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Abstract

Low adherence is the single most important challenge to controlling HIV through the use of high 

acting anti-retrovirals (HAART). Non-adherence poses an immediate threat to individuals who 

develop resistant forms of the virus as well as a public health threat if those individuals pass on 

treatment-resistant forms of the virus. To understand the concerns and perceptions that promote or 

deter adherence to antiretroviral medication by HIV-positive African-American women, we 

conducted in-depth interviews with 15 African-American women taking HAART. We focused on 

the discourse and narratives women use in talking about their adherence practice. Discourse 

analysis was utilized to identify and explore the sources of influence used by these women in 

describing their adherence practice. Roughly a third of the sample fell into each of the three self-

assessed adherence categories: always adherent, mostly adherent and somewhat adherent. Among 

the ‘always adherent’, 80% of the sources of influence cited supported adherence, while only 48% 

and 47% of the authoritative sources cited by women in the ‘mostly’ and ‘somewhat’ categories 

supported adherence. Each self-assessed adherence group was characterized by its own distinctive 

discourse style. Findings suggest that adherence to HAART among African-American HIV-

positive women would be improved by identifying those influences undermining adherence. 

Focused study of the ‘always adherent’ types is recommended.

Introduction

The challenge of improving adherence to high-acting anti-retroviral therapies (HAART) is a 

major public health priority (Chesney et al., 2000; Hogg et al., 1999; Pequegnat & Stover, 

1999; Singh et al., 1999). Yet despite considerable research aimed at identifying the 

correlates of successful adherence practice, a single trait or a set of traits or conditions that 

would predict adherence practice has yet to be identified (Gordillo et al., 1999; Horne, 1998; 

Rabkin & Chesney, 1999). Nor has a consistent association between adherence and patient-

centred variables (Meichenbaum & Turk, 1987) or demographic characteristics (Besch, 

1995) been established. Researchers in the field of adherence have begun to advocate 

moving away from efforts to isolate a single variable or set of variables. Instead, such 
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researchers favour a patient-centred approach that incorporates the patient’s own ideas about 

their illness and treatment, and seeks to reconcile views of patients and health practitioners 

(Horne, 1998), with attention to the cultural and social context in which adherence is 

practised (Diez-Rouz, 1998; Sumartojo, 1993). Following this direction, this paper explores 

how a woman’s understanding of her disease and her medical regimen influence adherence 

practice within a specific, delimited group: HIV-positive African-American women living in 

Detroit, Michigan. To accomplish this, we examine talk about adherence by African-

American women taking HAART, and identify the thoughts, beliefs and formulations that 

shape actual adherence practice. Utilizing discourse analysis (Goodwin, 1990; Tannen, 

1990), we focus on three areas: (1) the identification of sources of authority that either 

promote or discourage adherence; (2) an exploration of how women resolve conflicts 

between conflicting sources of influence promoting adherence or selective adherence;1 and 

(3) a description of the discourse styles characterizing different types of self-assessed 

adherence practice.

The problem

The current picture of HIV in the USA reveals that non-Hispanic Whites represent 45% of 

all diagnosed cases, African-Americans 36% and Hispanics 16% (CDC, 1999). Given that 

African-Americans represent only 12.1% of the overall population (Shinagawa & Lang, 

1998), the incidence of HIV among African-Americans is clearly disproportionate. Women 

have been relatively neglected in HIV research (Cohen, 1995; Farmer et al., 1996) and are 

an at-risk population in which HIV is emerging rapidly (Hader et al., 2001). In a community 

cohort longitudinal study of African-Americans in New York City, researchers reported 

alarming increases in infection rates for African-American women, resulting in a male to 

female infection ratio of 1.5:1 (Brunswick & Flory, 1998). With increasing numbers of 

women—in particular African-American women—becoming infected, the need to 

understand their adherence practice becomes imperative.

Combination antiretroviral therapies have demonstrated clinical efficacy in decreasing 

mortality and in improving the quality of life for people with HIV. The success of such 

treatment, however, requires strict adherence to a complex and demanding dosing regimen. 

Failure to adhere rigorously to the regimen, even for a short time, can, in some instances, 

lead to the emergence of drug-resistant viral strains. Intermittent adherence suppresses the 

viral strains most susceptible to HAART, while allowing resistant strains to emerge. These 

drug-resistant strains can be transmitted (Flexner, 1998; Vanhoe et al., 1996). Thus, non-

adherence poses problems for the population beyond the threat to the individual patient 

(Chesney et al., 2000; Rosenberg, 1995).

Adherence rates for HAART are similar to rates for medical treatments of chronic illnesses 

in general. These vary from 19 to 89% (Epstein & Cluss, 1982). In general there is an 

expectation of 50% adherence for medication in long-term therapy (Sackett & Snow, 1979). 

Yet even a week of less than 80% adherence to HAART can cause treatment-resistant 

1We use the term ‘selective adherence’ along with ‘non-adherence’ because volunteers in this study voiced an intention to be adherent 
and took at least some of their medications, although often according to their own dosing scheme. Most volunteers made conscious 
decisions about when and which medications they took, hence the term ‘selective’.
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strains of the virus to emerge (Rabkin & Chesney, 1999). The different medications 

involved in HAART must be taken at regularly specified intervals during the day; some 

must be taken on an empty stomach, others when full. The need for adherence along with 

the lack of flexibility in the HAART dosing regimen, has led researchers to seek answers by 

studying adherence practice in relationship to a wide range of variables (Proctor et al., 
1999). For example, studies have found that beliefs about the need for the treatment (Stall et 
al., 1996) and the efficacy of the treatment (Blumenfeld et al., 1990; Muma et al., 1995) are 

associated with adherence. Attitudes of friends and trust in physicians are associated with 

adherence (Stall et al., 1996). Research has identified that life setting (e.g. homelessness 

(Bangsberg et al., 2000; Samet et al., 1992)), substance use or a chaotic personal life may 

further affect the individual’s ability to adhere. Finally, the cognitive impairment sometimes 

associated with advanced HIV can create memory problems that challenge the ability of the 

individual to follow their regime (Rabkin & Chesney, 1999), as do psychiatric disorders 

such as depression (Singh et al., 1996; 1999).

The approach

Being HIV-positive changes an individual’s expected life course, requiring those afflicted to 

rethink their life goals and the ways in which they will attain them (Rabkin, 2000). The 

advent of HAART—while providing a respite from a terminal diagnosis—poses its own set 

of problems, requiring those taking the medication to restructure significantly their daily 

routines. This fundamental restructuring makes denial of the disease difficult to maintain. 

Adherence is a continuous reminder of being HIV-positive. Put differently, it requires one to 

rethink who one is. The challenge people with HIV face is to rebuild their goals and redefine 

the meaning of their lives in light of this change (Bruner, 1986; 1990; Cohler, 1982; 1991). 

In discourse analysis, the organization of meaning and goals is called ‘the narrative structure 

of life’ (Gordon & Paci, 1996; Whitbourne, 1986). Because adherence requires continuous 

attention, and serves as a constant reminder of being HIV-positive, the process of adherence 

must either be integrated into, or actively excluded from, the restructured life narrative.

Discourse analysis can help to identify the narrative frameworks that people use to make 

sense of their world. These frameworks represent what individuals have done, and foretell 

what they are likely to do in the future, by organizing their beliefs, expectations, feelings 

and concerns teleologically and directing them toward desired outcomes (Bruner, 1986; 

Cohler, 1991; Luborsky, 1991; 1993; Gordon & Paci, 1996). Narratives highlight the goals 

of and directions for behaviour by making desired outcomes explicit. In so doing they 

embody notions of the good and the bad in a culture. As personal frameworks for 

interpreting one’s own behaviour, narratives serve to promote or emphasize some aspects of 

life while marginalizing others. Thus, we examine adherence narratives for insights into how 

patients think about their adherence practice, and for guides to their future behaviour. For 

some research volunteers, being HIV-positive was equivalent to being adherent to their 

medicines: this identity is exemplified in one woman’s comment that, ’ I am HIV; I take my 

medicine.’ For others, the need for adherence was actively contested. Because narratives 

help people rethink the goals of a life disrupted by illness, discourse analysis allows us to 

observe the extent to which being adherent is integrated into goal formation.
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Prior HIV researchers have utilized discourse analysis to understand the logic behind 

decisions by young, sexually active heterosexual adults to forgo safe sex (Rosenthal et al., 
1998). In that study, narratives revealed that young adults sought the emotional safety of a 

love relationship in casual sex; consequently, messages concerning unsafe sex were counter-

productive, as they implied a lack of trust and safety in the sexual encounter, and thus 

undermined the idealized goal.

Setting

Volunteers for the study were drawn from HIV-positive African-American women living in 

Detroit. Of Michigan’s 12,500 reported HIV cases as of 1999, 24% are women and of these, 

93% are African-American women (Michigan Department of Community Health, 1999). 

African-American women have the second highest infection rate of any group in Michigan. 

African-American men have the highest rate. A 1999 survey of HIV-positive individuals in 

Detroit conducted as part of the Supplement to the HIV/AIDS Surveillance Project of the 

Michigan Department of Community Health (IBID), 58% of HIV-positive African-

American women had equal to or greater than 12 years of education; 35% were employed; 

55% had an income exceeding $10,000; and 69% of these women reported using an illegal 

substance, with 53% naming crack as that substance.

Methods

Design

The study was designed to interview African-American women attending an inner-city 

infectious disease clinic, for whom HAART was prescribed by their physician. It used open-

ended interviews with discussion prompts designed to explore the beliefs and practices that 

promote or deter self-assessed adherence to antiretroviral medication among HIV-positive 

African-American women.

Procedure

A clinic nurse approached volunteers sequentially in the clinic while they waited for their 

medical appointments, explained the study, and invited participation. None of those invited 

to participate declined. Recruitment continued until we achieved the sample size of 15. 

There is no ‘gold standard’ for qualitative sample size (Morse, 1994). Instead sample size is 

based on the aims and goals of a project, available resources to carry out the project, and 

complexity of the issues. In the current research the goal was to study a predefined clinic 

population of HIV-positive African-American women taking HAART. In a relatively 

homogenous population such as this, a convenience sample is appropriate to allow 

researchers to strengthen the comparability within the sample and to permit the 

identification of major topics of interest and explore similarities and differences within the 

sample (Luborsky & Rubinstein, 1995). The research team judged that a sample of 14–16 

was suitable to meet these goals, and using continuous evaluation criteria to gauge category 

redundancy or pattern saturation (Bertaux, 1981), determined that no new information was 

being discovered by the time 15 subjects were completed. A trained, female, Anglo-

American interviewer conducted interviews in a private consulting room, following a 
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structured, open-ended, discussion guide. Audio-tapes were made. Interviews averaged 40–

55 minutes. Volunteers were paid ten dollars.

Approval for the ethical conduct of this project was obtained from Wayne State University’s 

Institutional Review Board

Measures

Three measures were constructed: adherence profile, self-reported adherence and sources of 

authority or reference groups in adherence practice (see Table 1). In assessing adherence, 

volunteers were asked to classify themselves in one of nine categories: always adhere with 

no variability over time; always adhere with some variability; always adhere with a lot of 

variability; mostly adhere with no variability; mostly adhere with some variability; mostly 

adhere with a lot of variability; somewhat adhere with no variability; somewhat adhere with 

some variability; and somewhat adhere with a lot of variability. An additional set of three 

‘rarely’ categories was offered, but no volunteer self-rated as such. In their review of the 

HAART adherence literature, Rabkin and Chesney (1999) note that several recent, large 

studies documenting substantial rates of non-adherence indicate the willingness of people to 

admit to non-adherence, suggesting that self-reporting may be more reliable than previously 

thought.

Women were also asked about whether they missed clinic appointments. Their physicians 

were then asked to voluntarily rate the women on adherence and clinic attendance.

An adherence profile describing the entire sample was created, using items identified in the 

literature as being associated with adherence. These include, along with demographic 

indicators: access to primary care (Cunningham et al., 1995; Shea et al., 1992); the nature of 

the relationship with the physician (De Mateo et al., 1993; Muma et al., 1995; Stall, 1996); 

access to transportation to clinic appointments (Shelton et al., 1993); knowledge about the 

medications and the drug regimen (Elred et al., 1997); and the presence of side effects.

Analyses were conducted using content, theme and discourse techniques to discover which 

sources of influence women cite in discussing their adherence practice, and how they 

resolve conflicts between sources in this practice. Prior to discourse analysis, a content 

analysis was performed of all open-ended items, to identify patterns and variables associated 

with adherence practice. Procedurally, the first step in the data analysis was to create tables 

summarizing responses to each interview discussion topic. Next, free lists—an inventory 

listing all topics identified in response to an item—were constructed for each open-ended 

item. These served to establish the range of types and frequency of responses, and were later 

used as a validity check on the discourse analysis. Summaries of individual cases were 

created. These preliminary analyses were used in the construction of two measures: self-

assessed practice, and perceived sources of influence on adherence practice. Content 

analysis was performed with open-ended items. Category codes for the content analysis, e.g. 

stigma, spirituality and popular culture, were supplied from the topics identified in the free 

list.
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Discourse analysis was performed on the adherence narratives. We asked informants to tell 

us about a recent time when they had not taken their medication, and to explain the 

circumstances surrounding the event. To conduct the discourse analysis we followed three 

steps. First, we looked for the key topics and for repetition of specific words or phrases. We 

paid close attention to key indexical terms for moral authority such as could, would, should, 
hope and pray, that marked core cultural values (Labov, 1972; Linde, 1987). These terms 

have been further identified as culturally appropriate indexical markers in previous research 

(Sankar & Luborsky, in press). Discourse markers of importance supplied by respondents, 

such as ‘They say’, ‘I hear her voice saying’ or ‘That’s the main thing’, were located in 

verbatim interview transcripts and used as indications of the salience of particular sections 

of text. Second, we looked at the structure of the overall story. We examined situations 

where conflicting sources of influence were identified, and studied how the women resolved 

those conflicts. Here we were interested in how women utilized cultural values to make 

sense out of conflicting sources of influence—e.g. their physician versus popular culture—

and their resolution of the conflict. The examination of conflict resolution provides insight 

into how narrative is associated with adherence practice. We noted the sources of meaning 

and social influence which women used to justify their behaviour. Finally, we compared 

these findings to the topic frequencies created in the previous analysis.

Results

Our analyses describe the main study constructs: the adherence profile; the self-assessment 

of adherence; and the perceived sources of influence in adherence practice, including 

sources of support for adherence and barriers to adherence.

Sample characteristics

The average age of the study volunteers was 36. Most were unemployed, and had less than a 

high school degree. All were HIV-positive, and half had AIDS. Volunteers fit the general 

profile of people considered to be adherent: all had access to primary care, 93% had a 

positive relationship with their physician, and a similar percentage had access to 

transportation to clinic appointments. Volunteers took an average of four anti-retroviral 

medications, and general knowledge concerning these medications was high. All volunteers 

knew the general purpose of their medication; 93% knew the names of each medication, the 

appropriate doses and possible side effects; and 53% knew the purpose of each medication 

in detail. Although 67% said they had experienced side effects—only one woman—who had 

had to be hospitalized for a side effect—said it had affected her adherence (see Table 2).

Self-assessment of adherence

Volunteers were asked to self-rate their adherence. Roughly equal percentages were present; 

24% were in the range of ‘always complied’; 45% were in the’ mostly complied’ range; and 

31% were in the ‘sometimes complied’ range. In a subjective assessment, the physician 

treating the study participants assessed their adherence differently from the volunteer 

evaluation in five of the 15 cases. In 26% of the cases, the women rated their adherence as 

somewhat adherent, while their physician rated them as always adherent. In one case the 

volunteer rated herself as always adherent, while the physician rated her as somewhat 
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adherent. Clinic records for missed appointments coincided closely with volunteers’ self-

assessments (see Table 3).

Sources of influence in adherence practice

The volunteers’ adherence narratives clearly and frequently contained references to various 

sources of influence, referred to as ‘authority’, on their adherence practice. By sources of 

influence we mean a culturally or personally valued voice either embodied as the physician, 

family or god, or a more general moral voice as in ‘they say’, that the woman cites as a 

source that she ‘listens’ to or considers in regard to her adherence practice. In Table 4 we 

summarize the various sources and report them according to the frequency with which they 

appeared in narratives. In response to questions on the purpose, dosage and method of 

adherence—e.g. timing, the need to take medications with or without food, etc.—the 

physician’s voice was the most frequently mentioned. Volunteers recited verbatim the 

admonitions of their physicians:

That comment Dr S. made about this medicine, that it can help you before you get 

sick but after it’s out of their hands. I think about it. I do. Every morning, it goes 

through my mind. Okay, I make sure I take the morning dose, but then I’m thinking 

I’m doing okay and she’s saying missed doses can mean like not getting the proper 

medicine in you. So I guess I’ll have to take it twice a day (volunteer #5, somewhat 

adherent, 38 years old, AIDS).

Other repeated sources of influence included science, God, members of a woman’s family 

and popular media outlets such as the television programme 60 Minutes and the Discovery 
Channel:

I had to put faith in god, you know, and pray on my medication before I take it. 

And then it just all of a sudden, it just became a normal thing to do (volunteer #12, 

always adherent, 38 years old, HIV-positive).

I just hear my mother bugging me: ‘You take your medication?’ You know she try 

to remind me (volunteer #1, somewhat adherent, 46 years old, AIDS).

I watched a lot of programs on TV about this, people were on their deathbeds, you 

know, with all different types of viral infections they thought this was going to be 

the end, and then they started this new trio of medication with one of them being 

the crixivan; they was up and okay (volunteer #14, mostly adherent, 42 years old, 

HIV-positive).

Sources of influence reported that undermine adherence practice

In some narratives, the influential social ‘voices’ that guided women’s behaviour served to 

undermine adherence. Such voices provided a justification or rationale for selective 

adherence. Popular or street culture was prominent in these narratives. In particular, stories 

from support groups were cited:

I heard on them news shows like 60 Minutes that the medication don’t do no good. 

Some people in my group say that if you take the medicine, all you going to do is 

get sicker (volunteer #2, mostly adherent, 36 years old, HIV-positive).
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In the area of daily adherence practice, the individual’s own feelings, including physical 

sensation, appeared in narratives that continually evaluated whether and when to adhere, and 

to which medications: ‘When my body starts to feeling weak,’ one informant said, ‘then I 

take it.’

Substance use constituted a strong voice against adherence:

Drugs make you think about nothing else. When you come down, reality is 

devastating. So what I would do is, take my medicine, and try to sit still for a while 

you know. But they clashed. Drugs and medicine clashed. If I took the AZT and the 

3TC today, I couldn’t get high. I would have to wait until like 24 hours later in 

order to feel the drugs. The drugs wouldn’t let me come to my appointments 

(volunteer #2,, mostly adherent, 36 years old, HIV-positive).

Satan, too, was a voice undermining a woman’s determination to be adherent.

So that’s what made me forget this morning about taking my medication, Satan. All 

these other things on my mind. Worrying about a test in school that I’m supposed 

to take today, you know. And you know like the devil walked in and just tried to 

mess up things for me. ‘Cause that’s all it is, Satan (volunteer #2, mostly adherent, 

36 years old, HIV-positive).

Confusion arose for several women because they believed they were healed or ‘almost’ 

healed.

Situations of conflict in adherence practice

All women in this study expressed difficulty in meeting their goal of being adherent; the 

majority (76%) reported being only partially successful. When asked to describe a recent 

episode when they missed a dose, the resulting narratives demonstrated tensions between 

different sources of influence concerning the appropriate, or even the morally correct, 

actions regarding adherence. Women felt they should follow their physicians’ orders; yet 

they were also aware of other authoritative voices emphasizing the potential toxicity of 

HAART, the need to heed side effects, and the risk of being involved in something seen as 

experimental. With the exception of two women—one of whom said that she simply forgot, 

the other of whom asserted her right to take medications when and how she wanted—the 

dominant narrative explaining missed doses referred to the fear of stigma which served as 

the moral justification for selective adherence. Unlike the embodied influence of the 

physician or god’s voice or even the voice of drugs, fear of stigma represents an internalized 

moral judgement that association with a stigmatized condition—HIV—diminishes one’s 

status as a full person (Luborsky, 1995). The fear of stigma was cited by participants to 

account for missed appointments, unfilled prescriptions, failure to adhere when outside the 

family home and failure to get the financial support to purchase medications:

I never go to pick up my medicine anymore because people look at me funny. At 

least that’s how I feel. You know what I mean? And because you always have to 

sign for it, and when I sign then they know, ‘oh, she’s that one.’ And it’s that look I 

can’t deal with. It’s almost like they look you in your face, like, ‘Oh,’ and then they 

drop their head, like ‘She’s infected.’ You know what I mean? And it tears right 

Sankar et al. Page 8

AIDS Care. Author manuscript; available in PMC 2014 October 27.

N
IH

-P
A

 A
uthor M

anuscript
N

IH
-P

A
 A

uthor M
anuscript

N
IH

-P
A

 A
uthor M

anuscript



through me. So I had to stop going to the pharmacy. I’ll send someone (volunteer 

#5, somewhat adherent, 38 years old, AIDS).

The fear of stigma narrative contradicts the alleged moral laxity associated with being non-

adherent because it focuses on the psychological wellbeing of the participants’ children—

thus creating a morally defensible rationale for selective adherence: namely, the secondary 

gain of protecting themselves and their children from social denigration and cruelty by 

others:

My main reason for keeping quiet was my son because I don’t want him to have to 

go through that with ignorant people. I mean, that’s my, that was my main reason, 

my two kids was my reasons why it wasn’t important that the world should know. I 

think if it wasn’t for my kids, it wouldn’t of mattered to me because I don’t live 

with those people. I wrap my dose up and put it in my pocket when I go to work. 

That ways no one will see me take it. But I forgets a lot then (volunteer #7, mostly 

adherent, 27 years old, HIV-positive).

Underscoring the dilemma the women faced, it must be noted that all but two women 

acknowledged their failure to adhere as a serious behaviour. As one woman noted, making 

the moral connection clear:

If I pass, I don’t want it to be because I didn’t try to take care of myself, you know. 

So, I’m just doing like I’m supposed to (volunteer #2, mostly adherent, 36 years 

old, HIV-positive).

The conflicts resulting from adherence practice were successfully resolved in several ways. 

Those who doubted that they were HIV-positive, and were therefore concerned about taking 

unnecessary medications that might be toxic, referenced a belief in the wisdom of 

physicians, sometimes along with God, to justify following a regimen made superfluous by 

their supposed cure:

I’m a religious person and I believe that all the medication, it’s given to me, and 

you know, if our father had told me not to take it ‘cause he’s already confessed to 

me that I’m healthy, he’s already told me I’m healed, but I take the medication 

because he has come back to tell me that I’m putting a blessing through the 

medication, so you know (volunteer #14, mostly adherent, 42 years old, HIV-

positive).

Others created their own medication hierarchy that they used to guide adherence:

I used to miss taking the AZT and the 3TC, I would never not take my Dapsone or 

Bactrim because the PCP. Some people make it through it and some don’t. And 

that’s the most important medicine to me. This other stuff is just a way of 

prolonging the inevitable. That’s how I see it. But, the Dapsone and the Bactrim, 

stuff like that, that prevents pneumonia, that deadly one. And I really believe in 

taking that; I really do (volunteer #8, mostly adherent, 38 years old, HIV-positive).

Some who struggled against the public opinions of popular culture—especially those voices 

heard in support groups where medication is regarded with suspicion—reported on their 

own observations of actual behaviour to resolve their ambivalence and concern:
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At first its like ‘I don’t take that stuff. I’d never take it.’ But when they found they 

got close to dying, I noticed every one of them jumped on some kind of medication. 

First it was like, I’m not taking that stuff, and the next thing you know they on it, 

cause they get scared. But they be macho at first, you know to convince you, you 

don’t need to take it (volunteer #12, always adherent, 38 years old, HIV-positive).

In other situations resolution of the conflict between the various sources of influence could 

not be achieved, leaving women debating among the moral imperatives associated with the 

various influences on their behaviour:

You might wish you hadn’t done stopped the medicines because now you see that 

that don’t work… You might think that ‘you should have took this,’ and you did 

this, and then you found no, you shouldn’t have took it. So it’s a challenge. 

Everything you do is not right or wrong. I’ll put it that way (volunteer #10, mostly 

adherent, 41 years old, AIDS).

Adherence narratives and adherence practice

No demographic factors differentiated among the three self-assessed groups of adherence. 

They are similar in terms of education, with the always adherent group averaging 12.5 years, 

mostly adherent 11.2, and somewhat adherent 12 years. Each group contained at least one 

active substance user. One area of difference is in average number of HIV-related 

medications: 4, 2.8 and 3.6, respectively. This is not associated with self-rated expected 

adherence, however, because the mean of four medications was associated with the most 

adherent group. Another difference is in the percentage of people with AIDS in each group: 

75%, 0% and 60%, respectively. The discourse styles, however, differentiated the groups 

according to self-assessed adherence (see Table 5).

Always adherent—Narratives associated with those who rated themselves as always 

adherent had few reports of voiced opinions of family, friends or popular culture urging 

selective or outright non-adherence. Although the authoritative voice of the physician is 

sometimes heard (‘the doctor makes me take the medication the way I’m supposed to’), the 

always adherent woman is more likely to refer to a quasi-scientific rationale as the logic 

behind her adherence. This statement demonstrates some grasp of the functioning of both 

HIV and the HAART:

Believe me, HIV’s still there because the virus hides. It’s like a cell that’s an alien 

and it hides behind the other cells, you know. It could change its form and look like 

a regular cell. It’s a tricky disease (volunteer #12, 38 years old, HIV-positive).

Religiosity appears as a reference point in this narrative not as active support from God for 

adherence, but rather as a general support in times of crises (‘I pray my health won’t 

worsen’). Members of the always adherent group had decided to take the medication after 

consideration, whereas the mostly adherent group cited acquiescence to the physician’s 

recommendations. The strongest pattern appearing in narratives associated with the always 

adherent group is the referencing of a popular secular cultural prescription, the belief in the 

power of positive thinking and individual responsibility:

• You gotta think positively.
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• I am living not dying with HIV.

• I realized that my thinking was causing me a whole lot of illness and I changed.

Although the always adherent individuals acknowledged the presence of stigma, most said 

that it no longer bothered them, or concerned them only in regard to their children. No one 

indicated that it affected their adherence practice:

In the beginning I used to worry a lot that people would know. I don’t worry now 

because I don’t care. I mean, if it takes for everyone to know, for me to stay 

healthy, I’ll do it. Nothing gets in the way of my drugs (volunteer #6, 27 years old, 

HIV-positive).

Members of this group cited multiple influences supporting full adherence, and few 

supporting selective adherence. This group was further characterized by its acceptance of 

being HIV-positive (‘I’m HIV’), along with a belief in the core American value of 

individual responsibility, and a somewhat more sophisticated understanding of HIV and the 

medication than the other two adherence groups.

Mostly adherent—The narratives of this group contained multiple sources of social 

authority; some of these were in conflict. The physician’s voice was most important to this 

group, followed closely by God, and by a fusion of God and the physician:

• God told me to take the medication.

• The doctor said, the medication was the only thing that was going to help.

• It work for me, the doctor and God, you know, cause doctors work through God.

Television programming was another source of information reported as supporting 

adherence.

Influences that undermined adherence or directly challenged the physician’s authority were 

frequently heard. The role of individual judgement and the body’s wisdom is heard here 

(‘My body will tell me when to take it’). Both ambivalence and outright challenges to the 

physician’s knowledge and authority characterized these narratives:

The only thing they [the people at the clinic] going to say, ‘you have to start taking 

your medicine, or you’ll get sick.’ They don’t know that. They’re doctors. They’re 

not God (volunteer #7, 27 years old, HIV-positive).

In this group the doubts expressed about professional authority sometimes extended to 

doubts concerning whether the individual was in fact HIV-positive at all. Further, those who 

self-identified as mostly adherent experienced ambivalence about which source of influence 

they should follow and, poignantly, about what was the morally responsible behaviour. 

Citing a need to live for their children or simply for themselves, they wanted to ‘do what I 

should to keep alive’, but were conflicted as to what the right choice was. The group tended 

not to identify with being HIV-positive (‘I’m still the same person I always was; HIV hasn’t 

changed me’).
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Somewhat adherent—Narratives of the somewhat adherent group contained fewer 

references to non-personal sources of influence in general, and far fewer of those clearly 

advocated adherence. When the physician’s voice was heard at all, its message was 

ambivalent:

I didn’t decide to take it (HAART). I didn’t decide. I came to, you know, I didn’t 

decide. I just took the advice of my doctor. That’s why I come to see her (volunteer 

#1, 46 years old, AIDS).

This group was characterized by a passive stance toward adherence, including suggestions 

that they would be more adherent if the clinic would call them each day, or if God gave 

them the strength to be so.

Discussion

The findings of this study are subject to four main limitations. First, the study relies on self-

reporting of adherence. A difference between evaluations of adherence by physician and 

patient is consistent with findings from self-report research in asthma (Bosley et al., 1995), 

as well as HIV (Paterson et al., 1998). However, research on self-reporting has found that 

patients tend to be most accurate when reporting non-adherence (Catz et al., 2000). Second, 

the volunteers were people who were already in treatment, thus they had been judged by the 

clinic personnel as potentially adherent. They do not represent the full range of African-

American women who are HIV-positive. Third, the interviews for this study were all 

conducted in a private room at the clinic. However, several volunteers indicated that they 

did not wish to criticize the staff, suggesting that the clinic setting may have conditioned the 

volunteers’ comments. Finally, this study focused on a small qualitative sample, and is not 

representative; however, our adherence profile is in line with a larger study of women and 

adherence to HAART. In the HIV Epidemiology Research Study (HERS), 49% of the 

volunteers (N = 453) assessed themselves as adherent most of the time, 29% almost all of 

the time, 6% little of the time and 8% never (Schuman et al., 1998). The current study’s 

combined total of 69% assessing themselves as basically compliant is only slightly less than 

the combined rate of 78% reported in the HERS study.

Table 5 shows a relative balance between mentions of those sources of influence that 

support and those that undermine adherence, among both the mostly and somewhat adherent 

groups. The distribution of sources for the always adherent group stands out at 80% in 

support of adherence, suggesting that those who are most adherent are not the norm. Further 

investigation is needed to discover how they support this ambitious regimen.

The fear of stigma presents a strong challenge to adherence, but does so in a complicated 

way. In some cases it constitutes a moral justification for selective adherence as a means to 

protect oneself and one’s children. But in other narratives the prominent role of stigma in 

discouraging adherence among both the mostly and somewhat adherent may be associated 

with a lack of identification with the disease. Stigma is a kind of self-awareness of an 

undesired status. The women’s intense concern for being recognized as HIV-positive 

reflects their desire to remain unmarked to themselves as well as to others to avoid the 

implied moral judgement associated with a stigmatized condition. This association is seen 
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most clearly when women state that they miss doses because taking the medication reminds 

them of their disease. The comparative absence of references to stigma among the always 

adherent, plus their acceptance of their status, supports this interpretation. Conversely, fear 

of stigma in the mostly and somewhat adherent groups served to amplify the impact of 

competing sources of influence on adherence that undermine the authoritative voices that 

support adherence.

Conclusion

By identifying the multiple sources of influence that women attend to in structuring their 

adherence practice, professionals can learn about the rationales that support full, as well as 

selective, adherence. This knowledge can serve as the basis for interventions that address the 

confusion felt by many HIV-positive women about what is the correct, safest and morally 

responsible behaviour.

Sources of influence that provide some understanding of the mechanisms of HIV and/or 

HAART appear to support adherence more effectively than could the physician alone. Basic 

patient education may thus enhance adherence to the HAART regimen.
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Table 1

Measures

Construct Measure Items

Adherence profile Demographics   Demographics

Knowledge of drug regimen • Knowledge of treatment

• Actual practice

Doctor–patient relationship • Assessment of

• Assessment of clinic relationship care

• Communication with clinic personnel

Clinic attendance • Clinic attendance

Assessment of adherence Self-assessment • Self-assessment

Clinic assessment • Blood tests

• Clinic attendance records

• Physician assessment

Sources of authority Sources of authority • Suggestions for improving practice

• Episodes of non-adherence

• Social and personal consequences of non-adherence

• Cultural meaning of adherence
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Table 2

Patient characteristics

Characteristic

Age Children at home 3

  24–46

  m = 36

Education Substances

  < HS 9   Heroin/crack 2–4x/wk 4

  post HS 6   alcohol 2–4x/wk 6

HIV status Marital status

  HIV 8   Married 6

  AIDS 7   Single 9

Employment status Self-rated health

  Employed 3   M = 50

  Unemployed 12   m-54

Average number medication 4 Medication coverage 15

Good relationship with physician 14 Knows names of medication 14

Knows side effects 14 Understands dosage 14

Understands purpose of medications 8 Access to transportation 14
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Table 3

Self-assessment of adherence

Adherence %

Always adhere 24%

Mostly adhere 45%

Sometimes adhere 31%

AIDS Care. Author manuscript; available in PMC 2014 October 27.



N
IH

-P
A

 A
uthor M

anuscript
N

IH
-P

A
 A

uthor M
anuscript

N
IH

-P
A

 A
uthor M

anuscript

Sankar et al. Page 19

Table 4

Sources of authority for adherence and selective adherence

Source of
authority

Frequency of
support for
adherence

Frequency of
support for
selective adherence

Physician 11 0

Science (as in ‘they’) 10 0

Belief(if you believe, it will work) 9 0

God 5 0

Family (I can hear my mom saying) 5 1

Popular culture (they say) 2 3

Television (talk shows, 60 Minutes, The Discovery Channel) 2 3

The body 0 2 (my body tells me when I need the medicine)

Friends 1 1

Substances 0 2

Self 0 5 (I know when I should take it)
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