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Abstract

Purpose The aim of this study was to investigate whether
socio-demographic variables and physical disability (e.g.
sensory impairment and mobility problems) were associ-
ated with self-reported stigma in people with intellectual
disabilities (ID), and to examine whether age, sex and
ethnicity modified the relationship between severity of
intellectual disability and self-reported stigma.

Methods 229 participants with mild or moderate intel-
lectual disabilities were recruited from 12 centres/sites in
England from community intellectual disability services,
day centres, supported housing schemes, voluntary organ-
isations and invitation letters. Information on physical
disability and socio-demographic variables were obtained
using a structured data collection form. Self-reported
stigma was measured using a validated questionnaire.
Results Age was associated with self-reported stigma,
with older adults reporting more stigmatising experiences.
Participants with moderate intellectual disabilities were
more likely to report being treated differently such as being
made fun of and being treated like children. Physical dis-
ability such as sensory, mobility and speech problems were
not associated with self-reported stigma. Gender modified
the relationship between severity of ID and self-reported
stigma as participants who were male and had moderate ID
were more likely to report stigma compared to females
with moderate ID. Categorical age also modified the rela-
tionship between severity of ID and self-reported stigma as
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older participants who had moderate ID were more likely
to report stigma compared to younger people with mod-
erate ID.

Conclusions Older adults and those with moderate ID are
potentially at higher risk of being targets of public stigma
or are more likely to report stigma. Interventions to help
individuals cope with stigma could be targeted to this

group.

Keywords Stigma - Discrimination - Intellectual
disabilities
Introduction

Intellectual disabilities (ID) is defined by the World Health
Organisation [1] as “a condition of arrested or incomplete
development of the mind, characterised by impairment of
skills and overall intelligence in areas such as cognition,
language, motor and social abilities, arising in the devel-
opmental period”. People with ID are consistently identi-
fied as one of the least acceptable groups in society [2, 3]
and are often the target of disability related hate crime [4].
People with ID frequently report experiences of bullying
[5] and of being rejected and treated negatively [6].
Public stigma can be conceptualised as a process by
which certain groups, such as those with mental illness or
ID, are marginalised and devalued by society because their
values, characteristics or practices differ from the dominant
cultural group. The social cognitive model of stigma
involves cognitive, behavioural and emotional aspects
presenting as stereotypes, prejudice and discrimination
towards the marginalised group [7, 8]. Discrimination may
take several forms. It may lead to withholding of help,
avoidance, coercive treatment, and segregation. People
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from stigmatised groups, such as those with mental illness,
frequently encounter discrimination that restricts opportu-
nities in a number of domains including housing, educa-
tion, employment, benefits, relationships with family and
friends, and dating and marriage prospects [9-11].
Employment rates are low amongst people with ID and
when paid work is available, it is usually in the form of
sheltered workshops [12]. A key barrier to community-
based employment is the belief that people with intellectual
disabilities are “unemployable” [13].

Self-stigma, also known as internalised stigma occurs
when individuals direct the stigmatised attitudes towards
themselves [8, 14-16]. Self-stigma, like public stigma,
comprises of stereotypes, prejudice and discrimination.
Stereotypes such as “I am a weak person” are endorsed by
the individual and lead to self-prejudice in the form of
negative emotional responses, such as low self-esteem or
self-worth. Self-prejudice can then lead to self-discrimi-
nation through behavioural responses such as not seeking
employment opportunities or avoiding social relationships.
The concept of self-stigma is poorly described amongst
people with ID. In this paper we use the term self-reported
stigma to describe experiences of being treated negatively
and emotional reactions to discrimination as reported by
people with ID. There are currently no instruments avail-
able that measure self or internalised stigma in people with
ID.

Awareness of the stigma associated with ID

A number of studies have demonstrated that people with ID
have varying awareness of the stigma attached to ID, which
may be linked to factors such as limited cognitive devel-
opment, over-protection from significant others and denial
[17]. There is some evidence that people with ID are aware
of their stigmatised status and endorse negative stereotypes
such as believing that they cannot not engage in certain
activities or have the same opportunities as those who did
not have ID [18, 19], and awareness of the stigma attached
to day services or long stay hospitals [19, 20].

Awareness of stigma is influenced by whether individ-
uals with ID acknowledge and accept their ID. Cunning-
ham and Glenn interviewed people with Down Syndrome
and found that only half of the participants were aware that
they had Down Syndrome and only a quarter were aware of
the stigma associated with the condition [21]. Some indi-
viduals with ID may reject the label of ID entirely or may
accept the label but may not be aware of the negative
stereotypes that are attached to it or endorse these stereo-
types [20]. These individuals may compare themselves
favourably [22] with people who do not have ID and may
have similar aspirations in life [23]. However, despite the
low awareness of the stigma, studies have shown that
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people with ID are able to describe experiences of being
treated differently and negatively [20, 23]. Therefore,
individuals may experience stigma at an emotional level
through their social interactions with others.

Socio-demographic factors associated with self-
stigma

In people with mental illness (without ID), self-stigma has
not been found to be consistently associated with demo-
graphic factors such as age, sex, ethnicity, marital status,
employment and income [24]. However, in one meta-
analysis, two thirds of the studies found that higher levels
of self-stigma were associated with younger age and a third
found that it was associated with older age [24]. In people
living with HIV, lower income and lower age are associ-
ated with self-stigma [25].

Few studies have found an association between reports
of stigma and socio-demographic variables in people with
ID, most likely because of the small sample sizes of pre-
vious studies, which often included 50 participants or less
[6]. However, in one study of 191 participants with mild
and moderate ID in Cape Town, South Africa, self-reported
stigma was associated with age [26]. Younger participants
were more likely to describe stigmatising treatment than
older individuals with ID. Other studies of people with ID
found no relationship between stigma and age [23, 27, 28].
Previous studies of people with ID have not found a rela-
tionship between sex and self-reported stigma [23, 26-30]
or between IQ or severity of ID and self-reported stigma
[23, 26-28].

Only one study has explored the relationship between
ethnicity and self-reported stigma in people with ID. In the
South African study [26] there was a trend between eth-
nicity (Caucasian, Black African and Mixed ethnicity) and
self-reported stigma, with the Black African group
reporting more stigmatising experiences, but this difference
was not statistically significant. However, severity of ID
modified the relationship between ethnicity and self-re-
ported stigma, with Black African participants with mild
ID reporting higher levels of self-reported stigma com-
pared to Black African participants with moderate ID. This
study also found a trend towards participants with lower
socio-economic status reporting higher levels of stigma.
The study also found that there was a trend towards self-
reported stigma being associated with “additional disabil-
ity” (sensory, speech or mobility problems, unusual
appearance or physical illness, e.g. epilepsy).

Psycho-social factors associated with self-stigma

In people with mental illness, higher levels of self-stigma is
consistently associated with hopelessness, poorer self-
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esteem, reduced quality of life, lower empowerment and
mastery, lower self-efficacy and lower social support [24].
In people living with HIV, self-stigma has been found to be
associated with lower social support [25].

In people with ID, studies have demonstrated a consis-
tent association between higher levels of reported stigma
and lower self-esteem and more negative social compar-
isons with others [27, 28]. Higher levels of stigma have
also been found to be associated with lower aspirations
about the future [28, 30] and lower job satisfaction [30].

We have recently published a study investigating the
relationship between self-reported stigma and a number of
health outcomes in people 229 participants with mild and
moderate ID from 12 sites/centres in England [31]. In this
paper, we use the data obtained in the above study [31] to
examine the association between self-reported stigma and
socio-demographic variables and physical disability in peo-
ple with ID. We define physical disability broadly to include
any characteristics that are potentially stigmatising. This
includes characteristics that are apparent to others such as the
presence of genetic disorders speech, sensory and mobility
problems, and characteristics that are less apparent to others
such as the presence of epilepsy or general health problems.

Previous studies examining the relationship between
stigma and socio-demographic variables have had
methodological limitations such as small sample sizes [23,
27-30], lack of generalisability of findings due to unrep-
resentative samples and the use of a measure of stigma with
poor reliability [6].

Aims and objectives of the study

1. To examine the association between self-reported
stigma and the following variables: severity of ID
(mild or moderate ID), age, sex, ethnicity, degree of
urban development, type of accommodation, employ-
ment status, social network, presence of mobility
problems, sensory problems, speech abnormalities,
genetic disorders, epilepsy, any physical health prob-
lem and any regular medication.

2. To investigate whether age, sex and ethnicity modified
the relationship between severity of ID (mild or
moderate ID) and self-reported stigma.

Method
Ethical approval
Ethical approval was obtained from the West London

Research Ethics committee (3) in November 2011 and
Research and Development approval was obtained at all

the participating sites. The study was conducted between
February 2011 and February 2013.

Recruitment

The study was conducted at 12 centres/sites in England,
including six boroughs/sites in London (Camden, Islington,
Newham, Tower Hamlets, Bromley/Greenwich and Wal-
tham Forest), and the sites outside of London were Kent,
Surrey, Sussex, Somerset, Nottinghamshire and Lin-
colnshire. These sites represented diverse areas in terms of
ethnicity, and also included rural, semi-rural and urban
areas.

Participants were recruited from community intellectual
disability services, day centres, social clubs, supported
accommodation and voluntary organisations that work with
people with ID through invitation letters and via health and
social care professionals who knew the individual well.

Inclusion and exclusion criteria

Participants were aged 18 or over and had ID based on
administrative classification, (e.g., were eligible to receive
specialist intellectual disability services). Further infor-
mation about the criteria that was used to determine the
presence and degree of intellectual disability (mild and
moderate) is described in Ali et al. [31].

Participants with a current diagnosis of mental illness
were excluded because of the potential difficulty that par-
ticipants could have in differentiating whether experiences
of discrimination were due to intellectual disabilities or
mental illness. We included participants who were able to
provide consent to take part in the study. In order to
facilitate this process, information was provided in an easy
read (accessible) format that included text in simplified
language and large font, accompanied by pictures and
symbols. Individuals with poor verbal or comprehension
skills, and individuals unable to speak English, were
excluded from the study.

Measures
Self-reported stigma

Self-reported stigma was measured using a questionnaire
that was previously developed by the researchers [32]. This
self report instrument contains ten items with two sub-
scales. The “perceived discrimination” subscale contains
items that describe discrimination and negative treatment
by others such as “people talk down to me”, “people on
the street make fun of me” and “people treat me like a
child”. The “reaction to discrimination” subscale describes
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emotional reactions to discrimination such as “the way
people talk to me makes me angry” and “I worry about the
way people act towards me”. The questionnaire does not
require participants to report experiences over a particular
time scale. Instead, participants are asked to report how
they feel they are generally treated by others. The Items are
rated “yes” (scored 1) and “no” (scored 0) and each item
is accompanied by a photograph as a visual aid to help the
individual understand the items. The total score ranges
from O to 10, with higher scores indicating higher levels of
self reported stigma. In this study, the internal consistency
of the scale was alpha 0.87 for the full scale (perceived
discrimination subscale: alpha 0.82; reaction to discrimi-
nation: alpha 0.74).

A structured data collection form was used to collect
demographic information and information on physical
disability. This was interviewer administered and included
information on age, sex, ethnicity, marital status, atten-
dance at a mainstream school or special school), accom-
modation status, employment status, number of friends,
and degree of urban development. Information on physical
disability included genetic disorders, sensory problems,
mobility problems, presence of speech difficulties, epi-
lepsy, general health problems and whether the participants
were taking any regular medication. Data on level of ID
were based on information obtained from referrers and
clinical records and not on formal IQ testing.

Administration of questionnaires

The questionnaires were administered face to face, either at
the participant’s home or another suitable setting (e.g., day
centre). Participants were supported to complete the
questionnaires, such as reading the question out aloud,
paraphrasing questions to improve understanding and
explaining the response format. Participants received a £20
gift voucher as an acknowledgement for their time and
effort.

Sample size calculation

A minimum sample size of 171 was calculated, based on a
regression analysis with a moderate effect size (* 0.15) and
15 predictors at 90 % power and 5 % significance level.
Analysis of data

Descriptive analysis

The data were analysed using SPSS (version 17). Some of

the variables were reduced to smaller categories or
dichotomised to aid analysis and interpretation of the data.
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Data for the whole sample were analysed descriptively.
The mean, standard deviation and range of scores on the
stigma questionnaire were obtained. The proportion of
people responding to each item on the stigma questionnaire
was analysed using Chi Square tests to identify whether the
responses differed according to gender, age group, level of
ID and ethnicity.

Regression analysis

Linear regression was used initially to examine whether any
of the socio-demographic or clinical variables were associ-
ated with self-reported stigma. Following this, multivariate
regression analysis was carried out using a random effects
model to adjust for clustering by centre. There was no evi-
dence of clustering by centre, and therefore normal regres-
sion analysis was performed. The total score on the stigma
questionnaire was entered as the dependent variable in the
random effects regression model. Potential confounders
(age, gender, level of ID and ethnicity), and all the variables
that were related to self-reported stigma in the linear
regression analysis with p values of 0.2 or below, were then
simultaneously added to the model. The variables that had
p values equal to or less than 0.05 were identified as being
independently associated with self-reported stigma.

Investigating effect modification

Interaction effects were investigated to identify whether age,
sex and ethnicity modified the relationship between severity
of ID and self-reported stigma. Interaction effects were
analysed using the unadjusted model (stigma, severity of ID
and interaction variable) and adjusted regression model
(stigma, interaction variables and potential confounders).

Results
Recruitment

A total of 234 participants consented to take part in the
study. Three participants were later withdrawn as they did
not strictly meet the eligibility criteria (had a current
diagnosis of mental illness for which they were receiving
treatment), and two were excluded from the analysis as
they did not complete the stigma questionnaire, leaving a
total of 229 participants.

Characteristics of the participants
1. Socio-demographic characteristics

Almost three quarters of the sample had a mild ID
(72.7 %), 52.4 % were males, 82 % were from White
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ethnic backgrounds, and the mean age of the sample was
40.9 years (SD 11.4; range 19-73). The majority of the
participants were single (62.9 %), only 2.2 % were in full
time employment but 31.9 % were in part time paid
employment (either in competitive or sheltered employ-
ment). The majority of the participants were living with
their family or in supported accommodation (82 %).
Physical disability

Thirty two percent pf the sample had a sensory
problem; 32.8 % had speech abnormalities, 10.5 %
had mobility problems, 64.6 % had at least one health
problem, which included 17.0 % with epilepsy and
8.7 % had a genetic disorder or a syndrome, including
Down Syndrome (5.2 %).

Exploring the socio-demographic variables associated
with stigma

1.

Distribution of self reported stigma scores

The median score was 4.0 and the mean score was 4.2
(SD 3.3) in the whole sample.

Responses to individual items on the stigma question-
naire according to socio-demographic factors

Item 9 (I keep away from other people because they
are not nice to me) and item 1 (people talk down to
me) received the most “yes” responses (58.5 and
48.5 % of the sample). Item 6 (people laugh at me
because of the way I talk) and item 5 (People treat me
like a child) received the fewest “yes” responses (31.9
and 32.3 %, respectively).

When the responses from participants with mild ID
were compared to those with moderate ID (Table 1), a
significantly higher proportion of people with moder-
ate ID rated “yes” to four items compared to those
with mild ID (item 2: people on the street make fun of
me, p = 0.02; item 4: people laugh at me because of
the way I look, p = 0.001; item 5: people treat me like
a child, p = 0.05 and item 6: people laugh at me
because of the way I talk, p = 0.02).

When the responses from males and females were
examined, a significantly higher proportion of females
rated “yes” to item 10. When the responses were
compared across different age groups (Table 2),
increasing age group was associated with a higher
proportion of “yes” responses to all the items
(p < 0.01 for almost all of these items) except for
item 5 (people treat me like a child). Participants from
White and non white backgrounds gave similar
responses, apart from item 8 (people make me feel
embarrassed) where a higher proportion of “yes”
responses was given by those from a White back-
ground (Chi Square 4.21; p = 0.04).

Regression analysis

The variables that had a strong association with self-
reported stigma were older age (regression coefficient
0.06; p = 0.001); having a health problem (regression
coefficient 1.38; p = 0.001) and sensory problems
(regression coefficient 1.25; p = 0.01). There was a
moderate association between self-reported stigma and
not being in paid employment (regression coefficient
—1.02; p = 0.02) and taking medication (regression
coefficient 0.81; p = 0.05). There was a borderline
association between self-reported stigma living in an
urban area (regression coefficient 1.91; p = 0.08).
Table 3 shows the results of the multivariate analysis
of the variables that are independently associated with
self reported stigma in the regression analysis. The
only variable that was found to be strongly associated
with self reported stigma, after adjustment of other
variables, was age (older age associated with higher
levels of stigma; p = 0.01). There was a weak
association with having a physical health problem
(» = 0.07) and being married or in a relationship
(p = 0.08).

The independent predictors of the two stigma subscales
were analysed. Having a moderate ID (regression
coefficient 0.60, p = 0.05) and older age (regression
coefficient 0.02, p = 0.01) were associated with higher
scores on the perceived discrimination subscale. Older
age was the only variable associated with the reaction
to discrimination subscale (p = 0.05).

Self-reported stigma and moderating factors

Ethnicity did not modify the relationship between self-
reported stigma and severity of intellectual disabilities.
However, gender and age were both effect modifiers
(regression coefficient —1.83; p = 0.05 and regression
coefficient 0.09; p = 0.04, respectively). Males with
moderate ID reported higher levels of stigma compared
to males with mild ID, and females with mild ID
reported higher levels of stigma compared to females
with moderate ID. This relationship is shown graph-
ically in Fig. 1. Older people with moderate ID
reported higher levels of stigma than younger people
with moderate ID. This can be visualised graphically
using categorical age (Fig. 2).

Discussion
Summary of the results
In this cross-sectional study of 229 participants with mild

and moderate ID from 12 centres in England, we found that
self-reported stigma was associated with older age.
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Table 1 Comparison of responses to individual items on the stigma questionnaire given by people with mild and moderate intellectual disability

Item Total number of  Mild ID?, number  Moderate ID,  Chi Square
responses” (%) (%) number (%) (p value)

1. People talk down to me 118 (48.47) 85 (51.52) 25 (40.32) 2.26 (0.13)

2. People on the street make fun of me 85 (37.12) 55 (33.33) 31 (50.00) 5.32 (0.02)

3. People on the street look at me in a funny way 106 (46.3) 71 (43.03) 34 (54.84) 2.53 (0.11)

4. People laugh at me because of the way I look 76 (33.19) 45 (27.27) 31 (50.00) 10.45 (0.001)

5. People treat me like a child 74 (32.31) 47 (28.48) 26 (41.9) 3.74 (0.05)

6. People laugh at me because of the way I talk 73 (31.88) 46 (27.88) 27 (43.55) 5.07 (0.02)

7. The way people talk to me makes me angry 110 (48.03) 79 (47.88) 29 (46.77) 0.02 (0.88)

8. People make me feel embarrassed 100 (43.67) 67 (40.61) 32 (51.61) 2.22 (0.14)

9. I keep away from other people because they are not nice to me 134 (58.52) 99 (60.00) 35 (56.45) 0.24 (0.63)

10. I worry about the way people act towards me 98 (42.79) 30 (48.39) 30 (48.39) 0.94 (0.33)

* “Yes” responses to each item

Table 2 Responses given by different age groups to individual items on the stigma questionnaire

Item Age 18-30, Age 3145, Age 4660, Age 60+, Chi Square test for
number (%) number (%) number (%) number (%) trend (p value)

1. People talk down to me 21 (36.21) 37 (46.84) 46 (55.42) 6 (85.71) 8.05 (0.01)

2. People on the street make fun of me 12 (20.69) 31 (39.24) 38 (45.78) 14 (57.14) 9.85 (0.01)

3. People on the street look at me in a funny way 17 (29.31) 32 (40.51) 50 (60.24) 6 (85.71) 17.94 (<0.001)

4. People laugh at me because of the way I look 8 (13.79) 30 (37.97) 35 (42.17) 2 (28.57) 9.10 (0.003)

5. People treat me like a child 15 (25.86) 23 (29.11) 33 (39.76) 2 (28.57) 2.52 (0.11)

6. People laugh at me because of the way I talk 10 (17.24) 28 (35.22) 31 (37.35) 3 (42.86) 6.06 (0.01)

7. The way people talk to me makes me angry 19 (32.76) 40 (50.63) 46 (55.42) 4 (57.14) 6.51 (0.01)

8. People make me feel embarrassed 17 (29.31) 35 (44.30) 43 (51.81) 4 (57.14) 7.20 (0.01)

9. I keep away from other people because they are 28 (48.28) 45 (56.96) 55 (66.27) 5(71.43) 5.06 (0.03)

not nice to me
10. I worry about the way people act towards me 18 (31.03) 31 (39.24) 44 (53.01) 4 (57.14) 7.53 (0.01)

Participants with moderate ID were more likely to report
experiences of being mocked or treated differently (e.g.
being laughed at and made fun of, or being treated like
children). In addition, there was a trend towards higher
levels of self-reported stigma in participants who were
married or in a relationship, and those who had health
problems.

Results in the context of other studies

The association between self-reported stigma with age
could be explained by cumulative adverse life events,
including greater exposure to potentially stigmatising
treatment increasing with age. This is reflected in the data,
where older people (particularly the 60-80 age group)
reported more stigmatising treatment. There may also be a
period effect resulting from older participants having lived
through a more stigmatising era. Deinstitutionalisation and
government policies promoting the integration of people
with intellectual disabilities in the community, and the
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promotion of equality and independence, are relatively
recent changes. Participants from the older age group are
more likely to have lived in institutionalised settings in the
past, or may be currently living in residential settings,
where certain types of stigmatising treatment are more
common. In addition, they may be subject to additional age
related discrimination.

Previous published studies of people with ID have not
found a relationship between stigma and age [23, 27, 28].
However, Ali et al. [26] found that self-reported stigma
was associated with age in participants from South Africa.
However, in this study, stigma was associated with younger
age. One meta-analysis of studies of people with mental
illness (without ID) also found that both older and younger
age was associated with self-stigma [24].

There was a trend towards physical health problems
being related to self-reported stigma. This may be because
some types of physical health problems are also stigma-
tising. In the South African study mentioned above [26],
there was a trend towards stigma being associated with
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Table 3 The variables that are independently associated with self-reported stigma in the regression analysis
Variable Regression Standard 95 % confidence Wald test
coefficient error interval p value
Level of ID: moderate ID (reference group: mild ID) 0.53 0.47 —0.40, 1.46 0.26
Gender: female (reference group: males) 0.39 0.42 —0.44, 1.22 0.36
Age 0.05 0.02 0.01, 0.09 0.01
Ethnicity: non white (reference group: white) —-0.14 0.59 —1.29, 1.01 0.81
Marital status: married/cohabiting (reference group: single/divorced) 0.77 0.44 —0.10, 1.63 0.08
Urban development: semi-rural 1.48 0.90 —0.28, 3.24 0.14
Urban (reference group: rural) 1.65 0.83 0.01, 3.29
Employment: in paid work (reference group: no paid work) —0.40 0.46 —1.29, 0.49 0.38
Number of friends: one or two —1.84 1.03 —3.88, 0.19 0.24
Three or more (reference group: no friends) —1.57 0.99 —3.50, 0.37
Physical health problems: yes (reference group: no) 0.81 0.44 —0.05, 1.68 0.07
Sensory problems: yes (reference group: no) 0.72 0.48 —-0.22, 1.67 0.13
Predictive Margins of Id#sex with 95% Cls Predictive Margins with 95% Cls
oI
o @
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L
<«
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mild LD moderate LD

™ 4
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mild LD moderate LD

LD

—&— male —&— female

Fig. 1 Interaction effects between gender and intellectual disability
on self reported stigma. Males with moderate ID reported higher
levels of stigma compared with males with mild ID; the reverse was
seen in females

“obvious additional disability”, which included physical
illness as well as other potentially stigmatising features
such as sensory problems, mobility problems and where the
individual looked “noticeably different to other people”.
The combination of stigma due to ID and stigma due to
physical health problems may result in “double stigma”.
Individuals with both mental illness and physical illness
report higher levels of stigma compared to individuals with
only mental illness [33]. Double discrimination has been
described in other groups with two or more stigmatising
attributes such as those from ethnic minority groups who
also have ID, or mental illness [34] or who are gay [35]; or
individuals suffering from a serious mental illness and
obesity [36] or substance abusers who also have HIV [37].

It is not clear why there was a trend towards an asso-
ciation of self-reported stigma with marital status. This
appears counter-intuitive as one would expect that being

LD

—=&— age 18-30
—=e&—— age 46-60
———— categorical age = as observed

—&— age 3145
——&—— age 60-80

Fig. 2 Interaction effects between categorical age and intellectual
disability on self reported stigma. Older participants with moderate ID
reported more stigma compared to younger males with moderate ID.
The effect of age in those with mild ID was similar for all age
categories

married or in a relationship would be a “normalising”
experience that would reduce the experience of self
reported stigma. One possible explanation is that being
married increases awareness of social limitations due to the
pressure of having to fulfil certain roles and expectations,
such as looking after children or working, and individuals
may receive more critical comments from their partners. In
many cultures around the world, disabled men and women
are expected to marry and have children. The findings in
relation to stigma and marital status may partly explain the
results of a large cross sectional study, which found that
wellbeing in women with intellectual disabilities was
associated with being single [38]. In addition, studies of
people with mental illness have found that one of the most
common sources of discrimination is from family and close
friends [39]. Alternatively, the relationship between self-
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reported stigma and marital status may be a spurious
finding.

Although level of ID was not an independent predictor
of self-reported stigma, those with moderate ID were more
likely to report certain types of stigmatising treatment,
particularly those involving discriminatory treatment by
the public. People with moderate ID often have more
noticeable or visible distinguishing features that may alert
members of the community or neighbourhood that they are
“different”, making them the target of abuse or harass-
ment. Participants with intellectual disabilities are often
treated unfairly when accessing the community and using
public transport [40].

Participants with moderate ID did not report more
negative reactions to discrimination such as getting angry
or avoiding others. One explanation for this is that people
with intellectual disabilities may not internalise their
intellectual disability [20, 21, 41], thus, although they may
be able to describe experiences of negative treatment, they
may not relate these experiences to having the label of
intellectual disabilities. This may occur because of insuf-
ficient cognitive development [21], which is required to
enable individuals to compare themselves to others, and to
understand the actions of others. Previous studies did not
find a relationship between severity of ID, as measured by
IQ, and stigma [23, 26-28], possibly because these studies
had a small sample size, and they did not distinguish
between different dimensions of stigma (e.g., discrimina-
tion or emotional reactions).

Our study found no differences between males and
females in the levels of self-reported stigma, which is
consistent with previous studies [23, 26-30]. However,
males with moderate ID and females with mild ID were
more likely to report stigma, which suggests that these
individuals may be more susceptible to self reported stigma
due to gender expectations. McDonald et al. [42] found that
having an ID had differential effects in males and females.
In males, it diminished the positive effects of their mas-
culinity (e.g. males regarded as less competitive), and in
females it accentuated the negative effects of their femi-
ninity (e.g. females regarded as being more dependent, less
competent).

The finding that older individuals with moderate ID
reported more stigma compared to younger individuals
with moderate ID is perhaps understandable given that age
is an independent predictor of stigma, and having moderate
ID is associated with being treated differently.

Strengths and limitations
The sample size was relatively large compared to previous

studies on self-reported stigma. Participants were also
recruited from different settings and geographical sites

@ Springer

(including rural and urban areas), using different methods
and are therefore more representative of people with ID
living in the community, compared to previous studies.

One of the main limitations of the study is the use of a
ten-item instrument to measure self-reported stigma. The
instrument does not capture all the different types of dis-
criminatory and stigmatising treatment that individuals
with ID may experience, which may vary between different
age groups, gender and ethnicity.

Participants with mental illness were excluded from the
sample. The point prevalence of mental health problems in
people with ID varies between 16 and 41 % depending on
the diagnostic criteria that is used [43]. Therefore a rela-
tively large proportion of people were excluded from the
study, which could potentially affect the generalisability of
the results as experiences of stigmatising treatment may
differ in those with mental health problems.

Another limitation was that IQ was not formally mea-
sured and information about the degree of ID was obtained
from referrers and clinic notes. Most of the data obtained
about socio-demographic variables were based on self-re-
port, but where possible, information was corroborated
with carers. However, this was not always possible, and
may have affected the accuracy of the data.

Implications

Older adults and those with moderate ID may be at higher
risk of being targets of discrimination and stigma directed
by members of the public or those close to them. Services
that support people with ID, such as community intellectual
disability teams, could provide targeted support to older
adults with ID and those with moderate ID, such as
counselling to help individuals develop effective coping
strategies and resilience, and practical support to report
abuse and crimes to the police. It is also essential that the
police, who have been criticised for not regarding people
with ID as credible witnesses [44], deal with reported
crimes in a serious and sensitive manner.

It is important to tackle negative stereotypes such as
people with ID being regarded as incapable of working or
living independently. Interventions that tackle public
stigma (e.g. targeting specific groups such as school chil-
dren or police officers and that involve direct or indirect
contact with people with ID (particularly older individuals
with moderate ID) could help to improve awareness and
attitudes towards people with ID. For example, Film clips
of people with ID, based on “protest” that highlights the
immoral justice of stigma, have been found to be effective
in changing attitudes [45].
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