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Abstract

Many individuals with schizophrenia are devalued and
discriminated against because of their mental illness.
There has been only limited study of how individuals
with schizophrenia experience mental illness stigma.
We evaluated 74 stable outpatients with schizophrenia
receiving community care. Study participants were
interviewed with the Consumer Experiences of Stigma
Questionnaire (CESQ), the Positive and Negative
Syndrome Scale, and several social functioning mea-
sures. On the CESQ, all but one respondent indicated
having at least one stigma experience. The most fre-
quently reported CESQ items were respondents'
worry about being viewed unfavorably because of
their psychiatric illness (70%) and avoidance of telling
others about it (58%). Many respondents also indi-
cated having heard offensive statements (55%) and
media accounts (43%) about persons with psychiatric
disorders. Socioeconomic variables, but not symptoms
or social functioning measures, were related to the
extent of stigma and discrimination experiences. These
results document the extent to which persons with
mental illness experience negative reactions from oth-
ers. Strategies are needed to enhance how persons with
schizophrenia cope with stigma.
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Mental illness stigma refers to the view that persons with
mental illness are marked, have undesirable characteris-
tics, or deserve reproach because of their mental illness
(Goffman 1963; Corrigan and Penn 1999). Stigma leads
to negative stereotyping and to discriminatory behavior
toward persons with mental illness (Link et al. 1997;
Davidson et al. 1998). Stigma may cause affected persons
to experience rejection and to feel shame about their con-
dition. Stigma and discrimination exert a detrimental
effect on persons with mental illness by limiting their

opportunities and reducing their self-esteem (Link et al.
1989; Corrigan 1998).

Concern about mental illness stigma has increased
over the past several decades. During this period, the
process of deinstitutionalization has moved the vast
majority of persons with serious mental illness from hos-
pitals to community settings (Torrey 1997). In community
settings, they are likely to have interactions with a variety
of persons from the public at large. These interactions
may be affected by negative stereotyping and discrimina-
tory behavior. To reduce the stigma toward persons with
mental illness, several psychiatric organizations and advo-
cacy groups have mounted "antistigma campaigns" (Fink
and Tasman 1992; Kommana et al. 1997; Sartorius 1998;
Bryne 1999). However, it is uncertain what impact these
campaigns have had on public attitudes or on the experi-
ence of persons with mental illness (Mayville and Penn
1998; Corrigan and Penn 1999).

Unfavorable views of persons with mental illness
have been found in surveys of public attitudes (Nunnally
1961; Rabkin 1974; Link et al. 1999). Negative attitudes
toward persons with mental illness have also been demon-
strated in behavioral analog studies (Farina 1998). In
these experiments, research confederates are falsely iden-
tified as having mental illness to research participants,
whose reactions are assessed.

Less is known about the actual stigma experiences of
persons with mental illness and their family members. In
one survey of family members performed in the late
1980s, a vast majority of respondents reported that mental
illness stigma was present and had a negative impact on
their ill relatives. The most commonly cited negative
effects were loss of self-esteem, difficulty in making and
keeping friends, and difficulty in finding a job (Wahl and
Harman 1989).

The attitudes and experiences of consumers them-
selves have been the focus of limited investigation. In a

Send reprint requests to Dr. F.B. Dickerson, Sheppard Pratt Health
System, 6501 North Charles Street, Baltimore, MD 21204; e-mail:
fdickerson@sheppardpratt.org.

143



Schizophrenia Bulletin, Vol. 28, No. 1, 2002 KB. Dickerson et al.

series of studies with psychiatric patients, Link found that
a majority of respondents perceived devaluation and dis-
crimination because of mental illness (Link 1987; Link et
al. 1989, 1991, 1997). Attitudes were measured by sub-
jects' degree of agreement with statements such as "Most
people would willingly accept a former mental patient as a
close friend" and "Most people believe that a former men-
tal patient is just as trustworthy as the average citizen."

In a more recent study, Wahl surveyed mental health
consumers regarding the frequency of specific stigma and
discrimination experiences (Wahl 1999). The sample in
this study consisted of a total of 1,301 consumers who
had various psychiatric diagnoses; 19 percent reported a
diagnosis of schizophrenia. These consumers were
solicited through the publications of the National Alliance
for the Mentally 111 (NAMI), a large advocacy organiza-
tion. The most frequent experiences reported by respon-
dents concerned indirect stigma: having witnessed stigma-
tized comments about mental illness, being aware of
hurtful media portrayals, and feeling shunned or avoided
by others because of the respondents' consumer status.
There were fewer reports by respondents of actual dis-
crimination experiences such as being turned down for a
job.

In the second phase of the Wahl study, a representa-
tive subgroup of respondents was more extensively inter-
viewed. Nearly half of these respondents indicated having
experienced stigma in their interactions with persons in
the general community. Other sources of stigma that were
frequently cited included family members, coworkers, and
mental health caregivers.

The Wahl survey suggests that experiences of mental
illness stigma are widespread among consumers who are
affiliated with an advocacy organization and who choose
to respond to a questionnaire on stigma. As noted by
Wahl, it is uncertain if the responses to the survey were
representative of typical mental health consumers. One
might assume that the NAMI sample was skewed toward
persons who had had stigma experiences and wished to
share them. On the other hand, persons with schizophre-
nia, the most serious and the most stigmatized mental ill-
ness, were underrepresented in the NAMI sample. It
might be expected that a group of more severely ill con-
sumers, all people with schizophrenia, would experience
more stigma and discrimination than did the respondents
in the Wahl study.

Another important question concerns which patient
characteristics contribute to the strength or frequency of
stigma experiences. The NAMI study (Wahl 1999) did not
include an investigation of the relationship between
stigma experiences and patient characteristics. Data from
other studies suggest a number of patient variables that
may be relevant.

Patients with more severe illness symptoms may be
more likely to experience mental illness stigma. Studies
indicate that persons with mental illness who have more
conspicuous illness symptoms and poorer social skills
engender more negative responses from others, as one
would intuitively expect (Farina 1998). Other studies sug-
gest, as well, that persons with mental illness who have
lower incomes and more unemployment are more likely
to endorse beliefs that mental patients will experience
devaluation and discrimination than are persons with bet-
ter social outcomes (Link 1987; Link et al. 1991).

Socioeconomic status may also affect stigma atti-
tudes; higher socioeconomic status has been associated
with both more and less stigma in different types of inves-
tigations. In studies of the public, persons with a higher
educational level have been shown to be more knowl-
edgeable and tolerant of mental illness (Brockington et al.
1993; Hall et al. 1993). On the other hand, studies of per-
sons with mental illness indicate that a higher educational
level and socioeconomic status may be associated with
more perceived stigma (Angermeyer et al. 1987). In one
survey, persons from families with higher socioeconomic
status were more likely to conceal the hospitalization of
their relatives with mental illness from their friends and
associates as compared to persons from families with a
lower socioeconomic status (Phelan et al. 1998).

The gender of the person with mental illness may
affect the extent of stigma that is experienced. There is
some indication from behavioral analog studies that
women with mental illness are regarded more favorably
than are mentally ill men (Farina 1998). The latter may be
perceived as more likely to become aggressive or danger-
ous than their female counterparts.

Mood-related variables may be associated with the per-
ception and experience of stigma. Several studies performed
by Link and others suggest that among persons with mental
illness, expectations of stigma are associated with higher
levels of depression and demoralization (Link 1987; Link et
al. 1991, 1997; Rosenfield 1997; Markowitz 1998).

While illness insight is considered to be a benefit for
persons with mental illness, insight may also sensitize
persons to stigma reactions. In a study by Mechanic and
colleagues, the degree to which patients with schizophre-
nia attributed their condition to a mental illness was posi-
tively associated with the level of perceived stigma atti-
tudes (Mechanic et al. 1994). Consistent with this finding,
Link has posited that persons with mental illness who
label themselves as mentally ill may internalize the nega-
tive reactions from others, with a resulting increase in
their expectations of stigma (Link et al. 1989).

The degree of contact with the public may also affect
the extent of stigma experiences. A study from Germany
found that patients with schizophrenia at a State hospital
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had lower perceptions of mental illness stigma than did
patients who were hospitalized in a community setting
(Angermeyer et al. 1987). The authors of the study specu-
late that patients who reside in a sheltered setting, in con-
trast to those who have more interaction with the public,
may have less opportunity to experience devaluation and
discrimination and thus may have lower expectations of
stigma.

We undertook a study of outpatients with schizophre-
nia who were receiving community-based care. The pur-
poses of this study were (1) to identify the frequency and
type of stigma experiences reported by these outpatients
who were not selected based on their affiliation with an
advocacy organization; (2) to compare the responses of
our participants to those of a NAMI-affiliated sample; and
(3) to investigate the extent to which specific characteris-
tics of respondents contribute to the extent of their
reported stigma experiences.

Methods

Subjects. Study participants were recruited from the com-
munity rehabilitation and outpatient programs of the
Sheppard Pratt Foundation, located in Baltimore and
Frederick counties, Maryland. Inclusionary criteria were
(1) a chart diagnosis of schizophrenia or schizoaffective
disorder confirmed by the current attending psychiatrist,
(2) age between 18 and 65 years, and (3) overall function-
ing rated as stable over the previous 30 days by the
patient's primary clinician. Of the 123 patients screened
as eligible for the study, 74 (60%) agreed to participate
and provided informed consent. The study was conducted
between February 1, 1998, and August 1, 1999.

Participants had a mean age of 41.8 years (standard
deviation [SD] = 9.7). A total of 45 (61%) participants
were males and 60 (81%) were Caucasian; all of the non-
Caucasian participants were African-American. The mean
years of education was 13.2 (SD = 2.1). More than three-
quarters of participants (n = 56, 76%) were single, never
married. Participants had a mean age of illness onset of
21.9 years (SD = 6.6), and they had a mean of 8.8 psychi-
atric hospitalizations (SD = 12.6). Diagnoses were
divided among schizoaffective disorder (n = 40, 54%);
schizophrenia, paranoid type (« = 11, 15%); schizophre-
nia, undifferentiated type (n = 16, 22%); schizophrenia,
residual type (n = 3, 4%); and schizophrenia, disorganized
type (n = 4, 5%). In terms of illness-related demographic
characteristics, this sample is similar to other U.S. sam-
ples described in the literature (e.g., Lehman et al. 1998).

The majority of participants attended a psychosocial
day program (n = 60, 81%). In terms of their residential
status, 15 (20%) lived independently; 32 (43%) resided in
a setting with some assistance or support; 20 (27%)

received formal drop-in supervision; and 7 (10%) resided
in a continuously staffed residential facility. All but one
participant was prescribed antipsychotic medications; the
median chlorpromazine equivalent was 500 mg
(10th-90th percentile, 80-1,500). A majority of partici-
pants were prescribed atypical antipsychotic medications
{n = 52, 70%), mostly clozapine (n = 24).

Stigma Questionnaire. Participants were administered the
Consumer Experiences of Stigma Questionnaire (CESQ),
which was developed by Otto Wahl with extensive input
from NAMI members (Wahl 1999). The CESQ has two
sections covering stigma and discrimination experiences.
The Stigma section contains nine questions about persons'
interpersonal experiences as consumers. Questions in this
section address negative attitudes on the part of others
related to the person's mental illness, concerns about the
attitudes or behaviors of others in response to the psychi-
atric condition, fears related to the disclosure of consumer
status, and negative reports seen or heard about mental ill-
ness (e.g., in the mass media). The Discrimination section
has 12 questions about respondents' experience of discrimi-
nation related to their mental illness in various domains,
including obtaining a job, renting an apartment, and pursu-
ing volunteer activities. Respondents are asked to rate the
extent or frequency of each experience on a five-point scale
from "Never" to "Very Often." Each item on the CESQ
also has a "Does Not Apply" option.

The CESQ was modified from the original version
for this study. In Wahl's administration of the instrument,
respondents completed the survey in a paper-and-pencil
format and returned the completed survey by mail. In the
current study, the survey was administered verbally in a
face-to-face interview. Additionally, the term "consumer"
was supplemented with the terms "persons with mental
illness," "persons who have a psychiatric disorder," and
"persons who use psychiatric services." This change in
terminology was made after a pilot of the instrument indi-
cated that many respondents were not familiar with the
term "consumer" in the context of their psychiatric treat-
ment. Respondents' lack of consensus about the term to
describe themselves is consistent with recent studies
about self-identification on the part of persons with men-
tal illness (Mueser et al. 1996). After completing the
Stigma and Discrimination sections, respondents were
asked to explain or elaborate on each item for which they
had indicated some experience of stigma or discrimina-
tion; the interviewer asked respondents to tell more about
their response to each of these items.

Other Measures
Severity of impairment. In order to assess the

severity of impairment, patients were evaluated on mea-
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sures of psychiatric symptoms and social functioning.
The Positive and Negative Syndrome Scale (PANSS;
Kay 1991) was administered to assess psychiatric symp-
toms. Two self-report measures of social functioning
were administered by verbal interview: the Social
Functioning Scale (SFS; Birchwood et al. 1990) and the
Quality of Life Interview (QOLI; Lehman 1988). The
SFS is a 79-item instrument that asks patients about their
abilities or performance in seven areas: social engage-
ment, interpersonal communication, frequency of activi-
ties of daily living, recreational activities, social activi-
ties, competence at activities of daily living, and
occupational functioning. The latter was not included
because of the small number of participants who were
employed. The QOLI asks patients how they feel about
their lives in eight domains: living situation, daily activi-
ties, social relationships, family contacts, work/school,
finances, safety, and health. Because only a minority of
participants were involved in formal work or school
activities, the work/school domain was not included.
Summary scales of the PANSS and the social function-
ing scales were utilized for the data analysis.

Socioeconomic status. To assess socioeconomic sta-
tus before illness onset, the occupation of participants'
parents was rated on a 100-point scale of occupational
socioeconomic status (Gillian and Featherman 1981). The
data for this item were obtained from participants, who
were asked the occupation of their parent(s) while they
were growing up; in cases of multiple responses, the
higher-rated occupation was used.

To measure current socioeconomic status, the follow-
ing variables were used: participants' years of education,
their current monthly income, and the perceived adequacy
of current income to meet daily needs. The latter two
items were drawn from the QOLI.

Gender. The CESQ responses of male and female
participants were compared.

Depression and well-being. The Depression factor
of the PANSS was used to evaluate the degree of depres-
sive symptoms. Well-being was assessed using items
inquiring about subjective satisfaction on the QOLI; sum-
mary scores were calculated for subjective satisfaction
with living situation, family contact, social relationships,
health, finances, and personal safety.

Mental illness attribution. The PANSS item assess-
ing illness insight was used as a measure of mental illness
attribution. This item inquires about patients' understand-
ing of their psychiatric condition, as well as their aware-
ness of illness symptoms and of the need for treatment.

Contact with the general public. A measure of
community integration based on Dewees et al. (1996) and
developed for this study was administered. This measure
inquires about participants' community integration in var-

ious domains: housing, daytime activity, social supports,
community institutions, and consumer activities.

Statistical Analyses. Items on the CESQ were scored
from 1 for "Never" to 5 for "Very Often" except for the
two questionnaire items that are worded as positive, rather
than negative, experiences. For these two items, responses
were scored 1 for "Very Often" to 5 for "Never." If respon-
dents chose the option "Does Not Apply" in response to an
individual item, this rating was not used to calculate the
mean rating of the item. Respondents' comments at the
end of the questionnaire were tallied as to the source of the
stigma and also the specific type of negative response that
was reported; a response category was coded only once for
each respondent.

Results from the current sample were compared with
results utilizing the same questionnaire with a NAMI-
affiliated sample. The relative rankings of the items in the
two samples were compared by Spearman rank order cor-
relation. The Sign Test compared average ratings of
stigma scale items in this sample with the ratings of the
NAMI sample. Data concerning the sources of stigma
were compared between the Wahl study and this investi-
gation by chi-square analyses.

Item-to-scale correlations were calculated for the
Stigma and the Discrimination sections of the CESQ. All
of the items in the Stigma section were significantly cor-
related with the total score for this section (p < 0.05).
Within the Discrimination section, 6 of 12 items were sig-
nificantly correlated with the section total: Bl, turned
down for a job; B2, denied psychiatric treatment because
of lack of health insurance; B4, denied educational oppor-
tunities; B8, turned down for health insurance; B10, psy-
chiatric treatment used in legal proceedings; and B12, dis-
closure avoided on job applications. These items were
retained for further analyses using the section total score.

Correlations were performed between each of the
questionnaire section total scores and variables measuring
the preselected characteristics of patients. A total of 24
comparisons were performed. Variables that were signifi-
cantly correlated (p < 0.01) with the total scores were
entered into regression equations to predict the Stigma
and the Discrimination scores.

Characterization of Study Participants. Study partici-
pants obtained a mean total score on the PANSS of 66.9
(range = 39-114, SD = 17.8). The mean PANSS factors
scores were 16.1 for Positive symptoms (range = 7-31, SD
= 6.1); 17.1 for Negative symptoms (range = 7-37, SD =
6.5); 33.6 for General symptoms (range = 16-62, SD =
9.3), and 10.4 for Depression symptoms (range = 4-22,
SD = 4.5). The mean score on the PANSS item measuring
judgment and insight was 3.1 (range = 1-6, SD = 1.5).
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Results
Stigma Section. Responses to the Stigma items of the
CESQ are found in table 1. The most frequently endorsed
experiences in this section were those focused on respon-
dents' concern about the interpersonal responses of others
to their psychiatric status. A total of 70 out of 74 partici-
pants responded to the item about feeling worried that
others would view them unfavorably because of their
receiving psychiatric treatment or having a psychiatric
disorder. The average rating of this item was 3.3 (SD =
1.2), between "Sometimes" and "Often." Among the 70
participants responding to the item about avoiding telling
others outside of the immediate family about receiving
psychiatric treatment, the average rating was 3.0 (SD =
1.3), "Sometimes." Only one participant in the sample did
not endorse at least one item in this section as occurring
"Sometimes" or more frequently.

The item in the Stigma section mat was endorsed as
occurring the least frequently was the item about being
advised to lower life expectations because of a psychiatric
disorder (mean = 2.4, SD = 1.1, between "Seldom" and
"Sometimes"). Respondents also indicated, in a positive
direction, that they were generally treated fairly by others
(mean = 2.2, SD = 1.1, also between "Sometimes" and
"Often").

Discrimination Section. Participants' responses to the
Discrimination items of the CESQ are provided in table 2.
In the Discrimination section of the questionnaire, the
item that had the highest mean score concerned partici-
pants' experience with law enforcement officers. A total
of 44 participants responded to the item "How often have
you been treated with kindness and sympathy by law
enforcement officers when they learned that you had a
psychiatric disorder or were receiving psychiatric treat-

Table 1. Responses to Consumer Experiences of Stigma Questionnaire Stigma items (n = 74)

Never, Seldom, Sometimes, Often, Very often,
Item—How often:

Have you avoided telling others outside of your
immediate family that you have received
psychiatric treatment?

Have you been treated as less competent by others
when they learned you had received psychiatric
treatment?

Were friends understanding and supportive after
learning that you receive psychiatric treatment?

Have you been shunned or avoided by others
when they learned you received psychiatric
treatment?

Have you been in situations where you heard others
say unfavorable or offensive things about persons
and their psychiatric disorders?

Have you been advised to lower your expectations
for accomplishments in life because you receive
psychiatric treatment?

Have you been treated fairly by others who knew
you received psychiatric treatment?

Have you seen or read things in the mass media
about persons receiving psychiatric treatment and
their psychiatric disorders which you found hurtful or
offensive?

Have you worried that others will view you
unfavorably because you received psychiatric
treatment?

Note.—Not all respondents answered all questions; therefore the number of responses does not total 74 and the percentages do not total
to 100 percent.
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Table 2. Responses to Consumer Experiences of Stigma Questionnaire Discrimination items (n = 74)

Never, Seldom, Sometimes, Often, Very often,
Item—How often: n (%) n (%) n (%) n (%) n (%)

Have you been turned down for a job, for which
you were qualified, when it was learned you
received psychiatric treatment?

Have you been denied psychiatric treatment
because your health insurance was insufficient for
you to pay the cost?

Have you had difficulty renting an apartment or
finding other housing when your psychiatric
disorder was known?

Have you been denied educational opportunities
when it was learned that you received psychiatric
treatment?

Have you been excluded from volunteer or social
activities outside the mental health field when it
was known you had received psychiatric
treatment?

Have you been excluded from volunteer or social
activities within the mental health field when it was
known you had received psychiatric treatment?

Have co-workers or supervisors at work been
supportive and accommodating when they
learned that you have received psychiatric
treatment?

Have you been turned down for health insurance
coverage on the basis of your psychiatric
treatment history?

Have you been denied a passport, driver's
license, or other kind of permit when it was
learned you had received psychiatric treatment?

Have you had the fact that you received
psychiatric treatment used against you in legal
proceedings?

Have you been treated with kindness and
sympathy by law enforcement officers when they
learned you had received psychiatric treatment?

Have you avoided indicating on written
applications that you received psychiatric
treatment for fear that information would be used
against you?

Note.—Not all respondents answered all questions; therefore, the number of responses does not total 74 and the percentages do not total
to 100 percent.
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merit?" The mean score on this item was 3.6 (SD = 1.5),
between "Seldom" and "Sometimes." The next highest
rating in the Discrimination section was in response to the
item inquiring about how often respondents avoided indi-
cating on written applications that they had a psychiatric
disorder for fear that this information would be used

against them. The mean response here was 2.8 (SD = 1.6),
between "Seldom" and "Sometimes."

Other Discrimination items were endorsed with rela-
tively low frequency. Of the remaining 10 items in this
section, 8 were rated as occurring on average between
"Never" and "Seldom." These items included difficulty
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