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Abstract

To date, only modest gains have been achieved in explaining adherence to medical regimens, limiting effective
interventions. This is a particularly important issue for African Americans who are disproportionately affected by
the HIV epidemic. Few studies have focused on intragroup variation among African Americans in adherence to
ART. The aim of this study was to identify and describe the cultural rationales guiding African American patients’
formulation and evaluation of adherence. Rationales are key features of purposeful human action. In-depth
interviews with 80 seropositive African Americans were tape recorded, transcribed, and analyzed. Participant
CD4, viral load and medical histories were collected at each data point. Analysis of four waves of panel data
identified three types of adherence rationales: Authoritative Knowledge Rationale (AKR; =29, 36.3%), Following
Doctors” Orders Rationale (DOR; n=24, 30.0%) and Individualized Adherence Rationale (IAR; n=27, 33.8%).
Differences in mean reported adherence between the rationale groups did not achieve statistical significance.
However, the fraction reporting low adherence (<70%), although not different by rationale group at the first
interview (T1), was significantly higher for the IAR group by the fourth interview (T4). Objective clinical markers
(CD4 and viral load) improved over time (from T1 to T4) for AKR and DOR groups, but remained unchanged for

the AR group, yet self-reported adherence declined for all groups over the course of the four interviews.

Introduction

LTHOUGH SWALLOWING A PILL is easily done by many,
doing so consistently each day over a period of years is
often a challenge. At least half of all patients fail to adhere to
their medication regimens regardless of the disease or con-
dition.! To date, virtually no single characteristic of the indi-
vidual, the treatment itself, or the system under which it is
prescribed and administered can explain successful or failed
adherence practices. However, a systematic review of three
decades of adherence research? across diverse medication
regimens and over 200 variables identified three factors that
were strongly associated with adherence rates: patient beliefs
about medication in general, the past experiences of the pa-
tient or their family members, and social support. This article
examines patient beliefs, conceptualized as rationales® about
taking antiretroviral therapy (ART) and their influence on
adherence. Such personal rationales inform and powerfully
pattern an individual’s purposeful actions in adherence.
Low rates of adherence are a widespread problem but be-
come exceptionally problematic when the medication is nee-
ded to sustain lives and limit morbidity as is the case for ART
for HIV disease. Prior research on ART adherence*™ shows

that beliefs about medicine are strongly associated with ad-
herence to treatment. This is a particularly important issue for
seropositive African Americans who are disproportionally
represented among people with HIV in the United States,
with ten times the infection rate and higher morbidity and
mortality rates than whites.'”!" Although accounting for less
than 13% of the U.S. population, African Americans account
for 49% of new HIV diagnoses.” African Americans report
poorer adherence than whites or Latinos,'* and are more
likely to discontinue non-nucleoside reverse transcriptase in-
hibitors (NNRTIs) and protease inhibitors (PIs) after initiating
therapy.'> Few research studies have focused exclusively on
African American adherence to ART. Instead African Amer-
icans tend to be understood as a distinct, bounded racial
group in comparison to whites and/or Latinos, an approach
that makes it impossible to identify within-group variation.'*
Studies specifically focusing on the HIV-related beliefs of
African American have primarily documented the presence of
conspiracy beliefs and the possible influence that those beliefs
impose on their willingness to be tested'® and on ART ad-
herence.''” Identifying the rationales African Americans
hold concerning ART and describing the influence of these
rationales on adherence will provide insight into how patients
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think about the medication and the need to adhere to their
regimen, and may improve adherence by tailoring programs
to patients” understandings of the illness and its treatment and
by identifying counterproductive modes of reasoning. An
appreciation of how rationales influence adherence may
contribute to reducing disparities in HIV outcomes for Afri-
can Americans."®

In this article, we utilize the construct of adherence ratio-
nales to capture the implicit models patients draw on in daily
adherence practice. Our study extends and builds on the
findings of Laws et al.'® who described how people use ra-
tionales to justify the way they have customized their ART
regimens. These rationales are based on individual under-
standings of both ART adherence and HIV disease, which
play a role in how patients define adherence to medication in
the conduct of their everyday lives. We argue that studying
the rationales that African Americans use to guide their on-
going ART adherence is a productive way to understand
how beliefs influence daily adherence and to illuminate their
potential contribution to understanding disparities in HIV
outcomes.

People develop rationales that explain to themselves the
necessity for taking medication, the manner in which it should
be taken, and its impact on their bodies and their lives."? At-
tention to rationales involves a focus on active decision
making rather than the implied lack of intentionality in ex-
planations that feature forgetting, absence from home, or the
demands of work, often identified as causes for non-
adherence.?** In its approach the research reported here is
similar to studies of intentional nonadherence®®?*** in that,
rather than documenting the fact of nonadherence, it explores
the rationales that patients develop to justify their individual
approach to adhering to medication. Insight into rationales
will allow us to move beyond the dichotomous understand-
ing of ART adherence in which people are categorized as ei-
ther adherent or nonadherent. Such a dichotomy fails to
capture the range of behaviors involved in adherence or the
rationales that justify these behaviors.*

Adherence rationales, derived from anthropological stud-
ies, are conceptualized as embodying individual cognitions
and cultural beliefs along with explanations for the daily
practices of adhering to a medical regimen. A rationale in-
cludes the patient’s explanatory model of illness that is dis-
ease specific™” and is developed in response to specific
episodes of illness within a naturally occurring clinical and
life-world context.®® Anthropological research has shown
that these adherence rationales are synergistically developed
and reworked in the process of treatment,** rather than
operating as static factors as is posited, for example, with the
Health Belief Model.*® Rationales give rise to a range of ad-
herence practices, which are the behaviors people engage in
when they adhere (or not) to treatment.'?'~¢

Methods
Design

The design featured two groups to represent for observa-
tional study key natural situations in the course of ART
therapy. The groups were: (1) individuals new to ART and
with at most 30 days of experience (naive) and (2) veterans of
ART with 12-30 months experience (long-term). The design
provided theoretically meaningful experiential groupings at-

SANKAR ET AL.

tending to duration. It represented for extended 3-year case
studies a wide range of the most salient socio-cultural and
psychological conditions and experiences in the natural his-
tory of adherence understandings and practices. This design
allowed us to sample the key issues of social and personal life
reorganization attendant to initiating ART. The naive group
consisted of individuals encountering the challenges and
promises of taking and living with the medication for the first
time. The long-term group consisted of patients who were
already experienced with ART and who were confronting
issues of long-term adherence as opposed to short-term ad-
justments in medication and daily routine. The study was
conducted with the institutional review board approval from
the university and the two hospitals” human investigation
committees.

Participants and setting

A sample of 80 seropositive African Americans on ART was
recruited from infectious disease clinics at two inner city
hospitals into the naive and long-term study groups. At the
public hospital 75% of its 1115 seropositive patients were
African American, whereas the number of seropositive pa-
tients at the private hospital was 1800, of whom 65% were
African American. For the combined clinic population, the
median age was 34 and 30% were women. Overall, 28% were
active substance users, 10% were alcohol abusers, 30% had
hepatitis B, 25% hepatitis C, 20% were experiencing mental
illness, and 5% were homeless. Approximately 80% of the
clinic populations had prescriptions for ART.

Data collection

Data were collected as part of a longitudinal study of ad-
herence to ART among African Americans. Study participants
were interviewed 8 times over 3 years in their homes by
trained interviewers. Interviews were conducted every 3
months in year 1 and every 6 months in years 2 and 3. The
interviews were scheduled within 2 weeks before or after a
clinic visit to facilitate collection of contemporaneous clinic
data. The interviews lasted 1.5-2 h. In addition to in-depth
open-ended interview questions, standardized assessments
were administered and clinic outcome data (CD4 and viral
load) were collected.

Measures

Three domains are relevant to this article: (1) adherence
rationales, (2) self-reported levels of adherence, and (3) clinic
data (CD4 and viral load counts).

Adherence rationales. Rationales were based on re-
sponses to in-depth questions that assessed the following
topics identified by the literature as aspects of adherence
rationales: (1) the patient’s explanatory model describing
how the medication and the disease interact®*™*3; (2) reasons

for initiating treatment®®%; (3) discussions of self-initiated

adjustments to their medication regimen30'37; and (4) meta-
phors used to describe adhering to treatment.**™*¢ Ad-
herence rationales often represent beliefs and meanings
beyond the specific act of pill taking, and reference higher
order meanings embodied in one’s personal philosophy,

moral stance, or cultural values. These higher order
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meanings can potentially be seen in the metaphors that
individuals associate with adherence.

Adherence—self-reports.  We used the Medical Out-
comes Study Adherence Scale (MOS)* to assess self-re-
ported adherence to antiretroviral medication. This scale
consists of 5 questions each rated on a scale from 0 (none of
the time) to 5 (all of the time): “I have a hard time doing what
the doctor suggested I do,” “I find it easy to do the thing my
doctor suggested I do,” “I was unable to do what was nec-
essary to follow my doctor’s treatment plans,” “I follow my
doctor’s suggestions exactly,” and “Generally speaking,
how often during the past 4 weeks were you able to do what
the doctor told you?” The first and third questions are re-
verse coded, then scaled to 100 to obtain a percent adher-
ence. For purposes of analysis, we also trichotomized these
data into low (<70%), medium (70-89%), and high (>90%)
adherence.

Adherence outcome data. Research staff recorded CD4
and viral load from participant medical charts within 2 weeks
before or after each interview.

Data analysis

The data for this article consisted of responses from a
full year of interviews (T1-T4, every 3 months) to 12
questions (48 responses per participant) designed to assess
aspects of adherence rationales identified by the litera-
ture.'” The topics of these questions included: (1) decision
to initiate ART, (2) ART and HIV models, (3) adherence
problem solving, and (4) adherence metaphors (Table 1).
The data collection time frame allowed us to capture a full
annual cycle of the ritual, celebratory, and “special” an-
nual occurrences that could potentially impact adherence
practice. The data set was divided randomly and approx-
imately equally among the data analysis team (2 research
assistants and 2 principal investigators) who summarized
these responses to create an abstract (1-3 pages) of the
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data for each participant. These abstracts were then given
to the interviewer assigned to each participant to verify
that the abstracts captured the meaning of the original data
set consistent with the interviewer’s personal knowledge
of the adherence rationale and practices of the participant
gained through multiple interviews. The validated ab-
stracts were returned to the analysis team.

The analysis team was blinded to the identity of the re-
search participants. The question driving the analysis was:
“What rationales did the study participants use to guide their
adherence practice?” The abstracts were then subjected to a
pile sort procedure.*® This involved:

1. Examining each abstract for evidence of adherence ra-
tionales.

2. Assigning each abstract to a “pile” based on the dis-
cussions in step 1. The resulting “piles” were developed
inductively through reflection on the characteristics of
each participant’s rationale in comparison to those of
other participants in the study.*”*° Abstracts with
similar adherence rationales were placed in the same
pile; those with different rationales were used to form
new “piles.” Following this procedure resulted in five
adherence rationales/“piles” being identified (medical
model, doctor’s orders, lifestyle, alternative model,
different priority).

3. Analyzing each pile as a group and recording the
characteristics that defined its rationale.

4. Resorting the entire set of abstracts based on the lists of
characteristics identified in step 3. As a result of the re-
sort, we determined that three of the initial piles (life-
style, alternative model, different priority) belonged
together. These were combined (individual adherence
rationale) resulting in three “piles” of rationales.

5. Collecting and randomly mixing the set of abstracts and
conducting a final confirmatory sort based on the
characteristics identifying the three adherence ratio-
nales. In this final sort, inter-rater reliability ranged
from 85% to 92%.

TABLE 1. DOMAINS AND MEASURES OF THE ADHERENCE RATIONALE CONSTRUCT

Construct Domain Interview questions
Adherence Decision to initiate ART Why did you decide to start taking HAART?
rationale Has there been a “turning point” in your HIV experience—event

or experience that changed the way you live with HIV?

Model of ART
interaction with HIV

How does HIV work?
How does ART work?

Do you believe that HIV’s still there even if your viral load is low?
Have you ever given yourself a drug holiday? If so, why did you do this?
Do you need to take ART in the way your doctor told you to for it to work?
Why or why not?
How often do you have to take your medication to be satisfied
you are doing a good job?

Ongoing adherence
problem solving

Is it OK to adjust your ART medication yourself?
Does your body tell you when to take your medication?

Have you recently missed one or more doses of medication?
How do you explain this?

Adherence metaphors

Sticking to my medication schedule is like....

ART, antiretroviral therapy; HAART, highly active antiretroviral therapy.
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TABLE 2. SamPLE DEscripTiON (N=280)
Age Education
Gender Employed
Mean Grade High > High
age (SD) Men Women Yes No Missing  school school school ~ Missing
ART-naive 42.6 (429) 15(83%) 3 (17%) 7 (39%) 10 (56%) 1 (6%) 2 (11%) 10 (56%) 5 (28%) 1 (6%)
ART long-term 41.1 (9.7) 40 (65%) 22 (35%) 10 (16%) 46 (74%) 6 (10%) 10 (16%) 36 (58%) 13 (21%) 3 (5%)

SD, standard deviation.

We examined the three resulting adherence rationales for
demographic and length of time on ART (long-term and na-
ive) patterns. We also investigated whether there was a rela-
tionship between adherence rationale and self-reported level
of adherence, and between adherence rationale and clinic
outcome data (CD4 and viral load).

For categorical variables, we used the ¥ test (e.g., test-
ing the association between adherence rationale and
study group). Since the medication adherence data and
CD4 and viral load data were not normally distributed, we
used the nonparametric Kruskal-Wallis test in examining
the relationship between these variables and adherence
rationales.

Results
Sample description

The study sample consisted of 80 seropositive African
American adults with an active prescription for ART (Table 2).

Analysis showed no statistically significant associations
between demographic characteristics, time on ART (naive/
long-term), and adherence rationales (all p>0.05)

Rationales

We identified three types of adherence rationales: the Au-
thoritative Knowledge Rationale (AKR; n=29, 36.3%), the
Follow Doctors Orders (DOR; n=24, 30.0%), and the In-
dividualized Adherence Rationale (IAR; n=27, 33.8%).

Individuals exhibiting an AKR based their rationale of
disease and treatment upon how it was defined by their
physicians and stated they worked to adhere to the re-
commended regimen. However, they adopted their phy-
sician’s recommendations only after individual evaluation
and consideration of a range of sources of information. The
DOR group accepted their physician’s recommendations
without much personal reflection, drawing on few external
sources of knowledge and demonstrating little interest in
thinking through the issues presented by adherence. Peo-
ple with an IAR drew information about ART from a range
of sources that included their physicians, popular culture,
the “street,” their own past experience and that of their
relatives, alternative medical beliefs, and folk medicine.
From these different sources, they developed their own
rationale for adherence, rejecting the physician’s authori-
tative knowledge.

In what follows, we describe the rationales in detail. Each
rationale is illustrated with a case study selected as the best
representation of the characteristics of the rationale being
described.

Authoritative knowledge rationale

The AKR category represents an active engagement in the
decision-making process. Patients professing an AKR tried to
understand how ART worked, decided for themselves whe-
ther to start ART based on their knowledge of HIV, and then
used this understanding to guide ongoing practice and to
inform decision making concerning the challenges and di-
lemmas presented by long-term adherence.

Case example. R. is a former carnival worker and re-
covered substance abuser (alcohol and crack cocaine). He is
functionally illiterate, and has a close and cordial relationship
with his doctor. He firmly believes that it is his responsibility
to ask questions and educate himself about his illness and
treatment. He told his doctor, “Even though I don’t know how
to read all this you writing, give me a reason why you think
it’s time for me to take it (ART) and what the precaution is if I
don’t take it or if I do take it; I'll decide.”

A distinctive characteristic of this rationale was the pa-
tient’s alliance with his or her physician.

I feel that the doctor knows what he’s doing. I mean, provided
the information that he’s giving me about the medicine I've
been taking, I agree with him. I've seen nothing but major
improvement, so I can’t not do what he’s saying.—Long-Term
AKR, male

In making the decision to initiate ART, AKR individuals
indicated that although they had followed their physician’s
advice, the decision that they made had been their own.

The AKR does not imply a simple uncritical acceptance of
the physician or the science used. However, the skepticism
expressed by individuals was due to their understanding and
appreciation for how science works, and not based on distrust
of the medical system as a whole.

They ain’t worked out all them bugs. It just is according to you,
your doctor, your system, your body. You may not be able to
take what I take, and you'll just have to work it out like youdo a
car. That’s why they change a car every year, Chrysler wouldn't
be in business if they just kept the first Chrysler they made.
They kept changing it until they got better. Your doctor got to
keep working with mixtures and cocktails and different meds
and see what works best for your body.—Long-term AKR, male

The AKR acceptance of the medical scientific model of HIV
and its treatment was seen in how rarely individuals with an
AKR accord authority to embodied knowledge—"listening”
to one’s body is not factor in adherence to medication
schedules. In this way, they were distinctly different from
both the DOR and the IAR groups.

Individuals endorsing an AKR understood that ART
would not cure HIV, but only control it, and appreciated
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the consequences of poor adherence, views consistent with
those expressed by their physicians. They relied on these
understandings in ongoing adherence decision-making.
The CD4 and viral load of self-identified injection drug
users who held an AKR confirmed the success of their
practice.

The AKR acceptance of the medical model is reflected in the
accounts people provided to explain why doses were missed
and how these lapses would be corrected.

I overslept, left the house, didn’t take it and got back it was too
close to the next dose, so I don’t play catch up and double up. I
got enough in my bloodstream that should keep me up to catch
back up.—Long-term AKR, male

Individuals with an AKR used metaphors that reflected an
“active or “take charge” mentality that invoked a sense of
personal responsibility and accountability.

Doctor’s orders rationale

Study participants with the DOR took their medication
because they were instructed by their physician to do so.
These individuals considered few other sources of informa-
tion and had few thoughts about the nature of HIV or ART
when describing their adherence rationales. Their doubts
were subsumed by their trust in their physician. (“He’s the
marn; if he says do it, I do it.”) Their discussions often included
talk that associated adherence with a moral duty. Using
words like “should,” “must,” “have to,” individuals with the
DOR signaled that they associated their adherence practice
with the qualities of being a good person.

Case example. L. formerly worked as a day laborer and
now lives on disability with his elderly mother. He believes
the medications are keeping him healthy and says he is very
adherent but occasionally forgets. At times medical insurance
problems have interfered with his ability to get his medica-
tions. He sees these problems as beyond his control and, thus,
does not “count” doses missed due to lack of insurance as
really missed. He is now trying to be 100% adherent because
he said his doctor told him that if he adhered completely, he
would be able to discontinue the medications altogether.

Individuals with a DOR emphasized the role of their phy-
sician in the decision to initiate treatment. However, they of-
ten deviated from accepting the physician’s authority when it
came to embodied knowledge or the belief that the body
could “tell” when it needed medication. Like the IAR group,
but unlike the AKR group, some people with a DOR described
how signals from their body acted as a countervailing influ-
ence to the physician’s authority.

Individuals with a DOR were similar to those with an AKR
in that both were emphatic that they were acting in accor-
dance with physician’s guidance, but differed in that indi-
viduals with a DOR could not clearly describe models for how
HIV and ART worked, in contrast to the AKR group whose
descriptions of the models were detailed and similar to those
held by their physicians. Both groups were reluctant to self-
adjust medication doses.

A distinctive feature of the DOR was an association of
adherence with a sense of moral responsibility. A missed
dose for individuals in this group reflected on their character
and indicated that they were not meeting their adult re-
sponsibilities.
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You want to feel that you did your part. It's not going to be
because you didn’t do some of the things you're supposed
to do as far as taking your medication that something bad
happens so I try.—Long-term DOR, woman

Despite this connection between adherence and moral re-
sponsibility, individuals with a DOR could justify missing
doses when the circumstances were deemed to be beyond
personal control. For example, four individuals with a DOR
reported their adherence as 100% despite having missed sev-
eral weeks of medication due to insurance problems, reasoning
that they took 100% of their medications whenever they had
them. “That [adherence interrupted by loss of insurance] wasn’t
my problem. I took all the pills I had when I could get them.”
Since these missed doses were “not their fault,” their level of
adherence was not impaired. This stance is a defining charac-
teristic of the DOR and is not a feature of either the AKR or IAR.

The metaphors the DOR group associated with adherence
reflect more habit, less volition, and little individual authority
compared to the other two groups. Individuals with a DOR
tended to say adherence is like drinking water, eating, or
watching TV. These are relatively passive, habitual activities
that are done with little effort or attention to detail and do not
imply individual thought or decision making.

Individual adherence rationale

People with an IAR drew on multiple sources of authority,
integrating ideas from popular culture, alternative medicine,
“street” knowledge, and folk medicine into their own un-
derstanding of what it means to be adherent. Some based their
adherence rationales on their own analysis of clinical research
protocols. For example, three study participants followed self-
designed structured treatment interruption programs mod-
eled after their understanding of the SMART (Strategies for
Management of Anti-Retroviral Therapy) study, a random-
ized controlled study that their clinics were participating in at
the time of their interviews.

Individuals with an IAR had a personal understanding of
ART adherence, which often resulted in an unwillingness or
inability to assign the same high priority to adhering to
treatment as their physician. For some, this meant accom-
modating ongoing substance use at the expense of regular
adherence. Several people in this group were noteworthy for
their distrust of their physician.

Case example. Ms. M is a retired LPN and former sex
industry worker. She is on the board of several AIDS service
organization as an advocate for African Americans with HIV,
in particular women, and was a motivational speaker on liv-
ing with HIV. She sometimes abused alcohol. She was largely
nonadherent to ART. She distrusted physicians especially
when they admonished her about the need to be adherent.

Like the AKR group, the IAR group challenged their phy-
sician’s authority, but unlike those with an AKR, they did
not seek to align themselves with their physician’s view of
adherence.

It’s kinda hard to do what the doctor say all the time because
you just don’t feel like doing it; then it gotta be a certain time;
you gotta be in the house all day to do it. Or I just don’t have
enough energy to do it; or you just get tired of doing what the
damn doctor say to do, you just get pig-headed and wanna do
what you wanna do.—Naive IAR, man.
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Individuals with an IAR expressed clear ambivalence
about the authority of scientific knowledge and were more
likely than those with a DOR to accord authority to embodied
knowledge; the need to “listen to my body” often appeared in
their rationales.

All three rationale groups agreed that taking ART is nec-
essary, but individuals with an IAR expressed considerable
ambivalence and concern about the medication. Some study
participants exhibited a clear pattern of cycling on and off the
medication (taking “drug holidays”) because of these con-
cerns.

You feel you need a break, so, you just stop, until you get sick.
Or till you're not feeling well or something makes you think,
maybe I better go back and start taking these medications.
Then you go back.—Long-term IAR, man

This view stood in stark contrast to that of both AKR and
DOR groups who believed that drug holidays were antithet-
ical to treatment success.

These are the drugs for your life, so...ain"t no holiday off-, ain’t
no such thing as a drug holiday when these are drugs for your
life. So I mean...you, I mean me having this disease, why take
chances.—Nuaive AKR, man

The IAR group held models of ART and HIV that were
considerably different from those held by their physicians,
and they were more confused regarding the precise effect of
ART than the other rationale groups. This confusion is likely
because their models combined knowledge from a number of
sources that included the body, family members and popular
media, which present conflicting views about the role of ART
and its safety.

The metaphors individuals with an IAR used when asked
about adherence to ART reflected a rejection of physician
authority in their care and treatment.

Ongoing adherence practice

We analyzed self-rated adherence for each rationale group
and found that at each of the first four interviews, the differ-
ences between the rationale groups were not statistically
significant at p<0.05, except at T2 when those with an AKR
rated themselves significantly more adherent (Kruskal-
Wallis, p<0.01) than those who had an IAR. However, re-
ported adherence for the entire sample declined over the 4
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interviews (Wilcoxon signed ranks, p <0.001) and for the AKR
and DOR groups separately (Wilcoxon signed ranks, p <0.01).
The proportion of participants who reported low adherence
(<70%) did not differ by rationale group at T1, but did so at T4
with a significantly higher proportion of individuals with an
IAR reporting low adherence (/2=53; p<0.05). CD4 counts
improved significantly (Wilcoxon signed ranks, p <0.05) for
the AKR and DOR groups between T1 and T4, whereas they
remained statistically unchanged over this time period for the
IAR group. Viral load was significantly higher for the IAR
group at T4 compared to the other rationale groups (Kruskal-
Wallis, p <0.05; Table 3).

Discussion

This study identified a robust set of three rationales HIV-
positive African Americans use to guide their adherence to
ART. These rationales were unrelated to participant demo-
graphics or other characteristics and therefore are not proxies
for these factors. The distinct adherence rationales identified in
this study highlight heterogeneity among African Americans
often underrecognized in the literature. Many studies on ad-
herence to ART are designed to provide contrasts between
groups—African Americans compared to whites or to Lati-
nos—but may not adequately account for intragroup variation.
The rationales we have identified may represent types of en-
gagement with adherence to ART as a life practice, each of
which entails different barriers, challenges, and rates of success.

Most study participants intended to adhere to their treat-
ment. To do so, they sought to integrate adherence into their
daily lives. Attention to patient rationales for initiating and
maintaining treatment helps in understanding adherence
practices. Those with the AKR were similar to the participants
in the Lewis et al.”* study of individuals who were 100% ad-
herent. They established active partnerships with their physi-
cian and identified strongly with the health care team. Patients
with the DOR trusted the authority of their physician to guide
their adherence practice. However, while these individuals
sought to be adherent in order to “please” their physician, they
did not express an interest in being included in decision making
or in acting as “partners” in their care. Those with the IAR
developed rationales that in many cases competed with that of
their physicians. For some, these were carefully constructed
explanations of ART and its adherence requirements, but for
others, they were a justification for integrating their adherence

TABLE 3. ADHERENCE RATIONALE BY REPORTED ADHERENCE AND CLINICAL OuTCOMES AT T1 AND T4 (N=80)

T1 T4
Reported Median Median viral load ~ Reported Median Median viral load
adherence CD4 (cells/uL) (copies/mL) adherence CD4 (cells/uL) (copies/mL)
(mean % +SD)  (min, max) (min, max) (mean %=+SD)  (min, max) (min, max)

Authoritative Knowledge 88.7+18.4% 3807 (5-992) 694 (50-447k)  76.0+£23.8% 4507 (7-1029) 400 (50-750k)
Rationale (n=29)

Doctor’s Orders 84.5+16.4% 339% (34-968) 1974 (50-650k)  76.5£20.7* 440" (90-897) 400 (50-30k)
Rationale (n=24)

Individual Adherence 79.9+21.5 242 (5-2500) 725" (40-750k)  66.4+21.5 315 (8-999) 10,0007 (50-750k)

Rationale (n=27)

?p<0.05 (comparisons between T1 and T4).
SD, standard deviation.
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FIG. 1. Adherence level at interview #1 by rationale. (Color image can be found at www liebertonline.com/apc)

to ART into the demands of their lifestyle in a way that was
most convenient for them (Figures 1 and 2).

All self-reported adherence declined over time as measured
by the MOS adherence scale. However, the decline was most
significant for the IAR group who were more likely to report
low adherence at the fourth interview compared to the other
groups. In addition, their CD4 counts did not increase as they
did for the other groups and their viral load was markedly
worse at T4 compared to the AKR and DOR groups.

An examination of the metaphors participants used when
describing their treatment adherence provided a window into
the relatively neglected area of interactions between current
adherence practices and deep-seated value orientations. For
example, a life-long tendency to challenge authority was clear
in some adherence metaphors used by individuals with an
IAR and a passive stance toward responsibility was evident in
metaphors of the DOR group. Identifying how the range of
values reflected in adherence metaphors contributes to ad-
herence practices among HIV-positive African Americans will
advance research regarding health disparities and move us

toward a more nuanced understanding of the African
American health care experience.

Limitations

The study has several limitations. The sample population
used is clinic based and nonrandom. In addition, the ratio-
nales held by people who drop out of treatment or have never
started treatment remain unknown. Since the study partici-
pants were exclusively African Americans, the findings of this
study cannot be generalized to non-African American groups.
Also, the low sample size implies that the power to detect
differences in variables such as CD4 and viral load across
rationale groups is limited. Assuming a “medium” effect size
as defined by Cohen,” we obtained a power of only ap-
proximately 50%.

Study findings emphasize the importance of understanding
the patient’s model of the disease, the treatment, and the in-
teraction of the two. Each adherence rationale presented a
different set of self-identified barriers, clinical challenges, and
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FIG. 2. Adherence level at interview #4 by rationale. p <0.05. (Color image can be found at www.liebertonline.com/apc)
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opportunities for adherence interventions. The IAR created
treatment challenges because people with this rationale re-
sisted their physician’s directions. For clinicians it may be
possible to identify the problems that individuals with an IAR
face and offer appropriate interventions. A positive feature is
that those with an IAR were trying to integrate ART into their
lives and were open and explicit about the problems they faced.

Individuals with the AKR and the DOR rationales seemed
less clearly willing to disclose the various types of adherence
problems that they encountered. This constitutes a problem for
interventions because these rationales may not readily provide
direct insight into the particular personal issues people face
when trying to adhere to prescribed treatment protocols. For
the AKR group, we suggest that clinicians focus on the need to
improve the patient’s confidence in their own interpretation of
what is required in adherence practice, and therefore instill a
greater level of confidence in their own treatment.

The willingness of individuals with a DOR to follow au-
thority suggests that more regular, even brief, contact with
clinicians will enhance adherence. However, the reliance of
those with a DOR on the clinician suggests that adverse events
like side effects could result in disillusionment and dropping
out of therapy. Increasing the patient’s understanding and
appreciation of their own responsibility for both adherence
and the clinic outcomes it produces could circumvent this
problem from occurring.

In order to contribute directly to improving adherence, a
clear way of identifying which rationale guides patient ad-
herence needs to be developed. This would allow clinicians to
tailor interventions to address the challenges posed by the
different rationales. Adherence problems created by a patient’s
rejection of medical authority are different from those where a
patient cuts down on therapeutic doses due to toxicity fears.

Overall, an understanding of individual adherence ratio-
nales offers useful avenues for targeted interventions based on
patient beliefs and values, as opposed to personal characteris-
tics, and provides the opportunity to develop interventions that
will improve the prospects of long-term adherence to ART.
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