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Objective: Discontinuation of antipsychotic medication is a pervasive
clinical problem in the treatment of patients suffering from psychosis.
The aim of this study was to complement a largely quantitative body of
research by focusing on patients’ perspectives on the topic. Methods: In-
depth semistructured interviews were conducted with 20 persons who
have schizophrenia spectrum disorders. Narratives were elicited on ill-
ness and medication use and emphasized key turning points, such as pe-
riods of nonadherence and illness relapses. Results: Respondents had
extensive experience with antipsychotic treatment (15+12 years of treat-
ment). Nineteen (95%) reported at least one extended period of nonad-
herence. A complex picture of medication use or refusal emerged from
patients’ descriptions. An array of external factors influenced initiation
of medication and treatment maintenance: pressure from family or cli-
nicians, secondary benefits from initiating and maintaining treatment,
and a variety of coercive measures. Moreover, personal factors tran-
scended rational models in deciding whether to take medication; pa-
tients’ responses stressed the importance of trust, emotional reactions,
and subjective experiences with medication and stigma. Conclusions:
These findings call into question the validity of a purely voluntaristic
model of the use of antipsychotic medication. Its use was part of a long
and painful fight with a debilitating disorder, and off-medication peri-
ods were essential parts of a learning process. (Psychiatric Services
62:888-892, 2011)

oor medication adherence is a
Pvexing clinical problem for

many chronic disorders in med-
icine, including schizophrenia (1).
Rates of antipsychotic medication
nonadherence are reported to average
between 41.0% and 49.5%, depending
on the definition of adherence (2).
Long-term antipsychotic adherence

rates are low; for example, in one
study, only 11.6% of 2,655 patients in
an administrative sample treated with
first-generation antipsychotics ach-
ieved one year of uninterrupted an-
tipsychotic drug therapy (3).

A rich quantitative literature identi-
fied over 200 risk factors related to
medication nonadherence, including
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lack of insight, negative attitudes to-
ward medication, perceived treat-
ment efficacy and tolerability, and
past nonadherence (2,4). In contrast
to quantitative methods, qualitative
research, with its focus on subjective
experience, allows an in-depth study
of the dynamic and subtle interplay of
factors operating at the level of the in-
dividual (5). However, qualitative in-
quiries in the area of antipsychotic
nonadherence are scarce. One quali-
tative exploration of patients’, care-
givers’, and professionals’ views on
medication adherence highlighted a
lack of shared understanding of what
determines medication adherence,
thus stressing the necessity of devel-
oping a mutual understanding and a
strong therapeutic alliance (6). In an-
other study, the exploration of the
subjective meaning of antipsychotic
medication exposed the tension be-
tween external social control and con-
temporary values of autonomy and
self-control (7).

In this qualitative study, we explored
the disparity between the recommen-
dation of continuous-maintenance an-
tipsychotic treatment for patients with
schizophrenia and the clinical reality
of frequent discontinuations. By fo-
cusing on experienced patients found
to clinically benefit from antipsychotic
medication and judged to need main-
tenance antipsychotic medication, we
wanted to explore what is at stake for
patients with regard to taking antipsy-
chotic medication and learning about
the need for adherence from their
own perspective.
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Methods

Patients and recruitment

We conducted a qualitative study of
use of antipsychotic medication among
patients with schizophrenia spectrum
disorders. Participants were referred
from a community mental health
center outpatient clinic affiliated
with the Massachusetts General Hos-
pital Schizophrenia Program. Pa-
tients had to be clinically stable and
to have more than one year of expo-
sure to antipsychotic medication. In
the clinicians’ judgment, all referred
patients needed maintenance treat-
ment with antipsychotics. Clinicians
were asked to refer patients regard-
less of patients’ attitudes toward
medication, their insight into illness,
or their eloquence or narrative skills.
When patients expressed interest in
the study, the treating clinician re-
ferred them to the interviewer,
stressing the confidentiality of the re-
search and the external position of
the interviewer. The local ethics
committee approved the study, and
informed written consent was ob-
tained from all participants, includ-
ing an assessment of competency to
give consent. No patient refused the
study, nor was any patient considered
unfit for it. Participants were recruit-
ed between December 2007 and
May 2008.

Data collection and analysis

Study participants were interviewed
by the first author, who used a semi-
structured interview that was audio-
taped and then fully transcribed. The
interview consisted of three parts.
The first part used the Indiana Psy-
chiatric Illness Interview to elicit a
global illness narrative (8). This was
intended to promote a trusting at-
mosphere, to position the study in a
broader perspective than a clinical
encounter, and to offer a personalized
and deeper context for the later, more
specific questions on medication. The
second part used a medication-ori-
ented modification of the Turning
Point/Period Interview (medication-
TPI) (9). The medication-TPI elicits
narratives about medication use and
focuses on the evolution of attitudes,
meanings, and practices that concern
antipsychotic medication. The med-
ication-TPI was divided into five sec-

tions: a timeline of medication use,
the first use of antipsychotic medica-
tion, stopping medication, resuming
medication, what matters in using
medication, and future plans regard-
ing medication. With the use of the
ten-item Drug Attitude Inventory
(DAI), the third part collected struc-
tured data on attitudes toward med-
ication (10), compliance over the past
year (11), and present compliance
(doses missed during the past week).
Present symptom levels were as-
sessed with the Brief Psychiatric Rat-
ing Scale (BPRS) (12).

Ethnographic notes taken by the
interviewer and a chart review com-
plemented the audiotaped interview.
We also summarized the timeline and
the illness and medication narratives
for each participant. Data were ana-
lyzed with NVivoS8.0, and when nec-
essary, we went back to the audiotape
data to verify the meaning and the
verbal information related to specific
statements.

Analyses were performed with the
use of inductive principles based on
narrative analysis and grounded theo-
ry (13). A tree-style coding structure
was developed by using an iterative
process to identify codes in a tran-
script, applying the codes to addition-
al transcripts, and comparing the re-
sult to the global narrative extracted
from each participant. The ethno-
graphic notes and chart reviews were
used to complement and verify the
validity of the obtained coding
scheme. The material was shared and
discussed by two of the authors.
Overarching themes were then ex-
tracted, compared again with the nar-
rative data from the interviews, and
enriched and developed further by
qualitative details and descriptions of
the respondents.

Results
We recruited 20 participants. Seven-
teen (85%) were male. The

mean+SD age of the participants was
39x14. Seventeen (85%) were single,
one (5%) was married, one (5%) was
divorced, and one (5%) was in a com-
mon-law relationship. Fourteen
(70%) were impoverished, rating
their household income in the lower
fifth quintile. Seven participants lived
in supported or supervised housing,
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seven with family or roommates, and
six lived independently. The mean
education level was 12.2+2 years.

Fourteen (70%) participants had
chart diagnoses of schizophrenia, and
six (30%) had diagnosed schizoaffec-
tive disorder. The sample showed sig-
nificant residual symptoms (BPRS of
40=+9; possible scores range from 16
to 112, with higher scores indicating
more severe symptoms). The dura-
tion of antipsychotic medication
treatment was 15:12 years (range
one to 34 years). Eighteen (90%) par-
ticipants received antipsychotic
monotherapy; eight (40%) were tak-
ing clozapine, and most received ad-
ditional psychotropic medications.
The relatively low antipsychotic
polypharmacy might be explained by
the use of clozapine for refractory
symptoms and the academic teaching
setting. Participants’ attitude toward
medication as measured by the DAI
was positive (5.5+4.3, with possible
scores ranging from -10 to 10 and
higher scores indicating a more posi-
tive attitude toward medication).
Thirteen (65%) participants reported
good adherence over the past year (all
concordant with the chart review),
five stopped their medication for
more than one week during past year,
and two had stopped taking it for one
to seven days at a time in the past
year. Over the past week, one partici-
pant reported not taking any antipsy-
chotics, and the 19 (95%) others re-
ported not missing any pills over the
past week.

All participants completed the in-
terview in one session that lasted
33-123 minutes (average of about 45
minutes). Respondents produced rich
and complex narratives about their ill-
ness and medication use, including
acknowledged periods of nonadher-
ence, disagreements with clinicians,
and motivations to take medication
that were at odds with the psychoed-
ucative discourse to which they had
been heavily exposed.

Each participant told multiple ill-
ness narratives, tapping several meta-
narratives available in the local cul-
tural environment and also in more
idiosyncratic worldviews, the latter
heavily influenced by psychotic expe-
riences. Notably, only four of 20
(20%) participants indicated a com-
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plete acceptance of the biomedical
explanatory model for their mental
illness. Echoing the illness narrative
literature (14-16), narrative disrup-
tions and cognitive dissonance were
common (such as “I feel like I'm pret-
ty normal, except that I take medica-
tion and sometimes I wonder why”).
These illness narratives offered a per-
spective on the worldview and the
relative place of psychiatric care and
medication use in their life.

The medication-TPI revealed that
nearly all participants (N=19, 95%)
had stopped their antipsychotic med-
ication for extensive periods in the
past. The narratives regarding an-
tipsychotics (and, notably, mood sta-
bilizers) were strikingly different
from those about other psychotropic
medications, which were seen as less
dangerous, more positive, more help-
ful, and more efficient in rapidly
soothing anxiety or insomnia, giving
energy, and brightening the mood
(antidepressants). Three (15%) par-
ticipants stressed the importance of
having control over some of these
medications: “I also have Ativan [lo-
razepam] PRN. I don't take it very of-
ten, ‘cause that’s the way I assert my
control. I choose when to take it. . . .
And then I don't have to fight about
the Zyprexa [olanzapine].”

First antipsychotics:

passivity and pressures

First contact with antipsychotic med-
ication took place in a crisis, when in-
dividuals were experiencing signifi-
cant confusion. When asked why they
took medication the first time, 12
(60%) participants looked puzzled
and explained that it was offered to
them. This passivity ranged from a
prevalent attitude of “trusting” doc-
tors (“Because I was trusting that they
knew what they were—I decided just
to go along with it”) to trusting a fam-
ily member’s advice (“At first I didn’t
want to take it ‘cause I didn’t know
what was going on. I didn’t even know
where I was. But my mom was there
and she was telling me, you know, you
should take it. You'll feel better—that
kind of thing. So I trusted them
through my mom.”). In fewer cases
there was an implicit and subtle obli-
gation to comply (“In the problem
with mental health is, they tell you,
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‘Here.” And they put it [the medica-
tion] on the table in front of you, and
it's kind of like there.”) or even a di-
rect, tremendous pressure: “[M]y
mom really wanted me to take the—
whatever they were going to give
me—and I think the people there re-
ally wanted me to take it or some-
thing. So, I mean everybody was just
really—1I mean if it were up to me, I
wouldnt have even been there. I
would have just been back at my
house, but I was there, so I relented,
I guess. . . . It did seem like a lot of
pressure.”

Taking medication during hospital
stays was related to the same per-
ceived external pressure and to the
pragmatic goals of getting out of the
hospital: “So I was compliant with
medication throughout my hospital-
ization. . . . Still skeptical, I think . . .
when you're in the hospital, it's best to
take your medication. You tend to get
out faster [laughter] if you do that.”

Continuation without perceived
need: external pressures

Twelve (60%) participants stopped
taking antipsychotic medication be-
cause they didn’t perceive a need for
continuing it. However, family and
friends externally reinforced adher-
ence to outpatient treatment, as one
respondent described: “I was living
with Mom, and she was fairly vigilant
and insistent that I take the medica-
tion as a condition of living with her.”
Another participant described it this
way: “Basically [I am taking medica-
tion] so I can still live with my mom. .
.. If T didn't take my medication, I
don’t think she’d want me living with
her—not because of any particular
reason, just because I'm not taking
my medication and she just really
wants me to.” This participant was the
only one who claimed he had never
stopped his medication in his 22 years
of treatment.

The social network could also have
opposite effects on compliance: “My
boyfriend told him that he couldn't
work with me anymore, cuz I got sick
from the medication, and he poured
it all down the toilet, and he called the
doctor and he said, ‘Dr. N., you're
fired.”. .. Icalled Dr. N., and he said,
‘Well, come back when hes more
amiable.””

Subjective benefits: persevering

in spite of side effects

Although side effects were cited as
reasons to stop medication by seven
(35%) respondents, it is noteworthy
that when they felt a clear benefit
from the medication, they were able
to bear the side effects for years: “I
didn’t think there was any help for me
or any hope for me. You know, I did-
n't think there was anything out there
that could cure my ‘goop,” my strange
feelings. . . . And it took three
months—I stayed on the Thorazine,
and after three months, the goop
went away slowly, and it was finally
gone within a matter of three months.
And ever since then, I never went off
of my medication again except for one
night at a time a couple of times. And
that’s the reason why, to this very day,
I always take my medication.”

Threats to self-esteem
Seven (35%) participants linked an-
tipsychotic medication to self-esteem
and stigma. This ranged from simple
links (stopping the medication “helps
me think I am not crazy”) to longing
for premorbid “normal” states (I
would stop medication, I would not
[think I was] going to need it, and then
I will be like I was before, when I was
14. ... I don’t want to have that name
of schizophrenia”) and subtler issues
of agency and personal value (“They
would think that just the pill itself is
what’s helping me be a person. And I
mean, that’s not the case. Whether 1
took it or not, I still have value”).
Periods of nonadherence were re-
lated to symptom relapse and aggres-
sive or disruptive behaviors. Relapses
exerted a direct toll on participants’
lives and self-esteem. Moreover, the
painful process of mourning a drug-
free, “normal” state compounded the
effects of illness on self-esteem. This
can be difficult to accept even for
therapists, as eloquently explained by
one participant, who had to abandon
medical training because of her ill-
ness: “Nobody ever told me I'd be
taking meds for the rest of my life.
The one I saw [as an] outpatient,
that’s a professor at Harvard, . . . I said
to him after my fifth episode: “‘Will I
be taking medication for the rest of
my life? And he said, ‘No.” I felt like
nobody was being honest with me.”
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Learning from nonadberence
Eight (40%) participants reported
awareness of direct benefit only after
contrasting periods of treatment and
nonadherence: “So I'd say to myself,
T don’t want to damage my body in
any way, like my organs or anything,
so I just won't take this.” . . . and then
I'd find out that I needed it when the
voices would come back.”

Learning happened at a personal
pace, sometimes fast: “I tried to go
without it. They had me on a couple
of Navane. . . . But I was feeling—
you know how it’s a chemical imbal-
ance in you head? I could feel the
chemicals in my head for some reason
... for about a week, and I said, ‘T've
gotta start taking ‘em.” And I started
taking them the way I should have
been. And in about a week and a half,
I was okay. . . . So I said, ‘Well, I've
gotta take it for the rest of my life.” So
I might as well take it, you know.
That’s the way I've got it figured.”

And sometimes learning was not as
fast as expected by others: “I have
found stability, and I understand that
I need to take my meds. But I wish
people weren't so hard on me when I
was off my meds. . . . I was talking [to
my therapist] about how I was a slow
learner. It took me a long time to fig-
ure out that I needed the meds.”

Discussion

In our sample, most participants ini-
tially did not choose to take antipsy-
chotics freely but initiated treatment
in a passive and oftentimes clearly im-
posed context, through pressure from
either clinicians or family. This im-
posed compliance was also described
in other qualitative studies of medica-
tion experiences in schizophrenia
(17-19) and is related to more or less
explicit social contracts linking social
reintegration to adherence to med-
ication (7). The collected narratives
highlight the importance of trust in
the early acceptance of treatment and
reveal that a voluntaristic model was
not how participants experienced
those periods of crisis. These data do
not fully support the self-medication
hypothesis (20).

After regaining control over their
lives, those who abandoned treat-
ment expressed a desire to feel “nor-
mal again,” suggesting that voluntary

nonadherence might be, from a sub-
jective perspective, a tentative at-
tempt to enhance self-esteem and to
avoid internalizing the stigma of men-
tal illness. This was echoed in a recent
qualitative study of nonadherent pa-
tients with severe mental illnesses:
“The decision to stop taking medica-
tion appeared to be an effort to regain
what had been robbed from them by
the medication—their perspective,
preference, choice, right for self-de-
termination and sense of self” (19).

Respondents stressed that treat-
ment-free periods, including deleteri-
ous relapses of psychosis, are “a nec-
essary part of the healing process.”
Once they learned the importance of
antipsychotic medication through this
“naive scientist” method (21), they of-
ten decided to stay in treatment de-
spite severe adverse effects.

In an earlier theoretical paper, we
proposed five descriptive prototypes
of patients in regard to medication
adherence; these prototypes were
based on attitude toward drugs and a
“medication worldview” (22). This
study suggested that a prototype ap-
proach has face validity (that is, we
were able to identify the prototypes)
but needs to incorporate a dynamic
aspect of learning (in other words, pa-
tients are not confined to one proto-
type over time but move from one to
another according to their subjective
experiences, phase of treatment, and
interactions with clinicians and family
or friends).

A potential limitation of this study
concerns the risk of false self-reports
of adherence. However, 19 (95%)
participants reported extended peri-
ods of nonadherence, easily verbal-
ized disagreements with clinicians,
and motivations at odds with social
desirability expectations. Hence,
while this is a legitimate concern for
present or future adherence evalua-
tions, it is less of a concern for the
main objective of this study, namely
past adherence behaviors.

The qualitative design we used can-
not refute or confirm a specific ad-
herence model. However, it can com-
plement quantitative studies and in-
form clinical practices. We have de-
picted here the lived experience of a
sample of patients in clear need of
maintenance therapy and with a
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mostly severe and relapsing psychotic
illness. This description might not ap-
ply to persons with single psychotic
episodes, less impairing symptoms, or
other diagnoses.

Conclusions

The passivity and mostly informal co-
ercion described here raise both ethi-
cal and clinical questions regarding
the best practices for addressing ad-
herence to antipsychotics. In particu-
lar, informed consent and collabora-
tive decision making are still elusive
targets, especially in the acute phases
of treatment.

This study suggests that long-term
adherence to antipsychotic medica-
tions must be learned through per-
sonal experience. The fact that peri-
ods of nonadherence seemed to be
unavoidable in most cases and some-
times had positive effects on long-
term adherence behaviors needs fur-
ther study and consideration, particu-
larly for the formulation of treatment
guidelines and the development of
clinical interventions.
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