation is also a 

practice of imperialism as it gives more concrete shape than colonial enterprises. Race 

is also central to the modern construction of the nation-state (Whitmarsh and Jones 

2010; Thobani 2007, 8). Through nation building, savages and barbarians are civilized 

and tamed with imperial civility and administration. Sunera Thobani extensively remarks 

on the role of exaltation in constructing and affirming the Canadian national subject from 

modern to neoliberal times, which I expand on in the following section (2.4) (Thobani 
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2007, 5). In his study of White Civility: The Literary Project of English Canada, Daniel 

Coleman describes the concept of civility:  

as it evolved under the contradictory impulses of Enlightenment 
modernity, [it] could rationalize, first, the production of Aboriginal status 
and, then, its exclusion from the civil sphere, where equality and liberty 
were ‘universally’ enjoyed by means of the time-space image of progress 
of civilization, as children or primitives who must be educated before they 
could be welcomed into the advanced company of the civil. (Coleman 
2006)  

He explains how at the turn of the twentieth century Canada’s rush to establish 

itself as a modern literate nation among the great countries of the world mimics British 

gentlemanliness displaying its cultured civility through its own production of poetry and 

literature, but also bestowing civility through literacy upon non-white immigrants and 

Indigenous peoples. 

“Modernity is marked by novel modes of globalizing reach and so transforming 

modes of population definition and regulation” (Goldberg 2011, 328).  Expansion, civility, 

order, and progress characterize modern imperialist practices. Goldberg asserts the 

central spirit of modernity is found in its “commitment to continuous progress: to material, 

moral, physical, and political improvement and to the promotion and development of 

civilization, the general standards for which the West took to be its own values 

universalized” (1993, 4).  The “Third World Woman,” as Chandra Mohanty has named 

her, is often the ground upon which civilizing and imperialist practices are enacted 

(Mohanty 1984). In theorizing the Hindu practice of sati banned under British rule in the 

late eighteenth century, the practice of widow burning, Lata Mani argues that women are 

neither objects nor subjects in this discourse, but rather “the ground of the discourse on 

sati” (Mani 1998, 79). “White men saving brown women from brown men,” as Gayatri 

Spivak repeatedly notes (Spivak 1994, 33). The gendered practices of race refine 

imperialist practices in civility enacting their violence dehumanizing further colonized 

women while proclaiming the benevolence of both white imperial men and women.  

Instituting civility is another means of imposing colonial violence, albeit in an altruistic 

manner. Imperialism not only marks expansion, administration, order, and benevolent 

rule, but it can be summarized most appropriately as a civilizing practice of gender 

bestowing the modern virtues of reason, progress, and truth. 
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As I have argued while imperialism institutes civility, order, and administration, I 

heed Linda Tuhiwai Smith’s distinction between colonialism and imperialism, to which 

she remarks how “imperialism frames the Indigenous experience” (L. T. Smith 1999, 19). 

Establishing the colonies, which feed the empire, she argues colonialism is the outpost, 

the fort, the port not an exact replica of the imperial centre (L. T. Smith 1999, 23). Mary 

Ellen Kelm too distinguishes empire building as a global project and colonization as a 

local or internal one (Kelm 1999, xix).  Colonies serve as the imagined empire yet to 

come. Tuhiwai Smith’s articulation clarifies the colony never quite becomes the empire, 

which mirrors Edward Said’s critique of the relation between the Orient and the 

Occidental. The colony never quite gets it right.  

As well for Tuhiwai Smith, race as a category links reason, colonialism, and 

rights of citizenship producing racist practices of modernity (L. T. Smith 1999, 45). Akin 

to this position, Emma LaRocque argues racism is both the foundation and justification 

of colonization (LaRocque 2010, 9). Aligned with LaRocque’s position and taking up 

Franz Fanon’s assertion, Thobani argues colonialism establishes an order of absolute 

violence transforming Indigenous peoples into things: “the violence necessary to bring 

into being the colonial order fashioned and propagated a racial order. It organized 

privileges, right, entitlements of juridical subjects through a race status actuated as 

essential and immutable” (Thobani 2007, 38). If we interpret colonialism as the specific 

raced practices internal to the colony and imperialism as the broader civilized plan, then 

we can see how the installation of imperialism later in Canada’s nation-building is 

enacted. Once the ground is claimed, marked, and settled, the “Indians” are eradicated 

and contained for the empire to erase then traces of savagery through practices of 

civility. I see the processes of imperialism and colonization as iterative. I take up 

colonialism as the continued process of attempting to establish the empire, a precarious, 

but persistent process never quite complete.  

2.3. Drawing together Critical AIDS Scholarship and Critical 
Race Theory to Advance Analytical Discussions of 
Biopower 

Part of my theoretical challenge in this project is bringing together academic 

discussions that rarely engage with each other, namely critical AIDS scholarship and 
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critical race theory. While critical race theorists have a long tradition of critiquing 

modernity, science, and medicine, they rarely interrogate the most significant modern 

pandemic, HIV. Critical AIDS scholarship has limited engagements with critical race 

analytics. Yet, both fields critically engage with Foucault. Ann Stoler comments that no 

other analytical frameworks in colonial studies are so heavily drawn from as those that 

draw from Foucault (Stoler 1995a). Critical HIV studies too are saturated with 

Foucauldian analyses (Nguyen 2005; van Doorn 2013; Epstein 1996; Epstein 2007b; 

Comaroff 2007; Scott 2003; Wald 1997). Therefore, in the interest of drawing these two 

fields of study closer together, I offer a brief review of critical race theory’s Foucauldian 

analysis of race and racism, followed by their examination of modernity and its 

corresponding practices of science to highlight how these analytical concepts are used 

to disrupt the apparent objectivity of science. Next, I specifically engage debates in 

critical race theory regarding biopower, namely the re-working of sovereign power, also 

understood as law, rule, force, or juridical power. Following this review of Foucauldian 

extensions, I examine how critical AIDS scholars have taken up biopower, race, and 

racism to highlight the significant gaps between these two analytical employments. I 

argue that critical AIDS scholarship can extend its application of biopower by reworking 

the concept bearing in mind critical race theory’s critiques. 

2.4. Critical Race Theory and Biopower: Conceptualizations, 
Critiques, and Extensions 

Before detailing how critical race theorists engage with biopower, I first offer my 

own conceptualization of race and racism as analytical concepts informed by 

Foucauldian critical race theorists: David Theo Goldberg (1993), Sunera Thobani 

(Thobani 2007), Achille Mbembe (Mbembe 2003; Mbembe 2001), Sherene Razack 

(Razack 1998). Sioban Somerville (Somerville 1994), and Sara Ahmed (Ahmed 2000). 

In this Foucauldian sense and paralleling Goldberg’s work (1993, 41-60), I posit racism 

as a discourse, the violence we do to things (Foucault 2010b, 229). Within a biopolitical 

framework, racism enacts violence on those who threaten the purity of the social body. 

Through the construction of race as an object of racist discourse and through 

modernity’s maniacal categorization and hierarchization, race institutes, defines, refines, 

augments, challenges, dissolves, reifies, and perpetuates racial hierarchy establishing 

humans and non-humans (Goldberg 2011, 351; Thobani 2007, 55), or rather, “things.” 



 

 

47 

While, I maintain the biopolitical nature of racism Foucault articulates to distinguish those 

who are made to live from those left to die, I assert that racism also accounts for marking 

some people as non-humans outside of the population and therefore susceptible to 

death.  

Referencing Frantz Fanon, Sunera Thobani argues that in the making of Canada 

and the white Canadian national, the Indian is set apart from the human race; absolute 

racist violence is the basis for the Canadian colonial order, which transformed “the 

‘native’ into a ‘thing,’ an object of exploitation” (Thobani 2007, 37). Further, she contends 

that Achille Mbembe’s theory of ‘commandment’ applies to the Canadian colonial order 

in that it enacted three particular forms of violence: first, a foundational violence upon 

which conquest was declared and land was mapped by foreign sovereign powers; 

second, a legitimating violence that transformed the former violence into authority; and 

third, a moralizing violence that ensured the domination of authority by “manifesting itself 

in ‘banal’ and ‘ordinary’ situations” (Thobani 2007, 41). Similarly, David Goldberg argues 

racist expression is not only the claim of superiority, but rather the exclusion from 

“protection, privilege, property, or profit” (1993, 5). Drawing from Mbembe as well, 

Goldberg expands his argument of racism as exclusion specifying that race is the fuel 

sparking the “spirit of violence” that sustains exclusion and “the varieties of more or less 

visceral violence underscoring and extending them” (Goldberg 2011, 351). Further, he 

argues that racisms order, require, and fabricate race (Goldberg 2011, 355). Sarah 

Ahmed positions race as a tool of racism, which mirrors Goldberg’s analogy of race as a 

glove and racism as the fist within it (1993, 9). In other words, racism tells race what 

violence to do. My own assertion of racism as a discourse affirms the material 

consequences of racial violence across historical and localized particularities and 

through its shifting and resurrected forms. The discourse of racism is as productive as it 

is violent. 

Not only is racism engaged in violent racial practices such as genocide, 

enslavement, and exploitation, but it also constructs raced subjects and knowledges. 

Whitmarsh and Jones argue that knowing is ruling and caring is a regulation (Whitmarsh 

and Jones 2010, 10). These seemingly benign practices of knowledge and altruistic 

intervention are violent too in that they establish the means by which repressive and 

exclusionary practices occur. We come to know ourselves through race and our relation 
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to the established racial hierarchy. Goldberg summarizes the relation between race and 

racism by describing race as having been “historically concerned [with] the fabrication of 

homogeneities, their making and their embroidery, arrangement and order, management 

and commerce. Racism concerns the maintenance of homogeneities’ contours, 

militarizing their borders, patrolling their places of possible transgression” (Goldberg 

2011, 5). Here we can see the relation between race and racism as one of human 

categorizations and practices of violence that reflect the discursive logics of racism.  

While the concepts of race and racism have undergone numerous modifications 

in their particular historical and local positions as Foucault and Stoler have shown, I 

engage race as a concept to mark difference, which in turn is used to establish and 

maintain racial hierarchy. Goldberg argues that race became increasing instrumental in 

defining modernity (1993, 24). Race has been the ground upon which practices have 

established a hierarchy in order to enact various forms of subjugation, violence, and 

exclusion through crystallizing difference. I concur with Goldberg’s position that the 

proverbial chicken/egg debate, that is did race or racism come first, mutes the point of 

how race and racisms have shifted and changed throughout time and space, yet are 

persistent although modified (1993, 61-62). Yet, in saying this, he argues that since its 

inception, race has “more or less” been used to “naturalize difference” and “normalize 

exclusion” (1993, 211). My goal in this section was not to provide a totalizing definition of 

what race and racism have been and always will be, but rather to articulate my own use 

of these analytic concepts and to situate myself in the discussions of biopower.  

2.4.1. Extensions and Challenges to Biopower 

My theoretical position has been deeply influenced by critical race theory’s 

readings of Foucault, namely in centring race in biopower. However, this body of 

literature also makes visible the moments when sovereign power reemerges in biopower, 

namely as violent and the right to kill. Although I summarized Stoler’s extensions to 

biopower, now I briefly examine Achilles Mbembe’s and Sunera Thobani’s specific 

contributions and challenges. In the following discussion, I highlight some additional key 

reworkings of biopower to discuss how not only race and racism centre into critical race 

and postcolonial uses of Foucault’s biopower, but also how gender/sex, class, nation, 

and state are also reflected in this vital re-working. 
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In his examination of the present contexts of postcolonial countries, Achille 

Mbembe centres violence, and in its most extreme form, killing, in his analytical 

framework. While he builds on Foucault’s articulation of sovereignty, war, and biopower, 

he posits that biopower is insufficient to account for the “contemporary ways in which the 

political, under the guise of war, of resistance, or of the fight against terror, makes the 

murder of the enemy its primary and absolute objective” (Mbembe 2003, 12). Yet, he 

does assert the central role race and racism play in the deployment of biopolitics, states 

of exception, and necropolitics (Mbembe 2003). He concurs with Hannah Arendt that 

race is intrinsically tied to the politics of death and that race functions as “the ever 

present shadow in Western political thought and practice, especially when it comes to 

imagining the inhumanity of, or rule over, foreign peoples” (Mbembe 2003, 17).  

In addition, he argues that slavery is one of the first deployments of biopolitics 

where the slave is a “perfect figure of a shadow,” who suffers from “a triple loss: loss of a 

‘home,’ loss of rights over his or her body, and loss of political status. This triple loss is 

identical with absolute domination, natal alienation, and social death (expulsion from 

humanity altogether).” Sovereignty fashions the colonial space and violence enacted 

within it as a malleable “raw material,” where “occupation meant relegating the colonized 

into a third zone between subjecthood and objecthood” (Mbembe 2003, 26). Drawing the 

Nazi state out of its often given exceptional status in Western thought, Mbembe argues 

that its conflation of war, politics, racism, homicide, and suicide parallels imperial 

sovereignty:  

The perception of the existence of the Other as an attempt on my life, as 
a mortal threat or absolute danger whose biophysical elimination would 
strengthen my potential to life and security—this, I suggest, is one of the 
many imaginaries of sovereignty characteristic of both early and late 
modernity itself. (Mbembe 2003, 18)  

Noting the differences between early and late modern colonial occupation, 

Mbembe argues that the present day version where terror reigns combines disciplinary, 

biopolitical, and necropolitical power (Mbembe 2003). Late-modern terror makes way for 

intensified warfare where the enemy is both internal and external, the entire population is 

a target, fragmentation seals off particular zones, in other words, “daily life is militarized” 

(Mbembe 2003, 30). High tech war machines create new forms of surveillance from 

above and below, internal and external allowing for colonial occupation to control, survey, 
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separate, and seclude (Mbembe 2003). In necropolitics, normalizing technologies of 

policing and disciplining are “gradually being replaced by an alternative that is more 

tragic because more extreme. Technologies of destruction have become more tactile, 

more anatomical and sensorial, in a context in which the choice is between life and 

death” (Mbembe 2003, 34). As opposed to the calculated, positive right to kill of 

biopolitics, a recklessness violence wins out in the name of destroying the enemy 

“regardless of the immediate consequences, side effects, and ‘collateral damage’ of the 

military actions” (Mbembe 2003, 31). What necropolitics enables is the intensification of 

tactic and technology, broadened scope and target, totalistic approach of war, ushering 

in and remaking terror in the violence necessary for late modern sovereignty. 

In her momentous book, Exalted Subjects: Studies in the Making of Race and 

Nation in Canada, Sunera Thobani engages with Achille Mbembe to foreground the on-

going colonial violence perpetuated in the ideas of the Canadian nation and its citizens. 

She offers an in-depth study into the racialized making of Canada as a nation and its 

subjects: the national, the immigrant, and the Indian. Her work is of particular 

significance in informing my analytical framework as her specific field of study is Canada 

and often centred on nation making in British Columbia, my principal research locale. 

She shares one of Stoler’s main contentions with Foucault: his Eurocentric focus to the 

exclusion of the colonies. Further, Thobani argues that the transition between sovereign 

power and biopower was not smooth or a distinct rupture, but rather she emphasizes the 

role relations of force and violence play in the Canadian colonial project. In referencing 

Foucault’s critique of the law, she asserts that liberal political theory is unable to sever 

the tie between the power of the sovereign, which is a power of force, and the 

establishment of modern liberal societies (Thobani 2007, 36). Her main thesis is that 

colonial violence, that is, sovereign power in its diversified and remade forms, is intrinsic 

in the making of Canada.  

Thobani argues that race is central part in the making of the Canadian 

subjectivities where the Indian and the immigrant stand as two references upon which 

the subject of Canadian national asserts their exaltation. What is clear from Thobani’s 

detailed analysis of these three Canadian subjectivities is that the Canadian nation-state 

is predicated on a colonial regime, which continues to use violence and other 

technologies of power such as exclusion, and containment in dissymmetrical ways to 
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continually establish a racial hierarchy. She too theorizes that Foucault’s notion of 

sovereign power is still present within the biopolitical nation-state of Canada. In referring 

to Mbembe, Thobani contends that colonial violence is never extinguished in biopower 

specifically in colonial and postcolonial contexts as, in order to maintain the fantasy of 

the frontier, colonial regulation through the literal and constant metaphoric deaths of 

Indigenous peoples demands the use of violence, the “excess” of sovereign power. 

Violence is perpetuated by the nation-state in such biopolitical forms as the 

construction of raced forms of citizenship embodied in the white national or the ideal 

citizen, the immigrant whose citizenship vacillates between being assured and denied, 

and the rejected citizen, the “Indian,” upon whom both former subjects can assert their 

own claims to Canadian citizenship. But violent sources and relations of force have been 

diversified in necropolitics. Through commandment, sovereign power is refashioned in 

necropolitics as both the authority and morality, which erases the difference between 

means and ends in exercising the right to kill (Thobani 2007; Mbembe 2001; Mbembe 

2003). In addition, sovereignty, or the right to kill, takes on heterogeneous forms and is 

embodied in multiple subjectivities. Here, Thobani uses Mbembe’s articulation of 

necropolitics to show how Canadian nationhood is contingent on the destruction of 

Indigenous sovereignty and the effective containment of Indigenous peoples (Thobani 

2007). To enact authority, she argues that Canada’s forefathers and the new nation itself 

marked Indigenous people as savage and outlawed their ways. To establish Canadian 

morality, the nation-state determined what was just and unjust, orchestrating subjects 

who received rights, privileges, and entitlements.  

Claims of sovereign legality in Canada…rest historically upon one 
elemental ‘truth’: Europe was lawful, Indians were not. European powers 
claimed sovereignty over the Americas through the power of their law, 
pronouncing as lawless, anarchic, and even despotic the conditions of 
existence in the ‘savage’ worlds that Europe was discovering, the colonial 
world, and this violence, this power of the sovereign became constituted 
in law as racial power, as racial violence. As a juridical subject, the 
Canadian national was conceived of this violence. The suppression of 
Native peoples, and of their socio-political orders, remains the necessary 
condition of Canadian sovereignty, as it does for the exaltation of the 
national as law-abiding subject. (Thobani 2007, 39) 

In addition, Thobani names the diversified violence of “rights and rites,” which is 

not centred solely within the nation-state, but rather is spread throughout the Canadian 
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social body, perpetuated by individual citizens and groups of citizens as well as societal 

customs or general ideas. Undeniable racial hate crimes as well as more subtle violence 

as “the pulling off of Muslim women’s headscarves” stand as examples of necropolitics 

in Canada (Thobani 2007, 79). But she also accentuates the “banal liturgies recited” 

directed at immigrants as instances of Canadian violence such as “why don’t they speak 

English” (Thobani 2007, 79)? Rights of Canadian citizenship idealized in the exalted 

white subject not only constitutes this subject as law abiding, but also rationalizes 

violence they perpetuate to maintain the racial order. Thobani’s detailed descriptions of 

violence—who is violent and how violence is perpetuated—enacted through Canadian 

citizenship expose how the laws of the nation continue to shift, making particular 

racialized bodies lawless and foreign, while upholding white bodies as righteous and 

legitimate. Stoler’s, Mbembe’s, and Thobani’s use of extensions of biopower offer not 

only examinations of the productive power used to foster life, but also the violence 

against those who threaten the health of the population, critiques rarely explored in 

analytical applications of citizenship in critical HIV literature. 

2.4.2. Challenges to Critical HIV Biopolitical Analyses 

While I follow the analytical tradition of exploring biopower within the field of 

critical HIV studies, let me make clear that my use of the analytical concept is divergent 

in several ways. Part of the strength of this popular concept is that it articulates the 

productive nature of power in terms of both its disciplinary and regulatory powers. That is, 

biopower fosters life through its individualizing disciplinary and massifying regulatory 

technologies. As one of the greatest technologies of power, the deployment of sexuality, 

biopower’s analytic ability to tie sexuality to governing both individuals and populations is 

a keenly attractive quality. However, while its versatility was what initially attracted me to 

biopower’s analytical possibilities, it was my study of critical race, postcolonial, and 

Indigenous theories that drew out its capability to centre race and racism as an essential 

component of biopower that led me to pursue this concept with greater conviction. The 

works of Ann Stoler, Sunera Thobani, Achilles Mbembe, Aileen Moreton-Robinson, and 

David Goldberg are foundational in capturing the significance of race and racism within 

Foucault’s analytical toolbox. Without their indispensible theorizing, I would have only 

been able to employ a small portion of the analytical power biopower offers to critical 

HIV studies. 
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What is striking to me about critical HIV studies use of biopower—as one of the, 

if not the, most prominent analytical concept in the field—is the resounding silence 

regarding Foucault’s use of race and racism in this new articulation of power. What is 

also perplexing for me is how few critical AIDS scholars take up the now longstanding 

critical race discussion of the problems with Foucault’s use of racism within biopower 

that I outlined above. Vinh-Kim Nguyen’s book, The Republic of Therapy, stands out as 

a stimulating investigation about the colonial and postcolonial relations invested in the 

distribution of ART in West Africa and the analysis most informed by postcoloniality 

(Nguyen 2010). Yet, even with his in-depth imperial analysis, Nguyen does not examine 

race and racism explicitly in its foundational status of biopower. I begin this section, by 

detailing how Nguyen’s biopolitical analysis works, but is also stunted in capturing the 

nuances of racism invested in the war on AIDS in West Africa. Next, I engage with 

Stephen Epstein’s proposed analytical framework of a biopolitical paradigm, which 

claims to integrate race in its analysis. I show how his mobilization of race centres a 

particular liberal understanding of racism as discrimination and prejudice, thereby 

eclipsing other racisms that manifest as domination. Although, Niels van Doorn does 

take up race in his analysis, his approach looks at race as a topic, not as a central 

biopolitical and analytical concept. To conclude, I note how the challenges that critical 

readings of race and racism pose to the conceptual framework of biopower would shift 

and enhance our analysis of power in the field of HIV.  

Nguyen’s The Republic of Therapy and the Problem with Triage 

Nguyen’s work on therapeutic treatment in the former colonial French West 

Africa draws on postcolonial analyses, namely that of Jean Comaroff who briefly 

engages in the field of HIV (Comaroff 2007). Yet, strangely absent is his engagement 

particularly with postcolonial studies that have refashioned biopower such as Ann 

Stoler’s work or other postcolonial thinkers. His methodological silence is curious. In his 

genealogy, Nguyen traces the biopolitical transition in Côte-d’Ivoire from French colonial 

sovereignty to contemporary postcolonial therapeutic sovereignty. Further, he argues 

that triage is the way sovereignty appears in contemporary West African biopolitics;  

[He] observed how attempts by international and local organizations seeking to 
respond to the epidemic on humanitarian grounds unwittingly sorted those who 
should live from those who could go without treatment…the global endeavor to 
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save lives continues to separate those it may most easily rescue—and count—
from the rest. (Nguyen 2010, 6) 

In short, Nguyen’s triage takes on the role of Foucault’s racism within biopower. 

Triage is the act of separating those who are left to die from those made to live through 

ART. While the imperial order certainly foregrounds this clever and powerful analysis, he 

attributes the power to take life with medicine rather than racism. Nguyen’s 

historiography recounts how colonial medicine transitioned from crude ways of 

protecting the white settler through miasmic understandings of disease to a more 

informed germ theory that established a “calculus of value” and need (Nguyen 2010, 

129). Despite an overt discussion of racism in biopower, Nguyen does not deny the 

continuation of colonial power in the postcolonial intervention of triage: 

Triage in the time of AIDS is a virulent mutant of earlier forms of colonial 
and postcolonial discrimination. It is a recombinant in which colonial and 
postcolonial technologies of exclusion are visible. These include colonial 
technologies that segregated “natives” in the name of hygiene and to 
safeguard settler health; technologies of difference that mapped ethnicity; 
and postcolonial technologies of government that ruled through 
selectively destroying habitations...This new form of triage is highly 
virulent because it produces physical exclusion, economic inequality, and 
even highly graduated biological differences within social groups. 
(Nguyen 2010, 176)  

While medicine may certainly be the most engaged practice, as Nguyen so 

convincingly argues, I suggest that racism is at the root of these practices rather than the 

product of them. Drawing from Foucault’s positioning of racism within biopower, centring 

racism as a constituent of biopower refigures what is the cause and what is the product. 

Rather than triage enacting racism or extending colonialist practices, I argue that racism 

is rooted in medical practices such as triage, testing, and adherence that persist and 

adapt throughout colonial and postcolonial times. 

 Second, by discounting the role racism plays in making and taking life, the 

resulting therapeutic citizen—the one who is made to live through their self-help 

proclamations, which in turn make them a good AIDS educator/role 

model/activist/worker worth saving—is deracialized, which seemly makes therapeutic 

citizenship less about how practices of whiteness triumph and more about one’s actions. 

Nguyen argues that it is particular people—ones who broadcast their confession in the 

name of HIV prevention and education—who are made through therapeutic sovereignty. 
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While this is not untrue, the structural ways domination works is relegated to the 

background whereas individual acts of agency are sited as central proponents of 

therapeutic citizenship. His reading of the therapeutic citizen minimizes, removes, 

discounts, or ignores racism from the neo-/postcolonial order where acts of whiteness 

bear no significance to citizenship. As we have heard from both Stoler and Thobani, this 

is simply not the case.  

Although Nguyen predominantly discusses postcolonial countries whose 

populations are largely Black, an analysis of racism in citizenship is not a foregone 

conclusion. He does carefully attend to how difference is mapped onto ethnicity in order 

to separate out and hierarchize native populations. Nguyen comments on France’s 

excursion of “sovereignty [in colonial French West Africa] through processes that 

differentiated people, selected them, and calculated their value” worked to make way for 

new forms of postcolonial citizenship (Nguyen 2010, 113). In fact, he states that “in the 

time of AIDS, triage is but a recent facet of a global dynamic of exclusion and 

expropriation that concentrates the violence of rationing on the most vulnerable” 

(Nguyen 2010, 138). His focus on the global context where ARTs are limited in the 

Global South highlights the external neoliberal forces, such as structural adjustment, that 

press nations to distinguish which of its citizens are worthy of life. Yet, he attributes this 

biopolitical selection more to economics than racism as is exemplified in his concluding 

statement:  

The dream of a better future for one’s children remains alive for the 
people I have pro led in this book and for many others, but it is one 
tempered by a lucid awareness that the global economic order has 
stacked the odds against them. (Nguyen 2010, 187) 

 Whereas I view that the prized and limited numbers of those worthy of treatment 

point to how the world views the life of Africans more broadly and the racist forces, 

enacted through countries in the global North, still at work in shaping global priorities. 

His lack of overt engagement with racism ignores the ways in which racism is renewed, 

revived, and refashioned throughout time, spaces, and place in biopolitics. I will 

demonstrate how centring racism within biopower makes visible whiteness within 

citizenship and I will illustrate how racism is a constituting element of biopower rather 

than a product. 
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Even with these methodological challenges that I pose to Nguyen’s 

operationalization of biopower, I find his work most engaged in the historical and present 

colonial and postcolonial practices. While he does not take race or racism as key 

analytical concepts mobilized through biopower, his analysis does contextualize the 

present postcolonial situations of HIV in Burkina Faso and Côte-d’Ivoire by reaching 

back to the time of the French colonization and occupation of West Africa. However, I 

am left wondering several questions. Why not use racism as an analytical concept? 

What does triage garner in his analysis that racism would not? What happens to racism 

and what is its relationship to triage? Mobilizing racism as a key analytical component of 

biopower can explain the divergent ways the power over life and death are remade not 

only in biopolitics, but also in necropolitics. Medicine may enact these lifesaving 

measures and although racism may seemingly retreat, it not supplanted in making and 

taking life.  

In Nguyen’s earlier work, he takes up adherence as therapeutic citizenship, 

which I must address because of its seemingly appropriate theoretical fit for analyzing 

TasP in BC. Much of my own analysis will echo his in exploring how personhood is 

made in the AIDS epidemic. Yet, there are several noteworthy differences. First, I argue 

that citizenship is bestowed upon those who practice whiteness through many of the 

same ways Nguyen expresses: confessions, enlightment, and professions of 

responsibility (Nguyen et al. 2007; Nguyen 2010). One of the differences here is how I 

identify these practices of whiteness. Another is Nguyen’s therapeutic citizens construct 

themselves in this way to access treatment, whereas the situation in BC is quite different, 

nearly the exact opposite. The context Nguyen investigates is resource poor with little 

access to HIV treatment and minimal health care infrastructure whereas British 

Columbia is resource rich with its free access to HIV treatment and universal health care. 

As well, triage, in Nguyen’s use, is not used in BC to distinguish who is worthy of 

treatment as the goals of TasP are to promote treatment for all and specifically include 

or target those who not engaged in health care. Treatment intervention in BC is not for 

individual health, but rather to protect the public from HIV infection. Where triage works 

within a context of emergency and scarcity, I am examining a context of rushed 

anticipation for the end of AIDS and abundance. Where individuals become AIDS 

activists and educators through testimonial practices to access treatment, I am studying 

individuals who through the use of treatment proclaim their life and worth. Completely 
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absent from the context Nguyen examines are people who are offered treatment, but 

refuse it. His study examines people who are fighting and dying for access to treatment 

whereas in BC people not on treatment pose a threat to public health, permitting the 

enactment of coercive measures. Whereas Nguyen eloquently articulated how people 

gain therapeutic citizenship, I must articulate how people who refuse treatment or 

struggle with treatment adherence are constructed in opposition to the glorified white 

heroes of the epidemic. 

Epstein’s Inclusion and the Problem of Racism 

In his more recent book, Inclusion: The Politics of Difference in Medical Research, 

critical AIDS scholar Steven Epstein proposes how to study a “biopolitical paradigm” 

(Epstein 2007b). Shortly, I will take up Epstein’s genealogical approach from his earlier 

work in my methodology chapter, but now I show why I disengage from his proposed 

method in Inclusion, which would seemly benefit my project greatly. As a prominent 

critical AIDS scholar, Epstein’s central interest in how power works within the biomedical 

field of HIV parallels my own concern. In his 2007 book, his goal is to understand “the 

politics of how human beings are known, classified, administered, and treated” and his 

first chapter clearly outlines his analytical methods, engaging an intersectional analysis 

of biopolitics (Epstein 2007b, 17). He proposes that the current approach of medical 

research and health policy, he calls “inclusion-and-difference paradigm,” serves to harm 

and benefit particular groups. Although he references Michael Omi and Howard Winant’s 

formative work on “unstable and ‘decentered’” nature of racial formation in the United 

States, ultimately he uses the concepts of race and ‘ethnicity,’ following Stephen Cornell 

and Douglas Hartmann’s more liberal definitions. They define race as “a human group 

defined by itself or others as distinct by virtue of perceived common physical 

characteristics that are held to be inherent” and an “ethnic group” as "a collectivity within 

a larger society having real or putative common ancestry, memories of a shared 

historical past, and a cultural focus on one or more symbolic elements defined as the 

epitome of their peoplehood” (Epstein 2007b, 28). With definitions like Cornell and 

Hartmann suggest, race is not overtly connected to racism, minimizing the analytical 

strength to examine power relations that invested in race and racism.  

Epstein’s lackluster engagement with critical race theory is problematic on two 

fronts when proposing a biopolitical analysis. First, his cursory engagement with the field 
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of critical race theory is reflected in his use of ethnicity. American critical race scholars 

including Omi and Winant, to whom Epstein refers, have largely refuted the use of 

“ethnicity” as a way of understanding race. The rise of ethnicity paradigm, as Omi and 

Winant refer to it, beginning in the 1920s was largely a response to and rejection of 

scientific racism, which essentialized race as biology (Omi and Winant 1994, 14). While 

the ethnicity paradigm is “the mainstream of the modern sociology of race,” Omi and 

Winant argue against its predominant use. Like others, they criticize its conflation of race 

into ethnicity that generally isolates immigrants and “neglect” of historical consequences 

such as slavery, colonization, race-based exclusion, and genocide (Omi and Winant 

1994, 20). They expand their rejection of the ethnicity paradigm arguing that it supports 

cultural assimilation, which upholds white standards as the norm. As well the ethnicity 

paradigm amalgamates diverse groups of people into general categories of African 

American, Native American, Latino, Asian American rather than aggregated groups that 

consider national origin, religion, language, and other cultural differences (Omi and 

Winant 1994, 22). These conglomerate groups end up erasing the very “cultural” 

differences the ethnic paradigm claims to promote. Joann Kealiinohomoku writes that 

“ethnic” is used as a “euphemism for such old fashioned terms as ‘heathens,’ ‘pagans,’ 

‘savage’ or the more recent term ‘exotic’” (as cited in Spivak 1999, 353). Even when 

“ethnic” differences are aggregated like in cultural competency health manuals that 

single out particular nationalities, behavioural traits are attributed to traditions effectively 

essentializing people. Culture becomes stagnant. Individuality is erased. Health 

disparities are attributed to biology and culture. And whiteness becomes the standard to 

which all other cultures are compared and assimilated into. Although Epstein hints to 

these academic contentions and details the problems with profiling, his use of ethnicity 

speaks to investigating ethnicity and race as categories to analyze in medical discourse 

rather than analytical concepts themselves. Initially in his discussion of his methodology 

where he describes how to study a “biopolitical paradigm,” he defines race and ethnicity, 

which leads the reader to believe that these are analytical concepts. It is not until much 

later in the book when he use of race and ethnicity become clear. His positioning race as 

a product of biopolitics and reification of ethnicity signal that his interpretation of 

Foucault’s model of power that disciplines and regulates is disconnected from racism. 

Second, in this shallow engagement with critical race theory, Epstein is 

completely silent on this field’s critiques and theories of the relationship between race 
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and biopower. Even though he espouses the connection of various academic fields and 

claims that his analysis is “rooted in social and cultural studies of science, technology, 

and medicine” and he has borrowed from “science studies, political sociology, racial and 

ethnic studies, and gender and sexuality studies,” he evades critical engagement with 

cultural studies focusing on race and racism and postcolonial, Indigenous, or critical race 

scholarship (Epstein 2007b, 18 & 283). By ignoring a vast field of scholarship deeply 

engaged with race and Foucault’s concept of biopower, this incredible oversight 

undermines the utility and efficacy of the framework Epstein proposes. Epstein’s 

omission, at best, accepts Foucault’s historiography of race and racism within biopower 

as unproblematic, a key discussion in critical race theory’s engagement with biopower, 

or, at worst, is disengaged with the centrality of race in biopower. As well, Epstein’s 

shortsightedness impassively positions race as a product of biopower, not as a 

constituting element of it, another foundational articulation within biopolitical critical race 

theory.  

Connected to feminist debates about difference, Epstein’s framework posits 

science’s problem with difference merely as problems of inclusion and exclusion. 

Epstein argues that health disparities cannot be rectified following this approach as 

science often essentializes social influences into biological markers. Pushing back 

against thinkers and policymakers who promote dissolution of identity categories, 

Epstein argues that we must find the middle ground between social constructionist and 

essentialist understandings of identity in order to address health disparities. His solution 

to this paradigmatic problem is to augment and shift it, challenging only some of its 

liberal and humanistic underpinnings. Instead, he proposes addressing “power 

differentials” and access to resources through “social guarantees” such as universal 

health care (Epstein 2007a, 301). In short, Epstein takes a slightly more radical, but still 

liberal approach of redistribution of resources. Yet in Canada, where we have “universal” 

health care, we still have vast health inequities across numerous identity markers. This 

framing and re-engagement in the modern making of difference in medicine masks the 

systemic ways racism has worked, shifted, and continues to refashion itself. His 

approach also mutes the more violent acts brought about in biopolitics, that is, the 

remaking of sovereign power. Therefore I propose a more radical approach, which I 

argue can be attained through shifting analytical workings regarding race and racism as I 

have proposed. I suggest revealing how racism works not only to discriminate and 
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exclude, but the ways violence, containment, assimilation, and erasure are engaged by 

racism. In short, his treatment of race and ethnicity minimizes the very biopolitical power 

of these productive and repressive concepts thereby unraveling his own proposed 

biopolitical analytical framework. 

Van Doorn’s “Treatment is Prevention” and the Problem of Violence 

Niels Van Doorn’s work, “Treatment is Prevention,” investigates the ways ‘Test 

and Treat,’ an American version of TasP, calls upon previously disregarded Black and 

Latino queer youth to participate in the protection of the public. Using Foucault’s concept 

of biopower, Agamben’s reworking of sovereign power, and Esposito’s immunization, he 

suggests that HIV prevention should embrace the preventative, collective kinship 

networks that protect queer men of colour rather than just seeing the Balls they organize 

as HIV testing fields. Here, queer men of colour are central subjects of van Doorn’s work, 

but his use of biopolitical theory remains disengaged from race and racism as analytical 

components of biopolitics. Although his work is situated in cultural studies, a field closely 

aligned to critical race theory, his particular use of Foucault and Agamben reflect little 

awareness of critical race theory’s critiques of biopolitics. 

Specifically, Stoler’s extension of biopower, that is highlighting the contingent 

nature of European subject making between the metropole and the colony, opens up 

particular analytical utility that is useful in examining post/neo-colonial contexts such as 

the United States and Canada. By centring race and racism within a biopolitical analytic, 

the conclusions van Doorn draws would unfold in more profound theorizing of the 

relational and deeply complex nature of raced, sexual, and sexed order within not only 

Ballroom culture,4 but the sexual politics in America. Here, Thobani’s critique of the 

complicated and unequal role the ‘immigrant’—despite the force relations that 

precipitated the relocation—plays in on-going colonial domination of Indigenous people 

is particularly insightful. Bearing this in mind, Van Doorn may rethink making the bold 

claim that the Ballroom community’s persistence, despite demanding intervention and 

surveillance of ‘Test and Treat,’ constitutes “an indigenous resource for an alternative 

take on HIV prevention” (van Doorn 2013, 901). Rather, taking up critical race theory’s 

reworking of biopower may reveal the complexity in race relations including the relations 

between Black and Latino youth and Indigenous peoples. 
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If race and racism are considered an essential components of biopower, a 

deeper analysis of the ways in which violent practices re-surface, or rather, are renewed 

among queer and trans youth of colour becomes visible. While Van Doorn explains that 

this “new” approach is merely a continuation of earlier interventions, “the current push to 

transform HIV prevention in light of new clinical outcomes should nevertheless be 

regarded as ‘exceptional’” (van Doorn 2013, 910). He remarks that these proclaimed 

“exceptional” times restores the longstanding exceptionalism of the epidemic itself. 

Further, he outlines how today’s AIDS exceptionalism accounts for the aggressive 

testing mandates of opt-out testing and targeted testing aimed at overrepresented 

communities (van Doorn 2013). Following Agamben’s theory of the state of exception, 

van Doorn argues that under ‘Test and Treat,’ a new exceptional form of governmentality 

is enacted.  

Yet, if we consider Thobani’s and Mbembe’s criticisms of Agamben’s claim that 

Nazi camps were the first states of exception, we are reoriented to seeing reserves (in 

the case of the United States, reservations) and plantations as the first examples of 

domains where rule is suspended (Thobani 2007; Mbembe 2003; Mbembe 2001). This 

re-working parallels Stoler’s critique of Foucault and begs again for the analytics of 

biopower to be remapped and rewound in time. If we consider particular sites within 

colonies as the original places of exception, Mbembe convincingly argues, “the colony 

represents the site where sovereignty consists fundamentally in the exercise of a power 

outside the law (ab legibus solutus) and where ‘peace’ is more likely to take on the face 

of a ‘war without end’” (Mbembe 2003, 23). Not only does the colony serve as the testing 

grounds for the selection and segregation of races, anti-miscegenation laws, forced 

sterilization, and genocide, but by Mbembe’s account, the colony persists as an insecure 

state of exception.  

Considering this critique, AIDS exceptionalism becomes a part of a much larger 

picture and longer history, enactments of colonial and postcolonial sovereignty. Although 

Van Doorn centres the persistence of queer Black and Latino communities as state 

actions and inactions, his analysis takes to thin of a sliver of time and place to see how 

the ‘newness’ of ‘Test and Treat’ is part of a larger ongoing biopolitical and necropolitical 

war. Commenting on the curious nature of the “new” American empire, Stoler suggests 

that rather than asking what is new about the empire, we should ask, “why newness is 
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so frequently a part of imperial narratives” (Stoler 2006, 135)? In her brilliant analysis of 

the US empire, she critiques claims that old empires were fixed, “steady states,” instead 

arguing that what was then and what is now is rather “imperial formations” (Stoler 2006, 

135).  

‘[I]mperial formations’ are macropolities whose technologies of rule thrive on the 
production of exceptions and their uneven and changing proliferation. Critical 
features of imperial formations include harboring and building on territorial 
ambiguity, redefining legal categories of belonging and quasi-membership, and 
shifting the geographic and demographic zones of partially suspended rights. 
(Stoler 2006, 128) 

So from this vantage point, we can now see the uneven, ruptured, yet persistent 

nature of sovereignty, of war, of imperial formations. With racism in the biopolitical frame, 

we might ask: How might we place the present within the contextual history to expose 

recuperations of practices of violence? 

In this section, I have outlined my analytical framework of biopower following the 

critical lineage of reworkings pursued by Stoler, Mbembe, and Thobani. Together, their 

work changes the analytics of biopower employed in the critical study of HIV in several 

ways by re-inserting colonial legacies. First, it shows the relationality between places 

and subjects; that is between the metropole and the colony as well as the national, 

immigrant, and Indian. The contingent nature of these productive constitutions highlights 

how they are inextricable from one another. Second, this framework situates the 

remaking of sovereign power in the biopolitical as law, force, violence, both overt and 

covert. Third, necropolitics reveals the intensification of violence. Fourth, the peculiar 

nature of Canada, as a former colony and place of continued colonization, begs for an 

analysis that exposes the fragile and shifting, but continued state of exception. Centring 

racism as a constituting element of biopower and of biopolitical states makes these 

analytics possible. Through understanding the role of racism in biopower enables my 

examination of TasP to not only articulate the productive nature of particular subjects, 

but also their raced relations between subjects and place. In addition, this analytical 

framework make visible the violence rooted in racism invested in this prevention 

technology. 
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Chapter 3. Methodology 

Critical AIDS scholarship offers methodological guidance for how to employ a 

Foucauldian genealogy. As numerous critical HIV theorists have taken up Foucault’s 

genealogy, their experience provides directions for how to examine relations of power 

particularly in the domain of HIV (Nguyen 2005; van Doorn 2013; Epstein 1996; Tomso 

2010; Epstein 2007b; Comaroff 2007; Scott 2003). Broadly speaking, Foucault focuses 

more on the productive nature of power in genealogy in order to show how relations of 

power operate in the forms of technologies, tactics, and strategies (Foucault 1980, 184). 

Analytically speaking, critical AIDS scholars trouble the framing of AIDS as a biomedical 

problem engaging Foucault’s methods in their genealogical projects. Before I detail how 

I take up a Foucauldian genealogy as my methodology, I discuss power relations and 

their significance to this project. I describe this analytic concept’s relation to genealogy 

and offer a definition.  

I see that genealogy provides a method for how to analyze relations of power, 

through an examination of practices that structure knowledge, subjects, and objects. 

Paul Bové claims that power relations are the objects of analysis within Foucault’s 

genealogy as they “describe and criticize these [discursive] practices with an eye to 

revealing their ‘subjugating’ effects in the present” (Bové 2010). Foucault explains that a 

power relation is a “mode of action which does not act directly and immediately on 

others. Instead it acts upon their actions” (Dreyfus 1983, 220). Further, he states that 

relations of power can be identified based on two “indispensable” elements: first, the 

“‘other’ (the one over whom power is exercised) be thoroughly recognized and 

maintained to the very end as a person who acts;” and second, “that, faced with a 

relationship of power, a whole field of responses, reactions, results, and possible 

interventions may open up” (Dreyfus 1983, 220). In addition, Foucault provides some 

examples of acts of power relations: incitement, seduction, simplification, complication, 

constraint, and forbiddance (Dreyfus 1983). Further, he suggests that the analysis of 

power relations requires the description of five different elements, which serve as sites of 
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investigation within this genealogy of adherence: ways people are distinguished (subject 

and objects); types of gains (results of practices and knowledge); ways power is enacted 

(practices); forms of institutionalization (results of practices and knowledge); and levels 

of reasoning (arguments) (Foucault 1980, 223-224). As I described in my analytical 

framework (see Chapter 2), I am particularly interested in how domination, as one form 

of power relation, functions in HIV treatment adherence under TasP. 

3.1. Genealogy  

Characterized as a ‘history of the present,’ Foucault’s genealogy describes 

discourse by mapping historical and present changes in thought, corporeal practices, 

and relations of power (Foucault 1980, 118). The aim of genealogy is to “describe the 

surface linkages between power, knowledge, institutions, intellectuals, the control of 

populations, and the modern state as these intersect in the functions of systems of 

thought” (Bové 2010 54-55). Asking a question rooted in the present, genealogy is 

“always in reference to the events and problems of the very time the research is 

embedded” (Patton 2002, 126-127). So while a genealogical investigation is historically 

and locally specific, it asks a question located in the present to trace it back through 

history, not in a reverse linear way, but mapping the relations of power exercised in truth 

production (Foucault 1996, 460). Discipline and Punish introduces this notion of ‘history 

of the present’ where Foucault articulates that he will write a history of the prison, not 

within the logics of today, but within its own logics (Foucault 1977a, 31). In the footnote 

assigned to this notion, he also explains he will only describe the birth of the French 

prison positioning a ‘history of the present’ as not only historically specific, but also 

locally particular. Foucault presents genealogy against a history of sciences as well as a 

critique of ideology. He argues that science is located on the axis of cognition-truth 

whereas a genealogy operates on the discourse-power axis (Foucault 2003, 178). A 

history of the present is invested in making visible how power works through scientific 

discourse.  

In reflecting on her genealogy of race and sexuality in Anglo-America, Ladelle 

McWhorter argues that genealogy is not theory, noting some significant differences. She 

contends that theory “seeks to correct distortions as it captures reality under concepts,” 
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while it also fights to be the unifying and definitive truth (McWhorter 2012). Whereas with 

political intentions and strategic forethought, genealogy disrupts and challenges the 

regime of truth, making other truths, fields of actions, or thought possible (McWhorter 

2012). Specifically, Foucault posits genealogy as a critique of ideology because of the 

prominence of a particular kind of theorizing, Marxist thinking, in social sciences during 

the later half of the twentieth century (Foucault 1980, 118). Foucault argues it is 

insufficient to argue against what is true or not, his interest is in making visible the 

historical effects of truth (Foucault 1980). In fact, he argues that we should conceive of 

political problems not in terms of “science” and “ideology,” but in terms of “truth” and 

“power” (Foucault 1984, 74). Particularly trying to shake off the influences of the Marxist 

conception of “ideology” as the tool for societal and theoretical analysis, Foucault 

centres genealogy on concepts of power and truth, which I further discuss in more detail 

in a following section on genealogical terms (see 3.2.2). Although Mitchell Dean argues 

that there is not an extended text describing genealogical methodology (Dean 1994, 14), 

Foucault does provide some methodological outline in “The Discourse on Language,” 

“Truth and Power,” Society Must Be Defended, Discipline and Punish, and The History 

of Sexuality, Vol. I. I also look to poststructural feminists such as Elizabeth Grosz and 

Ladelle McWhorter for guidance on how to operationalize several key genealogical 

concepts. 

I take up Foucault’s methodology of genealogy, which also maps the relationship 

between power, knowledge, and bodies. Elizabeth Grosz suggests that Foucault’s 

genealogy explores the connections between knowledge-power-body, intervenes in the 

ongoing material struggles in power relations, and unsettles established models of 

knowledge and epistemological presumptions (Grosz 1994). Genealogy is particularly 

useful for my inquiry of adherence practices in TasP because my methodological and 

political goals are aligned with the guiding principles of this critical methodology. I can 

examine what these present day practices are under TasP, how scientific knowledge 

has shifted to make way for these practices, and what subjects and objects are 

produced. In addition, engaging in a genealogical study allows me to explore power 

relations that position the health of the public above the health of PWAs as an effect of 

adherence practices in TasP. Taking up genealogy as my methodology, I describe 

genealogy’s purpose and concepts before attending to the methodological specifics of 

my project. 
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3.1.1. Purpose of Genealogy 

Genealogy is a thorn in the side of science as it is anti-science. As a method, it 

disrupts the persuasive, unified momentum of science with historical knowledges that 

have been ignored, muted, or decimated. Genealogy forms a resistance against science, 

which is seen as the primary form of truth in our current time. It is a way to put science in 

its place by denaturalizing its ways of knowing, categorizing, hierarchizing, objectifying, 

and subjectifying things and humans. The insurrection of historical or delinquent 

knowledges, a combination of both local knowledges of those outside of science and 

academic knowledges discredited by science, dislodges the truth of science by raising 

objections and making space for other truths. Genealogy reveals the dangers of science 

and the effect of its discursive deployments by juxtaposing historical knowledges against 

the truth of science. 

Foucault attests to genealogy being anti-science because its historical 

knowledges mount an insurrection against the truth claims of science. He asserts that 

genealogies also “attempt to desubjugate historical knowledges” to have them speak 

against and interrupt science’s monopolizing claim of knowledge (Foucault 2003, 10). 

These historical knowledges are a combination “erudite” knowledges, those scholarly 

knowledges disqualified from science, and local knowledges, “knowledges people have 

contained in the memory of combat” (Foucault 2003, 8). Erudite knowledges are 

unearthed in the archeological project. Genealogies use this knowledge along with “what 

people know” under the umbrella of “local, discontinuous, disqualified, or nonlegitimized 

knowledges” to not only critique scientific knowledge, but make space for these 

discounted knowledges (Foucault 2003, 8). In his January 7th, 1976 Collège de France 

lecture, Foucault argues that genealogies are “antisciences” because they are an 

insurrection, a tactic against science’s self-professed truth and its hierarchy (Foucault 

2003, 9). He makes it clear that the struggle is against scientific discourse’s grip on truth 

and its “power-effects” on silencing, minimizing, or erasing subjugated knowledges 

(Foucault 2003, 9).  
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3.1.2. Genealogical Concepts 

Foucault uses numerous concepts specific to genealogy to describe the 

relationship between power, knowledge, and bodies. As Elizabeth Grosz notes, by 

articulating how these concepts are related to one another helps to reveal the work that 

genealogy does as well as its method. What is also important about these genealogical 

concepts is how they overlap in their specificity, share custody of related concepts (such 

as practices, truth, and discourse), and most importantly, work together to focus the 

genealogical study on “the regimes of knowledge-power-bodies” (Grosz 1994, 145). I 

briefly explain several important concepts uniquely articulated in genealogy: power, 

power/knowledge, and bodies. 

Power 

Genealogy reveals the conditions under which subjects exist through the 

productive practices of power. Foucault focuses more on the productive nature of power 

in genealogy in order to show how power operates in the forms of technologies, tactics, 

and strategies, not only in the restrictive sense emphasized in archaeology (Foucault 

1980, 184). Elizabeth Grosz argues that Foucault’s focus in genealogy is centred on 

technologies of power operating on bodies to shape, organize, and inscribe them (Grosz 

1990, 86). Furthering Foucault’s genealogical method, Hubert Dreyfus and Paul 

Rabinow argue that “the genealogist sees that the battle of domination is not simply the 

relationship of rulers and ruled, dominators and dominated…[but] ‘meticulous rituals of 

power,’ referencing Foucault” (Dreyfus 1983, 110). Foucault concentrates genealogy on 

practices, or rather techniques, of the political body used to shape humans into subjects 

and objects of knowledge.  

In genealogical inquiries, Foucault centres practices as a way to expose how 

power works through scientific knowledge. In describing his work Discipline and Punish, 

he asserts the target of his analysis was “practices - with the aim of grasping the 

conditions that make these acceptable at a given moment” (Foucault 1984, 247-248). He 

suggests that to analyze these “regimes of practices” is to account for their rules of 

conduct based on their ability to direct what must be done as well as what can be known. 

His study of penal practices exposes how a practice was made to seem “altogether 
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natural, self-evident, and indispensable” (Foucault 1984, 248). Genealogy is keenly 

attentive to power relations as articulated through practices. 

In his January 7th, 1976 Collège de France lecture, Foucault contends that 

power is warlike force relations (Foucault 2003, 18). In a 1977 interview, he maintains 

this stance arguing even more adamantly that genealogy is not interested in perceiving 

power in meaning, signs, or language, but viewing power as relations of force with 

strategic developments employing tactics of war (Foucault 1980). Therefore, while he 

clearly articulates genealogy’s focus on productive power, it is within the context of “war 

that is going on beneath peace; peace itself is a coded war” (Foucault 2003, 51). As I 

discussed earlier, war also centres in Foucault’s conceptualization of modern politics as 

he often remarks that politics is war by other means throughout several bodies of his 

work (Foucault 1990; Foucault 1977a). In another lecture, Foucault lays out five 

methodological “precautions” in an analysis of power: first, look for power at its 

extremities further away from the power of repression; second, look to what it calls its 

objects, subjects, and field; third, look for exercises of power in networks, in circulations 

of power, and as it passes through subjects it constitutes; fourth, begin with the most 

minute details of techniques of power that work on our bodies; and last, look to the 

knowledge apparatuses, those instruments (“the observational methods, the recording 

techniques, the investigation research procedures, the verification mechanisms”) to see 

how knowledge is arranged for the purposes of verifying truth (Foucault 2003, 27-34). In 

these precautions, Foucault outlines how domains of knowledge are needed for power to 

function and how knowledge organizes points in where power is deployed.  

Power/Knowledge 

Earlier (Section 3.1.1) I discussed historical knowledges, which Foucault argues 

are revolts against scientific knowledge and also give purpose to genealogy. Foucault’s 

focus on knowledge and its particular relationship with power dominated much of his 

life’s work. His interest in various knowledges, such as historical and scientific 

knowledges, show his interest in the divergent ways power works through knowledge. 

Now, I examine one of Foucault’s most well-known concepts, power/knowledge, to 

explore his unique understanding of the connection between power and knowledge, and 

its specific relation to a genealogical inquiry. 
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Genealogy investigates how knowledge is produced as truth, not through 

ideology, but what Foucault calls power/knowledge. The relationship between power and 

knowledge is neither clearly causal (knowledge does not cause power) nor synonymous 

(power is knowledge), but rather they implicate one another (Foucault 1977a, 27). Power 

relations do not exist without a correlative knowledge domain and “power produces 

knowledge” (Foucault 1977a, 27). In fact, Foucault scoffs at the idea of being credited 

with saying ‘knowledge is power’ remarking if he thought that he would have just said it 

and would say no more (Foucault 1996, 462). For Foucault, power/knowledge have a 

reciprocal relation in which they confirm, support, and reproduce each other. Foucault 

does not announce a theory of power, but offers an analytics of power mapping relations 

of power (Foucault 1990, 82). 

Although in archeology, Foucault is not interested in determining whether certain 

ways of thinking were true, he describes rules of discursive formation, which show how 

society made truth and how those rules of truth transformed. Within a genealogical 

project, truth plays a role in a more direct way through conceiving of truth’s connection 

with power; he calls this “régimes of truth.” Foucault argues that each society, in its own 

historical specificity, subscribes to “régimes of truth” which he articulates as discourses 

as ways to make something true, ways to sanction this truth, practices of gaining truth, 

and status given to subjects with acquiring the truth (Foucault 1980, 131). Foucault 

argues that in our particular time, science is our régime of truth. Scholarly arguments of 

whether psychoanalysis or Marxism are sciences signal their attempt at verifying their 

own perspectives as truth (Foucault 2003, 11-14). Foucault’s use of genealogy as an 

“insurrection of knowledges” and as “antisciences” is to rupture science’s monopoly on 

truth (Foucault 2003, 9). Regimes of truth are a notion characteristic of Foucault’s 

genealogy. 

Body 

The body is another site of inquiry in my research. For Foucault, the body reflects 

both the productive and constrictive notions of power as it is the subject and object of 

power; "the body becomes a useful force only if it is both a productive body and a 

subjected body" (Foucault 1977a, 26). By examining the body as an object of political 

technology, that is a site of power relations where the body becomes more than just the 
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physicality of the mind or soul, but the political surface upon which power and knowledge 

are written, that we come to see how power works on the individual body: 

Now, the study of this micro-physics [of power] presupposes that the power 
exercised on the body is conceived not as a property, but as a strategy, that its 
effects of domination are attributed not to ‘appropriation,’ but to dispositions, 
manoeuvres, tactics, techniques, functionings; that one should decipher in it a 
network of relations, constantly in tension, in activity, rather than a privilege that 
one might possess; that one should take as its model a perpetual battle rather 
than a contract regulating a transaction or the conquest of a territory. (Foucault 
1977a, 26)  

The singular body is not the only body Foucault investigates. Foucault’s 

articulation of the population speaks to turning multiple bodies into an object of 

knowledge, the body politic where “a set of material elements and techniques that serve 

as weapons, relays, communications routes and supports for the power and knowledge 

relations that invest human bodies and subjugate them” (Foucault 1977a, 28). He 

situates genealogy within the “articulation of the body and history, [where] its task is to 

expose a body totally imprinted by history and the process of history’s destruction of the 

body” (Foucault 1977b, 26). Foucault’s historical conceptualization of the body not only 

highlights how the body becomes an object of knowledge, but a particular historical 

object upon which the materiality of power on the body works. 

A central characteristic of Foucault’s articulation of discourse in genealogy is its 

materiality. In describing archeology, Foucault conceives of discourse as a group of 

statements belonging to the same discursive formation (Foucault 2010a, 117). Yet, when 

speaking about his revised agenda in 1970 for the years to come, he asks us to see 

discourse as “the violence we do to things, or in any case a practice that we impose on 

them” (Foucault 2010a, 229). Here we are pushed to see discourse beyond statements 

and discursive formations, and to see it as violent practice. While there is critique about 

whether or not Foucault can be credited solely with exposing the materiality of discourse 

and its effects beyond language, his articulation of discourse as practice and violence is 

purposeful for a genealogical project even if it is consistent with the French structural 

understanding of discourse as language in action of that time (Sawyer 2002). A nuance 

Foucault articulates about discourse within a genealogical framework is that power 

produces discourse while also forming knowledge (Foucault 1980, 117). We come to 
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see discourse not only within the constrictive hold of thought, but now also within the 

productive nature of objects and practices within a genealogical framework. 

A number of concepts are drawn into particular relation with one another in 

Foucault’s genealogy. In this section on methodology, I suggested that the utility of this 

politically invested methodology is in its ability to disrupt regimes of truth by injecting 

discarded knowledges into history. In the articulating both the production of subject and 

the creation of knowledge, genealogy offers a way to examine the implications and 

material effects of power through the mapping and examination of bodies, practices, 

strategies, and relations. Applied to the field of HIV and the particular place and time of 

TasP in Vancouver, I examine how practices of adherence work upon the bodies of HIV 

positive people and the relations invested in both producing and subjugating specific 

subjectivities. The significance of this methodology is its hope in opening new 

possibilities for thought, actions, and resistances. 

3.2. Genealogical Methods  

Informed by Foucauldian genealogy, this dissertation describes the shifts in 

adherence practices reflecting the use of HIV treatment for prevention purposes in TasP 

across several domains. These shifts in adherence practices can now be seen in the 

incorporation of immediate HAART initiation in clinical care guidelines, single pill 

regimens designed by pharmaceuticals, TasP randomized control trials carried out in 

biomedical research, the incorporation of HIV treatment into public health policy and an 

intensified representation of viral load in PWA-produced artwork and writing. Therefore, I 

describe the shifts in adherence practices reflecting the use of HIV treatment for 

population health prevention purposes rather than individual treatment in the following 

fields: clinical care, pharmaceutics, biomedicine, public health policy, and PWA 

resistances to HIV science. This description traces how adherence to HIV treatment has 

worked in various ways prior to TasP (1987-2005) in order to understand how adherence 

works today (2006-2014), specifically in Vancouver, in this “new” prevention intervention. 
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3.2.1. Genealogical Questions and my Research Question 

As a critical methodology with political interests, a genealogist asks a question 

situated in the present, a question in which they are embedded within that particular time 

and context. Genealogy asks: How did this thing come to be today through certain 

practices and what was it before? In 1984 long after its publication, Foucault remarks 

that in Discipline and Punish, he analyzed the question of changes in the problem of 

punishment and delinquency through penal practices at the end of the 18th to early 19th 

century (Foucault 1996, 456). While this question is situated in the past, it speaks to a 

way of thinking of criminality that Foucault was still immersed in when he wrote this 

study. Some scholars deduct that Foucault’s scholarly work into penal practices is a 

reflection of his prisoner activism and History of Sexuality, Vol. I is a response to the 

feminist and gay liberation movements of the time (Sawicki 1991, 10). In The History of 

Sexuality, Vol. I, Foucault’s questions how is it that we came to speak of ourselves as 

having a sexuality? How, today, do we see ourselves as “liberated,” rejecting the silence 

surrounding sexuality? Foucault investigates the practices of confession beginning in the 

17th century tracing its Christian lineage into Freudian psychoanalysis arguing that while 

we think we have denounced these archaic ways of not speaking of sexuality, we are 

actually even more within its grips in our proclamations of sexual liberation (Foucault 

1990, 159; Foucault 1996, 461). A genealogical question is interested in revealing the 

practices that bring to light today’s problems. 

John Scott writes about the rationale for HIV testing practices in the United 

States from 1985 onward in his book Risky Rhetoric. Following Foucault’s genealogy, 

Scott suggests that to understand present practices, we must understand “where those 

practices came from, how they function, and what they produce” (Scott 2003, 36). With 

this insight and Foucault’s strategies in mind, my main question is: How does adherence 

work in the Vancouver TasP initiative? I ask the following set of questions to specify how 

I answer my primary question:  

• what are the subject positions and objects (respectively, those who act and 
those who are acted upon as well as the tools used in practices),  

• who is told to do what and to whom,  

• what are the adherence practices related to HIV treatment, and lastly,  



 

 

73 

• what kinds of knowledge claims/arguments are made about the need for and 
the benefits of TasP?  

I answer these questions by reviewing the clinical, pharmaceutical, biomedical, 

and policy pre-TasP and TasP material, which I will detail shortly. First, I ask a question 

about subjects and objects as it helps me to determine the practices used in the pursuit 

of adherence across the pre-TasP and TasP eras. Second, I ask about the instructions 

given and who is mobilized through these directions both in the sense of what subjects 

and objects come into being, but also what actions are being taken. Third, I specifically 

look to interrogate the practices associated or attributed to treatment adherence. The 

last question asks about knowledge production and its connection to rationale for 

enacting treatment adherence practices. Together, these questions review across 

various domains how treatment adherence practices have come into being, how they 

have shifted, what they do, and whom they have constructed.  

3.2.2.  Genealogical Sources and Data Selection 

Foucault used a broad range of sources in his genealogical studies. He relied on 

historical documents from a very broad range of fields (including art, science, humanities, 

literature, medicine, and so on) and types of documentation (such as architectural 

drawings, archival work, newspaper articles and editorials, memoirs, national and 

regional legislation, and so on). His attention to minute details both in archeology and 

genealogy, particularly treatments of the body, groups of people, and institutional rituals, 

cannot be overstated. In this section, I detail the process I used to select my sources 

and discuss the sources themselves. I also discuss the questions that I ask of the 

various source materials in my investigation. 

My data selection process varied depending on each domain, yet reflects my 

underlying interest of analyzing materials which directs the conduct of people in TasP, 

particularly practices directed at people to maintain adherence to HAART. I selected 

clinical, pharmaceutical, biomedical, and policy sources that rationalize, support, and 

enable the implementation of TasP. I begin by elaborating on what I mean by a criterion 

of significance. Roughly, my source materials fall into two categories that reflect two 

different kinds of knowledge: biomedical knowledge and PWA knowledge. These 

divergent sources require different selection processes although each is related to my 
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criterion of significance. Specifically, I explain how I selected PWA-produced material 

before I clarify how I gathered the biomedical sources. Following this discussion of 

source selection, I demonstrate how I see biomedical texts interacting with one another 

in a short synopsis of changes in treatment practices. 

My overall guiding principle for data selection has to do with the significance of 

the materials. By this I mean that I reviewed sources that have some bearing on 

treatment adherence practices. Particularly with biomedical texts, I looked for the 

instruction they give that enabled particular practices. Does the text offer guidance, give 

guidance, prescribe a certain course of action, make proclamations, lend weight to a 

particular argument, or provide a rationale? In short, do these sources govern people? I 

pay close attention to who is governing and who is being governed, as this is how 

subjects and objects come into being. Sarah Winch, a nursing researcher, suggests that 

sources for a Foucauldian genealogy should be “drawn from ‘practical texts’ that provide 

rules, opinions, and advice on how to behave in a certain fashion. These texts are 

themselves objects of a ‘practice’ in that they are designed to underpin everyday 

conduct” (Winch 2005, 181). Her focus coincides with my focus on practices, their 

material consequences, and the significance of texts, particularly biomedical sources. In 

addition, as I read through these sources, I allowed my findings to guide my search for 

other sources. For example, I noticed that particular texts circulate. That is, that a 

number of key texts I identified reference other key texts. I allow these sources to lead 

me to other significant sources. In this way, my data collection process is inductive.  

PWA Knowledges 

PWA-produced materials are the exception in this study, in that they require a 

different selection criterion because they do not necessarily give direction or have the 

same type of significance related to instructions or practices. Yet, they do have impact. I 

selected PWA-produced sources that circulated within their domains (and possibly 

outside). Have they been distributed, curated, displayed, promoted, discussed, 

referenced, and reproduced? In other words, do they have some traction, some cultural 

currency? Do they resonate with people in someway? PWA-produced sources have this 

different type of significance, one that bears significance to other PWAs. I have included 

PWA-produced works from provincial and national PWA magazines and notable 
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archives such as Visual AIDS, which houses the largest selection of PWA-produced art 

in the world (n.d.). 

The British Columbia Gay and Lesbian Archives (BCGLA) houses the most 

extensive collection of materials related to HIV activism in the province. The collection 

includes publications, newsletters, meeting minutes, and ephemera from a broad range 

of formal organizations and working groups. I collected PWA-produced materials 

regarding treatment including treatment activism, adherence, and PWA rights in BC. 

Particularly, I gathered print publications from BC PWA organizations such as the 1987 

Coalition for Responsible Health Legislation meeting minutes and documents, 

BCPWA/Positive Living newsletters, and AIDS Vancouver and AIDS Coalition To 

Unleash Power (ACT UP) Vancouver ephemera, local GLBT newspaper clippings and 

reproductions of PWA art. While also providing primary source material, the BCGLA also 

served to provide context regarding issues PWAs faced and continue to face related to 

HIV treatment issues. 

While I review printed publications from Vancouver PWA organizations and pop 

up groups, I centre artwork as the primary source of PWA resistance. I do this because 

art stands not only as a societal and cultural critique, but also offers opportunities for 

complicated resistances to speak outside of science, fitting well with Foucault’s concept 

of “local knowledges” that he articulates in genealogy. As I mentioned, I examined works 

housed at Visual AIDS, both in their online collection and hard copies found in house. 

Their collection bridges across decades of work and includes a wide range of artists as 

well, from those who produce art as a hobby to well-known, established professional 

artists. I also sought out artwork of local British Columbian positive artists through the 

BCGLA and local PWA or art publications. Coincidently, the Art AIDS America exhibit 

opened at the Tacoma Art Museum in late 2015, during the time of my data collection 

and analysis. This opportunity afforded me a firsthand experience of PWA-produced art 

exhibited in a gallery. In addition, I looked at several other Canadian sites that house 

PWA art such as the National Gallery of Canada and the Canadian AIDS Treatment 

Information Exchange’s health magazine, which hosts a column entitled Art Posi+ive. 

Mindful of marking the temporal changes, I ensured that I selected specific PWA 

materials that lent themselves to comparison across time, namely pre-TasP and TasP, 

with a focus on adherence. I use HIV medication, viral load, and blood, particularly in 



 

 

76 

artwork, as surrogate markers when adherence is not overtly represented. I describe the 

representational changes in HIV treatment adherence practices in PWA art from its 

inception to a present-day.  

One of the challenges I face in examining PWA-produced sources is that PWAs 

represent a broad cross-section of people. My intent is to represent a broad range of 

views that reflect the complexities of different groups of PWAs as well as people’s 

individual responses to HIV treatment and adherence practices. As my analytical 

framework makes clear, I am particularly interested in the interlocking ways race, sex, 

and sexuality are entrenched in these shifting practices. Specifically, I show how 

adherence practices make particular demands of particular groups of people because of 

the ways knowledge about adherence is raced, sexed, and sexualized. People who have 

been deemed population threats are often imposed upon much more stringently than 

those who conform to respectable citizenship. The rigidness of adherence practices 

played out most prominently in the bodies of Indigenous people and people of colour. 

However, the differences between people who have been on (or intermittently on) 

treatment for decades and those who are new to the demands of HIV treatment 

adherence is quite noticeable. In this way, age and experience reveal ways that show 

distinct experiences of treatment, particularly in experiences of long-term survivors. 

Of these materials, I ask a specific set of questions that help me to answer my 

research questions. I ask: What are the differences between artistic representations of 

HAART in its early release in the late 1990s versus the present time of TasP? What are 

the articulations of HAART in the years immediately after its release and this era of 

TasP? What do representations or discussions about HIV treatment say about people’s 

relationships to their bodies? In this era of TasP, how is treatment represented in art or 

how is treatment discussed in written texts? As a surrogate marker of HAART adherence, 

how is viral load represented or described? I use these questions to articulate not only 

the temporal changes, but also the resistances, contradictions, and complexities that 

HIV treatment represents for PWAs. 

Biomedical Knowledge 

Shifting my data selection approach, I selected clinical directives, biomedical 

research, pharmaceutical inventions, and public health policy based on the significance 
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they come to have in TasP. For example, the International AIDS Society-USA (IAS-USA) 

guidelines are used as grounds for the BCCfE to model their own recommendations in 

an effort to implement TasP in British Columbia. I reviewed significant biomedical and 

policy texts as primary sources, including biomedical research articles that are 

repeatedly referenced in other TasP studies as justification or proof that this intervention 

works; pharmaceutical developments that refine markers of adherence and therefore 

become the new standard in clinical care; pharmaceutical inventions that claim to 

address adherence concerns; and public health policies such as “Hope to Health” that 

provide provincial direction in the Vancouver implementation of TasP (British Columbia 

Ministry of Health 2012). These texts are central to the implementation of TasP, 

therefore matching my criterion of significance.  

Similar to how I asked a particular set of questions of the PWA-produced sources, 

I asked a set of questions of the biomedical texts to draw out the nuances of HIV 

treatment adherence practices and its shifts. I asked: What are the subject positions and 

objects in these texts? In directive sources, who is told to do what and to whom? What 

are the adherence practices related to HIV treatment? What types of knowledge 

claims/arguments are made about the need for and the benefits of TasP? These 

questions draw out the subjects, objects, practices, and knowledge made about TasP. 

To provide an example of how the biomedical materials interact, I offer this brief 

synopsis. The IAS-USA is the authoritative body that drafts clinical care guidelines for 

the United States, but whose guidelines are also used in Canada. In 2004, the IAS-USA 

affirmed their position in the debate about early HIV treatment initiation: begin treatment 

when a patient’s CD4 count reaches 200/µL (Yeni et al. 2004). In 2006, the IAS-USA 

remarks again on the debate about early treatment initiation in their Treatment of Adult 

HIV Infection Guidelines and affirms their previous recommendation (Hammer et al. 

2006). In 2008, the IAS-USA revises their position and moves towards early treatment 

initiation by recommending treatment when a patient’s CD4 count reaches 350/µL. 

BCCfE frames this change as a positive move as it “increases the number of people 

eligible for HAART” (Lima, Hogg, and Montaner 2010, 1). This IAS-USA move also 

allows the BCCfE to expand TasP in 2008 as it works towards immediate treatment 

initiation (Lima, Hogg, and Montaner 2010). The 2012 IAS-USA Antiretroviral Treatment 

of Adult HIV Infection Guidelines and the Therapeutic Guidelines: Antiretroviral (ARV) 
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Treatment of Adult HIV Infection (2013) have been revised to incorporate the immediate 

HAART initiation for TasP purposes, recommending treatment for people with CD4 

counts at 500/µL, which is the bottom end of the range of CD4 counts for a “healthy” 

HIV-negative person (Carter and Hughson 2014; Thompson et al. 2012). In addition, 

IAS-USA guidelines serve as the basis of the BCCfE guidelines, which shows the 

interconnection between these two clinical care policies (Montaner 2013; Montaner & 

British Columbia Centre for Excellence in HIVAIDS Therapeutic Guidelines Committee 

2011).  

This short overview highlights two things. First, these clinical care guidelines, 

pharmaceutical interventions, biomedical research, public health policy, and PWA-

produced materials reflect shifts of adherence practices in light of TasP. And second, a 

timeline for when the shift from previous approaches to adherence wane and when TasP 

begins to wax in roughly 2006 with the beginnings of reinitiating early and immediate 

treatment initiation, advent of single dose regimens, and implementation of TasP clinical 

trials. 

In this section, I discussed my selection criteria for sources, both PWA-produced 

materials as well as biomedical sources as well as outlining sets of questions to ask of 

each domain of knowledge. In addition, I provided some examples of sources I use in 

my analysis and even a brief example of changes in HIV treatment protocol in BC. In the 

following section, I delve deeper in how I conduct my data analysis as well as discussing 

some of the methodological challenges I face. 

3.2.3. Data Analysis  

One of the methodological concerns I faced in examining sources from various 

domains, with each given varying credibility, was attempting to employ a symmetrical 

analysis. Steven Epstein offers some insights into this analytical dilemma in his work, 

Impure Science. He follows contemporary sociologists’ lead by rejecting traditional 

approaches that accept scientific reason carte blanche and proceed to provide social 

explanation for contesters of scientific fact. Rather, Epstein approached asymmetrical 

sources (biomedical research, mass media, gay and lesbian press, and activist 

newsletters) by “employing a common conceptual apparatus to explore the knowledge 
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claims and social factors on both (or all) sides of a controversy.”(Epstein 1996, 357) I 

followed this approach by examining my asymmetrical sources through the analytical 

lens of biopower, as a number of critical AIDS scholars have done. 

In addition, Epstein’s genealogical analysis investigates the kinds of causal 

claims made about AIDS. He furthers Paula Treichler’s argument about the making of 

the most significant scientific “fact” in the epidemic, “HIV causes AIDS.” In his empirical 

research, Epstein investigates Treichler’s unelaborated and unsubstantiated claim that 

this scientific fact was created through “repeatedly citing each other’s work…[which] 

quickly established a dense citation network, thus gaining early (if ultimately only partial) 

control over nomenclature, publication, invitation to conferences, and history” (Treichler 

1999, 76; Epstein 1996, 80-81). My research parallels Epstein’s in that I investigated the 

truth claims made by TasP scientists about the efficacy of this approach and, specifically, 

its claims of benefiting PWAs. 

Epstein’s inquiry is similar to that of Stephen Toulmin’s uses of argument, which 

philosophically explores practical arguments. In other words, Toulmin’s model examines 

what justifications are used in different kinds of arguments (Toulmin 2003, 17). In Behind 

Closed Doors, Laura Stark exemplifies the effective application of Toulmin’s uses of 

argument when she examines the processes of how research ethics boards make 

decisions. She argues that the “actual process of decision making, among knowledge 

experts is quite different from its appearances in formal records;” thus, her 

methodological approach is not to simply to review official documents such as meeting 

minutes and notice of decision letters (Stark 2012, 23). Instead, she conducts an 

ethnographic account of research ethic boards by witnessing meeting and the actual 

decision making processes. However, in my study, I am not interested in the process by 

which decisions were made about the efficacy of TasP, but rather I am interested in how 

adherence is mobilized in “official” efficacy claims of TasP and how those claims differ 

from previous claims about adherence to HIV treatment.5  Toulmin’s explanation of 

warrants is particularly useful; warrants are “reasons or justifications” that people give to 

support their claim (Stark 2012, 22). In this way, Toulmin’s approach extends how I 

examine knowledge claims. Epstein’s analytical approach to causal claims was to 

conduct a content analysis where he asked: what types of claims were made, what 

support did biomedical researchers give to support their claim, and were any of the 
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authors of one specific article listed on the article under review? I again followed 

Epstein’s lead by conducting a content analysis of the material I reviewed as I examined 

how claims/warrants are made. 

3.3. Limitations 

My project has several limitations, which highlight different epistemological 

critiques I face. First, my methodology will be viewed as a limitation for not using 

community-based research (CBR). Given the present state of Canadian HIV social 

research that predominantly uses CBR as its methodology, I anticipate this criticism. I do 

not engage with the experiences of PWAs directly, nor has this research incorporated 

PWAs into its design or implementation. By not engaging in CBR research, I have limited 

the meaningful and greater involvement of PWAs in my research. However, what I do 

offer in this genealogy is meaningful engagement with the intellectual, artistic, and 

political works produced by PWAs as sites of knowledge. In a research context that often 

views PWAs through their experiences of HIV via their bodies, viral loads, and CD4 

counts, I engage with not only the corporeal realities PWAs face, but also their ideas, 

words, and art. I abstain from and resist using typical and overworked research methods 

that probe into people’s already highly surveyed lives. Instead, I seek to engage with 

sites of PWA knowledge that are not contained within medical discourse that are often 

discounted as sites of knowledge because here PWAs interact, theorize, and explore 

their relationships to HIV treatment, care, and the disease itself. I present this in an 

ongoing conversation with my most sincere respect. I see this dissertation as grunt work 

or a tactical offering, which delves into the minutia of TasP and under analyzed areas of 

PWA art that may be useful to furthering PWA causes. In these ways it is not isolated 

from the politics asserted in PWA self-determination, but rather support for these efforts. 

I also noted that my project does not seek to examine the process of decision-

making used or the implementation of these policies, but rather is interested in 

declarations made about TasP in order to interrogate knowledge produced and practices 

advanced. I think that the nexus of policy, science, and knowledge shapes what 

practices are possible. This conjunction is what enables daily practice through the 

production of subjects, knowledges, and actions. The changes in scientific knowledge 
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constrain what practice changes are possible, they frame them, limit and enable them. In 

short, knowledge makes practice.  

In the tradition of feminist methodologies that hold critical reflexivity as a core 

value (Code 1993; Fonow and Cook 1991), I note my limitation related to sources. I take 

into account the various ways in which my own socially defined angle of vision, interests, 

and values are constitutive of the research process and of the understanding it produces. 

I focus on textual sources that serve as instruction for how to carry out adherence 

practices. My focus is on the direction given at various points in time, not the way those 

decisions were made. This epistemological and methodological decision is also 

reflective of Foucauldian genealogies, which focus on knowledge production. By 

focusing so acutely on text, I am able to trace the historical changes in directive and 

knowledge-producing sources. Texts provide a historical lineage, which interviews in a 

particular moment do not. To overstate the obvious, the time has also lapsed for a 

lengthy ethnographic study to be able to observe or investigate the decision making 

process of some of these key documents. While discussions are on-going and clinical 

guidelines that I examine are continuously being developed, my project is broader than 

simply reviewing clinical guidelines. I also examine a number of international clinical 

studies, guidelines, declarations, consultation processes, artwork, and newsletters. For 

mainly practical and financial reasons, I am unable to participate in all of these 

processes of knowledge production. So to hone in on a section of knowledge production, 

I trace the changes in biomedical instructions and PWA responses to these instructions 

and HIV treatments. To keep this dissertation a manageable project, I carved out a small 

sliver of the process of knowledge production in order to delve into it with depth. Perhaps 

the gap between directive textual sources, decision-making, and the implementation of 

practice warrants a future study. 

Continuing my reflection informed by feminist methodologies, Gayle Letherby 

argues that researchers are a part of the research process themselves (Letherby 2003). 

That is most certainly true in my investigation where my body has deeply impacted my 

research. This research is limited its scope to claims made and instructions given, and 

does not seek to understand the disjuncture between research, policy, and practice; a 

further study certainly would be warranted to explore this area of how adherence 

practices are performed in Vancouver clinical settings. This would likely require, at least 



 

 

82 

in part, an (critical, clinical, or institutional) ethnographic or observational study for I am 

not the appropriate researcher. As a Hard of Hearing person, I am quite perceptive 

regarding non-verbal cues and ‘reading’ interactions. However, my ability to hear is 

limited in quiet doctors’ offices and even with assistive technology. My hearing loss 

certainly weighs heavy in my research: from my selection of projects to methodology and 

analysis. For this reason, I have selected a project investing knowledge production at the 

level of instruction, which in genealogy is an ideal methodology because of its heavy 

focus on various types of texts. 

3.4. Ethics 

While my qualitative research project does not involve human participants, I still 

face deeply intertwined ethical and political issues in my research. The pressure to take 

up community-based research (CBR) as a methodology in qualitative HIV studies comes 

from ethical critiques that position PWAs simply as research participants. AIDS activism 

has strongly influenced research by demanding the meaningful inclusion of PWAs at all 

levels of research; CBR is the present and dominant approach to HIV social research in 

Canada. PWAs take up, if not coined, the phrase, “nothing about us without us.” So 

being what my project is, or rather is not, poses particular ethical questions for me to 

grapple with. Namely, what is my commitment to PWAs and their emancipation? While 

cognizant that my project does not subscribe to CBR principles, I remain steadfast in my 

commitment to producing research that engages with PWAs’ knowledges as a form of 

critique of the present scientific, cultural, social, and political realities that construct 

PWAs as dangerous deviants. I argue that genealogy takes up this task centring 

knowledge rather than experience, which is the primary object of investigation in CBR 

projects. 

I also have an ethical obligation to carry on the critique of biomedicalization 

initially posed by critical AIDS scholars as harmful “scientific” practices persist, 

reemerge, and are recuperated. I align genealogy’s critique of science with the work of 

Donna Haraway who argues, “we need the power of modern critical theories of how 

meanings and bodies get made, not in order to deny meanings and bodies, but in order 

to build meanings and bodies that have a chance for life” (Haraway 1988, 580). Van 



 

 

83 

Doorn contends, “it is of crucial importance that cultural theory reclaims its critical 

heritage and assembles new theoretical perspectives from which to interrogate the 

contemporary biomedicalization of the [North] American HIV prevention landscape” (van 

Doorn 2013, 902). Similarly, Gagnon and Guta assert that theorizing HIV studies makes 

three distinct contributions: first, theorizing offers a critical analysis to “new” scientific 

inventions and its limited corresponding empirical research; second, it disrupts 

normalizing discourses deployed in HIV science; and third, it challenges HIV science’s 

seemingly benign apparatuses (Gagnon and Guta 2012, 474). Critiquing these “new” 

scientific technologies, while recognizing the complicated relationships present that also 

benefit PWAs, is one of my ethical concerns. 

I approach my research on HIV from an activist stance. I began working in HIV in 

the late 1990s as an advocate in an HIV clinic. I have lost many friends to this disease 

and carry out this work in honour of their memory. In my ethical reflexivity, I question the 

utility of my work. How can it serve PWAs? How is it useful in disrupting the systems of 

domination that work to amplify the effects of HIV? Patti Lather is concerned with the 

ability of research, in its production of knowledge, “that is helpful in the struggle for a 

more equitable world” while also being rigorous. But Karen Potts and Leslie Brown argue 

that a different assessment is required of critical research. They suggest that critical 

research is “not so much concerned with the ability of our research instruments to 

‘measure’ accurately; rather, our concerns relate to whether we adhered to our research 

principles. They ask, will this research have catalytic validity? Or in short, will it matter 

(Potts and Brown 2005)? I share their perspective and hold my work to the standard by 

which it offers the possibility for resistance.  
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Chapter 4. Scientific Proof and Arguments: Using 
ART for Prevention and the Case of AIDS Clinical 
Trials Group 076  

Prevention of maternal-to-child transmission offers further proof of 
concept that HAART interrupts HIV transmission. (Granich, Crowley, 
Vitoria, Lo, et al. 2010, 1) 

Other evidence [that ART reduces HIV-1 transmission] includes the 
success of maternal ART for prevention of mother-to-child 
transmission. (Burns, Dieffenbach, and Vermund 2010, 726)  

Strong proof of principle regarding the effect of HAART on HIV 
transmission has been shown in studies of vertical transmission in 
resource-rich and resource- poor settings. (Montaner et al. 2010, 1-2) 

Taken from some of the foundational articles promoting TasP, the above 

quotations reflect claims, to varying degrees, that using ART for prevention is “proven” 

by the scientific discovery of preventing mother-to-child HIV transmission. My 

examination of TasP is not a linear journey; TasP is not a simple chronological 

enterprise. I draw from seemingly disparate periods of time. Yet, these distinct events 

are deeply connected in constructing the empire of TasP. Much of this chapter 

investigates research and medical interventions conducted in 19th and 20th century 

African colonies and in late 20th century America. The present day British Columbia HIV 

prevention strategy reconstitutes turn of the 20th century budding tropical disease 

interventions, and late 1990s American biomedical research protocol and promising 

clinical trials. In this chapter, I discuss the scientific knowledge claims and arguments 

used to conceptualize, materialize, and deploy TasP. I map the emergence of TasP 

through its theoretical “beginnings,” scientific antecedent interventions, and ethical 

debates. 

In order to thoroughly understand the scientific rationale of TasP, I draw from the 

work of medical anthropologists and historians of Africa to demonstrate TasP’s reliance 

on tropical medicine’s prevention practices framed by both miasmic and germ theory. 
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Next, I delve into two previous uses of treatment for HIV prevention in the early 1990s, 

post-exposure prophylaxis and the prevention of vertical transmission, focusing on the 

latter. I delve into the AIDS Clinical Trials Group (ACTG) 076 study—the monumental 

clinical trial that established the use of ART for preventative purposes—to examine the 

ethical fallout surrounding the study that TasP presents as proof that ART prevents 

transmission. Then, I examine the scientific knowledge of TasP by mapping the 

biomedical, and largely pharmaceutical, rationale given for why TasP is needed and the 

benefits it bestows. An integral part of this chapter is the mapping of medical rationale—

across time, place, space, theory, and fields of medicine—in order to understand how 

the biomedical knowledge of TasP has been produced. By understanding what claims 

are made about TasP, we can delve deeper into the effects of this knowledge as it 

pertains to adherence practices in Canadian public health and clinical care policy, which 

follows in the next chapter.  

4.1. Drawing from Aquifers of Colonial Medicine: Practical 
Connections between the present day BC Model of 
TasP and 19th and 20th Century African Colonies  

Critical analyses of medical anthropologists and historians of Africa situate the 

older history of “testing” medical hypothesis in colonies on the African continent. Like 

many scientific and liberal ideas, the colonies served as the first testing grounds for 

modern racial order, implementing such scientific projects as forced sterilization 

(Mbembe and Meintjes 2003; Mbembe 2003; Thobani 2007). Medical anthropologist 

Vinh-Kim Nguyen and colonial historian Guillaume Lachenal investigate extensively the 

relationship between late 19th century and 20th century colonial medicine and today’s 

TasP (Nguyen et al. 2007; Nguyen 2005; Nguyen 2009; Nguyen 2010; Lachenal 2013). I 

examine their work, drawing out shifts in medical rationale and tactics. 

As medical theory of the day proposed that the environment caused disease, 

miasmic theory dominated colonial medicine even after the development of germ theory 

just prior to the turn of the 20th century (Nguyen 2010). Whether it was malaria, yew, or 

sleeping sickness, the uses of treatment for prevention stand as examples that establish 

the discipline of tropical medicine as well as to protect the newly settled Europeans on 

continents of Africa and Asia. As medical theory of the day proposed that the 
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environment caused disease, miasmic theory dominated colonial medicine even after 

the development of germ theory just prior to the turn of the 20th century (Nguyen 2010). 

In 1908, the French had not yet established “peace” in their colonial conquest of Côte-

d’Ivoire, so they responded violently with the “destruction of resistant villages, the 

massacre of able-bodied men, and the taking of hostages to win over recalcitrant chiefs” 

(Nguyen 2010, 115). In addition to these massacres, typhoid plagued new French 

settlers, decimating the European populations. Within the context of miasmic theory, this 

combination of violence and illness fostered both practices and subjectivities that tied 

racial difference to place; African people posed a “double threat: a potentially rebellious 

population and tropical disease” (Nguyen 2010, 115). “Administrative technologies were 

used to classify and group populations, in the process solidifying ‘ethnicity’ into a 

substrate for governmental practice” (Nguyen 2010, 113). Africans were assumed to be 

“acclimatized” to “the noxious environments that bred disease—an assumption that 

confirmed prevailing ideas of racial difference as biological and conveniently 

absolved colonial authorities of any responsibility for their health” (Nguyen 2010, 116). 

To deal with these deadly tropical diseases, practices of racial segregation were enacted. 

In the name of protecting settler health, Nguyen details how this approach divided 

Abidjan into two zones where the northern “breezy” zone was reserved for French 

settlers and the downwind, southern zone, “the dank lagoon,” was intended for Africans 

(Nguyen 2010, 116). Further, he argues that by concentrating Africans in such a poor 

locale, disease spread rampantly, ultimately providing the “fertile ground” for public 

health campaigns (Nguyen 2010, 117). Miasmic theory enacted in colonial Africa looked 

to segregate Africans from Europeans because controlling the movement of Africans 

prevented disease thereby justifying racist practices through scientific sanitary rationale. 

In short, miasmic theory rationalized the existence of the “dirty savage” justifying 

segregation policies, causing mass displacement (Nguyen 2010, 117). 

The early 1900s discovery of the cause of malaria, a parasite inside a mosquito, 

shifted “rational” racial understandings and scientific thinking about how best to prevent 

disease. Within colonial scientific imagination, Africans became carriers of disease 

thereby “substituting the idea of the ‘dirty savage’ for that of the ‘diseased native’” 

(Nguyen 2010, 117). This scientific understanding also reshaped colonial intervention, 

which biomedical science “indicated that disease eradication would require more than 

segregating ‘natives’; it would require that they be targeted for biomedical intervention” 

(Nguyen 2010, 117). Guillaume Lachenal details the history of "test and treat" in tropical 
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medicine to reveal the connections between precarious, experimental colonial medicine 

practices in New Guinea and German East Africa and the present day approach of TasP 

(Lachenal 2013). He describes the pioneering microbiologist, Robert Koch, who 

discovered, between 1897 and 1898, that quinine killed the parasite causing malaria. 

Koch’s practice of preventing the spread of disease proposed “mass screening and 

treatment of germ carriers.” But not only “germ carriers” who were sick, but also those 

who were healthy, who he thought to be the causes of sustained epidemics (Lachenal 

2013, 74). His approach was threefold: “first, to expand microscopic diagnosis of malaria 

infection in both sick and healthy individuals; second, to treat all plasmodium-infected 

individuals with repeated doses of quinine; third, to repeat screening and treatment until 

the entire population was malaria-free” (Lachenal 2013, 74). His argument that 

“treatment was prevention” conflated prevention and treatment thus confusing 

approaches to the disease. Lachenal suggests “screening and treatment of infected 

individuals functioned as prophylaxis at the scale of the population” and “in colonial 

Africa, reducing the “native reservoir of virus” protected Europeans” (Lachenal 2013, 75). 

This approach failed largely due to the prohibitive cost, the undesirability of the 

intervention, and the mobility of migrant workers, who acted as “germ carriers," who 

evaded these interventions and thus "undermined complete coverage of treatment” 

(Lachenal 2013, 75). His costly method was only employed briefly in the German 

colonies of Togo and Kamerun before the First World War, but was used later in French, 

Belgian, Portuguese, and some British colonies post World War I through to World War 

II (Lachenal 2013, 76).  

However, even with its early spotty application it gained traction and thus this test 

and treat approach equated “prophylaxis” with “compulsory treatment” for “tens of 

millions of Africans” (Lachenal 2013, 77). Lachenal recounts the approach of "social 

prophylaxis" wherein native populations are treated and repeatedly tested to deplete the 

"virus reservoir." Racial segregation falls along these lines of prevention and viral 

containment despite their limited success, which included cases of insufferable side 

effects, ineffective testing protocol, and minimally effective care provisions. The suffering 

of the native populations, whether cast as vectors of disease or reservoirs of viruses, 

served to protect the health of the immune naive European settlers. Within a germ 

theory paradigm, Africans were conceptualized as “diseased” and “viral reservoirs” and 

under Koch’s intervention, they required mass screening and mandatory treatment. 

Various kinds of medicine such as tropical medicine and the burgeoning field of 
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eugenics sought to protect white, European interests at the expense of all others, using 

various techniques and technologies to institute these racially charged precautions. In 

Chapter 5, I detail how present day TasP methods mimic the prophylaxic use of 

treatment, mass screening, racial segregation and highly monitored treatment. Now that 

we have examined the historical reservoirs that the method of TasP draws upon, I turn to 

the history of the historical “proof” of the effectiveness of HIV medication to prevent HIV 

transmission.  

4.2. Health Care Workers Are Worth Saving: The Use of 
Antiretroviral Treatment in Cases of Occupational 
Hazards 

Although the risk of [HIV] infection is low, the consequences are 
potentially extremely serious. Stringent protective measures have been 
recommended to decrease the probability of infection; however, 
protection cannot be absolute, and instances of mishaps are likely to 
continue. This eventuality has prompted the consideration of other 
measures of intervention that may also decrease the probability of 
infection. (LaFon, Lehrman, and Barry 1988, 503)  

The modern use of medication for HIV prevention began with the near parallel 

developments of preventing transmission and acquisition of the virus. I begin by 

examining HIV medications’ first use, HIV acquisition prevention among health care 

workers, followed by my more in-depth analysis of HIV transmission prevention with 

pregnant women. While these two approaches address different prevention techniques, 

they share the similar approach of using medication for prevention in general. This first 

use of medication to prevent HIV acquisition relates more closely with today’s 

contentious method of providing HIV medication to HIV negative people, pre-exposure 

prophylaxis or PrEP. However, this approach draws from the antecedent approach of 

post-exposure prophylaxis (PEP).  Similarly, the present approach in TasP of using HIV 

treatment for transmission prevention relates more to an earlier method of preventing 

HIV transmission from HIV positive women to their fetuses. Both of these treatment-

focused prevention techniques were mobilized in the late 1980s and early 1990s in 

North America, and seed the scientific imagination to use HIV treatment for more 

widespread and global prevention technologies that we see today. 
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In April 1988, Burroughs Wellcome, the company to first make AZT, began 

conducting a double-blind, placebo-controlled trial to see if the drug could be used 

prophylactically in cases of accidental workplace exposure to HIV, the approach now 

known as PEP (LaFon, Lehrman, and Barry 1988). In their request for participants, they 

appealed to health care workers’ sense of duty to protect the health of their colleagues in 

order to encourage study enrollment. Yet, in this era of limited effective and safe HIV 

treatments, other approaches were also used to recruit participants. In the above 

epigraph, the improbability of contracting HIV due to a workplace injury stands against 

the severity of infection. Extreme safety precautions attempt to mediate this lethal 

possibility. However, the precariousness of workplace prevention reveals the need for 

further precautions because protection is limited and accidents occur. The far-fetched 

idea of using medication used to treat people with this disease may offer another 

intervention. It proves to work in mice and cats, the researchers argue (LaFon, Lehrman, 

and Barry 1988). This portrayal of why the use of medication for prevention of HIV 

transmission depicts extreme circumstances, limited resources, and dire consequences. 

This portrait of AIDS is full of severe polarity: cleanliness and infectiousness, innocent 

helper and egregious patient, and life and death. At this time, AZT offered hope not only 

in treatment, but also prevention. The Burroughs Wellcome study spoke to a growing 

anxiety about the safety of health care workers who cared for those infected with HIV.  

Although the CDC issued safety protocols in both 1987 and 1988 addressing the 

workplace risks of contracting HIV through use of universal precautions, in 1990 the 

agency published its consideration of AZT as a prophylactic treatment in cases of 

workplace exposure to HIV (Polder et al. 1990). In the CDC’s statement, they clearly 

prioritize universal precautions by stating, “the safety practices outlined in these 

guidelines remain the primary means of preventing occupational acquisition of HIV 

infection” (Polder et al. 1990, 1). However, they do note that “additionally, some 

physicians and some institutions have offered the option of using zidovudine 

[AZT]…after occupational exposure to HIV” (Polder et al. 1990, 1). The report reviews 

the limited evidence of the efficiency and toxicity of AZT, weighing its benefits and 

complications. Included in the CDC’s evidence review are the results from Burroughs 

Wellcome study, which was terminated in June 1989 due to low enrollment (U.S. 

Department of Health and Human Services, Centers for Disease Control and Prevention 

1998, 7). The CDC notes that: 



 

 

90 

Of 84 workers who initially enrolled in the study (49 of whom were given 
zidovudine), none developed HIV infection after at least 6 months of 
follow-up. The risk of transmission of HIV per episode of percutaneous 
exposure to HIV-infected blood is, on the average, approximately 0.4%. 
Thus, the absence of seroconversions in this small group of participants 
is not unexpected, regardless of whether they took zidovudine. (Polder et 
al. 1990, 5) 

So while the CDC presents an underwhelmed response to the Burroughs 

Wellcome study, precautions are made for instances where individuals or institutions 

choose to provide AZT in cases of HIV workplace exposure. Notably, this moment in HIV 

treatment history asserts that preventative practices such as universal precautions are 

privileged over the prophylactic use of HIV medication. Behavioural prevention takes 

precedence over drug intervention.  

AZT does become part of the HIV prevention toolkit in 1998 (U.S. Department of 

Health and Human Services, Centers for Disease Control and Prevention 1998), 

following a CDC lead case control study of HIV seroconversion in health care workers 

lead by Dr. Denise Cardo (Cardo et al. 1997). Even with the limited evidence of the 

effectiveness of ARVs for prevention, there was a renewed interest in the use of 

antiretrovirals for prevention purposes. In light of the 1996 breakthrough in HIV 

combination treatment, Cardo et al. remark “if post-exposure prophylaxis is effective, it 

would offer an entirely new strategy for preventing HIV transmission in non-occupational 

settings as a supplement to the preferred strategy of preventing exposure” (Cardo et al. 

1997, 1485). Their statement situates ARVs as supplemental to conventional prevention 

interventions. Yet, their comment begins to crack open the door to a broader use of 

ARVs beyond health care settings and vertical HIV transmission of mother-to-child. 

Given the recruitment limitations of conducting a double-blind, placebo-controlled trial 

demonstrated by the Burroughs Wellcome study, Cardo et al.’s case control study 

concludes that the use of AZT reduces transmission to health care workers by 

approximately 81%, effectively providing enough scientific evidence to confirm the 

efficacy of PEP (Cardo et al. 1997, 1488). In response to this newly proven scientific 

truth, the International AIDS Society and Public Health Services (the CDC branch 

recommending PEP guidelines) take up this approach and institute it into their respective 

HIV workplace prevention protocol (Cardo et al. 1997). In addition, the researchers 

extend the possibility of PEP by referring to its potential use in non-health care settings 

(specifically to prevent sexual and injection drug use-related transmissions) as proposed 
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by Mitchell Katz and Julie Gerberding in a New England Journal of Medicine editorial 

(Katz and Gerberding 1997). Cardo et al.’s previous statement about a “new strategy” for 

prevention outside of medical settings can be seen in a new light. With the 1996 

reformulated interest in the combined use of antiretrovirals, the 1997 “proven” efficacy of 

PEP, and the resulting changes to international and national prevention protocol for 

health care providers in 1998, several foundational stones are laid for TasP.  

What is remarkable about this preventative use of antiretrovirals is its incredibly 

small-scale application. With a potential workplace-related HIV transmission risk of 0.5% 

facing an extraordinarily small sector of the population, undoubtedly the motive to protect 

health care workers can be attributed to the divide between those deemed innocent and 

worthy, and those infectious who seek treatment. Clearly, the investment in this 

prevention research benefits few. However, its potential for expansion beyond this elite 

“at-risk” group carries much more impact. At the same time that the use of antiretrovirals 

for prevention for work-related injuries is being forwarded to protect heroic health care 

providers from insufferable infection, there is also another arm of scientific inquiry into 

the use of antiretrovirals for prevention: preventing mother-to-child transmission of HIV. 

Although the connection between PEP and pre-exposure prophylaxis (PrEP) has a more 

direct connection given that they both target those who are HIV negative, no less is there 

a connection between PEP and TasP. Along with approaches to preventing vertical 

transmission, PEP is the first instance of using antiretroviral medication to prevent HIV 

transmission. Although the idea of PEP is borrowed from other instances in medicine, 

such as the use of birth control, this is where using HIV treatment for prevention gains 

traction. Even in its infancy, using PEP for larger scale HIV prevention interventions 

beyond health care settings is already manifesting. Next, I examine the history of 

preventing vertical transmission, the more apt and cited scientific “proof” that using HIV 

treatment for prevention works. 

4.3. For the Betterment of All at the Expense of Some: 
Treating Pregnant Racialized Women Living with HIV 

In the United States and Canada, women living with HIV/AIDS are 

disproportionately and predominantly poor women of colour and Indigenous women. 

Whereas the 2011 Canadian Census reports that “Aboriginal” people represent 4.3% 
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and people of colour represent 19.1% of the total Canadian population, Aboriginal 

people constitute 16.2% of HIV cases and people of colour constitute 25.2% 

(Government of Canada, n.d.; Statistics Canada, n.d.). Aboriginal women compose 

30.6% and women of colour compose 37% of all women living with HIV in Canada 

(Government of Canada, n.d.). Specifically, Black and Aboriginal women are the second 

and third largest groups of people living with HIV (Government of Canada, n.d.). This is 

not because these women are more biologically susceptible to HIV, rather systems of 

domination place women of colour and Indigenous women at higher risk of contracting 

HIV by long and varied histories of dispossession from land and families, legacies of 

intergenerational trauma, denial of human, treaty, and constitutional rights, complex 

surveillance and limited access to clean water, health care, housing, and social services, 

and a disregard for Indigenous sovereignty. These cumulative and mounting effects of 

racism, sexism, and poverty significantly limit community, familial, and individual abilities 

to live healthy lives. And yet, these women persist, resist, and survive.  

But, women get HIV and AIDS. While this may seem like an innocuous and 

obvious point, in the first decade of the AIDS epidemic women were excluded from the 

CDC’s definition of AIDS until 1993 (Centers for Disease Control and Prevention 1993). 

While women could contract HIV, they were excluded from accessing health and social 

services provided to those with a diagnosis of AIDS. They were also excluded from 

clinical drug trials up until the early 1990s, and pregnant women were virtually 

completely excluded. Given this contentious history of women’s, especially pregnant 

women’s, exclusion from HIV clinical trials and the “unprecedented” use of a toxic drug 

on a possibly healthy fetus (Garrett 1989), the case of the AIDS Clinical Trials Group 

(ACTG) 076—conducted on HIV positive pregnant women—is quite intriguing. 

Supported by the National Institute of Allergy and Infectious Diseases (NIAID), the world 

watched the first clinical trial and, at the time, the only clinical trial investigating the 

effects of antiretroviral treatment on vertical HIV transmission (Lowe 1995). In April 1991, 

ACTG 076 began recruiting pregnant women living with HIV in the United States, but 

also to a lesser extent in France. Part way through the study, specifically on February 18, 

1994, the Pediatric ACTG Executive Committee approved the study team’s 

recommendation to discontinue enrollment due to the significant and now “proven” 

evidence of treatment efficacy (Connor et al. 1994; Gelber et al. 1994). ACTG 076 is 

credited with decreasing HIV transmission rates between mother and infant during 
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pregnancy and birth from 25.5% to 8.3%, concluding that AZT is an effective treatment 

in preventing vertical transmission (Connor et al. 1994). Given the nearly two thirds 

reduction in vertical HIV transmission, pronouncements about its findings floored the 

scientific community, eliciting such comments from a medical officer of the FDA as “’[t]he 

results from ACTG 076 are probably the most clinically significant thing to date we've 

seen in any study of [an HIV-fighting] drug’” (Lowe 1995, 177). While the medical 

community rejoiced with this discovery, the study team had faced and continued to 

encounter much criticism from women involved as research participants, AIDS activists, 

learned medical colleagues, ethicists, and legal scholars. I explore these concerns and 

critiques to demonstrate the role racism and sexism played in the “proof” of “preventing” 

transmission from mother to fetus. But first, I contextualize the treatment of women living 

with HIV in the first two decades of the epidemic in order to situate these heated debates 

about women, pregnancy, and HIV transmission. 

In her canonic cultural study of HIV, Paula Treichler notes that in the 1980s and 

early 1990s, women living with HIV were often subsumed under pediatric HIV care 

where they were “bracketed as either transparent transmitters or passive containers” 

(Treichler 1999, 61). Initially characterized as innocent, pregnant HIV positive women 

who carried their pregnancies through quickly transformed into sinister, “culpable agents 

invidiously transmitting infected blood to their unborn babies” (Treichler 1999, 65). 

Having studied AIDS discourse regarding women, Treichler argues that women living 

with HIV/AIDS occupy a dizzying place in AIDS discourse: “women can be both invisible 

and culpable, transparent instrumental carriers and reservoirs of contagion, dangerous 

and willful infectors and naïve, irresponsible infectees” (Treichler 1999, 274). Yet, in the 

instances of pregnant HIV positive women all bets are off. Members of the Women’s 

Caucus of ACT UP NYC argued “HIV-positive women are a focus for some of the most 

deep-seated value judgments about AIDS” (Denenberg 1990). The People with AIDS 

Coalition of New York reported that even among PWAs and other strong HIV rights 

advocates, the discourse of individual rights and privacy “takes a huge shift” regarding 

pregnant PWAs (Treichler 1999, 274). To trace the impact of the withdrawal of pregnant 

women living with HIV’s human rights, I first examine the ethical and scientific debates 

raised by ACTG 076 both in its conduct of the study and its later global expansion as 

well as the repercussions of its findings, resulting in the institution of HIV testing and 

treatment protocol for pregnant women. By examining the first prevention drug trial, I 
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emphasize the scientifically “acceptable” ways to treat racialized women living with 

HIV/AIDS and the longstanding history of racism and sexism (even, genocide and 

misogyny) embedded in pharmaceutically-based prevention interventions in order to 

protect public health (Denenberg 1990). 

Two years after the release of AZT, Carole Levine and Ronald Bayer raised 

ethical concerns about HIV screening for early intervention (Levine and Bayer 1989). 

They make the important distinction between screening and testing, noting that the 

former reveals the public health interest in screening whereas the latter reflects test 

results benefiting the individual. Strongly, they argue “all justifications for screening 

should be evaluated independently and should not be masked by the language of 

potential therapeutic benefit to the individual” (Levine and Bayer 1989, 1661). While their 

article in the American Journal of Public Health outlines the ethical quandary of HIV 

screening in general given the limited treatment options at the time, they do address HIV 

testing for pregnant women. The authors reflect on the 1988 CDC recommendation that 

“all pregnant women be ‘routinely’ screened for hepatitis B surface antigen in order to 

initiate the available prophylactic treatment...[that] such a universal, quasi-mandatory 

approach to screening pregnant women cannot be justified in the case of HIV” (Levine 

and Bayer 1989, 1664). Pointing out the use of “routine testing” as mandatory screening 

in general, they argue that even if treatment were available—justifying treatment to 

protect the public—its use would need to be “weighted against the possible side effects 

and the intrusive and long-term nature of the intervention” (Levine and Bayer 1989, 

1665). In a separate article, Levine goes on to criticize the trend of “seeing the pregnant 

woman as the natural enemy of her fetus” (Garrett 1989, 5). Further she postulates 

“there is a spectre of courts ordering HIV-positive pregnant women to take AZT or other 

AIDS drugs believed to be beneficial to the fetus” (Garrett 1989, 5). The important links 

that Levine and Bayer make resurface in numerous objections to the ACTG 076 study 

conducted a few short years later. Their argument clearly lays out the differences 

between screening and testing, while also exposing how the primary purpose of “routine 

testing” is protecting public health rather than benefiting the individual. HIV positive 

pregnant women are seen as posing not only a threat to their fetuses, but also public 

health. 
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Further, Levine and Bayer posit “since HIV is transmitted through behavior that 

can be modified, clinical intervention is not the only possible means of controlling the 

spread of infection” (Levine and Bayer 1989, 1665). Their caution against defaulting to 

using medication as a primary prevention strategy emphasizes how this intervention 

requires the use of “routine testing” or mandatory screening in order to be effective. In 

raising ethical concerns about using testing and treatment as primary prevention 

interventions, Levine and Bayer specifically outline how mandatory HIV screening of 

mothers “would entail the coercive identification of infected mothers” (Levine and Bayer 

1989, 1665). As many of these women of colour were poor and had history of drug use 

(Denenberg 1990), their roles as mothers were already highly scrutinized by child 

protection agencies, which subjected them to intensified surveillance. As a result, child 

protection agencies often overrode or nullified their parental rights (Levine and Bayer 

1989; Strega et al. 2008). This level of governmental surveillance made these women 

more susceptible to coercive medical interventions such as “routine testing,” also 

magnifying the repercussions. Under such coercive interventions, these women’s roles 

as fit mothers were even more precariously positioned and intensely scrutinized. 

4.3.1. Ethical and Scientific Debates related to ACTG 076 

Even before ACTG 076 began, bioethicists, PWAs of colour, physicians, AIDS 

activists, and feminists raised ethical concerns regarding the use of AZT on pregnant 

women, most of whom where poor women of colour. In fact, ACTG 076 reported on the 

racial composition of study participants: nearly 80% were Black or “Hispanic” women 

(Connor et al. 1994). Charges of racism and sexism underwrote many of these critiques 

of the study. The study had three main objectives: to evaluate if AZT could decrease or 

prevent HIV transmission, to evaluate the safety of AZT on pregnant women, and to 

evaluate the safety of AZT on their fetuses and babies. The first and third objective 

reflect an interest in the fetus while only the second objective queries if pregnant women 

can tolerate AZT (Division of Allergy, Immunology, and Infectious Disease, Department 

of Pediatrics, University of Medicine and Dentistry of New Jersey, Children’s Hospital 

AIDS Program, Children’s Hospital of New Jersey, n.d.). From the outset, ACTG 076 

was primarily interested in the babies. Not only was the study itself under attack by 

research participants, AIDS activists, scientists and ethicists, but nearly immediately 
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from the study’s inception were the implications of the study also scrutinized through 

protest and academic debate. 

Adherence, or rather women’s non-adherence, was at the centre of the ACTG 

076 controversy. Fears of mandatory testing and treatment grew, as did hopes for 

preventing HIV vertical transmission using AZT. The logic followed that if the research 

findings proved that AZT could prevent transmission from mother-to-child in vitro and 

during birth then pregnant women would be subjected to forced HIV testing during their 

pregnancy and mandated to take AZT to prevent transmission. The underlying 

assumption was that these pregnant HIV positive women would reject the medical 

advice of HIV testing and would not voluntarily take the recommended treatment. I show 

that the possible transmission of HIV to the neonate took precedence over the woman’s 

health through objections raised about research ethics, scientific protocol, and finding 

implications, citing racism and sexism as the underlying foundation. More significantly, I 

demonstrate how racism, sexism, and poverty set up women of colour effectively serving 

them up to science and where scientific research protocol sustains such systems of 

domination to the benefit of the population. I explore the history of ACTG 076 to draw out 

the direct connections between adherence, HIV testing and treatment, and mandatory 

interventions that provide medical rationale for TasP.  

4.3.2. The Charged Conduct of ACTG 076 

From past experiences of women who have come in contact with the AZT 
establishment we can surmise that, at either location she will be told by 
an 076 investigator that it's too late to save herself but, ‘at least she can 
do something for the baby.’ The 076 investigator will then tout the benefits 
of this ‘new’ drug (AZT), which she will be told can help prevent 
transmission of the ‘AIDS virus’ to her unborn baby. All this time she will 
be made to feel guilty and grateful that everyone is working so hard on 
this disease that she has brought on herself! (Goodman 1991, 3)  

In 1991, when the ACTG 076 study team began recruitment, various 

stakeholders raised ethical concerns about its protocol and implications. There were 

several rounds of objections played out over the entire course of the study. As the study 

was primarily being conducting in the boroughs of New York City and nearby parts of 

New Jersey, the AIDS Coalition to Unleash Power New York City (ACT UP NYC) was 

one of several AIDS activist groups raising the ethical concerns of PWAs. Prior to the 
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recruitment phase of ACTG 076, ACT UP NYC had been instrumental in advocating with 

the ACTG to have PWA representation and consultation in all its clinical trials, the 

Community Constituency Group (CCG) (People of Color Caucus of the Community 

Constituency Group 1991; Harrington et al. 1991). The People of Color Caucus of the 

CCG along with a dissident group of AIDS activists (from AIDS Action Baltimore, several 

chapters of ACT UP including NYC, Philadelphia, Golden Gate, Washington, DC, and 

the Renegade Caucus of Washington, DC) also raised concerns, but not only about the 

study, but also ACT UP NYC’s role in silencing PWAs of colour. As previously noted, Dr. 

Carole Levine of the New York City Commission on AIDS voiced her concerns regarding 

the racism that played out in study (Garrett 1989). Maxine Wolfe, Linda Merideth, and 

the editorial board at Women Alive, a newsletter by and for women affected by and 

infected with HIV, added their objections to the mounting contentions (M. Wolfe 1994; 

Merideth and Wolfe 1995). Other AIDS service organizations such as Health Education 

AIDS Liaison (HEAL) and Living Force sounded the alarms as well (Goodman 1991; 

Auerbach 1991). Explicitly, they charged that racism and sexism framed ACTG 076.  

As part of ACT UP NYC’s notorious history of infighting, they took action against 

the ACTG 076 at an information meeting hosted by the study team on March 10, 1991 

(People of Color Caucus of the Community Constituency Group 1991; Harrington et al. 

1991). The protestors’ handouts outlined their concerns, but their actions silenced other 

AIDS activists present, mainly women of colour curious about the study. ACT UP NYC’s 

protest outraged AIDS activists of colour including the People of Color Caucus of the 

CCG, who denounced the “monopolizing” action and declared it “paternalistic,” 

“genocidal,” and “racist” (People of Color Caucus of the Community Constituency Group 

1991; Harrington et al. 1991). Yet, even with their divergent tactics, similar ethical 

concerns emerge among AIDS activists. Activists raised their objections through various 

venues (the internal process of the CCG and publications like newsletters and academic 

articles) after this blowout at the information meeting. Their concerns centred racism and 

sexism as the primary problem in the ethics of the ACTG 076 study, which manifested in 

its scientific reasoning, protocol, and implications of its expected results. 

Various AIDS activists’ and PWAs’ contentions with ACTG 076 can be broadly 

summarized into three different categories: bad science, bad protocol, and dangerous 

implications. Responding to the information distributed by the study team and activists’ 
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own experiences and knowledge of clinical research, the bad science objections 

charged the study team with the poor use of existing research, both in adjusting its 

scientific rationale and in accounting for limited information on how bodies use AZT, or 

pharmacokinetics of AZT. ACT UP NYC raised the concerns about the unanalyzed data 

from previous NAIDS studies regarding the effect of AZT on women, namely a subset of 

the ACTG 019, which studied AZT’s ability to delay symptoms in asymptomatic PWAs, 

and ACTG 082, which was a phase 1 pharmacokinetics study of AZT in pregnant 

women (Merideth and Wolfe 1995). In addition to being AIDS activists and academics, 

feminists claimed that this data was not analyzed and not considered in the design of 

ACTG 076 (Merideth and Wolfe 1995; M. Wolfe 1994). They argue that this data should 

be analyzed before treatment and policy decisions are developed (Merideth and Wolfe 

1995). ACT UP NYC also asserted that in previous animal trials AZT was not found to 

prevent perinatal transmission and therefore asked what the scientific basis was for 

elevating this research to human subjects (Harrington et al. 1991). Cliff Goodman, a 

Black PWA activist working for HEAL, made a similar charge that the Veterans 

Administration Cooperative Study 298 (Hamilton et al. 1992) released early results 

noting that AZT did not slow symptoms nor prolong life in “Black and Hispanic patients” 

(Goodman 1991). He argued that these findings were not considered in ACTG 076 of 

which Black and Latina women were the predominant study participants. Further, 

activists raised concerns about the long-term effects of AZT both on babies and women 

as well as the possibility of developing drug resistances for both groups of people, 

considering women and babies are only given AZT for six weeks postpartum (National 

Institute of Allergy and Infectious Diseases 1994). Both ACT UP NYC and Goodman 

argued that it is unethical to proceed with a clinical trial involving humans especially 

when the science preceding it is either unanalyzed or shown to be detrimental. 

Before discussing the second indictment of bad science, it is important to 

understand what the standard of care was at the time of the ACTG 076 study. In January 

1990, the U. S. Food and Drug Administration changed the prescribing protocol of AZT, 

recommending that symptomatic or asymptomatic patients initiate treatment if their CD4 

levels are below 500/µL (Hamilton et al. 1992, 438). The study credited with this 

treatment advancement, ACTG 019, discontinued its placebo arm of the trial in August 

1989 before the completion of the study because its interim results showed such 

significant evidence of the effectiveness of AZT; they showed that in patients with 
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≤500/µL a dosage of 500 mg of AZT slowed progression of the virus (Volberding et al. 

1990). At the onset of the ACTG 076 study, the standard of care was to provide 

treatment (in the form of 500 mg of AZT daily) to adult patients. Yet, pregnant women 

were not eligible to participate in the ACTG 019 and therefore the standard of care 

during the years of the ACTG 076 clinical trial was to only recommend AZT to pregnant 

women if they had AIDS or if their CD4 were below 200/µL (Division of Allergy, 

Immunology, and Infectious Disease, Department of Pediatrics, University of Medicine 

and Dentistry of New Jersey, Children’s Hospital AIDS Program, Children’s Hospital of 

New Jersey, n.d.). For women whose CD4 counts were between 200-500/µL, the 

decision to begin AZT was “one that is made jointly by the woman and her obstetrician” 

(Division of Allergy, Immunology, and Infectious Disease, Department of Pediatrics, 

University of Medicine and Dentistry of New Jersey, Children’s Hospital AIDS Program, 

Children’s Hospital of New Jersey, n.d.). This is important to understand the 

contradiction of prescribing AZT: adults with CD4 below 500/µL were prescribed AZT, 

but AZT was only recommended to HIV positive pregnant women whose CD4 were 

below 200/µL. In short, the reason not to recommend treatment to women within this 

CD4 range was based on concerns for the fetus. In this case, no recommendation to 

treat women in this category effectively suspended their rights to treatment, but made 

them eligible for ACTG 076. In essence, if a woman was able to get prenatal care and if 

her physician was against providing her treatment, the only way she could possibly 

access treatment was to enroll in the drug trial.  

The second claim of bad science relates to the design of the study, specifically 

the placebo arm of the trial. ACTG 076 conducted a “double-blind, placebo-controlled, 

randomized study,” wherein one arm of the participants received AZT and the other arm 

received a placebo (Connor et al. 1994). However, activists contested having a placebo 

arm after the results of ACTG 019 were released and after the FDA had adjusted its 

dosage guidelines in 1990. They argued that women with CD4 counts between 200-

500/µL would be receiving sub-optimum care given the FDA recommendations (ACT UP 

NYC, n.d.). AIDS activists’ objections to the clinical trial’s protocol were that “women 

should not be denied AZT where it is indicated for their own needs” (ACT UP NYC, n.d.). 

One can surmise that pregnant women were not given AZT, if their CD4 counts were 

between 200-500/µL, to protect the fetus even if foregoing treatment was detrimental to 

the woman herself or against her wishes. As if in anticipation, Bayer raised this exact 
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concern in 1989: "No woman should be denied access [to AZT] because she is 

pregnant" (Garrett 1989, 5). Maxine Wolfe, an AIDS activist and professor, concurred in 

her critique of ACTG 076 (M. Wolfe 1994). The contentions regarding the placebo arm of 

the trial raised concerns about inferior access to treatment for women of colour who 

already faced challenges due to poverty in accessing care whereas class privilege 

mitigates care issues more often than not for white women. Substandard treatment of 

these women for the purposes of scientific research is reminiscent of similar trials 

conducted on Black men in the United States, namely the Tuskegee trial. Goodman 

made a direct link to this research, harshly critiquing physicians who did “not fully inform 

their HIV+ clients of all available data about AZT [were] guilty of the same genocidal 

duplicity as those who participated in the original Tuskeegee [sic] experiment” 

(Goodman 1991, 2). These AIDS activists strongly rejected the placebo arm of the trial 

that uses women of colour as markers of deterioration against which those who receive 

treatment will be judged. The interlocking nature of sexism and racism is palpable in 

their ethical objections. The study asked women of colour, to their own detriment, to 

participate in the study for the overall betterment of future children and possibly HIV 

pregnant women. In addition, given poor women of colour’s already difficult access to 

health care and treatment, the study benefited from systems of domination by being able 

to enroll eager women seeking these fundamental services and perpetuated domination 

by denying some women treatment. Essentially, possible access to treatment could only 

be facilitated through participating in research. 

One of the charges of bad protocol was a lack of access to treatment and 

compensation as a result of participating in the study. For women in the AZT arm of the 

study, ACT UP NY raised concerns about women’s access to treatment and 

compensation for adverse effects. They argued that the study team said "’each site [was] 

committed to helping patients find resources to aid them in meeting financial obligations’ 

incurred as a result of the adverse effects of participation for themselves and their 

children,” but activists replied “commitment is not enough. NIAID should pay” (ACT UP 

NYC, n.d.). In response to a similar objection, the ACTG 076 study team responded “all 

women are given the option of continuing their medical care at this clinic or being 

referred to alternative locations” (Division of Allergy, Immunology, and Infectious 

Disease, Department of Pediatrics, University of Medicine and Dentistry of New Jersey, 

Children’s Hospital AIDS Program, Children’s Hospital of New Jersey, n.d.). While the 
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research team offered care to women involved in the study, their ability to pay for the 

care post-study and appropriate compensation was not addressed. 

The second indictment of bad protocol relates to the absence of informed 

consent. Numerous AIDS activists claimed that the consent form did not let women know 

they were eligible for treatment if their CD4 counts were between 200-500/µL or what the 

side effects were including vaginal tumors. In addition, activists also stated that women 

would not be told that 70-82% of babies born to women living with HIV were HIV 

negative (Goodman 1991). One of the most severe critiques of ACTG 076’s poor 

protocol was requiring consent of the fathers of the fetuses for women to participate in 

the study. Activists argued that it violated women’s confidentiality regarding their HIV 

status and their individual rights to make choices about their body (ACT UP NYC, n.d.; 

ACT UP NYC, n.d.). In written response to this particular violation, the 076 investigators 

asserted that by requiring the fathers’ written consent they were abiding by federal 

regulations for trials involving pregnant women. However, they “agree[d] that this law 

may be an infringement on the reproductive rights of women and violate[d] her HIV 

confidentiality in certain circumstances,” but they would only make “reasonable” attempts 

to gain his consent (Division of Allergy, Immunology, and Infectious Disease, 

Department of Pediatrics, University of Medicine and Dentistry of New Jersey, Children’s 

Hospital AIDS Program, Children’s Hospital of New Jersey, n.d.). These charges of poor 

research procedures make visible the sexism invested in research protocols by denying 

women’s rights to confidentiality and access to treatment along with her reproductive 

rights. Before I detail the third group of concerns, the dangerous implications, I offer brief 

analysis of the ethical contentions raised during the study of ACTG 076 so far. 

The scientific rationale of ACTG 076 relied on racism and sexism. Systemic 

barriers to health care for poor women of colour long predated the implementation of the 

076 clinical trial’s protocol. But part of the reason why the study was so successful in 

recruitment was that the majority of women living with HIV at the time did not have 

access to basic health care (Walker 1990). The study inadvertently relied on and 

benefited from racial and class domination. But the study also rationalized its protocol of 

having a placebo arm of the study. Following in the footsteps of previous studies, it 

justified its actions to offer suboptimal care to the women in the study. Racism continued 

to work through the protocol by capitalizing on women of colours’ need for prenatal care 
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and the implications of the studies results in promoting inferior treatment of pregnant HIV 

positive women of colour. Sexism can be demonstrated in prioritizing fetuses’ rights over 

women’s rights from the preventative goal of the study to the different ways women and 

their children were treated. Adhering to paternalistic regulations requiring the father’s 

consent highlights not only how the study merely followed federal regulations, but how 

science upheld male authority over women’s bodies. By denying women access to basic 

treatment, the ACTG 076 protocol privileged preventing harm to the fetuses over the life 

of the women who carried them. 

Yet, this study exposes the complex nexus where sexism and racism cannot be 

parsed apart, but rather where systems of domination uphold one another. The mere 

fact that poor women of colour were more likely to acquire HIV also demonstrates the 

ways classism is infused into these complex relations of domination. As numerous 

objectors repeatedly point out, poor women of colour have been subject to forcible 

medical interventions including sterilization, especially positive women upon diagnosis 

and confirmation of pregnancy (Denenberg 1990; Levine and Bayer 1989; Bayer 1994; 

Patton and Kim 2012, 299). The ways that these women are more likely to be surveyed, 

coerced, or monitored is a result of systems of domination. Domination makes way for 

inhumane treatment of particular groups of people: in this case, pregnant, HIV positive 

women of colour. 

The point of outlining these concerns is not to “prove” that ACTG 076 acted 

unethically, but rather that there were particular types of ethical concerns raised 

throughout the course of the study. This analysis does not investigate the validity of 

these objections, but merely asserts their existence. Tracing the discussion regarding 

the ethics involved in the first clinical trial testing the efficacy of using AZT to prevent HIV 

transmission reveals that the charges of bad science and bad protocol are rooted in 

racism and sexism. Overall, these objections remark on inhumane treatment of pregnant 

positive women. Further, they posit that racism and sexism are at the heart of this 

inhumane treatment. Additionally, what is visible in this historical analysis of ACTG 076 

is the scientific rationale for how and why the clinical trial proceeded. The ethical 

concerns raised highlight how science benefited from and used racism and sexism, 

particularly to advance the use of treatment for prevention. It is a particular ethic to test a 

toxic drug for its potential preventive qualities rather than investigating a less harmful 
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and beneficial intervention such as primary health and prenatal care. Choosing to follow 

up with women at six weeks and 26 weeks, but providing clinical follow up for their 

children at 1, 2 or 3, 6, 12, 24, 36, 48, 60, 72, 78 weeks demonstrates the study’s 

primary interest in children and prevention (Connor et al. 1994). Following federal 

protocol requiring the father’s consent (and a patriarchal system that values father’s 

rights over a woman’s ability to consent to treatment) for the woman to participate in the 

study complies with a politic that values fetuses more than the bodies that house them. 

Science rationalized the use of a placebo arm because it was more important to obtain 

highly rigorous scientific data that could benefit people in the future than provide women 

of the study with immediate treatment. Knowingly prescribing AZT for a limited time, 

allowing women to develop drug resistance, disregards her health and life in the name of 

prevention. These actions of ACTG 076 demonstrate that the bodies of women of colour 

were, at worst, expendable and at best, burdensome but necessary to advance the 

science of HIV prevention. In short, ACTG 076 advanced the science of medication-

based HIV prevention at the expense of women of colour. When proponents of TasP 

invoke the “proof” of ACTG 076 to demonstrate that HIV medication for prevention works, 

they simultaneously accept the scientific rationale that upholds the tenets of genocide 

and misogyny.  

Viewing pregnant women living with HIV as a threat to their babies reiterates the 

tropes of positive women being unfit mothers as Treichler argues. At the time, pregnant 

positive women feared pressure from medical providers to abort or the loss of their 

children to child protection agencies (Denenberg 1990, 160). Their fears were in 

response to societal assumptions that these women are able to care or protect their 

children, but that they also posed a risk. Essentially, the rationale follows that the only 

way to protect these children is to force women to comply; herein lies the connection to 

adherence. Mandatory actions are responses to expectations or experiences of people 

who are non-adherent and pose a threat to those around them. Mandatory interventions 

and adherence are two sides of the coin. In the following section, I address the third 

critique of the study, the implications of ACTG 076—mandatory testing, surveillance, and 

treatment—and outline more specifically the connections between adherence and the 

threat that pregnant women living with HIV pose.  
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4.3.3. The Arguments Against Mandatory HIV Testing and Nominal 
Surveillance 

Only when a definitive test that accurately identifies HIV-infected infants 
becomes available, and when a treatment has been demonstrated to be 
safe and effective in prolonging life and improving its quality for the child, 
will overriding parental refusal for HIV testing be ethically defensible on 
the basis of the harm principle. (Dumois 1995, 152)  

The third broad category of concerns was the possible implications regarding the 

promising results of ACTG 076. It is clear that the investigators were interested in 

studying the effects of a drug-based prevention intervention and not HIV prevention 

intervention that would evaluate the effectiveness of access to primary or prenatal care, 

yet another contention of ACT UP NYC (ACT UP NYC, n.d.; ACT UP NYC, n.d.). 

Repeatedly, AIDS activists, bioethicists, academics, and physicians raised serious 

concerns that trial findings demonstrating a reduction in HIV transmission from mother to 

fetus would lay the groundwork for mandatory testing for pregnant women (Levine and 

Bayer 1989; Bayer 1994; M. Wolfe 1994). Further, their logic followed that that 

mandatory testing of pregnant women would led to the institution of required treatment in 

order to save their future children from HIV.  

After the publication of the ACTG 076 findings in 1994, a whirlwind of ethical and 

scientific discussion ensued through such prominent medical journals as the New 

England Journal of Medicine and The Lancet. Issues related to the research ethics 

involved in conducting the study and the forthcoming testing recommendations were at 

the forefront of the debates. Appearing in the same volume as the monumental release 

of the ACTG 076 findings, Robert Bayer raised significant ethical concerns regarding the 

study in the New England Journal of Medicine. While Martha Rogers and Harold Jaffe’s 

article appeared in the same volume as well, their comments offered a more cautiously 

optimistic response to the study than Ronald Bayer’s concerns. In short, both articles 

contested the significance and implications of the findings and cautioned against 

arguments for mandatory testing, which were expected to follow with inflated 

hopefulness of the study’s results. David Lowe echoed much of Bayer’s concerns in the 

Berkeley Women’s Law Journal. To simplify the ethical debate, I summarize their 

arguments against the mandatory HIV testing of pregnant women. 
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Largely, their arguments were based on scientific, ethical, political, and practical 

objections. Quite pointedly, Lowe drew the direct link between mandatory testing and 

mandatory treatment. He noted that the argument of protecting fetus from harm does not 

stop at testing, but would extend to treatment as well, noting “if women are forced to be 

tested for HIV as a means of protecting their infants, it is a short and slippery slope to 

the conclusion that women should be forced to undergo treatment toward the same end” 

(Lowe 1995, 177). Their scientific objections were more in response to the efficacy of 

treatment than the call for testing itself. Roger and Jaffe along with Lowe remarked that 

while the study proved that treatment protocol reduced infection, it did not eliminate it; 

the rate of infection even on AZT was still 8% (Lowe 1995; Rogers and Jaffe 1994; 

Connor et al. 1994). In addition, the treatment protocol was not universal as only 

particular women—women who had not been on treatment before, had mild to moderate 

disease progression, and had a relatively healthy immune system—were allowed into 

the study (Lowe 1995).  All agreed that there were also unknown long-term side effects 

for both the mother and the child and Lowe commented on the danger for both people of 

developing drug resistant strains (Lowe 1995; Rogers and Jaffe 1994; Bayer 2010). In 

addition, Bayer pointed out that mandatory testing that results in treatment of the infant 

actually does little to extend the life of the child. However, he was also quick to add that 

if treatment was successful, science would have shifted the ethical and political grounds 

of this debate (Bayer 1994). 

In the United States during the mid-1990s, the abortion debate had not yet 

cooled and the politics regarding women’s bodies were still is inflamed. Debates 

regarding ACTG 076 reengaged these politics as Bayer and Lowe asserted. Bayer and 

Lowe were also attentive to the recent histories within the United States of invasive 

medical procedures such as forced cesareans to which women of colour were subjected 

(Bayer 1994). Yet the argument for mandatory testing is rooted in the state’s duty to 

protect the child. Aware of the uneven and intense surveillance by child protection 

agencies that poor women of colour face, he also raised the politics and ethics of 

medically surveying these women who also disproportionately represented women living 

with HIV/AIDS (Bayer 1994). As the most outspoken voice, Ronald Bayer made clear 

that the political arguments against mandatory testing and treatment were directly 

connected to resisting the implementation of interventions rooted in systemic racism, 

sexism, and classism. 
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In addition to the scientific, political, and ethical arguments against mandatory 

testing, the authors noted the impracticality of instituting a policy of mandatory testing 

and treatment. Two scenarios were posed: one where testing is enforced, but treatment 

is optional, and the other where both testing and treatment are compulsory. Again 

reiterating the ethical challenge involved in promoting mandatory testing, Bayer and 

Lowe noted the ethics involved in public health authorities refusing treatment; Lowe 

shares Bayer’s sentiments “[i]t would be a cruel hoax to test someone, find out they're 

positive and not be able to offer...[ZDV] and other clinical follow-up” (Bayer 1994; Lowe 

1995, 181). Given the structure of the American health care system, both scholars 

argued that the unfair consequences would be amplified for poor women and women of 

color who had little access to health care. Further, Bayer commented on the state of the 

global response to AIDS and its absenteeism in providing treatment to people in the 

Global South where “pediatric AIDS is most severe” (Bayer 1994, 1225). The second 

scenario presents a basic practical problem: forcing women to take “a daily regimen of 

five doses of zidovudine during the second and third trimesters of pregnancy” (Bayer 

1994, 1225), a highly improbably situation. These practical concerns present significant 

hindrances to enacting mandatory testing and treatment. 

During the clinical trial and on the heels of the ACTG 076 study’s published 

results were ethical concerns of implementing this scientific discovery. Anticipating calls 

for mandatory testing and then treatment, several scholars detailed the ethical 

challenges in enacting the benefits derived from the findings. The concerns for 

mandatory testing and treatment were raised in tandem to the published results of ACTG 

076. This is significant because it demonstrates how closely tied are scientific 

advancements and the ethical implications of implementing them. By outlining the 

scientific, ethical, political, and practical arguments against coercive interventions after 

the immediate release of the ACTG 076 results, I have shown how significant these 

compelling arguments are given their historical context. What should be troubling about 

this section is how several conditions have changed. Before delving deeper into the 

significance of these arguments in today’s era of TasP, I explore the contestations 

against nominal (the person is identifiable by name) HIV surveillance data also related to 

the release of ACTG 076’s results. 
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In the state of New York, prior to the release of the ACTG 076 results in the New 

England Journal of Medicine, a prospective bill was brought forward to unmask the 

identities of pregnant women who had tested HIV positive in order to provide care to 

their unborn child (Dumois 1995). Along with other epidemiological studies, the goal of 

the seroprevalence survey was to trace the epidemic through various populations and 

research ethics approval was granted so long as “no individual subjects would be 

identified or exposed to new procedures just for the sake of the study and because of 

the effectiveness of this approach as a surveillance tool” (Dumois 1995, 149-150). 

Essentially, this proposed bill advocated for the mandatory testing of all pregnant women 

and nominal recording of all positive test results, thus pitting women’s rights to control 

over their body against the rights of the fetus or newly born baby to treatment. 

In the Journal of Community Health, Ana Dumois’s article summarized the 

debate and forwarded the stance against the bill as well as against mandatory testing of 

pregnant women in general. As the Executive Director of an agency licensed by the New 

York State Department of Health mandated to provide primary medical care, she 

reiterated the commitment of federal and state institutions to maintain an anonymous 

surveillance survey used in epidemiological studies (Dumois 1995). To expose the 

position of those for nominal records, she remarked that proponents of mandatory 

testing also supported nominal reporting of HIV infection. Given that their evidence was 

anecdotal and not supported by scientific evidence, their propositions of mandatory 

testing were rejected. In contrast, Dumois’s defense of the voluntary testing and the 

anonymous survey was logical and based on the proven scientific evidence of high rates 

(approximately 80%) of voluntary testing across all of the state of New York’s Prenatal 

Care Assistance Program providers and other publically-funded prenatal programs 

(Dumois 1995, 153). What is significant about this debate is that the litmus test of 

science still rings true today: logical arguments supported by scientifically proven 

evidence.  

The case of epidemiological surveillance data collected from HIV positive test 

results was similar to the debate regarding mandatory testing in argumentation. One 

significant difference in the argument for anonymous recordkeeping was the use of 

prominent supporters ranging from respected directors of hospitals, medical teaching 

institutions, as well as outspoken PWA and AIDS activism groups, prestigious medical 
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associations, human right organizations, and women’s rights coalitions. Dr. Dumois’s 

position was strongly supported by over thirty organizations (including the American 

Medical Association, ACT UP, New York Civil Liberties Union). These esteemed 

individuals, groups, organizations, and institutions not only gave added weight to the 

argument because of their reputations, but also they formed a sizeable group of 

opponents to the proposed legislation.  

Given the political influence and power of Dumois’s supporters and their 

persuasive arguments, it is no wonder that they were successful in defeating the 

mandatory and nominal surveillance bill at that particular time. Yet, the unnerving words 

in the epigraph come from Carol Levine and Ronald Bayer, who too opposed mandatory 

HIV testing. Whether it was a premonition, today their words are eerily unsettling given 

the treatment advancements “proven” to prolong and improve life. I draw this epigraph 

forward to demonstrate that even in the very early discussions of the benefits of HIV 

treatment for prevention is the debate regarding mandatory HIV testing and nominal 

epidemiological surveys. Given that science has overcome the previous barriers of test 

accuracy and effective treatments, is mandatory testing now “ethically defensible”? The 

words also reveal a more troubling notion, echoed in this era and context of TasP: What 

now becomes the ethical basis to argue for voluntary HIV testing? Or perhaps, is there 

one? In the following chapter, I will discuss in detail the HIV screening practices in 

Canada and specifically, in BC as well as the ethical implications of the developments in 

science that have brought TasP into being.  

4.4. Methods and Proof 

Although the ACTG 076 concluded in December 1993, the ethical concerns 

surrounding the study did not end in the mid-1990s. In June 1994, the WHO convened a 

group of scientists (no ethicists) to “assess the agenda for research on perinatal HIV 

transmission in the wake of ACTG 076” (Lurie and Wolfe 1997, 853). They concluded 

“placebo-controlled trials offer[ed] the best option for a rapid and scientifically valid 

assessment of alternative antiretroviral drug regimens to prevent [perinatal] transmission 

of HIV” (Lurie and Wolfe 1997, 847). What followed were numerous trials in Africa that 

tested the efficacy of adjusted regimens based off of the ACTG 076 protocol. From 1997 

through to the early 2000s when ART began to trickle into the Global South, academics 
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began to raise significant ethical concerns of global health research where the disparities 

between access to health care and ART was even more grossly magnified (Lurie and 

Wolfe 1998; S. M. Wolfe and Lurie 1997; Lurie and Wolfe 1997; Aaby et al. 1997; 

Lallemant et al. 1998; de Zulueta 2001). Research facilitates treatment, but under highly 

constrained conditions, largely advancing the science of AIDS and offering little 

sustained benefit for study subjects. My point in raising these later ethical concerns is 

merely to show that these debates continue and are mapped globally after this initial trial. 

In fact, across colonial and neo-colonial history there are many scientific exchanges 

between modern clinical trials in the Global North and South. While an in depth review of 

the ACTG 076 examines the ethical issues of using AZT for prevention, the broader idea 

of prophylactic prevention is found in the turn of the 20th century colonial tropical 

medicine as I have detailed in Section 4.1. Together, the historical analyses of the highly 

questionable ethical clinical research and the deeply racialized methods used in colonial 

medicine expose the direct links between these times, places, and practices, and the 

present day methods and proof TasP draws on. 

4.5. The Biomedical Rationale for TasP: The Need and 
Benefits 

In this section, I review the biomedical rationale for the need for and the benefits 

of TasP. In addition, I also examine what types of knowledge about TasP are produced 

and how these knowledges move throughout various types of biomedical literature. My 

goal is to explore the initial production of the scientific knowledge of TasP in order to 

understand its rationale. The ACTG 076 study is continually referenced as the primary 

proof that ART prevents transmission:  

Of note, HAART-induced decreases in plasma HIV-1 RNA levels have 
been shown to be associated with…a substantial reduction in the risk of 
mother-to-child HIV transmission when HAART is given to HIV-infected 
pregnant women…. It is therefore reasonable to speculate that 
antiretroviral therapy could have an additional beneficial impact by 
reducing the spread of HIV. (Lima et al. 2008, 60)  

To control the HIV/AIDS epidemic, infectious individuals would have to be 
rendered non-infectious, or susceptible people protected from infection. 
Vertical transmission of HIV can be eliminated by testing of mothers and 
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blocking of transmission through the use of antiretroviral drugs. (Granich, 
Gilks, Dye, De Cock, and Williams 2009a, 48) 

The words of Viviane Lima and her colleagues as well as Reuben Granich and 

his team—who produce the “definite” proof of TasP in their HPTN 052 study, a large 

scale, multi-country randomized control trial—are reflective of the predominant medical 

rationale throughout TasP literature. The ACTG 076 study unifies the medical rationale 

promoting TasP across its differences. 

The biomedical literature makes two distinct arguments regarding the need to 

explore the use of ART for prevention: the promise of science in the face of the severity 

of the epidemic and the failure of prevention. Initially, in the early 2000s, much of the 

literature argues that the use of treatment for prevention should be investigated further 

because of emerging and promising treatment research (Law et al. 2001; Velasco-

Hernandez, Gershengorn, and Blower 2002; Blower, Aschenbach, and Gershengorn 

2001; Auvert et al. 2004; Teixeira, Vitória, and Barcarolo 2004; Fang et al. 2004). 

Consistently, the most prominent empirical study referencing such windfalls is the ACTG 

076 clinical trial, which tested the efficacy of AZT to reduce transmission of HIV from 

mother to fetus: “The proposal that ART be used to reduce the risk that an HIV-infected 

individual will transmit the virus is based on successful use of these agents to prevent 

perinatal transmission of HIV” (Hosseinipour et al. 2002, 1391). This argument also 

justifies the urgent need for TasP because of the severity of the epidemic, reasoning that 

HAART should be used because “all possible prevention strategies [should] be explored” 

(Hosseinipour et al. 2002, 1391). Within this rationale of using treatment for prevention, 

distinct indications of scientific evidence are centred, but also they are placed alongside 

prevention education and condom use. In fact, these traditional approaches to 

prevention are situated as essential to the success of using treatment in prevention 

efforts. The newly affirmed benefits of treatment give way to postulating their broader 

prevention implications. 

Conversely, the second line of argument positions traditional prevention tactics 

as “only partially effective and remain severely underused,” therefore a biomedical 

prevention tool must be employed (Salomon et al. 2005; Montaner et al. 2006, 531). Yet, 

they too mobilize the same scientific evidence of the effectiveness of ART to prevent 

transmission:  
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Evidence of the effect of HAART on the prevention HIV transmission can 
be derived from experience in the mother-to-child-transmission setting. 
Here, even before the HAART era, the key role of maternal plasma HIV-
1-RNA concentrations in HIV transmission had been clearly established. 
(Montaner et al. 2006, 531)  

Suggesting that educational prevention should continue undercuts its own 

position. By arguing that both traditional prevention efforts have failed, but are still 

needed, the use of treatment for prevention is positioned as superior to these earlier 

efforts and does not demonstrate the necessity of prevention education and condom use. 

Both rationales for the need of pharmaceutically based prevention rely on the premise 

that pharmaceutical developments should be utilized to their fullest potential for the 

benefit of all.  

TasP offers a bifurcated benefit: treatment of the patient and prevention of HIV 

transmission. I am not contesting this claim, but rather emphasizing that numerous 

articles review the benefit for public health but remain silent regarding the costs of 

lifelong adherence to ART for patients. Even though Sally Blower and team report that 

drug resistant strains may also be associated with increased mortality, this line of 

argument proclaims that HAART saves lives (Blower, Aschenbach, and Gershengorn 

2001). Relying on scientific studies associated with decreasing mortality rates related to 

the uptake of HAART, precursory interventions to TasP promote that it will save the lives 

of people living with HIV as well as protecting the lives of those who are HIV negative 

(Montaner et al. 2006; Teixeira, Vitória, and Barcarolo 2004; Fang et al. 2004; Lima et al. 

2008). Liviana Lima and colleagues argue, “incomplete adherence to modern HAART 

was strongly associated with increased mortality” (Lima et al. 2009, 7). This warning 

from the BCCfE team works to assert that if PWAs do not adhere to their medication, 

they will die. Whereas TasP counts how many lives are prolonged through HAART, a 

different calculation is used in reporting on the lives saved of those not infected. 

Alongside reporting the mere number of seroconversions adverted, the prevention of 

HIV transmission is also reflected in how much money is saved by health care systems. 

With the overwhelming upfront costs of TasP preventing health officials from signing on, 

TasP attempts to present a long-term rationale for implementing universal access to HIV 

testing and treatment. The lives “saved” through preventing transmission reflect not only 

a monetary savings to health systems, but also a reduction in the number of those 
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infected (Lima et al. 2008). The monetary saving argument mirrors back that PWAs are 

an economic burden to society as well as being a deadly viral threat. 

Unlike the failed vaccine trials, TasP rests on decades of “proven” scientific facts 

that ART reduces viral load and the newer science that it is “virtually impossible” to 

transmit the virus with an undetectable viral load. Boldly, TasP claims that it can end 

AIDS. Jorge Velasco-Hernandez and team first made this declaration in their 2002 

mathematical model when they suggested that treatment for prevention purposes could 

“eradicate” the epidemic (Velasco-Hernandez, Gershengorn, and Blower 2002). In 2009, 

Reuben Granich and colleagues also make a similar claim, but argue that their 

mathematical model could “eliminate” the disease (Granich, Gilks, Dye, De Cock, and 

Williams 2009a). They specifically chose the word “eliminate” over “eradicate” because 

the former “refers to reduction in incidence of a public health challenge to levels below 

some arbitrarily defined threshold” (Granich, Gilks, Dye, De Cock, and Williams 2009b, 

1081). Yet, this claim of ending the epidemic also appears in other commentaries 

echoing these bold claims made in mathematical models (Granich, Williams, and 

Montaner 2013; Fauci and Marston 2013). In essence, their argument is that HIV drugs 

make a world without AIDS possible. 

At the 2015 International AIDS Society’s HIV Pathogenesis, Treatment and 

Prevention conference in Vancouver, two recent studies reported that HIV treatment 

makes PWAs’ lives better. In a press release from the BCCfE, Lindsey Richardson 

concluded that HIV treatment leads to an increased likelihood that people will “transition 

out of homelessness, start addiction treatment, and begin a romantic relationship” 

(Richardson et al. 2015). In addition to these improvements, adherence to ART 

increases the chances of people ending their “involvement in activities like sex work, 

drug dealing, or street-based income generation” (Richardson et al. 2015). Julio 

Montaner adds, “Dr. Richardson’s groundbreaking research indicates TasP’s open and 

accessible approach to health care can have significant social and economic 

implications” (Richardson et al. 2015). In short, this research “confirms” that HIV 

treatment “causes” PWAs to have better lives. 

Both the need for and the benefits of TasP justify this intervention from a public 

health perspective while also attempting to maintain a focus on the individual benefits of 

TasP. The tried and true approaches to prevention have “failed.” And the benefits of 
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pharmaceutical prevention interventions offer the incredible possibilities of ending AIDS 

and improving the quality of life for PWAs. Although the financial costs are discussed, 

what is minimized in these arguments supporting TasP, is the moral, ethical, and human 

costs associated with implementing this biomedical prevention technology. These 

grandiose scientific claims offer the ideal, leaving implication out of the discussion. Is it 

worth it to end AIDS if it means asking (or forcing) certain people to mandatory 

screening, monitoring, and treatment? At whose expense will the cost of TasP be carried 

out? To examine these questions, I review different kinds of biomedical knowledge that 

positions TasP as a viable prevention intervention. I also revisit the work of medical 

anthropologists and historians of Africa to explore TasP’s connections to medical ideas 

constructed in tropical diseases and public health interventions deployed in colonial 

medicine. Finally, I review the ethical concerns raised in the most frequently cited study, 

the ACTG 076, “proving” that HAART “prevents” transmission, the backbone of TasP.  

4.6. Why TasP? What Evidence? Why Now? The Early 
Years of Scientific Method Prompting TasP, 2002-2007 

Great ambitions and technological confidence ‘justified’ arrangements 
with rationality and ethics, and generally ended in failure, if not 
catastrophe. (Lachenal 2013, 84) 

At the time of the release of the ACTG 076 trial results in 1994, there was a 

longitudinal observational study in Italy that investigated the use of ART on reducing HIV 

transmission among heterosexual couple (where the PWAs were male) (Musicco et al. 

1994). This study concluded that since men living with HIV were infectious and “the 

duration of the reduction of the infectiousness induced by antiretroviral treatment [was] 

probably limited, counseling about behavioral modifications remain[ed] the most 

important tool for the prevention of heterosexual HIV transmission” (Musicco et al. 1994, 

1975), even though they showed that treating men with AZT reduced transmission by 

50%. Given that men who used condoms were 6 times more likely to not transmit HIV to 

their female partners, their conclusions make sense. Yet, in 2002, Mina Hosseinipour 

and colleagues drew upon this study as evidence for the effectiveness of ART to prevent 

transmission in their article that sparked the scientific imagination. At different times, 

different epidemiological studies have been given different weight in order to advocate 

for the biomedical intervention into prevention. As the “gold standard” in clinical research, 
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randomized control trials offer “sound evidence of cause and effect” of a particular 

intervention (Isenburg 2015). Even so, multiple kinds of scientific evidence have 

contributed to the scientific rationale for and the institution of TasP. While not an 

exhaustive review, this section examines the initial biomedical discussions proposing 

and promoting treatment-based prevention and interrogates the biomedical evidence 

and arguments used to fuel the need for TasP. 

Hosseinipour et al. stand as an example of a commentary on the existing 

biomedical research and models. While they use “established” proof, these biomedical 

commentaries reconfigure both collective knowledge and possibilities. For example, 

Hosseinipour et al. argued that given the “severity” of the epidemic—5 million new 

infections occurred in 2001, bringing the total of people infected to 40 million 

worldwide—“all possible strategies” must be considered. Her team argued that given this 

observational study and several mathematical models (Blower, Aschenbach, and 

Gershengorn 2001; Blower 2000; Law et al. 2001; Gray et al. 2001) that using ART for 

prevention should be further investigated although education, behavioral modification, 

and condom use were proven as effective prevention methods (Hosseinipour et al. 

2002). Hosseinipour et al. represent a series of medical reconceptualizations of older 

studies on the effectiveness of using ART for prevention. Effectively, these scientific 

dreaming acts, in further commentaries and mathematical models, propagate ideas of 

what could be possible in public health, epidemiology, and medicine.  

Mathematical models also imagine using HIV treatment for prevention. These 

models run epidemiological data from various municipal public health departments to 

global surveillance data from places such as San Francisco (Blower, Aschenbach, and 

Gershengorn 2001; Velasco-Hernandez, Gershengorn, and Blower 2002; Blower 2000), 

Australia (Law et al. 2001), Taiwan (Fang et al. 2004), and sub-Saharan Africa (Salomon 

et al. 2005) about various populations, namely gay men in the Global North and 

heterosexual couples in the Global South. While these mathematical models run 

numbers regarding various permutations and combinations of expected new infections, 

factors, and interventions, they also offer a cautiously optimistic outlook for the benefits 

of treatment-based preventions. Variables such as an expected increase in risk taking 

activities and outbreaks of STIs, the existing and anticipated funding cuts to prevention 

programs, and the development of drug resistant strains, all warn of a myopic approach 
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to treatment for the use of prevention (Blower, Aschenbach, and Gershengorn 2001; 

Law et al. 2001; Salomon et al. 2005; Velasco-Hernandez, Gershengorn, and Blower 

2002; Blower 2000). Yet, even with all their hesitations about these potentially 

devastating setbacks, these models empathically rally for treatment to be used for 

prevention. Jorge Velasco-Hernandez and colleagues exemplify this enthusiasm by 

asserting that their “findings demonstrate unequivocally that it is imperative that the 

usage of ARV should be tightly coupled with effective risk-reduction strategies” (Velasco-

Hernandez, Gershengorn, and Blower 2002, 492). Joshua Salomon’s team exclaims, 

“the potential for treatment to enhance prevention must be exploited” (Salomon et al. 

2005, 0054). Mathematical models foster the scientific imagination. 

In describing the significance of mathematical modeling in controlling malaria, 

Ellis McKenzie and Ebrahim Samba describe how at the turn of the 20th century Ronald 

Ross used this “a priori” modeling to construct “models that embod[ied] hypotheses 

about how the world work[ed]” (McKenzie and Samba 2004, 94). Further, Ross’s 

proposal for how to eradicate malaria in the west Africa colonies was based on vector 

control, preventative treatment, and protective measures (McKenzie and Samba 2004, 

94). So mathematical models not only theoretically play out a hypothesis, but also 

suggest interventions. Blower claims that mathematical models can be used to inform 

public health policy even though the knowledge that they produce is simply hypothetical, 

but that as “biomedical knowledge accumulates our model can be made more complex, 

and as data accumulate we can reduce the uncertainty in our predictions (Blower 2000, 

654). Yet, Myron Cohen and colleagues “cannot emphasize too strongly” against 

accepting mathematical models as scientific evidence, further arguing they provide a 

range of possibilities but are not “an alternative to empirical (evidence-based) research” 

(M. S. Cohen 2007, 598). The level of scientific proof demonstrated by the a priori, 

hypothetical, projective, and suggestive mathematical model can only offer numerical 

possibilities to the wistful scientific commentaries. Yet, even as conjecture these 

estimations offer particular ways of understanding the world and can be implemented in 

population health interventions and public health policy. 

Observational studies can describe the occurrence, either the prevalence or 

incidence, of a disease with a particular population over a defined timeframe. Their use 

in the initial biomedical discussions for TasP is significant as they can also be the first 
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step in testing a new hypothesis (Branson et al. 2006). Jesús Castilla and colleagues 

demonstrated the utility of such a studying by conducting a prospective observational 

study to “analyze HIV sexual transmission risk, determinant factors, and needs related to 

prevention and reproduction aspects” in Madrid, Spain (Castilla et al. 2005). They were 

able to compare the effectiveness of HAART on HIV transmission over time, specifically 

when HAART was not available (January 1991 to 1995), when it was initially available 

(1996-1998), and when it was readily available (1999-December 2003) (Castilla et al. 

2005). And their conclusion “strongly” supported the hypothesis that HAART could have 

“great potential” in reducing HIV transmission (Castilla et al. 2005). The study team 

emphasized the need for sustained prevention work and the need for universal access to 

HIV treatment, where in the Global South accessing ART was challenging let alone 

universal access. Yet, investigating the short term effects of HIV treatment on treatment 

naïve PWAs in Uganda, Rebecca Bunnell and her prospective cohort study team draw a 

similar conclusion from their own study that “[p]roviding ART, prevention counseling, and 

partner VCT (voluntary counseling and testing) was associated with reduced sexual risk 

behavior and estimated risk of HIV transmission” (Bunnell et al. 2006, 85). Even though 

cohort studies like these two provide stronger scientific evidence of causality, the 

evidence they offer is limited.  

Another early and prominent observational study was the retrospective ecological 

study, which examined the “effect of widespread use of HAART on the evolution of the 

HIV epidemic in Taiwan” (Fang et al. 2004, 879). Chi-Tai Fang and colleagues examine 

HIV surveillance data and discuss the reasons why there is a “lack of empirical data to 

verify” the effectiveness of ART to prevent transmission (Fang et al. 2004, 879). In 

addition to the cost prohibitiveness of ART, Fang et al. remark that there is a “lack an 

effective surveillance system for tracking the incidence of asymptomatic HIV infection” 

(Fang et al. 2004, 879). However, combining Taiwan’s implementation of mandatory 

reporting of HIV and AIDS in 1984 and their free access to HAART since April 1997, 

their nationwide surveillance data (dating back to 1989) allowed them to study the 

impact ART had one new infections. This study was able to demonstrate a 53% 

reduction in new HIV infections. However, several prerequisites were required not only 

for this type of reduction in transmission to happen, but also for this type of evidence to 

be shown. I will discuss this further shortly, but first I examine the role of other 

observational studies. 
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Cross-sectional studies are often surveys that capture a snapshot of a population 

that provides evidence regarding prevalence, how many people are impacted by the 

disease. Cross-sectional studies give little evidence of causality because they cannot 

sequence events as they provide a broad picture within one specific moment in time. 

That being said, Bertrand Auvert and his colleagues used such a study design to 

“estimate the proportion of people eligible for combination antiretroviral therapy and to 

evaluate the potential impact of providing HAART on the spread of HIV-1 under World 

Health Organization (WHO) guidelines in a South African township with a high 

prevalence of HIV-1” (Auvert et al. 2004, 613). Their question, “can highly active 

antiretroviral therapy reduce the spread of HIV?,” is a causal question; it asks if HAART 

causes a reduction in HIV transmission. They conclude that if the United States 

Department of Health and Human Services (USDHHS) guidelines were used rather than 

the WHO then the impact of HAART would be more significant. Even with their 

methodological flawed conclusion, their work is taken up as support for TasP. 

In the BC Centre for Excellence in HIV/AIDS inaugural TasP commentary, Julio 

Montaner’s team uses the Taiwanese observational study along with its own review of 

provincial data in BC to show that HAART reduces transmission by at least 50% 

(Montaner et al. 2006). What Montaner et al. fail to examine is how they arrived at their 

numbers, whereas Fang et al. clearly describe their methodology. Montaner et al. also 

fail to acknowledge the prerequisites functioning in Taiwan for Fang et al. to produce 

these numbers and results: national mandatory reporting of HIV and AIDS in 1984, free 

access to ART and HIV care as of April 1997, “further [mandatory] monitoring of the 

prevalence of drug resistance,” easy access and affordability of clean injection drug use 

equipment, the monitoring of CD4 cell counts, plasma HIV load, and adverse effects of 

drugs, and compulsory testing for very broad range of the population, namely all men at 

age 20 (because of mandatory military service) and prisoners (Fang et al. 2004, 880). 

Fang et al. comment on the likelihood of sustaining this greatly reduced infection rate, 

stating “the epidemic will eventually catch up if we cannot further reduce the 

transmission rate of HIV by additional preventive action. Although public education about 

safer sex and condom use has been widely distributed…more effort is needed" (Fang et 

al. 2004, 884). While Montaner et al. also advocate for the continued use of traditional 

prevention interventions, they suggest that HAART is an “essential” part of the wider 

prevention strategy. In addition they argue that their “hypothetical but testable approach 
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deserves to be urgently and thoroughly evaluated in highly controlled 

environments….[and] [m]onitoring of HIV incidence should be an integral part of HAART 

expansion programmes” (Montaner et al. 2006, 532). Effectively, they encourage clinical 

trials to test the TasP hypothesis, not to advance HIV care, but for the purposes of 

prevention, which require epidemiological surveillance. But they do not limit their 

recommendation of HIV monitoring simply to potential randomized clinical trials (RCTs), 

but argue that broader practice and policies implementing the upscaling of ART should 

conduct this monitoring.  

The same David Sackett who, along with Brian Haynes, popularized the notion of 

“compliance” in medical discourse, condemns outright any evidence short of a RCT or 

systematic review. Specifically, in response to the RCT that had proven the 

cardiovascular damage caused by hormone replacement therapy, the outraged doctor 

denounces preventative medicine physicians who are “aggressively assertive,” 

“arrogant,” and “overbearing,” stating that “[e]xperts refuse to learn from history until they 

make it themselves, and the price for their arrogance is paid by the innocent. Preventive 

medicine is too important to be led by them” (Sackett 2002, 364). Sackett points not only 

to physicians who rely on evidence of observational studies like the ones noted above, 

but specifically physicians who practice preventative medicine. His attack highlights that 

curative and preventative medicine are “absolutely and fundamentally different in their 

obligations and implied promises to the individuals whose lives they modify,” insinuating 

that preventative medicine has more of an investment in public health (Sackett 2002, 

363). In addition, he also damns preventative medicine for  “[o]ccasionally invoking the 

force of law (immunizations, seat belts), [as] it prescribes and proscribes for both 

individual patients and the general citizenry of every age and stage” (Sackett 2002, 363). 

His charged remarks also highlight the universalizing dangers and boldfaced claims of 

preventative medicine, the area of medicine in which TasP most definitely resides. The 

weight of evidence in the gestation years of TasP demonstrate hopeful, but not 

scientifically sound conclusions. 

Even TasP proponents such as Myron Cohen and his colleagues articulate that 

these observational studies are limited in the evidence they can provide regarding the 

effectiveness of TasP as a prevention intervention; “[o]bservational studies are limited by 

their inability to establish causality because the effects of ART on transmission cannot 
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be separated from other expected and unexpected modifiers, especially changes in 

sexual behavior and condom use” (M. S. Cohen 2007, 594). Yet just as cautious as 

Cohen et al. are in 2007 before the 2010 release of his HPTN 052 study, they suggest, 

“ART will evolve as a cornerstone of HIV prevention.” As well, they argue that the 

advancement of pharmaceutical inventions should favour prevention, paralleling the 

development of strategies that “recognize prevention inherent in ART…[which] must be 

recognized and urgently pursued” (M. S. Cohen 2007, 598). The purpose of this section 

was to discuss the types of scientific evidence used initially to propel the promotion of 

TasP. Drawing from articles as early as 2002 through to 2007, the weight of the 

evidence, despite the enthusiasm, is anything but strong. I suggest that the sum of the 

observational data certainly is encouraging, but more convincing is the mere promotion 

of this prevention intervention. Why TasP? The promising hope of a substantial 

biomedical prevention intervention. What type of evidence and why now? The mounting 

observational data paired with the lofty and convincing, albeit inflated, scientific 

preventative dream. I argue the promotion and uptake of TasP is just as much about 

science and scientific imagination as it is about mounting an argument.  

As Cohen et al. briefly discuss in their 2007 narrative review of the to date 

evidence of TasP, the (American) National Institutes of Health Prevention Trials Network 

(HPTN) successfully completed the pilot phase of a RCT with the explicit purpose of 

determining ART on HIV transmission (M. S. Cohen 2007). This becomes the first RCT 

used to advance the science of TasP explicitly, measuring up to the scientific gold 

standard, providing conclusive evidence. While much of the scientific writing prior to the 

release of the HPTN 052 study may not provide the level of evidence the medical 

community requires, it did accomplish several tasks. First, it reveals the role of the 

scientific imagination. Mathematical models and commentary stoke the hopes of the 

public health benefits of using HIV treatment for prevention. Second, observational 

studies, specifically the Taiwanese study, offers significant details about what type of 

policy and public health interventions are needed not only to produce such a reduction in 

HIV transmission, but more so to be able to report such results. In 2006 Montaner et al.’s 

paper, they closely align the province of British Columbia’s prevention of transmission 

with this observational study without providing any methodological justification or 

explanation as to how they arrived at that conclusion. Namely, Fang et al. reported the 

essential roll of compulsory reporting (not only of HIV, but also viral load and CD4 levels), 
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mandatory testing for a vast majority of the country’s population, readily available harm 

reduction supplies, and free access to ART and HIV care. I remark on these 

prerequisites to highlight what the epidemiological and public health policy needs are to 

“prove” the effectiveness of using HIV treatment for prevention, which I will discuss 

further in the following chapter. Rather than propelling forward into TasP research after 

2007 for the remainder of this chapter, I look back through medical history to examine 

the scientific “proof” that the epigraphs reiterate as well as the colonial methods TasP 

uses. 

4.7. Concluding Thoughts 

In this chapter, I drew on the work of Nguyen and Lachenal to demonstrate the 

connection between the methods used in modern day TasP and 19th and 20th century 

colonial medicine and their deeply racialized subjects. This analysis offers direct links 

between both temporal and spatial medical rationale. Specifically, I discuss the test and 

treat approach and its link to racializing Africans as “diseased” and “viral reservoirs” to 

argue that TasP draws from racist practices that are synonymous with mandatory 

screening and treatment.  

I also detailed the first instances of HIV medication being used for HIV prevention. 

My analysis of the cited scientific “proof” that HIV transmission can be prevented through 

the use of ART reveals the numerous ethical concerns and implications of this 

foundational study. These initial studies of both PEP and vertical transmission offer the 

first conceptualizations of using HIV medication for preventative purposes, not only in 

small scale and isolated instances, but they also stimulate the scientific imagination of its 

use for wider population health prevention. This close historical review demonstrates 

how the lines are drawn between innocent and guilty, health care workers and babies on 

one hand and those infected on the other. In the case of ACTG 076, this distinction is 

evident not only in the disregard for the health and lives of women living with HIV, but in 

the stark contrast of the insertion/assertion of fathers’ rights and the privileging of fetuses’ 

health over the mothers’. This casting of responsibility and caesura in rights affirms lines 

drawn in the population into those whose health is worth fostering and those who 

threaten well-being. Pregnant women, particularly women of colour, are cast as vectors 

of disease and threats to public health.  
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In addition, I have closely examined the ethical concerns raised in response to 

the ACTG 076 study, outlining how racism and sexism worked through its scientific 

research protocols. Numerous and diverse players, from AIDS activists and PWAs to 

ethicists and academics, articulated these contestations, objecting on the grounds of 

scientific reasoning and method. Their accusations ranged from blatantly indicting the 

ACTG 076 research team of racism, sexism, and classism to pointing out the 

vulnerabilities of poor women of colour who predominantly constituted the study’s 

population. While ACTG 076 may have offered some health services and treatment to 

women who were previously unable to access prenatal or primary health care, it also 

caused harm to these women by increasing the likelihood that they would develop drug 

resistance to AZT. The clinical trial team made numerous decisions such as re-enforcing 

that their scientific goal of assessing the use of AZT to prevent transmission took greater 

priority than the individual health of pregnant women. The study did not compromise its 

primary goal. The potential scientific discovery that could prevent HIV transmission that 

would benefit “innocent” babies trumped the health of individual pregnant women. 

Although they ended up proving that AZT reduces HIV vertical transmission, countless 

researchers interpret these findings as proving AZT prevents transmission, thereby 

establishing the proof needed to justify TasP. 

While the results of ACTG 076 brought hope and set the precedence for treating 

pregnant HIV positive women, it also triggered serious protests to mandatory HIV 

screening and treatment in anticipation of the policy implementation and practice of this 

new HIV prevention based on the ACTG 076 study. These objections were made on 

scientific, ethical, political, and practical grounds. In the mid-1990s the New York City 

case described, these arguments were successful in their opposition to mandatory 

screening and treatment. However, as I will detail in the following chapter, debates 

regarding mandatory screening remain highly contested today in Canada. What this 

review shows is how intrinsically connected treatment for prevention is to propositions of 

mandatory screening and treatment. It also reveals the inherent link between assumed 

non-adherence of those infected with the virus and the imagined protection of public 

health. The logic is tightly woven: if treatment effectively prevents transmission then 

mandatory screening and treatment must be instituted. I argue that the rationale for this 

logic is rooted in the conceptualization of the non-adherent patient.  
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As ACTG 076 exposes, the vast majority of pregnant women in the study were 

women of colour, who are already cast as guilty subjects, threatening the health of their 

future children. And as I have described earlier, these constructions of the non-adherent 

patient are deeply racialized. Those non-compliant require intervention in order to 

protect the innocent and society, hence rationale for the study. PWAs’ culpability is 

paired with their “inability” to prevent their own acquisition of HIV; individuals are made 

independently and individually responsible for acquiring HIV. The assumption is that they 

will not adhere to medical advice that will benefit the next generation or the imagined 

community; therefore, the medical establishment must enforce appropriate interventions 

such as testing and treatment. While these forced measures may not overtly 

discriminate, they are rooted in deeply racist practices, as I will describe in the following 

chapter. These practices are neither neutral nor objective. The weight that ACTG 076 

has even today, not only on protocol and standards of care for pregnant women, but also 

in TasP cannot be overstated. Now, I will examine the scientific rationale, benefits, and 

claims about TasP. 
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Chapter 5. Shifting Practices for the 
Implementation of TasP Practices 

In the last chapter, I brought forward the ethical concerns involved not only in the 

ACTG 076 clinical trial protocol, but also the anticipated practice implementations, 

mandatory screening and treatment. I also showed the methods TasP uses are based 

on colonial approaches to segregation, mass screening, and forced prophylactic 

treatment. In my review of the evidence used to justify further scientific study, I showed 

the links Montaner et al. drew between the BC and the Taiwan experiences of reducing 

transmission through HAART. What I made clear in the Fang et al. study was that the 

type of data needed to make such a claim in HIV transmission reduction relies on 

numerous mass mandatory testing and monitoring practices. In summary, TasP relies on 

four distinct, but interrelated practices for implementation and for confirmation that TasP 

works: “universal” screening, immediate or early initiation of treatment, intensified 

surveillance, and practices of adherence. I emphasize that these four practices lend 

themselves to imposition in order to promote the TasP approach. While these practices 

range from voluntary to mandatory, expected participation is required. People are 

strongly encouraged to adhere to TasP demands for the benefit of public health. I argue 

in this chapter that these four areas of practice have shifted throughout their 

implementation in BC, but specific practice, clinical, and legal changes needed to occur 

for TasP to be implemented. I piece together evidence, which sometimes is a thin line 

lightly traced across a longer period of time or thicker lines stamping out multiple 

examples within a concentrated window, to show these shifts. Further, I argue that these 

shifts continue to draw on colonial and racist practices that dehumanize certain people 

thus disproportionately targeting people of colour (most often immigrants and refugees) 

and Indigenous peoples, women, poor people, and prisoners. 

I begin by analyzing the policies and guidelines used in HIV testing and 

screening with a specific focus on British Columbia. While I discuss numerous national 

and international protocols I do so to demonstrate the interactions between the scope of 
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these policies and the local policies within the province. To extend the early example of 

pregnant women, I specifically look at medical and public health discussions about, and 

guidelines for, pregnant women. As testing is the foundation of TasP, I detail testing 

extensively, more so than other pillars of TasP, because the implications for 

confidentiality, privacy, testing and care protocols, and refashioning of health care are 

substantial, vast, and broad reaching. After thoroughly discussing the changes testing 

have undergone in the TasP era, I examine the shifts in treatment protocol, which 

heavily relies on international research and guidelines. Next, I turn the discussion to viral 

surveillance and its provincial modifications. Finally, I examine specific adherence 

measures taken to ensure PWAs take their medication. By outlining the shifts in HIV 

testing and prescribing protocol, surveillance, and adherence practices that have taken 

place in BC, I demonstrate that adherence is woven throughout all areas not just the 

latter. I argue that the changes in Canadian criminalization of HIV non-disclosure lend 

itself to register harsher within the province of BC under TasP intervention. I detail how 

the changes in criminal law have impacted more severely those who are non-adherent. I 

conclude this chapter by arguing that colonial and racist practices are recuperated in 

TasP, but adapt to the present context to create a new subjectivity that embodies a 

diseased, non-adherent, and threatening subject, the unsuppressed. 

Before I begin my analysis, it is useful to remark on the context in British 

Columbia and specifically, the arms length governmental body responsible for 

implementing TasP. A large part of this chapter revolves around the work of the BC 

Centre for Excellence in HIV/AIDS (BCCfE or the Centre) because it is not only a strong 

national leader regarding HIV treatment and research, but also a forceful local, provincial, 

national, and international advocate for TasP. With a provincial mandate to “improve the 

health of British Columbians through the development, ongoing monitoring and 

dissemination of comprehensive investigative and treatment programs for viral diseases,” 

the Centre has been a forerunner in HIV treatment.  Its goal is to develop new methods 

of patient care and therapeutic protocols, provide education to health care practitioners 

and cost-benefit analyses on treatment interventions, and contribute to epidemiological 

surveillance (Granich, Gilks, Dye, De Cock, and Williams 2009a). The Centre also over 

sees the province-wide Drug Treatment Program, which distributes and tracks all 

administration of HIV medications.  
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Dr. Michael O’Shaughnessy opened the Centre on January 2, 1992 to establish 

the provincial HIV/AIDS Treatment Guidelines (Branson et al. 2006; Sanders et al. 2005; 

Ekwueme et al. 2003; Walensky et al. 2013; Paltiel et al. 2005). Laying claim to “game 

changing” developments in HIV treatment, the Centre boasts, “Dr. Montaner was the key 

driver in the discovery of highly active antiretroviral therapy (HAART)” (Denham 2014; 

CBC News 2015). Dubbed the “king of HAART,” Dr. Julio Montaner became the Director 

of the BCCfE in 2005, bringing the Centre into the international area when he held the 

presidency of the International AIDS Society from 2008-2010 (Pirisi 2006). Denielle 

Elliott remarked in her 2007 dissertation on HIV pharmaceutical surveillance and medical 

research in the Downtown Eastside that Montaner has “grand visions and aggressive 

plans for the Centre and its researchers” (D. Elliott 2007, 36). Included in 

accomplishments under Montaner’s direction, the Centre was instrumental in petitioning 

Health Canada and reversing its decision to deny access to two HIV medications. In 

Canada, TMC114 (darunavir or Prezista®) and TMC125 (etravirine or Intelence®) were 

first prescribed and administered by the BCCfE to a handful of viral drug resistant 

patients, including artist Tiko Kerr whom I will introduce more fully in the subsequent 

chapter (R. Gustafson and Steinberg 2011). Although there are previous iterations, 

Montaner lays personal claim (and registered trademark rights in the US, Canada, and 

European Union) to the prevention innovation, TasP, based on his and his BCCfE 

colleagues’ observational TasP study published in 2006. This chapter examines the 

specific policy and legal changes that occurred in British Columbia that allowed the 

establishment of TasP, beginning with the shifts in HIV screening.  

5.1. Testing  

The failure of prevention is given as reason for why the implementation of 

treatment-lead prevention interventions is needed. As part of this argument, the “failure” 

of voluntary counseling and testing (VCT) and AIDS exceptionalism are raised (British 

Columbia Centre for Disease Control (BCCDC) 2011). Speaking specifically of the 

context in sub-Saharan Africa, Kevin DeCock and his CDC colleagues reject AIDS 

exceptionalism, arguing it has impeded HIV prevention. Particularly, they state that the 

combination of VCT and AIDS exceptionalism obstructs HIV prevention because VCT is 

too costly and slow to provide, sub-Saharan Africa has a decreased need for VCT due to 

the disease’s high prevalence, AIDS exceptionalism “increases” stigma, and VCT 
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restricts access to testing (De Cock, Mbori-Ngacha, and Marum 2002; Csete and Elliott 

2006). Further, DeCock et al. argue that VCT is outdated and is based on a time when 

there was little to no treatment. For example, they explain while mother-to-infant 

transmission has “almost” been “eliminated” in the Global North, in high-prevalence 

settings in Africa vertical transmission prevention has “proven more difficult than 

expected, largely because of the requirements for pretest counselling, low uptake, and 

low return rate by women to obtain their test results” (De Cock, Mbori-Ngacha, and 

Marum 2002, 69-70). Instead, they suggest the implementation of “routine” testing paired 

with “know your status” campaigns. While DeCock et al. reject mandatory testing, they 

emphasize the benefits of routine testing, which differs from the former in that the latter 

allows for the patient to opt out (De Cock, Mbori-Ngacha, and Marum 2002, 70). Further, 

they argue that “routine HIV testing should not require specific consent or pretest 

counselling provided that all clients are informed that routine testing is part of the 

package of services for which they are voluntarily attending” (De Cock, Mbori-Ngacha, 

and Marum 2002). Given the promise of using ART for prevention, DeCock et al. 

contend that in order for ART to reach those who need it, “routine diagnostic HIV testing 

will have to become standard practice in medical care” (De Cock, Mbori-Ngacha, and 

Marum 2002, 71). Their argument suggests that routine testing for prevention purposes 

is strongly aligned with using ART for prevention, as intervening with newly diagnosed 

people have become the new target of prevention efforts (De Cock, Mbori-Ngacha, and 

Marum 2002, 69). 

Joanne Csete and Richard Elliot from the Canadian HIV/AIDS Legal Network 

contest DeCock et al.’s proposal of routine testing. Broadly, they defend client-initiated 

VCT, suggesting that provider-initiated routine testing violates human rights (Csete and 

Elliott 2006). Contesting the premature conclusion that VCT has “failed,” they argue, “it is 

important to understand whether it is the VCT model that has ‘failed’ or whether testing 

and counselling have not been adequately supported to realize their potential” (Csete 

and Elliott 2006, 7). They offer a contextualized analysis, asserting that it was not until 

2002 (when DeCock et al.’s article was published) when “the Global Fund to Fight AIDS, 

Tuberculosis and Malaria have opened the possibility for large-scale building of 

counselling capacity as well as expansion of treatment access” (Csete and Elliott 2006, 

7). Csete and Elliot also reject DeCock et al.’s claim that awareness of HIV decreases 

the need for VCT by arguing that awareness is not the same as personalized counselling 
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offering adaptable behavioural prevention techniques (Csete and Elliott 2006). Csete 

and Elliot refute outright the claim that VCT increases stigma, reflecting that no empirical 

evidence supports De Cock et al.’s claim (Csete and Elliott 2006, 9). Similarly, they also 

debunk DeCock’s et al.’s assertion that VCT restricts access to HIV testing and thus 

violates human rights. Specifically, the authors argue “VCT, when adequately supported 

by resources, has the potential to be a means of reaching HIV/AIDS prevention and 

treatment goals that is much less restrictive of human rights than routine HIV testing 

without consent or counselling” (Csete and Elliott 2006, 8). Further, Csete and Elliot 

challenge the HIV testing marker of success as solely uptake, questioning if it matters if 

people were not informed or prepared, if they did not consent, or if they had any 

understanding how to disclose status. Responding to the upscaling of ART in the Global 

South, Csete and Elliot advocate for simultaneously increasing the health systems’ 

abilities to both uphold informed consent and convey information that helps “people 

protect themselves from abuse,” a significant impacting factor resulting from routine 

testing (Csete and Elliott 2006, 9). Speaking to the global readiness and funding to 

provide access to ART (but previously absent in prevention efforts), they close by 

arguing, “[l]ike combination antiretroviral therapy, this will cost money. Like combination 

therapy, it is indispensable and is the human right of all people”(Csete and Elliott 2006, 

9).  

5.1.1. Changes in Vancouver’s Public Health Directives 

While Csete and Elliot’s contestations against routine testing are situated within 

the context of sub-Saharan Africa in the early- to mid-2000s, they are applicable to the 

2006 changes in the CDC protocol, the 2011 adoption of “routine” testing in Vancouver, 

and the subsequent province-wide implementation in 2013. In 2006, the American CDC 

recommended a change in HIV testing protocol, which included routine opt-out HIV 

screening noting that a  

[s]eparate written consent for HIV testing should not be required; general 
consent for medical care should be considered sufficient to encompass 
consent for HIV testing. Prevention counseling should not be required 
with HIV diagnostic testing or as part of HIV screening programs in 
health-care settings. (Branson et al. 2006, 1) 
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Similar to the remarks made by DeCock and his colleagues several years earlier, 

the CDC too views pre- and post-test counselling as an impediment to accessing HIV 

testing. Specifically, Bernard Branson and his CDC colleagues note in the revised CDC 

protocol counselling guidelines “proved difficult to implement” due to costs, provider time 

limits, and a lack of HIV prevalence information tailored to particular settings (Branson et 

al. 2006). However, unlike the Vancouver Coastal Health (VCH) instructions to clinicians 

in 2010, which I will detail shortly, the CDC guidelines specifically outline consent 

protocol. The CDC clearly articulates that screening is voluntary and should only be 

conducted “with the patient’s knowledge and understanding that HIV testing is planned” 

(Branson et al. 2006, 11). In addition, the American protocol states that patients should 

be informed verbally or in writing along with the provision of information about HIV 

infections, the meaning of positive and negative test results, and an opportunity to ask 

questions and decline the HIV test.  

The 2011 Primary Care Guidelines for the Management of HIV/AIDS in British 

Columbia, produced by the Primary Care Guidelines Panel of the BC Centre for 

Excellence in HIV/AIDS, suggest that 50% of all transmission “may occur from index 

patients who are in the acute and very early stages of illness,” of which high viral loads 

due to acute infection, high risk behaviour due to unknown HIV status, and absence of 

flu-like symptoms may factor into this transmission rate (Primary Care Guidelines Panel 

BC Centre for Excellence in HIV AIDS 2011, 11). Therefore, “early detection may also 

be a critical component of preventing further transmission,” adding to the rationalization 

of routine testing in BC. These changes follow the CDC study that concludes that up to 

70% of new infections are caused by 25% of HIV positive people who are unaware of 

their HIV status (British Columbia Centre for Disease Control (BCCDC) 2013). However, 

these provincial changes can be traced to an earlier shift in the local health authority of 

Vancouver with direct links to TasP implementation, which seeks to intervene with those 

who are the most infectious and unaware of their HIV status (Marks, Crepaz, and 

Janssen 2006; Volkow and Montaner 2010). 

On February 4, 2010 the Province announced its $48 million dollar commitment 

to fund the 4-year BCCfE pilot project, “Seek and Treat” also known as the STOP AIDS 

Project. Rolled out in Prince George and targeting Vancouver’s Downtown Eastside 

(famously known for being the poorest urban postal code in all of Canada and its 
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community resilience and activism), the project aimed to “expand access to HIV and 

AIDS medications among hard-to-reach populations” (British Columbia Centre for 

Excellence in HIV/AIDS (BCCfE) 2010a, 1). With a special focus on “Aboriginal 

populations,” the “most hard-to-reach” populations consisted of those “who have not 

tested for HIV and thus are not on medications” (British Columbia Centre for Excellence 

in HIV/AIDS (BCCfE) 2010a, 3). On World AIDS Day of 2010, Vancouver Coastal Health 

(VCH) issued a physicians’ update for all physicians in Vancouver, recommending 

routine HIV testing based on the STOP AIDS project (Vancouver Coastal Health and 

Gustafson 2010). The Medical Health Officer Vancouver and Medical Director 

Communicable Disease Control, Dr. Réka Gustafson, contextualized the project claiming 

that “an estimated 25% of those with HIV remain unaware of their diagnosis,” and that 

they are “3.5 times more likely to transmit HIV to a partner” (Rekart and Knowles 

2003b; Vancouver Coastal Health and Gustafson 2010). She argues that current testing 

protocol, based on risk assessment requires patients to “recognize and disclose” their 

possible risks to a health care provider, which suggests this impedes HIV testing 

(Vancouver Coastal Health and Gustafson 2010). Claiming that the epidemiology of HIV 

changes, so too do HIV testing practices. Therefore, VCH recommends to “routinely 

offer” an HIV test to “anyone who presents to acute or community care who has ever 

been sexually active and has not had an HIV test in the past year” when “any blood 

work” is ordered (Vancouver Coastal Health and Gustafson 2010; Rekart and Knowles 

2003a). A routine offer is a type of provider-initiated test where the patient is asked if 

they want an HIV test. As far as opt-out tests, it is the least forceful.  

Micheal Vonn, Policy Director at the BC Civil Liberties Association, describes the 

June 30, 2011 Vancouver Coastal Health Authority memorandum sent to physicians, 

nurse practitioners, and registered nurses directing them perform “’routine,’” annual, opt-

out testing of all sexually active patients…[that] does not require detailed pre-test 

counselling, but merely a handout as needed and answering questions if they arise.” 

(Vonn 2012, 15). There is a noticeable shift from a routine offer to a routine test without 

any “detailed” pre-test counselling. This is a more forceful opt-out test that presents little 

information to patients. Again on October 3, 2011, Dr. Gustafson announced “routine” 

testing for all those admitted to St. Paul’s and Mount St. Joseph’s hospitals in October 

and Vancouver General Hospital and University of British Columbia Hospital would start 

in November. Yet, Gustafson seems to conflate a routine test and a routine offer. 
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Specifically reiterating the need for family physicians to test patients and outlining the 

change in protocol, Gustafson specifies that “[e]veryone has blood tests before or during 

admission, making hospital admission a convenient time to have an HIV test,” which 

suggests a routine test (Vancouver Coastal Health 2011). Yet in another part of the 

memorandum, she clarifies that VCH is “asking [additionally] all family physicians to 

offer an HIV test to all adult patients who have not had one in the past year when 

ordering blood work for any reason regardless of perception of risk” (Vancouver 

Coastal Health 2011, emphasis in original). In a memo to primary care physicians dated 

September 26, 2012, VCH continues to muddy the waters by stating that “routine testing 

is the only way to ensure that all those who do not know they are infected have an 

opportunity for early diagnosis and treatment…[and that] routine HIV screening in 

Primary Care will be evaluated and recommendations will be adjusted based on the 

outcomes of the program” (Vancouver Coastal Health and Gustafson 2012a). On 

October 11, 2012, not even one month later, VCH issued yet another memo, this time to 

physicians who work in walk-in clinics. The directive states “Routine HIV screening is 

now recommended for all adults who have not been tested in the past year. The 

following clinical conditions afford good opportunities to offer an HIV test to your 

patients: when you order bloodwork for any reason…” (Vancouver Coastal Health 

and Gustafson 2012b). Throughout these VCH notices, routine testing and routine offer 

are conflated, implying little difference between the two practices of opt-out testing. 

Yet, Réka Gustafson, Julio Montaner, and Barbara Sibbald, in a 2012 article 

published in the Canadian Medical Association Journal, remark that despite clinicians’ 

“suboptimal” offer of testing, patient acceptance was 92%, yielding 6 new positive test 

results per 1000 HIV tests conducted (R. Gustafson, Montaner, and Sibbald 2012, 1971). 

They assert that this cost-effective prevention measure has resulted in the VCH 

recommendation of “routine HIV screening in acute and primary care” facilities and their 

proposal for national adoption of “routine HIV testing” (R. Gustafson, Montaner, and 

Sibbald 2012, 1971). Although the authors cite UK and US testing guideline changes 

that emphasize routine HIV testing, the effectiveness has been “proven” in Canada with 

the implementation of routine prenatal HIV testing, which I will speak to more fully shortly. 

These international shifts to routine HIV screening also are paired with a “streamlining” 

of pre- and post-test counselling and a “consolidated” consent process. 
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In another VCH memorandum dated September 26, 2012, the health authority 

gives two significant instructions regarding the routine HIV screening related to pre- and 

post-counselling and nominal reporting (meaning the patient’s name is included in the 

requisition). The document answers questions physicians have regarding the changes in 

HIV screening, which should occur every time blood work is ordered, and specifically 

notes that  

detailed pre-test counselling is now recognized as a barrier to testing. 
Therefore, recommendations have changed, and detailed pre-test 
counselling is no longer required before an HIV test. For most patients, 
offer the test as above [“I’m ordering some blood tests today, and I see 
you have not had an HIV test in the past year. I normally order an HIV 
test for all my patients and would like to add it to your blood tests today”], 
and provide the patient hand-out for those who have questions. This is 
now considered sufficient for informed consent (Vancouver Coastal 
Health 2012). 

In the “offer” there is actually no consent question asked by the clinician, rather a 

descriptive declaration given. The patient is not asked if they have any questions about 

the test nor is there a personalized discussion of the implications of the test, which is 

significant given the context of increased criminalization of HIV even before the 2012 

Supreme Court ruling. This opt-out offer suggests little space for patients to decline the 

now routine HIV test. With regards to nominal reporting, if patients ask for a non-nominal 

HIV test, the September 26, 2012 memo instructs clinicians to dissuade patients from 

choosing this option because  

nominal testing (using the patient’s real name) facilitates a smoother 
process for receiving and reviewing results as well as linking the patient 
to treatment, care, and support. Health care providers can encourage 
clients to screen for HIV using the nominal testing approach (Vancouver 
Coastal Health 2012). 

The funneled approach of “helping” patients to choose nominal testing does not 

prove to be advantageous to patients primarily. Rather, it asks people to assist the 

screening system by declaring their personal information attached to their lab requisition 

and blood sample; this change in protocol serves the surveillance system. In July 2013, 

this process was refined in another VCH frequently asked questions notice for 

physicians that the STOP AIDS project is now province-wide, the section related to pre-

testing has been removed, and the consent and nominal/non-nominal sections have 
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been revised. The process has been even more streamlined with the removal of the pre-

testing section, yet there is clearer emphasis on consent: 

Inform the patient that an HIV test is being offered as a routine part of 
their hospital care. All other information needed for consent is provided in 
the patient fact sheet which is included in the patient admission package 
(available in 10 languages). Give the patient an opportunity to ask 
questions and if desired, to decline the test. (Vancouver Coastal Health, 
Providence Health Care 2013) 

Yet, even with this revised process little room exists for the patient’s informed 

decision making. The patient is “informed,” not asked. Information about HIV and testing 

is included in a package that the patient receives; a situation that valued informed 

decision making would require the patient to read the material prior to the test in order to 

understand HIV, the screening process, and the patient’s legal responsibilities in the 

event of a positive test result. Conceivably, patients would have not read the information 

and likely “consent” to the test rather than hold up the process. With regards to nominal 

testing, the memo describes that patients can choose to have their name or a code 

combining their initials and birth date included with the test and that if a positive test 

results then the information provided in the screening process would be shared with 

public health as HIV is a reportable disease. Non-nominal testing provides an additional 

layer of privacy in that the lab does not know the name of the person being tested, yet 

with a positive test result they are still identifiable to the service provider who can assist 

with care provision. While this option is slightly more complicated for the medical system, 

it provides privacy protections for patients that nominal testing does not. It limits 

identifiable patient information in surveillance data, posing an obstacle for 

epidemiological tracking. Within the context of a hospital the “choice” of a nominal 

versus non-nominal test is non-existent: “A non-nominal HIV test is not available in 

hospital. Patients wishing a non-nominal test should be tested in the community. It is 

important to remind patients that all HIV test results, as with any other clinical 

information, are confidential” (Vancouver Coastal Health, Providence Health Care 2013). 

As I will detail shortly, the limits of confidentiality are not clearly explained given the 

radical shift in privacy laws related to communicable diseases in BC. While this revision 

of identifiable information included in HIV screening is softer than the 2011 instructions, 

it also limits people’s choices especially in a hospital setting. To discuss the further 

changes, I rely on the work of Micheal Vonn of the British Columbia Civil Liberties 



 

 

133 

Association (BCCLA) who is one of the few public voices of dissension regarding the 

move to routine testing in the province. 

5.1.2. Changes in British Columbia Health Regulations and 
Subsequent Breaches of Personal Health Information 

In her 2012 HIV/AIDS Policy & Law Review article, Vonn discusses further the 

contentious HIV screening practices in the Vancouver implementation of TasP, revolving 

around consent, confidentiality, patient autonomy, and informed decision making. She 

acquired the Vancouver Coastal Health (VCH) memorandums distributed to physicians, 

nurse practitioners, and registered nurses, which outlines the new “Vancouver HIV 

Screening Standards of Care” and she reviewed the Public Health Act: Health Act 

Communicable Disease Regulation (Vonn 2012). Along with health regulations, these 

documents allow her to highlight the significant encroachments on patients’ rights to 

informed consent and autonomy. Specifically, Vonn convincingly argues shifting medical 

norms that are eroding patient autonomy by minimizing the amount of 
information provided to people who are considering whether or not to 
have an HIV test regarding non-disclosure); limiting the ability of patients 
to protect privacy and confidentiality (dissuading patients from non-
nominal testing); capitalizing on the inherent vulnerability of patients (opt-
out, “routine” testing); and incentivizing testing. (Vonn 2012, 18)  

Vonn asserts that none of these changes actually improve testing or care, but 

rather reveals the true aim of the project to increase testing and treatment, which 

simultaneously is ”very quickly eroding the foundation of the human rights approach to 

health care” that has established principles of informed consent and decision making, 

confidentiality, access to information, and autonomy in HIV testing and care (Vonn 2012, 

18). 

In addition, she examines the legal concessions made to implement Vancouver’s 

version of routine testing. Vonn remarks on the successful activism of PWAs in BC to 

allow for a “limited ability…to mask records” housed in the new provincial electronic 

health records system. As well she notes that the only functional part of the Patient 

Laboratory Information System (PLIS) is the “data repository for laboratory tests” where 

all the HIV tests since the beginning of the STOP AIDS project are held and distributed 

(Vonn 2012). She details that all HIV results are conducted by the BCCDC, which uses 
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the “PLIS amendment to the privacy provisions of the Health Act Communicable Disease 

Regulation was quietly passed in order to ensure that reportable diseases like HIV could 

flow in the provincial repositories without patient consent” (Vonn 2012, 16). 

Approved on November 19, 2010, section 6.1 of Public Health Act: Health Act 

Communicable Disease Regulation was repealed. Section 6.1 entitled, “Voluntary 

Testing” ensured that voluntary test results from a communicable disease were private 

aside from reporting to the medical health officer: 

no person shall disclose or permit to be disclosed to any person other 
than the medical health officer information contained in the report or the 
results of an examination or test, without the written consent of the person 
who so volunteered.(Province of British Columbia 2016)  

Rather than replacing this section with an amendment that would allow the 

results to be entered into PLIS system with limited restrictions attached, the section was 

completely deleted from the regulation. Vonn notes that in 2010 the provincial Office of 

the Information and Privacy Commissioner heavily criticized the PLIS used in hospitals 

for “providing vastly over-broad access to patients’ personal health information and 

failure to provide patients with a mechanism for limiting disclosure” (Vonn 2012, 16). In 

April 2008, the Province of British Columbia introduced the E-Health (Personal Health 

Information Access and Protection of Privacy) Act, which governs such electronic health 

records as the ones contained in the PLIS. However, with the introduction of electronic 

health recording a number of privacy issues have arisen and continue to plague the 

system.  

In addition to the 2010 privacy concerns that Vonn raises, three significant 

breaches of privacy were investigated and confirmed by the Office of the Information and 

Privacy Commissioner in 2012. The Privacy Commissioner, Elizabeth Denham, found 

that employees of the provincial Ministry of Health “were able to download large 

amounts of personal health data onto unencrypted flash drives and share it with 

unauthorized persons, undetected” (Office of the Information and Privacy Commissioner 

for BC 2012; Denham 2013, 3). Further, Denham recommended that the Ministry of 

Health should restrict access to personal health information to personnel “who have a 

clear operational need” (Denham 2013, 4). While the commissioner reports that the 

Ministry of Health was taking appropriate and timely steps to secure information, she 
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also reports that as of September 30, 2015 that the concerns regarding the reporting of 

breaches of personal health information were still an issue in all of the provinces health 

authorities and that her recent investigation “revealed that there are some fundamental 

gaps in the foundation of privacy management programs across most of the health 

authorities” (2015, 4). Specifically, she remarks that: 

some of these concerns relate to the patchwork of laws governing 
collection, use and disclosure; the need for role-based access controls to 
ensure appropriate access to patient information; complex and multiple 
purposes for disclosure of health records; appropriate governance and 
accountability; and the need for robust privacy management programs. 
(Office of the Information and Privacy Commissioner for BC 2015, 6) 

Nearly eight years after the introduction of the E-Health Act, significant privacy 

breaches remain a consistent problem. Coupled with the changes to the Public Health 

Act: Health Act Communicable Disease Regulation, the additional legislation and health 

authority directives should raise concerns regarding patients’ rights to privacy and 

autonomy with regards to HIV screening and care. However, these changes should not 

just sound alarm to reinforce individual human rights, but should also examine the 

productive nature of these changes. 

5.1.3. Changes in British Columbia’s HIV Screening Protocol 

In the opening of this chapter I discuss Kevin DeCock and colleagues’ challenge 

to VCT. Yet, the same proponents of “routine” opt-out testing also adopt the language of 

“universal voluntary testing.” In the highly cited 2009 Lancet article by Reuben Granich’s 

team including De Cock, they announce the success of “universal voluntary HIV testing 

with immediate antiretroviral therapy as a strategy for elimination of HIV transmission” 

(Granich, Gilks, Dye, De Cock, and Williams 2009a, 48). They define “universal 

voluntary testing” as “testing all adolescents and adults at least 15 years old once a year, 

on average” (Granich, Gilks, Dye, De Cock, and Williams 2009a, 53). While Granich et al. 

do not cite a model from which they designed their testing protocol, the American CDC 

had approved routine diagnostic, opt-out HIV testing in 2006 following several studies 

reporting on the cost benefits of routine HIV screening in low HIV prevalence settings 

(Paltiel et al. 2005; Ekwueme et al. 2003; Sanders et al. 2005; Walensky et al. 2013; 

Branson et al. 2006). While opt-out testing allows for patients to refuse testing, it 

requires providers to notify patients that HIV screening is being conducted and that they 
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have the right to decline HIV testing. Granich et al.’s recommendation of annual 

“voluntary” testing looks very similar to these previous recommendations. Routine, opt-

out testing takes up the discourse of “voluntary” testing. In this section, I examine the 

changes in provincial HIV screening protocol. 

I examine the British Columbia Centre for Disease Control’s (BCCDC) HIV 

testing protocol from 2007 to 2015. The Province of British Columbia has been chastised 

by the provincial privacy officer for not archiving government material from 2003 onward 

and is only now beginning to archive over 33,000 boxes (CBC News 2015; Denham 

2014). Although the BCCDC is an agency of the Provincial Health Services Authority 

(and therefore part of the backlog of provincial government materials), I have been able 

to obtain the 2007, 2011, 2014, and 2015 versions of the BCCDC’s testing protocol. I 

focus on several different areas to highlight the changes needed for the implementation 

of TasP: informed consent; nominal, non-nominal, and anonymous testing; and patient 

notification of storage of test results. 

Voluntary Counselling and Testing (VCT) to Provider-Initiated Opt-Out 
Testing 

In 2007, the first goal of the BCCDC HIV-1, HIV-2 Counselling and Follow Up 

Policy was to offer “confidential nominal & non-nominal HIV antibody testing to anyone in 

the province who identifies or demonstrates risks for HIV infection or who has been 

notified as a contact to an HIV infection” (British Columbia Centre for Disease Control 

(BCCDC) 2007, 1). At this point in time, the testing guidelines uphold the concepts and 

practices of VCT. Specifically, the document outlines to health care providers that they 

now use the language of pre- and post-test “processes” instead of VCT as a the latter is 

associated with barriers to HIV testing (R. Gustafson et al. 2014). The protocol suggests 

to “streamline” the new “process” when providers initiate HIV testing. In a 2011 British 

Columbia Medical Journal (BCMJ) article, Réka Gustafson and Malcolm Steinberg (a 

physician and epidemiologist working in the STI/HIV Prevention and Control division of 

the BCCDC) remark on the benefits of provider-initiated HIV testing, mirroring 

September 2011 changes to the BCCDC testing protocol (R. Gustafson and Steinberg 

2011). The new protocol transitions “away from the term voluntary counselling and 

testing…to use of the terms client-initiated and provider-initiated testing,” citing the 

UNAIDS and World Health Organization endorsements (British Columbia Centre for 
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Disease Control (BCCDC) 2011, 2). The shift from client-initiated to provider-initiated 

HIV testing is expected to increase testing. Subsequently, this shift changes when and 

how often HIV tests are ordered. Because HIV tests were client-initiated in 2007, they 

occurred less frequently than the instituted 2011 routine testing. Oddly, the September 

2011 BCCDC HIV testing protocol offers little to no advice on when to test for HIV. 

Gustafson and Steinberg do offer clarification in their BCMJ article: as part of the STOP 

AIDS pilot project, they suggest testing “anyone who presents to acute or community 

care who has ever been sexually active and has not had an HIV test in the past year” 

(Canadian Paediatric Society Infectious Diseases and Immunization Committee 1994). 

In the 2011 protocol, an increase in testing reflects the procedural goal of providing a 

timely diagnosis.  

However, the 2014 and 2015 Office of the Provincial Health Officer makes it 

explicitly clear when to test, revising the previous suggestion of annual HIV screening. 

All patients between 18-70 years old should be routinely tested every five years; patients 

who “belong to populations with a higher burden of HIV” should be routinely tested 

annually; patients over 70 years old should be tested once (Office of the Provincial 

Health Officer 2014; Office of the Provincial Health Officer 2015, 3). In addition, youth, 

adults, and the elderly should be offered a test when ordering blood work for a new or 

worsening condition, when symptoms of HIV are present, when the provider assesses 

increased risk behaviour, when the patient requests a test, when the patient is pregnant, 

or when other sexually transmitted infections tests are being ordered (Office of the 

Provincial Health Officer 2015; Office of the Provincial Health Officer 2014). In the past 

two years, the frequency and specific rationale for routine testing is refined to optimize 

cost effectiveness, maximize testing uptake, and expand population wide screening. The 

shift from patient-initiated to provider-initiated testing extends the limits of what is 

possible in HIV screening. In other words, an adherent patient is called to act when the 

provider asks if they consent to an HIV test. The subtle, but present pressure of being 

asked rather than asking highlights the adherent patient and shames ever so slightly the 

non-adherent one. 
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Informed Consent 

In this pre-test discussion outlined in the 2011 protocol, health care providers are 

to offer information (either verbally or written, in the form of a pamphlet) and seek 

feedback while ensuring that the following information is conveyed for informed consent:  

• description of HIV infection, transmission, and the window period  

• description of a positive and negative HIV test 

• expected benefits and any risks of HIV testing 

• early access to treatment  

• decreased transmission of virus to others 

• access to voluntary partner counseling and referral services 

• impact of a positive result on personal safety requirement to report positive 
results to public health 

• voluntary nature of HIV testing and right to decline 

• option to chose full name or initials and birth date for the purpose of reporting 
positive results (nominal or non-nominal) 

• alternatives to HIV testing follow-up and supports available for negative and 
positive HIV test results (British Columbia Centre for Disease Control 
(BCCDC) 2011, 5) 

This “simplified” process was established to better meet the realities of “time 

constrained health care settings,” but still requires a significant amount of information 

exchange and time. Further, in clinical, community, or outreach settings when patients 

have initiated testing, a more thorough discussion is recommended (British Columbia 

Centre for Disease Control (BCCDC) 2011, 7). The guideline offers specific sample texts 

that providers can relay to patients in order to affirm their informed consent. These 

monologues suggest HIV is a “highly treatable” disease and as part of a “pilot public 

health initiative…all patients” are being offered an HIV test (British Columbia Centre for 

Disease Control (BCCDC) 2011, 21). What is striking about this informed consent 

process is not only what is being said, but what is not. Unambiguously, patients are 

being asked to participate in a public health pilot research project, yet the word “research” 

is not used. Would informed consent look different if it was explicitly stated that it was a 

research project? Second, patients are asked to participate for the public good not solely 

for their own benefit. Especially given the societal shifts in this post-911 era where 
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security is privileged over privacy, a compliant patient is most likely to agree to testing 

whereas the non-adherent one is revealed in their refusal.  

In 2014 and 2015, the Provincial Health Officer released two (nearly identical) 

publications entitled, “HIV Testing Guidelines for the Province of British Columbia,” 

which are based off of the BCCDC guidelines (Office of the Provincial Health Officer 

2015; Office of the Provincial Health Officer 2014). In what seems to be a chicken and 

egg situation, the BCCDC states that these September 2011 protocols are slated for 

revision “to align with the 2014 BC HIV Testing Guidelines” (British Columbia Centre for 

Disease Control (BCCDC) 2015b). The Health Officer guidelines offer considerably 

fewer recommendations regarding informed consent and refer the reader back to the (at 

present) current BCCDC September 2011 protocol, which affirms that the purpose of the 

pre-test discussion is to “establish informed consent” and the process is the “same as for 

any other diagnostic test or treatment” (Office of the Provincial Health Officer 2015; 

Office of the Provincial Health Officer 2014, 6). These two protocols significantly shorten 

the “informed consent” process and routinize HIV testing, thereby removing the 

exceptionalism of HIV in the testing process. HIV testing simply becomes like any other 

medical test. 

The 2014 information sheet available or provided to patients removes information 

about HIV testing details that the 2011 guidelines suggest. Although it forgoes the overt 

language of consent, it provides information on the medical details about HIV, 

transmission, and the test, including what the outcomes of both a positive and negative 

test mean. It does provide information on what happens with test results, disclosing that 

results are “kept in the provincial laboratory database…[and that] your HIV test results 

may also be stored in your electronic health record within your health authority” 

(Province of British Columbia, Ministry of Health Services 2014, 2). Further, on the 

second page, the information sheet vaguely explains that your health care providers will 

be able to “see portions of your health care record,” but does not detail any instances of 

this occurring. However, it does state “health care providers who are not providing you 

with care will not be able to access your record” (Province of British Columbia, Ministry 

of Health Services 2014, 2). Additionally, it also alerts the patient that they can place a 

“disclosure directives,” limiting who has access to their records. Yet, even with this 

important information on privacy rights, the 2014 patient information sheet and 2014 HIV 
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testing guidelines do not provide any detail on the legal responsibilities and liabilities that 

come with positive test results; the 2015 HIV testing protocol specify that in Canada 

“nondisclosure of a positive HIV status may have legal implications. These legalities are 

evolving,” and then provides a link to the Canadian HIV/AIDS Legal Network (O'Connor 

and MacDonald 2002, 7). This opt-out HIV testing process places the onus on patients 

to refuse testing and additionally burdens patients who want to engage their privacy 

rights. The patient defaults to complying with health care providers now is reconceived 

as adherent while the one who refuses testing and completes the disclosure directives 

must become active in their non-adherence.  

Nominal, Non-Nominal, And Anonymous Testing and Reporting 

Until March 2013, anonymous HIV testing was not available in the province of 

British Columbia (Brownrigg, British Columbia Centre for Disease Control (BCCDC) 

2013; Salway-Hottes, Gilbert, British Columbia Centre for Disease Control (BCCDC) 

2012), Anonymous HIV testing in BC means that all “testing, recording and reporting of 

results are made under [a] code” provided by the patient who is not required to disclose 

any identifiable information even to the testing health care provider (British Columbia 

Centre for Excellence in HIV/AIDS Drug Treatment Program 2010). The BCCDC 

decided to pilot anonymous testing because of patient and community concerns about 

confidentiality, “the availability of the HIV home test in the US and the changing 

landscape of electronic health records” (Province of British Columbia 2009, 16). 

However, anonymous testing sites in the province are limited to 19 venues, 12 of which 

are located in the greater Vancouver area (British Columbia Centre for Disease Control 

(BCCDC) 2015c).  

When HIV became a reportable disease in British Columbia in May 2003, an 

amendment to Section 4(5) of the Health Act Communicable Disease Regulation in 

British Columbia was made allowing for the use of non-nominal (use of initials and birth 

date) reporting of HIV positive test results to the provincial medical health officer 

(Kendall 2006). Following the reporting change, Michael Rekart and Linda Knowles of 

the BCCDC announced in a 2003 BCMJ article the procedures for nominal and non-

nominal testing (Rekart and Knowles 2003a). The authors clearly note that both types of 

tests are available. If a patient chooses non-nominal testing, the test requisition will 

include initials or a pseudonym and if the result is positive the information included on 
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the requisition will be provided to the health officer for follow up (Rekart and Knowles 

2003a). Further, they note that giving the patient the option of non-nominal testing is 

“crucial” and that the process to ensure non-nominal testing is as follows: inclusion of a 

“prominent ‘nominal/non-nominal’ tick box at the top of the new HIV test requisition; 

public health verification confirmed from the testing provider that “the option was 

presented to and understood by the patient;” public health verification, in the case of 

follow up with the patient, which option the patient chose; record of the chosen testing 

option on the report form; inclusion in evaluation material of HIV Reportability (Rekart 

and Knowles 2003a). Even with these assurances, a 2004 study in BC found that “fewer 

than one out of three” general practice physicians reported that they offered patients 

nominal or non-nominal testing (Barnett et al. 2004, 406). Rekart and Knowles also 

report that at the “provincial level, all patient data are protected on one secure computer 

with restricted access. Before data are transferred to Health Canada, all identifiers are 

removed” (Rekart and Knowles 2003a, 121). 

Presently, the two options available across the whole province for HIV reporting 

are nominal and non-nominal. However, along with the November 19, 2010 repeal of 

Section 6(1), which I discussed earlier, an additional amendment was made to Section 

2(4) and 2(6). Section 2 deals with reportable diseases and Subsection 4 now allows for 

reporting to the Provincial health officer or their designate. In addition Subsection (6) 

speaks to the purposes of designating another person to receive the results:  

(a) designate a person to receive the report and to request and receive 
comparison any further information on his or her behalf,(b) give directions 
to the designated person respecting the use and further disclosure of the 
report and of any requested further information, and(c) without limiting the 
purposes for which the report and any further information were 
collected,(i) authorize the designated person to use the report and any 
further information to conduct or facilitate research into health issues, 
and(ii) limit or put conditions on that authorization. (Province of British 
Columbia 2016) 

With this significant amendment to Section 2, the Province has sanctioned HIV 

positive results for the expanded purposes of research. I argue that this change shifts 

the intent on public health intervention that was previously focused on providing contact 

tracing and support services directly to newly diagnosed PWAs to now monitoring them 

(including nominally and individually) for epidemiological surveillance purposes. The 

individual focus to providing care has now extended to broad based monitoring for the 
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good of public health. Possibly because of this legislative change, it is understood that 

test results will be used for research purposes in addition to contact tracing services. 

Does this shift then require information collected for research purposes to seek 

additional consent from potential participants? I argue it does not.  

The BCCDC September 2011 testing protocol encourages nominal testing, but 

patients have the “legal right” to choose nominal and non-nominal reporting to the 

medical health officer (British Columbia Centre for Disease Control (BCCDC) 2011, 15 & 

22). In addition, these guidelines state “all individuals testing for HIV are offered the 

option of nominal (using their name) or non-nominal testing (using initials only) for the 

purposes of reporting positive results. The option is then indicated on the HIV laboratory 

testing requisition” (British Columbia Centre for Disease Control (BCCDC) 2011, 15). As 

well, this same protocol does claim that patients should be told their test results are 

stored electronically in the PLIS and who has access to these results. As I have pointed 

out, the protocol states it is within the context of providing direct care to people, not for 

research purposes. In fact, while the preamble in the protocol does note these dual 

purposes, the sample monologue provided only states: 

In BC, positive HIV tests are reported to the local medical health officer. 
As well, public health providers including public health nurses provide 
voluntary partner and counselling referral services and will confidentially 
contact people who have a positive HIV test to provide support for follow-
up. (British Columbia Centre for Disease Control (BCCDC) 2011, 21) 

No mention of collecting test results for research or “population health level 

epidemiological data, which supports HIV program planning” is mentioned (British 

Columbia Centre for Disease Control (BCCDC) 2011). The 2011 guidelines allow for 

both non-nominal testing and reporting, but provide limited information that test results 

are shared and on the purposes of sharing this information. 

While the 2015 HIV testing guidelines added a remark dissuading testing 

providers from offering non-nominal testing (because they are “not ideal from a public 

health perspective”), the guidelines do state succinctly: 

Non-nominal reporting is available in British Columbia, meaning that the 
full name of the individual is not reported to public health. The first name, 
initials, and date of birth are reported to the Medical Health Officer for 
surveillance purposes. The full name of the individual is still on the 
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specimen sent to the laboratory. (Office of the Provincial Health Officer 
2015, 6)  

The 2015 guidelines clarify not only what information is given and for what 

purposes, but also reveal a stark difference between non-nominal testing and non-

nominal reporting. These guidelines provide different information about non-nominal 

testing and reporting than the 2011 guidelines. From the section above (Section 5.1.3, 

Nominal, Non-Nominal, And Anonymous Testing and Reporting), we understand that the 

full name of the patient is listed on the blood vial. Yet, as noted earlier, the 2011 

guidelines note that non-nominal testing is indicated on the requisition. Largely within the 

province, the physician or nurse does not draw the blood used in the HIV test. Instead, 

private and public laboratories do, which requires patients to attend if not a different 

facility, at least another department. Because of the decentralized blood work collection, 

it is most likely that the patient will be asked to provide their name and other personal 

health information to the phlebotomist. From these 2015 guidelines, we are lead to 

understand that while the requisition may denote non-nominal, the vial of blood that the 

phlebotomist collects will include the full name of the patient. This disclosure nullifies 

non-nominal testing because more than just the health care provider ordering the non-

nominal test and the patient are able to connect the blood work to identifiable information 

such as the patient’s name. As well, because the name of the patient is on the blood vial 

sent to the laboratory for testing, non-nominal testing is void here. This sticky detail and 

significant change is not made clear in the 2015 HIV testing protocol. It is, in fact, 

misleading in offering non-nominal “testing,” when just non-nominal reporting is available. 

This complex, new game of cat-and-mouse establishes that unless one uses the limited, 

pilot anonymous testing program, one’s name will be recorded in HIV testing procedures. 

HIV testing procedures in BC emphasize public health, due to the emphasis on reporting 

and research, more so than patient privacy. 

Patient Notification Of Storage Of Test Results 

As I have discussed, the storage of test results and patient notification has varied 

greatly between 2003 and 2015. In 2003, results were stored on “one secure computer 

with restricted access” and all identifying information was removed before transferring 

the epidemiological data to Health Canada (Rekart and Knowles 2003a). In 2007, the 

BCCDC outlines procedures for HIV counselling and follow up, which also instructs 

health care providers how to report new HIV cases. New HIV results are reported on 
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written forms sent directly to the BCCDC (British Columbia Centre for Disease Control 

(BCCDC) 2007). However, within the Vancouver Coastal Health Authority an “electronic 

database” was in use from 2001 onward. In his investigative report, the provincial 

privacy commissioner, Paul Fraser, explains that there were serious deficiencies in the 

system, which included the indefinite storage of medical records, including information 

on communicable diseases, which were “neither archived nor destroyed” when care is 

no longer provided (Fraser 2010). Further, he argues that this local electronic system 

should have come under the E-Health Act when the Act came into effect in April 2008 

(Fraser 2010). 

Coming under the E-Health Act, the Provincial Laboratory Information Solution 

(PLIS) system was launched in late 2008 and, in fact, was the only functional part of the 

provincial e-health system (Vonn 2010; Vonn 2012). After the changes to the 

Communicable Diseases Regulations in November 2010, which allow for the release of 

communicable disease test results into electronic storage systems, the September 2011 

BCCDC guidelines note all standard HIV results, positive or negative, are deposited into 

the PLIS (British Columbia Centre for Disease Control (BCCDC) 2011). In addition, 

“such results and/or case notes associated with the positive test results may be 

deposited into health authority information systems” (British Columbia Centre for 

Disease Control (BCCDC) 2011, 17). The guidelines instruct testing providers to notify 

clients of how results are stored and who has access, but does little to explain the 

specific nature of the system and its security. Given the privacy officer’s damning 2013 

report of the PLIS and the subsequent 2015 report also condemning the Province for its 

shabby privacy breach policy and procedures, it is highly likely that the egregious privacy 

violations regarding the PLIS were not known in advance. Both patients and providers 

had little knowledge of the non-existent protections afforded by the PLIS. The 2014 and 

2015 HIV testing guidelines make no mention of the storage of HIV test results, but 

easily use the September 2011 protocol as a default. Breaches of confidentiality, 

indefinite storage of medical files, and continued problems with privacy in the e-health 

system pose significant problems for developing trusting relationships with patients. 

Even those adherent patients who comply with medical advice may begin to question the 

basis of the medical relationship. These types of significant problems only push those 

non-compliant patients further away from health care systems. 
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The calls for routine testing I outlined at the beginning of this chapter describe 

the non-tester, the one who has not voluntarily gone for HIV testing. In other words, the 

one who is non-adherent with voluntary HIV testing initiatives and who is also the most 

infectious (Marks, Crepaz, and Janssen 2006). This close read of provincial and local 

health authority policy and protocol exposes both the adherent and non-adherent patient. 

One who complies with provider-initiated HIV tests, rarely interferes with pre-test 

processes, opts for nominal testing at the suggestion of their testing provider, and does 

not ask for clarification regarding the storage of test results is viewed as compliant if not 

docile. On the other hand, the non-adherent patient must actively seek out and request 

anonymous testing, and engages in lengthier pre-testing discussions, questions 

regarding reporting and storage of results. Or, possibly, the non-adherent patient 

removes themselves from contact with the health care system all together, driven further 

underground, given the system’s abrupt pre-test interactions, prying requests for 

identifiable information, and outright breaches of trust. In addition to providing sketches 

of adherence subjects brought forth in TasP, I have also shown how “routine testing” is 

an incredible dynamic and shifting technology. There is not just one way to implement 

routine testing in TasP.  

DeCock et al. emphasize how “effective” routine testing is for pregnant women, 

the “guinea pigs” of TasP. The combination of the evasive non-tester and the investment 

of preventing HIV transmission to babies come together in calls for routine testing. In 

Chapter 4, I argued that pregnant women are cast as requiring medical intervention on 

the basis that they threaten the health of their unborn child. This threat is echoed in the 

non-tester. Gary Marks and colleagues affirm that those who do not know their status 

(roughly 25% in the US and 25-30% in BC of PWAs (Lima, Hogg, and Montaner 2010)) 

are the most infectious and responsible for 54% of new HIV transmissions (Marks, 

Crepaz, and Janssen 2006). These medical “facts” prove the threat that non-testers 

pose. And again, the routine testing instituted for pregnant women is used as “proof” that 

opt-out testing is most effective at increasing screening rates (M. S. Cohen et al. 2008; 

Csete and Elliott 2006). An ominous non-tester who is virally dangerous is taking shape 

as the internal enemy and pregnant women who pose a threat to their “innocent” babies 

have been transformed from their threatening disposition into adherent patients, willing 

to “consent” to routine testing.  
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5.1.4. Pregnant Women 

The most recent provincial vital statistics annual report is from 2011, which 

reports that 43,991 live births occurred and 441 stillbirths (British Columbia Ministry of 

Health, n.d., 4). The BCCDC reports that for 2011, 46,897 pre-natal HIV tests were 

performed (British Columbia Centre for Disease Control (BCCDC) 2015a). Since 2007, 

when prenatal tests started to be recorded, the statistics between 2007 and 2011 reflect 

that more prenatal HIV tests were conducted than actual births and stillbirths combined 

(British Columbia Centre for Disease Control (BCCDC) 2015a). While these numbers do 

not match, together what they do suggest is that routine prenatal HIV testing is incredibly 

efficient.  

Further, the BCCDC reports 40 women were diagnosed HIV positive through 

prenatal screening between 2004 and 2013 with a considerable drop after 2007 and only 

two women who testing positive in 2013 (British Columbia Centre for Disease Control 

(BCCDC) 2015a, 22-23). Between 2004-2013, 246 out of 258 HIV-positive women 

received ART to prevent vertical transmission and every pregnant woman after 2009 

received this preventative treatment (British Columbia Centre for Disease Control 

(BCCDC) 2015a, 24). And within the same timeframe, two HIV-positive infants were 

born to women who did not take the ART (British Columbia Centre for Disease Control 

(BCCDC) 2015a, 24). These statistics show that prenatal HIV screening leads to the 

steep uptake of ART to prevent vertical transmission.  

Réka Gustafson and colleagues report in 2014 that routine HIV testing done 

among pregnant women has been “tremendously successful, virtually eliminating 

mother-to-child transmission of HIV in British Columbia” (R. Gustafson et al. 2014, 172). 

Similarly in other BCCDC and BCCfE reports, announcements, and memorandums, 

routine testing of pregnant women establishes a basis for expanding routine to the 

general public. In this section, I briefly examine the historical changes that occurred in 

prenatal HIV testing to uncover the rationale for instituting routine testing among this 

population.  

The BCCDC report does not report the “ethnicity” of pregnant HIV positive 

women, but we can draw some conclusions about who comprises this group of women. 

It is well established that the birthrate among Indigenous people in Canada is 
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considerably higher than the general population. The Canadian government reports that 

between 2006-2011, Aboriginal peoples’ growth rate is 20.1% compared to the non-

Aboriginal population’s rate of 5.2% (Statistics Canada 2013, 4). We also know that 

between 2004-2013 Aboriginal peoples are disproportionately represented in the “BC’s 

HIV epidemic, comprising 11-17% of all new HIV diagnoses while comprising 

approximately 5% of the total provincial population” (British Columbia Centre for Disease 

Control (BCCDC) 2015a, 4). I make this point to highlight that while the demographic of 

pregnant HIV-positive women is not the same as women in the ACTG 076 study, it is 

very likely that Indigenous women are overrepresented among pregnant HIV-positive 

women. In fact between 1995-1996, a BC study reports of 37 pregnant HIV-positive 

women, 17 were “Native,” 14 were White, 2 were Asian, 2 were South Asian, and 2 were 

Black. Twenty-two of the 37 women were found through prenatal screening, notably 

resulting in 13 women terminating their pregnancies and 3 opting out of ART (Patrick et 

al. 1998, 945). Of the women who opted for treatment, the authors emphasize the 

importance of adherence to medication (and women’s 69% mean rate of compliance), 

noting that “invasive monitoring” was used to insure adherence to the regime (Patrick et 

al. 1998, 945). 

In 1994, the Canadian Paediatric Society revised its statement on prenatal HIV 

testing following the release of the remarkable ACTG 076 study results. In fact, the title 

of the article reflects the ramifications of the famous study on Canadian prenatal care 

guidelines: “Should there be routine testing for human immunodeficiency virus infection 

in pregnancy” (Canadian Paediatric Society Infectious Diseases and Immunization 

Committee 1994)? Given that the authors of the article comprise the Canadian 

Paediatric Society Infectious Diseases and Immunization Committee, they had the 

authority to do so and did as did the BCCDC (Patrick et al. 1998). Specifically, they state  

[i]n summary, the new evidence that the rate of transmission of HIV from 
mother to baby can be reduced by perinatal AZT means that screening 
pregnant women for HIV infection would not only affect the quality of life 
for mother and child but in many cases prevent this fatal disease in 
infants….In the best interest of children, the Canadian Paediatric Society 
recommends:  

1. HIV testing for all pregnant women.  
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2. Any HIV testing of either women or newborns should be voluntary and 
accompanied by appropriate confidentiality, counselling and informed 
consent. (Canadian Paediatric Society Infectious Diseases and 
Immunization Committee 1994) 

Not only is this change in policy directly connected to the results of the ACTG 

076 study, but this policy change also explicitly is made for the benefit of the children, 

acknowledging that women will benefit as well. Granted that paediatricians are primarily 

concerned with infants, this recommendation primarily impacts pregnant women in 

Canada by instituting routine HIV screening for this population in order to prevent 

transmission to their babies. As expected, with the development of treatment for 

prevention, routine HIV testing is implemented, but with an emphasis on informed 

consent. 

Elizabeth Flagler and colleagues wrestle with the concept of “maternal-fetal 

conflicts” in their 1997 Canadian Medical Association article, given “ongoing debate 

about mandatory HIV testing for pregnant women” following the results of ACTG 076 

(Flagler, Baylis, and Rodgers 1997). They contest the framing of the ethical dilemma as 

presupposing pregnant women as mothers imposes social roles and relations upon 

women when the fetus is not (yet) a human under Canadian law. Posing a case question 

of a pregnant woman refusing HIV testing, they argue physicians or other state 

interventions, such as child protective services or criminal or civil prosecutions, should 

intervene to “control a woman’s behaviour during pregnancy.” Additionally they note 

aggressive state interventions are “disproportionately oppressive of poor women, 

aboriginal women and women who are members of other racial and ethnic minorities,” 

noting findings from the 1993 Royal Commission on New Reproductive Technologies 

(Flagler, Baylis, and Rodgers 1997, 1731). These authors connect the particular 

discussion of mandatory HIV testing of pregnant women to the broader discussion of 

women’s rights and paternalistic and patriarchal medical and state interventions, 

advocating for women’s rights to make informed decisions about medical interventions. 

Similarly, the Canadian AIDS Society (CAS) raises concerns about mandatory 

testing in light of the ACTG 076 results. They even suggest that “[r]outinely including the 

test as part of prenatal screening examinations (or allowing women to "opt-out" of the 

test) may blur the specific counselling and consent necessary for HIV testing and 
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therefore should be avoided” (Canadian AIDS Society 1998). CAS reviews the prenatal 

HIV testing guidelines across Canada, making specific note regarding opt-out testing:  

This modality places HIV on the roster of tests routinely performed as part 
of a woman’s prenatal exam. While in theory the test is still voluntary and 
should be preceded by counselling and the informed consent of the 
patient, there has been some concern that placing the HIV test on a 
requisition form with other tests such as rubella and Rh factor may mean 
that consent is implied rather than specifically obtained. Newfoundland, 
Alberta and British Columbia all use this modality for the testing of 
pregnant women. (Canadian AIDS Society 1998)  

Continuing in their critique of rushes to institute routine testing, CAS argues that 

women living with HIV have been absent from this discussion. They chastise provinces 

and territories for appearing to be “focussed on identifying HIV positive pregnant women 

have by and large not spent similar efforts on HIV prevention programs for women,” 

noting that concerns about vertical transmission have focused heavily on fetuses and not 

“factors which lead women to become HIV positive” (Canadian AIDS Society 1998). 

Following arguments for routine, opt-out testing using evidence-based medicine 

to justify their position, Lindy Samson and colleagues argue that targeted screening fails 

to identify positive women and therefore “universal” HIV screening for pregnant women 

is recommended, a position endorsed by the Canadian Pediatric AIDS Research Group, 

Canadian Paediatric Society, and the US Public Health Service Task Force (Samson 

and King 1998). Similarly, the now notorious Robert Remis (who has testified against 

PWAs in criminal prosecutions) and team argue that provinces should take the opt-out 

approach because it results in higher testing rates (Positive Women's Network 2013). 

Further, they suggest that “[p]olicy makers in each province will have to decide whether 

they will accept preventable HIV transmissions to newborns as the inevitable and 

acceptable price to pay for a system that probably offers a higher level of informed 

consent” (Remis, Guenter, and King 2001, 2195). Pitting transmission against informed 

consent, Remis et al. suggest that paternalistic interventions are more acceptable than 

women’s choice about their bodies. Kathleen O’Connor and Susan MacDonald draw a 

similar conclusion: “Pregnant women must present for prenatal care and must be offered 

and accept HIV testing. Women found to be HIV-positive must accept and be able to 

complete a regimen of chemoprophylaxis” (O'Connor and MacDonald 2002, 909). Their 

emphatic ‘musts’ support opt-out testing of pregnant women with the goal of ensuring 
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that “only infants in Canada found to be HIV-positive fall into the very small group for 

whom prophylaxis failed” (O'Connor and MacDonald 2002, 910). Evidence-based 

medicine and privileging public good (and fetuses) give way to the dominance of opt-out 

prenatal HIV screening. Consequently, the ability to “prove” that opt-out testing works 

among pregnant women to prevent vertical transmission give weight to using a similar 

approach of opt-out routine HIV testing for the greater population in BC’s implementation 

of TasP. This review of opt-out HIV testing for pregnant women also reveals that routine 

testing was instituted because women were not being tested, in other words they were 

non-adherent to medical protocol and this inactive behaviour along with the “risk” of 

transmitting HIV to their fetus lead much of the Canadian medical establishment to 

institute routine HIV screening for pregnant women. My analysis also shows how closely 

linked routine HIV testing is with the anticipated adherence to prophylactic treatment. 

5.2. Immediate Initiation of Treatment  

As much as being on HIV treatment is a key component of the TasP approach, 

the initiation of treatment reveals the contentious role time plays in executing this 

practice. While some TasP advocates argue for early initiation, others argue for 

immediate. This section details the changes to HIV treatment initiation protocol used 

within British Columbia to show how the commencement of treatment has come closer 

and closer to an HIV diagnosis or, in other words, immediate initiation. The significance 

of when to begin treatment is deeply connected to the shifting scientific logic from 

preventing death and improving life to preventing viral transmission. 

When AZT was released in 1987 as the first medication for the treatment of HIV, 

the medical practice was to use it sparingly for those with advanced AIDS who also 

contracted “Pneumocystis carinii pneumonia [PCP] and [had] depressed immunity and 

for symptomatic cases of AIDS-related complex (ARC). It did not, however, recommend 

approval of zidovudine for treatment of pre-AIDS or nonadvanced AIDS cases with other 

opportunistic infections” (Public Health Services 1987; Brook 1987). Infectious disease 

specialists involved in the process of deciding the start of treatment deliberated over 

AZT’s ability to postpone death and its toxicity, which inhibited life (Brook 1987). They 

decided that for those with mild symptoms or none the toxicity of the drug outweighed its 

benefits. Regardless of who was prescribed AZT, what this medical deliberation shows 
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is the primacy of the patient’s health and life. The only reason to take HIV medication in 

1987 was to prolong or improve life. In stark contrast to the deferred treatment approach 

of the late 1980s and 1990s is the present immediate treatment initiation approach. 

Before detailing therapeutic changes in treatment initiation protocol, it is 

important to understand the relationship between two particular guidelines that impact 

BC. While the BC Centre for Excellence in HIV/AIDS (BCCfE) edition of treatment 

initiation rationale is consistent with other TasP protocol, the Centre acknowledges its 

own approach to treatment, stating:  

Since 1996, the BC Centre for Excellence in HIV/AIDS guidelines have 
been generally consistent with those published by the International 
Antiviral Society-USA (formerly known as the International AIDS Society-
USA) Panel. However, the reader should be aware that the use of 
antiretroviral drugs for the treatment of HIV infection within the BCCfE 
programs is exclusively guided by the Guidelines as outlined here. (British 
Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2015c)  

Veering away from the IAS guidelines, the BCCfE self-proclaims independence 

from the IAS and establishes treatment sovereignty over the people of BC. The BCCfE 

independence affords its therapeutic guidelines to uphold its approach to both treatment 

and prevention in several areas. One specific difference is in the area of scientific 

rationale and weight of evidence. The IAS guidelines provide degrees of scientific 

support for the recommendation as well as a ranking of the quality of the evidence 

assessed by the IAS panel composed of international HIV specialists. In the Centre’s 

2009-2014 strategic plan, one of its goals is to “maintain the BC-CfE Therapeutic 

Guidelines for the Management of HIV and Related Diseases as a state of the art 

document generated by an inter-professional panel of experts” (British Columbia Centre 

for Excellence in HIV/AIDS (BCCfE) 2010b). Outside of the 2009 BCCfE guidelines, the 

Centre does not propose a ranking system of scientific proof or quality of that evidence 

that parallels the IAS system. Instead, the BCCfE guidelines highlight key clinical 

research to justify its clinical recommendations. Another area of BCCfE is the 

recommendation of treatment initiation. Although the BCCfE “generally” follows the IAS 

recommendations, the last three biennial BCCfE guidelines have been more aggressive 

than the respective IAS guidelines in recommending treatment initiation. I focus on these 

most recent treatment guidelines because of their notable shift to moving towards 
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immediate treatment initiation and inclusion of public health concerns in offering early 

and immediate treatment. 

Of note, over the history of the IAS guidelines, Julio Montaner, BCCfE Director, is 

co-author on all, but the two most recent versions from 2012 and 2014. Granted the IAS 

process is a collaborative process and requires compromise on many people’s part, the 

BCCfE guidelines clearly bear Montaner’s mark. Aside from being the only author noted 

by name, Montaner has been called the “driving force” behind TasP and the “king of 

HAART” (Wilton 2012; Pirisi 2006). Included in the 2011 BCCfE guidelines is a section 

about TasP, touting its benefits of preventing transmission through the use of treatment. 

Rather than providing a scale of comparison for studies cited to support the TasP 

evidence, the BCCfE guideline uses its own reports to support its own claims; half of the 

sources in the TasP section are publications produced out of the BCCfE, including 

opinion pieces like Montaner’s (2006) Lancet viewpoint article, and mathematical models 

like Lima’s (2010) PLoS One paper. Yet for the physician just trying to manage the often 

complex care of their HIV-positive clients, this detailed information remains buried while 

the recommendation stands out. 

CD4 counts are a common marker to assess patient’s clinical qualification for 

treatment and prior to the 2008 IAS guidelines a low CD4 count prompted the initiation of 

treatment. Since 2008 the IAS has incrementally expanded treatment initiation to people 

with higher and higher CD4 counts. In the 2006 IAS guidelines, the authors note, 

“debate continues over the optimal time for initiation of antiretroviral therapy” (Hammer 

et al. 2006, 827-828). They cautiously recommend the consideration of treatment for 

asymptomatic patients with CD4 counts between 200-350/µL with their strongest 

recommendation based on highest quality of evidence, and do not recommend treatment 

for those with CD4 counts between 350-500/µL with moderate strengthen of this 

recommendation based on moderate quality of evidence (Hammer et al. 2006, 828-829). 

In 2008, the IAS guidelines recommend a restrained move toward early treatment 

initiation, giving this reason: “treatment options have increased and the risks of untreated 

viremia are better appreciated, the risk benefit ratio is shifting toward earlier treatment” 

(Hammer et al. 2008, 556). They recommend consideration of treatment initiation for 

those with CD4 counts above 350 cells per cubic millimeter. In her analysis of the effects 
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of implementing the 2008 IAS guidelines in BC, Lima and team call this move a 

substantial change to HAART eligibility, making way for TasP.  

HAART expansion based on the 2008 IAS-USA guidelines has a 
tremendous potential to further improve health outcomes among HIV 
infected individuals in BC and in the rest of the world and, furthermore, to 
substantially change the course of the HIV epidemic by decreasing rates 
of HIV transmission, tuberculosis, malaria and other infectious diseases 
and therefore curbing the growth of the epidemic. (Lima, Hogg, and 
Montaner 2010, e10991)  

The BCCfE supports this change as it is echoed as such in their 2009 guidelines, 

while also providing a weighted scale of evidence similar to the IAS’s that scores both 

the strength and quality of the scientific evidence (Montaner 2009).  

However, after the 2010 IAS guidelines were released, the BCCfE strays from 

the international recommendations to pursue a broader treatment initiation mandate. 

Where the 2010 IAS guideline increases again, this time to include asymptomatic people 

with CD4 counts under 500/µL and recommends consideration of treatment initiation for 

those with CD4 counts above 500/µL, the 2011 BCCfE guidelines push further. They 

recommend, under certain conditions (for example, being over age 50, having a chronic 

hepatitis B or C, being pregnant, being at “high cardiovascular risk,” and so on), that 

treatment should be started for those with CD4 counts above 500/µL (Montaner and 

British Columbia Centre for Excellence in HIVAIDS Therapeutic Guidelines Committee 

2011, 9). If an asymptomatic patient has a CD4 count above 500 cells per cubic 

millimeter and no other risk factors treatment should still be considered. As well, the 

BCCfE boldly states, “there is no CD4 cell count threshold at which initiating 

antiretroviral therapy is contraindicated” (Montaner and British Columbia Centre for 

Excellence in HIVAIDS Therapeutic Guidelines Committee 2011, 9). The IAS guideline 

makes a similar claim, but qualifies its recommendation based on a moderately strong 

level and moderate quality of evidence, giving it a “BIIa” rating as opposed to the 

strongest rating, an “AIa.” Whereas the IAS treatment initiation recommendations 

provide assess and rate the quality of evidence and subsequently the strength of its 

recommendations, the BCCfE does away with markers of quality and strength of 

evidence. The BCCfE guidelines make no explicit review of scientific evidence instead 

cherry picking studies that support their push for immediate treatment initiation. As well, 

compared with the 2009 version, the 2011 BCCfE recommendation also includes an 
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offer of treatment if there is a risk of transmission, specifically for those in sero-

discordant relationships. By including the risk of transmission into the treatment initiation 

protocol, the BCCfE effectively promotes treatment to prevent HIV transmission. While 

pregnant women have been offered treatment to prevent transmission to their fetuses, 

this move to offer treatment to those PWAs who may transmit HIV to another human 

elevates the concern of the public significantly enough to impact treatment. Essentially, 

this move marks the concern for public health entering into the treatment protocol. 

In the 2012 IAS guideline, the timing of treatment initiation is revised again. 

These guidelines recommend offering treatment to all those with CD4 counts below 

500/µL, providing its strongest recommendation. In fact, the same guidelines 

recommend an offer of treatment regardless of the CD4 count, “based on recent 

observational cohort data that all patients may benefit from ART and data from a 

randomized controlled trial showing that ART reduces the likelihood of HIV transmission 

while providing clinical benefit to treated individuals” (Thompson et al. 2012, 388). Their 

rationale for extending a treatment offer to all adult PWAs explicitly includes both benefit 

to individuals living with HIV as well as controlling transmission of the virus. Applying 

reverse logic, the IAS guidelines also claim that:  

there is no CD4 cell count threshold at which starting therapy is 
contraindicated but the strength of the recommendation and the quality of 
the evidence supporting initiation of therapy increase as the CD4 cell 
count decreases and when certain concurrent conditions are present. 
(Thompson et al. 2012, 388)  

For those who are asymptomatic with CD4 counts above 500/µL, the IAS rates 

the evidence as moderate, but suggests that the quality the recommendation is based 

on the IAS panel’s analysis of accumulated evidence, the lowest quality rating 

(Thompson et al. 2012, 389). The IAS qualifies its claim by explaining the strength and 

quality of evidence used to make this recommendation. Equally, the 2013 BCCfE 

guidelines echo the IAS sentiments regarding the extended offer of treatment and its 

quality of evidence. One difference between the 2011 and 2013 BCCfE protocol is that 

the number of CD4 is done away with in the 2013 version. By not providing a specific 

CD4 count, the 2013 guidelines remove the most common reference for treatment 

initiation leaving the physician to err on the side of caution and offer treatment.  Another 

difference between the BCCfE 2011 and 2013 guidelines regarding treatment initiation is 
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the vague qualification of strength of this particular recommendation: “ART should be 

offered regardless of CD4 cell count.  The strength of the recommendation increases as 

CD4 cell count decreases” (Montaner 2013, 6). Across guidelines, the IAS increases its 

scope of who is eligible for treatment, mirroring the BCCfE 2011 and 2013 

recommendations. As public safety weighs in on the initiation of HIV treatment, the 

closer and closer both sets of guidelines come to advocating immediate initiation. 

The newly revised 2015 BCCfE protocol call for immediate treatment initiation for 

acute infections or treatment for patients regardless of their CD4 count based on several 

studies claiming “the immediate use of ART is associated with clinical benefit to the 

individual” (British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2015b, 11). In 

addition, the 2015 BCCfE treatment guidelines that recommend treatment for “all HIV 

infected individuals primarily to reduce the risk of disease progression to AIDS and 

premature death, and secondarily to prevent transmission of HIV” (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2015b, 7). Although the guideline proposes 

that first and foremost, patients benefit from immediate treatment initiation, the evidence 

it uses to justify this approach are foundational studies of TasP with the primary goal of 

preventing HIV transmission. Of the three studies cited as evidence of immediate 

treatment initiation, all three privilege, to varying degrees, treatment for prevention. 

The first study represents the “definitive scientific evidence” that “confirms the 

significant ‘treatment as prevention’ benefit to early ART for HIV prevention that was 

previously reported in 2011,” the “landmark” HIV Prevention Trials Network (HTPN) 052 

study (Murphy and Caruano 2015). This study’s goal was to “evaluate the effect of 

combination antiretroviral therapy on the prevention of HIV-1 transmission to uninfected 

partners” (M. S. Cohen, Chen, McCauley, Gamble, Hosseinipour, Kumarasamy, Hakim, 

Kumwenda, Grinsztejn, and Pilotto 2011). The protocol used the TEMPRANO study 

(ANRS 12136), which took place in Côte d’Ivoire, as the second source of proof of the 

effectiveness of immediate treatment. While this study’s primary goal was to reduce the 

“rate of severe illness among HIV-infected adults in Ivory Coast,” most commonly 

associated with TB, it references the TasP argument as one of three rationales for 

immediate treatment initiation (The TEMPRANO ANRS 12136 Study Group 2015, 809). 

Yet, it concludes that early treatment initiation “may be beneficial in patients (with CD4 

counts lower that 800 cells per cubic millimeter) who live in countries that have a high 
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burden of tuberculosis and bacterial diseases” (The TEMPRANO ANRS 12136 Study 

Group 2015, 815). Their recommendation is clearly contextualized for countries where 

TB is highly prevalent, of which BC is not. Yet, the study team argues that these 

“findings, in patients with CD4+ counts of less than 800 cells per cubic millimeter, 

confirm and extend those of the HIV Prevention Trials Network 052 study, which showed 

similar results in patients with CD4+ counts of 350 to 550 cells per cubic millimeter” (The 

TEMPRANO ANRS 12136 Study Group 2015, 817). So although the TEMPRANO study, 

more so than outright TasP studies, privileges the patient’s health over public health, it is 

used to promote TasP’s immediate treatment initiation. The third study that the BC 

treatment guidelines uses to support its immediate start of treatment is the International 

Network for Strategic Initiatives in Global HIV Trials Strategic Timing of Antiretroviral 

Therapy (INSIGHT START) study. This study’s  

results indicate that antiretroviral therapy should be recommended for 
patients in whom HIV has been diagnosed regardless of the CD4+ count. 
Coupled with previous studies showing that antiretroviral therapy reduces 
the risk of sexual transmission of HIV, the results of our study provide 
policymakers, clinicians, and HIV-positive patients with data to inform 
policies regarding the initiation of antiretroviral therapy. (The INSIGHT 
START Study Group 2015, 796)  

While the INSIGHT START study acknowledges the individual benefit for patients 

who begin treatment immediately upon diagnosis or regardless of their CD4 counts, it 

clearly advocates for the use of HIV treatment for prevention purposes, arguing for 

public health programmatic improvements to ensure HIV diagnosis and linkage to care 

(The INSIGHT START Study Group 2015). 

Though the three studies vary in their emphasis on using HIV treatment for 

prevention what remains consistent across all three studies is the escalated interest in 

using treatment for prevention. On the heels of years of recommending treatment for 

pregnant women, the appearance of using HIV treatment to prevent transmission enters 

discussions of immediate treatment initiation as a foundational part of TasP practices. 

The aim of the earlier 1990s discussion of immediate treatment initiation, ‘hit hard, hit 

early,’ was to prevent disease progression for the sole benefit of the patient. Pregnant 

women continue to stand as the anomaly in recommending treatment to prevent 

transmission until the advent of TasP. In TasP the same approach ‘hit hard, hit early’ is 

resurrected, but now with, at best, a dual or secondary focus or, at worst, the primary 
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focus of preventing transmission for the public good. Regardless of the priority, the 

health of public now directly influences when PWAs should begin treatment. The 

prescribing doctor’s role has shifted to include public health. The oath that every 

physician takes, which states, “the health of my patient will be my first consideration,” 

takes a backseat in TasP to preventing the HIV transmission (World Medical Association 

2006). My examination of changes in treatment initiation is not exhaustive in examining 

all treatment protocols, but rather pointed specifically to examine the revised forceful 

promotion of immediate and broad treatment initiation in BC. 

5.3. Practices of Adherence: Surveillance  

Already in 1996, we had the answer to the problem. When patients took 
100% of their medication, the treatment was 100% effective. The concept 
of adherence was born. (Montaner quoted in Forecast, 2005 as in D. 
Elliott 2007, 67) 

As CD4 counts have been used to gauge when to initiate treatment, viral load 

measures adherence and infectiousness (Gagnon and Guta 2014). In this section, I 

explore the various practices of adherence, namely, reportability, viral load monitoring, 

and various forms of therapeutic monitoring. In HIV, adherence is an issue of public 

health as well as individual well-being (Wensing et al. 2005; D. Elliott 2007). The 

development of drug-resistant viral strains not only makes it more challenging to treat 

the patient, but also, if transmitted to another person, the mutated strain limits treatment 

options for the newly diagnosed person even though they have never been on ART. To 

varying degrees, each of these medical and public health interventions use force to 

regulate PWAs adherence if not to HIV treatment then to HIV prevention, or, as is the 

case in TasP, both. 

5.3.1. Reportability 

Influenced by both Foucault and Deleuze, Patrick O’Bryne and Dave Holmes 

argue that current public health HIV surveillance systems operate as a contemporary 

form of societal control, where discipline still functions, but in subtle service to control. 

One particular feature of a “society of control” is “smaller and smaller analyses occur: the 

organ, the tissue, the cell, the molecule, and so forth. The individual has become less 
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important” (O'Byrne and Holmes 2009, 60). In the following sections, I will demonstrate 

how microscopic surveillance is a central component of TasP and explore its 

implications. 

 In January 1983, the province of British Columbia was the first jurisdiction in the 

world to make AIDS a reportable condition (Kendall 2002, 7). Yet, BC was the last 

Canadian province to make HIV reportable, postponing it until May 2003 (Kendall 2006, 

ii). In his 2002 report recommending HIV as a reportable communicable disease, the 

Provincial Health Officer remarks, “the main benefits accrue in the areas of enhanced 

epidemiological surveillance and partner notification” (Kendall 2002, 1). Reasons for 

understanding how prevalent HIV is and whom it most affects along with enacting 

targeted public health prevention interventions prevailed enabling the reportability of HIV. 

In BC, HIV is both nominally or non-nominally reported, however the former is the 

preferred method as I have previously discussed. The information collected for reporting 

purposes includes:  

• name (nominal reporting) or patient’s initials (non-nominal reporting) 

• gender 

• birthdate 

• address 

• town or city of residence  

• health service delivery area (16 areas in BC) 

• personal health number 

• phone numbers (home, work, and cell) 

• ethnicity 

• country of birth 

• health care provider ordering test, their city, phone number, and health 
services delivery area 

• follow-up health care provider, their city, phone number, and health services 
delivery area 

• specifics of test such as if previously tested, when, where, by whom 

• health at time of test 

• HIV risk factors 

• Concerns related to reportability such as violence 
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• Consent for “future BCCDC confidential contact for evaluation purposes” and 
preferred contact method 

• CD4 count 

• Viral load (British Columbia Centre for Disease Control (BCCDC) 2007, 13) 

While much of this identifiable information is used for contact tracing follow up—

generally a public health nurse contacting the newly diagnosed person’s previous sexual 

contact to make them aware that they have been exposed to HIV and should get 

tested—the clinical data is used to provide quarterly or annual epidemiological reports. 

Yet, long before the mandatory reporting of HIV, HIV epidemiological data had been 

collected for research purposes. As I have demonstrated in early sections, testing is the 

first step both in HIV prevention and treatment and the full force of AIDS and HIV 

reportability unmasks those who have tested positive, facilitating regular and on-going 

clinical and epidemiological monitoring. 

5.3.2. TasP Marker of Adherence: Viral Load in Blood 

Although this section details how viral load is used as a marker of adherence, it is 

worthwhile to understand how the BCCfE primarily measures adherence; adherence is 

based on prescription refills done at one of the centralized dispensing pharmacies. In 

Vancouver, this is generally at St. Paul’s pharmacy, the home of the Centre itself (D. 

Elliott 2007, 88). In fact, the BCCfE 2009-2014 Strategic Plan offers three ways patients 

can obtain ART beginning with accessing them through the St. Paul’s pharmacy. 

However, for “[p]atients at high risk for incomplete adherence receive their medications 

through a limited number of outreach (community) pharmacies or clinics often in tandem 

with other prescriptions (e.g. methadone)” (British Columbia Centre for Excellence in 

HIV/AIDS (BCCfE) 2010b). And, third, in limited cases, medication will be couriered 

directly to the physician. However, viral load is increasingly becoming a strong marker of 

adherence. The 2014 IAS treatment guidelines state that viral load testing “is the primary 

marker of treatment success and adherence” (Günthard et al. 2014, 417). In STOP AIDS 

Quarterly Reports produced by the BCCfE, viral load is used as a “proxy measurement 

for treatment adherence” because “the majority individuals who adhere to ARV treatment 

protocols achieve virologic suppression” (Chu et al. 2012, 69). In one of the present 

studies of adherence, the BCCfE uses viral load as the surrogate marker for adherence 

(British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2013a). Numerous HIV 
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researchers view viral load as a marker of adherence, suggesting a low or undetectable 

viral load correlates with optimum treatment adherence, while a high viral load is 

associated with infectiousness (Gagnon and Guta 2014, 212). 

Although viral load in other bodily secretions can be tested, it is blood that is 

used extensively for monitoring one’s viral load. Viral load monitoring came into use as 

drug cocktails were prescribed in the mid-1990s. For clinical care, the 2015 BCCfE 

Therapeutic Guidelines recommends viral load testing “monthly until suppression of viral 

load to below 40 copies/mL is confirmed, and every 3-4 months thereafter,” whereas the 

2014 IAS guidelines recommends viral load testing every 3 months (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2015b, 34, italics added; Günthard et al. 

2014, 412). In short, those who do not adhere to HIV treatment as is revealed through 

viral load testing require further and more frequent viral surveillance. 

In BC, viral load monitoring is not purely used in a patient’s individualized clinical 

care, but is used extensively in HIV research often masked in clinical care provision. 

Since its 1986 inception, the Drug Treatment Program (DTP) has been providing 

selected ART to BC residents. BCCfE researchers claim that HIV treatment has been 

free to all “eligible” PWAs, but PWAs substantiate a different claim (Patterson et al. 

2015; Hogg et al. 1998). The British Columbia Persons with AIDS Society (BCPWA) 

reports that from 1986 through to 1992, the year the BCCfE was established, PWAs 

were required to pay a 20% deductible for HIV treatment often amounting to annual drug 

costs of $2000 (British Columbia Persons with AIDS Society 2006, 12-21). They also 

retell of the court case launched in response to drug costs in which the Supreme Court 

of BC rendered a decision, which dismissed the case (Brown v. Canada (Minister of 

Health), 1990). However in 1992, the BCCfE has administered the DTP through its 

“centralized distribution of ART on behalf of the BC Ministry of Health’s PharmaCare 

programme,” offer free treatment (Hogg et al. 1998, 450-451; Patterson et al. 2015, 59). 

One becomes medical eligible for HIV treatment initiation based on the Centre’s 

Therapeutic Guidelines. The process of receiving medication entails a physician’s 

request for medication, the BCCfE’s review of the drug regimen requested, and the 

BCCfE’s approval of request. Patient consent for medication is implied in the process of 

requesting medication although only a physician’s signature is needed on the form 

(British Columbia Centre for Excellence in HIV/AIDS Drug Treatment Program 2014). 
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However, the patient is to be given an information sheet outlining what the BCCfE is, 

what the DTP is and how it works, why particular information is requested and how it is 

used, and what steps the BCCfE takes to protect people’s privacy (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2013b). The patient information sheet 

discusses the use of recording results of viral load tests:  

To monitor your HIV plasma viral load to make sure you receive the right 
treatment, at the right time, and to confirm you are eligible for coverage 
by PharmaCare, we collect your plasma viral load test results plus basic 
identifying information, including your full legal name, gender, birth date 
and BC Personal Health Number. (British Columbia Centre for Excellence 
in HIV/AIDS (BCCfE) 2013b) 

Although the same information sheet assures new DTP enrollees that their 

identifiable information is not shared beyond your doctor, nurse, or pharmacist. When 

they use it for “public health monitoring, drug safety, health research and other health 

system purposes” and that in research settings, your information is “de-identified” by 

removing “any information, which could be used to identify who you are or to locate you 

(such as your name, birth date, personal health number or address)” (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2013b).  

Information from the DTP is fed into BCCfE research cohorts including Highly 

Active Antiretroviral Therapy (HAART) Observational Medical Evaluation and Research 

(HOMER) cohort established in 1996.  This longitudinal study tracks treatment-naïve 

patient’s responses to HAART. While the HOMER cohort represents “approximately 

63% of the 8327 patients who have ever accessed ART through the DTP up to 30 June 

2011,” other BCCfE cohorts show a “more expansive” scope of participants (Patterson et 

al. 2015, 60). Beginning in 2010, the STOP AIDS cohort retroactively enrolled 

participants based on the BCCfE registry, resulting in the cohort including “all HIV-

positive individuals resident in BC, who were diagnosed with HIV between 1 January 

1996 and 31 March 2010” (Patterson et al. 2015, 64). Because “all HIV plasma viral load 

tests and most CD4 cell count tests are performed by the St Paul’s Hospital laboratories 

in Vancouver,” test results are easily “transferred electronically via linkage to the BC-CfE 

Registry” (Patterson et al. 2015, 59). The HOMER and STOP AIDS cohorts are 

concerning not only because of their scope, but also their processes for acquiring 

scientific data. 
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As I discussed earlier, the legislative changes to the Public Health Act and 

Communicable Diseases Regulations have made way for broader uses of patient 

information. Specifically with regards to the Public Health Act, which replaced the Health 

Act and Venereal Diseases Act in 2009, the Minister of Health, Lieutenant Governor in 

Council, Provincial Health Officer, and Medical Health Officers have significant discretion 

in not only how information is used, but also how to define medical terms such as 

“communicable disease” or “infected person” as well as how to regulate mandatory 

testing and implement isolation and quarantine. And as in the case of the STOP AIDS 

cohort, the Minister of Health may grant the use of health information for research 

purposes. The extended roles specifically of the Lieutenant Governor in Council harkens 

back to the 1987 concerns raised in the Health Statues Amendment Act, which amended 

the then active Health Act, which was commonly referred to by AIDS activists as the 

AIDS quarantine bill. I will address this bill and its succession to law in a following 

section (5.4). Suffice to say that the enactment of the 2009 Public Health Act bares 

remarkable resemblance to the 1987 Health Statues Amendment Act, which allowed for 

broad understandings of “health hazards,” “people exposed to communicable diseases,” 

and the release of personal health information for research purposes. The latter raised 

significant concerns among AIDS activists and the BC Civil Liberties Association about 

“the impact on AIDS research of a provision that might enable the government to 

demand that a researcher divulge the identities of participants in an AIDS research study” 

(British Columbia Civil Liberties Association 1987b). For now, I return to the types of 

information housed in the BCCfE Registry. 

Of note, viral load test results along with blood specimens remain on file at the 

BCCfE. The BCCfE laboratory requisition form states, “The lab has access to stored 

patient plasma from previous viral load tests. Please do NOT submit a new blood 

sample” (British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 2014b). I have not 

been successful in uncovering when the practice of storage of blood samples began in 

BC, as very little information reveals this practice, but I have been able to determine that 

it has been in practice since at least 2012. The version 5 BCCfE laboratory requisition 

fax form for genotyping from August 13, 2008 does not state that previous blood plasma 

is on file whereas the version 6 dated from May 11, 2012 does (British Columbia Centre 

for Excellence in HIV/AIDS (BCCfE) 2012; British Columbia Centre for Excellence in 

HIV/AIDS (BCCfE) 2008). So while identifiable personal health information is linked to 
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one’s CD4 and viral load count along with HIV regimens and genotyping results, one’s 

blood is also kept on file. 

In summary, the BCCfE Registry links identifiable information to clinical markers 

and blood samples. While this information is used in epidemiological research, it is also 

used to establish the BCCfE Therapeutic Guidelines and inform individual care related to 

drug regimens and the development of drug resistance (British Columbia Centre for 

Excellence in HIV/AIDS (BCCfE) 2015c). These benefits can also be seen as deficits if 

patient informed consent is considered. When the Minister of Health allows detailed 

clinical information about patients to be used and patients themselves are not asked for 

their consent, we need to concern ourselves with research ethics and powers of 

governmental officials. Or when blood of individuals is kept for future sampling, we need 

to wonder under what circumstances will that persons’ blood be tested. When viral loads 

are logged in quarterly reports, is it reasonable to wonder if they not only are used in 

viral load mapping, but also as new markers of program success. TasP proponents 

increasingly invest in viral load through its use in mandatory reporting forms, quarterly 

clinical and epidemiological monitoring, mandated reporting in treatment requests (both 

new and on-going), provincial wide registries, epidemiological reports, and evidence for 

therapeutic guidelines (British Columbia Centre for Excellence in HIV/AIDS (BCCfE) 

2015c). As viral load has become a significant marker of treatment adherence, the 

intensification of its significance through increased monitoring, for both clinical and 

epidemiological rationale, demonstrates its imperative use in proving the “success” of 

TasP. 

5.3.3. Directly Observed Therapy: Coercive Incentives, 
Enforcement, and Containment 

As described in the introduction, health care practitioners have developed 

numerous ways to help patients maintain adherence. Some non-invasive inventions 

include pill buddies, individually packaged pills, and the modification of pharmaceuticals 

into one-pill-a-day regimens. I discussed in detail how the marketing of single dose 

regimens have made TasP possible, but I have not discussed some of the more invasive 

types of practices used to ensure patient adherence to HIV treatment. 

“Technotherapeutics” combine pharmaceuticals and devices to allow “healthcare 

providers to track treatment adherence and monitor physiological parameters with exact 
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precision” (Gagnon, Jacob, and Guta 2012, 60). Marilou Gagnon and her colleagues 

critically examine this new therapeutic intervention and describe the discovery of 

“intelligent pharmaceuticals:” 

In March of 2010, the University of Florida announced that its engineering 
researchers had successfully added a tiny microchip and digestible 
antenna to a standard pill capsule (Hoover and Howell 2010). Once 
ingested, the pill communicates with a stand-alone electronic device 
carried or worn by the patient. Next, the device signals a cell phone or 
laptop to confirm that the pill has been ingested by the patient. The 
private sector has also engaged in the development of a similar product 
and has announced that it will soon market ‘intelligent pharmaceuticals’. 
(Gagnon, Jacob, and Guta 2012, 62) 

This type of disturbingly invasive clinical monitoring sleekly stands as a modern 

alternative to more archaic forms of treatment adherence such as directly observed 

therapy and therapeutic monitoring, which I investigate more closely in this section. I 

focus on directly observed therapy because these are established practices that predate 

Vancouver’s TasP implementation. These older adherence practices draw from hundred 

year old or more medical interventions that sought to contain tuberculosis. Today, they 

are repurposed in HIV/AIDS to ensure that those least adherent are adherent to 

treatment.  

As Montaner so pointedly noted in the epigraph at the beginning of this main 

section, HIV treatment is more effective so long as patients are adherent. What his 

statement fails to note is the challenges of maintaining adherence for reasons of side 

effects, toxicity, or other impediments. HIV research has documented patients who 

struggle the most with adherence and developed interventions. The BCCfE has made 

the “problem of adherence” one of its chief research topics (D. Elliott 2007). 

Subsequently, the Centre has numerous research cohorts and articles on those who are 

least adherent, those who use substances and, more specifically, injection drug users. 

Denielle Elliott extensively studied the BCCfE and its focus on adherence, particularly 

how the Centre engages with people who live in Canada’s poorest urban postal code, 

the Downtown Eastside (DTES). Also known for its intense injection drug use and high 

rates of HIV, it remains a zone of intensive scientific investigation and medical and 

interventional surveillance (Tyndall et al. 2007). In this section, I investigate an invasive 

type of therapeutic monitoring used to increase and ensure adherence. 
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Before the BCCfE announced its self-proclaimed intervention, TasP, the Centre 

had used directly observed therapy to “help” non-adherent patients to follow HIV 

regimens as prescribed. Mark Tyndall and his colleagues at the BCCfE discuss in detail 

the need for a comprehensive treatment program that would “optimise therapeutic 

outcomes” for those who use injection drugs, giving them the same chance of treatment 

success as those who adhere to treatment (Tyndall et al. 2007). In an earlier study, Evan 

Wood and his BCCfE team describe the “least likely to access” HIV treatment: Aboriginal 

women living in poverty and residing in the DTES (Wood, Montaner, Tyndall, et al. 2003; 

D. Elliott 2007, 87). Tyndall’s study describes the cohort of 297 past or current injection 

drug users, predominantly living in the DTES, in clinical terms: viral loads, CD4 counts, 

and prescribed HIV regimens (Tyndall et al. 2007, 282-283). They explain that they 

offered two services, the Maximally Assisted Therapy (MAT) Programme and the 

Positive Outlook Programme (POP), but do not detail their differences. The authors then 

explain the interventional research: 

Participants received their medications through a DOT programme and as 
such were expected to attend the clinics on a daily basis. The 
medications were taken on site or if twice daily ARV regimens were 
needed the second dose was provided and was taken later in the day. If a 
participant failed to show up at the clinic on a given day an outreach team 
would deliver the medications to their usual place of residence or would 
attempt to locate them in the community. (Tyndall et al. 2007, 283) 

Although they note that (voluntary) enrollment in these types of programs can be 

low due to the inconvenience of attending a clinic daily and the “overall intrusiveness,” 

they conclude that DOT programs are effective for improving adherence among those 

previously deemed non-adherent (Tyndall et al. 2007, 285).  

Although the BCCfE does conduct some research on the structural barriers to 

adherence, Elliott categorizes the majority of their research as intervening at the 

individual level, seeking to change patient’s behaviours in order to continually reach 

optimum adherence (D. Elliott 2007, 85-86). She argues that the BCCfE’s DOT 

programs function within neoliberalism, not only by individualizing patient blame, but also 

by situating the clinics within the context of underfunded programs with excessive daily 

demands that result in “‘ideal’ DOT programs crumbl[ing] into surveillance strategies, 

where patients become numbers, security guards circle about, and nurses stand 

nervously behind bullet-proof windows” (D. Elliott 2007, 137). Elliott’s detailed 
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ethnographic work of the challenges of the Centre’s DOT programs sheds light on the 

troubling reality of implementation, while also demonstrating its colonial and paternalist 

history.  

Elliot’s work highlights the implications of the two latter neoliberal risk 

investments, while contextualizing the Canadian-made non-compliant patient. 

Specifically, she claims that historically DOT programs have only ever been used in 

Canada to treat tuberculosis-infected Indigenous people. She goes on to state, 

“[u]nderstanding how Canada attempted to govern and treat the ‘untreatable’ and ‘non-

compliant’ sheds light on the development and implementation of new strategies, but 

there is little research on these programs in the Canadian context" (D. Elliott 2007, 109). 

Elliott chronicles how BCCfE’s DOT programs work. DOT staff supervise PWAs 

swallowing their medications (D. Elliott 2007, 115). Outreach teams “track down” people 

on the street to deliver their medication (D. Elliott 2007, 123). The POP program offers a 

hot lunch, incentivizing treatment adherence (D. Elliott 2007, 125). DOT programs are 

combined with other health and social services, which provide additional care and 

support (D. Elliott 2007, 125). Patients report physicians rolling all prescription drugs, 

including pain and sleeping medication, into daily dispensaries and demand patients 

have bloodwork before the renewal of non-HIV medication (D. Elliott 2007, 129-130). 

Elliott positions the Centre’s DOT programs as “chemical incarceration,” where the 

unruly non-adherent are contained not only virally through supervised consumption of 

ART, but also spatially by being required to appear daily at the clinic (D. Elliott 2007, 

133). Pointedly, she concludes that “DOT programs speak to a tension between 

surveillance and containment” (D. Elliott 2007, 138). The complex practices of 

adherence carried out in the administration of DOT programs in the DTES highlight the 

multiple ways that PWAs are remade as non-adherent patients who require surveillance 

to ensure their viral infectiousness is contained within their bodies, but also who require 

physical containment to limit their contamination to the borders that divide classes and 

races. 

This section has demonstrated that while DOT programs were implemented 

before TasP, their mechanisms of viral containment and treatment enforcement prove to 

be beneficial in the implementation of the BCCfE’s prevention innovation. The DTES 

was the Vancouver pilot site in the initial phases of TasP, most likely because of the 
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intensive clinical surveillance already in place such as the DOT programs. I argue that 

DOT’s mechanisms of pharmaceutical enforcement are not simply responses to calls for 

TasP’s focus on public health, but rather lay the groundwork for which it is rolled out. 

The rationale for implementing DOT programs reveals extending therapeutic 

interventions to those who most often “fail” treatment. This rationale warrants DOT 

programs, in order to “benefit the individual.” It is paternalism at its best, front and centre. 

As a new adherence research project, the BCCfE is conducting a randomized control 

trial to see if incentives retain drug users in HIV treatment (British Columbia Centre for 

Excellence in HIV/AIDS (BCCfE) 2013a). When basic necessities such as food and 

housing are often unattainable, what are the ethics employed in paying people to take 

HIV medication? Why is it acceptable to test incentives on the most impacted by the 

epidemic and for whom this “incentive” could be a matter of life and death? DOT 

programs also offer the opportunity to show that TasP can shift the epidemic for even 

the most unruly patients, injection drug users, Indigenous women, and the homeless. 

The BCCfE’s DOT programs effectively work as therapeutic colonialism through 

“chemical incarceration” to contain the epidemic and infected bodies both spatially and 

virally. If we examine TasP within this framework Elliot proposes, we need to be 

concerned that containment and enforcement are constitutive of TasP, not merely a 

potential future concern. In the following section, I discuss the history of quarantine and 

isolation as it relates to HIV in British Columbia. Noticeably, the connection between HIV 

surveillance and containment is furthered as I detail the legal allowances enshrined in 

provincial health law. 

5.4. From AIDS Quarantine to HIV Criminalization in Public 
Health Legislation 

You cannot have it both ways. In other words, if you are going to protect 
the people who are not ill, you must do something with the people who 
are ill and are acting irresponsibly. That's what we are trying to do. 
(Honourable Mr. Dueck in British Columbia Legislative Assembly 1987) 

On September 3rd, 1998 the Supreme Court of Canada ruled on the historic R. v. 

Cuerrier case, which was Canada’s precedent setting case of HIV criminalization related 

to HIV non-disclosure. British Columbia Persons with AIDS Society (BCPWA), British 

Columbia Civil Liberties Association, Canadian AIDS Society, and the Canadian 
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HIV/AIDS Legal Network had all intervened throughout the course of the Cuerrier trials 

and appeals, opposing “the use of the assault provisions of the Criminal Code to 

criminalize non-disclosure of HIV- positive status, arguing, among other things, that 

invoking the criminal law would likely do little good and might harm other, more effective 

efforts to prevent HIV transmission” (R. Elliott 1999, 18). Yet, it has really been over the 

last decade that the intensification and awareness of HIV criminalization has become 

realized in the Canadian media and among AIDS activists, largely due to the coordinated 

efforts rallied by the Canadian HIV/AIDS Legal Network. Today’s criminalization of 

PWAs for HIV non-disclosure may evoke urban legends of AIDS quarantine. However, in 

BC the connection between today’s criminalization and yesteryear’s quarantine is not an 

analogy, but a reality.  In this section, I map provincial public health legislation and 

regulations enacted during the first decade of the epidemic that allowed for the 

quarantining of PWAs through to the present day Public Health Act and its regulations, 

which has incorporated the use of police enforcement linking it closer to criminalization 

rather than pubic health interventions. I begin by briefly describing the differences 

between these various forms of containment, followed by the 1987 scare for enacting 

AIDS quarantine in BC. 

The 1998 Cuerrier Supreme Court of Canada case, which was based in BC, 

established that PWAs are criminally liable if they do not disclose their HIV status to their 

sexual partners before “engaging with them in activities that pose a “significant risk of 

serious bodily harm” (i.e. HIV transmission)” (Mykhalovskiy 2011, 669). Eric 

Mykhalovskiy explains that the Supreme Court’s ruling established that if PWAs failed to 

disclose their HIV status before engaging in sexual activities that placed their partners at 

“significant risk,” that their partners’ consent was gained by fraudulent means and thus 

void. Before this ruling, PWAs were only subject to public health measures that ranged 

from voluntary to coercive measures, including voluntary counselling, cease and desist 

orders, and isolation. American legal scholar, Lawrence Gostin eloquently distinguishes 

between the various types of containment to clarify who is targeted in civil/public health 

and criminal confinement (Gostin 2004, 179-186). With regards to public health forms of 

confinement, Gostin describes the differences between quarantine and isolation; the 

former applies to those who have been exposed to the communicable disease, while the 

latter applies to those who know infected people. Both forms of civil containment seek to 

prevent disease transmission. Gostin goes on to specify that there are two notable forms 
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of isolation: status-based isolation, which is associated with one’s HIV status, while 

behaviour-based isolation is related to PWAs engaging in dangerous behavior (Gostin 

2004 183). Criminal containment, or more commonly referred to as imprisonment, is the 

result of a criminal conviction and sentence that warrants containment. In theory, the 

purpose of imprisonment is to prevent harm to others and punishing those that have 

caused harm. Therefore, it is vital to understand how using criminal procedures, 

prosecutions, and sentences in public health shift the focus from disease prevention to 

punishment. 

Gostin details three distinguishing factors related to civil and criminal applications 

used to confine people: clarity, objectivity, and safeguards (Gostin 2004, 185). He 

argues that public health often mobilizes broad categories such as “dangerous,” or as I 

will show, “health hazard,” whereas “criminal law must specify the behaviour prohibited” 

(Gostin 2004, 185). With regards to the objective of the indicted person, civil 

confinement can be based on future predictions of behaviour whereas criminal 

prosecution must be based on acts that have already occurred. In terms of safeguards, 

criminal convictions must be proven beyond a reasonable doubt whereas civil 

interventions just need to provide a convincing argument and evidence. Another 

safeguard that the criminal process offers that public health interventions may not is that 

the former has clear guidelines for the duration of the sentence whereas the latter may 

not (Gostin 2004, 185). Critiques of both the 1998 and 2011 Supreme Court ruling are 

well established and convincingly argue against criminalization (Mykhalovskiy, 

Betteridge, and McLay 2010; 2011; Mykhalovskiy 2014; Mykhalovskiy and Betteridge 

2012; Claivaz-Loranger et al. 2011; Gagnon 2012; Canadian HIV/AIDS Legal Network 

2011; Cameron 2009; Kotiswaran 2014; Canadian HIV/AIDS Legal Network 2012b; C. 

Wilson 2013; McClelland 2013). To be clear, I am not arguing for criminalization, but 

rather demonstrating some of the problems with coercive public health measures before 

I discuss public health changes to the 1987 BC Health Act as a result of passing Bill 34, 

the Health Statues Amendments Act.  

5.4.1. Health Statues Amendments Act, Bill 34 

July 27, 1987 marked the first reading of the Health Statues Amendment Act, 

also known as Bill 34, into the British Columbia legislature (British Columbia Legislative 
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Assembly, n.d.). BCPWA claimed that the bill “never passed in the legislature and this 

discriminatory law was not ratified,” but with some modifications, the bill ascended into 

law on December 17, 1987, effectively changing the Health Act in BC (British Columbia 

Persons with AIDS Society 2006, 57; Legislative Assembly of the Province of British 

Columbia 1987). While this bill did not specify quarantining PWAs or those potentially 

exposed to the virus that caused AIDS, it was proposed at the height of the AIDS scare. 

Although the bill contained more than just changes to public health law, it also dealt with 

other amendments to health related legislation such as the Community Care Facilities 

Act and the Medical Services Act. For the purposes of this discussion, I focus on the 

particular sections of the Bill 34 that prompted civil rights concerns primarily from AIDS 

activists. 

Materials from the BC Gay and Lesbian Archives detail the contentions that 

people most affected by the proposed legal changes faced. These primary source 

documents lay out the problematic proposed amendments to the following sections of 

the Health Act: Sections 1 and 5 defined or re-defined particular works; Sections 5.1 and 

5.7 broadened access to medical information; Sections 5.3 and 5.4 detailed the process 

for contesting the release of information; and Section 7 extended the powers of medical 

health officers. While quarantine and isolation were already in health legislation in BC, it 

was the combination of timing, politics, and implications that raised disturbing concerns 

for AIDS activists and human right defenders. As I show, the changes to the Health Act 

proposed in Bill 34 not only impacted quarantine and isolation, but also expanded 

governmental power and limited the privacy of PWAs. 

Briefly, AIDS activists concerns about defining terms used in the Health Act 

centred on two main points: first, that the power to re-define and define terms that could 

alter how a public health measure was carried out was given to the Lieutenant Governor 

in Council, or more commonly known as the BC legislative cabinet, ministers appointed 

by the premier of the province; second, adding new terms that offered little clarification of 

how they could be applied. The key words re-defined allowing cabinet to define them 

were “communicable disease,” “modified isolation,” “isolation,” and “reportable 

communicable disease” (Legislative Assembly of the Province of British Columbia 1987). 

The new vague term added was “health hazard,” which was defined as  
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a condition or thing that does or is likely to (a) endanger the public health, 
or (b) prevent or hinder the prevention or suppression of disease and 
includes a prescribed condition or thing or a prescribed condition or thing 
that fails to meet a prescribed standard. (Legislative Assembly of the 
Province of British Columbia 1987) 

The term “health hazard” reappears in later legislation, but was first enacted 

through the passing of Bill 34. The 1979 Health Act does not contain any reference to 

“health hazards,” the term was defined in the Health Statues Amendment Act, and then 

“health hazards” comprised a whole section (Part 4) in the 1996 version of the Health 

Act (Legislative Assembly of the Province of British Columbia 1987; Legislative 

Assembly of the Province of British Columbia 1979; Legislative Assembly of the 

Province of British Columbia 1996). The Vancouver Gay and Lesbian Community Centre 

(VGLCC) and the ad hoc Coalition for Responsible Health Legislation (CRHL) objected 

to variable definition left in the hands of selected members of government of the day. 

Specifically, the VGLCC and the CRHL argued that this “sweeping legislation…leaves 

the definition of words…up to a small group of politicians who may respond to the 

paranoia and hysteria of an ill-informed public” (Smith and Hughes 1987b; Smith and 

Hughes 1987a, 2). Condemning the broadness proposed in the Bill, they further stated,  

Canada does not, unfortunately, have an admirable record in dealing with 
minorities during crises. To give the Cabinet the power to tailor a 
definition to suit a particular need is protection for no one….Past 
experience in this country and this province does not leave us with any 
sense of security. One only has to reflect upon the treatment of 
Canadians of Japanese ancestry during the Second World War. (Smith 
and Hughes 1987a; Smith and Hughes 1987b, 2)  

During the committee stage of Bill 34, Members of the Legislative Assembly, Mr. 

Cashore and Mr. Rose, made parallel objections to authorizing the cabinet defining 

power, and Mr. Cashore made the point that “there have been times in world history 

when health legislation has been used inappropriately” (British Columbia Legislative 

Assembly 1987). In the end, this section of Bill 34 ascended to law unchanged. 

The Health Statues Amendments Act altered Sections 5.1 and 5.7 of the Health 

Act, made way for the government to obtain health information about people who 

participated in medical health research. Initially, the proposed bill read as follows: 



 

 

172 

 (5.1) The minister may, by regulation, authorize an organization engaged 
in legal research to designate specific employees or officers who may 
request a person or class of person to supply the organization with 
information or records or classes of information or records that may be 
prescribed by the minister for purposes of this section. 

(5.7) A person who has obtained information or records to a request 
made under subsection (2)[sic] shall not disclose the information or 
records to another person except 

(a) for the purpose of medical research and to a person engaged in 
medical research whether or not the person is engaged in medical 
research for the organization that made the request under subsection 
(2)[sic], 

(b) in court proceedings related to this Act or a regulation, 

(c) under an agreement that 

(i) is between the organization in 

(ii) subsection (1) and a government, government agency or 
organization engaged in medical research, relates to medical 
research, and 

(iii) provides for the disclosure of information and records to that 
government, government agency or other organization. (Smith and 
Hughes 1987b) 

Several groups were concerned about this proposed clause, specifically 

S.5.7(c)(iii) that would allow the government access to health information for undisclosed 

purposes. Given the previous amendment to empower cabinet to define public health 

terms, the result could have been the government accessing people’s health information 

disclosed for research purposes to use as it saw fit. The VGLCC, CRHL, and the British 

Columbia Civil Liberties Association (BCCLA) raised objections to this proposed 

legislation. Specifically, the VGLCC and CRHL made the same argument: 

in these times of pervasive government involvement in so many areas the 
potential for information regarding a "person or class of persons" reaching 
many government departments is great. We can in this situation place no 
reliance on government assurances of confidentiality. (Smith and Hughes 
1987a; Smith and Hughes 1987b) 

This part of Bill 34 was amended to specify the maintenance of the BC Cancer 

Registry by the Cancer Control Agency of British Columbia (CCABC) to ensure its 

“ability to identify the individuals whose medical problems are being studied as well as to 
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collect medical information about them” (British Columbia Civil Liberties Association 

1987a). The BCCLA acquiesced to not “jeopardize this very worthwhile endeavor,” but 

they were specifically concerned with potential instances of the government demanding 

identifying information about participants in AIDS research. To this end, they 

recommended specifying legislation that would “meet the needs of the Cancer Control 

Agency of British Columbia and to withdraw the general legislation on the gathering of 

research information proposed in S.7 of Bill 34 [which would amend S.5 of the Health 

Act].” In the end, the Health Statues Amendment Act specified collecting information for 

the CCABC in S.5.1 and 5.7, but did not retract S.5.7(c)(iii). In effect, this legislation only 

protected the privacy of PWAs without AIDS-related cancers. 

Sections 5.3 and 5.4 outlined how a person whose medical information collected 

by the CCABC would challenge the release of information. Section 5.3 ordered persons 

in control of medical information to comply with a request as per its instructions. Section 

5.4 described the process for the person whose medical information is requested to 

challenge its release; specifically, the aggrieved person should apply to the Supreme 

Court to review the complaint (Coalition for Responsible Health Legislation 1987). The 

VGLCC and the CRHL made the same argument that the aggrieved would be placed in 

the spotlight of the media and public, exposing their private life and that “for people who 

have tested positive to antibodies to the AIDS virus this has the potential of destroying 

their lives” (Smith and Hughes 1987b; Smith and Hughes 1987a, 3). Sadly, this 

proposed section passed without amendment. 

The Bill 34 amendment to S.7 of the Health Act proposed to expand the powers 

of medical health officers. Bill 34’s initial proposal of enhancing the role of medical health 

officers was what led to the scare of BC enacting legislation that enabled AIDS 

quarantine. Its initial wording charged medical health officers with the power to isolate or 

quarantine any person with a “reportable communicable disease” (as now defined by 

cabinet) who “is likely to expose others to the disease or the agent” (Smith and Hughes 

1987a; Smith and Hughes 1987b). In short, this allowed medical health officers to 

impose testing, treatment, and/or confine any person with HIV or AIDS. Boldly, the 

VGLCC and the CRHL stated that this amendment is “clearly designed for people testing 

positive for antibodies to the AIDS virus. There is no other explanation” (Smith and 

Hughes 1987a; Smith and Hughes 1987b, 4). The BCCLA echoed concerns that this bill 
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targeted PWAs, but suggested a particular amendment to the proposed legislation: “If 

the legislation is designed to deal with those who are willfully or carelessly spreading 

AIDS (or any other communicable disease) it should say so” (British Columbia Civil 

Liberties Association 1987a). With this suggestion, the legislation passed with the 

BCCLA’s amendment and added an additional clause, “or because of mental 

incompetence,” to s. 7.1(b). With the enactment of the Health Statues Amendments Act, 

the worse case scenario did not manifest, however its implications for public health still 

significantly impacts public health policy in BC today. 

5.4.2. Public Health Act 

In 2009, the Public Health Act replaced the Health Act in BC. In 2008, the Public 

Health Act repealed all sections outlined in Bill 34 except for the section on Research 

Information (now S.9), which remains relatively unchanged except for minor changes 

such as updating the name of the British Columbia Cancer Agency (British Columbia 

Legislative Assembly 1996). To be clear, the sections empowering the Lieutenant 

Governor in Council to define public health terms and outlining the powers of the 

Minister of Health, Lieutenant Governor in Council, Provincial Health Officer, and 

medical health officers were deleted from the Health Act (British Columbia Legislative 

Assembly 2010). Yet, they were not erased from legislation. Instead, they were modified 

in the new Public Health Act. In this section, I outline the legislative transition from the 

Health Act to the Public Health Act, noting how the Health Statues Amendment Act was 

carried through to present day public health legislation. I will examine several specific 

sections of the Public Health Act that legislate comparable sections that AIDS activists 

contested in Bill 34. 

Definitions and Authority 

Section 1 of the Public Health Act defines terms used in the legislation, revoking 

the power of the Lieutenant Governor in Council (as previously signed in the Health Act 

due to the Health Statues Amendment Act) to define public health terms such as 

“communicable disease” and “health hazard.” In S.1, “health hazard” is defined in the 

Public Health Act as: 

(a) a condition, a thing or an activity that 
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(i) endangers, or is likely to endanger, public health, or 

(ii) interferes, or is likely to interfere, with the suppression of infectious 
agents or hazardous agents, or 

(b) a prescribed condition, thing or activity, including a prescribed 
condition, thing or activity that 

(i) is associated with injury or illness, or 

(ii) fails to meet a prescribed standard in relation to health, injury or 
illness. (Province of British Columbia 2016) 

While some definitions previously outlined by the Lieutenant Governor in Council 

no longer exist in the new Public Health Act, the cabinet is charged with “respecting 

conditions, things, activities or standards for the purposes of the definition of ‘health 

hazard’” (S.111(1)(b)) and making regulations related to “prescribing particular 

preventive measures for particular purposes” (S.114(1)(b)) (Legislative Assembly of the 

Province of British Columbia 2009). While the Lieutenant Governor in Council does not 

have control over definitions, the definition of “health hazard” is sufficiently broad enough 

to include not only people infected, but those suspected of being infected or exposed. As 

I noted earlier, “health hazard” comes into BC public health legislation with the Health 

Statues Amendment Act passed in 1987; this is one way the AIDS quarantine bill carries 

through to present day public health legislation. “Health hazard” gets attached to 

numerous sections of the Public Health Act, effectively broadening the reason for 

intervention to include anyone who has “likely been exposed” to an infectious agent or 

hazardous material. There is no specification as to how broadly this could be applied; for 

example, the legislation does not require medical testing or assessment to determine the 

likelihood of infection or exposure. In addition new terms were added including “infected 

person,” which describes a person who “(a) is or is likely infected with, or has been or 

has likely been exposed to, a prescribed infectious agent, or (b) is or is likely 

contaminated with, or has been or has likely been exposed to, a prescribed hazardous 

agent” (Legislative Assembly of the Province of British Columbia 2009). These broad 

definitions effectively enact a wider scope for the application of public health legislation 

than even originally proposed in Bill 34; broad application was a central feature of AIDS 

activists’ contestations of Bill 34, the new Public Health Act met with no objections in 

2009. 



 

 

176 

The Public Health Act also defines the terms “health impediment,” “infectious 

agent,” and “preventative measures,” which offer broad based definitions as well. For 

example, “preventative measures” are actions “(a) preventing illness, (b) promoting 

health, (c) preventing transmission of an infectious agent, or (d) preventing 

contamination by a hazardous agent and includes the measures set out in Section 16 (1)” 

(Legislative Assembly of the Province of British Columbia 2009). Further preventative 

measures set out in S.16(1) include: “(a) being treated or vaccinated; (b) taking 

preventive medication” (Legislative Assembly of the Province of British Columbia 2009). 

Under Section 27 of the Act, the medical health officer is charged with the power to: 

 issue an order…only if the medical health officer reasonably believes that 

(a) a person 

(i) is an infected person, or 

(ii) has custody or control of an infected person or an infected 
thing, and 

(b) the order is necessary to protect public health. 

(2) An order may be issued based on clinical findings or a person's or 
thing's circumstances or medical history, even if the person or thing has 
been examined and the examination did not reveal the presence of an 
infectious agent or a hazardous agent. 

(3) For greater certainty, this section applies even if the person subject to 
the order is complying with all terms and conditions of a licence, a permit, 
an approval or another authorization issued under this or any other 
enactment. (Legislative Assembly of the Province of British Columbia 
2009) 

So if the medical health officer believes a person meets these criteria, the 

medical health officer can then, under s. 28 (1): 

may order a person to do anything that the medical health officer 
reasonably believes is necessary for either or both of the following 
purposes: 

(a) to determine whether an infectious agent or a hazardous agent exists, 
or likely exists; 

(b) to prevent the transmission of an infectious agent or a hazardous 
agent. (Legislative Assembly of the Province of British Columbia 2009, 
emphasis added) 



 

 

177 

In sum, if the medical health officer believes a person is infected, they can order 

that person to do “anything” to prevent transmission. What this legislation has potentially 

sent into motion is the possibility of legally mandating HIV treatment for prevention. 

There are no limits, such as timeframe, considerations, or circumstances, set out in the 

Public Health Act to curb the possibility of mandatory HIV treatment. While the possibility 

of forced treatment may seem extreme or unlikely, I argue that given the trend in TasP to 

use more coercive measures I raise concerns about the possibility of mandatory 

treatment for the purposes of enacting and enforcing TasP. 

Containment and Forced Treatment 

The Public Health Act is significantly re-organized compared with the Health Act. 

There are no longer topical sections such as “Health Hazards” (Part 4) and “Dangerous 

Infectious or Contagious Diseases” (Part 5), but rather the Public Health Act now 

delineates processes with titles like “Preventing Disease and Other Health Hazards” 

(Part 3) and “Inspections and Orders” (Part 4) (Province of British Columbia 2016; British 

Columbia Legislative Assembly 1996). Communicable Diseases Regulations that flowed 

from the Health Act laying out the procedures related to quarantine, modified isolation, 

and isolation were repealed between 2009 and 2011 (Province of British Columbia 2009). 

While the Communicable Diseases Regulations are still in effect, they remain rather 

empty and the procedures governing quarantine and isolation are detailed in a new 

regulation, Public Health Inspections and Orders Regulations, which came into effect on 

March 31, 2009. While the Acts are hardly symmetrical, laws are set out in the Public 

Health Act to empower health officials to enact public health orders and containment to 

people who pose threats to public health. 

To understand who can order a person to comply with the Public Health Act, it is 

important to understand the authority of the various positions charged with this power. 

The definition of a “health officer” is expanded in the Public Health Act to include not only 

a provincial health officer, who “is the senior public health official for British Columbia” 

(S.64) but also a medical health officer, who is a physician with a specialization in 

community health or someone recommended by the provincial health officer (S.71), and 

an environmental health officer (S.77) (Province of British Columbia 2016). Section 27 in 

the Public Health Act deals with when orders can be made, which corresponds with the 

1979 Health Act S.7 (Detention for Treatment) and the 1996 Health Act S.11 (Detention 
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for Treatment). Section 27 allows the “medical health officer to issue an order under this 

Division only if the medical health officer reasonably believes that (a) a person (i) is an 

infected person, or (ii) has custody or control of an infected person or an infected thing, 

and (b) the order is necessary to protect public health” (Province of British Columbia 

2016). Yet this language erases the specificity that the BCCLA suggested in the 

amendment of the Health Act. BCCLA requested that the language be amended to those 

who “willfully or carelessly spreading AIDS (or any other communicable disease),” and 

that the legislation passed with the BCCLA’s amendment and adds an additional clause, 

“or because of mental incompetence,” to S.7.1(b) (British Columbia Civil Liberties 

Association 1987a, 3). But in the new Public Health Act, that specific wording is 

completely absent, reverting back to the excessive broad language originally proposed 

in Bill 34. 

Arguably, S.27 (1) may be considered too general to be compared with the 

Detention for Treatment sections of the Health Act. In that case, S.30 (1) details further 

the circumstances in which the health officer “reasonably believes” that: 

(a) a health hazard exists,   

(b) a condition, a thing or an activity presents a significant risk of causing 
a health hazard,  

(c) a person has contravened a provision of the Act or a regulation made 
under it, or  

(d) a person has contravened a term or condition of a licence or permit 
held by the person under this Act. (Province of British Columbia 2016) 

Still, the new legislation makes no mention of “willfully or carelessly” or “mental 

incompetence.” The judgment of the health officer is the measure used to enact a public 

health order. Given the Vancouver Coastal Medical Health Officer’s enthusiasm for TasP 

and the reiteration of the threat those unaware of their HIV status and those not on HIV 

treatment pose to public health, it is not unlikely to think that she may use her powers to 

enact orders against PWAs who are non-adherent. 

Like S.28 (1), which deals with infectious agents and hazardous agents, S.31 (1) 

deals with when “orders respecting health hazards and contraventions” can be made 

(Province of British Columbia 2016). Arguably, because “health hazards” remain so 
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vague, yet attentive to prevention, it is more likely S.30-36 under Division 4, “Orders 

Respecting Health Hazards and Contraventions,” would be enacted to enforce TasP. It 

grants health officers the power to do “anything” for the following purposes: 

(a) to determine whether a health hazard exists; 

(b) to prevent or stop a health hazard, or mitigate the harm or prevent 
further harm from a health hazard; 

(c) to bring the person into compliance with the Act or a regulation made 
under it; 

(d) to bring the person into compliance with a term or condition of a 
licence or permit held by that person under this Act. (Province of British 
Columbia 2016) 

 Specific to a person’s actions or inactions, S.31 (2) (a) speaks to a health officer 

issuing an order to “(a) a person whose action or omission (i) is causing or has caused a 

health hazard, or (ii) is not in compliance with the Act or a regulation made under it, or a 

term or condition of the person's licence or permit” (Province of British Columbia 2016). 

Again because of the broad based nature of a “health hazard,” which includes “a 

condition…that (a) (ii) interferes, or is likely to interfere, with the suppression of 

infectious agents” and “(b) a prescribed condition…that (i) is associated with injury or 

illness or (ii) fails to meet a prescribed standard in relation to health” it is within the 

health officers’ power to enforce HIV treatment should they decide that non-adherence 

poses a public health risk. The radical changes that have happened over the last decade 

in British Columbia serve as evidence that this concern is not outlandish, but rather 

realistic given the extreme policies and practices enacted to carry out TasP. 

Section 32 governs what a health officer may order a person to do to comply with 

the public health order. Section 42 declares that a “person named or described in an 

order made under this Part must comply with the order” (Province of British Columbia 

2016). Under Division 6, which deals with enforcements of orders, procedures are 

outlined detailing how a health officer may seek a warrant, “without notice to any person,” 

to “enter and search a place” (S.47) and an injunction from a judge of the Supreme 

Court, “without notice to any person,” “restraining a person from contravening, or 

requiring a person to comply” with the Act. Section 49 outlines the general procedures 

for enforcing an order which may include the “apprehension of the person and 

transportation of the person to a place” (S.4) as well as an “(a) order the detention of the 
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person, including setting the location of detention, the terms of detention and expiry of 

the order, and (b) order the person to submit to an examination, preventive measures, or 

any other thing necessary to ensure that the person will not be a danger to public health” 

(Province of British Columbia 2016, S.3). The legislation also details how this 

apprehension, transportation, or detainment happens, which I outline in the following 

subsection.  

Use of Peace Officers  

Section 90 authorizes the use of a peace officer “for the purposes of taking an 

action authorized under this or any other enactment, including, without limitation, either 

of the following purposes: (a) making or enforcing an order or carrying out an 

inspection;(b) assisting a person to comply with an order of the health officer” 

(Legislative Assembly of the Province of British Columbia 2009). To be clear, “peace 

officer” is “(a) a mayor, sheriff and sheriff's officer, (b) a warden, correctional officer, and 

any other officer or permanent employee of a penitentiary, prison, correctional centre or 

youth custody centre, and (c) a police officer, police constable, constable or other person 

employed for the preservation and maintenance of the public peace” as defined in the 

Interpretation Act (2016b). Let me be explicitly clear, under no circumstances were 

peace officers authorized under the Health Act nor the Communicable Diseases 

Regulations to enforce public health orders. This enactment of peace officers to enforce 

public health orders begins to blur the lines between the goals of public health and the 

goals of the criminal justice system. While the enforcement of public health orders are 

not criminal charges, using the police to protect public health certainly reinforces the 

perception of force and punishment should one not comply with medical orders.  

Over the last thirty years, public health law and regulations have undergone 

significant changes in British Columbia. The concerns of AIDS and civil rights activists of 

the late 1980s still should resonate in today’s present legislation. While the blatant 

quarantine of PWAs was avoided, what still exists, and as I have argued, and are 

strengthened today are broad based definitions that can be enacted across a wide range 

of situations. “Health hazards” have a central role in broadening the reasons for public 

health interventions. Health hazards have replaced the language proposed by the 

BCCLA of “willfully and carelessly” spreading disease. Intent is not considered in the 

Public Health Act. The discretion and “reasonable belief” of health officers allows for 
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significant latitude in enacting orders. Under S.29 in the Public Health Act, the medical 

health officer may order a person to undergo testing, examination, or preventative 

treatment. Failing to abide by the order of the medical health officer, the officer may 

escalate their intervention using more forceful techniques, including seeking detainment 

and the services of “peace officers.” Granted that the health officer needs support from 

the courts to enforce more extreme measures of public health orders, health officers are 

not obligated to notify the person whom they seek the warrant or injunction against, 

leaving challenges to the order to occur after the enforcement. Use of police to enforce 

orders blends the goals of public health with law enforcement, which reinforces the 

criminalization of PWAs. I am not arguing for or against one particular intervention over 

another, be it civil or criminal. Rather, I am pointing out the legislative leeway in BC to 

enact particularly coercive measures in the name of public health. Given the 

persuasiveness of the BCCfE to initiate a multi-million dollar pilot project to have the 

Province endorse and promote TasP as the provincial HIV prevention initiative, it is not 

unreasonable to be concerned about how our present day public health legislation and 

regulations may be enacted on those non-adherent patients. As it stands, public health 

legislation would not require any significant changes in order to enact mandatory 

treatment so long as medical health officers “reasonably believes” that public health is at 

risk. 

5.4.3. Criminal Prosecution of Non-Adherence: The Case of an 
Immigrant Mother 

To think through some of the legal and material implications of non-adherence, I 

want to very briefly describe the case of an immigrant HIV-positive woman who was 

convicted of not providing HIV treatment to her baby upon its birth. Although this criminal 

case occurred in Ontario and the Canadian HIV/AIDS Legal Network, the organization 

most familiar with HIV prosecutions, knows of no such other case. In 2005, a pregnant 

woman, who had previously followed doctors’ instructions to take preventative treatment 

during her first pregnancy, declined ART during her second pregnancy. Although fetuses 

do not have the same rights as persons in Canada, the woman’s decline of treatment for 

her baby once born and subjecting the infant to breastfeeding lead her to be charged 

with three criminal offenses: “criminal negligence causing bodily harm and failing to 

provide the necessaries of life and endangering health on May 28, 2005” (Ontario 
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Superior Court of Justice 2006). She pled guilty and was sentenced to six-month 

conditional sentence served in the community with three years' probation (R. v. J.I.). In 

issuing her sentence, Judge Zuraw notes: 

Your new country Canada, took great steps to assist you and your 
children to be born healthy and to remain that way. Notwithstanding 
repeated significant attempts by the staff at McMaster University Medical 
Centre to ensure the health of this, your newborn child, you acted in a 
way to defeat those attempts. As a result, your son E.N. is now in the 
world HIV positive with all the ramifications that that entails. (R. v. J.I.) 

Effectively, the judge chastised her for discarding Canada’s benevolence in the 

form of access to health care. She, as an immigrant, did not abide by altruistic Canadian 

standards, thus failing to fulfill her role as a new Canadian. Would her standing as a 

citizen been brought into question if she was not an immigrant? Likely not. As a 

condition of her criminal sentence, the judge instructed the woman to “attend all 

appointments as scheduled by your physician at the Special Immunology Services Clinic 

at McMaster University Medical Centre” and to “continue to take all medications as 

recommended by your attending physician” (R. v. J.I.). In addition to her criminal 

charges, her two children were made permanent wards of the Crown and the judge 

denied the woman any access to her children. Along with the devastating consequences 

for all parties involved, what this criminal case shows is that treatment is a necessity 

beyond personal choice, particularly for immigrant women. Given what we now know 

about ACTG 076 and the public health potential for mandatory medication, this woman 

had no choice to decline treatment for her child. The ramifications of her actions lead to 

her criminal convict and subsequently mandated her to treatment. So while she was not 

imprisoned, she faced “therapeutic incarceration,” along with the life altering events of 

losing custody of her children.  

Eric Mykhalovskiy and Glenn Betteridge present an analysis of the HIV non-

disclosure cases in Canada. They argue that these Canadian criminal cases are 

“strongly patterned by gender, race, and sexual orientation” (Mykhalovskiy and 

Betteridge 2012, 41). Nationally, statistics on race are not as readily available or 

consistently kept, which is why their analysis regarding race is limited to Ontario. While 

their investigation reveals that the majority of people criminally charged are white, 

proportionately speaking, people of colour are vastly overrepresented, particularly Black 

heterosexual men. The authors note that in Ontario “since 2005, Black men account for 
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at least half of all cases among heterosexual men per year, with the exception of 2007” 

(Mykhalovskiy and Betteridge 2012, 43). In addition to contextualizing these 

persecutions as “documented discrimination” of Black men, we must also understand 

that the media also “overwhelmingly focuses” on the criminalization of Black men, which 

perpetuates racist stereotypes of Black men being sexually violent (Mykhalovskiy and 

Betteridge 2012, 46-47). In fact, “Black men account for 21% of individuals charged, they 

are the focus of 62% of newspaper articles dealing with such cases” (“HIV 

Criminalization: Racialization, Immigration and the Media,” 2016a). In addition, “only 8% 

of people who have been charged…account for 74% of all media coverage” and “almost 

half (47%) of all coverage since 1989 has concentrated on just 4 people, all of whom are 

black immigrant men: Trevis Smith, Johnson Aziga, Charles Ssenyonga, and Clato 

Mabior” (“HIV Criminalization: Racialization, Immigration and the Media,” 2016b). While 

Mykhalovskiy and Betteridge focus on the hyper-criminalization of Black men, the 

criminalization of vertical transmission also warrants attention as Joanne Csete and 

colleagues argue (Csete, Pearshouse, and Symington 2009, 159).  

The 2006 Ontario case shows the particular precarity of women of colour, 

specifically immigrant women. With child protection agencies’ hyper surveillance of 

Indigenous families, it follows that Indigenous women are also vulnerable to criminalizing 

of vertical transmission. Saara Greene and colleagues confirm that positive Indigenous 

women’s fear apprehension of their children, specifically because of their HIV status and 

within the context of colonial history where Indigenous children are stolen from their 

families either to be put in residential schools or in non-Indigenous foster homes 

(Greene et al. 2014, 470). This case may be an anomaly, however, we must diligently 

consider its implications given the emphasis of treatment in BC’s TasP approach, and 

specifically its implications for PWAs. Could the confluence of increased criminalization, 

Supreme Court ruling regarding viral load, broad-based provincial public health 

legislation, de-regulated provincial public health measures along with the specificities of 

the BC implementation of TasP—“universal” opt-out HIV testing, immediate treatment 

initiation, multifaceted forms of clinical and research surveillance, active supervised 

swallowing programs—make way for intensified implications and restrictions for PWAs? 

The answer may not be yes, but rather how could it not. 
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5.5. Conclusion 

Across the four pillars of TasP—testing, treatment, surveillance, and 

confinement—I documented changes in multiple sites: clinical practice, public health 

practice, and provincial legislation and regulations. What cements these foundations of 

TasP is adherence. Adherence may come in the form of “universal” and opt-out testing, 

“immediate” and life long treatment, monthly blood draws and timed prescription refills, 

directly observed therapy, and mandatory HIV and AIDS reporting, I have shown the 

multiple and diverse ways it works within Vancouver’s TasP. Ranging from supportive 

and encouraging peer support to possible forced testing, treatment, or confinement, 

TasP has an arsenal of adherence tools, each with their own precise use and force. 

Adherence is essential in ferreting out those who do not know their HIV status, avoiding 

virologic failure and drug-resistant viral mutations, securing incentives, and evading 

confinement. If one can adhere, one is free. However, if not adherent, one will be 

subjected to the diverse forces in place to protect the public. 

My particular focus in this chapter on particularly forced medical interventions like 

confinement is not for sensationalist reasons, granted they are disturbing. Rather, my 

interest in these coercive instances is because these are the practices that are enacted 

when (voluntary) adherence has failed. Or rather, when people have failed to adhere or 

when they refuse treatment. Then they become a threat to the public’s health. It is the 

combination of non-adherence and threat that forces the medical establishment's hand 

to act in the best interest of public health. So my intense attention to these moments of 

non-adherence and characterizations of threat is in an effort to sound the alarm bells, to 

cause us to pause and think about the consequences of forcing people to behave the 

way that is safest for "us." We must face the moment we are in, that is on a precipice of 

medical coercion, when we construct those non-adherent to HIV treatment as viral 

threats, emerging as a new group of unruly, rogue, and malicious characters, the 

unsuppressed. In this “dangerous” time, we carry on legacies of and continue to 

perpetuate colonialism, while picking up speed with the war on terrorism. With the 

immediate call of the possible end of AIDS, we accelerate our anticipation and hope for 

the finality of this modern epidemic that has haunted us for over thirty years. Is the end 

in sight? Perhaps we should consider our haste even if it means postponing our relief.  
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Chapter 6. Conflicted PWA Resistances: 
Constestations of Panacean Promises of HIV 
Treatment 

Don’t give them what they are expecting from you. Re-frame the terms of 
the argument [about freedom]. Make connections. Establish priorities and 
perhaps in this way, we might be able to put forward our own agenda—if 
we trust ourselves. Maybe in this way, our voice of opposition will be a 
more complex voice—less easy to dissect and categorise. A voice not 
only of a more diverse contestation, but also infiltration. An 
infiltration that upsets the expected narrative, and ultimately a voice that 
includes all of us, for all of us—from this room, to any other rooms. A 
voice that truly attempts liberation through meaning and renaming, and 
re-ordering according to our own needs. (Gonzalez-Torres 1994) 

I want to be like a virus that belongs to the institution. All the ideological 
apparatuses are, in other works, replicating themselves, because that’s 
the way the culture works. So if I function as a virus, an imposter, an 
infiltrator, I will always replicate myself together with those institutions. 
And I think that maybe I’m embracing those institutions which before I 
would have rejected….It’s within those structures that change can and will 
take place. My embrace is a strategy related to my initial rejection. 
(Kosuth and Gonzalez-Torres 1994) 

Felix Gonzales-Torres, an artist and cultural critic who died from AIDS-related 

complications in 1996, offers an unique perspective on resistance: infiltration, a 

paradoxical rejection that embraces systems of power, mutating in its replications 

presenting as an imposter to change power structures from within but in the service of 

radical transformation (SFMOMA, 2016a). I centre his words to open this chapter that 

focuses on the lived experiences of PWAs. Specifically, in this chapter I examine PWAs’ 

diverse and divergent contestations of HIV treatment across time, context, and bodies, 

mainly through productions of art and also through writings. Attending to the lived 

experiences of living with HIV is vital in my examination of the implications of treatment. 

By taking up the subject of HIV medication in their artwork, PWAs incorporate and 

subvert medical discourses of treatment and its required adherence. Largely based on 

the Visual AIDS archives, I offer an analysis of art created by PWAs throughout the 
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epidemic. While I focus on several artists in British Columbia, I include a broader range 

of PWA artists that offer not only context for the works of these BC specific artists, but 

also a more diverse reflection of AIDS art. In my genealogy of HIV treatment, this 

chapter represents the PWA resistances that speak outside of science, yet also talking 

back to science, representing “local knowledges,” those knowledges often discarded by 

science. As targets of biomedical interventions, PWAs have used art to express their 

ideas about HIV, reflect on their treatment experiences, and push back against medical 

instructions, inventions, and interventions. In this way, treatment invades art. With this 

project’s keen focus on practices of adherence, I would be remiss to not examine the 

responses of PWAs who remain the targets of treatment adherence practices. Yet, rarely 

does biomedicine consider these forms of knowledge as knowledge. Rather, when 

biomedicine does acknowledge PWAs, they are framed within medical discourse about 

HIV. This does not mean that these PWA resistances are ineffective, but rather that their 

artistic objectives may not conceptualize biomedicine as its site of intervention. 

Resistance comes in many forms with a variety of targeted sites, often other PWAs, 

AIDS activists, or even the general public. As viewers, we are engaged in their political 

interventions, called forward into reflection and action.  

I begin by providing a short overview of Canadian treatment history to 

contextualize the coming discussion regarding PWAs, art, and treatment. Next, I discuss 

how I position PWA art in my research. Unlike other sources used in research to provide 

firsthand accounts of experiences, the art used in this chapter exists independent of my 

research. Art stands as its own unique site of knowledge. I argue that while art’s primary 

intentions are as cultural interventions, they can be viewed for research purposes as 

sites of local knowledges in a genealogical inquiry. Next, I discuss several artworks that 

predate TasP, but use or centre HIV medication, or speak to how HIV medication 

impacts PWAs’ lives and bodies. Then, I examine art made in the time of TasP, focusing 

on three artists living in British Columbia—Tiko Kerr, Joe Average, and Peggy Frank—to 

show divergence in PWA contestations and how biomedicine has taken up (or remained 

silent) about their art, incorporating a very limited scope of art into its publicity. To 

conclude, I argue what PWA art produces in terms of local knowledge and its position in 

relation to biomedical knowledge. 
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6.1. Brief History of Canadian HIV Treatment Activism 

Before I closely examine art produced by PWAs, a brief history of treatment 

activism in Canada and particularly in British Columbia is necessary to set the stage and 

emphasize how foundational and vital political organizing around HIV treatment has 

been to AIDS activism as a broader contestation of biomedicine. Treatment activism 

within the AIDS epidemic arose out of PWAs’ need for any treatment, be it Western 

medicine or alternative medical modalities. PWAs are the cornerstone of Canadian HIV 

treatment activism, affecting access to treatment, service creation and delivery, policy, 

and research. Contrary to popular belief, Canadian treatment activism was not only 

about gaining access to treatment; it was also about forming a coordinated effort for HIV 

prevention and care, accessing complementary therapies, circulating accurate 

information about treatment so PWAs could make informed decisions, accessing 

preventative treatment, and establishing ethical standards in clinical trials. As I 

discussed earlier, PWAs exchanged anecdotes about nutritional supplements, non-

allopathic methods, and, later, dosing and side effects in newsletters, which some 

developed into formalized community-based treatment information services. British 

Columbian PWAs played a vital role in establishing treatment activism in Canada 

partially due to the fact that Vancouver was Canada’s first AIDS epicenter (Silversides 

2003, 142).  

Tim McCaskell documented treatment activism in Canada in CATIE’s The 

Positive Side, critiquing the government and medical science for their “impote[nce]” and 

“disarray” in the early 1980s. Further, he details how “gay communities were largely 

thrown back on their own resources;” 

They established organizations offering support and counselling, set up 
hospices to care for the dying and, once HIV had been identified, 
launched prevention campaigns urging safer sex. But with “only” 
marginalized groups such as gay men dying, government efforts, what 
little there were, tended to be restricted to preventing the virus from 
spreading to the “general population.” (McCaskell 2006, 21)  

In the fall of 1983, the first Canadian community-based AIDS service 

organization was formed in Vancouver, but as a condition of funding, AIDS Vancouver 

was prohibited by the federal government from advocating on the behalf of PWAs, 

promoting alternative medicine, providing treatment information, and demanding access 
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to experimental drugs (British Columbia Persons with AIDS Society 2006, 6). Seeing as 

the government’s initial focus was controlling the disease from spreading to the general 

public, the establishment of testing facilities was one of the first governmental responses 

in Canada to AIDS. Yet, people in western Canada were challenged to access HIV 

testing in the early 1980s. As the capital of the province, Victoria saw the first Canadian 

AIDS protest in March 1986 in response to the rejected application to the Federal Health 

Protection Branch for the compassionate release of experimental drugs (Silversides 

2003, 143; British Columbia Persons with AIDS Society 2006, 6). The Vancouver doctor 

who made the application on behalf of PWAs was denied “on the basis that there was no 

viral testing lab in British Columbia” (British Columbia Persons with AIDS Society 2006, 

6). This example also serves to demonstrate how the government stonewalled PWAs 

access to treatment by requiring testing as a prerequisite to treatment. 

In the spring of 1986, the Vancouver Persons with AIDS Coalition (Vancouver 

PWA Coalition became the Vancouver PWA Society, then BC Persons with AIDS 

Society (BCPWA) and is now Positive Living BC) grew out of the chokehold on PWA 

advocacy in AIDS Vancouver, and the unmet and mounting needs of PWAs (British 

Columbia Persons with AIDS Society 2006,7). BCPWA’s initial focus was “the fight for 

medical care, housing, research for treatments, and funding for community-based 

organizations” (British Columbia Persons with AIDS Society 2006, 7). Notably, the 

Vancouver PWA Coalition was Canada’s first self-help, self-care organization entirely 

run for and by PWAs (British Columbia Persons with AIDS Society 2006,7). BCPWA 

recounts that “the fight to obtain access to experimental drugs proved to be a strong, 

uniting force for the new Coalition” (British Columbia Persons with AIDS Society 2006, 7). 

In June 1986, the Coalition made history when two founding Coalition members, Kevin 

Brown and Warren Jensen, became the first PWAs to meet with a Canadian Federal 

Minister regarding the AIDS epidemic. Representing over 150 gay and lesbian groups 

across Canada, they met with Federal Health Minister, Jake Epp, to advocate again for 

the “availability of experimental drugs on compassionate grounds for all 317 Canadian 

PWAs who might wish to try them” and presented the Minister with a petition containing 

3,000 signatures in support of their action (British Columbia Persons with AIDS Society 

2006, 7-8). While out east, Kevin Brown also attended a meeting of AIDS organizations 

from Thunder Bay, Toronto, Ottawa, Kingston, Cambridge-Kitchener-Waterloo, Windsor, 

and London. At this meeting, they agreed a unified strategy was needed for HIV 
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prevention, support, and education and that a lack of funding was a “pressing issue for 

all” (British Columbia Persons with AIDS Society 2006, 8). Brown’s interest in meeting 

with other AIDS organizations gives credence to the notion that treatment activism was 

attuned to the larger issues like prevention and care services. 

August 17th, 1986 represents a momentous day in the history of PWA activism. 

The Coalition succeeded in its demands as the Federal and BC Ministers of Health, Jake 

Epp and Jim Nielson, announced the construction of a viral testing lab in Vancouver. 

BCPWA articulates the significance of this announcement:  

now, for the first time in western Canada, blood could be tested for the 
Human Immunodeficiency Virus. The lab also allowed doctors to 
effectively monitor the impact of experimental drugs among the patients 
taking them, and their effectiveness in killing the virus. (British Columbia 
Persons with AIDS Society 2006,8-9)  

In October 1986, the Coalition released its first newsletter with its announcement 

of grants up to $200 to members who wanted to “purchase therapies, courses, or 

training through the Holistic Health Fund” (British Columbia Persons with AIDS Society 

2006, 9). Later re-named the Complementary Health Fund, it was the first Canadian fund 

that supported access to treatment for PWAs. Treatment activism included access to 

multiple forms of medical treatment.  

Yet even with these milestones, PWAs still had little access to experimental 

treatment. On October 17th 1986, the federal AIDS Centre for Disease Control 

announced “that AZT would not be made available to Canadian PWAs, even on 

compassionate grounds, until after the completion of a study by the Centre of Disease 

Control in Atlanta, Georgia that was scheduled to start in January 1987” (British 

Columbia Persons with AIDS Society 2006, 9). The Coalition was determined to gain 

access to AZT in its experimental stage, going as far as stating that the Coalition would 

consider if PWAs could access AZT at a local clinic in Seattle, WA (British Columbia 

Persons with AIDS Society 2006, 9). They also led a letter writing campaign in 

November 1986 demanding that Members of Parliament press the government to 

release AZT (British Columbia Persons with AIDS Society 2006, 9). The successful 

campaign resulted in Kevin Brown becoming the first Canadian to legally access AZT on 
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December 3, 1986 (British Columbia Persons with AIDS Society 2006, 9; Silversides 

2003, 145). 

Across the border in the United States, parallel outrage regarding lack of access 

to HIV treatment lead to an insurgence of AIDS activism in 1987, most notably the 

formation of AIDS Coalition To Unleash the Power (ACT UP) founded in New York City. 

Given the prevalence of HIV in Vancouver—as of February 1987, BC reported 60 cases 

per million whereas Ontario reported 24 and Quebec 25,—it makes sense why 

Vancouver was a key site of treatment activism, predating ACT UP and eastern 

Canadian responses (Silversides 2003, 142). Canadian counterpart groups formed 

including off shoots of ACT UP in major Canadian cities such as Vancouver and AIDS 

Action Now! (AAN!) in Toronto in early 1988 (McCaskell 2006, 21). AAN! published its 

first treatment information sheet, Treatment AIDS, at the Toronto Lesbian and Gay Pride 

Day in June 1988, reflecting information on both allopathic and alternative medicines 

(McCaskell 2006, 21). In their first political action, AAN! rallied around gaining access to 

pentamidine, an experimental vapourizer used to prevent Pneumocystis carinii 

pneumonia (PCP), “at the time the major AIDS-related killer” (McCaskell 2006, 21). Not 

approved in vapour form in Canada, AIDS activists demanded access to it in its trial 

stage. Tim McCaskell recounts,  

in the face of increasing demand for action, a placebo-controlled trial of 
aerosolized pentamidine was finally set up in Canada in 1988. It would enroll 750 
participants, all of whom had had at least one bout of PCP and who were 
therefore at high risk for a second attack. But half the group, in a placebo arm, 
would receive nothing. The deaths in that group would be the measure of 
success of the drug among those who received treatment. (McCaskell 2006, 22) 

In the fall of 1988, PWAs finally gained access to experimental treatments 

including pentamidine through the Federal Special Access Program. In addition, the 

“unethical pentamidine trial was halted and a whole range of new treatments became 

available” (McCaskell 2006, 22). While the federal government was finally starting to 

respond to PWAs, pharmaceutical companies in Canada still remained inept. It took a 

month long protest that drew international news coverage and numerous arrests of AAN! 

activists occupying Bristol-Myers offices in Toronto before the pharmaceutical company 

made didanosine, or ddI as it is more commonly known, available on compassionate 

grounds (McCaskell 2006, 22). Access to experimental preventative treatment was 

linked to calling for ethical research trials in Canadian treatment activism.  
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In BC, the provincial government had yet to address the excessive $2000 annual 

pharmaceutical bill that PWAs who were on AZT were paying (British Columbia Persons 

with AIDS Society 2006, 12). After a media campaign and intensive lobbying, Kevin 

Brown, an anonymous PWA, and Vancouver PWA Society (the Society, formerly the 

Coalition) launched a court challenge on December 13, 1987, “claiming that the 

government billing policy discriminated against people with AIDS, a disease primarily 

affecting gay men” (British Columbia Persons with AIDS Society 2006, 12; 1990). The 

Society continued to lobby the provincial government for free or low-cost HIV treatment, 

arguing that “access to these drugs would give asymptomatic HIV-positive persons the 

option of continuing work, thus avoiding the higher costs of treating advanced AIDS 

conditions for both productive persons and the Ministry” (British Columbia Persons with 

AIDS Society 2006, 18). Yet, it was not until the establishment of the BCCfE in 1992 that 

PWAs in BC would gain free access to HIV treatment through the Drug Treatment 

Program (DTP) that remains in place today. Treatment activism branched out to include 

issues of financial barriers to treatment and homophobia. The Vancouver PWA Society 

continued to incorporate social issues such as safe and affordable housing, travel and 

immigration restrictions, and employment discrimination into its central actions and 

develop partnerships with disability rights groups throughout the 1990s (British Columbia 

Persons with AIDS Society 2006, 16-18).  

In spring 1989, AAN! established the Toronto-based Treatment Information 

Exchange (TIE), distributing scientific information on emerging and available treatments. 

TIE took over the publication of AAN!’s treatment information publication, Treatment 

Update / Traitement-Sida, a summary of treatment information written by Sean Hosein. 

The Canadian AIDS Society (CAS) and AAN! demanded that the federal government 

establish a national treatment registry to provide coordinated and accurate information to 

all Canadians. Even with the federal government’s April 1991 announcement of funding 

for a national AIDS strategy and registry, no implementation materialized. In February 

1991, the Community AIDS Treatment Information Exchange (CATIE, what later became 

the Canadian AIDS Treatment Information Exchange) formed out of AAN!’s TIE 

(McCaskell 2006, 22). After “floundering in successive agencies,” the federal 

government finally granted CATIE funds to establish a national treatment registry in the 

summer of 1995 (McCaskell 2006, 23). Over the remainder of 1995, CATIE transitioned 

into a national resource housing both French and English information on available HIV 
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treatment. To this day, CATIE maintains several of its initial projects including Treatment 

Update, the telephone inquiry service, Managing Your Health (health manual for PWAs), 

and The Positive Side (health and wellness magazine for PWAs) (Canadian AIDS 

Treatment Information Exchange 2010, 10). Access to community-based treatment 

information remains a central part of treatment activism. 

The Canadian HIV Trials Network (CTN) was also established in 1991 with a 

community advisory committee comprised of Canadian AIDS activists. AAN! continued 

to demand access to treatment via clinical trials through educating PWAs in AIDS and 

HIV Drug Trials in Canada: What You Need to Know and calling for “compassionate arm 

so that those seeking treatment could participate in trials knowing that they were 

receiving the drug and not a placebo” (McCaskell 2006, 23). Given the earlier mentioned 

fiasco with the pentamidine trial, advocating for ethical research protocol also became a 

part of treatment activism.  

Glen Brown, longtime CATIE Director, recounts how the 1996 Vancouver 

International AIDS Conference “changed the game” (Canadian AIDS Treatment 

Information Exchange 2010, 13). Scientists at the conference confirmed that the 1995 

FDA approval of protease inhibitors and 1996 FDA approval of non-nucleoside reverse 

transcriptase inhibitors (NNRTIs) alongside the combined use of HIV treatments, dubbed 

highly active antiretroviral therapy or HAART, profoundly affected the life of those with 

HIV (Canadian AIDS Treatment Information Exchange 2010, 13-23). Brown comments 

that HAART meant that “treatment information was no longer about extending lives; it 

was about saving them” (Canadian AIDS Treatment Information Exchange 2010, 13). 

Yet, there was also dissent regarding the announcement of HAART and its role in 

shifting HIV from a death sentence to a chronic illness. BCPWA recounts, 

This new definition of AIDS as a chronic manageable illness hindered the 
struggle of PWAs because it reduced public concern by inadvertently positioning 
the new drugs as a cure rather than a treatment. However, protease inhibitors 
would quickly prove not to be a cure for HIV/AIDS; the drugs created new 
problems, and as they were very expensive, proved unaffordable and 
unattainable to 90% of the HIV infected population in the developing world as 
well as to lower-income people in the developed world. (British Columbia 
Persons with AIDS Society 2006, 31)  



 

 

193 

The concerns regarding drug affordability merged with the waning hope of 

protease inhibitors by the end of 1997 (British Columbia Persons with AIDS Society 

2006, 35). BCPWA reports that studies concluded that drug cocktails were failing in 35% 

of PWAs. In addition, anecdotes mounted regarding intense and bizarre side effects 

including unusual fat distribution and peri-anal abscesses. PWAs remained concerned 

that “pharmaceutical hype would lull the public” into apathy (British Columbia Persons 

with AIDS Society 2006,35). As a result of the complexity of new HIV treatment regimes 

and the harmful, life-altering side effects, BCPWA produced treatment information on 

experimental and new pharmaceutical and alternative therapies. 

A number of PWA publications emerged in the early 1990s in response to 

advancements in treatment. As noted earlier, CATIE’s The Positive Side was among the 

first. Revamped in 2001, then editors Ronnilyn Pustil and Sean Hosein comment,  

The Positive Side (PS) started in the early 1990s as a newsletter about 
complementary therapies for people with HIV/AIDS (PHAs). Now, more than ever, 
complementary therapy has a new relevance to the lives of PHAs because of the 
emerging side effects from HIV and from the drugs used to treat it. So, while the 
focus remains the same, we’ve breathed new life into PS to take a more holistic 
look at life with HIV/AIDS. To round out your whole treatment management, PS 
now touches on all of the aspects of your health that need nurturing: physical, 
mental, emotional, spiritual and sexual. Our main message? There may be some 
things in life—and living with HIV—that are beyond your control, but there are 
many things you can do to make the best of living with HIV. (Pustil and Hosein 
2001)  

In BC, Positive Women’s Network (PWN) also produced a newsletter entitled The 

Positive Side. It was one of the organization’s first endeavors dating back to its early 

inception in 1991. What became Positive Living BC’s magazine, Positive Living, 

originally starting in October 1986, and Treatment Information Program (TIP) NEWS in 

March 1997 grew out of the expanded need of specific treatment information (British 

Columbia Persons with AIDS Society 2006, 33). Red Road HIV/AIDS Network Society 

started publishing Bloodlines in 2004 to “offer a forum in which APHA’s [Aboriginal 

people living with HIV/AIDS] can share their personal experiences, discuss issues 

affecting them, offer advice and suggestions to their peers” (Red Road HIV/AIDS 

Network 2016). Together, these publications reflect the lives of diverse groups of PWAs, 

but also address issues of side effects, holistic health, and broader social issues. Yet, 

since mid-2000s articles in these publications strongly center discussions of 
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pharmaceutical treatment more so than holistic or alternative treatments. A further 

discussion of this shift will follow. 

While discussions of holistic health, side effects, and concerns about drug 

resistance remain standing elements in PWAs’ accounts, since the mid-2000s there are 

more articles that discuss when to begin and how to adhere to treatment. For example, 

CATIE’s Positive Side Spring/Summer 2002 issue published an article entitled “The 

Seven Deadly Sins: For Those Wishing to Live Long and Well with HIV,” where “ignoring 

instructions on taking drugs correctly” ranked fourth on the list (Lands 2002, 5). “The 

Importance of Being Adherent: A Less-than-Perfect PHA’s Point of View” is a feature 

article in the Fall/Winter 2004 issue. In the Summer 2007 edition, “Staying on the Road 

to Health,” remarks in the prologue that “more and more studies show that the route to 

optimal health for anyone on meds is adherence: you’ve got to stick to your demanding 

drug regimen. We ask the experts—doctors, researchers and PHAs— how to stay on 

track” (McLay 2007, 23). In the Winter 2008 issue, “Sex, Drugs and Viral Load: Does 

undetectable = uninfectious?,” “CATIE weighs in on the latest controversy over the 

biology of HIV transmission,” noting that taking ART in combination with other safer sex 

measures helps prevent transmission (The Positive Side 2008, 3). The Spring/Summer 

2009 edition profiles four PWAs who advocate adherence. The Winter 2011 issue polls 

four physicians who “weigh in on when to start antiretroviral therapy” (The Positive Side 

2011). An article on TasP appears in the Summer 2012 issue. The Winter 2013 edition 

highlights programs that support adherence. The Summer 2014 issue advises on mobile 

apps that help with adherence. The Summer 2015 issue features “Adherence All Stars,” 

and shares tips these PWAs with “chaotic lifestyles” have for maintaining treatment 

adherence (Peters 2015, 19). And, the Winter 2015 issue interviews four PWAs who are 

“on the road to undetectable” (Pustil 2015). Along with these articles, PWAs’ personal 

health statistics also make a shift in this time. Roughly around the same time in the mid-

2000s, PWAs’ diagnosis dates are replaced by their viral load counts. Closer to 2010, 

people predominantly report undetectable viral loads. What a close examination of these 

PWAs magazines reflect is a transition in treatment activism: first, issues of side effects, 

broader health issues, and holistic approaches centre as predominant topics and then, 

those are eventually drowned out by issues of adherence, viral load, and undetectability. 

With more medical professionals contributing to The Positive Side starting mid-2000s, 

adherence appears as a more central issue than in earlier years. Biomedicine weighs in 
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on PWAs publications to advocate treatment adherence. Although BC is a Canadian 

anomaly in its provincial TasP approach, the discourse of undetectability emerges 

alongside the implementation of TasP and the broader push for adherence to ART.  

Reviewing treatment activism in Canada throughout the epidemic allows us to 

bring into focus a clearer view of the issues at hand. From its inception in 1983, 

Canadian treatment activism included broader social and economic issues that were not 

partitioned off like in dominant American treatment activism of the late 1980s and which 

lead to the dissolution of ACT UP NY a few years later in the early 1990s. We also see 

that PWAs were and are central in treatment activism, making considerable headway 

and contributions to the health of all Canadians through their actions. Indeed Tim 

McCaskell’s assertion is correct in that the great legacy of treatment activism is PWA 

involvement occurred at all levels of health—“public policy, research design, hospital 

advisory boards, AIDS service organizations (ASOs) and more” (McCaskell 2006,22). 

This short review of Canadian treatment activism also shows the complex and 

complicated relationship that PWAs have always had with HIV treatment. Now, I intend 

to show through PWA art a more nuanced articulation of this relationship.  

6.2. Positioning PWA Art as Local Knowledges 

Mobilized by AIDS activists, art has been and continues to be a central 

intervention to dominant, but shifting discourse perpetuated either by the media or the 

biomedical framing of the epidemic. In his seminal 1987 edited collection, AIDS: Cultural 

Analysis and Cultural Activism, Douglas Crimp asserts, that the role of art in the AIDS 

epidemic is not simply to support or fundraise for scientific research nor to merely reflect 

emotions that evade words, but rather that “we need cultural practices actively 

participating in the struggle against AIDS” (Crimp 1987b, 7). Moreover, he notes that 

cultural practices such as art—like installations such as Gran Fury’s iconic work, Let the 

Record Show, as shown in Figure 1—cultivated collectivist activism that reached beyond 

art institutions (Crimp 1987b, 11). Crimp further asserts that “AIDS intersects with and 

requires a critical rethinking of all of culture: of language and representation, of science 

and medicine, of health and illness, of sex and death, of the public and private realms” 

(Crimp 1987b, 15). Making his own politics clear, Crimp declares “anything said or done 

about AIDS that does not give precedence to the knowledge, the needs, and the 
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demands of people living with AIDS must be condemned” (Crimp 1987a). Crimp’s 

politics clearly reflects a foundational principle in PWA activism that centres people living 

with the virus as is asserted in numerous manifestos such as the Denver Principles and 

later iterations of the Greater and Meaningful Involvement of PWAs (GIPA and MIPA, 

respectively). Art in AIDS intervenes to reframe issues, expose systems of domination, 

and interject in public spaces, bringing experiences of AIDS from their isolated and silent 

medical deathbeds into the streets. Specifically, art remains an important intervention 

that recalibrates the implications of new prevention technologies on PWAs.  

 
Figure 1:  Let the Record Show …(Window with Silence = Death sign and four 

"AIDS criminals”), recreated 2016, Gran Fury, Multimedia neon sign 
with photograph from Nuremberg trials and individuals, Courtesy of 
Tacoma Art Museum 

Beginning in the 1980s, AIDS activists such as Gran Fury used art, the “art world, 

and its money to achieve our activist ends,” rejecting art that portrayed PWAs as 

“pathetic images of people dying in hospital bed” (as cited in Meyer 1995, 56). Instead, 
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they produced art like the infamous, iconic “Silence=Death” poster, drawing attention to 

the political nature of HIV. Their images along with numerous other artists and artist 

collectives outrightly rebuffed the medical framing of the epidemic and challenged 

homophobia, racism, sexism, and classism embedded within AIDSphobia. Canada’s 

most famous PWA artists collective, General Idea, critiqued AZT extensively with several 

pieces that now reside in the National Gallery of Canada’s collection in Ottawa: One Day 

of AZT and One Year of AZT (Figure 2). The National Gallery of Canada describes these 

pieces:  

One Day of AZT represents the daily dose of AZT taken by people living 
with AIDS as part of their treatment against the disease. The five coffin-
sized pills, that make up the work, are a monument to all those who have 
succumbed to AIDS, and act as a grim reminder that the battle has not 
yet been won. (National Gallery of Canada 2001) 

 
Figure 2:  One Year of AZT and One Day of AZT, 1991, General Idea, 1825 

Styrofoam and 5 fiberglass sculptures, Courtesy of National Gallery 
of Canada 

Together, the two pieces highlight the sizeable commitment this early treatment 

asked of PWAs as well as the ever-present material consequences of the virus. They 

also stand as an example of PWA art and its role in AIDS activism. PWAs have used art 
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to express their experiences of HIV/AIDS, challenge dominant discourses, memorialize 

people they loved, advocate for access to medication, educate about safer sex, stir 

dialogue, and so on. Their public art documents the epidemic in a different way than oral 

histories and interviews do. As opposed to private recordings, which are often then 

incorporated into archives or research projects, these artistic works are intentionally 

made for public consumption. The collective and public elements of PWA art are 

essential components to reading these as sites of knowledge production. They remain 

standalone pieces that do not require academic intervention. They speak for themselves. 

Often loudly, profoundly, and continually.  

Taken together, PWA art frames the epidemic in deeply reflective and analytical 

ways that mark particular moments with their autonomous statements. Produced by the 

people who are the targets of HIV treatment interventions, I take up PWA art as a 

primary source of contestation against biomedical discourse, speaking to the specificities 

of a shifting discourse. I am not arguing that these sources are more “authentic” than 

other voices or modalities, but simply that art is created as particular political and cultural 

interventions. While they may reflect individual or specific experiences of living with 

HIV/AIDS, these pieces are also statements of complex and collective critique. My 

examination of art takes up PWAs not merely as people with experiences, but also as 

cultural critics, political interveners, critical theorists, and knowledge producers. With 

artistic appreciation and an academic eye, I approach these pieces, first and foremost, 

as works of art, but also as critical theoretical interventions attentive to temporal and 

discursive shifts. To “read” these artworks as contestations for research purposes, they 

offer insight into the complexities of living with HIV in the age of HAART marking shifts in 

PWAs relationships to treatment.  
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Figure 3:  Your Nostalgia Is Killing Me, 2013, Vincent Chevalier with Ian 

Bradley-Perrin, Poster with Ian Bradley-Perrin, Courtesy of the 
artists, Visual AIDS, and AIDS Action Now! 

Unintentionally, their collectivity reveals changes across time, space, and on 

bodies. I engage with works of PWA artists to consider their critiques of HIV medication 

as well as to emphasize their shifting relationships with treatment. What are particular 

themes in artwork that arise with the release of HAART? What does HIV medication say 

about people’s relationships to their bodies? But also, in this era of TasP—steeped in 

HIV criminalization, intensified biomedical surveillance, and neoliberalization of 

prevention—how is medication represented in art created by people who often are 

targets of HIV treatment adherence practices? As a surrogate marker of adherence to 

HAART, how is viral load represented? In short, what are the differences between 

artistic representations of HAART from the mid-1990s to now in TasP? I believe artwork 

by PWA artists articulates not only the fulfilled desire for treatment, but much more 

nuanced relationships between people and HIV medication, which include hope, promise, 

suspicion, distain, resentment, hardship, obsession, resistance, and tenacity.  

Moreover, PWA art remains a site of contestation. In the recent years, films and 

books about AIDS activism reflect the dire time at the beginning of the epidemic. Films 
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such as How to Survive a Plague, United in Anger, and We Were Here serve to 

memorialize AIDS activism most often featuring, and to the detriment of all else, ACT UP 

New York. Books such as Fire in the Belly: The Life and Times of David Wojnarowicz by 

Cynthia Carr and The AIDS Generation: Stories of Survival and Resilience by Perry 

Halkitis remark on the early years of the epidemic, prior to the release of HAART. These 

sites of AIDS memorial recount life before effective treatment and the fight for access to 

treatment, often concluding with the biomedical victory of HAART. Yet, inadvertently, 

they glorify HIV treatment and suggest that AIDS activism died upon the entrance of 

drug cocktails. 

Speaking against AIDS nostalgia, Toronto-based artists Vincent Chevalier and 

Ian Bradley-Perrin use several iconic pieces to re-insert the politics of the past and 

present AIDS epidemic. Chevalier and Bradley-Perrin’s 2013 poster (Figure 3) uses 

Gran Fury/ACT UP NY’s Silence-Death, Read My Lips, and Reagan's AIDSGATE (on 

the left-hand side, from left to right) as well as a notable photo of Queer Nation, a radical 

offshoot from ACT UP NY, Keith Haring’s recognizable cartoon like images in the 

poster’s background, and Felix Gonzalez-Torres’s two clocks of Untitled (Perfect Lovers). 

Even repurposing ACT UP NY’s slogan, “He’s killing me,” that originally referenced 

President Reagan’s remarkable silence about AIDS, the poster pushes back against the 

notion that now we have treatment all is well. I argue that PWA art carries on its critique 

of the epidemic, beyond the advent of complex therapy. As well, it does not merely 

reproduce older political images, but uses them to critique AIDS nostalgia and highlight 

the biomedicalization within AIDS nostalgia. In addition, PWA art that incorporates other 

artwork draws on its AIDS activism lineage to connect past artist collectives with present 

day struggles and contemporary PWA artists. While some PWAs are no longer dying in 

droves as in the early years of the epidemic, PWA art continues to reflect the political life 

course of AIDS in the years after HAART for HIV treatment deeply shapes the bodies 

and lives of those who consume them. Not only is 1980s and 1990s PWA art still in 

gallery circulation as in AIDS Art America curated by Jonathon Katz and Rock Hushka 

exemplifies, but it remains culturally and politically relevant today. Reproductions and 

alterations of older pieces are modified to address present nuances and new art carries 

on the tradition of its artistic ancestry in its cultural and political critique, responsive to 

revised and renewed ordering systems of domination that shape HIV/AIDS. 
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6.3. The Holy Grail and the Corporeal: PWA Objections, 
1987-2004 

Given the heroic efforts of AIDS activists to gain access to treatment in the late 

80s and early 90s, it is no wonder that HIV medication figures so prominently in the work 

of PWA artists after the release of AZT in 1987 and, more intensely, after HAART in 

1996. Artists’ representations of their relationships to HAART from the 90s to present 

day show a subtle, but telling shift in how people relate to these drugs—corporeally, 

culturally, and politically. The continued artistic use of HIV medication in the works 

included in this chapter reflects an intensified, yet complex critique of pharmaceuticals. 

Critiques of HIV treatment do not recede into the quiet, private life, mirroring the 

dissolution of ACT UP NY. Rather, these works remain at the forefront of cultural and 

political critiques on AIDS, responding to the shifting medical, political, economic, and 

social discourses; a critique that clearly extends through to today. This section focuses 

on art from 1987 to 2004, which highlights the hopes and failures of ART. 

 
Figure 4:  Talisman, 1994, Barton Lidice Beneš, AZT with beads and U.S. 

dollars, 14x15x2, Courtesy the estate of Barton Lidice Beneš and 
Visual AIDS 
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Figure 5:  AIDS 101 - An Intensive, 

1997, Max Greenberg, 
Courtesy of Visual AIDS 

Figure 6:  Medicine Man, 1997, 
Max Greenberg, 
Courtesy of Visual 
AIDS 

Early works show us how pills and bottles are used to create particular images. 

Talisman (1994; Figure 4) by Barton Lidice Beneš reflects the predicted mystical 

qualities of AZT as well as critiquing the profits made in this sacrosanct medical venture. 

In two of Max Greenberg’s works–AIDS 101–An Intensive (1997; Figure 5) and Medicine 

Man (1997; Figure 6), pharmaceutical objects spill out to create things. In the first piece, 

they construct the acronym ‘HIV;’ while in the second they are shaped into a body with a 

heart not unlike a body positioned strategically at a die-in demonstration demanding 

access to these very same drugs. These three pieces represent the tensions of the early 

days of HIV medication: a critique of the profits made off pharmaceuticals by those often 

far removed from the bodily experiences of living with HIV as well as the precarious, but 

promising ways HIV medication would affect, shape, and become people’s bodies and 

lives. 
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Figure 7:  Cocktailed, 2001, Max Greenberg, chrome slide, Courtesy of Visual 

AIDS 

 
Figure 8:  Bondage, 2001, Max Greenberg, chrome slide, Courtesy of Visual 

AIDS 

 
Figure 9:  Non-Compliance Plays Russian Roulette, 2001, Max Greenberg, 

chromatic slide, 8x10, Courtesy of Visual AIDS 
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Yet, several years later, shortly after the turn of the second millennium, 

Greenberg’s works— Cocktailed (2001; Figure 7), Bondage (2001; Figure 8), Non-

Compliance Plays Russian Roulette (2001; Figure 9)—show an important shift in the 

artists’ relationship to his subject matter. Whereas his earlier two works are black and 

white images that use inanimate objects, these later works render an increased urgency 

represented in colour photographs of people. Greenberg creates stark depictions of what 

medications do to people: fuck them, bind them, and also place them in life-threatening 

situations of chance. These three pieces reflect the various ways treatment actively 

shapes people’s bodies and lives. The distinction between these and earlier works is the 

personification of HAART, enabling medications to act upon people. The problem of 

adherence to HAART is directly represented in the last of these three images by 

equating the development of viral mutations and replication to Russian roulette. This last 

piece highlights the deadly game of chance people engage in when deciding to take 

HAART for either reasons of life-saving necessity or chronic illness management. In the 

early 2000s, those two reasons were the prominent rationale as to why someone would 

start medication. But today, as we see with pre-exposure prophylaxis (PrEP) and TasP, 

taking HIV medication for primary prevention purposes also now heavily factors into 

people’s HIV medication initiation decisions. 

6.4. Repetition, Accumulation, and Structure: PWA 
Objections in TasP, 2005- 2015  

 

Figure 10:  Blue in the Face (2 Face), 2007, Frederick Weston, medication labels 
on paper, 11x17, Courtesy of artist and Visual AIDS 
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Figure 11: (Left) Blue in the Face III, 2006, plaster and sticker label collage, 
Courtesy of artist and Visual AIDS 

Figure 12: (Centre) I’m In Here Somewhere, no date, Plaster, 10x6x5, Courtesy 
of artist and Visual AIDS 

Figure 13: (Right) Am I Blue?, 2013, Grahame Perry, archival pigment print, 
Courtesy of the artist and Visual AIDS 

Artwork produced after 2005 reflects a more intimate relationship people have 

with the instructions accompanying HAART prescriptions. These clinical directives 

constitute the body as a site of both self-disciplining and regulatory techniques, thus 

complicating the relationship between medical control, desire for health, pharmaceutical 

technologies, and people’s action. Fredrick Weston’s series, Blue in the Face (I, II, and 

III; 2006-7) portrays representations of human faces made from pill bottle instruction 

stickers. While the first piece (Figure 10: Blue in the Face (2 Face)) in this series is two-

dimensional, the difference in the second work points to the way these instructions 

shape people. Not only is this second piece (Figure 11: Blue in the Face III) three-

dimensional, but also it takes human form as a mask. It is something to be worn. 

Medication instructions line the contours of the face, giving it its shape. Paired with 

Weston’s I’m In Here Somewhere (n.d.; Figure 12), this piece and Blue in the Face III 

(2006, Figure 11) eerily reflect one another, perhaps even using the same mold to make 

the mask. Viewed side-by-side these two pieces remark on the way treatment masks 

humanity by regulating one’s life through temporal instructions of when to take 
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medication, food, and water. Echoing this nexus between technology, clinical instruction, 

and identity, Grahame Perry’s Am I Blue? (2013; Figure 13) expresses the repeated, 

minute, ceaseless effects of HAART and its instruction: “Looking at the world through 

blue colored pill bottles. Like rose-colored glasses, HIV and other illness colors ones 

interpretation of the world. There is a psychic toil after decades of struggle.”(Perry 2014) 

Joe Munroe’s Nightly Ritual (2010; Figure 14) characterizes the way HAART regimes 

require multiple interventions and surveillance as numerous hands flail to feed this 

person pills. Man’s best friend watchfully presides over this repeated nocturnal 

ceremony, mimicking clinical surveillance and dispensation. Pills swirl into the 

character’s heart while the second mouth also swallows its share of medication. The 

lines between what are pharmaceutical invention, medical directive, and human 

becomes more blurred than earlier artwork depicting HIV medication. 

 
Figure 14:  Nightly ritual -Virus Series XXll, 2010, Joe Monroe, acrylic on canvas, 

40"x 30", Courtesy of artist and Visual AIDS 
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Figure 15:  Me after AIDS, 2011, Joe Monroe, acrylic on hanging canvas, 

81"x50", Courtesy of artist and Visual AIDS 
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Figure 16:  Untitled (I Ask Myself), no date, Chloe Dzubilo, Ink on paper, 

Courtesy of the Chloe Dzubilo estate, Visual AIDS, and the Fales 
Library and Special Collections 
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Figure 17:  Untitled, no date/2008, Chloe Dzubilo, Ink on paper, Courtesy of the 

Chloe Dzubilo estate, Visual AIDS, and the Fales Library and Special 
Collections 
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Joe Munroe’s and Chloe Dzubilo’s work reflect the long-term effects of HAART. 

These three pieces (Figure 15-17: Me after AIDS, 2011; Untitled (I Ask Myself), n.d.; and 

Untitled, n.d./2008) mirror the therapeutic art project of “bodymapping” that became used 

first in Africa to help women explain their experiences of HIV to their doctors. Me after 

AIDS (2011; Figure 15) points to the specific and distinct ways the continuous use of 

HAART shapes Monroe’s body, also reminiscent of medical textbook diagrams of human 

cadavers. While the bodies in those medical texts are dead, this body is clearly alive with 

its heart calling for discussion and its active voice describing present symptoms and 

ailments. A similar taxonomy of afflictions, but one focusing on bones and cardiovascular 

health, is written underneath the image of a woman made of hearts in Untitled (I Ask 

Myself; n.d.; Figure 16). Her mermaid-like heart body replaces her bones, standing her 

upright to face the relentless politics of HIV treatment. As a working class, transgender 

woman, Chloe Dzubilo also uses images of her body, like in Untitled (n.d./2008; Figure 

17), to identify the overwhelming and cumulative side effects of HIV treatment in 

combination with material effects of institutional classism, transphobia, homophobia, and 

sexism. 
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Figure 18:  (Top Left) Atripla, New York, 2011, Benjamin Fredrickson, Fuji FP-
100C45, 4 in. x 5 in., Courtesy of Benjamin Fredrickson Archive and 
Visual AIDS 

Figure 19:  (Top Right) Domino, 2013, Hector Toscano, photo, Courtesy of artist 
and Visual AIDS 

Figure 20: (Bottom Right) pills o the game, 2013, Hector Toscano, photo / 
installation, Courtesy of artist and Visual AIDS 
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Figure 21: (Left) Obsession, 2012, Grahame Perry, archival pigment print, 
Courtesy of the artist and Visual AIDS 

Figure 22:  (Right) Memories of Medicine, 2012, Grahame Perry, archival 
pigment print, Courtesy of the artist and Visual AIDS 

More recent artwork produced after 2010 has another notable feature: the way 

HIV medication is depicted as regal, strategic, and meticulously organized. Benjamin 

Fredrickson’s Atripla (2011; Figure 18) trumpets the royal arrival of the first one-pill-a-

day released in 2006, marking a significant pharmaceutical shift from complex to more 

simplified regimens in order to address pill burden and adherence issues. Hector 

Toscano’s pieces, Domino (2013; Figure 19) and pill o the game (2013; Figure 20), 

exude the tactical and strategic nature of prescribing HIV treatment today; the ways 

treatment is specifically paired together in fixed-dose combinations as well as the order 

in which particular pills are called into play to decrease drug side effects. Obsession 

(2012; Figure 21) and Memories of Medication (2012; Figure 22) by Grahame Perry 

illustrate the intensely intricate structure of today’s HIV treatment. Aligned perfectly, 
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present day HAART regimens can manifest in the “obsessional” quest for immaculate 

health as Perry himself describes, “the journey through several drug regimens of over 20 

years repeated enough to become an obsession. The quest to remain healthy can also 

be obsessional” and “the daily taking of medication is a reminder of the presence of HIV 

and your dependence on drugs. How doing something crucial fades with memory. Only 

the most recent past is remembered” (Manning 2013). These more contemporary works 

represent the hyper vigilance and highly structured treatment regimens commonly used 

in today’s TasP. 

 
Figure 23:  Black Viral Load Series (Panel 2), 2005, Joe De Hoyos, Collage on 

paper, 17 x 14, Courtesy of Visual AIDS 
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Figure 24:  bodies + virus, 2012, Hector Toscano, Photo/collage, 19.5x19.5, 

Courtesy of Visual AIDS 

Representations of viral loads feature more prominently in works by artists living 

with HIV roughly after 2005. As a clinical marker of virological success as well as of 

adherence to HAART, one’s viral load becomes a way to know oneself more fully on a 

smaller scale while also self-monitoring one’s health. Joe De Hoyos discusses his series 

Viral Load in the February 2003 issue of HIV Plus noting that the dots represent the virus 

while the objects symbolize the ‘load.’ In his piece, Black Viral Load Series (Panel 2; 

2005; Figure 23), objects of various scales pepper the collage, representing aspects of 

everyday life all while the punctuated dots become the surface on which life is lived. Akin 

to this work is Hector Toscano’s bodies + virus (2012; Figure 24), where the virus, in its 

repeated pattern, is overlaid on the naked body. Artwork produced after 2005 reflects life 

and bodies that are patterned and complicated by viral loads. 
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Figure 25:  (Left) VIRAL LOAD, 2010, Paul Chisholm, Dildo and glass headed 
pins, Courtesy of Visual AIDS 

Figure 26: (Right) Purity and danger, 2010, Paul Chisholm, Dildo and glass 
headed pins, Courtesy of Visual AIDS 

Depicting viral loads and dildos, Paul Chisholm’s work is particularly interesting. 

In VIRAL LOAD (2010; Figure 25), straight pins puncture this phallus with a 

congregation of red pins, signaling danger, concentrated at the very tip of the cock. In 

this era of neoliberalism, where people are held more individually responsible for 

personal and public health, viral load also becomes a way to know how infectious one is; 

viral load becomes a (re)markable way to predict transmission rates as we can see in 

new prevention technologies such as community viral load mapping modeled in TasP. 

Now, having a viral load is not only potentially damaging to one’s own health, but also 

dangerous for those uninfected. Purity and Danger (2010; Figure 26) more pointedly 

remarks on the threat not only of the virus in semen, but also on positioning subjects in 

oppositional stances within debates on barebacking and HIV prevention. Now more than 

ever, one who has a viral load is marked as dangerous and criminal, at least in Canada 

with the 2012 Supreme Court non-disclosure ruling as I have discussed. And those who 

fall into the undetectable viral load range are afforded, however temporary, the status of 

purity as the halo of white pins below the red flagging pins at the tip suggests. 
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Artwork created by positive artists between 2005 and 2015 offer a steeper, 

harsher, and refined critique of the evolving biomedical discourse. They pointedly show 

how their bodies are regulated, surveyed, managed, shaped, dissected, disembodied, 

and monitored through labeling long term side effects of ART, depicting their daily 

routines, and imposing treatment onto their bodies. This body of work reflects precisely 

the emerging implications of viral load monitoring and its discourse of pairing purity with 

undetectability, an emerging biomedical subjectivity that glorifies those who can “control” 

their virus through adherence to HIV treatment. 

6.5. Three Vignettes of PWA Artists: Tiko Kerr, Joe Average, 
and Peggy Frank 

 In this brief section, I highlight three current British Columbian artists living with 

HIV to demonstrate the complex relationship PWAs have with treatment as well as to 

articulate a distinct subjectivity that exists within the TasP intervention, the undetectable. 

All are long-term survivors of HIV, living with HIV for over 25 years. All use ARVs to 

manage HIV. All artists either speak about or use art to document their experiences of 

HIV treatment. All read as White subjects. Kerr and Average present as men living in 

Vancouver, while Frank identifies as a woman living in Victoria. These vignettes are not 

to suggest that these subjectivities are self-described nor claimed as these individuals’ 

personal identities. Rather, these vignettes show how a particular White subjectivity is 

mobilized in the biomedical discourse of TasP, another is ostracized from medical 

knowledge, and the third is incorporated in a limited way. Yet, these two latter 

subjectivities continue to critique of medical knowledge through art. 

6.5.1. Tiko Kerr 

Various Canadian media have described Tiko Kerr as a “veteran of war,” “a quiet 

fighter,” and “the community voice” (Hansen and Keay 2006, C3; Reid 2011, 36; Carlyle-

Gordge 2012, 19). In March 2005, Kerr, along with five other men, had become resistant 

to all currently available HIV treatment. Described as “faithful to his twice-daily regimen 

of antiretroviral pills,” Kerr still developed drug resistance viral mutations and, in 

September 2005, he reported a CD4 of 100 with a viral load greater than 100,000, and a 

liver requiring constant monitoring, ensuring it works (Hansen and Keay 2006, C1). Kerr 
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also struggled with side effects from HIV treatment, but was able to stave off the looks of 

lipodystrophy with plastic surgery. But he continued to suffer from significant peripheral 

neuropathy in his feet and left hand. On behalf of his six patients, Dr. Julio Montaner 

applied to Health Canada to access TMC125 and TMC114, two experimental drugs in 

clinical trial (Hansen and Keay 2006, C2). After the initial governmental refusal and ten 

months after the initial application, the appeal finally succeeded on December 20th, 2005, 

providing access to the combined use of the two medications, but only for four of the 

original six men in a clinical drug trial (British Columbia Centre for Excellence in 

HIV/AIDS (BCCfE) 2006). The BCCfE reports, “one of the six original patients died 

during this time period [during the drug access application process] and a second patient 

has not been located in ongoing follow up attempts by the Centre” (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2006). The drugs have since been approved 

for national use, but significantly after their initial release to the select four: TMC114 on 

July 28, 2006 and TMC125 on March 27, 2008 (Hosein 2008; Health Canada Health 

Products and Food Branch Directorate Bureau of Gastroenterology 2007). Unlike Kerr’s 

medication regime in earlier HAART years, this treatment consists of “12 pills, including 

two tablets of TMC114 and two of the TMC125 taken every 12 hours, plus an injection in 

the stomach that he administers to himself twice daily” (Hansen and Keay 2006, C3). 

Kerr is counted as “one of the lucky ones,” not only because he has access to the 

experimental treatment, but he feels “fantastic” on it (Hansen and Keay 2006, C1 & C3). 

 Early in his career as a painter, Kerr rejected the identity of PWA artist saying 

wryly, “Here I am, this HIV artist suffering on a multitude of levels and this is my sad, sad 

experience” (Hansen and Keay 2006, C3). But after the escapade with Health Canada, 

Kerr has reconsidered his previous stance and produced several pieces that reflect his 

“fight.” In his first show after his 2005 recovery, Kerr exhibited a series of paintings 

reflective of his treatment experience. In A Knife Called Defiance (2003; Figure 27), Kerr 

painted his self-portrait on top of syringes, pill bottles, and vials. He describes that this 

self-portrait “goes from my very worst with my face sunken in and my eyes yellow from 

jaundice, and up to today where my health has been completely restored” (Reid 2011). 

Kerr’s work now reflects his triumph of illness through the struggle to access ART in the 

very early years of TasP. 
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Figure 27 A Knife Called Defiance, June 2003, Acrylic on medical 

paraphernalia, 20 x 16 
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Figure 28:  Meditations on Compassion, 2006, Tiko Kerr, Acrylic on Canvas, 36 

x 48 

 

Figure 29:  Photo taken November 6, 2009 on left depicts Kerr (L) and Montaner 
(R) with Meditations on Compassion. Photo taken May 27, 2014 on 
right depicts Kerr with New World (After AIDS). Photo credit: BCCfE  

With the working title of My Government Is Trying To Kill Me, now Meditations on 

Compassion (2006; Figure 28) depicts a hospital bed in St. Pauls’ historic AIDS ward, 

10C. Kerr notes, “I wanted to leave a record of this injustice...if I was to succumb to 

AIDS. In January 2006, I received news that the drugs would be available, and with a 

cooler head, I renamed the painting” (Carlyle-Gordge 2012, 19). Kerr reports that “within 

five days my viral load dropped 90 per cent” and within a month, his viral load was 
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undetectable (Reid 2011, 39). Thankful for his speedy recovery, Kerr gifted Montaner 

and the BCCfE with the painting in January 2006 in appreciation of the physician’s 

efforts to obtain the experimental treatment (British Columbia Centre for Excellence in 

HIV/AIDS (BCCfE) 2014a). In 2014, the BC government announced the closing of 10C, 

marking the “success” of TasP in the province. At the announcement, Kerr presented a 

new painting to Montaner, depicted in Figure 29 (left). Unlike the grim earlier 10C 

painting, New World (After AIDS) (2009) reflects “his struggle, survival and success,” 

that he attributes to Montaner (British Columbia Centre for Excellence in HIV/AIDS 

(BCCfE) 2014a). Whereas Meditations on Compassion (2006; Figure 28) offers little 

hope, portraying a slightly surreal view of the warped green institutional walls with an 

empty hospital bed and dark window, New World (After AIDS) (2009: left side of Figure 

29) revises hopelessness, replacing it with a bright, clean hospital room with whitening 

daylight and crisp sheets foregrounding the city skyline that boasts lively greenery. The 

two paintings clearly reflect the juxtaposition of a life without treatment versus a life with 

treatment, hopelessness versus hope, and dark versus light.  

This vignette of Kerr not only highlights the discourse of the undetectable, as the 

triumphant PWA, but also reveals the way in which medicine, and particularly the BCCfE, 

acknowledges PWAs. The medical establishment invests in the life of particular 

individuals like Kerr, helping them to make a complete recovery. Only four people gained 

access initially to TMC125 and TMC114. All men. Two others went public, and although 

they were open about their fight, they never gained the same recognition as Kerr. Was it 

because they had side effects? Kerr speaks little to none about side effects after 

acquiring the then experimental treatment, rather he declares he feels “fabulous.” More 

importantly, the medical establishment of the BCCfE champions Kerr as the ideal patient 

who ushers in the pronouncement of the success of TasP, which is celebrated not only 

by the provincial government, but also UNAIDS. To characterize Kerr as the “community 

voice” casts him in a particular light (Carlyle-Gordge 2012). He becomes the 

representative of a worthy and respectable community, one which praises the medical 

establishment for its investment in them. Yet, he has no notable history of AIDS activism 

prior to the TMC125 and TMC114 controversy despite being a long-term survivor. This 

vignette does not attempt to uncover the “truth” about Kerr, nor is it attentive to his 

personal intentions or individual self-identification. Let me make clear this is not a 

critique of him nor his actions, past or present. Rather it is an assessment regarding 
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what kind person is intelligible in the TasP regime. BCCfE holds Kerr up as model 

patient, one who fights for his life through his physician for access to medication. As a 

"quiet" fighter, White gay artist, and adherent PWA, he represents the epitome of the 

ideal PWA citizen: the undetectable (Reid 2011). Kerr speaks as an autonomous person 

who praises pharmaceuticals and his life proves his rhetoric. The media recounts the 

love story between Kerr and his partner where, after this new treatment, the two gay 

men marry, signaling Canada’s liberal and White acceptance of same sex marriage and 

confirming the BCCfE’s recent findings that treatment makes life better. Kerr positioned 

as a White gay man who is “faithful” to his savior physician. Kerr remains the BCCfE’s 

most, arguably only, acknowledged PWA. The analysis reveals the way TasP discourse 

works on a broader level to construct a particular subjectivity: the undetectable.  

6.5.2. Joe Average 

 

 

Figure 30: (Left) One World, One Hope, 1994, Joe Average 
Figure 31: (Right) AIDS: Our Challenge for Life, 1991, Joe Average, Courtesy of 

the Canadian AIDS Society and US National Library of Medicine: 
Digital Collections 
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Unlike Kerr, Joe Average has a long history in Vancouver’s AIDS movement. 

Dubbed a “pop icon” and “philanthropist,” Average's name is often used in pithy media 

headline: "not your average Joe," “above average,” and “not so average Joe.”(Rotin 

2000; P. Gustafson 1997; P. Gustafson 1995; Pustil 2005; Coolen 2015) But Average is 

both accomplished and average. His most recognizable art piece is the image used in 

the 1996 AIDS conference and was later made into Canada's first commemorative AIDS 

stamp, One World, One Hope (1994; Figure 30). This piece is based off of Average’s 

award winning 1991 poster, which was Canada’s first AIDS awareness poster, AIDS: 

Our Challenge for Life (1991; Figure 31) (Pustil 2005). Princess Diana was so impressed 

with Average’s poster and work that she requested his attendance at a Rideau Hall 

lunch.  

Average has been compared to Keith Haring, an American PWA artist whose 

work is still replicated today (see Figure 3 for example). Also like Haring, Average used 

his work to support the AIDS movement on a regular and consistent basis over the 

course of 30 years. Starting in 1991, Average has given countless artwork to BCPWA 

Society to fundraise for their annual event, AIDS Walk. But he also has donated his art 

to Friends for Life Society, A Loving Spoonful, McLaren Housing Society, Positive 

Women’s Network, and the Canadian AIDS Society (Rotin 2000, 11). His accolades are 

not limited to his generous donations; he has also been presented with several civic 

merit awards, including the Governor General of Canada’s Caring Canadian Award in 

1998 and the Queen's Golden Jubilee Silver Medal for Outstanding Community 

Achievement in 2002. But for all his fundraising efforts and notable accomplishments 

which sets him apart from many PWAs, Average is said to “still live hand to mouth,” like 

so many of his peers (Rotin 2000, 13). 

In 2000, Average reported that “he spends twice as much each month on 

medication and naturopathy than he does on rent” (Rotin 2000, 13). Like Kerr and 

countless others, Average struggled with the common, but intense side effects that 

accompanied early HAART treatment. Beginning around 2000, local media reported that 

he had slowed down due to “health complications” (Rotin 2000, 13). In 2005, Average 

discussed his health explicitly in Positive Living’s magazine, which caused him to stop 

painting between 2000 and 2005. Average explains: 
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I didn’t decide to stop painting—things just got so intense. My mind was 
so full. At one point I had timers everywhere because I had to take some 
drugs every two hours with food and some every two hours without food. 
It was like air-traffic control…My brain became so focused on surviving 
that the natural process of sketching kind of screeched to a halt. It’s hard 
to be inspired when you’re dealing with life and death stuff, horrific side 
effects and fear. (Pustil 2005, 10)  

  
 

Figure 32:  (Left to Right) Ray of Hope, 1997, Joe Average; My Thinking Cap, 
1997, Joe Average; Me, 1999, Joe Average 

Average discloses that he refused AZT when it first was available, but by the 

mid-1990s he weighted 115 pounds and decided to start HAART (Pustil 2005). His 1997 

painting Ray of Hope (1997; Left Figure 32) reflects his optimism about starting 

treatment. With rays of sun in the background, the painting depicts a hand, palm open, 

holding 3TC, d4T, AZT, and Septra, a prophylactic drug commonly used to prevent 

Pneumocystis carinii pneumonia (Pustil 2005, 13). His painting My Thinking Cap (1997; 

Centre Figure 32) depicts a person with a cap on that is split into various sections “like 

diagrams of cuts of meat;” instead of a nose, the person has the pills 3TC, d4T and AZT 

“strapped to the head” (Pustil 2005, 12). Although treatment replaces a human body part, 

the painting reflects a busy, yet hopeful approach, with its full red lips and bright green 

eyes. But, Average recounts that within two years of starting HIV treatment he had 

become resistant to “almost everything;” 

My cd4 count was hovering between 50 and 100. And my viral load was 
off the chart. We were waiting for a new drug called T-20 to come in. It’s 
very expensive and it took some time to get it. At one point my doctor 
pulled me off everything because the T-20 has to be taken in combination 
with other drugs, and if I’d stayed on all the drugs I would have become 
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resistant to them all and the T-20 would have been useless. So he pulled 
me off everything for about six months and we just waited. In September 
2003 the T-20 finally came in. I’ve been on it ever since. (Pustil 2005, 11)  

In 1999, Average painted a self-portrait, entitled Me (1999; Right Figure 32) that 

he remarks reflected a low time for him. He discusses the painting and this time: 

I was going through a lot—the side effects were intense, I’d just healed 
from a broken collarbone, I had to have surgery because cysts had 
developed on my penis. It was very traumatic. So I sat down and did this 
drawing of myself because if there was one more blow I was just going to 
crumble. I kind of overdrew the lines that I knew had started to weather 
themselves into my face, like a road map of my journey. Then I drew out 
from the wear marks to complete my head. I did it as stained glass to 
create that sort of fragile feeling. That was a self-portrait of me ready to 
crumble. It was my therapy at the time. (Pustil 2005, 11)  

While the space between these three paintings is a remarkably short time, two 

years, they reflect a full spectrum of Average’s treatment experience. He details some of 

the health complications he had at this time including severe anemia, sudden and 

lengthy nosebleeds, vivid day and night terrors, lipodystrophy, and four years of eczema 

and folliculitis, an inflammation of the hair follicles, which covered the upper half of his 

body (Pustil 2005). After eight months, his doctor figured out that Average was reacting 

to the AZT in Trizivir (Pustil 2005, 12). To deal with some of the other side effects, he 

took other medications. He states he took  

tons of different things—which is what kind of financially ruined me. I try 
not to look at what I’ve spent at the drugstore. But one year my 
accountant told me I spent like $10 grand just at Shopper’s Drug Mart—
all for drugs that might or did help with something. (Pustil 2005, 13) 

Joking that he had been on “literally everything but the kitchen sink,” he recalls 

the different treatments he had been on up to 13 different medications at one point, but 

in 2005 was “only” on tenofovir, d4T, 3TC, ddI, saquinavir and Kaletra (Pustil 2005, 11). 

Further Average remarks, “I’ve been a guinea pig for many different things. My doctor 

has experimented with me with all sorts of therapies, including non-traditional things, just 

trying to keep me going.” Combining Average’s HIV treatment, vitamins, and 

supplements, he guesses that he is on “probably about 40 pills twice a day” plus two 

daily injections of T-20 (Pustil 2005, 12-13). But his treatment does not stop there. On 

top of monthly blood work, he also receives weekly testosterone and a B12/B-
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complex/folic acid injections plus an additional injection from his naturopath (Pustil 2005, 

13). The benefit of the mid-2000s single dose regimens that claim to be less toxic and 

which TasP is predicated upon seems to have evaded Average’s treatment regimen and 

side effects. 

 
Figure 33: Self-Portrait 06.29.11, 2011, Joe Average 

In 2012, Average published a small piece in CATIE’s magazine, The Positive 

Side, in which he discusses his use of photography. In his brief article, he explains why 

he got a camera:  

to document the physical and emotional changes I have been going 
through with HIV and lipoatrophy. I found myself staring in the mirror and 
getting upset often. I was becoming increasingly depressed because of 
these irreversible changes. I decided to document the transformations, 
make art out of the experience and try to look at it from a different 
perspective. (Average 2012)  

In Self-Portrait 06.29.11 (2011; Figure 33), the image of the then-54 year old man 

looks more like a portrait of a much older man, weathered by time and harsh conditions. 
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His significant weight loss makes him appear fragile. Looking at what the camera 

captured, Average comments, “I found that the images looked scarier than what I looked 

like. I was glad that I had the camera to help me see that” (Average 2012). Twelve years 

after his self-portrait painting, Average remarks on this self-portrait: “the photograph 

sums up a few things: my quiet low energy, the dramatic weight loss and the fact that 

I’ve kind of been hiding. It is the perfect self-portrait for that moment in time” (Average 

2012). Determined to continue to make art, Average incorporates photography into his 

art practice.  

In the September/October 2015 edition of Positive Living, Ken Coolen 

interviewed Average about his lengthy history with AIDS Walk to mark its 30-year 

anniversary. Average retells of his early fame with AIDS Walk and his decision to speak 

about his HIV status: “this was my chance to take away some fear and try to educate 

people. I thought it was my duty in a way too, if I was going to get some fame that I had 

to use it responsibly” (Coolen 2015, 12). When asked about what the future holds for him, 

Average unassumingly remarks: 

I never really think about the future. When I was younger, I did, but 
anytime I ever tried to plan anything out for myself, it would, 100 percent 
of the time, just never work out. There were great ideas that I had, but 
nothing ever turns out the way you think they will, so I just do it one day at 
a time. I hope I can pay my rent next month, and that's it. The future is not 
something I pay attention to. I don't know, maybe I should, but this works 
for me. Plus, I still sell my prints, which has kept me going since 2000. 
Anyone reading this buy prints—I need money. (Coolen 2015, 12) 

Average's contributions to AIDS activism and his discussions about his side 

effects in many ways make him common among his PWA peers. Even after the release 

of single dose regimes, which claim to be less toxic and easier on the body, Average's 

art reflects his bodily changes as a result of long-term HIV treatment, unlike Kerr. Taking 

Kerr’s and Average’s work together, the juxtaposition is striking. While both share some 

similar demographic markers, their realities are quite different. Kerr’s outlook is hopeful 

for the end of AIDS, which he seems to embody. The BCCfE holds up Kerr as an 

example of vitality, not only rejuvenated and restored, but made new by treatment 

advancements. While Average’s frail frame marks the ages of a long and painful 

epidemic. Unsurprisingly, Average’s work is not promoted as the BCCfE’s beacon of 

hope for it continues to speak of side effects, the toll of long-term use of ART, and the 
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continuation of AIDS. Although Average still remains in the land of the living and an 

active PWA artist, his life is in the trenches, still fighting to make ends meet financially. It 

is as if Average is unintelligible to medicine because he speaks of long-term side effects 

and portrays the old, deathly face of AIDS. While treatment helps to sustain Average, his 

art and words reflect a relationship to medication that is complex in its haunting cycles of 

hope and devastation. And he continues to carry on his critique of AIDS through 

documenting his bodily changes with photography. 

6.5.3. Peggy Frank 

 
Figure 34:  This Is Not a Cocktail Party, 2013, Peggy Frank, Sculpture made of 

pill bottles, Courtesy of the artist and Visual AIDS 

Like both Kerr and Average, Peggy Frank has been living with HIV for nearly 30 

years. Her sculpture, This Is Not a Cocktail Party (2013; Figure 34), launched her career 

as an artist in 2013. But Frank’s HIV activism predates her entrée into the art world. In 
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2006, Frank co-founded a non-profit organization, positively AFRICA, which seeks to “to 

build partnerships that enable those infected and affected by HIV/AIDS in Africa to live 

with hope and dignity” (positively AFRICA 2016). In addition to her international AIDS 

work, she also represented herself in “Tax Court of Canada to demand that the cost of 

the vitamins and supplements that kept [her] alive be allowed as medical expenses” 

(Frank 2011, 7). She won her precedent setting case, which now allows Canadians living 

with HIV to claim these medical expenses on their personal income tax claims (Frank 

2011, 7). 

In 2013, the Victoria-based artist’s sculpture placed among the finalists in the 

National Sculpture Competition in Saint Andrews, New Brunswick. With the friend, Frank 

made a “29 day journey of 8,792 km” to deliver the sculpture in the competition. Along 

the way, she made 20 stops to meet with countless people and groups. Frank describes 

the purpose of her trip as “exposing the sculpture to positive communities and political 

leaders across the country, inviting people to put messages inside the bottles as well as 

engaging people everywhere in conversation” (Frank 2013). In her artist’s statement, 

she discloses that as a person living with HIV for over 25 years, 

I’ve met a lot of pills. Yes, I consumed 2000 bottles of pills in that time, 
but these (used for the cocktail glass) are not all mine! When people ask 
me what the sculpture represents, it really depends on the day and my 
mood. I might reply: 

• It’s about the pill burden of living with HIV; or 

• I wanted to point out how the medical profession names things inappropriately; 
or 

• Look trash is beautiful; or 

• We are destroying the environment with costly plastics generated to support 
health care, especially when we throw them in the landfill where both the 
plastics and the residue of medications are yucky; or 

• The red ribbons come from Africa where there is little access to medication 
and, ironically, the largest percentage of infected people, especially children; 
or 

• This sculpture represents the difference between life and death. Wanna drink 
to it? (Frank 2014, 30) 

Interspersed with her environmental commentary is a clear message about the 

disjuncture between medical directives and the lived experience of HIV. Frank not only 

points to the lack of access to medication that people in Africa have, but she challenges 
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those who promote the less toxic hype of the new HIV regimes. She articulates the 

cumulative effects of taking HIV treatment for decades similar to Average. She pushes 

back against medical professionals dismissal of particular issues that PWAs raise. And, 

most significantly she argues that treatment is a matter of life and death, not only for 

those who cannot access medication, but also for those who take it. Frank admits taking 

ART is “much easier now” than when she first starting; she was taking “49 prescribed 

pills a day and about the same number of supplements” (Vancouver Island PWA Society 

2013). But her analogous offer of drinking the cocktail challenges those not bound to it 

for sustenance if they would dare take the elixir at the same time. Her offer also upholds 

the paradox of its life-giving and toxic qualities. Her work embodies the contradictions of 

HIV treatment that PWAs face and challenges the medical profession’s knowledge of 

treatment. Although this sculpture is more or less her body of artwork, it offers a critique 

of global access to ART, the limits of medical knowledge and advice, and the long-term 

and longstanding effects of HIV treatment.  

Although the BCCfE does not champion Frank as it does Kerr, Frank is 

associated with Oak Tree Clinic at British Columbia Women’s Hospital where she 

receives care. In a 2013 BC CTV interview, Frank is held up as “living proof that HIV can 

be successfully treated” (Taggart 2013). The video and subsequent news article 

highlight that HIV treatment has made HIV a manageable, chronic illness, but it has not 

rectified HIV stigma that PWAs face. Ironically, the title of the video, “AIDS patients still 

struggle with stigma,” casts PWAs simply in medical terms as patients, not people. While 

Frank is held up as an activist and artist in the news story, mention of her sculpture is 

remarkably absent. Instead, photos of her being examined in the clinic and sorting 

through a table full of prescriptions are featured, which act to reify her as a patient. The 

article also focuses on women transmitting HIV to babies, boasting that “a total of 550 

children have been born to HIV-positive mothers through the clinic and none have been 

HIV-positive” (Taggart 2013). Although the news article may have aimed to decrease 

HIV stigma related to women, it confines Frank to an adherent patient and women as 

infectious threats to babies; it is only with the help of the clinic that transmission is 

adverted. Frank’s status as an adherent patient trumps her work as an activist and artist, 

which also works to highlight how medicine is the true “hero” in the story.  
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In this section, I have detailed three BC artists living with HIV and their artwork as 

it relates to HIV treatment. Together the three vignettes offer contradicting perspectives 

on what HIV treatment means in the era and place of TasP. With Kerr’s work, we see a 

clear trajectory wherein once the proper treatment is secured life is sustained and 

fostered. This narrative arc parallels the one promoted by the BCCfE and, in fact, Kerr is 

held up as its surviving and thriving and undetectable hero. The BCCfE’s promotion of 

immediate and lifelong treatment is partially credited to easier-to-take and single-dose 

regimens. Average and Frank challenge this message directly: Average through his 

documentation of his bodily changes and longstanding side effects and Frank with her 

seven-foot tall cocktail glass containing over 2000 pill bottles (Frank 2014). Neither of 

the latter two artists are mentioned by the BCCfE. But their sustained critiques actively 

circulate among those that do not hold fast to ART as panacea. 

6.6. Conclusion 

In this chapter, I have emphasized the broad scope of Canadian treatment 

activism and Vancouver’s key role. Through PWA art, we are able to trace the shifts not 

only in HIV treatment, but its effects on the lives and bodies of PWAs. We see that in the 

first generation of treatment hope, mysticism, and copious amounts of pills are depicted, 

whereas when HAART arrives, we see the critique of medical instruction and the 

oppressive power treatment imposes on people. Beginning in the mid-2000s, long-term 

survivors begin to document the severe side effects of treatment, the intense, structured 

regimens required for life, and the ways treatment is superimposed upon or replaces 

parts of humans. We also see the emergency of viral load and its prominence in PWA 

subjectivities, which polarize those with “undetectable” viral loads as pure against those 

with “unsuppressed” viral loads as danger.  

The vignettes of the three BC artists highlight three different experiences of 

treatment in TasP. Although medical knowledge rarely acknowledges art as a valid form 

of knowledge production, when art affirms medical discourse it can be incorporated as I 

have shown with Kerr’s work. Again, I refer to Crimp’s assertion that “anything said or 

done about AIDS that does not give precedence to the knowledge, the needs, and the 

demands of people living with AIDS must be condemned” (Crimp 1987a). While the 

BCCfE does incorporate Kerr’s work into its doctrine, it does not reflect any other 
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experiences of living with HIV. It can incorporate the gratitude and heroism of thriving 

PWAs, but not challenges to treatment and its demand for lifelong adherence. Why is 

that? I take the perspective that its discourse of ending AIDS with TasP is so brittle that it 

cannot incorporate the critiques of other like Average and Frank.  

When researching PWA artists in BC whose work is related to treatment, these 

three artists are unavoidable. Their works are the most prominent in the province 

regarding HIV treatment. In advertently what these vignettes highlight is the way 

Whiteness works in HIV treatment discourse to privilege particular PWAs, showcasing 

the most notable PWA artists who present as White. All the artists are trumpeted as 

various kinds of heroes. Kerr is the most prominent contemporary hero as he represents 

the emerging and glorified subjectivity of the undetectable. But it also works in the ways 

Average and Frank are taken up in the media. Average is held up as a philanthropist 

who generously gives his work to charities. Frank optimizes the modern day missionary, 

but helping those in Africa. As Thobani argues, Whiteness works to establish the White 

citizen as exalted (Thobani 2007). What is glaringly absent from my focus on BC artists 

are the representation of artists of colour and Indigenous artists. While they do exist as I 

have shown in other artworks, they are significantly less visible in the dominant 

Canadian media. People of colour and Indigenous people who are living with HIV who 

are represented in the media are demonized as criminals (“HIV Criminalization: 

Racialization, Immigration and the Media,” 2016c).  

Examples of people of colour and Indigenous people vilified in the media are 

sourced from actual cases of criminal HIV prosecutions (Persson and Newman 2008). 

James Miller details the Canadian criminal prosecution of Charles Ssenyonga where he 

argues the “African immigrant damnation syndrome” is at play (Miller 2005). Heather 

Worth documents the media portrayal of Peter Mwai (Worth 1995). Che Gossett 

examines the legacy of Gregory Smith who was sentenced to 12.5 to 25 years in prison 

for attempted murder for allegedly biting a police officer (Haritaworn et al. 2014). 

Thomas Shevory’s Notorious HIV details the “media spectacle” of Nushawn Williams 

(Shevory, 2004). Worth et al. reports how these Black men are described: “media 

reportage abounds with mention of the length of their penises, duration of their sexual 

act, their uncontrollable lust, their sexual duplicity, their calculated good looks, and their 
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excessive charm” (Worth, Patton, and Goldstein 2005, 7-8). Media caricatures are only 

part of the problem.  

On top of abhorrent media coverage, people of colour and Indigenous people are 

grossly overrepresented in HIV criminal prosecutions and face much harsher sentences. 

The case of the pregnant woman ordered into HIV treatment and care stands as a prime 

example I discussed in detail. But there are other cases of severe penalties mainly of 

African-born men such as the case of Johnson Aziga who was convicted of two counts 

of first-degree murder, ten counts of aggravated sexual assault, and one count of 

attempted aggravated sexual assault. Mr. Aziga is the first PWA in the world convicted of 

murder related to HIV transmission (Schulman 2016, 142). Another precedence was one 

of the aggravated assault charges was based on Mr. Aziga having unprotected oral sex, 

whereas the Supreme Court of Canada had only ruled in sexual relations involving 

penile-vaginal sex (“Disclosure and HIV Transmission,” 2015, 9). In addition, Mr. Aziga 

was deemed a “dangerous offender” by Ontario Supreme Court Justice J. Lofchik who 

also sentenced him to “life imprisonment with no possibility of parole for 25 years” for the 

two counts of first-degree murder and “an indeterminate period of incarceration” for the 

remaining charges, the maximum sentences (R. v. Aziga, 2011a, 51). Justice Lofchik 

explains: 

The dangerous offender legislation is designed to protect public safety by 
targeting that relatively small number of recalcitrant offenders who, 
because of past behaviour can reasonably be expected in the future to 
present an unacceptable risk to public safety. Determinate sentences for 
the predicate offences herein ensuring an extended incarceration period 
will allow for the public safety goal to be met without a dangerous 
offender designation. Defence counsel further argue that dangerous 
offender provisions are reserved for a minority of criminals who are truly 
dangerous and not simply everyone who fits the description. Discretion is 
reserved for accommodating concerns regarding treatment progress, the 
relative seriousness of the offences and the extent of the offender’s moral 
blameworthiness. Because there is no chance for parole review for at 
least seven years from the day the offender was taken into custody, the 
offender herein will be required to spend a long time in custody. (R. v. 
Aziga, 2011b, 36) 

Mr. Aziga’s physician testified, “viral load depends on whether or not the disease 

is progressing and the quality of the antiretroviral therapy. Mr. Aziga has been taking his 

medication, his disease has not been progressing and his viral load is currently 

undetectable” (R. v. Aziga, 2011c, 37). Mr. Aziga himself stated to the court that he has 
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been adherent to medication since 2005 and “will continue to do so as he wants to live a 

long life” (R. v. Aziga, 2011d, 39). Yet even these assurances coupled with Mr. Aziga’s 

possible release when he is in his 70s, the court saw fit to declare him a “dangerous 

offender.” Blatant racist tropes of black men’s virility are alive and well within the 

sentencing of Johnson Aziga, exemplifying the nexus of regulating race, sex, and 

sexuality. In fact, Asha Persson and Christy Newman refer to the “monsterisation” of 

Black men’s “mythical hypersexuality that particularly occurs in HIV non-disclosure 

cases (Persson and Newman 2008, 639). Rinaldo Walcott explains how the 

monsterisation of the Black body is a longstanding racist trope used to secure a racial 

hierarchy: 

The monstrous body of the nigger has been with us since, and even when 
black people struggle to come into humanhood we are often offered and 
perceived as a lesser kind of human, a different genre of the species. Our 
difference gets marked by skin, hair, lips and genitals; then by place; then 
by sex and sexuality; then by poverty and crime; then by disease and 
death. (Walcott 2010)  

I argue that in this era of TasP, blood and viral load is incorporated into the 

making of racialized difference. Regardless of his viral load status, Mr. Aziga is such a 

threat to the public that he bears the harshest sentences for the crimes of which he has 

been convicted.  

Another case of excessive sentencing is that of Clifford Bear who was convicted 

for aggravated assault for spitting on a police officer, which was later overturned with the 

charge of attempted aggravated assault entered. In the case Mr. Bear, his “steady, 

moderately high viral load” directly impacted his conviction given that “the possibility of 

transmission could not be eliminated” (R. v. Bear 2011, point 64). In the sentencing of 

the revised charge, Manitoba Court of Queen's Bench Justice Deborah McCawley ruled 

that, “this was a premeditated ambush on a police officer" (McIntyre 2014). The 

Winnipeg Free Press reported that the highest sentence she could have handed down 

was seven years; she settled on six and a half (McIntyre 2014). In response to his 

sentence, Mr. Bear reportedly stated, “I would never do anything to harm anyone with 

(HIV). In a way, I was glad I have it 'cuz the cops won't beat me up no more" (McIntyre 

2014). Rather than showing his remorse as the justice system expects of prisoners, Mr. 

Bear comments on his relief of an HIV diagnosis as it provides some protection against 

police brutality. In addition to these three criminal cases, the most prominent cases in 
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BC involve three Black men including the case of Adrian Nduwayo who was convicted of 

five counts of aggravated sexual assault and his lack of adherence to treatment directly 

impacted the length of his sentence (Goyan 2015, 16; H. M. J. Williams 2010, points 73-

84). Discussions of their viral load pepper court rulings. Their physicians testify to their 

patients’ amenability to treatment and care or lack thereof. Experts weigh in on the 

science of their viral infectiousness. For these men, their adherence to treatment barely 

impacts on their sentences yet their non-adherence magnifies their culpability, 

rationalizing harsher sentences. In both severity of charges and disproportionate 

numbers of prosecutions, people of colour (often characterized as immigrants) and 

Indigenous people bear the brunt of HIV criminalization in the criminal justice system, 

media, and social consciousness.  

 Yet, Whiteness affords the three PWAs I detailed in this chapter elevated status 

in Canadian society, partially avoiding culpability through adhering to treatment, yet 

TasP discourse can only reflect one PWA subjectivity, that of the undetectable. This 

does not mean that artwork produced by PWAs who challenge medical discourse is 

meaningless, but rather, as I have shown, these pieces circulate among other PWAs 

and even within the dominant media. Their critiques of medical knowledge may have 

little traction within TasP discourse, but they remain important sites of contestation and 

infiltration even with the complexity of racialized Canadian PWAs subjectivities. 

To return to the opening of this chapter, I inserted two epigraphs from PWA artist 

Felix Gonzales-Torres in which he discusses methods of critique. He argues that we 

must approach institutions like HIV, as infiltrating and mutating. Contestation through 

embrace. Gonzales-Torres promotes a responsive, mobile critique where the host 

institution cannot detect its presence. We have yet to see this kind of critique appear in 

such institutions such as the BCCfE. What we do see are artists, like Average and Frank, 

who may or may not be taken up by the media or medical establishments, but whose 

work circulates among PWAs and the broader world. Perhaps multiple tactics are 

required to fight back against the ruthless demands of adherence in this time of TasP. 
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Chapter 7. Conclusion – The Force of Treatment as 
Prevention  

“The rules and obligations which emerges from these rituals and inscribed 
in civil law, in moral codes, in the universal laws of humanity that claim to 
temper and prevent the violence that would supposedly exist without their 
civilizing constrains. But, the genealogist protests, these noble 
expressions are the very means by which domination advances.” 
(Dreyfus 1983, 110) 

In previous chapters, I have detailed various practices that mark HIV prevention 

and treatment’s transition in Vancouver into the era of TasP. My focus has been to show 

how adherence is remade in TasP, yet is intrinsically connected to practices of force, 

such as mandatory screening and testing, forced treatment, and containment, all the 

while producing undetectable and unsuppressed subjectivities. In this final chapter, I 

draw together these rituals of force and production, pointing to the broader workings of 

TasP as an imperial project. Drawing on the works of critical race, feminist, Foucauldian, 

and critical AIDS scholars, I highlight how sovereign power continues to work through 

TasP practices, namely of adherence. In writing about Foucault’s genealogy, Hubert 

Dreyfus and Paul Rabinow comment on his conception of rituals of power, most notably 

the role of the confession in sexuality. Nguyen too has spoken of testimonial rituals 

invested in securing access to treatment in western parts of Africa, which are central to 

his articulation of therapeutic citizenship. I articulate different rituals of power in 

Vancouver’s implementation of TasP. 

In the epigraph, they discuss the connection between rules and obligations and 

rituals, noting how force is incorporated into seemingly peaceful acts. Where I have 

named various TasP practices, where various rules and obligations are carried out, they 

very well could be called rituals. Such obligations can include HIV and viral load testing, 

HIV treatment initiation, biomedical surveillance, and containment via criminalization, 

which all serve to obtain and maintain the ritual of adherence. In those whose HIV status 

is unknown, testing reveals their HIV status. For PWAs, viral load testing reveals how 
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infectious one is as well as how adherent one is to treatment. Testing reveals who is 

infectious and who is contained. Testing works to reveal PWAs true nature. One is 

expected to agree to treatment when a physician recommends it. Biomedical 

surveillance is carried out through viral load monitoring, drug monitoring, and directly 

observed therapy. Containment works more forcefully on those who are non-adherent to 

prevent them from threating public health and safety. All through these practices, testing 

makes the truth possible. PWAs blood holds the secrets of their loyalty to treatment and 

the public. The intention of TasP’s lofty and hopeful goal to end AIDS may not be to 

exert force, continue war, and expand the imperial project. But I agree with Dreyfus and 

Rabinow in their claim that these “noble expressions” by which the end of AIDS is 

premised are the very means by which domination advances in this era of TasP (Dreyfus 

1983, 110). 

Through this empirical study, I explored how adherence works in the Vancouver 

TasP initiative. By comparing earlier HIV practices with those involved in TasP’s 

implementation, I have traced the distinct shifts in biomedical knowledge, clinical care 

guidelines, public health policy and legislation, and PWA produced materials. Debunking 

TasP’s claim of originality, I detailed how TasP’s rationale draws directly from colonial 

medicine used to impose racial hierarchy and from the 1994 clinical trials testing AZT on 

pregnant women, which raised serious concerns about women’s rights, particularly 

women of colour’s rights, be it accessing health care or refusing HIV testing or nominal 

surveillance. Through detailing the changes in clinical care guidelines, I marked the 

transitions in treatment initiation from delayed to immediate treatment, and quarterly to 

monthly viral load testing. Following medical health directives and public health 

legislation and regulation changes, I traced the erasure of pre- and post-test counselling, 

the implementation and preference for nominal testing, the demise of informed consent 

and subsequent rise of opt-out testing, and legislative removal of privacy protections for 

patients. Through the implementation of the E-Health Act and the Public Health Act, I 

was able to identify when and how substantial amounts of specific and identifiable 

personal health information are collected for research purposes with little to no patient 

consent and the new use of police officers to enforce public health orders. I examined 

the intensification of biomedical surveillance from nominal reportability to viral load 

monitoring to directly observed therapies and how they bind particular people to both 

chemical and geographic incarceration. Through my review of PWA art, I reflected on 
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the demands of HIV treatment and their cumulative toll on the lives and bodies of PWAs. 

What was also revealed in three vignettes of BC PWAs was how Whiteness works to 

glorify particular people and how criminalization works to vilify people of colour and 

Indigenous people, namely Black and Indigenous men. If the implementation of TasP 

simply reflected one of these changes, it would make for a weak argument regarding the 

use of sovereign power invested in TasP. But taken together, these changes present a 

broader picture which points to how power is both productive and repressive in TasP. 

For the remainder of this chapter, I detail how power works in TasP both through the 

empire of TasP, the production of subjectivities, and sovereign power. To conclude, I ask 

us to consider the ethical implications of TasP and to what end and at what cost are we 

willing to pursue the end of AIDS. 

7.1. Empire of TasP:  

In speaking of the biopolitics invested in AIDS in Africa, Jean Comaroff refutes 

the claim that the modern era of AIDS is a new form of biopolitics. Rather, she 

comments, 

Colonial regimes also ruled by putting the lives of their subjects on the 
line: by separating them from the means of survival — economic viability, 
healthcare, civic rights — and by striving to reduce them to naked 
biological being under the sign of physical difference. There, too, 
banishment was never absolute. The colonized suffered as much through 
the exquisite exercise of the law as by its suspension. (Comaroff 2007, 
214) 

Her statement also challenges Agamben’s articulation of states of exception 

where rule is suspended. As Thobani notes, and I echo, Agamben’s theorization of the 

concentration camp as the original place of exception parallels the flaw of Foucault’s 

silence in the theorizing of bourgeoisie sexuality and its relation to the colonial order. 

Comaroff too questions the validity of Agamben’s articulation of the camp as it “hovers 

ambiguously between metaphysics and history” (Comaroff 2007, 208). Further, she 

argues that “all too often the complicated local histories and sociologies of the disease 

are obscured by grand allegories of exclusion, crisis, and apocalypse” (Comaroff 2007, 

209). Sara Ahmed discusses the dangers of metaphor in her discussion of literal 

migration and metaphoric theorizations of migration. She reminds us while critical 
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theories may theorize migrancy as a way to frame border transgressions, “break[ing] 

barriers of thought and experience,” that actual migrants and exiles are literally and 

theoretically displaced (Ahmed 2000, 80). Specifically she argues that  

the naming of theory as nomadic can be understood in terms of the 
violence of translation, a form of translation that allows the theory to name 
itself as a subversion of conventions – the erasure of others allows ‘the 
self’ as ‘critical consciousness’ to appropriate all that is threatening under 
the sign of the nomadic. (Ahmed 2000, 83) 

Heeding her challenges, I take up sovereign power as an extension of the larger 

Western imperial project rather than viewing sovereign power as the suspension of rule, 

following Agamben’s lead. 

Responding to debates on whether or not contemporary US is the new empire, 

Ann Stoler contests not with regards to its imperial indictment, but rather its proclaimed 

newness. Her overarching argument challenges what we think of as empires and their 

durability across time and space. Stoler refutes claims that describe “old” European 

empires as “coherent, full-blown, visible, blatantly coercive, overtly exploitative, 

territorially distinct, and decidedly not committed to humanitarian intervention,” instead 

arguing that the contradictions of “republican liberty versus imperial reach and 

responsibility, violent intervention in the name of humanitarian sympathies, the proper 

weighting of consent versus coercion, and the ‘soft’ versus ‘hard’ tactics of empire” are 

constitutive of empires, “part of their standard architecture” (Stoler 2006, 129 & 133). 

Overall, Stoler argues that “imperial formations” include “harboring and building on 

territorial ambiguity, redefining legal categories of belonging and quasi-membership, and 

shifting the geographic and demographic zones of partially suspended rights” (Stoler 

2006). She goes on to describe several defining qualities of “imperial formations.” In 

addition to mobile borders, citizenships, and rule, she remarks that the making of 

republics that forged liberties through the empire and “racism was written into the very 

definition of republican liberties,” where the “‘color of liberty’ was decidedly white” (Stoler 

2006, 133). Second, elements of imperial formation also foster the war within society 

calling for internal policing, ferreting out those not worthy of citizenship. Third, to aid in 

this process, “fear of an omnipresent, invisible ‘hidden force’ and the desire for a secret 

intelligence apparatus to combat it are standard features of imperial administrations” 
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(Stoler 2006, 145). Fourth, contrary to the perception that empires were wholly forceful, 

she also articulates how empires were not incompatible with “good faith;”  

Social hierarchies were bolstered by sympathy for empire’s downtrodden 
subjects. Sympathy conferred distance, required inequalities of position 
and possibility, and was basic to the founding and funding of imperial 
enterprises — these were core features of empire that the elaboration of 
such sentiments helped to create. (Stoler 2006, 134) 

The final feature of effective imperial formations are their “partial visibility — 

sustaining the ability to remain an unaccountable one” (Stoler 2006, 142). Clearly, she 

draws a picture of the imperial project, which is fitting not only for preceding Northern 

European empires, but also their continuation in revised forms of contemporary settler 

states. 

Stoler’s articulation of imperial formations is useful for this examination of TasP 

as an imperial project in that her model outlines a clear set of comparative 

characteristics. While I have spent much of this project articulating the coercive tactics of 

TasP, it also relies on humanitarian work. With its laudable efforts to secure access to 

free HIV treatment for all British Columbians infected with HIV and the use of directly 

observed therapy programs that forcibly ensure that rogue patients adhere to treatment, 

TasP fulfills the criteria of using contradictory methods of rule. Through TasP, rights to 

HIV treatment are literally shoved down people’s throats. I have demonstrated how the 

borders of TasP from its initial pilot project limited to the DTES and Prince George grew 

to encompass the whole province as its dominion. TasP also draws together new forms 

of citizenship that shift previous forms of biomedical citizenship through multiple 

practices from testimonial acquisitions that affirm the worthiness of a person fit for 

treatment to declarations of adherence to avoid being subjected to overtly coercive 

measures that ensure adherence to treatment guaranteed through the enactment of 

police in public health orders and criminalization. Shifting rules of privacy are reflected in 

changes in legislation that filter down through medical directives, muting of pre- and 

post-test counselling, and the collection of personal health information for research 

without the need for individual patients’ consent.  

TasP has shifted the ground of research ethics dating specifically back to the 

ACTG 076 trial through to on-going BCCfE research that hypothesizes about the utility of 
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offering cash incentives to drug users often living in abject poverty (British Columbia 

Centre for Excellence in HIV/AIDS (BCCfE) 2013a). Although TasP adherence practices 

focus intensely on disciplining, regulating, and controlling PWAs, its impacts reach 

beyond PWAs to areas of legislative changes, research ethics, and broader medical and 

public health practices. While all other provinces have not jumped on the TasP 

bandwagon, health professionals are still deeply concerned about the “cascade of care,” 

where people are “lost” each step of the coordinated HIV health care; retention in care is 

seen as essential to preventing HIV transmission. In essence, the cascade of care 

concerns are a watered down version of TasP in that the goal is to ensure no PWAs is 

without HIV care, which effectively means all PWAs should be on HIV treatment. TasP 

reaches beyond geographies of British Columbia, reaching people across the globe as 

Montaner’s effective advocacy succeeds in permeating into international organizations 

such as UNAIDS. 

The new liberties afforded through TasP perpetuate racial hierarchies and white 

supremacy through its civilizing missions of adherence practices. Whiteness is written 

into practices of adherence that model diligent allegiance to HIV treatment. The three 

vignettes of BC artists, although they reflect diverse articulations of Whiteness that is 

gendered, illustrate the underlying practice of adhering to treatment that saves and 

prolongs life. Media representations of these artists compared to those of racialized 

peoples also show a sharp contrast of how White bodies are held up as heroes, and 

black and brown bodies are vilified as dangerous offenders. Although I have spoken little 

of peer service provision in this project, they do function within PWAs organizations to 

offer supports to other PWAs. This can be viewed as examples of “internal policing” that 

Stoler categorizes as a feature of imperial formations. The irony of peer projects is that 

they are funded through government structures that stipulate particular requirements of 

funding granted. However, because funding often occurs behind the scenes, the optics 

are such that PWAs are self-regulating and in support of TasP efforts. The political 

climate in BC leaves little room for AIDS service organizations to take an overt stand 

against TasP due to the nature of funding structures.  

While the provincial mandate of TasP funds AIDS service organizations to 

implement adherence practices, the health care system through its multiple surveillance 

technologies effectively monitors individuals’ adherence. Whether or not TasP 
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proponents “fear” resistance to implementation, the system to monitor people on 

molecular levels is in place to detect viral resistance, a clear sign of TasP treatment 

treason. The secrecy surrounding the TasP surveillance system is mindboggling. While I 

have been able to trace some of its qualities, other finer techniques at play remain 

unknown such as why people’s identifiable information is required.  

As I have noted, the ultimate goal of TasP is to end AIDS, not impose total 

domination. Yet, as Stoler has commented acts of benevolence are not at odds with 

imperial formations. Numerous feminist social work scholars and others, such as Carol 

Baines, Laura Abrams, Laura Curran, Joan Sangster, Marilyn Callahan, Leslie Margolin, 

and Donna Jeffery, have discussed the gendered and racialized nature of helping 

professions, where kindness and goodness become ways predominantly White women 

engage in establishing and perpetuating various hierarchal power relations (Sangster 

1999; Jeffery 2005). TasP purports adherence to HIV treatment for the benefit of 

individual PWAs with the secondary benefit of preventing HIV transmission. While I have 

argued that the secondary benefits take precedence over the first, neither is intrinsically 

bad. What is dangerous about TasP is rather to what end will it push for coercive 

measures to meet these altruistic goals? 

Linked with the secrecy of the TasP surveillance system is the “partial visibility” of 

TasP and its broader accountability. In theory, because TasP is the provincial public 

health approach the government is accountable to voters. Yet, the minute details and 

obscure workings of TasP make it difficult to challenge. My goal in this research has 

been to unravel, tease out, and articulate at least some of the minutia and obscurity of 

TasP to call into question its practices, to mount possible resistances. 

The title of this dissertation clearly remarks on the imperial project of TasP. The 

paternalistic and benevo(i)lence of this HIV prevention intervention contains many 

contradictions, namely its vigorous philanthropic affirmation of access to HIV treatment 

and its more coercive practices against those who reject its declarations of adherence. I 

have also shown that people of colour and Indigenous people have been the targets of 

the violence enacted through these more forceful practices. The nature of these deeply 

racialized practices are also gendered, be they disciplining mothers or vilifying 

dangerous men as criminals. Practices of adherence enacted through TasP re-

establishes racial hierarchies and gendered relations. TasP continues on its 
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predecessors’ medical paternalism and imperial rule through its encouragement and 

enforcement of adherence to HIV treatment. Before articulating the force relations 

invested in TasP, I discuss its productive power that constitutes various subjectivities. 

7.2. The Undetectable, the Unsuppressed, and the 
Undiagnosed: The Productive Power of Adherence 

Much of my research has focused on articulating violence invested in adherence 

practices, yet biopower not only works to constrain but also make possible particular 

subjectivities. Through these adherence practices, new subjectivities emerge. In this way 

it is through the violence of adherence practices that sovereign power is incorporated 

into the productive aspects of the biopower invested in TasP. I have used Sunera 

Thobani’s and Achille Mbembe’s work to ground my application of sovereign power in 

biopolitics. To review briefly, while acknowledging the productive nature of the Canadian 

and its Other subjectivities, she emphasizes the intrinsic role force relations and violence 

play in the Canadian colonial project (Thobani 2007, 36). Specifically, she theorizes that 

Foucault’s notion of sovereign power, or overt force, is still present within the biopolitical 

nation-state of Canada. In referring to postcolonial theorist Achille Mbembe, Thobani 

contends that colonial violence is never extinguished in the production of healthy 

populations. Violence is perpetuated by the nation-state in such biopolitical forms as 

raced forms of citizenship. Thobani and Mbembe offer not only examinations of the 

productive power used to foster life, but also the violence against those who threaten the 

health of the population. Their and other similar critiques are rarely explored in analytical 

applications of citizenship in critical HIV literature. 

If we consider the ramifications of Thobani’s and Mbembe’s critiques of 

citizenship as a starting place, how might our use of citizenship in critical studies of 

HIV/AIDS such as biomedical citizenship or therapeutic citizenship be altered? I argue 

that by centring critical engagements of race and racism in biopower, the violence 

induced through citizenship is brought into focus not as an effect of citizenship, but 

rather an essential component. Critical examinations of race and racism also make 

visible the violence embedded in law, the perpetual destruction of Indigenous 

sovereignty and containment of Indigenous peoples, the precariousness of immigrants, 

and the exaltation of the White subject as virtuous and lawful. I have engaged 
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specifically with Nguyen’s therapeutic citizenship, but I turn now to another approach 

that reveals the violence invested in biomedical citizenship. 

In the exemplary account of the dangers of invisibility, João Biehl argues that 

Brazil’s AIDS policy and practice leaves those with HIV/AIDS who are the “poorest and 

marginal” to die, but counts and blames them for their mortality. His work exposes the 

material consequences of being unworthy of personhood, or rather biomedical 

citizenship. He argues that rights have shifted from political to biological in the 

implementation of the country’s dissemination of free antiretroviral therapy. The 

biomedical citizens are those who “dare to identify themselves as AIDS cases in an early 

stage of infection at a public institution and who autonomously search (they literally have 

to fight for their place in the overcrowded services) for continuous treatment” (Biehl 2004, 

120). Whereas Nguyen’s articulation of therapeutic citizenship focuses prominently on 

the productive nature of biopower in west African countries, Biehl’s includes the violent 

aspects of biomedical citizenship, yet his articulations do not clearly articulate the 

particularly racialized features I have described in British Columbia. 

Based on my research, which highlights the art of three British Columbians, I 

suggest that Whiteness is a central component of HIV citizenship and particularly in 

constructing the ideal patient: the undetectable. As Biehl argues, then there are those 

who are left to die, outside of biomedical citizenship: the “‘drug addicts,’ ‘robbers,’ 

‘prostitutes,’ or ‘noncompliant’” (Biehl 2004, 120). Mapped onto the Canadian context, 

again we are able to rouse images of these unruly and rogue characters: the dangerous 

“African” immigrant man and the destitute “Native” woman. The revised racialized nature 

of these national subjectivities is made visible through my critical examinations of the 

biopower that mobilizes race and racism. On first pass, we see the obvious racist 

stereotypes at work. Yet, these representations are reflected not only in the media’s 

sensationalism of Black men charged with aggravated sexual assault for non-disclosure 

of HIV as others and I have described, but also in the BCCfE approach to invasive pill 

counting and watching measures instituted in the Vancouver’s Downtown Eastside 

(DTES) (Mykhalovskiy and Betteridge 2012; Persson and Newman 2008).  

It may be useful to reflect further on the specific racialized and gendered subject 

of the poor “Native” woman and the violence of TasP adherence practice she faces 

specifically as I have done so for the construction of the white heroes of AIDS in section 
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6.5 and the dangerous “African” criminal in section 6.6. Evan Wood and his BCCfE team 

describe the “least likely to access” HIV treatment: Aboriginal women living in poverty 

and residing in the DTES (Wood, Montaner, Yip, et al. 2003, 1166). BCCfE researchers 

explain that two directly observed therapy (DOT) programs are effective for improving 

adherence among those previously deemed non-adherent (Tyndall et al. 2007, 285). 

Denielle Elliott’s detailed ethnographic work of the BCCfE’s two DOT programs sheds 

light on the troubling reality of implementation, while also demonstrating its colonial and 

paternalist present day practices. She notes that Canada’s historic use of DOT programs 

to treat Indigenous people with tuberculosis informs present day interventions to manage 

those deemed non-adherent, specifically Indigenous women.  

Canada’s history of intervening with Indigenous women particularly regarding 

issues of reproduction, pregnancy, and childrearing cannot go unmentioned. From the 

Progressive Era’s (1980-1920) sterilization projects to contemporary child welfare 

surveillance, Indigenous women’s bodies and sexuality remain a site of intense scrutiny 

(Sangster 1999). These colonial projects aimed to civilize Indigenous women through 

instilling virtuous behaviour, punishing moral offenses, and protecting them from further 

immorality (Sangster 1999, 36). Uses of the Venereal Diseases Act and the Female 

Refuges Act in the late 1800s through to the 1950s in Canada, overregulated and 

incarcerated Indigenous women who committed “moral infractions” or displayed “idle and 

dissolute” behavior (Sangster 1999, 37-39 & 60). Colonial values dispensed through law 

or the virtuous help of white middle and upper class women (via their roles as volunteers, 

nurses, and social workers) established methods of enforcing imperial civility. Elliot 

(2007) concludes that DOT programs act as “chemical incarceration” that function to 

both survey and contain their infectiousness, virally and geographically thanks to 

technologies such as community viral load mapping. I argue modern day TasP 

adherence practices perpetuate paternalistic colonial force in the name of public health.  

With a closer reading attentive to critical theories of race and racism, we see how 

the BCCfE authorizes “intensive” (at best) and forced (at worst) treatment; how more 

coercive treatments for the chronically non-adherent are more acceptable, highlighting 

the shifting nature of moral rules; that Indigenous women are deemed non-adherent, 

another form of lawlessness in the AIDS battle; and how violence demonstrated through 

force is an essential component rather than effect of TasP. Through the lens of critical 
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theories of racism, racist tropes and how they become infused in less obviously 

racialized categories of the drug user or non-adherent patient are discernable.  

Yet, the relational and contingent nature of the two racialized subjectivities to the 

ideal white patient is also exposed. The dispossessed drug user is identified as a poor 

Indigenous woman who requires greater “support” such as incentivized treatment and 

DOT programs. But, interventions for the non-adherent patient also range from 

compulsory HIV tests in the immigration process to the mandated treatment or 

incarceration of people convicted in the prosecutorial escalation of HIV criminalization, 

as I have described (Bisaillon and Ells 2014). The 2006 Ontario case of the immigrant 

woman who pled guilty to “failing to provide the necessaries of life to her newborn child” 

was mandated to HIV treatment and care, but she also had both her children 

apprehended and placed as permanent wards of the Crown (R. v. J.I.). Her punishment 

extended beyond the medical and treatment realms to familial and social, which 

supports my position of the invasiveness of the imperial nature of adherence practices. 

The lesson gleaned from these various interventions reveal the explicit need for 

treatment adherence otherwise coercive practices are enacted, ceasing hold of bodies to 

force medication, draw blood, isolate people, and separate families. In this reconfigured, 

yet racialized diorama, the adherent (white) patient is held up as the norm—the lawful 

and moral—evading not only coercive measures, but also racialization. Seemingly 

universal medical orders must be followed, otherwise intensified surveillance and forced 

practices for those who do not abide by medical orders are warranted. While I have 

included examples that extend beyond the provincial reach of TasP, they often rely on 

national laws, such as the Criminal Code, which also function within BC. TasP 

adherence practices, such as opt-out testing, immediate treatment initiation, intensive 

monthly viral load monitoring, nominal data collection, and erasure of privacy rights all 

lean heavily towards more overtly coercive practices such as mandatory testing, 

treatment, and incarceration. Race is simultaneously erased and enacted in HIV 

treatment adherence; and adherence not only maintains racial hierarchies, but also 

imposes force on those who attempt to evade HIV “care.” Now, I describe the various 

subjectivities made possible through the discourse of adherence in TasP. 
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7.2.1. The Undetectable 

I am far from being the first to suggest that undetectable is a subjectivity (Race 

2001; Grace et al. 2015; Lee 2013; Undetectable Flash Collective and Finkelstein 2015). 

Emerging shortly after the release of HAART in 1996, gay (white) men were among the 

first to discuss the possibilities of undetectability and its promise of transcendence. With 

ties to respectability and its possibility to unravel risk from sexual identity (specifically for 

gay white men), undetectability has shifted practices of barebacking, serosorting, and 

other sexual and safer sex activities (Race 2001). Explaining the medical significance of 

undetectability, Kane Race denotes that “if one’s viral load is undetectable one is not 

progressing to AIDS. Detectability equals progression towards death at a certain rate in 

this equation” (Race 2001, 176). Note here how undetectability evades death, pushing it 

off into the unknown future. As I have previously discussed, maintaining the elusive 

undetectability requires consistent engagement with health care to monitor one’s viral 

load and strict adherence to treatment. Race further explains that “‘undetectable’ status 

exempts the subject from the status of abject, it also implants an imperative around 

individual self-surveillance upon which the subject’s capacity to retain that (non-

contaminate) status depends” (Race 2001, 177-178). He also articulates neoliberalizing 

features within the epidemic beginning with HIV testing, which individuates the virus in 

separate bodies, and expands into HIV care as “the presence of viral load testing allows 

the epidemic to be imagined as an aggregate of individuals with viruses capable of being 

managed by these individuals, ‘in partnership’ with doctors” (Race 2001, 179). Initiating 

treatment perpetuates ideas that one can control the virus. More recently, Race notes: 

The appearance of undetectability as an explicit identity mobilized to 
mitigate any alarm associated with HIV positivity—that is, as a prevention 
identity in itself—is a relatively recent development; one that connects 
with discourses of Treatment as Prevention and recent clinical trials that 
suggest the reduced infectiousness of HIV-positive individuals on 
treatment. The emergence of this term as a prevention identity 
demonstrates how the field of sexual practice is directly and indirectly 
informed by biomedical discourse, though not in the ways necessarily 
expected or readily acknowledged by policy-makers. (“‘Party and Play’: 
Online hook-up devices and the emergence of PNP practices among gay 
men,” 2015) 

Daniel Grace and colleagues conducted an empirical study in Vancouver with 

gay men regarding undetectability noting that gay men unable to “achieve” undetectable 



 

 

247 

status faced detrimental “psychosocial ramifications;” “the new elite status of 

undetectable may in fact create further stigmatization and in-group marginalization within 

communities of gay men” (Grace et al. 2015, 346). Concurring with Race’s recent 

comments about undetectability subjectivity’s tie to TasP, Grace et al. found that it 

represented for gay men 

an aspiration or goal to achieve, as a facilitator of HIV- status disclosure, 
as a signifier of a return to normalcy post-diagnosis, as a category 
enabling sexual possibilities and/or rejections, as a rational for starting 
and/or continuing treatment, as a source of emotional and mental comfort, 
and for some, as a source of discomfort, contention, or confusion 
requiring further public health guidance. (Grace et al. 2015, 346-347) 

Practically, those adherent to treatment are rewarded with no necessary 

appointment to refill medication so long as one has adhered to and regularly refilled their 

stable HIV regimen, experienced no side effects, has complied with regular bloodwork 

that produce “stable results,” has an undetectable viral load, and has the agreement 

from one’s physician to do so (DaSilva 2014, 21). Undetectability has its benefits. 

Undetectability articulates one’s own lifespan projection, ascent from leper to human, 

individual responsibility for one’s health, and more so than before, one’s contribution to 

ending AIDS.  

Through a discussion of art and a closer examination of three BC PWA artists, I 

showed how adherence to treatment, which in theory garners undetectability status, was 

the prerequisite of AIDS heroism. As I have discussed elsewhere, men who have sex 

with men discourse works to separate gay white men—who redeem themselves through 

AIDS activism, prevention, and education—from men of colour, mainly immigrant men—

who have yet to accept and proclaim their “gay” identity and are effectively to blame for 

the spread of the virus (Manning 2010). Whiteness confers with dominant gay identity 

reinforcing homonormative standards of respectability, modern liberal ideals, and 

decisive and binary sexual identity boundaries. Tiko Kerr’s art and the way the BCCfE 

stands as exemplars of how undetectability is mobilized through adherence to HIV 

treatment and not only has he evaded death, but he is granted new life through 

maintaining a rigid routine of medical care. His declarations of gratitude to Dr. Montaner 

and the BCCfE only bolster his elite standing. In stark contrast, stands Johnson Aziga 

who despite his adherence to HIV care and treatment is still deemed a “dangerous 

offender.” This juxtaposition serves as one example of how Whiteness works to save 
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and promote the life of particular people over another. Racism works in this example to 

separate out those who are made to live from those exiled. Even adherence cannot 

redeem black and brown bodies as other cases of Black and Indigenous peoples. White 

undetectable subjects are afforded protection from forced practices so long as they 

adhere to HIV treatment and care demands. Within this research project, I have 

demonstrated how adherence to HIV treatment is central to undetectability, both 

biomedically and socially, and that whiteness is deeply invested in the production of the 

undetectable subject. 

7.2.2. The Unsuppressed 

Sara Ahmed reworking of the Other as the “stranger” offers particular insight to 

the relationship between the Undetectable and the Unsuppressed. The stranger exposes 

nuanced relations between the White subject and the Other by constructing whiteness 

through the Other rather than against it (Ahmed 2000, 55). Whereas the Other is 

rejected, the stranger is welcomed, yet held at a distance. The stranger highlights the 

fantasy of overcoming relations of force by rectifying the “structural antagonism between 

Indians and white men…through the act of getting closer” (Ahmed 2000, 124). The 

concept of the stranger highlights a nuanced and revised way that the White 

humanitarian subject comes into being as one who has refined techniques of possession 

and authority through friendship for knowledge production and imparting new ethics. 

Familiarity, proximity, assimilation, and difference are key elements by which the 

stranger is distinguished from the white self.  

The Unsuppressed represents the stranger in that they are familiar yet different. 

Their viral load sets them apart from the known and medically engaged Undetectable 

subject. However, they are also redeemable as objects of biomedical intervention 

through adherence practices. The Unsuppressed sit in a precarious position in that they 

could be incorporated into Undetectable subjectivity or they could evade health care, 

remaining a viral threat. 

Unlike Nguyen and Biehl’s articulations of citizenship, the Unsuppressed 

represent a unique subjectivity produced in the Vancouver implementation of TasP. 

Whereas exiled bodies in Western Africa and Brazil are excluded from treatment for 

either lack of resources or articulation of worthiness, the Unsuppressed pose a threat to 
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public health in Vancouver. Because of their relative proximity to uninfected people, they 

must be encouraged to adhere to HIV treatment to prevent transmission. Their proximity 

makes them dangerous, but their partial engagement with health care offers the promise 

of redemption. 

Ahmed’s fantasy of overcoming enables the researcher or health care provider to 

refashion violence as friendship and incorporation. In TasP adherence practices, 

treatment is to benefit both individual patients and the public. Patients are encouraged to 

initiate treatment immediately. HIV testing is administered for everyone’s benefit. These 

altruistic practices present a challenge to argue against given the good that they claim to 

be dispensing. Wafaa El-Sadr, one of the lead physician researchers on the HTPN 052 

study, claims that non-adherent patients “ultimately do come around. You talk to them, 

you talk to them, you talk to them. Forcing them would make them run away” (McNeil 

2011). El Sadr’s approach highlights the relentless push for treatment adherence and 

the irony that those non-adherent can run away. 

Although Ahmed articulates the idea of “getting closer” in reference to feminist 

researchers who incorporate Indigenous subjects as co-authors in academic texts, it is 

useful as well in understanding TasP adherence practices. The friendship offered 

through shared authorship or medical partnership that comprises adherence in HIV care. 

The violence of acculturating the Unsuppressed into HIV care and ultimately adherent to 

HIV treatment is masked as friendship, as concern for individual patient health. Getting 

closer means knowing one’s viral load, CD4, genotypes and phenotypes, and 

confessions of adherence or non-adherence. Through the process of the physician 

getting closer with the patient, the PWA’s blood is taken to be known not only for their 

own health records, but also for research purposes. Compliance is remade as 

adherence through physician-patient friendship. Friendship constitutes “a technique, a 

technique of knowledge” and of surveillance (Ahmed 2000). Ahmed argues that 

friendship conceals “the operation of an epistemic difference and division;” PWAs are 

constituted as objects of biomedical knowledge and are marked as different and 

separate, which reasserts distance from those not infected with HIV (Ahmed 2000, 66). 

The fantasy of overcoming may be particular to the Unsuppressed as the process of 

conversion to HIV treatment reflects the distance between them and their willingness to 
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engage in HIV care, whereas the Unsuppressed assert their close proximity to being as 

close as they can be to not being HIV positive through adherence to HIV treatment.  

Unlike the Undiagnosed, the Unsuppressed know their HIV status through forced 

or voluntary means. Because HIV testing is primarily done through medical intervention, 

they have engaged in some way with health care in order to know their serostatus.6 In 

this way, they are partially incorporated into HIV care, if not treatment. Thobani reminds 

us that “exaltation enables nationals with even the lowliest ‘internal’ status to claim 

civilizational and existentialist parity with privileged insiders and civilizational superiority 

in their daily encounters with outsiders” (Thobani 2007, 21). Taken in the context of 

TasP, the Unsuppressed, so long as they subscribe to practices of adherence, are able 

to claim parity with the Undetectable for their creditable efforts, but also superiority over 

the Undiagnosed who remain elusive. The Unsuppressed represent a broad range of 

people including those who are adherent to HIV treatment, but cannot obtain or maintain 

an undetectable viral load to people who have simply tested positive and remain 

unengaged in HIV care and treatment services. I have used Ahmed’s concepts of the 

stranger, getting closer, and friendship to articulate how the Unsuppressed may be 

incorporated into HIV care, but also how violence is enacted through techniques of 

friendship, which highlight the seemingly less coercive approaches mobilized in TasP.  

Examples explored in this dissertation of Black and Latino women who were 

ACTG 076 research participants, pregnant women, and Indigenous women living in the 

DTES serve as possible Unsuppressed subjects who may remain precariously placed 

between voluntary and forced practices deployed in either foundational experiences 

advancing TasP or TasP itself. The Unsuppressed constitute a subjectivity constructed 

through biomedical knowledge and clinical encounters. Biomedical knowledge works to 

describe non-adherence through racialized articulations, re-using and remaking racist 

and colonial knowledge, which privileges those who seek medical care. Biomedical 

knowledge erases the ways medicine has been used for imperial and racist means, 

which dissuade people of colour and Indigenous people from engaging in HIV care. 

Adherence to treatment stands as the primary way to access white privilege and 

protection from coercive measures in TasP. Those who are marked non-adherent, the 

Unsuppressed, require more intensified intervention through the friendly monetary 

promises of incentivized treatment or the more coercive approach of DOT programs. It is 
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not haphazard that racialized bodies comprise the category of the Unsuppressed; 

biomedicine recuperates its historical colonial practices to articulate racism in a new way. 

In these ways, TasP targets racialized bodies. 

7.2.3. The Undiagnosed 

The main reason I have not mentioned the Undiagnosed until now is because 

they remain relatively unknown in TasP. They figure into biomedical imaginary as the 

reckless, highly infectious subject and recently have been conceptualized in community 

viral load (“Measuring the Unknown,” 2013). Presumed to be responsible for 50% of all 

transmissions, the Undiagnosed not only are not engaged in care and therefore not 

adherent to treatment, but commit the more atrocious act of not even being HIV tested 

(Primary Care Guidelines Panel BC Centre for Excellence in HIV AIDS 2011, 11). If you 

recall they are the primary reason for TasP implementing universal opt-out HIV testing. 

Because anyone could be a threat, everyone is tested.  

Practices tested on those known to be dangerous are then applied to the whole 

in order to ferret out those hiding among “us.” Despite protests and based on findings 

from the ACTG 076 trial, HIV testing is now a routine, and in some American states 

mandatory, test for pregnant women. The fear of “African AIDS” supports the rationale 

for mandatory HIV testing for immigrants and refugees applying to come into Canada. 

As Race suggests, testing neoliberalizes the epidemic, shifting the experience and 

responsibility of HIV from a collective one to an individual one. Although the collective 

practice of mandatory HIV screening could arguable be considered a shared experience, 

the negative test result is the only outcome that brings a sigh of relief. Blake Scott 

argues that mandatory testing is an example of “the renewed impulse to identify risky 

people,” shifting the purpose from screening to case identification from which a cascade 

of interventions such as contact tracing, partner notification, and now immediate 

treatment initiation follow (Scott 2003, 57). Further he suggests that pushes for 

widespread voluntary testing and mandatory testing reveal the goal of containing HIV 

and protecting the public (Scott 2003, 57). The panic revolving around HIV transmission 

has long justified more coercive and extensive practices such as mandatory HIV testing. 

The figure of the Undiagnosed haunts the biomedical and public imagination, merging 
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with sensationalized media stories of dangerous, rogue Black men and vicious spitting 

“Native” men.  

The Undiagnosed represent the monsters of TasP, lurking around every corner. 

As discussed, the monstrous bodies of Black men particularly give a bodily form, race, 

sex, and sexuality to the Undiagnosed. Ahmed reminds us of the corporeal impact of 

colonialism: 

Colonialism makes the world ‘white’, which is of course a world ‘ready’ for 
certain kinds of bodies, as a world that puts certain objects within their 
reach. Bodies remember such histories, even when we forget them. Such 
histories, we might say, surface on the body, or even shape how bodies 
surface. Race then does become a social as well as bodily given, or what 
we receive from others as an inheritance of this history. (Ahmed 2007, 
153-154)  

Walcott and Ahmed suggest that histories remain written on bodies, particularly 

racialized bodies even when categories appear de-racialized. I suggest that the body of 

the Undiagnosed figures in the biomedical and public imagination relies on racist tropes 

that portray men of colour and Indigenous men as heathens with ferocious sexual 

appetites who remain untamed by the friendly offer of science or sensible and 

benevolent Canadian society. These infectious and malicious subjects are revived 

through TasP anxieties of the Undiagnosed and the threat they pose to public health. 

Given their unsurprising savagery, more extensive and forceful interventions are 

required. In this way, the Undiagnosed represent more of the racialized Other who is 

excluded or left for death. 

My discussion of the various subjectivities produced through TasP centre on their 

relation to adherence not only to HIV treatment, but also prevention efforts. In TasP, 

testing figure as a key practice that distinguishes people, detecting the virus, uninhibited 

replication, and its mutations. Those who test negative remain unfazed by TasP’s 

extensive practices. Yet, those who test positive become its primary targets. Blood 

becomes their tell. Blood reveals the presence of the virus, but also one’s loyalty to 

treatment and prevention efforts. The original culprits of AIDS, gay men, have redeemed 

themselves through their fight for access to treatment, their on-going engagement with 

health care, and their adherence to treatment. Seeking “new” prevention interventions, 

they have pushed for scientific studies of other treatment-based efforts such as pre-
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exposure prophylaxis (PrEP), which have again permits “the Euro-American propensity 

to use African bodies [particularly women’s] for experimentation and profit,” through 

offshore trials (Comaroff 2007, 18; Patton and Kim 2012). Predominantly, gay white men 

figure as the redeemed and elite in TasP through their status as Undetectable. Marked 

against the adherent Undetectables are the Unsuppressed and Undiagnosed. The 

possible, but precarious place of the Unsuppressed resemble the immigrant that 

Thobani details, who may or may not be afforded the protections of Whiteness provided 

to ideal patients. They are welcomed into the privileged subjectivity so long as they 

adhere to treatment and subscribe to its practices. Yet, if they diverge from the goal of 

ending AIDS, they will be subjected to more forceful measures that ensure their 

subjection. The Undiagnosed come to represent the wild and malicious rogue 

responsible for half of all HIV infections, igniting multiple racist discourses. TasP is 

premised on knowing, knowing through blood, knowing viral loads. To what end does 

knowing permit violence? 

The scientific knowledge of blood can be tied to eugenics. In 1883, the father of 

eugenics, Sir Francis Galton, defined this emerging field of medicine as “the science of 

improving stock—not only by judicious mating, but whatever tends to give the more 

suitable races or strains of blood a better chance of prevailing over the less suitable than 

they otherwise would have had” (R. A. Wilson 2015, italics added). Both David Macey 

and Ladelle McWhorter draw direct links between late 19th century eugenics and modern 

projects of French pre- and post-natal care and the right wing American family values 

movement, which respectively, link the eradication of venereal diseases, particularly for 

pregnant women, and raising “proper” families to mobilizing eugenics projects post 

World War II. Macey notes, “Few would now describe campaigns for improved ante-

natal care as ‘eugenic’ and most would probably regard them as eminently desirable 

public health measures” (Macey 2009, 199). Eugenics offers one explanation that 

connects colonial public health measures, medical interventions concentrating on 

pregnant women, and the quest for purer blood, all echoed in modern day TasP 

interventions. 

By engaging critical race theories of biopower, what is made visible is how 

racism is an essential component of colonialism and medical practices such as 

treatment adherence. Subjectivities constructed from these enactments of power 
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relations now appear racialized. Moreover, violence also is exposed through its forceful 

moral authority, shifting laws and rules that favour the white subject; the affirmation of 

white bodies as righteous and legitimate; and conversely, the castings of Indigenous, 

brown, and black bodies as lawless and rogue. In their discussion of Foucault’s 

“interpretive analytics,” Hubert Dreyfus and Paul Rabinow characterize his 

methodological distinctions between archeology and genealogy. They suggest that the 

banner declaring genealogy’s ethos should be: “Mistrust identities in history; they are 

only masks, appeals to unity” (Dreyfus 1983, 107). These three subjectivities I 

articulated offer a way to see how power works thorough TasP adherence practices. In 

the following section, I detail forced practices that I attribute to a war on PWAs. Critical 

examinations of race and racism make both the productive—the creation of raced 

subjectivities—and negative—the use of violence—forms of power visible in relations 

exercised in HIV.  

7.3. The Sovereign Power of TasP: Violence as the Internal 
War on People Living with HIV/AIDS 

TasP’s promise of the end of AIDS not only brings subjects into being, but also 

engages force relations. Treatment is the panacea as it not only prolongs and improves 

life, but it prevents HIV transmission. With such hopeful potential comes enforcement 

targeted at those who are non-adherent because they threaten the goal of TasP. Having 

just outlined the TasP subjects most targeted, we can see that the Unsuppressed and 

the Undiagnosed are most likely to experience coercive practices because, either 

actively or passively, they stand in opposition to TasP. Before I detail several forced 

practices, I discuss how these two targets of TasP differ from previous iterations of HIV 

citizenship. 

As I have mentioned earlier, in the Global South, as Nguyen discusses, 

subjectivities through AIDS testimonials produce subjects worthy of salvation, which 

amounts to the administration of ARTs. On the flipside, João Biehl details how 

technologies of invisibility in Brazil’s AIDS efforts turn certain people into “absent things” 

(Biehl 2004). He argues that Brazil’s AIDS policy and practice leaves those with 

HIV/AIDS who are the “poorest and marginal” to die, but counts and blames them for 

their mortality: 
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I mean: these abandoned only become partially visible in the public health 
system at the end of life and are then traced as ‘drug addicts,’ ‘robbers,’ 
‘prostitutes,’ or ‘noncompliant,’ practices and labels that allow them to be 
blamed for their dying. They remain at the margins or absent from 
nongovernmental interventions. In the end, there are no records of their 
individual and social trajectories, and the complex economic and 
technical causes that exacerbate infections and immune depressions 
remain unaccounted for. (Biehl 2004, 120) 

Biehl’s work exposes the material consequences of being unworthy of 

personhood, or rather biomedical citizenship. He argues that rights have shifted from 

political to biological in the implementation of the country’s dissemination of free 

antiretroviral therapy. The biomedical citizens are those who “dare to identify themselves 

as AIDS cases in an early stage of infection at a public institution and who autonomously 

search (they literally have to fight for their place in the overcrowded services) for 

continuous treatment” (Biehl 2004, 120). In both Nguyen’s and Biehl’s analyses of 

citizenry, they articulate a group unworthy of ARTs or intervention.  

Ahmed’s concept of proximity highlights a key difference between these contexts 

and the context of TasP in Vancouver. Aside from the obvious difference regarding geo-

politics, the Unsuppressed and Undiagnosed in BC threaten the efforts of TasP simply 

because they are close to uninfected people. Proximity makes them dangerous. In the 

resource rich place of BC where PWAs can access treatment for free (similar in some 

ways to Brazil), there are lives worth protecting from HIV infection. While the possible 

glory of creating the approach credited with ending AIDS may be reason enough to try 

and implement such a lofty goal, I argue that it is because there are people worthy of 

protection that remain unaware of the war being waged against PWAs for their sake.  

Much of my project has been to detail the violence used in TasP and how racism 

persists in its implementation. TasP relies on historical practices such as 19th and 20th 

century colonial medicine used to divide people in Africa. It is premised on the 1994 

ACTG 076 study, which employed coercive tactics to test the effectiveness of AZT to 

prevent vertical HIV transmission. TasP takes advantages of HIV testing protocol 

developed out of the ACTG 076 study, making HIV testing hard to decline in prenatal 

care. TasP benefits from the dissolution of privacy laws in favour of biomedical research 

and program evaluation. TasP sustains DOT programs used to intervene with non-

adherent people. But TasP also furthers practices of eliminating pre- and post-test 
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counselling, naming people in HIV testing, initiating immediate treatment, increasing viral 

surveillance, and compiling identifiable health and personal information. Now, I briefly 

explore some of the potential practices of TasP that more clearly delineate how force 

relations could be bolstered. I do this to heighten ethical concerns already present in 

TasP adherence practices. 

7.3.1. Mandatory HIV Screening: A Canadian Reality? 

While I have not examined the conditions of mandatory HIV screening, it is 

worthy to note two groups of people who are presently subjected to these practices: 

people applying for Canadian residency and prisoners. I mention these two groups of 

people because although either a combination of federal and province law or solely 

federal law regulates them, they represent groups of people who have limited human 

rights within Canada. I make this point to heighten awareness regarding the precarious 

positions of those with fewer rights than (other) Canadians are in with regards to HIV 

screening. As of 2002, a mandatory HIV test is required in all applications for permanent 

or temporary Canadian residency (Bisaillon 2010). Laura Bisaillion’s work reveal the 

“disturbing disjuncture” between governmental reports of applicants consenting to HIV 

screening, being provided pre- and post-test counselling, and receiving appropriate 

medical referrals upon diagnosis and the legal reality of mandatory HIV screening, 

reports from health care providers, and documented empirical research from refugees 

and immigrants who underwent the Citizenship and Immigration Canada medical 

examination (Bisaillon 2011). This is one instance where outright mandatory testing is 

re-branded into a more ethically acceptable version.  

Similarly, Marilou Gagnon and colleagues raise concerns about mandatory 

testing in some US prisons, pointing out the rationale seeks to identify systematically 

HIV-positive inmates in order to reduce transmission, “facilitate the delivery of care to 

HIV-positive inmates,” and protect other inmates (Gagnon, Jacob, and Cormier 2013). 

Further, even though the CDC recommends voluntary opt-out HIV screening, advocates 

of mandatory testing argue that this testing approach is the “best” and “most effective” 

(Gagnon, Jacob, and Cormier 2013, 160). The rationale for mandatory HIV screening 

differs little from the rationale promoting TasP. Gagnon et al. do make a clear distinction 

between routine opt-out testing and mandatory testing, remarking that the former 
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requires inmate consent and refusal bears no instituted repercussions. However, they do 

point out that numerous American studies confirm that prisoners perceive that “routine 

HIV testing is virtually synonymous with mandatory testing” where conformity in the 

admission process is expected and that AIDS activists continue to voice ongoing 

concerns about coercive medical practices in prisons worldwide given the call for the 

upscaling of HIV testing (Gagnon, Jacob, and Cormier 2013,156-157; Jürgens, Nowak, 

and Day 2011).  

Out of the 2010 National Institutes of Health (NIH) funding program, “Seek, Test, 

and Treat: Addressing HIV in the Criminal Justice System” program, thirteen research 

studies were funded including one that seeks to test “[m]andatory or opt-out HIV testing, 

universal ART access, personalised linkage to care and support services” for inmates in 

North Carolina and Texas (Granich et al. 2011, 452; National Institutes of Health 2009). 

From this specific study conducted by David Rosen and David Wohl’s team, they found 

that 84% of inmates they surveyed thought HIV testing was mandatory, confirming that 

that the informed consent process is “inadequate…with the opt-out approach” (Rosen et 

al. 2014). Clearly, the strong recommendation from the CDC regarding opt-out voluntary 

HIV screening in prisons has not had the desired impact on practices or perceptions. 

Although Gagnon et al.’s review centres on the United States, the Canadian HIV/AIDS 

Legal Network registered its objection to the proposed forced HIV testing amendment to 

the Corrections and Conditional Release Act as put forward by the Union of Canadian 

Correctional Officers in 2006. Mandatory HIV screening in Canada remains enacted in 

Canada’s immigration system and continues to be debated in the country’s jails and 

penitentiaries.  

7.3.2. Forced Treatment: Technological Advancements In the 
Name of Adherence 

With proclamations such as The New York Times’ “Drugs Stop AIDS. Take Your 

Medicine,” pharmaceuticals factor into discussions of adherence more and more (McNeil 

2011). Following in the footsteps of injectable medication to prevent pregnancy such as 

depot medroxyprogesterone acetate or Depo as it is more commonly known, HIV 

treatment is advancing to incorporate longer acting approaches. Proven already in “the 

management of schizophrenia in refractory and non-compliant patients,” injectable 

treatment also offers health care providers the ability to oversee its administration, 
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ensuring exceptional adherence (“New Approaches to Antiretroviral Drug Delivery: 

Challenges and Opportunities Associated with the Use of Long-Acting Injectable Agents,” 

2013a, 8). With several drugs in trial stages including phase 2 trials involving human 

subjects, injectable HIV treatment that requires monthly or quarterly are nearly upon us 

(Spreen et al. 2013; J. Williams et al. 2013). 

Key TasP physician researchers have stated their priority of public health over 

individual patient rights. Ronald Bayer is one who advocates aggressive tactics which 

earned him the nickname among his colleagues “’Dr. Coercion’ because [he is] often on 

the side of public health trumping individual rights” (McNeil 2011). Approaching 

adherence through technotherapeutics, Marilou Gagnon and colleagues argue that 

these pharmaceutical technologies bring together three forms of risk identified in 

neoliberal societies: insurance risk, epidemiological risk, and case management. 

Together these forms of risk are “less concerned with individual adherence than with 

managing shared health costs, the spread of disease, and keeping individuals who pose 

a risk connected to regulatory systems” (Gagnon, Jacob, and Guta 2012, 66). In an 

interview with The New York Times, Bayer hypothesizes that “if there were a single pill 

that could render a patient noninfectious for a year, forced treatment might be 

imaginable” (McNeil 2011). With injectables in human clinical trial phases, forced 

treatment becomes possible and considerable.  

Several physicians interviewed for the previously mentioned New York Times’ 

article—including Myron Cohen, the preeminent HTPN 052 researcher, and Thomas 

Frieden, the head of the US Centers for Disease Control and Prevention—concluded 

that “forcing a tiny minority of selfish and self-destructive patients into treatment” would 

be unethical given the vast majority seeking treatment (McNeil 2011). But indeed I have 

demonstrated when mandatory treatment is considered ethical. Drawing the connections 

between the AIDS quarantine bill and the present day Public Health Act, made visible to 

present legislation and regulations that already make mandatory treatment possible. 

Given the Canadian courts history of mandating people to treatment, be it drug and 

alcohol, anti-violence, or HIV treatment, we may want to consider under what 

circumstances and against whom might mandatory treatment be ordered. In the 2012 

BC Ministry of Health strategic HIV prevention framework, Hope to Health: Towards an 

AIDS-free Generation, proposes “the next generation of British Columbians will grow up 
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AIDS free” (British Columbia Ministry of Health 2012, 2). With the pharmaceutical 

advancements, medical rationale in favour of public health, and the political will to end of 

AIDS in sight, is mandatory treatment conceivable for non-adherent PWAs? 

7.3.3. Modern Day Quarantine: HIV Criminalization, Chemical 
Incarceration, and the Role of Containment 

Quarantine has more often reflected the prejudices and fears about a 
disease than a scientific understanding that's causation.  In the case of 
the Guantanamo quarantine, there is no public health rationale for this 
measure. Duke Austin, a spokesperson for the Immigration and 
Naturalization Services, is quoted as arguing that ‘quarantine is 
necessary to protect the health of INS and military personnel.’ ‘These 
people,’ he said, meaning the Haitians, ‘pose some danger to the 
population which they can contaminate, and, we say, the uninfected need 
to be protected.’  To state the obvious, only if INS staff are having sex, 
sharing drugs, or beating immigrants so violently that the victim's blood 
enters the batter's body that there is, in fact, a risk of infection.7  

__________________________________________________________ 

That the prospect of jail sentences to this minority [‘callous and ruthless 
individuals who intentionally put their partners at mortal risk’] may tend to 
impede efforts to prevent the spread of this virus is open to speculation. It 
is questionable whether such persons would be prone to submit to 
voluntary testing unless it suited their immediate interests, in which case 
they are likely to seek testing in any event. 

Be that as it may, allowing individuals like [Mr. Aziga] to remain at large in 
society on the hypothesis that their imprisonment would dissuade others 
from voluntarily seeking testing is neither a practical nor an acceptable 
solution. Individuals who have proved themselves capable of paying no 
heed whatsoever to competent and authoritative medical instruction as to 
the measures absolutely essential for the protection of others from HIV 
infection represent a grave danger to society and they cannot be allowed 
to circulate freely in it for fear that they will continue to knowingly infect 
other unwitting partners with impunity. By the same token, others who 
might be inclined to emulate these actions must not be allowed to gain 
any impression that they can pursue such a deplorable course of conduct 
without risking sanctions. The consequences are too grave for society not 
to take every means at its disposal to curb such conduct and the court 
has a duty to protect the public accordingly. (R. v. Aziga, 2011e, 52-53) 

Before Guantanamo Bay bore its notorious status of a prison for those suspected 

of terrorism against the United States, it was a quarantine camp for over 280 Haitian 
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asylum seekers between 1991 and June 1993. The first epigraph is quoted from an ACT 

UP NY activist who spoke against the Guantanamo quarantine, which highlights 

relations of force enacted through immigration officials seeking to protect the public. The 

second epigraph is taken from Johnson Aziga’s 2011 sentencing as Justice Lofchik 

quotes Justice Marshall who ruled in the 1993 precedent setting case of R. v. Mercer. 

Both Justices emphasize the “grave danger to society” that PWAs can pose. I urge us to 

consider the racialized tactics used to articulate threats to the public that immigrants 

living with HIV are charged with posing and how seemingly neutral law works to institute 

racial exclusion and containment. I also argue that HIV citizenship may be more literal 

than figurative, as I have shown how immigrants, even with permanent residency, are 

disciplined intensely through the criminal courts. 

The federal government has particular power via immigration laws and 

regulations to contain people. In this way, containment also functions to protect the 

public, or the ones whose life is worth fostering. An example of this form of exclusion can 

be seen in immigration policies and procedures that reject immigrants who test HIV 

positive who then may return to the conditions that permit their death. In contemporary 

BC, there are two legal ways one can be contained: public health injunctions and 

criminal sentencing. I have detailed public health legislation and regulations that allow 

for containing someone who places public health at risk and several cases of HIV non-

disclosure prosecutions and sentencing rulings. In these cases, containment can work to 

enforce treatment. As others and I have described, prisons can also be a place where 

treatment is forced even when it is not part of the sentence, as current TasP trials 

demonstrate (Gagnon, Jacob, and Cormier 2013; Granich et al. 2011). But as Denielle 

Elliot’s ethnographic work describes, DOT programs function as chemical incarceration, 

which bind people to particular geographic areas prohibiting travel. Containment works 

to both exclude and to limit movement. With these forms of containment presently in 

effect in BC and similar ones in other parts of Canada, the question remains: what else 

could be used to fulfill TasP’s vision? 

Critical race theorists and postcolonial thinkers detail various forms of exclusion, 

dispossession, and containment as a violent rejection of the Other and how this violence 

is deployed through citizenship and nation building. Critical HIV scholars examine forms 

of citizenship often in metaphoric ways, but these theorizations highlight the material 
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consequences. Several of the examples in this dissertation reflect the ways Indigenous 

people and immigrants are literally contained as the epigraphs and examples of criminal 

cases suggest. I argue that we must consider the ways citizenship is not metaphoric, but 

literal as it reveals the racialized hierarchy at work in HIV citizenship and particularly who 

is contained. Given the war on terror that we still find ourselves in, we should ask under 

what conditions will people be contained, for what purposes, and for how long? While 

there are numerous cases of criminal HIV non-disclosure prosecutions of white people, I 

ask us to consider how does containment not engage racism? 

7.4. End of AIDS 

This dissertation demands that we wrestle with these ethical questions now given 

the gravity of TasP’s coercive practices and the legislative possibility to bolster forced 

practices. I ask that we critically consider its rationale and practices as the way to end 

AIDS. The question I pose is this: to what end and at whose expense are we willing to 

end AIDS? The question is not rhetorical nor is the answer obvious. My hope is that this 

project calls into question the science and ethics of TasP enough so that the need for 

this question is evident. Doubt can be an antidote to the laudable promises of TasP.  

This project is not to single out the BCCfE although its culpability in perpetuating 

TasP is clear, but rather to understand that TasP as a prevention intervention draws 

from a long colonial history to which we are all implicated. The altruistic goal of ending 

AIDS is praiseworthy and broadly held by all who have been affected and infected by 

this virus. My contribution to the broader effort of seeking equity and social change is 

providing historical documentation in HIV prevention and treatment interventions to 

ground concerns about TasP and how the violence of TasP is particularly directed at 

people of colour and Indigenous people, and others in society who are deemed to have 

fewer rights because of the perceived threat they pose to society such as pregnant 

women, immigrants, and prisoners, perpetuating the imperial project. As this project has 

also shown, my concerns are not isolated. In fact, it joins the chorus of those most 

affected by the discourse of adherence. While it has shifted and changed over time and 

place, PWAs resistances to adherence are relentless—from challenging medical 

authority to speaking back against police brutality. Their personhood, their bodies, their 



 

 

262 

work, and their challenges remain a constant beckoning for thoughtful response to end 

the war on people living with this virus not only ending AIDS. 
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1 Originally an acronym for ‘people with AIDS,’ I use the language of PWAs, referencing its the 
first politicized use. The Denver Principles established PWAs as people with rights and agency 
rather than passive victims or patients (see Denver Principles). Even though there are other 
acronyms now used, more commonly PLWHs (people living with HIV) or PHAs (people with 
HIV/AIDS), I maintain the use of PWAs to reference the politicized assertion of persons living 
with HIV/AIDS.  

2 “GMHC: ‘Prostitutes, Risk, and AIDS.’” 1988. Video # 01044. Gay Men’s Health Crisis Video 
Collection. New York Public Library. AIDS Activist Videotape Collection, 1985-2000, New York 
City, NY. 7 December 2013; Tuberculosis. NYC Department of Health. 1992. Box 29, Folder 
793. Accession 99-042 Office of the Mayor (Mayor Dinkins) Director Martin Rouse/M. Hill, 
Office of Lesbian & Gay Community Subject Files, Tra-Wea, 1990-1993. New York City 
Municipal Archives, New York City, NY. 09 December 2013; “Guantanamo (Senate Ban).” 1993. 
Video # 01235. Royal S. Marks AIDS Activist Video Collection. New York Public Library. AIDS 
Activist Videotape Collection, 1985-2000, New York City, NY. 11 December. 2013; 
“Guantanamo (Quarantined by the USA).” 1993. Video # 01234. Royal S. Marks AIDS Activist 
Video Collection. New York Public Library. AIDS Activist Videotape Collection, 1985-2000, New 
York City, NY. 11 December 2013.  

3 GIPA and MIPA are two principles established to include and value the essential participation of 
PWAs in all aspects of the response to AIDS. GIPA was first advocated in increase the 
opportunities for PWA involvement, but MIPA amended it to specify that the quality 
contributions offered should also be meaningful. See UNAIDS, March 2007. 

4 The style of dance popularize by Madonna in her 1990 video, “Vogue,” came out of ballroom 
culture, which is a “house” structured culture where predominantly gay men, transsexual, or 
transgender people compete in particular kinds of dance competitions such as voguing. “Paris 
is Burning,” is another example of ballroom culture. 

5 In addition, Stark conducts an ethnographic study of research ethics boards, which includes 
participant observation of meetings, interviews, all along side document review. My proposed 
research will only examine publicly accessible materials available through archives and online 
sources. So our investigations not only have different interests (hers, process; mine, changes in 
adherence practices and knowledge claims), but therefore we also have different 
methodologies as well as different sources. 

6 While HIV home testing kits represent possible none engagement with health care system, I 
maintain that HIV testing remains primarily done through accessing health care services. 

7 “Guantanamo (Quarantined by the USA).” 1993. Video # 01234. Royal S. Marks AIDS Activist 
Video Collection. New York Public Library. AIDS Activist Videotape Collection, 1985-2000, New 
York City, NY. 11 December 2013. 


