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In the Europe and Central Asia region, there are at least five million children diagnosed

with some type of disability. These children are likely to be subjected to stigmatization

and marginalization, which can lead to discrimination and reduction in access to social

services. A pilot study was developed to examine factors affecting the treatment of

children with disabilities from a holistic, systematic perspective. Stratified by the social

ecological model, 450 respondents participated in a structured interview designed to

measure knowledge, attitudes, norms, marginalization, and stigma. The results yielded

four conclusions. First, it showed that professionals did not rate differently on the

constructs of the conceptual model when compared to nonprofessionals. Second,

norms are likely affecting the treatment of children with disabilities. Third, the study shows

that there is not enough emphasis on educating and involving community members

to improve the treatment and protect the rights of children with disabilities. Finally, the

results emphasize the importance of approaching disability from a comprehensive social

ecological perspective.
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INTRODUCTION

Over five million of the children who reside in the Europe and Central Asia region are believed to
have some sort of disability, with close to 3.6 million living in residential institutions (UNICEF,
2015). In recent decades, there have been many global initiatives to improve the lives of children
with disabilities, such as the Convention on the Rights of the Child (CRC) and the Convention of the
Rights of Persons with Disabilities (CRPD), which outline the responsibilities of the State to protect
vulnerable individuals from health, social, economic, cultural, civic, and political discrimination
(UN General Assembly, 1989, 2007). Despite such agreements, many children with disabilities
face significant challenges and violations of their human rights. Children with disabilities are often
deprived of medical access and education and are less likely to have proper nutrition (Byers et al.,
2018; UNICEF, 2018). They are also at a higher risk for maltreatment, abuse, and violence (Hibbard
and Desch, 2007; Hershkowitz et al., 2010). Girls with disabilities may face two-fold discrimination
due to the intersection of their disability and gender (UNICEF, 2013). Further, stigma, prejudice,
and ignorance due to the lack of capacity building and trainings related to children with disabilities
often get in the way of positive change (UNICEF, 2013).
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This study, therefore, seeks to better understand the social-
environmental factors that are perpetuating discrimination
against children with disabilities in Europe and Central Asia.

Defining Disability
It is important to begin with a common understanding of
how disability is defined, as there are several ways in which
it can be conceptualized. Perhaps most common, the medical
model of disability considers persons with disabilities as having
problems that need to be cured (Manago et al., 2017). The
medical model implies that abnormality is inherent in disability
and encourages the individual to adapt to society. Another
model, the charity model, sees persons with disabilities as
victims of their impairments in need of sympathy and charity
to cope with their (perceived as) tragic situation (Hollenweger
and Martinuzzi, 2015). A third, more holistic model, called the
social model, began to develop in the 1960’s. The social model
posits that disability is a limitation in attitudes, institutions, and
the environment that prevents full and equal participation of
all individuals in society (World Health Organization (WHO)
World Bank, 2011). By situating disability within a larger
context, the social model allows for a systems level, rather than
individualistic, approach to addressing disabilities.

The social model was approved by the WHO and published
in the International Classification of Impairments, Disabilities
and Handicaps in 1980 (Bickenbach et al., 1999). While
progressive at the time, it grew to receive criticism, as the
language was ambiguous and still seemed somewhat in line
with the medical model [Bickenbach et al., 1999]. Therefore, in
2002, the International Classification of Functioning, Disability,
and Health (ICF) described a more inclusive framework
that combines the social and medical model, called the
biopsychosocial model (World Health Organization (WHO),
2002). The ICF defines disability as “an umbrella term for
impairments, activity limitations and participation restrictions”
[World Health Organization (WHO), 2002, p. 2]. It is
conceptualized by the interaction between health conditions
due to diseases, disorders, and injuries and contextual factors.
Contextual factors include environmental factors, such as social
attitudes, and individual factors, such as education. These
constructs influence how a person experiences disability [World
Health Organization (WHO), 2002]. Whenever this paper
mentions disability, it will employ this human-rights-based
definition, drawing upon the biopsychosocial model.

Children With Disabilities in North
Macedonia
Accurate data on the number of children living with a disability
in North Macedonia is lacking. Estimates from 2010 and 2011
placed the number somewhere between 25,535 and 55,000
children, depending on the formula used [Velichkovski and
Chichivalieva, 2010; World Health Organization (WHO) World
Bank, 2011]. However, official figures from 2018 reported an
estimate of 8,000 children (MLSP, 2018). While this figure
includes 700 estimated children unregistered and not in contact
with social services, it is still considerably less than external
estimates. The discrepancy between official estimates and

external estimates indicates that there may be many more
unregistered children with disabilities who are being hidden away
at home and not receiving any official services.

Even children who are registered may not receive the support
to which they are entitled. Despite ratifying the CRPD in 2011
and accepting by succession the CRC in 1993, national policies
are often poorly implemented (United Nations, 2020). North
Macedonia’s federal provisions for children with disabilities are
mainly handled by the health, education, and social sectors,
but a 2015 assessment of the capacity of these sectors found
that there was little integration between them and no shared
vision to comprehensively meet the needs of children with
disabilities (Hollenweger, 2015). Further, the current public
funding schemes seem to promote exclusion of children with
disabilities by privileging specialized institutions over inclusion
(Hollenweger, 2015).

Many organizations beyond the federal government provide
support for children with disabilities and their families; a
mapping in 2014 identified 136 associations, foundations, and
informal civic initiatives involved in the field of inclusion of
and support for children with disabilities (Open the Windows,
2014). However, these organizations are not evenly distributed,
and the capital city is the only place in which persons with all
types of disabilities are supported (Open the Windows, 2014).
Similar to the federal sectors, there is little communication or
cooperation among non-governmental organizations or with the
public sector.

The effectiveness of the systems and organizations is likely
further affected by the knowledge, attitudes, and practices (KAP)
of those working in them. While there is little information on the
specific perspectives of professionals in North Macedonia about
children with disabilities, it may be possible to generalize the
KAP of professionals from the views of the general population.
A 2014 KAP study in North Macedonia found that 69% of the
population views disability through either the medical or the
charity model and that over half of participants reported having
no or low awareness of children with disabilities (UNICEF,
2014). Additionally, only 4% of the population was in support
of inclusive education, with 48% saying children with disabilities
should be in separate schools (UNICEF, 2014). The level
of rejection for children with disabilities also seems to vary
depending on the nature of the relationship being explored. For
example, depending on the type of disability, between 63 and 79%
of respondents found it acceptable for a child with a disability
to live in the same settlement or street with their own child;
comparatively, only 2–6% found it acceptable for a child with a
disability to marry their child (as adults) (UNICEF, 2014).

Conceptualizing Discrimination
The CRPD describes discrimination as “any distinction,
exclusion, or restriction on the basis of disability which has the
purpose or effect of impairing or nullifying the recognition,
enjoyment or exercise, on an equal basis with others, of all
human rights and fundamental freedoms in the political,
economic, social, cultural, civil, or any other field” (UN General
Assembly, 2007, Article 2). However, knowing the definition
of discrimination is not sufficient for eliminating it. To reduce
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discrimination against children with disabilities, it is imperative
to determine the factors that lead to such behaviors. The
conceptual model in Figure 1 is based on a systematic review
of behavior change theories, disability, and discrimination
conducted by the authors in 2017 (Sood et al., 2020).

The first constructs of the model are knowledge and attitudes,
as they are precursors to behavior; they are the important steps
that lead to the intention to practice (or to not practice) a
behavior (Ajzen, 1991). The connection between knowledge,
attitudes, and behavior has been extensively studied and is
generally accepted. However, knowledge and attitudes alone are
not always sufficient to predict behavior; social norms may also
be a key component. Social norms are the behaviors that a group
of people believe to be typical or appropriate. They are the
unwritten rules that guide behavior (Bicchieri et al., 2018). Social
norms do not always align with personal attitudes. Someone may
approve of a behavior but choose not to practice it because of
their beliefs about the approval and behavior of others. Social
norms are generally divided into two components; although the
terminology differs throughout the literature, this paper will
refer to descriptive and injunctive norms. Descriptive norms
are beliefs about what other people are doing, while injunctive
norms are beliefs about what other people think people should do
(Mackie et al., 2015). It is important to measure both descriptive
and injunctive norms to understand normative influences on
a behavior.

Taken together, knowledge, attitudes, and social norms can
start to affect stigma. Stigma was considered integral to the
model because discrimination is often conceptualized as the
behavioral reaction to the negative prejudices of stigma (Link and
Phelan, 2001; Corrigan and Watson, 2002; Major and O’Brien,
2005; Van Brakel, 2007; Van Brakel et al., 2012). The World
Health Organization defines stigma as “a mark of shame, disgrace
or disapproval which results in an individual being rejected,
discriminated against, and excluded from participating in a
number of different areas of society” [WorldHealth Organization
(WHO), 2001, p. 17]. Stigma has been conceived as a compound
of multiple components: labeling, stereotyping, separation,
and status loss and discrimination (Link and Phelan, 2001).
Stigma includes recognizing socially salient differences, assigning
negative attributes to those differences, and creating a sense of
“otherness” by reacting to those differences (Green et al., 2005).
This study also considers perceived stigma (beliefs about the
amount of stigmatization perpetrated by others) and perceived
marginalization (beliefs about the amount of marginalization
perpetrated by others), as these can affect stigmatization from a
normative approach.

Stigma ultimately leads to discrimination through avoidance,
withholding help, segregation, and coercive treatment (Van
Brakel, 2007; Social Exclusion Knowledge Network, 2008).
Stigma can reduce access to treatment and services, as well as
increase social exclusion (US DHHS, 1999; Green et al., 2005;
Stuber et al., 2008). Unequal power dynamics caused by these
practices continue the cycle of exclusion, which can result in
health inequities (Krieger, 2000; Social Exclusion Knowledge
Network, 2008). In this case, we are looking at experiences of
marginalization on the basis of a person’s disability.

In the conceptual model, communication interventions and
activities are placed at the beginning, to emphasize their
important role in reducing discrimination against children
with disabilities. Communication that takes an evidence- and
rights-based approach and emphasizes participation from all
stakeholders can be used in behavior and social change
interventions. These approaches are especially effective when
they empower communities to take an active role in the decisions
that affect their lives (UNICEF, 2019).

Therefore, the conceptual model shows that communication
approaches and activities can promote positive changes in
attitudes and knowledge about children with disabilities, which
can affect social norms, perceived marginalization, and perceived
stigma. These can lead to a reduction in stigma, which contributes
to decreasing discrimination against children with disabilities.
Sociodemographic variables, like age, sex, and education, are
placed across the entire model, as they can also affect how people
think and how they behave.

Measuring Discrimination
In order to assess discrimination against children with
disabilities, and to be able to track changes in the amount
of discrimination they face, it is necessary to have valid and
reliable tools for measurement. However, current research
on the conceptualization and practice around children with
disabilities vary in quality. A systematic review by the authors of
44 studies on discriminatory attitudes and social norms related
to children with disabilities revealed that such research generally
lacks tools to accurately measure attitudes or social norms,
clear definitions of key concepts, involvement of children,
mixed-methods approaches, participatory methods, and a
focus on social norms (Sood et al., 2020). Furthermore, the
review found that most studies and programs do not approach
research on discrimination against children with disabilities
holistically or systematically. Of the 44 articles, only 25 used a
theoretical framework, and only five of those used the Social
Ecological Model (SEM) (Sood et al., 2020). The SEM stresses
the importance of the multifaceted interactions between social
and environmental factors and how they impact behavior
(UNICEF, 2016). Given the understanding of disability through
the biopsychosocial model, it is especially important to take
such a multilevel approach to disability research. Research
using the SEM as its guiding framework would seek to gain the
perspectives from stakeholders at every level: individual, family,
community, and policy/systems. While children with disabilities,
children without disabilities, parents, and professionals were
all represented in the different peer-reviewed studies, only two
of the 44 examined more than one type of audience (Sood
et al., 2020). Additionally, the studies focused predominantly
on knowledge, attitudes, and practice, with social norms being
noticeably absent. If norms perpetuate discrimination at the
social level, then they must be clearly defined, and tools must
exist to measure the normative constructs.

Other systematic reviews on attitudes, beliefs, and prejudice
against people with disabilities found similar gaps. For example,
a systematic review of 20 studies on the relationship between
students’ attitudes and the social participation of peers with
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FIGURE 1 | Conceptual model connecting communication approaches and activities to discrimination.

disabilities found that studies were using inconsistent measures
of attitudes (De Boer et al., 2012). Furthermore, of the 20 studies,
only three presented empirical data on the connection between
attitudes and discrimination and social exclusion of children
with disabilities (De Boer et al., 2012). Through a systematic
review of nurses’ attitudes toward children with disabilities,
Cervasio (2010) concluded that “scant” research exists on
the connection between health professionals’ attitudes and the
treatment children with disabilities receive. Scior (2011) reviewed
75 articles on public awareness, attitudes, and beliefs about
intellectual disability and found mainly descriptive accounts of
attitudes and a lack of high-quality evaluations. The author
concluded that “there is a need for research that considers
the complex processes involved in the formation of stigma,
prejudices and discrimination that can negatively affect the
opportunities available to people with intellectual disabilities and
their social inclusion” (Scior, 2011, p. 2179).

The Present Study
The current study attempts to address the aforementioned gaps in
research by creating a set of validated measures for the constructs
of the conceptual model. It investigates the relationships between
social-environmental factors and discrimination by measuring
key stakeholders’ knowledge, attitudes, social norms, and stigma
toward children with disabilities and their families. The study
aims to determine the importance of a holistic and systematic
approach for realizing the rights of children with disabilities.

MATERIALS AND METHODS

Materials
A quantitative questionnaire was developed by adapting pre-
existing measures and creating new ones where necessary. The
questionnaire was designed to capture knowledge, attitudes,
normative beliefs, perceived marginalization, perceived stigma,
and personal stigmatization of children with disabilities. As this
was a pilot study, more questions were included than typical,
so as to assess the best way to measure the constructs of
the conceptual model. The draft tools were then reviewed by

FIGURE 2 | Respondent groups distributed by the social ecological model.

multiple experts in disability and researchers with experience in
interviewing children. After revisions, the tools were translated
into Macedonian and pretested in the field with the help of
a local research agency to ensure comprehension and cultural
appropriateness. Pretesting the tools for all children, specifically
children with disabilities, was given greater emphasis to ensure
that the instructions for the activities and the questions were
simple to understand. The tool was finalized for pilot testing
based on the results of the pretest.

Study Sample
Fifteen different stakeholder groups spanning the SEM were
identified as important to the treatment of children with
disabilities in North Macedonia (Figure 2). These included
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children with disabilities (ages 12–18 years) at the individual
level; caregivers of children with disabilities (three groups
corresponding to the child’s age: 0–3, 3–6, and 6–11 years) at
the family level; children without disabilities (ages 12–18 years)
and caregivers of children without disabilities (three groups
corresponding to the child’s age: 0–3, 3–6, and 6–11 years) at
the community level; and academic professionals (both teachers
and administrators), health professionals (for both maternity and
school-aged children), social workers, civil society professionals
and government officials at the policy level.

When identifying participants, the CRPD definition of
disability was used: a “long-term physical, mental, intellectual,
or sensory impairment which in interaction with various barriers
may hinder their full and effective participation in society on an
equal basis with others” (CRPD, Article 1, 2006). The study aimed
to look at discrimination against children with disabilities as a
whole, therefore no specific disability was sampled for.

The three age groups for children were identified in
conjunction with local experts as representing three critical
phases in children with disabilities’ lives: their first interaction
with the healthcare system and the period during which
institutionalization is most likely, their first interaction with the
education system, and their expanding connection with, and
understanding of and by, peers. While it is understood that the
experiences of children with disabilities vary across their lifetime,
the scope of the study limited the number of age groups that
could be assessed. The age groups not assessed in this study offer
opportunities for further study.

Pretesting of the tools was unsuccessful with children with
disabilities under the age of 12. Based on the recommendation
made by local disability experts, children with disabilities ages
12–18 were interviewed instead, while still interviewing parents
that corresponded to the three age groups of interest. These
decisions were then mirrored for children without disabilities
and caregivers of children without disabilities for comparability
of data.

The convention of using 30 individuals per group is common
for pilot studies and thus was used in the present study
(Johanson and Brooks, 2010). A list of children with disabilities
and their parents was collected from government records and
consultations with health and social service NGO’s who work
with children with disabilities and their parents. The government
and non-governmental health and social workers assisted with
sample selection by informing individuals of the study and
providing them with a phone number to call, if they wished to
participate. The children without disabilities and their parents
were purposively selected, to the extent possible, from the
same residential location or school as their counterparts. The
professional sample was purposively selected from a list of
Disability Persons Organizations, to cover different professional
ranks and job responsibilities.

For the purposes of analysis of this study, the fifteen
stakeholder groups were condensed into four aggregate groups
corresponding to each SEM level. At the individual level
were children with disabilities themselves (30 individuals).
The three groups of caregivers of children with disabilities
were categorized together as the family level (90 individuals).

TABLE 1 | Factor analysis results for scale creation.

Variable Eigenvalue Cronbach’s alpha

Attitudes 2.0406 0.780

Perceived marginalization 4.78309 0.894

Perceived stigma 1.55117 0.795

Stigma 1.17632 0.704

Both children without disabilities and their caregivers were
considered community members (120 individuals). Finally, all
professionals were combined to represent the policy/systems
level (210 individuals).

Variables
The quantitative questionnaire asked questions to measure
the variables of interest, as identified in the conceptual
model: knowledge, attitudes, normative beliefs, perceived
marginalization, perceived stigma, and personal stigmatization
of children with disabilities. As this was a pilot study, it was first
necessary to analyze the questions themselves. This was done
by looking at the percentage of “don’t know” or “refused to
respond” answers to each question, along with qualitative input
from data collectors and statistical tests, such as factor analyses
and Cronbach’s alpha. Factor analysis was performed on the
scales for attitudes, perceived marginalization, perceived public
stigma, and personal stigmatization of children with disabilities.
Table 1 lists the eigenvalues and Cronbach’s α associated with
these factor analyses.

Sixteen knowledge questions were asked to all respondents,
conceptualized as the ability to identify types of disabilities and
impairments, with response options of no, maybe, or yes. For
knowledge, four questions with high proportions of refused to
respond and don’t know were removed and the remaining 12
were evenly split into knowledge of intellectual disabilities and
knowledge of physical disabilities.

All respondents were then asked attitudinal questions, in
which they rated their agreement with a series of 15 statements,
e.g., “children with disabilities can do lots of things for
themselves,” using a five-point Likert scale from strongly disagree
to strongly agree. After statistical analysis, the final scale for
attitudes included five items from the original 12 (α = 0.78).

Normative questions were based on vignettes. The vignettes
described a child with a disability and combinations of age group
(0–3, 3–6, 6–11), type of impairment (physical or intellectual),
and key behavior of interest (deinstitutionalization, inclusive
education, or general human rights). After being read the
vignette, respondents were asked questions to assess descriptive
and injunctive norms. First, they were asked what they would
do, e.g., “Where is the best place for this child to live? At home,
with a foster family, or at an institution?” This was followed by
asking what they thought their family, community, and society
would approve of, e.g., “Would your family members approve
of keeping the child at home, placing her in a foster family,
or putting her in an institution?” Next, they were asked to
rate the extent to which [from not at all (1) to completely (5)]
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TABLE 2 | Demographics overall and by social ecological model level.

Total Individual Family Community Society χ
2 P-value

N 450 30 (6.7%) 90 (20.0%) 120 (26.7%) 210 (46.7%)

Age

Mean (sd) 37.2 (12.7) 16.6 (1.9) 37.1 (5.7) 30.0 (10.7) 44.4 (11.3)

Gender***

Male 112 (24.9%) 17 (56.7%) 22 (24.4%) 38 (31.7%) 35 (16.7%) 0.000

Female 338 (75.1%) 13 (43.3%) 68 (75.6%) 82 (68.3%) 175 (83.3%)

Education***

Primary 34 (7.6%) 6 (20%) 6 (6.7%) 22 (18.3%) 0 (0.0%) 0.000

Secondary 160 (35.6%) 24 (80.0%) 45 (50.0%) 55 (45.8%) 36 (17.1%)

College+ 256 (56.9%) 0 (0.0%) 39 (43.3%) 43 (35.8%) 174 (82.9%)

Income***

Low 47 (10.4%) 0 (0.0%) 24 (26.7%) 14 (11.7%) 9 (4.3%) 0.000

Medium 174 (38.7%) 2 (6.7%) 38 (42.2%) 48 (40.0%) 86 (41.0%)

High 121 (26.9%) 0 (0.0%) 17 (18.9%) 32 (26.7%) 72 (34.3%)

Missing 108 (24.0%) 28 (93.3%) 11 (12.2%) 26 (21.7%) 43 (20.5%)

***p-value <0.001.

their decision from the first question would be affected by
what their family/community/society expects them to do. Each
adult respondent was asked the series of questions about two
vignettes, one about a physical impairment and one about an
intellectual impairment.

Twelve questions were asked to all respondents to assess
perceived marginalization. Participants stated how often they
thought the event happened to children with disabilities or their
families, from never (1) to multiple times per day (6). The
questions included events such as “they receive poorer service
than other people in restaurants or stores.” The final scale for
marginalization included nine items from the original 12 (α
= 0.89).

Because of the likelihood that people would not admit to
directly committing discriminating actions against children with
disabilities, due to social desirability bias, this study looked
at personal stigmatization of children with disabilities as the
outcome measure. Personal stigmatization was operationalized
as a set of eight questions designed to capture the components
of labeling, stereotyping, and separation when taken together,
with answers ranging from strongly disagree (1) to strongly agree
(1). To capture perceived stigma, all respondents were asked
to rate other’s agreement with those same eight questions. The
final scales for perceived stigma and personal stigmatization both
included three items from the original eight (α = 0.795 and α =

0.704, respectively).

Ethical Considerations
The study received ethical approval from Drexel University, as
well as independent approval from Health Media Lab. All adult
participants gave informed consent before the start of the study.
Child participants gave assent to participate, with their parent or
guardian also consenting for their participation. Children were
interviewed using specially trained local social workers that have
experience in working with and researching children with and
without disabilities.

Data Analysis
Statistical analysis was performed on STATA 15 with results
from completed structured interviews. Questionnaires
were considered complete if at least 80% of the questions
were answered.

To create the indicators, all Likert scales were recoded to start
at 0 instead of 1 and any dichotomous questions were recoded
as 0/1. All questions that were worded in an opposite way of
the rest of the scale were reverse coded. Responses that included
“don’t know” and “refused to answer” were recoded as missing
data. The final indicators for attitudes, perceivedmarginalization,
perceived stigma, and personal stigmatization were created by
adding across the final scale items. Because the distribution
of these additive variables proved to be skewed, dichotomous
variables were created for each. Respondent scores were coded
as low or high (for knowledge, marginalization, and stigma) or as
negative or positive (for attitudes).

Descriptive analyses were completed for demographic
information, with significance testing (t-test for means, chi-
squared for all others) to see if the sample varied by the
background characteristics. Frequencies and percentages were
calculated for all construct indicators. Then, chi-squared tests
were conducted to look for significant differences in any of
the construct indicators by SEM level. Subsequently, bivariate
analysis was done through logistical regression, followed by
a multiple logistic regression that included all variables in
the model.

RESULTS

Description of the Sample
The sample contained statistically significantly more females
(75.1%) than males (24.9%) (p = 0.000). For children with
disabilities, the mean age was 16.6 years (sd = 1.9); for caregivers
of children with disabilities, it was 37.1 years (sd = 5.7); for the
community level, 30.0 years (sd = 10.7), and for professionals,
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44.4 years (sd = 11.3). Most (56.9%) of the participants were
at least college-educated, whereas 35.6% had only completed
secondary school and 7.6% had only completed primary school.
Table 2 summarizes sociodemographic characteristics for the
entire sample, by SEM level.

Frequency Results
More (58.4%) of the sample had high knowledge of physical
disabilities as compared to low levels (41.6%). On the other hand,
slightly less than half (48.0%) of the sample had high knowledge
of intellectual disabilities. The respondents mainly had positive
attitudes toward children with disabilities (76.9% compared to
23.1% negative), yet most (58.4%) respondents perceived high
amounts of public stigma and high amounts of marginalization
(78.0%). When considering norms, perceptions of approval of
the desired behavior decreased with social distance from the
respondent. Of adult participants, 35.6% of participants said
they themselves approved of the desired behavior, while 32.8%
thought that their family approves of the desired behavior, 25.9%
thought their community does, and only 17.4% thought society
does. Similarly, the effect of others’ expectations on the behavior
of the adult respondents decreased with social distance from
the individual. Sixty nine percent of respondents are affected
by their family’s expectations, while only 62.3 and 51.3% said
they are affected by their community and society’s expectations,
respectively. Ultimately 58.4% (n = 263) reported high levels
of personal stigmatization of children with disabilities. Table 3
presents the frequency results overall and by SEM level (see
next section).

Comparison by SEM
When the variables for each construct were analyzed by
SEM level—individual, family, community, and society—many
were not statistically significant. However, attitudes, family
expectations, perceived stigma, perceived marginalization, and
personal stigmatization all had statistically significant differences
by SEM level.

Although not statistically significant, it is interesting to note
that only 58.1% of professionals had high levels of knowledge
of physical disabilities, which was less than both children
with disabilities (70.0%) and their caregivers (63.3%). Similarly,
fewer professionals had high levels of knowledge of intellectual
disabilities than did caregivers of children with disabilities (50.5
vs. 55.7%, respectively).

There were statistically significant differences in proportions
of SEM level with positive attitudes (p = 0.009). Community
members had the lowest proportion of positive attitudes toward
children with disabilities (65.8%), while caregivers of children
with disabilities had the highest (83.3%). Eighty percent of
professionals had positive attitudes, the same proportion as
children with disabilities themselves.

Rates for approval of the desired behavior in the norms
questions were similar across SEM levels for self, family,
community, and society approval variables. Caregivers of
children without disabilities had the lowest rates of approval
of the desired behaviors for three of the approval variables:
28.9% for self-approval, 24.4% for family approval, and 18.9%

for community. For belief that society approves of the desired
behavior, caregivers of children with disabilities had the lowest
proportion (14.4%).

Professionals (62.9%) were less affected by their family’s
expectations than caregivers of children with disabilities (76.7%)
and caregivers of children without disabilities (75.6%) (p
= 0.018). However, there were no statistically significant
differences in the proportions affected by community and
society expectations.

Community members (86.7%) and professionals
(83.3%) perceived more marginalization than children
with disabilities (66.7%) and their caregivers (57.8%)
did (p = 0.000). There were also statistically significant
differences in perceived stigma by SEM (p = 0.000).
Only 26.7% of children with disabilities perceived high
stigma, compared to 76.7% of caregivers of children with
disabilities. About 70% of both community members and
professionals perceived high levels of stigmatization of children
with disabilities.

Bivariate Results
There were no statistically significant differences in personal
stigmatization of children with disabilities by education,
gender, or age. The odds of stigmatization increased with
increasing income. Also compared to other respondents,
children with disabilities were significantly less likely to
display stigma toward other children with disabilities (OR =

0.45, p = 0.38). On the other hand, community members
were at 1.61 times the odds of highly stigmatizing children
with disabilities, as compared to all other respondents (p
= 0.034).

When looking at the key constructs, knowledge of
physical disabilities, attitudes, being affected by society’s
expectations, and perceived stigma were all significantly
related to levels of personal stigmatization of children with
disabilities. Counter to expectations, those with high levels
of knowledge of physical disabilities were at higher odds
of personally stigmatizing children with disabilities (OR =

1.78, p = 0.003). However, having positive attitudes toward
children with disabilities was protective against highly
stigmatizing children with disabilities (OR = 0.36, p =

0.000). Additionally, those who reported being highly affected
by society’s expectations were at almost twice the odds of
highly stigmatizing children with disabilities (OR = 1.95, p
= 0.001). Finally, those with high levels of perceived public
stigmatization of children with disabilities were 7.49 times
more likely of themselves highly stigmatizing children with
disabilities (p = 0.000). Table 4 details the bivariate logistic
regression results.

Multivariate Results
Similar to the bivariate logistic regressions, the multivariate
logistic regression showed significant differences in personal
stigmatization of children with disabilities by correct knowledge
of physical disabilities, attitudes, being affected by society’s
expectations, and perceived stigmatization of children with
disabilities. When adjusting for all the variables in the model
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TABLE 3 | Frequency results for all constructs in the conceptual model, by total and by social ecological model level.

Total Individual Family Community Society χ
2 P-value

N 450 30 (6.7%) 90 (20.0%) 120 (26.7%) 210 (46.7%)

Knowledge of physical disabilities

Low 187 (41.6%) 9 (30.0%) 33 (36.7%) 57 (47.5%) 88 (41.9%) 0.232

High 263 (58.4%) 21 (70.0%) 57 (63.3%) 63 (52.5%) 122 (58.1%)

Knowledge of intellectual disabilities

Low 234 (52.0%) 19 (63.3%) 40 (44.4%) 71 (59.2%) 104 (49.5%) 0.086

High 216 (48.0) 11 (36.7%) 50 (55.7%) 49 (40.8%) 106 (50.5%)

Attitudes**

Negative 104 (23.1%) 6 (20.0%) 15 (16.7%) 41 (34.2%) 42 (20.0%) 0.009

Positive 346 (76.9%) 24 (80.0%) 75 (83.3%) 79 (65.8%) 168 (80.0%)

Personal approval of desired behavior

Undesired 251 (64.4%) 56 (62.2%) 64 (71.1%) 131 (62.4%) 0.313

Desired 139 (35.6%) 34 (37.8%) 26 (28.9%) 79 (37.6%)

Family approval of desired behavior

Undesired 262 (67.1%) 53 (58.9%) 68 (75.6%) 141 (67.1%) 0.059

Desired 128 (32.8%) 37 (41.1%) 22 (24.4%) 69 (32.9%)

Community approval of desired behavior

Undesired 289 (74.1%) 62 (68.9%) 73 (81.1%) 154 (73.3%) 0.162

Desired 101 (25.9%) 28 (31.1%) 17 (18.9%) 56 (26.7%)

Society approval of desired behavior

Undesired 322 (82.6%) 77 (85.5%) 75 (83.3%) 170 (81.0%) 0.614

Desired 68 (17.4%) 13 (14.4%) 15 (16.7%) 40 (19.1%)

Family expectations*

Unaffected 121 (31.0%) 21 (23.3%) 22 (24.4%) 78 (37.1%) 0.018

Affected 269 (69.0%) 69 (76.7%) 68 (75.6%) 132 (62.9%)

Community expectations

Unaffected 125 (37.7%) 34 (37.8%) 28 (31.1%) 85 (40.5%) 0.308

Affected 243 (62.3%) 56 (62.2%) 62 (68.9%) 125 (59.5%)

Society expectations

Unaffected 190 (28.7%) 49 (54.4%) 41 (45.6%) 100 (47.6%) 0.440

Affected 200 (51.3%) 41 (45.6%) 49 (54.4%) 110 (52.4%)

Personal opinion of stigma*

Low 187 (41.6%) 18 (60.0%) 41 (45.6%) 40 (33.3%) 88 (41.9%) 0.043

High 263 (58.4%) 12 (40.0%) 49 (54.4%) 80 (66.7%) 122 (58.1%)

Perceived marginalization***

Low 99 (22.0%) 10 (33.3%) 38 (42.2%) 16 (13.3%) 35 (16.7%) 0.000

High 351 (78.0%) 20 (66.7%) 52 ( 57.8%) 104 (86.7%) 175 (83.3%)

Perceived stigma***

Low 140 (31.1%) 22 (73.3%) 21 (23.3%) 36 (30.0%) 61 (29.1%) 0.000

High 310 (68.9%) 8 (26.7%) 69 (76.7%) 84 (70.0%) 149 (70.9%)

*p-value <0.05, **p-value <0.01, ***p-value <0.001.

(age, gender, socioeconomic status, education, knowledge
of physical disabilities, knowledge of intellectual disabilities,
attitudes, descriptive norms, injunctive norms, perceived
marginalization, and perceived stigma), those with high
levels of knowledge of physical disabilities were at twice the
adjusted odds of high levels of personal stigmatization of
children with disabilities (AOR = 2.04, p = 0.011). Being
affected by society’s expectations and perceiving high levels

of stigmatization of children with disabilities also led to
increased adjusted odds of highly stigmatizing children
with disabilities (AOR = 2.61, p = 0.004; AOR = 9.83, p =

0.000, respectively). On the other hand, those with positive
attitudes had significantly lower adjusted odds of highly
stigmatizing children with disabilities (AOR = 0.33, p =

0.002). The multivariate logistic regression results are shared in
Table 5.
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TABLE 4 | Bivariate logistic regression results with stigma as the dependent

variable.

OR P-value

Age 1.01 0.521

Gender

Female 1.37 0.154

Education

Secondary 0.97 0.925

College+ 1.23 0.572

Income

Medium* 0.5 0.049

High 0.74 0.422

Missing 0.51 0.072

SEM level

Individual* 0.45 0.038

Family 0.82 0.390

Community* 1.61 0.034

Systems 9.73 0.888

Knowledge of physical disabilities* 1.78 0.003

Knowledge of intellectual disabilities 1.38 0.094

Attitudes*** 0.36 0.000

Personal approval of desired behavior 0.76 0.193

Family approval of desired behavior 0.7 0.101

Community approval of desired behavior 0.75 0.209

Society approval of desired behavior 1.11 0.708

Family expectations 1.36 0.161

Community expectations 1.3 0.215

Society expectations*** 1.95 0.001

Perceived marginalization 1.51 0.070

Perceived stigma*** 7.49 0.000

*p-value <0.05, ***p-value <0.001.

DISCUSSION

Four main conclusions can be drawn from the results of this
study, all related to conceptualizing and addressing the treatment
of children with disabilities from a systematic perspective. These
include the comparison of professionals to nonprofessionals,
the role of social norms in discrimination against children with
disabilities, the ratings of community members across variables
in the model, and the importance of addressing discrimination
through multilevel approaches.

The first inference is that professionals concerned with
children with disabilities, those highly educated and trained
to work on issues to improve the treatment and protect the
rights of children with disabilities, did not rate differently on
the constructs of the model when compared to nonprofessionals.
The professionals included in this study included health workers,
teachers, school administrators, social workers, employees of
civil society organizations, and government officials. One would
anticipate, or at least hope, that more of these professionals
would have high levels of knowledge of both physical and
intellectual disabilities, that more would have positive attitudes,
and that fewer would be affected by others’ expectations when

TABLE 5 | Multivariate logistic regression results with stigma as the dependent

variable.

Independent variables Adjusted odds ratio P > z

Age 1 0.719

Gender 1.33 0.358

Education

Secondary 0.45 0.452

College+ 0.6 0.639

Income

Medium 0.46 0.094

High 0.44 0.104

Missing 0.59 0.319

SEM level

Family 0.78 0.497

Community 1.99 0.066

Knowledge of physical disabilities* 2.04 0.011

Knowledge of intellectual disabilities 0.88 0.653

Attitudes** 0.33 0.002

Personal approval of desired behavior 1.1 0.804

Family approval of desired behavior 1.09 0.862

Community approval of desired behavior 0.61 0.333

Society approval of desired behavior 1.34 0.468

Family expectations 1.04 0.932

Community expectations 0.58 0.249

Society expectations** 2.61 0.004

Perceived marginalization 1.37 0.343

Perceived stigma*** 9.83 0.000

*p-value <0.05, **p-value <0.01, ***p-value <0.001.

it comes to doing the “right” thing for children with disabilities.
However, there were no notable differences in these variables
when comparing the professionals to respondents in other levels
of the SEM. In fact, though not statistically significant, fewer
professionals had high levels of knowledge of physical disabilities
than did children with disabilities and their caregivers; similarly,
fewer professionals had high levels of knowledge of intellectual
disabilities than did caregivers of children with disabilities.
The undesired results for professionals are underscored by
looking at the outcome variable: almost 60% of the professionals
fell into the high personal stigmatization of children with
disabilities category.

This finding, supported by the preexisting research that
showed a lack of capacity of the professionals involved in
supporting children with disabilities in North Macedonia,
indicates a need for social and behavior change interventions
targeting the systems level (Hollenweger, 2015). Training on
technical aspects alone is not sufficient, though; if discrimination
against children with disabilities is to be reduced, any
interventions for professionals will need to be accompanied with
communication messages that encourage destigmatizing. At the
policy level, advocacy approaches, such as coalition-building,
community mobilization, and communication of evidence-based
justifications for programs, are often effective (Servaes and
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Malikhao, 2017). Advocacy approaches can offer an opportunity
for the voices of children with disabilities themselves to be heard
by centering their stories and experiences; such participation is
a vital component of human-rights-based advocacy approaches
(Callus and Camilleri Zahra, 2017). Social mobilization focused
on uniting partners at the national and community levels for
a common purpose would be especially beneficial, given that
professionals in North Macedonia are often described as not
collaborating (Hollenweger, 2015). However, since not all of the
professionals work directly with policy, advocacy approaches
should be combined with more targeted messaging to the
individual professions, along with communication interventions
for the general public. For example, teachers and administrators
should be targeted with communication messages on inclusive
education, while social and health workers involved in disability
identification and registration could be targeted with messages
about de-institutionalization.

Secondly, the results demonstrate that social norms associated
with expectations of others are likely affecting the treatment of
children with disabilities. Social scientists have wrestled with
the concept of social norms for quite some time, specifically
what they are, how they shape behavior, and how individuals
and groups are influenced by norms. While sociologists tend to
emphasize the role of norms in defining society and in dictating
social behaviors, social psychologists have focused more on why
individuals follow social norms (Marcus and Harper, 2015). It is
not surprising that there is great diversity in how social norms
have been conceptualized and continue to be understood.

Broadly speaking, social norms are the unwritten rules that
guide human behavior; they are in other words, what we do, what
we believe others do, and what we believe others think we should
do [World Health Organization (WHO), 2010]. Social norms
inherently require a reference group, i.e., a network of people to
whom we identify and compare ourselves (Lapinski and Rimal,
2005). This reference group determines norms because identity
with a specific group influences whether or not a behavior is
considered normative within the group and, in turn, may predict
whether or not a new behavior will be adopted (Goldstein et al.,
2008).

Insofar as social norms are considered an inherent
characteristic of individuals embedded within a larger social
system, norms are rules or expectations held by social groups
that guide behaviors (Mackie et al., 2015). Members of a group
expect and are expected to follow and are motivated to follow
norms because of expectations of sanctions for non-adherence
and rewards for adherence. Two conditions have to be satisfied
for a social norm to exist. First, individuals have to be aware of
the norm and that it applies to them, and second, individuals
conform to the norm if both of the following conditions are
satisfied: they expect a majority of their social network to
conform to the norm and they believe that a sufficiently large
part of their social network think that they ought to conform
to the norm and may sanction them if they do not. It is these
expectations that keep people from “cheating” out of concern
about what others will think of them and may do to them. In
this definition of social norms, reciprocal expectations (norm
of reciprocity) in which rewards and benefits received should

also be returned, establishes an interdependence impacting the
behavior of individuals within a social system.

One example of the existence of social norms within the study
results is illustrated by examining the responses of community
members for the descriptive and injunctive norms variables.
Overall, fewer community members believed that their social
networks approved of the desired behavior and more community
members expressed being affected by their social networks.
Coupled with the fact that community members were least
likely to choose the desired behavior themselves, it is likely that
discriminatory social norms are at least somewhat dictating how
community members view and subsequently treat children with
disabilities. In other words, the community members, specifically
caregivers of children without disabilities, believe other people
don’t make the desired choice and believe that other people
expect them to not make the desired choice, and subsequently
are more likely to not make the desired choice.

Communication approaches in this context can address
discriminatory norms toward children with disabilities by
working at the community level to promote participatory
deliberation on social justice for children with disabilities, the
end result being that deliberations about the treatment of
children with disabilities can lead to collective decisions and
public commitments to improve systemic stigma. The underlying
philosophy is that people need to see each other committing to
change in order for change to occur.

The argument for normative influence in the treatment of
children with disabilities is also supported by the trend of
decreasing proportions of perceived approval of the desired
behavior as the social distance from the individual increases
(self > family > community > society). What this demonstrates
is that people have their own opinions and are likely to be
familiar with the opinions of those close to them. However, as
one broadens the field and examines perceptions of people and
institutions at the outer systems and policy levels of the SEM,
individuals are less likely to know the “truth” and more likely
to make assumptions about what these distant others think, feel,
and do. In the absence of interpersonal communication, these
false assumptions sustain themselves, making norms essentially
a communication phenomenon (Berkowitz, 2004; Yanovitzky
and Rimal, 2006). Therefore, one way to overcome this is
through communicating to individuals that their beliefs are
congruent with the larger majority. If norms are indeed a factor
affecting levels of stigma, then communication activities are an
essential component of programming to improve the treatment
of children with disabilities.

The results also suggest that not enough emphasis has
been placed on educating and involving community members
to improve the treatment and protect the rights of children
with disabilities. The respondents in this SEM level, both
children without disabilities and their caregivers, had the lowest
proportions of high levels of knowledge of physical and of
intellectual disabilities, positive attitudes, and approval of the
“desired” behavior in the norm’s vignettes, as compared to all
other SEM levels. While such results are to be expected—as,
according to Intergroup Contact Theory, those without regular
direct contact with children with disabilities are less likely to have
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positive attitudes and beliefs—they are not preferred (Pettigrew,
1998). Improving general community awareness and beliefs is
especially important since community members as a whole are an
integral part of the creation of the norms that continue to violate
the human rights of children with disabilities.

Communication approaches have been successfully used by
many organizations to raise communities’ awareness and affect
communities’ attitudes (Johnson et al., 2005; Limani et al., 2018).
Social change communications strategies at this level would
need to emphasize dialogue and interpersonal communication.
Some methods include the use of theater, animation, media,
partnering with organizations to create education workshops,
and empowering youth (UNICEF, 2016).

Finally, the results emphasize the importance of approaching
disability from a comprehensive perspective. Even with the
small sample size, there were statistically significant differences
in level of personal stigmatization of children with disabilities
in one indicator of every construct: knowledge of physical
disabilities, attitudes, injunctive norms, and perceived stigma. If
all constructs affect stigma, and thus affect discrimination and
the violation of the basic rights of children with disabilities, then
all are important when designing programs and interventions.
This is especially important if norms are conceptualized as
part of a larger equation of behavior and social change. In
this theorizing, norms are considered to be an intermediate
step that have to change in order to accomplish positive
outcomes. The use of a broader social-ecological perspective
in this type of theorizing situates individuals within their
broader environment (inter-personal, community, institutional,
societal etc.) and allows for analysis at different levels of
influence and the development of strategies to impact them. A
human rights-based approach to communication programming,
is therefore grounded within larger social, political and
cultural systems. Equally, it is important to monitor and
evaluate all constructs in order to track the improvement
in the realization of the fundamental rights of children
with disabilities.

Limitations
As with every study, this study was not without limitations.
Perhaps most significantly, the sample size was small. Although
there were 450 participants in total, each of the specific 15
respondent types only had 30 participants. Even with combining
respondents into aggregate SEM level groups, the children with
disabilities level still only contained 30 people. Therefore, the
small—and disproportionate among SEM levels—sample sizes
could affect the ability to obtain statistically significant results.
Further, the sample wasn’t randomly selected and all of the
participants were selected from within or adjacent to the capital
city, meaning no rural participants were included. Thesemethods
of participant selection, along with the small sample sizes, make
it likely that the sample is not representative of the population
of North Macedonia. Additional larger studies are required to
improve the generalizability of the results of this study, both to
North Macedonia as a whole and to external contexts.

The small sample size also prevented data from being
disaggregated in important ways. While some questions were

asked about both intellectual and physical disabilities separately,
some were asked about disability as a whole. There is
much evidence that the constructs of this model would
vary by specific type of disability, even beyond the broad
categorization of physical and intellectual impairments. For
example, a study by Snyder et al. (2010) found workers
with non-physical disabilities reported significantly greater
levels of procedural injustice and subtle discrimination. Future
studies would benefit from having enough participants to
look at knowledge, attitudes, norms, marginalization, and
stigma separately by physical and intellectual impairments at
a minimum. The ability to examine the intersectionality of
social norms with gender, age, and education would also
provide important insights. Specific programs would want to
further expand their sample and disaggregate by the specific
disabilities of most relevance to them. The ability to analyze
and report data by specific type of professional would also
be beneficial and allow for better understanding of the
specific communication intervention needs of the different
stakeholders: heath workers who are often responsible for
diagnosing disability, teachers who are charged with including
children with disabilities into their classrooms, civil society
organizations that provide much needed social services, and
government representatives who are responsible for establishing
child friendly policies.

This study is also limited in that it relies on self-reported data,
which was not externally validated. Self-reported data cannot
be independently verified, which means the responses to the
questions must be taken at face value. This type of data collection
is subject to bias, as participants might feel the need to respond
in a socially acceptable way or participants may provide answers
without fully understanding the questions. Respondents might
also not be able to recall their experiences accurately. To improve
data validity, an observation component could be added to verify
treatment of children with disabilities.

Missing data also affects the study. Most notably, neither
children with disabilities nor children without disabilities
were asked the norms questions. The questionnaire was long,
because it was testing many ways of measuring the constructs,
and pretesting showed a great need to shorten the tool to
accommodate the needs of children. Given the complexity
of the norm’s questions, and the struggle of the children
to understand them during pretesting, this set of questions
was removed from the children’s questionnaire. As a result,
we are not able to discuss the normative factors from the
children’s perspectives, which has two implications. First, it
reduces the already small sample size for analysis of norms and
discrimination, limiting generalizability. Secondly, it diminishes
the ability to center the voices of those impacted, which
as previously stated, is critical in research with marginalized
populations. It is imperative that a simplified way of measuring
norms, of which children are capable of comprehending,
is developed.

Finally, this research is able to make broad recommendations
on the value of multi-level communication interventions that
cut across the SEM to address stigma and discrimination among
children with disabilities. However, it is not designed to make
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claims about types of interventions that may be more effective
than others, except to point to the relevance of including children
with disabilities themselves and addressing knowledge, attitudes,
and normative factors that impact the behaviors of professionals
charged with protecting these vulnerable children.

CONCLUSION

Global conversations around disability are improving the
ideological framework that guides national policy and legislation
to protect the rights of children with disabilities. However,
North Macedonia, like many countries, has focused too much on
creating systems to deal with inequities faced by children with
disabilities and their families, without adequately addressing the
knowledge, attitudes, norms, and practices of those who make
the systems run. Future work needs to take a more holistic
perspective, with attention paid to stakeholders at all levels of the
SEM. With improved, more systematic research and employing
comprehensive communication strategies, it is likely that the
rights of children with disabilities can be respected and their
treatment improved.
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