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Abstract: Studies have found that physician–patient relationships and communication quality 

are related to medication adherence and outcomes in HIV care. Few qualitative studies exist of 

how people living with HIV experience clinical communication about their self-care behavior. 

Eight focus groups with people living with HIV in two US cities were conducted. Participants 

responded to a detailed discussion guide and to reenactments of actual physician–patient dia-

logue about antiretroviral adherence. The 82 participants were diverse in age, sex, and  ethnicity. 

Most had been living with HIV for many years and had stable relationships with providers. 

They appreciated providers who knew and cared about their personal lives, who were clear and 

direct about instructions, and who were accessible. Most had struggled to overcome addiction, 

emotional turmoil, and/or denial before gaining control over their lives and becoming adherent 

to  medications. They made little or no causal attribution for their transformation to any outside 

agency, including their providers. They generally saw medication adherence as a function of 

autonomous motivation. Successful coping with HIV with its prevalent behavioral comorbidities, 

stigma, and other challenges requires a transformation of identity and internalization of motivation 

to maintain health. Effective methods for clinicians to support such development are needed.

Keywords: HIV, physician–patient communication, treatment adherence

Background
Talcott Parsons1 1950s-informed view of the patient as essentially passive and 

 dependent, and the presumption that the physician’s technical competence and 

beneficence are unquestionable, came under growing criticism in later decades.2 By 

the 1980s, “patient-centered care,” defined by Lipkin et al as treating the patient “as a 

unique human being with his [sic] own story to tell,”3 became a widely accepted ideal. 

Increased interest in models called shared decision-making4 or concordance5 since 

the late 1990s represents an effort to truly redefine the relational goal as agreement 

between physicians and patients about whether, when, and how medicines are to be 

taken, via discussion that includes and respects the beliefs and wishes of the patient.6 

A related ideology of “patient empowerment” in chronic disease emerged in parallel 

from broader intellectual and social movements.7,8

Prior to 1996, there was no effective treatment for HIV, and the disease was con-

sidered inevitably progressive and ultimately fatal in all but exceptional cases. With 

the advent of highly active antiretroviral (ARV) therapy however, HIV has become a 

chronic but manageable illness.9,10

In this context, there is strong evidence that communication behaviors of health-

care providers matter not only for patient satisfaction11–14 but also for adherence to 
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medication regimens and other provider recommendations15 

and health outcomes. Patients who report being treated 

with dignity are more satisfied and likely to receive optimal 

preventive care,16 and those who report that their provider 

demonstrates “whole-person knowledge” are more likely to 

adhere to therapy.17

Specific to HIV infection, Bakken et al reported a 

positive association between patient engagement with the 

health-care provider and adherence to therapy.18 In a cross-

sectional analysis of 554 patients taking ARVs for HIV in 

22 outpatient practices, Schneider et al reported that six of 

seven patient–provider relationship-quality variables were 

significantly associated with adherence.19 Similarly, Beach 

et al found that a single item measuring the essence of patient-

centeredness – the patient’s perception of being “known as a 

person” – is significantly and independently associated with 

receiving ARV therapy, adhering to the therapy, and having 

undetectable serum HIV RNA.20

Because adherence to ARV medications is such an 

important health-related behavior for many HIV-infected 

individuals, and therefore an important topic of communica-

tion in visits with health professionals, several studies have 

focused directly on the quality of patient–physician dialogue 

about medication adherence. For example, in previous work 

we found that physicians typically adopt a directive style 

in addressing nonadherence by their patients with HIV, as 

indicated by such measures as the use of many directive 

utterances, physician verbal dominance, and few patient 

expressive utterances.21 In another observational study, 

Barfod et al found that physicians are reluctant to raise the 

issue of ARV adherence, and that discussions when they do 

occur in routine HIV-care visits are often cursory.22 Finally, 

in a qualitative study, patients perceived physicians as lectur-

ing or scolding them about adherence, reported concealing 

their nonadherent behavior at future visits, and in some cases 

reported discontinuing clinic attendance or stopping medica-

tion taking altogether as a result.23

The latter study is the only one we have found that focuses 

on patients’ experiences and views about communication 

with their providers regarding HIV adherence. Therefore, as 

formative research for a pilot intervention study to improve 

provider communication skills about ARV adherence, we 

conducted focus groups with people living with HIV to elicit 

their perspectives on their own experiences with coping and 

adjusting to the HIV diagnosis, medication adherence, their 

relationships with their HIV providers, and the ways in which 

their HIV providers may contribute to their decisions and 

behavior surrounding ARV treatment.

Methods
We conducted four focus groups of people living with HIV 

in each of two East Coast cities – one in New England, one 

in the mid-Atlantic region – for a total of eight groups. 

This number of groups enabled us to remain within bud-

getary limitations while stratifying the groups according 

to patient characteristics we believed would be important 

sources of variation (see below). We developed the discus-

sion guide based in part on interview guides the first author 

(MBL) had used in previous studies concerning medication 

adherence,24,25 adapted to meet the specific objectives of this 

study. MBL then administered the draft interview guide 

to three subjects recruited through flyers distributed at a 

local AIDS service organization. Based on this experience, 

we modified the guide for better flow and to incorporate 

some issues that we discovered to have salience in the pilot 

interviews.

The discussion guide included psychosocial and treatment 

history of living with HIV, relationship with current HIV 

provider, and experiences discussing ARV adherence with 

providers. We also played re-creations by actors of portions 

of actual physician–patient dialogues about ARV adherence, 

taken from data collected for other studies (audio recordings 

of the scenarios can be found at http://research.brown.edu/

myresearch/Michael%20Barton_Laws) and asked partici-

pants to evaluate them. We selected the audio prompts (see 

Supplementary Figure 1) to include contrasting interaction 

styles, including providers who were confrontational, col-

laborative, and directive; and contrasting issues including 

refusal to initiate ARV therapy, active injection cocaine 

use, regular nonadherence (not taking morning doses), and 

reported occasional nonadherence.

We recruited participants at the New England site 

(Site 1) through flyers at local AIDS service organizations 

and at an infectious disease clinic. The groups at Site 1 were 

completed before we began recruitment at the mid-Atlantic 

Site 2. At Site 2, all participants were recruited with flyers 

or by a research assistant at a large academic HIV-specialty 

clinic. We screened potential participants by telephone to 

ensure that they met the eligibility criteria of being engaged 

in medical care and having prescriptions for ARVs. Because 

the volunteers were diverse in sex, age, ethnicity, and level of 

education, we did not have to make further efforts to achieve 

diversity. The groups were generally representative of the 

demographics of the HIV epidemic in the respective cities 

by sex and ethnicity (see Results).

Groups at Site 1 were stratified by education level, with 

participants in two of the groups selected to have some 
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education beyond high school, and in the other two to have 

high school education or less. Because we recognized the 

importance of substance abuse and addiction history from 

our experience at Site 1, at Site 2 we stratified by salient 

substance-abuse history, and cross-stratified by recent history 

of recognized nonadherence or elevated viral loads. This con-

stitutes a limited implementation of theoretical sampling, in 

that we modified our respondent selection criteria in response 

to initial observations.26

MBL facilitated all the groups. We played the audio 

prompts in the final portion of the discussion, so as not to 

contaminate people’s reflections on their own interactions 

with providers. Discussions lasted for approximately 90 min-

utes. Participants were compensated $50 for their time and 

given lunch or snacks depending on the time of day. This 

study was approved by the institutional review board of each 

participating institution.

Audio recordings of the groups were transcribed by a 

professional service. Members of the research team then 

reviewed and corrected the transcripts prior to analysis. 

After we had completed the groups, MBL discussed his 

impressions with the other authors, and we agreed on a 

general approach to analysis. Another author (TT) had been 

present at all group discussions at Site 1, while MG was 

present at all group discussions at Site 2. They concurred 

with the overall impressions. MBL then conducted open 

coding of the transcripts using Atlas.ti software (Scientific 

Software Development, Berlin, Germany) to identify com-

mon narrative elements and themes. In particular, we noted 

the importance of substance abuse and other psychosocial 

problems in participants’ narratives of their treatment and 

adherence history, and the centrality of narratives of per-

sonal transformation as affecting their relationships with 

their providers. Another author (TB) then repeated the open 

coding, beginning with a list of the codes identified by MBL 

but blinded to where they had been applied. We found that 

the decisions were a close match and appeared exhaustive 

of the substantive material.

Based on these codes, we then organized the concepts 

into thematic categories and identified patterns and contrasts 

within them, through discussions among the coders and other 

authors. Finally, we met with a patient advisory committee, 

a group of six people living with HIV, recruited from Site 1 

and from a clinical site in a neighboring state, and presented 

our preliminary results to them. This group is working with 

us closely on another study concerning explanatory models 

and treatment decision-making by people living with HIV. 

They reflected on our interpretations of the focus groups in 

light of their own experiences. This presentation incorporates 

their reactions and suggestions.

Results
Participants at Site 1 were ethnically diverse,  comprising 

14 African-American, 16 white non-Hispanic, eleven 

Latino, and seven “other” individuals, including Native 

Americans and people of mixed race. Of 34 participants at 

Site 2, all but three were African-American. About 40% of 

participants were female at both sites. Ages ranged from 

early 20s to 60s.

All but two participants, one at each site, reported  having 

a physician as their primary HIV care provider. The other 

two principally interacted with nurse practitioners. Most 

 participants had been living with HIV for more than 5 years, 

many for more than a decade. A few had been diagnosed 

within the past year or two. Several important themes 

emerged consistently at both sites; however, there were some 

differences with the higher-educated groups at Site 1, and 

participants at Site 2 were more likely to speak in religious, 

specifically Christian, terms.

Theme 1: qualities of satisfactory 
relationships with current providers
The overwhelming majority of participants reported very 

satisfactory relationships with their current providers, often 

using language of emotional attachment and friendship. 

Many were explicit about their provider knowing about their 

personal lives and struggles.

Well, my doctor, she’s brilliant. . . . She’s been really respon-

sive to anything that would happen to me and even with 

my legal issues. . . . They were both [the doctor and social 

worker] just super. They remain the most important people. 

They remain very good friends of mine. (25-year-old male, 

immigrant from Russia)

That man will forever be a savior to me, ‘cause he saved 

me so many times, and I was so close so many times. We 

are very interactive; he wants to know . . . exactly what I 

do, exactly what I eat. (48-year-old male)

He’s compassionate, he’s a regular guy. He’s not intimi-

dating, you know? You know how you get intimidated by 

your doctor? He just talks to you like he’s just a regular guy. 

(46-year-old female)

A noteworthy theme at both sites was appreciation 

for the provider being accessible. Some participants had 

a home-phone or a cell-phone number for their provider, 

or reported the provider being available promptly for 
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exigent needs. People also valued broader features of 

accessibility, such as availability of nurses for telephone 

consultation.

My mother passed the 30th of last month and the only person 

I could talk to was my doctor. I called her at her house and 

she talked to me on the phone. I said damn, you the only 

doctor I ever had that I can call you at home and you will 

talk to me. (45-year-old female)

[M]e and him is great. He’s got my number. I got his 

number. I could call him for an emergency and talk to him, 

if he’s not busy. If he’s busy, he’ll call me back off his pager. 

I can talk to him about anything, sexual or health-wise, even 

some mental problems. (48-year-old male)

Subthemes included a few people who were recently 

diagnosed or had recently changed providers, who were 

still developing relationships with their providers and 

were not yet willing to evaluate them. Some reported less 

satisfactory or affirmatively unsatisfactory relationships 

with previous providers in other settings. There were also 

some complaints about hurried visits with current provid-

ers, and patients failing to get their agendas addressed on 

occasion.

Theme 2: stories of personal 
transformation
Most long-term survivors had gone through an initial period, 

lasting from months to years, of nonadherence, on-and-off 

adherence, or nonengagement in care, often but not always 

associated with active substance abuse. A few reported react-

ing to the initial diagnosis with relative equanimity, but most 

reported negative feelings, including anger or betrayal. An 

initial stage of denial or avoidance was common:

In the beginning, I was in denial. And I got it by sharing 

needles, that’s how. The health department also came and 

informed me of that. But with that I had other issues going 

on in my life because I take medication for major  depression 

because just bad thing just has happened to me in my life . . . 

So in the beginning I ain’t wanted to believe that until I got 

sick. (mid-30 s male)

Okay, well, I found out in the 70s [sic], when I was 

young and acting crazy. . . . So after I found out, I just got 

real crazy, and I started taking all kinds of drugs and going 

on all kinds of dope and stuff. . . . And I really didn’t care. 

(64-year-old male)

I went through a hell of a lot of stuff, you know. . . . 

Of course I was a heavy drinker. And I taught school for 

37 years but in the meantime was out in the street doing 

all – I was very promiscuous. My marriage broke – marriage 

went down the hole. . . . I had thought about committing 

suicide. (64-year-old male)

I would refuse to [take medication], ‘cause I stayed in 

denial. I said, I used to tell myself, “I got a different kind, . . . 

so I got a different strain.” You know, I can’t affect nobody 

‘cause I got a different strain. (47-year-old female)

Substance abuse was commonly closely entangled with 

emotional distress and denial, but was sometimes described 

as a factor in not taking medication and not engaging in care 

in its own right.

I used to miss because I would drink . . . And then 

I found myself, say like when I was drinking heavy, real 

heavy I wouldn’t take no medicine and then I’d break 

down. . . . Only thing I wanted to do was drink, drink, and 

drink. (45-year-old male)

[Another participant] touched me over here when he 

said “a slow suicide.” That’s what I’m doing, I guess, 

because I stopped taking my medicine when I was using. I 

was dibbing and dabbing. I always thought if I dib and dab 

and didn’t get a habit, a heroin habit, I’d be okay, in my little 

mind. Well that’s not so. (55-year-old female)

I mean last year I was strung out on heroin . . . I was 

about 140 pounds, sweating all the time, not taking any 

meds, ‘cause my experience has been if I’m using I don’t 

take meds at all, ‘cause if you skip doses and take them 

sporadically then you become resistant to them, and I’ve 

already done that a couple of times. (50-year-old male)

Most participants who had gone through such struggles 

described abrupt experiences of change: decisions to start 

taking care of themselves and to live. Some framed these 

experiences in religious terms, but otherwise nearly all cred-

ited themselves with an autonomous choice, and gave little 

or no indication that outside influences were important.

And eventually, you know, I came to grips with myself and 

I – you know, I believe in God, so I had a higher power to 

go to – and I asked the Lord to bless me and take care of 

me, and He has. So my viral load is undetectable, my CD 

count’s over 600 too. And I’ve been taking the medication 

for a while. (56-year-old male)

So, I wasn’t out of the hospital 5 weeks and I was right 

back at it again, running wild again. And I gets locked up, 

every time I gets locked up I let the doctors know straight 

off that I’m HIV, and they give me what I have to do. I start 

taking my medication and everything, but every time I get 

submit your manuscript | www.dovepress.com

Dovepress 

Dovepress

896

Laws et al

www.dovepress.com
www.dovepress.com
www.dovepress.com


Patient Preference and Adherence 2012:6

released I’m out there running again. Then I fell out down 

here on [a street corner] and went into a coma. I was gone in 

the coma for two and a half days. When I fell out it Saturday 

when I woke up it was two in the evening, and by the grace 

of God that’s why I’m here today, and I’ve been clean ever 

since. (50-year-old male)

Then I went through acceptance, because I told myself 

I was not going to perish, or let this, you know, affect my 

accomplishments, because I still wanted a lot to do. And it 

reinforced my love for Jesus, because I know he loves me 

and I see that every day. Went back to school, went and 

got my GED, went through drug treatment, completed that. 

Now I work full-time. (45-year-old male)

And I really didn’t care until one day I went to lay down, 

and I started to sinking in the bed, going deeper and deeper. 

And I said, “Oh God, help me.” So God let me come up, and 

I saw I was going to hell. . . . So I got saved, and had the 

Lord in my life. . . . Went to cooking school, and went to 

clean up, janitor, got a certificate for that. . . . And life just 

changed. . . . and after that, I started taking the medicine 

and start going to doctors. (52-year-old male)

So I have been through some turmoils with my HIV, 

you know. I guess at one point I just didn’t want to take 

my medicine. I used every excuse in the world not to take 

it. . . . So, you know, I went as far as my T-cells down to 

six, and that’s a sight you don’t even want to see. So, you 

know, I just refused to keep living like that, and I don’t 

have to. (53-year-old female)

As a matter of fact I just started my medication, like, 

4 months ago and I’ve been doing very well with it. You 

know, I used to make appointments all the time when I 

wouldn’t keep them. You know, and then for some reason 

I just started worrying more about myself. (45-year-old 

male)

Theme 3: relationship with the provider 
during times of struggle
A few participants did suggest that continued support from 

their providers was a factor in making or sustaining change. 

In any event many were appreciative that their provider 

stayed with them during their struggles.

[The doctor] says, “You’re changing. The longer you’re 

out, the more you’re changing.” I said, “Well, I’m trying 

to get away from that, you know that.” I still in my own 

prison, let’s get that straight, but I’m trying to get out of it, 

you know, and he sees it. I wouldn’t trade him. (50-year-

old male)

That was my purpose was to keep on using until I die, 

but the [study] referred me to the clinic. And by me being 

a naive patient they got me into [an adherence support proj-

ect] for people like me, naive about HIV and the lifestyle. 

Because I always had a thing about medicine. Gradually 

I got on the medicine, and got undetectable viral load. 

(57-year-old male)

But my medical providers, they didn’t give up on me 

and they wouldn’t let me give up on myself, you know? 

‘Cause I had a son to bring through. I didn’t want to see his 

life ended at 8 years old. . . (53-year-old female)

And when I got sober, that’s when I realized I was 

bipolar, I was manic-depressed, I had posttraumatic stress 

from a lot of trauma in my life. And that’s what made me – 

you know, being around my doctors, being around doctors 

that cared, you know, that when I told that I might be – I’m 

feeling really down or something and they would always 

say, “Are you suicidal or do you feel that way?” and I’d be 

like, “Lock me up if I tell you.” (47-year-old female)

Theme 4: present adherence  
to medication regimens
All said they would disclose nonadherence to their current 

providers. Many noted that the provider could tell anyway 

from pharmacy refill records and lab tests. However, many 

participants said they did not necessarily disclose in the past 

when they had not committed to treatment. Most reported 

diligent current adherence. Some were adherent in spite of 

difficulties, because they believed it was necessary to pre-

serve life and health:

The other day I was like, “I’m so sick of taking this shit. 

I’m not taking this medicine today.” And before the day 

was over I took it ‘cause I know it’s helping me live. 

(47-year-old male)

You get scared and then once you get over 40 and start 

turning, like almost 50 . . . you gonna take anything you 

can to try to live. (47-year-old female)

The very thought of missing a dose is uncomfortable 

because the science now says if you take medicine you’ll 

stay healthy, if you don’t there’s a possibility you’ll get 

sick. (54-year-old male)

Others reported that taking their medications was intrinsi-

cally satisfying:

R: What I like to do, I like to go dancing, right, and then I 

like to take my meds on a regular basis.

Moderator: You actually enjoy that?
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R: I love it, yes. (52-year-old male)

I’m doing pretty good on mine too. I enjoy taking my 

medication. I have fun when I take it. That’s, I’m saying 

that’s the only way that I could really put it in. Like I be 

actually taking my medication and making myself be happy. 

I’m serious. (51-year-old female)

There were subthemes associated with current less-than-

perfect adherence. In spite of their good current relationships 

and trust for their providers, not all respondents said they 

always follow the provider’s recommendations. Two said 

that they do not take their ARVs when they drink alcohol, 

even though their provider had said they should, believing 

that the combination is “too strong” for their bodies. Another 

takes days or weekends off to give his body “a break” from 

the medicines. Yet another had decided to stop altogether for 

some time, until her T-cells are depleted, with her doctor’s 

knowledge but disapproval.

Reaction to audio prompts
In response to the audio prompts (see Supplementary Figure 1 

for scenarios), participants overwhelmingly made statements 

to the effect that they appreciated clarity and directness from 

the providers. However, their reactions to confrontational 

and directive style were mixed. Positive reactions were based 

on the perceived accuracy of the content of the provider’s 

message.

She’s been there for him and she’s letting them know exactly 

what the consequences are. . . . And it’s up to you to change, 

make a change, you know to help yourself. So I think she’s 

right for being hard. (56-year-old male, Scenario 2)

This looks like to me that she’s been talking to her 

patient about this for a numerous amount of time. . . . She’s 

seeing that fact in the history that he’s going down below 

200 and the doctor getting upset about that is very, very 

understandable. They’re in this business to save lives, not 

lose lives. . . . I don’t think she was rude, I think she was 

giving him tough love. (30-year-old male, Scenario 1)

If I was his doctor I would have said to him, “Well listen 

here young man, here’s the one side effect that not taking 

your medication will give you and you’re going to get that 

side effect no matter how you slice it. Death, imminent 

death. . . .” I would have went it and shocked him to the 

point where it’s like let me really think about what my life 

is and where it’s going. (57-year-old male, Scenario 1)

Several participants made it explicit that they were 

endorsing the accuracy of the communication, not necessarily 

its effectiveness in promoting behavior change:

Well, I think it’s like a decision that we have to make for 

our own selves, just like no matter how much the doctor 

nags you or persists on you need to stop using and you need 

to take your medication, we have to want to do it. We have 

to want whatever it is that we’re going to do. (47-year-old 

female, Scenario 1)

Your doctor can tell you to do this and the doctor can tell 

you that, but you have to go and do your part, too. You’re 

accountable for taking your medicine, taking it on time. 

You’re accountable for this. But if you don’t do that, then you 

and your doctor not going even – you wasting his time, and 

you’re wasting your time. (64-year-old male, Scenario 2)

Damn, I should have listened to that woman. She just 

was talking and it went right past my head. (Scenario 3)

In the groups stratified by level of education, these positive 

responses to physicians’ confrontational and directive style 

were characteristic of the lower-educated groups. Participants 

in the higher-educated groups were much more critical. In 

the groups stratified by substance-abuse history, we could 

not make a similar distinction, but did note that responses 

within the group with a substance-abuse history but recent 

good adherence were mostly supportive of the confrontational 

style, with the exception of a single participant.

Some participants who objected to these examples 

focused on the manner in which the physician spoke:

I don’t really think it was professional at all, like the way 

she’s talking like to that client like if she’s talking to her kid 

or something. (27-year-old male, Scenario 1)

Because of the way – the tone of her voice and what 

she was saying to him. She basically wanted to give him 

tough love, but she didn’t know how. (30-year-old male, 

Scenario 2)

I’m sorry, but that doctor just seemed really – she was 

informative, but I felt like she kept going on going back and 

around in circles, and like she was trying to get a  reaction out 

of the patient. But I think she sounded genuinely  concerned 

about the patient, but that she didn’t know how to actually 

express those feelings in a professional manner . . . She 

just sounded like she was pointing her finger while she was 

saying it. (30-year-old male, Scenario 2)

Me and my doctor, we don’t have that kind of attitude, 

talk like that. To see this like that, grrr. We goof, like you 

know what I mean? We don’t – she don’t talk down to me 

like that. (52-year-old male, Scenario 2)

Scenario 1 included the physician threatening not to see 

the patient if he didn’t start ARV therapy. Some respondents 

reacted strongly to this tactic:
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When I started with my doctor, you know, he told me, “If 

you don’t think it’s doing any good, well, then you stop.” 

But he never say he’d stop seeing me, you know? . . . So 

I think a doctor should . . . be more professional, let you 

know what the side effects are . . . because sometimes 

the doctor himself, if your side effects are too strong, 

he’ll take you off, but you need to discuss that. (58-year-

old male)

Well she wasn’t professional in that she didn’t get the 

guy to explain the options. She’s calling him avoidant and 

that’s a bit offensive. She should be encouraging and explain 

what good things would happen with the medicine. . . . She’s 

saying I don’t want to see you if you don’t start the medicine. 

That is threatening and it’s blackmail. (54-year-old male)

I didn’t like the ultimatum. Like the first scenario, I 

didn’t like the ultimatum. Doctor didn’t really discuss, help 

this person to understand why he needs to take the drugs. 

(54-year-old male)

One objected to the same physician’s tactic of accusing 

the patient of hurting her feelings:

You know, that she said, “While you’re laughing I’m 

crying,” that’s – I mean that’s kind of a stretch. I mean 

I know my doctors have felt that way, ‘cause I seen it in 

their eyes, but for somebody to say that, it’s almost like 

their happiness depends on you taking your meds. I’m 

going through enough right now. I have plenty to deal with. 

(48-year-old male)

Scenario 4 involved the patient saying that she missed 

doses on Sunday mornings because she was busy getting her 

children ready for church. Participants universally perceived 

that this was an implausible excuse that the doctor had failed 

to see through. In response to Scenario 1, several also felt 

the doctor had failed to accurately diagnose the patient’s 

reason for not initiating treatment. They commented on the 

physicians’ failure to ask open questions and understand 

what was really happening with the patients, or to provide 

essential information.

But first and foremost they should tell you what is gonna be 

the side effects if you don’t do it. It gives the chance first 

to say – when you’re silent you think, because I’ve done 

it. And you don’t say nothin’. So I see that as a good thing 

because if it seems like he’s prodding me too much, then 

I might get offensive and like [makes noise], you know? 

(68-year-old male)

I noticed many of the monologues of this doctor, they 

ended with these multiple questions that I personally 

would not be able to answer. I would feel confused like 

which question I would have to answer now. (25-year-

old male)

Discussion
With few exceptions, these participants, most of whom had 

been living with HIV for many years, became adherent to 

medication regimens and medical appointments only after 

undergoing personal transformations that represented incor-

poration of illness identity, acceptance of the reality of their 

condition, and a new or renewed sense of agency, including 

a will to live. They offered little insight into any external 

factors, including personal or professional relationships, that 

may have contributed to these transformations, which they 

experienced as sudden and unexpected.

While there may be other vocabularies and theo-

retical frameworks for interpreting these stories, a widely 

employed framework is identity theory. Sociological stud-

ies of how identity is affected by and reformulated in the 

course of chronic illness emerged, beginning with general 

treatments in the early 1980s,27,28 and continuing with 

numerous studies in specific conditions. This literature is 

briefly summarized in a recent article that explores identity 

reformulation in chronic illness in relation to the concept of 

patient empowerment,29 and in another specifically concern-

ing identity incorporation in HIV/AIDS.30 In the language of 

identity theory, the “self ” is composed of many identities,31 

which correspond to various roles and relationships, eg, a 

person’s identities might include student, athlete, a son, and 

African-American. More “salient” identities are those that 

people are likely to present in a wider variety of contexts. 

Within this framework, the “self ” is relatively stable, but 

must abandon some identities and incorporate new ones 

over time.

Diagnosis with a chronic disease presents several chal-

lenges to identity. It typically requires new behaviors and 

activities, such as regularly taking medications and seeing 

specialist physicians. It may force changes in work or other 

established roles, including sexual and romantic relation-

ships. In the case of HIV, the diagnosis also carries stigma 

and presents problems of concealment or disclosure. Changes 

in expectation for longevity and future health also may strike 

at the very heart of the self-system. For many people with 

HIV, there are additional layers of complexity related to 

identity, such as substance abuse or addiction, criminal jus-

tice involvement, mental illness, and sexuality, all of which 

may need to be confronted in order to successfully manage 

living with HIV.

Studies of identity reformation in the highly active ARV 

therapy era generally find that while some people readily 
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accept the diagnosis and easily enter into treatment, oth-

ers experience initial reactions of shock, anger, despair, or 

denial, as most of our participants reported. For the latter 

group, accepting the new reality and undertaking the changes 

needed to survive in good health may take a long time.30,32,33 

Indeed, people with serious substance-abuse problems may 

ultimately come to see the acceptance of their diagnosis as 

the impetus for positive changes in their lives.34 The transfor-

mation is often experienced, or at least recalled, as a sudden 

event, which may be interpreted as a religious experience or 

conversion.35,36

In the vernacular, people speak of “hitting bottom,” and 

these transformations may also be seen as simply a reaction 

to the fear of death. However, these are not explanations. 

Our respondents often had lengthy histories of marginalized 

and traumatic lives, including homelessness, incarceration, 

victimization, and poor health, including repeated hospital-

izations; or else they simply lived in denial of being HIV+ 

for a time and tried to live as though they were not. They did 

not point to anything unique or dramatically different about 

their circumstances at the time they experienced their trans-

formations; the one or two who had brushes with what may 

have been imminent death had been there before, and still 

returned to their old ways. Rather, people describe coming 

to terms with their situation and resolving to live differently: 

an internal change of mysterious origin. The vocabulary of 

identity reformation does not try to explain why it happens 

when it does, but rather to describe what it is: a change in 

both internal motivational structure, and self-presentation 

to the world.

While our respondents did not credit the physician–

patient relationship with their epiphanies, they were appre-

ciative that their providers appeared to care about their 

well-being even while they were not engaged in effective 

self-care. They valued clarity and directness on the part of 

health-care providers about the consequences of medica-

tion nonadherence as a sign of caring. Some endorsed 

confrontational, scolding, or coercive tactics by physicians 

toward people in their former state, but they did not claim 

that these tactics were effective. Rather, they justified them 

in essentially moral terms: that the physician expressed a 

well-deserved judgment, one that they also made about their 

former selves.

Presently, they view their relationship with their physi-

cians as a partnership. Since they share the commitment to 

effective treatment, they are comfortable disclosing any of 

their failures, because they expect the physician to be helpful 

in achieving better adherence in the future, or alternatively to 

negotiate a plan which is mutually acceptable for treatment 

delay or interruption, or a harm-reduction approach to drug 

use, if need be.

We are particularly drawn to the discussion by Aujoulat 

and colleagues29 who conclude that the incorporation of 

illness identity and achievement of self-agency in chronic 

illness correspond to what is called intrinsic motivation in the 

self-determination theory (SDT) of Deci and Ryan.37,38 These 

include competence, and self-determination or autonomy: 

“Studies on SDT and intrinsic motivation in relation to 

chronic illness and adherence have shown the importance of 

self-determined or autonomously regulated goals on health 

outcomes.”

A more precise statement might refer to self-determined 

extrinsic motivation, since “intrinsic” motivation refers to 

those behaviors that are satisfying in themselves, while taking 

medication is normally a goal-directed behavior. SDT posits a 

continuum of extrinsically acquired motivation, which ranges 

from fully external regulation (ie, response to contingencies 

controlled by others, such as payment or punishment), to 

introjected regulation, where the person has partially inter-

nalized the contingencies (ie, feels self-esteem or shame 

depending on compliance), to identification, in which the 

person values a goal that motivates the behavior. The most 

self-determined, autonomous level of extrinsic regulation is 

integrated regulation, in which behavior is sustained because 

the goal is consistent with core values or goals. Intrinsically 

motivated or fully autonomous regulation in SDT is seen as 

based on intrinsic human drives for competence, autonomy, 

and relatedness with others. Fully autonomous behaviors are 

engaged in for their own sake, with no sense of coercion, as 

in the case of our respondents who said they actually enjoyed 

taking their pills.

Behaviors toward the external end of the spectrum are 

typically engaged in less consistently, are not inherently 

enjoyable, and indeed may produce conflicted or nega-

tive feelings. More autonomously motivated behaviors are 

engaged in consistently, sustained over time, and produce 

satisfaction. In our participants’ stories, we perceive an initial 

period during which their motivation for ARV adherence was 

purely external – they were warned of dire consequences if 

they failed to adhere, but this did not suffice to produce con-

sistent self-care behavior. In addition, it sometimes produced 

a conflicted relationship with their health-care providers.

Their stories of transformation can be seen as the inte-

gration of regulation, in which people set new goals for 

a more rewarding life and acquired a more autonomous 

motivation for medication adherence in furtherance of those 
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goals.  Ultimately, for some, medication-taking becomes 

“ identified” or even fully “autonomous,” as a demonstration of 

competency and self-control, and a manifestation of  alliance 

with their health-care providers and significant others, ie, 

 relatedness. As we have seen, some reported regular adher-

ence because it was consistent with their goal of maintaining 

their health, representing identified or integrated regulation, 

while a small number expressed fully intrinsically motivated 

behavior, saying they actually enjoyed taking their pills.

Our respondents did not say that their physicians 

actively helped them to achieve these states. In fact, they 

offered little if any insight into why their motivational 

state changed when it did. It may be that providers who are 

trained in motivational interviewing – a method developed 

to enhance autonomous regulation – could have contributed 

more to these transformations.39 Because we did not collect 

any information about participating physicians’ training 

in motivational interviewing, we can only speculate about 

such effects. In any event, their physicians’ patience and 

perseverance were eventually rewarded, as these patients 

ultimately came to autonomous treatment regulation one 

way or another, and appreciated their physicians having 

stood by them along the way.

This study has several limitations. We studied par-

ticipants who were engaged in care, in urban areas of the 

East Coast; attitudes may differ regionally or for those not 

engaged in care. There is also potentially a survivor bias, 

as people who do not have self-care epiphanies may not be 

alive. Patients lacking the communications skills or self-

confidence to volunteer for a focus group may be different 

from those who do participate, and there may be various other 

reasons why people would not participate, such as having 

demanding work or dependent care responsibilities. While 

our participants were men and women with a broad range 

of socioeconomic, racial/ethnic, and clinical backgrounds, 

these observations only show that some people living with 

HIV undergo such transformations; the prevalence of such 

experiences is unknown.

Becoming someone who can effectively manage HIV 

can be a lengthy process that includes accepting the reality 

of an HIV diagnosis, integrating the new identity and chal-

lenges that come with it, and often overcoming substance-

use disorders and difficult psychosocial circumstances that 

interfere with HIV treatment. Many people do not engage 

effectively in treatment for some time, but ultimately reform 

their identity so that they can. Their expressed preferences 

about provider communication may be informed by their 

current SDT stage and their memories of how they were and 

what they needed to hear in previous stages. Providers must 

take a long-term view when patients are not adherent or are 

not consistently engaged in treatment.
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Supplementary figure 

Scenario 1: Patient refuses to start antiretroviral (ARV) therapy, concerned about side effects and saying he needs to talk to his partner. 
Physician does not address either concern, but says there is no reason for her to see the patient again if he refuses to initiate therapy. 
Excerpt:

D: If you don’t start, there’s no sense for me to see you. What are we going to discuss, you know?
P: [Laughs]
D: While you’re laughing, I’m crying.

Scenario 2: Patient reports taking only half of his ARV doses. Patient explains that he is working and attending substance-abuse treat-
ment, is too busy, and often forgets. Physician does not address these problems, but responds in a highly directive manner. Excerpt:

D:  Either you take them completely or you don’t take them, but half of the time is the worst you can do. Okay, next time if they are not 
working, I’m stopping them, okay? Because there’s no sense. If you are not taking, why should I prescribe them?

P: Yeah.
D: Doesn’t make any sense.
P: True, true.
D: Okay, so this is the last time. Doesn’t make any sense.

Scenario 3: Patient is an active cocaine injector. Physician lectures patient at length about the dangers of this practice and the need to 
be adherent to ARV therapy. Patient says almost nothing; physician does not elicit patient engagement. Excerpt:

D: Part of it is you need to think about this as a problem.
P: Where do I go?
D:  Well, there’s lots of drug-treatment programs available. You have to call. It’s a big process. You got to make an appointment. A social 

worker can help you to some degree today. They can sit down with you and give you a list of places to go through. Um, but you 
know, getting into a program is going to be kind of important. . . . Do you think you could stop now?

P: Maybe.
D:  You really need to try very hard, because frankly it’s getting into a drug-treatment program with all the stuff you’ve got going on, I 

don’t know if you’re going to be able to do that. It’s a lot of stuff . . . [continues for 2 minutes.]

Scenario 4: Patient gives an implausible reason for nonadherence; physician makes an implausible suggestion. Excerpt:

D: What would you say the worst problem is that would make you miss every now and then?
P:  Um . . . Going to church and doing my girls’ hair. I was trying to get ready at the time, church started at 10:00 and it’s always a 

rush.
D: So does that happen pretty much most Sundays?
P: Most Sundays.
D: So just go leave yourself a note on your pillow . . . a little smiley face, whatever to remind you to take your meds.

Scenario 5: Patient reports nonadherence and currently has high viral load. Physician responds with affirmation and encouragement. 
Excerpt:

D:  So for almost 6 years, an undetectable viral load and a CD4 count that was up in the five hundreds in general. That’s what we’d like 
to get back to. And Mr Jones, you are okay with those meds that you took during that time, right? Well, I know from your record that 
you can do it, and I feel like you are doing the right thing looking for some help and I think you can get on top of this.

P: Last year, being in the house alone by myself, it’s not good for me, but I ain’t used to that, and my mind is getting twisted on that.
D: Alright.
P: That’s dangerous for me, for me anyways. That’s why I be trying to find something to do.
D:  I think that’s the key that you want to keep yourself busy, don’t you? Do you feel like you’ve gotten the help that you need to get off 

the drugs, at New Hope Center? . ..

Figure S1 Audio prompt scenarios
Abbreviations: D, doctor; P, patient.
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