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Abstract

The objective of this study is to assess internalized stigma, perceived public stigma, anticipated discrimination and their
associations with demographic, psychiatric and psychosocial characteristics in adult ADHD. Stigmatization was assessed
with the Internalized Stigma of Mental Iliness Scale, the Questionnaire on Anticipated Discrimination and the Questionnaire
on Public Stereotypes Perceived by Adults with ADHD. The sample comprised n= 104 adults with ADHD, of whom n=24
(23.3%) reported high internalized stigma, n=92 (88.5%) anticipated discrimination in daily life and n =70 (69.3%) perceived
public stigma. Internalized stigma and/or anticipated discrimination correlated with ADHD symptoms, psychological distress,
self-esteem, functional impairment and quality of life and was associated with ADHD family history and employment status.
Most frequently perceived stereotypes were doubts about the validity of ADHD as a mental disorder. Internalized stigma and
anticipated discrimination are highly prevalent in adult ADHD and correlate with the burden of disease. ADHD is associated
with characteristic public stereotypes, which are distinct from stereotypes related to other mental disorders. Stigmatization

should be considered in the clinical management of adult ADHD and evaluated further in future studies.

Keywords ADHD - Stigma - Discrimination - Internalized stigma - Psychosocial

Introduction

The World Health Organization recognizes stigmatization
of mental disorders as “the most important barrier” to pro-
fessional mental health care (World Health Organization
2001, p. 98). Stigmatization is a multifaceted phenomenon
comprising a variety of distinct, but related mind sets and
behavior including public stigma and public stereotypes, dis-
crimination, marginalization and self-stigmatization (Corri-
gan 2005, p. 16). Public stigma of mental disorders refers to
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the attitudes and beliefs of a community or general public to
negative attributes toward persons with mental health prob-
lems. Common stigmatizing public stereotypes associated
with mental disorder are dangerousness, character weakness
or incompetence and mostly apply to a generalized, not dis-
ease-specific conceptualization of mental disorders (Link
and Phelan 2001). Evaluation of disorder-specific stigmatiz-
ing public stereotypes is still in its beginnings. Most stigma
research was conducted on psychotic disorders, depression
or a generalized category of mental illness to date.

In daily living, individuals with mental disorders often
recognize related public stigmatization and discrimination
on a daily and repeated basis. The integration of those nega-
tive experiences in the definition of identity can result in
self-devaluation and self-stigmatization, which is a charac-
teristic and well-known phenomenon in mental disorders.
It is also often referred to as “second or hidden disorder,”
as it adds additional burden of disease including impaired
psychosocial functioning, withdrawal from society and
social isolation (Finzen 2001; Krajewski et al. 2013; Sib-
itz et al. 2013). The mediating and resilience mechanisms,
which explain why discrimination and public stigma are in
some individuals associated with self-stigmatization but in
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others not, are far from clear and probably heterogeneous.
First studies point out that self-stigmatization is related to
subjective awareness of public stereotypes and anticipation
of being discriminated due to a mental disorder and thus to
the extent to which individuals are worried about negative
reactions and devaluations from others if they reveal their
mental illness or if others become aware (Livingston and
Boyd 2010; Corrigan and Rao 2012; Drapalski et al. 2013).

In social contexts, some of the characterizing symptoms
of attention-deficit/hyperactivity disorder (ADHD) may
be perceived as unreliability, unpredictability, disinterest
in others, impoliteness, character weakness or emotional
immaturity. In mass media, critical reports about stimulant
treatment of ADHD, doubts about its neurobiological etiol-
ogy or even diagnostic validity are repeatedly published.
These phenomena may increase the risk for stigmatization
and stigmatizing stereotypes in individuals with ADHD. On
the basis of a literature review of 38 studies investigating
stigma in children and adults with ADHD, Mueller et al.
2012 conclude that the stigma associated with ADHD is
an underestimated risk factor for negative outcome and
affects treatment adherence and efficacy, symptom severity,
life satisfaction, and mental well-being of individuals with
ADHD. However, most published studies have examined
facets of stigmatization in children and youth with ADHD.
Research on the stigma of adults with ADHD is still scarce
and focuses on public stigma (Fuermaier et al. 2012; Mueller
et al. 2012; Lebowitz 2016).

So far and to the best of our knowledge, no quantitative
studies on subjective stigmatization experiences have been
carried out in adults with ADHD. The aim of this study is
to assess ADHD-related stigmatization from the subjective
perspective of adults with ADHD. It is the first study, which
quantitatively assesses the subjective stigma dimensions
internalized stigma, perceived public stigma and anticipated
discrimination in adults with ADHD as well as their associa-
tion with demographic and clinical parameters, psychosocial
functioning and health-related quality of life.

Methods
Recruitment and sample

The study was approved by the Medical Ethics Commit-
tee II of the Medical Faculty of Mannheim, University Hei-
delberg, Germany. Informed consent was obtained from all
individual participants included in the study. Data were col-
lected between April 2015 and May 2016. The sample was
recruited from adult ADHD self-help groups via coopera-
tion with the umbrella organization of German ADHD self-
help groups “ADHS Deutschland e. V.,” at the Adult ADHD
Outpatient Clinics at the Central Institute of Mental Health,
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Mannheim, Germany (CIMH) and at the Adult ADHD Inpa-
tient Program at the AHG Clinics for Psychosomatic Medi-
cine, Bad Duerkheim, Germany (AHG Clinics). We choose
different recruitment sites from clinical and non-clinical set-
tings to prevent recruitment bias and obtain a heterogeneous
sample of adults with ADHD. Inclusion criteria were: age
between 18 and 65 years, clinical diagnosis of ADHD, suf-
ficiently fluent in German to provide written informed con-
sent and understand the questionnaires, ADHD self-rating
questionnaire > 15 (Rosler et al. 2004).

Assessment instruments
Sociodemographic questionnaire

Sociodemographic characteristics and information about
the clinical history were assessed with a self-designed
questionnaire.

Stigma variables

Internalized stigma Internalized stigma was assessed with
the validated German version of the Internalized Stigma of
Mental Illness Scale (ISMI; Boyd Ritsher et al. 2003; Sib-
itz et al. 2013). ISMI is a widely used instrument in stigma
research with well-established psychometric properties. In
international validation studies, internal consistency was .83
to .94 and test-retest reliability was .62 to .92 (Boyd Rit-
sher et al. 2003; Boyd et al. 2014). In the German validation
study of ISMI, internal consistency was .92 and test-retest
reliability was .71 (Sibitz et al. 2013). ISMI consists of 29
items, which are self-rated on a four-point Likert scale (1:
strongly disagree to 4: strongly agree). It comprises the sub-
scales stereotype endorsement, which assesses individuals’
commitment to general stereotypes about mental illness;
alienation, which assesses the commitment to not being a
fully functioning, valuable member of society; discrimina-
tion experiences, which assesses if individuals encounter
discrimination; and social withdrawal, which assesses if
individuals are marginalized due to mental illness. It further
contains the subscale stigma resistance, which assesses the
individual’s resilience to stigmatization. Total and subscale
ISMI scores range from 1 to 4; “low to medium severity
of internalized stigma” is indicated by total score <2.5,
“high severity of internalized stigma” by a total score > 2.5
(Sibitz et al. 2013; Boyd et al. 2014). The subscale stigma
resistance is not included in the calculation of the total ISMI
score, but considered as a separate, distinct construct (Boyd
Ritsher et al. 2003; Sibitz et al. 2013; Firmin et al. 2016).

Anticipated discrimination Anticipated discrimination was
assessed with the German version of the Questionnaire on
Anticipated Discrimination (QUAD; Gabbidon et al. 2013).
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QUAD assesses if an individual expects to be treated unfairly
when he or she reveals his/her mental disorder across a
range of contexts including employment, education, dating
or relationships. QUAD comprises 14 items, which are rated
on a four-point Likert scale (0: I strongly disagree to 3: I
strongly agree). Items scored 2 or 3 (agree/strongly agree)
are indicative for expected discrimination; a count score of
items scored 2 or 3 (agree/strongly agree) is calculated to
assess the total number of daily life situations in which dis-
crimination is expected. Total count score ranges from 0 to
14. Internal consistency of the original QUAD is .86 to .88,
retest reliability is .81 (Gabbidon et al. 2013). For our study,
the original English QUAD version was translated to Ger-
man, back translated to English and approved by the authors
of the original QUAD version.

Perceived public stereotypes Perceived public stereotypes
were assessed with an adapted version of the Questionnaire
on Stigmatizing Attitudes toward Adults with ADHD (QPS;
Fuermaier et al. 2012). QPS comprises 37 items, which are
self-rated on a six-point Likert scale (— 3: strongly disagree
to +3: strongly agree) and the subscales: Reliability and
Social Functioning, Malingering and Misuse of Medication,
Ability to Take Responsibility, Norm-Violating and Exter-
nalizing Behavior, Consequences of Diagnostic Disclosure
and Etiology. The original questionnaire had high internal
consistency of .91. However, as it was designed to measure
public stigma and common stereotypes toward adults with
ADHD in healthy controls, whereas we wanted to assess
how adults with ADHD perceive others’ stereotypes related
to their ADHD, we used an adapted version with rephrased
items from “I” to “other.” Wording was now f. ex.: “Other
people [instead of I] believe that adults with ADHD misuse
their medication.” Though there are so far no established
cut-offs, for explorative data analysis we defined a QPS
total or subscale score >0 as subjective perception of public
stigma over the total scale or subscale, respectively.

ADHD, associated symptoms and psychosocial impairment

ADHD self-rating scale ADHD symptoms were assessed
according to DSM-IV criteria with the German ADHD
self-rating scale (ADHS-Selbstbeurteilungsskala, ADHD-
SR; Rosler et al. 2004). ADHD-SR is widely used in Ger-
many for clinical and scientific purposes. Retest reliability
ranges between .72 and .89, and internal consistency ranges
between .72 and .90. The diagnostic cut-off for ADHD of
> 15 used for this study provides a specificity of 75% and a
sensitivity of 77%.

Brief Symptom Inventory 18 Associated psychiatric symp-
toms and overall psychological distress were assessed with
the German version of the Brief Symptom Inventory 18

(BSI-18; Franke et al. 2017), which is widely used for clini-
cal and scientific purposes. BSI-18 comprises the subscales
Somatization, Depression, Anxiety and the Global Severity
Index (GSI). Each item is rated on a five-point Likert scale,
subscale scores range from 0 to 24 and GSI score from 0 to
72. Internal consistency of the German BSI-18 ranges from
.84 to .93, reliability from .84 to .91 (Franke et al. 2011,
2017). GSI scores indicating clinically relevant psychologi-
cal distress are > 10 for men and > 13 for women (Zabora
et al. 2001).

Rosenberg Self-Esteem Scale Self-esteem was assessed
with the German version of the Rosenberg Self-Esteem
Scale (RSE; Collani and Herzberg 2003). In a German gen-
eral population sample, internal consistency and reliability
were .88 (Ferring and Filipp 1996; Roth et al. 2008). Maxi-
mum attainable sum score is 30, and a sum score < 15 indi-
cates low self-esteem.

Weiss Functional Impairment Rating Scale Functional
impairment was assessed with the German version of the
Weiss Functional Impairment Rating Scale Self-Report
(WFIRS; Weiss and CADDRA 2011; Retz et al. unpub-
lished). WFIRS assesses functional impairment in different
life domains including family, work, school, daily activities
and risk-taking behavior. Items are self-rated on a four-point
Likert scale (0: not at all to 3: very much), and mean WFIRS
total score ranges from 0 to 3. No cut-off scores are yet pro-
vided.

Quality of Life Satisfaction and Enjoyment Question-
naire-Short Form Quality of life was assessed with the
Quality of Life Satisfaction and Enjoyment Questionnaire-
Short Form (Q-LES-Q-SF), which is among the most fre-
quently used outcome measures in psychiatry research
(Endicott et al. 1993). Internal consistency of the English
version of Q-LES-Q-SF was 0.9 and test-retest coefficients
0.93 (Mick et al. 2008; Stevanovic 2011). The total score
ranges from 14 to 70, with higher scores indicating higher
quality of life, and no cut-off scores are provided.

Data handling and statistical analysis

Statistical tests were performed using SPSS version 23.0.
Descriptive summary statistics were calculated for demo-
graphic, clinical, psychiatric, psychosocial and stigma
variables. Missing data for questionnaires were handled
according to manual recommendations. If manuals did not
indicate how to deal with missing values, the individual’s
mean was imputed for missing items for all cases with at
least 80% of items present (Downey and King 1998; Shrive
et al. 2006). Cases with less than 80% of items present were
excluded from analysis via pairwise deletion. We calculated
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Pearson’s correlations between stigma questionnaires (ISMI,
QUAD, QPS) and continuously distributed psychosocial and
clinical variables (RSE, Q-LES-Q-SF, BSI-18, ADHD-SR,
WFIRS). Correlations were indicated as small (»>0.1),
medium (r>0.3) and large (r>0.5) according to Cohen’s
convention (Cohen 1988). Associations between stigma
variables and categorical demographic and clinical vari-
ables were explored by analysis of variance (ANOVA) with
stigma measures as dependent and clinical and psychosocial
parameters as independent variables. In case of significant
associations (p < 0.05), post hoc tests with pairwise com-
parisons were calculated.

Results
Sample recruitment

We asked n =252 adults with ADHD for participation via
mail or personal contact, and n= 109 data sets (43.3%) were
returned. All participants, who were recruited from CIMH
Adult ADHD Outpatient Clinics and from the ADHD Inpa-
tient Program at AHG Clinics, were clinically diagnosed
with ADHD according to DSM-V-criteria by experienced
psychiatrists (E. S., B. A., P. D.). All participants, who were
recruited from ADHD self-help groups, reported to be diag-
nosed with ADHD by their local psychiatrists. Five partici-
pants, who reported only self-suspected, but not clinically
diagnosed ADHD, were excluded from statistical analysis.
The final sample consisted of n= 104 adults with clinically
diagnosed ADHD. Fifty-seven (54.8%) participants were
recruited from CIMH, n=25 (24.0%) from AHG Clinics
and n=22 (21.2%) from ADHD self-help groups. The three
groups were not mutually exclusive, as n=15 of the par-
ticipants from CIMH or AHG Clinics also participated in
ADHD self-help groups. Altogether, n=37 (35.6%) par-
ticipants were currently participating in ADHD self-help
groups.

Demographic characteristics

Mean age of participants was 41.8 (+11.2) years, n=57
(54.8%) participants were female, n=47 (45.2%) were male,
n=66 (63.5%) were currently living in a partnership or were
married, n=38 (36.5%) were single, divorced or widowed,
n=>56 (53.8%) had children, n=85 (81.7%) had graduated
with university entrance qualification, university of applied
sciences entrance qualification or intermediate secondary
school certificate, n=19 (18.3%) had a certificate of sec-
ondary education, n=67 (65.0%) had completed vocational
training, n =35 (34.0%) had graduated from university or
university of applied sciences, n=1 (1%) had not completed
any vocational training, n=66 (65.4%) currently worked full
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or part time, n="7 (6.9%) attended vocational training, n=16
(15.8%) were retired or homemakers, and n=12 (11.9%)
were currently unemployed.

Clinical characteristics

The sample included participants at every stage of treat-
ment including newly diagnosed patients with ADHD and
patients being diagnosed and treated for years. Mean time
since first diagnosis of ADHD was 6.3 (+5.4) years. Mean
ADHD-SR score was 29.3 (+9.5). Thirty-nine participants
(37.5%) reported a positive family history for ADHD.
Sixty-seven (64.4%) participants were treated pharmaco-
logically, n=48 (46.2%) received immediate, sustained or
extended release methylphenidate, n=8 (7.7%) non-stim-
ulant ADHD medications (bupropion or atomoxetine) and
n=11 (10.6%) received a combination of methylphenidate
and non-stimulants.

Mean BSI-18 GSI score was 18.8 (+12). Seventy-one
(68.3%) scored BSI-18 GSI Score above the cut-off for rel-
evant psychological distress (women: 13, men: 10). Mean
somatization score was 4.1 (+3.5), mean depression score
was 7.7 (£6.0), and mean anxiety was 7.0 (+4.6). Mean
RSE-score was 17.0 (£6.6), n=46 (37.5%) scored equal
or below the cut-off for reduced self-esteem (< 15). Mean
WFIRS score was 1.1 (x0.4). Mean Q-LES-Q-SF raw
score was 42.6 (+9.2). Though no cut-offs are provided for
Q-LES-Q-SF, this is below the average score of 56.8 (+6.1)
reported for healthy controls (Mick et al. 2008). Please see
Table 1 for details.

Internalized stigma

Total ISMI score was 2.1 (+0.5). Twenty-four participants
(23.3%) reported high internalized stigma (ISMI total score
>2.5), n=441 (39.8%) reported high levels of alienation,
n=34 (33.7%) reported high levels of discrimination expe-
riences, and n=31 (30.4%) reported high levels of social
withdrawal. Only n=2 participants (1.9%) reported high lev-
els of stereotype endorsement and n=72 (69.2%) reported
high stigma resistance. For details please see Table 2.

Anticipated discrimination

Ninety-two (88.5%) participants reported anticipated dis-
crimination (QUAD score >2) in one or more aspects of
daily life. Mean number of daily living situations, in which
participants anticipated discrimination, was 6.0 (+3.8) out
of 14.

Anticipated discrimination was highly prevalent in the
occupational, educational and institutional services context.
Work: n=74 (71.8%) participants anticipated discrimina-
tion from their employer, n =68 (66%) from their work
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Table 1 Clinical symptoms,

. o n Mean SD Median Max. Min.
psychosocial functioning and

quality of life ADHD-SR 103 29.3 9.5 28.0 50.0 15.0

BSI-18 (GSI) 104 18.8 12.0 16.0 49.0 .0

BSI-18 soma 104 4.1 35 4.0 15.0 .0

BSI-18 depr 104 7.7 6.0 6.0 21.0 .0

BSI-18 anx 104 7.0 4.6 6.0 21.0 .0

RSE 104 17.0 6.6 16.5 30.0 2.0

WFIRS 86 1.1 4 1.0 2.3 3

Q-LES-Q-SF 102 42.6 9.2 42.0 67.0 25.0

ADHD-SR ADHD self-rating scale, BSI-18 (GSI) Brief Symptom Inventory 18 (Global Severity Index),
BSI-18 soma BSI-18 subscale somatization, BSI-18 depr BSI-18 subscale depression, BSI-18 anx BSI-18
subscale anxiety, RSE Rosenberg Self-Esteem Scale, WFIRS Weiss Functional Impairment Rating Scale
Self-Report, Q-LES-Q-SF Quality of Life Satisfaction and Enjoyment Questionnaire

Table 2 Internalized stigma

n Mean SD Median Max. Min. >2.5(n, %)
ISMI total 103 2.1 .5 2.1 33 1.0 24,233
ISMI stigma resistance 104 2.8 4 2.8 4.0 1.8 72, 69.2
ISMI alienation 103 2.4 i 2.5 4.0 1.0 41,39.8
ISMI discrimination experiences 101 22 7 2.2 3.8 1.0 34,33.7
ISMI social withdrawal 102 2.1 7 2.0 4.0 1.0 31,30.4
ISMI stereotype endorsement 102 1.6 4 1.6 2.9 1.0 2,19

ISMI total Internalized Stigma of Mental Illness Scale; > 2.5 (n, %): number and percentage of participants
with ISMI or subscale means > 2.5, indicating high internalized stigma

colleagues and n =57 (55.9%) from public benefit officials
(e.g., the Jobcenter); education: n=55 (53.4%) anticipated
discrimination from teachers or professors. Nineteen (18.3%)
participants anticipated discrimination from medical health
care staff.

Somewhat less pronounced but still frequent participants
anticipated discrimination in private interpersonal relation-
ships. Fifty-five (52.9%) anticipated discrimination from
their adult neighbors, n=49 (47.6%) from children or teen-
agers in their neighborhood and n=45 (43.4%) when dat-
ing someone. In close social relationships, n =26 (25.2%)
anticipated discrimination from family members and n =20
(19.4%) from friends (please see Fig. 1).

Perceived public stereotypes

Mean QPS score was 0.4 (+0.8), indicating slight percep-
tion of public stigma on the group level. Seventy (69.3%)
participants reported perception of public stereotypes (QPS
total score > 0). Seventy-seven participants (74.0%) reported
perception of public stereotypes related to the QPS subscale
“Ability to Take Responsibility,” n=68 (66.0%) related
to “Norm-Violating and Externalizing Behavior,” n=68
(65.4%) to “Consequences of Diagnostic Disclosure” and
n=59 (56.7%) to “Malingering and Misuse of Medication.”
Most frequently perceived single public stereotypes were:

“ADHD is a childhood disorder not seen in adults” (88.5%),
“Adults with ADHD act without thinking” (87.3%), “ADHD
is caused by bad parenthood” (82.4%), “ADHD is invented
by drug companies” (76.0%), “ADHD is caused by extensive
exposure to video games or TV shows” (73.3%), “Adults
with ADHD simulate their symptoms” (72.8%). For details,
please see Table 3.

Correlations of stigma measures, psychosocial
characteristics, clinical symptoms, quality of life
and psychosocial functioning

We found medium to large correlations between all assessed
stigma measures: Internalized stigma (ISMI) and perceived
public stigma (QPS) (r=.33, p<.001); ISMI and anticipated
discrimination (QUAD) (r= .48, p<.001); QUAD and QPS
(r=.51, p<.001).

We found medium to large correlations between internal-
ized stigma, clinical symptoms, psychosocial functioning
and quality of life: ISMI and ADHD symptoms (ADHD-SR)
(r=.46, p<.001); ISMI and associated psychiatric symp-
toms (GSI BSI-18) (r=.50, p <.001); ISMI and functional
impairment (WFIRS) (r=.61, p<.001); ISMI and self-
esteem (RSE) (r=—.64, p<.001); and ISMI and quality
of life (Q-LES-Q-SF) (r=-.56, p<.001). In a partial cor-
relation, internalized stigma (ISMI) correlated with poorer
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Fig. 1 Percentage of par- 90
ticipants reporting anticipated
discrimination (AD) per life 30

domain in the Questionnaire
on Anticipated Discrimination

(QUAD)

Percentage reporting AD

Table 3 Perceived public stigma

n Mean SD Median Max. Min. >0(n, %)
QPS 101 4 8 4 22 -14 70,693
3 Ability to Take Responsibility 104 .8 1.1 1.0 2.8 -2.0 77,740
4 Norm-Violating and Externalizing Behavior 103 .7 1.1 1.0 2.8 —-2.0 68,66.0
2 Malingering and Misuse of Medication 104 5 12 3 3.0 —-2.8 59,56.7
5 Consequences of Diagnostic Disclosure 104 5 1.0 .6 2.6 —-2.0 68,654
6 Etiology 103 4 13 .8 3.0 -3.0 68,66.0
1 Reliability and Social Functioning 103 .1 1.0 .1 2.6 —-1.8 68,654

QPS Questionnaire on Public Stereotypes Perceived by Adults with ADHD; >0 (n, %): number and per-
centage of participants with a QPS mean or subscale means >0, indicating slight or stronger perception of

public stigma

self-esteem (RSE) even when controlling for depressive
symptoms (BSI-19 subscale depression) and ADHD symp-
toms (ADHD-SR) (r=-.49, p<.001).

Internalized stigma was also associated with personal
characteristics. In ANOVA with post hoc pairwise tests, we
found associations of ISMI and family history (children)
with ADHD [F(1,101)=5.133, p <0.05] and occupational
status [F(4,96)=3.164, p <0.05]. Patients with children with
ADHD or who were employed reported lower internalized
stigma than participants without children or children without
ADHD or than participants who were not working, retired
or homemakers. We did not find associations of ISMI with
gender, family status or highest educational degree.

QUAD correlated with WFIRS (r=.26, p <.05), nega-
tively with Q-LES-Q-SF (r=— .21, p <.05) and was also
associated with personal characteristics. ANOVA with post
hoc test showed an association of QUAD and partnership
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status [F(1,101)=6.58, p <0.05]. Participants who were sin-
gle, separated, divorced or widowed reported higher antici-
pated discrimination than participants who were married or
in a partnership.

We did not find correlations or associations of QPS with
clinical symptoms, psychosocial functioning or personal
characteristics, nor between any of the stigma measures and
characteristics of patients’ status (inpatient, outpatient, self-
help group participation, medication, time since diagnosis).

Discussion

Research on the stigma of mental disorders has mostly
focused on schizophrenia and depression so far. Stigma-
tization of adult ADHD has yet received little scientific
attention. Only few published studies with small sample
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sizes, that examined public stigmatization of adult ADHD,
are available to date (Mueller et al. 2012; Lebowitz 2016).
This is the first study that assessed subjective stigmatization
experiences including internalized stigma, anticipated dis-
crimination and perceived public stereotypes in adults with
ADHD and their association with clinical, psychosocial and
sociodemographic characteristics.

About one quarter of our sample (23.3%) reported a high
degree of internalized stigma with an ISMI total score > 2.5.
This compares to the percentage of patients with high inter-
nalized stigma reported for schizophrenia, depressive epi-
sodes and other psychiatric disorders, which ranges from
10.0 to 41.7% (Boyd et al. 2014; Sibitz et al. 2013). On
the ISMI subscale level, between 30.4 and 39.8% of our
participants reported high severity of discrimination experi-
ences, social withdrawal and alienation, which is also similar
to results reported for schizophrenia and other psychiatric
disorders (Boyd et al. 2014; Sibitz et al. 2013). Our results
thus indicate that the dysfunctional affective dimension of
internalized stigma, like feelings of self-devaluation and
alienation, the dysfunctional behavioral dimension, like
withdrawal from social interactions, and the percentage of
severe discrimination experiences are similarly pronounced
in adult ADHD as in other psychiatric disorders.

Sixty-nine percent of our participants reported high
stigma resistance, which is strikingly above the 12.0-50.8%
of patients with high stigma resistance reported for other
psychiatric disorders (Boyd et al. 2014). Though the analysis
of the underlying reasons was not the topic of this study,
published studies in other mental disorders point out that
having other role identities than being a person with a men-
tal illness and being socialized with peers with mental dis-
orders, who are resisting stigma, may explain higher stigma
resistance scores in patients with mental disorders (Firmin
et al. 2016). As an association of high stigma resistance and
a more favorable course of the mental disorder and its psy-
chosocial outcome has been reported (Firmin et al. 2016),
reasons and consequences of high stigma resistance in adults
with ADHD could be a promising topic for further research.

Only 2% of our participants reported high stereotype
endorsement on the referring ISMI subscale. This was much
lower compared with the up to 30% reported for patients
with schizophrenia or other psychiatric disorders (Boyd et al.
2014; Sibitz et al. 2013). One explanation is that the find-
ing is artificial and results from an assessment bias, as the
general stereotypes related to mental disorders assessed by
the ISMI stereotype endorsement subscale possibly do not
cover ADHD-related stereotypes. The data obtained from
QPS argue for this notion, as 69.3% of our participants
reported perceptions of ADHD-specific public stereotypes.
Most frequently perceived public stereotypes were related
to doubts about the validity of ADHD diagnosis (“ADHD
does not exist in adults”: 88.5%; “ADHD results from bad

parenting”: 82.4%; “ADHD is invented by drug companies”:
76.0%; “ADHD results from watching too many video games
or TV shows”: 73.3%; “Adults with ADHD simulate their
symptoms”: 72.8%). Accordingly, studies of youth’s beliefs
about ADHD etiology showed that stigmatizing attribu-
tional beliefs, such as low effort, inadequate parenting or
substance abuse causing ADHD were also common in this
group (Canu and Carlson 2003; Stroes et al. 2003; Coleman
et al. 2009). These public stereotypes seem to be specific for
ADHD but not related to other psychiatric disorders and are
not assessed with the ISMI stereotype endorsement subscale.

The mean QPS score of 0.4 (+0.8) in our study is strik-
ingly higher than the mean QPS score of —1.3 (+0.59),
reported by Fuermaier et al. (2012) in a sample of teachers,
physicians and controls without ADHD. This is an interest-
ing finding and possibly results from an absence of social
desirability bias or more awareness for ADHD-related stere-
otypes among affected participants than among non-affected
external observers as assessed by Fuermaier et al. (2012). In
any case, it points to the frequently reported gap in self- and
observer evaluation of a phenomenon.

Our study also found that 88.5% of participants antici-
pated discrimination in a broad range of daily living situ-
ations, with a mean number of 6.0 (+ 3.8) situations. Dis-
crimination was most often anticipated in the occupational
context, with 66.0-71.8% expecting discrimination from
colleagues or employers, in the education context, with
53.4% anticipating discrimination from teachers or profes-
sors, and in interpersonal relationships, with 43.0-52.9%
anticipating discrimination from neighbors or when dating
someone as well as up to 25.2% anticipating discrimination
even from family members or close friends. These findings
are compared to the prevalence of anticipated discrimination
reported for other psychiatric disorders. In a recent study,
which used the QUAD in 202 individuals with schizophre-
nia, depression and bipolar disorder, 92.6% anticipated
discrimination in a median number of seven areas of daily
living. More than two-third anticipated discrimination
from employers, colleagues or when dating and up to 50%
anticipated discrimination from family members or close
friends (Farrelly et al. 2014). Two other studies in patients
with depressive episodes and schizophrenia reported that
43.5-49.3% had stopped themselves from applying for work
or education and that 58% had stopped themselves from
dating due to anticipated discrimination (Ugok et al. 2012;
Hansson et al. 2014).

Our finding that 18.3% of participants anticipated dis-
crimination from healthcare staff is of special concern in
terms of work ethics and quality of health care. This result
roughly compares to the 17.1-27.0% of patients with depres-
sive episodes or schizophrenia who anticipated and/or expe-
rienced discrimination from healthcare staff according to
published studies (Thornicroft et al. 2007; Farrelly et al.
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2014; Harangozo et al. 2014). However, anticipated dis-
crimination from healthcare staff has never been assessed
in adults with ADHD before. Thus, in addition to the lack
of specific training and awareness for the disorder (Tatlow-
Golden et al. 2016), active denial of adult ADHD by clini-
cians (Moncrieff and Timimi 2010) may be a further expla-
nation why the administrative prevalence of adult ADHD
is much lower than its epidemiologic prevalence (Ramos-
Quiroga et al. 2013).

We found medium to large correlations between all
assessed stigma measures, which may mirror a self-main-
taining circle of experiencing and internalizing stigma and
anticipating discrimination (Gabbidon et al. 2013; Quinn
et al. 2015; Kao et al. 2016) as well as a conceptual overlap
(Livingston and Boyd 2010). We also found medium to large
correlations between internalized stigma, clinical symptoms,
psychosocial functioning and quality of life. Though this has
never been quantitatively evaluated in adult ADHD before,
a meta-analysis of 45 studies accordingly showed correla-
tions between internalized stigma, psychosocial variables
and psychiatric symptom severity in a variety of psychiatry
disorders (Livingston and Boyd 2010). The correlation of
internalized stigma and reduced self-esteem persisted even
when controlling for the effect of ADHD and depressive
symptoms, which matches previous findings by Corrigan
and Rao (2012) for other psychiatric disorders.

Anticipated discrimination, albeit with smaller effect size,
also correlated with impaired psychosocial functioning and
reduced quality of life. Anticipated discrimination and inter-
nalized stigma were also associated with some of partici-
pants’ personal characteristics. Intensity of anticipated dis-
crimination was associated with lack of partnership, which
may be mediated by social fear, e.g., withdrawal from social
interactions like dating due to anticipated negative appraisal.
Higher internalized stigma was associated with unemploy-
ment, which may result from the high societal value of work
and economic restrictions associated with unemployment in
Western societies.

Perceived public stereotypes did correlate with neither
personal characteristics nor clinical symptoms or psycho-
social functioning. This points out that the perception of
stigmatizing stereotypes per se not automatically implies
intraindividual dysfunction but requires mediating pro-
cesses, which are probably linked to internalizing stigma
and anticipating discrimination.

Taken together, our results point out that the subjective
processing of public stigmatizing experiences can add addi-
tional burden of disease on ADHD and exacerbate social
dysfunction related to ADHD in a variety of daily living
domains. This has never been described for ADHD before,
but is a well-known finding from other psychiatric disorders
(Livingston and Boyd 2010). As internalized stigma and
anticipated discrimination can be addressed via cognitive
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behavioral methods, it could be a promising topic of future
psychotherapeutic research to assess whether psychosocial
dysfunction, self-esteem, avoidance behaviors and pro-
crastination that are often associated with adult ADHD
could be improved by modifying subjective stigmatization
perceptions.

Limitations

Some methodological limitations should be considered. All
components of subjective stigmatization experiences were
assessed by self-rated questionnaires and thus exclusively
rely on participants’ information. However, ISMI and QUAD
are established assessment instruments with good psycho-
metric properties and have been used extensively in stigma
research before. The sensitivity of the original version of the
QPS to measure public stigma toward adults with ADHD has
been shown in a validation study (Fuermaier et al. 2012).
The authors state that the view of individuals with ADHD
themselves would provide valuable information and recom-
mend this use of the QPS for future research. However, as
we used an accordingly adapted, but not validated version of
the QPS, our results on public stigma perceived by individu-
als with ADHD are exploratory and need further evaluation.

Twenty-one percent of our participants were recruited
from self-help groups and reported that ADHD was diag-
nosed by an experienced clinician. Thus, there may be
some misdiagnosed patients in this group. However, it was
required that all participants score ADHD-SR > 15 and
above the diagnostic cut-off for ADHD. All participants,
who were recruited at the AHG clinics and CIMH, were
diagnosed by clinicians with longstanding experience with
adult ADHD (B.A., E.S., P.D.) and according to German
guideline recommendations. Due to the exploratory nature
of the study, we did not correct for multiple testing, which
possibly overestimates the findings. As stigmatization is
highly influenced by sociocultural contexts, generalizability
of our results to adults with ADHD outside Western culture
is limited and between-country differences in Western coun-
tries should be considered (Krajewski et al. 2013).

However, despite these limitations, our study revealed
some significant findings related to stigmatization of ADHD.
First, it showed that internalized stigma and anticipated dis-
crimination are frequent phenomena in adult ADHD and
related to worse disorder outcome. Second, it showed that
anticipated discrimination from healthcare staff is a common
concern in adults with ADHD. Third, it showed that adult
ADHD is associated with characteristic public stereotypes
mostly related to the etiology of the disorder, which are dif-
ferent from public stereotypes related to other psychiatric
disorders.



Internalized stigma, anticipated discrimination and perceived public stigma in adults with... 219

Compliance with ethical standards

Conflict of interest Esther Sobanski: advisory boards Shire Germany
and Medice. All other authors declare that they have no conflict of
interest.

Funding The study received no funding.

Ethical approval All procedures performed in studies involving human
participants were in accordance with the ethical standards of the insti-
tutional and/or national research committee and with the 1964 Helsinki
Declaration and its later amendments or comparable ethical standards.
This article does not contain any studies with animals performed by
any of the authors.

Informed consent Informed consent was obtained from all individual
participants included in the study.

References

Boyd Ritsher J, Otilingam PG, Grajales M (2003) Internalized stigma
of mental illness: psychometric properties of a new measure. Psy-
chiatry Res 121:31-49

Boyd JF, Adler EP, Otilingam PG, Peters T (2014) Internalized Stigma
of Mental Illness (ISMI) scale: a multinational review. Compr
Psychiatry 55(1):221-231. https://doi.org/10.1016/j.compp
sych.2013.06.005

Canu WH, Carlson CL (2003) Differences in heterosocial behavior and
outcomes of ADHD-symptomatic subtypes in a college sample. J
Atten Disord 6:123-133

Cohen J (1988) Statistical power analysis for the behavioral sciences,
2nd edn. Lawrence Erlbaum Associates, Hillsdale

Coleman D, Walker JS, Lee J, Friesen BJ, Squire PN (2009) Chil-
dren’s beliefs about causes of childhood depression and ADHD:
a study of stigmatization. Psychiatr Serv 60(7):950-957. https://
doi.org/10.1176/appi.ps.60.7.950

Collani G, Herzberg PY (2003) Eine revidierte Fassung der
deutschsprachigen Skala zum Selbstwertgefiihl von Rosenberg.
Zeitschrift Fiir Differentielle Und Diagnostische Psychologie
24:3-7

Corrigan PW (2005) On the stigma of mental illness: practical strat-
egies for research and social change. American Psychological
Association, Washington, DC

Corrigan PW, Rao D (2012) On the Self-Stigma of Mental Illness:
stages, disclosure, and strategies for change. Can J Psychiatry
57(8):464-469. https://doi.org/10.1177/070674371205700804

Downey RG, King C (1998) Missing data in Likert ratings: a compari-
son of replacement methods. J Gen Psychol 125(2):175-191. https
://doi.org/10.1080/00221309809595542

Drapalski AL, Lucksted A, Perrin PB, Aakre JM, Brown CH, DeForge
BR, Boyd JE (2013) A model of Internalized Stigma and its effects
on people with mental illness. Psychiatr Serv 64(3):264-269. https
://doi.org/10.1176/appi.ps.001322012

Endicott J, Nee J, Harrison W, Blumenthal R (1993) Quality of Life
Enjoyment and Satisfaction Questionnaire: a new measure. Psy-
chopharmacol Bull 29:321-326

Farrelly S, Clement S, Gabbidon J, Jeffery D, Dockery L, Lassman F,
Brohan E, Henderson RC, Williams P, Howard LM, Thornicroft
G, MIRIAD Study Group (2014) Anticipated and experienced
discrimination amongst people with schizophrenia, bipolar disor-
der and major depressive disorder: a cross sectional study. BMC
Psychiatry 14:157. https://doi.org/10.1186/1471-244X-14-157

Ferring D, Filipp SH (1996) Messung des Selbstwertgefiihls: Befunde
zu Reliabilitét, Validitdt und Stabilitdt der Rosenberg-Skala.
[Measurement of self-esteem: Findings on reliability, validity,
and stability of the Rosenberg Scale]. Diagnostica 42:284-292

Finzen A (2001) Psychose und Stigma. Psychiatrie Verlag, Bonn

Firmin RL, Luther L, Lysaker PH, Minor KS, Salyers MP (2016)
Stigma resistance is positively associated with psychiatric and
psychosocial outcomes: a meta-analysis. Schizophr Res. https://
doi.org/10.1016/j.schres.2016.03.008

Franke GH, Ankerhold A, Haase M, Jidger S, Togel C, Ulrich C, From-
mer J (2011) The usefulness of the Brief Symptom Inventory 18
(BSI-18) in psychotherapeutic patients. Psychother Psychosom
Med Psychol 61(2):82-86. https://doi.org/10.1055/s-0030-12705
18

Franke GH, Jaeger S, Glaesmer H, Barkmann C, Petrowski K, Braehler
E (2017) Psychometric analysis of the brief symptom inventory
18 (BSI-18) in a representative German sample. BMC Med Res
Methodol 17:14. https://doi.org/10.1186/s12874-016-0283-3

Fuermaier AB, Tucha L, Koerts J, Mueller AK, Lange KW, Tucha O
(2012) Measurement of stigmatization towards adults with atten-
tion deficit hyperactivity disorder. PLoS ONE 7(12):e51755. https
://doi.org/10.1371/journal.pone.0051755

Gabbidon J, Brohan E, Clement S, Henderson RC, Thornicroft G,
MIRIAD Study Group (2013) The development and validation of
the Questionnaire on Anticipated Discrimination (QUAD). BMC
Psychiatry 13:297. https://doi.org/10.1186/1471-244X-13-297

Hansson L, Stjernswird S, Svensson B (2014) Perceived and antici-
pated discrimination in people with mental illness—an interview
study. Nord J Psychiatry 68(2):100-106

Harangozo J, Reneses B, Brohan E, Sebes J, Csukly G, Lopéz-Ibor J,
Sartorius N, Rose D, Thornicroft G (2014) Stigma and discrimina-
tion against people with schizophrenia related to medical services.
IntJ Soc Psychiatry 60(4):359-366. https://doi.org/10.1177/00207
64013490263

Kao YC, Lien YJ, Chang HA, Wang SC, Tzeng NS, Loh CH (2016)
Evidence for the indirect effects of perceived public stigma
on psychosocial outcomes: the mediating role of self-stigma.
Psychiatry Res 240:187-195. https://doi.org/10.1016/j.psych
res.2016.04.030

Krajewski C, Burazeri G, Brand H (2013) Self-stigma, perceived
discrimination and empowerment among people with a men-
tal illness in six countries: Pan European stigma study. Psy-
chiatry Res 210(3):1136-1146. https://doi.org/10.1016/j.psych
res.2013.08.013

Lebowitz MS (2016) Stigmatization of ADHD: a developmental review.
J Atten Disord 20(3):199-205. https://doi.org/10.1177/10870
54712475211

Link BG, Phelan JC (2001) Conceptualizing stigma. Annu Rev Sociol
27:363-385

Livingston JD, Boyd JE (2010) Correlates and consequences of inter-
nalized stigma for people living with mental illness: a systematic
review and meta-analysis. Soc Sci Med 71(12):2150-2161. https
://doi.org/10.1016/j.s0cscimed.2010.09.030

Mick E, Faraone SV, Spencer T, Zhang HF, Biederman J (2008)
Assessing the validity of the Quality of Life Enjoyment and Sat-
isfaction Questionnaire Short Form in adults with ADHD. J Atten
Disord 11(4):504-509. https://doi.org/10.1177/108705470730846
8

Moncrieff J, Timimi S (2010) Is ADHD a valid diagnosis in adults?
No. BMJ (Clin Res Ed) 340:c547

Mueller AK, Fuermaier ABM, Koerts J, Tucha L (2012) Stigma in
attention deficit hyperactivity disorder. Atten Defic Hyperact
Disord 4(3):101-114. https://doi.org/10.1007/s12402-012-0085-3

Quinn DM, Williams MK, Weisz BM (2015) From discrimination
to internalized mental illness stigma: The mediating roles of

@ Springer


https://doi.org/10.1016/j.comppsych.2013.06.005
https://doi.org/10.1016/j.comppsych.2013.06.005
https://doi.org/10.1176/appi.ps.60.7.950
https://doi.org/10.1176/appi.ps.60.7.950
https://doi.org/10.1177/070674371205700804
https://doi.org/10.1080/00221309809595542
https://doi.org/10.1080/00221309809595542
https://doi.org/10.1176/appi.ps.001322012
https://doi.org/10.1176/appi.ps.001322012
https://doi.org/10.1186/1471-244X-14-157
https://doi.org/10.1016/j.schres.2016.03.008
https://doi.org/10.1016/j.schres.2016.03.008
https://doi.org/10.1055/s-0030-1270518
https://doi.org/10.1055/s-0030-1270518
https://doi.org/10.1186/s12874-016-0283-3
https://doi.org/10.1371/journal.pone.0051755
https://doi.org/10.1371/journal.pone.0051755
https://doi.org/10.1186/1471-244X-13-297
https://doi.org/10.1177/0020764013490263
https://doi.org/10.1177/0020764013490263
https://doi.org/10.1016/j.psychres.2016.04.030
https://doi.org/10.1016/j.psychres.2016.04.030
https://doi.org/10.1016/j.psychres.2013.08.013
https://doi.org/10.1016/j.psychres.2013.08.013
https://doi.org/10.1177/1087054712475211
https://doi.org/10.1177/1087054712475211
https://doi.org/10.1016/j.socscimed.2010.09.030
https://doi.org/10.1016/j.socscimed.2010.09.030
https://doi.org/10.1177/1087054707308468
https://doi.org/10.1177/1087054707308468
https://doi.org/10.1007/s12402-012-0085-3

220

T.V. Masuch et al.

anticipated discrimination and anticipated stigma. Psychiatr Reha-
bil J 38(2):103-108. https://doi.org/10.1037/prj0000136

Ramos-Quiroga JA, Montoya A, Kutzelnigg A, Deberdt W, Sobanski
E (2013) Attention deficit hyperactivity disorder in the European
adult population: prevalence, disease awareness, and treatment
guidelines. Curr Med Res Opin 29(9):1093-1104. https://doi.
org/10.1185/03007995.2013.812961

Rosler M, Retz W, Retz-Junginger P, Thome J, Supprian T, Nissen T,
Stieglitz RD, Blocher D, Hengesch G, Trott GE (2004) Instru-
mente zur Diagnostik der Aufmerksamkeitsdefizit-/Hyperaktiv-
itdtsstorung (ADHS) im Erwachsenenalter. Nervenarzt 75:888—
895. https://doi.org/10.1007/s00115-003-1622-2

Roth M, Decker O, Herzberg PY, Brihler E (2008) Dimensionality and
norms of the Rosenberg Self-Esteem Scale in a German general
population sample. Eur J Psychol Assess 24(3):190-197. https://
doi.org/10.1027/1015-5759.24.3.190

Shrive FM, Stuart H, Quan H, Ghali WA (2006) Dealing with miss-
ing data in a multi-question depression scale: a comparison of
imputation methods. BMC Med Res Methodol 6:57. https://doi.
org/10.1186/1471-2288-6-57

Sibitz I, Friedrich ME, Unger A, Bachmann A, Benesch T, Amer-
ing M (2013) Internalisiertes Stigma bei Schizophrenie: Vali-
dierung der deutschen Version der Internalized Stigma of Mental
Illness-Skala (ISMI). Psychiatr Prax 40(2):83-91. https://doi.
org/10.1055/s-0032-1332878

Stevanovic D (2011) Quality of Life Enjoyment and Satisfaction Ques-
tionnaire—short form for quality of life assessments in clinical
practice: a psychometric study. J Psychiatr Ment Health Nurs
18(8):744-750. https://doi.org/10.1111/j.1365-2850.2011.01735.x

@ Springer

Stroes A, Alberts E, Van Der Meere JJ (2003) Boys with ADHD in
social interaction with a nonfamiliar adult: an observational study.
J Am Acad Child Adolesc Psychiatry 42(3):295-302. https://doi.
org/10.1097/00004583-200303000-00009

Tatlow-Golden M, Prihodova L, Gavin B, Cullen W, McNicholas F
(2016) What do general practitioners know about ADHD? Atti-
tudes and knowledge among first-contact gatekeepers: system-
atic narrative review. BMC Fam Pract 17(1):129. https://doi.
org/10.1186/s12875-016-0516-x

Thornicroft G, Rose D, Kassam A (2007) Discrimination in health care
against people with mental illness. Int Rev Psychiatry 19:113—
122. https://doi.org/10.1080/09540260701278937

Ugok A, Brohan E, Rose D, Sartorius N, Leese M, Yoon CK, Plooy
A, Ertekin BA, Milev R, Thornicroft G, INDIGO Study Group
(2012) Anticipated discrimination among people with schizophre-
nia. Acta Psychiatr Scand 125(1):77-83. https://doi.org/10.111
1/1.1600-0447.2011.01772.x

Weiss M, Canadian Attention Deficit Hyperactivity Disorder Resource
Alliance (CADDRA) (2011) Canadian ADHD practice guidelines,
3rd edn. CADDRA, Toronto

World Health Organization (2001) The world health report 2001. World
Health Organization, Geneva

Zabora J, BrintzenhofeSzoc K, Jacobsen P, Curbow B, Piantadosi S,
Hooker C, Owens A, Derogatis L (2001) A new psychosocial
screening instrument for use with cancer patients. Psychosomatics
42(3):241-246. https://doi.org/10.1176/appi.psy.42.3.241


https://doi.org/10.1037/prj0000136
https://doi.org/10.1185/03007995.2013.812961
https://doi.org/10.1185/03007995.2013.812961
https://doi.org/10.1007/s00115-003-1622-2
https://doi.org/10.1027/1015-5759.24.3.190
https://doi.org/10.1027/1015-5759.24.3.190
https://doi.org/10.1186/1471-2288-6-57
https://doi.org/10.1186/1471-2288-6-57
https://doi.org/10.1055/s-0032-1332878
https://doi.org/10.1055/s-0032-1332878
https://doi.org/10.1111/j.1365-2850.2011.01735.x
https://doi.org/10.1097/00004583-200303000-00009
https://doi.org/10.1097/00004583-200303000-00009
https://doi.org/10.1186/s12875-016-0516-x
https://doi.org/10.1186/s12875-016-0516-x
https://doi.org/10.1080/09540260701278937
https://doi.org/10.1111/j.1600-0447.2011.01772.x
https://doi.org/10.1111/j.1600-0447.2011.01772.x
https://doi.org/10.1176/appi.psy.42.3.241

	Internalized stigma, anticipated discrimination and perceived public stigma in adults with ADHD
	Abstract
	Introduction
	Methods
	Recruitment and sample
	Assessment instruments
	Sociodemographic questionnaire
	Stigma variables
	Internalized stigma 
	Anticipated discrimination 
	Perceived public stereotypes 

	ADHD, associated symptoms and psychosocial impairment
	ADHD self-rating scale 
	Brief Symptom Inventory 18 
	Rosenberg Self-Esteem Scale 
	Weiss Functional Impairment Rating Scale 
	Quality of Life Satisfaction and Enjoyment Questionnaire-Short Form 


	Data handling and statistical analysis

	Results
	Sample recruitment
	Demographic characteristics
	Clinical characteristics
	Internalized stigma
	Anticipated discrimination
	Perceived public stereotypes
	Correlations of stigma measures, psychosocial characteristics, clinical symptoms, quality of life and psychosocial functioning

	Discussion
	Limitations
	References




