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ABSTRACT:

This study examined Nigerian parents’ perceptions upon receiving an Autism
Spectrum Disorder (ASD) and/or an Intellectual/Developmental Disability
(IDD) diagnosis for their child. Using a cross-sectional design, this study sur-
veyed Nigerian parents via a questionnaire containing a modified version of
the Family Interview Schedule (7 = 247) to examine how parents experienced
stigma, their knowledge about ASD/IDD, and their perceived cause of ASD/
IDD. Descriptive statistics indicated that the majority of surveyed parents
experienced stigma and believed that autism could be cured. Furthermore,
results from a stepwise linear regression demonstrated that parents’ level of
education significantly influenced their experiences of stigma, their choice
of institutions for seeking initial help, their perception of the seriousness of
the disorder, and the impact of others’ belief in the transmissibility of their
child’s condition on child’s condition could be transmitted significantly af-
fected their experiences of stigma. Results are discussed, and implications for
policy, research, and practice are provided.

Keywords: Autism Spectrum Disorder, Diagnosis, Intellectual Developmental
Disability, Stigma, Nigeria, Parental Perceptions, Knowledge
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INTRODUCTION

Autism Spectrum Disorder (ASD) is a developmental
disorder characterized by difficulties in social commu-
nication and social interactions, restricted and repetitive
patterns in behaviors, interests, and activities challenges
in moderating everyday functional tasks (American Psy-
chiatric Association, 2013). ASD is a global disorder that
affects individuals of different races and ethnicities and is
found across all continents (Maenner et al., 2021; Pau-
la et al., 2020; Salari et al., 2022; Zeidan et al., 2022).
According to Adebowale (2022, April 2), ASD is one of
the conditions that is ignored, rarely discussed and lacks
adequate provision and management in Nigeria. There is
limited knowledge and awareness about ASD, its symp-
toms, and the diagnostic process among people of Nige-
ria, including professionals (e.g., doctors, educators, and
therapists), making it difficult for them to differentiate
ASD from other developmental disabilities (Bakare et al.,
2009). Esther (2019) noted that unhelpful, false beliefs
are prevalent in the Nigerian community and described
that some Nigerians label ASD as a “White man’s disor-
der,” meaning that ASD is a disorder that is associated
only with Caucasians and countries from the advanced
world. Esther (2019) further explained that although
there is not much awareness of ASD in Nigeria, ASD is
prevalent in Nigeria and not limited to any race, societal
status, or religion.

Regarding the prevalence rate of individuals with
ASD or Intellectual/Developmental Disabilities (I/DD)
in African countries, the literature is still nascent. A glob-
al ASD prevalence study reported that the prevalence
rates of autism in Africa are extremely limited (Zeidan et
al., 2022). This is further compounded by the common
co-morbidity of autism and I/DD within African coun-
tries (Bakare et al., 2012). Results of this global preva-
lence study indicated that the median prevalence rate per
10,000 was 205 in Africa (Zeidan et al., 2022). ASD was
first identified in the 1970s in sub-Saharan Africa, in-
cluding Nigeria, making it difficult to differentiate ASD
from other intellectual developmental disabilities (IDD)
due to the relatively recent recognition of ASD with-
in Nigeria (Bakare et al., 2019; Bakare & lkegwuonu,
2008; Bakare & Munir, 2011; Franz et al., 2017; Onuo-
ra, 1993).

Results from various studies conducted in Nigeria
have provided varying prevalence rates of ASD across
Nigeria. For instance, in a study conducted with 1,312
children with IDD, 30 of those children had symptoms
of autism, with 9 meeting the criteria for ASD at the time

of the study (Lotter, 1978). Another study conducted in
the southeastern part of Nigeria within a space of one
year reported the prevalence rate of ASD as 0.8% among
393 children in a hospital clinic setting (Bakare et al.,
2011). Another study recorded a 2.3% prevalence rate of
ASD among 2,320 new cases of children at child neurol-
ogy and psychiatric clinics over a 6-year period (Lagunju
etal., 2014). Yet another study recorded a prevalence rate
of 11.4% among children with intellectual disabilities or
neurodevelopmental concerns (Bakare et al., 2012). Ba-
kare et al. (2012) reported a 14.8% prevalence rate of
ASD among those with neurodevelopmental disabilities.
Also, Chinawa with coauthors (2016) conducted a study
in elementary and secondary schools in the southern
part of Nigeria, and among children aged 3 to 18 years,
a prevalence rate of 2.9% was recorded. Another study
conducted in the western part of Nigeria indicated a prev-
alence rate of 34.5% in a community-based sample of 85
children with developmental disabilities (Oshodi et al.,
2016). In addition, Adebowale (2022) stated that a study
conducted in Nigeria indicated that 54 of the observed
sample of 2,320 children in Nigeria had autism. There-
fore, the true prevalence of ASD in Nigeria is still largely
uncertain, given prevalence rates in the extent literature
range from 0.8% to 34.5% depending on the studied
sample and setting (e.g., within the neurodevelopmental
disability population, school-based population, etc.; Ba-
kare et al., 2019).

Diagnosis of ASD in Nigeria is often delayed due to
factors such as ignorance, lack of experienced medical
personnel, non-functional health facilities, lack of finan-
cial resources, shame, discrimination, as well as stigma-
tization among the family members (Adebowale, 2022,
April 2); Bakare & Munir 2011a; 2011b; Onyenucheya,
2018). A high rate of discrimination has prevented
a number of parents from seeking help for their children
with autism, and some of these children are rejected,
abused, and stigmatized within the family circles and so-
ciety at large (Adebowale, 2022; Onyenucheya, 2018).
According to Bakare et al. (2009), stigma and negative
comments can contribute to late diagnosis. Children
with ASD are reported as being locked up in their homes
by their parents, thereby depriving them of the early in-
tervention needed (Bakare et al., 2009). Further, parents
reported that there is a delay in the diagnostic process of
their children with ASD (Franz et al., 2017). This is due
to a lack of knowledge about ASD, especially in low-in-
come countries. Overall, the process of communicating
with professionals during the ASD diagnostic process
can be challenging for parents globally, and parents re-
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port that the diagnostic process is challenging as it is of-
ten perceived as slow, chaotic, and poorly handled (Gray,
1993; Mansell & Morris, 2004).

Studies have explicitly stated that children with ASD
or IDD may often experience social behavioral challeng-
es such as difficulties in caring, helping, and comforting,
which prevents them from establishing close relation-
ships with others and subsequently creating frustrations
for parents (Grenier-Martin et al., 2022; McStay et al.,
2014; Penner et al., 2005). For children with autism
who may be experiencing challenges such as communi-
cation, self-stimulatory behaviors, and other behaviors
of concern could be perceived as threatening by other
children which could increase stress and difficulty for
the individual with autism together with their parents
(Hou et al., 2018; Lecavelier et al., 2005). Negative and
poor acceptance of children with ASD by their peers
and others creates a feeling of exclusion and social isola-
tion for the parents (Alnazly & Abojedi, 2019; Benson,
2010). Parents of children with disabilities, in general,
feel a sense of shame, guilt, and stigma (Corrigan et al.,
2009). All of these may lead to parents feeling isolated,
which can result in greater stress in caring for a child
with ASD.

Obasi et al. (2019) noted that a diagnosis of ASD
can cause stress for parents and that the burden of care
falls on the caregivers. In fact, parents of children with
ASD experience multiple challenges, especially with the
fact that ASD does not manifest as a physical disability
(Neely-Barnes et al., 2011), making it difficult for others
to understand the child and parents’ challenges towards
their disabilities. When further considering the absence
of a physical disability or physical manifestation of ASD,
the result culminates in people blaming parents for their
children’s poor behavior which, in turn, results in in-
creased family isolation. A study by Tekola et al. (2020)
stated that parents of children with disabilities experience
stigma directed toward their children, making them iso-
late themselves and their children with disabilities. Addi-
tionally, the extent literature also confirms that stigma is
a continued barrier to individuals with IDD across cul-
tures (Jansen-van Vuuren & Aldersey, 2020).

Further, Lesi et al. (2014) identified emotional bur-
dens as one of the challenges faced by parents of children
with autism. Similarly, studies conducted with families
of children with autism in the United States report that
parents face financial burdens, depression, stress, and
anxiety (Hoefman et al., 2014; Kuhlthau et al., 2014;
Mulder & Tudor, 2013; Zablotsky et al., 2013). Further-
more, research indicates that parents of children with

autism experience feelings of shame, guilt, and stigma
(Dababnah & Bulson, 2015; Dababnah & Parish, 2013;
Hall & Graff, 2010; Kuhlthau et al., 2014; Nealy et al.,
2012; Neely-Barnes et al., 2011). Conversely, studies
demonstrate that psychoeducation on autism has yielded
reductions in parent stress, increased parental knowledge
of autism, increased child skill, and increased parental
perceptions of their ability to care for their child with
ASD (Kumari et al., 2020; Roughan et al., 2019). For
example, Roughan et al. (2019) conducted parent psy-
choeducation groups for parents of children with ASD
across two years and found that 82% of participants re-
ported feeling more confident in managing their child’s
behaviors as well as feeling more confident in their ability
to parent their child with ASD. Additionally, Kumari et
al. (2020) implemented a psychoeducation module with
30 parents of children with ASD or IDD to explore the
relationship between psychoeducation and child skill.
Results demonstrated significant improvements in rela-
tionships and reciprocity, reduced behaviors of concern,
enhanced communication, and increased emotional re-
sponsiveness. These results implicate the importance of
understanding a disorder on parental experiences as well
as child outcomes.

There has been an increasing number of studies about
parents perception of children with disabilities in differ-
ent parts of the world, including Africa (Aldersey, 2012;
Gobrial, 2018; Masulani-Mwale et al., 2016; Oti-Boadi,
2017; Tekola et al., 2020), however, there is a limited
understanding of the perceptions of parents of children
with autism and/or IDD, particularly in Nigeria. Paren-
tal perceptions of autism and their experiences of stigma
have been studied in different countries but, none has
been investigated in Nigeria. This study attempted to fill
the gap in the literature concerning parental perceptions
and experiences of stigma in Nigeria. Understanding
parents’ perceptions and experiences towards receiving
Autism/IDD diagnoses can contribute to the develop-
ment of meaningful support for parents and caregivers
of children with autism. Specifically, this study sought to
answer the following questions:

1. What are the experiences of stigma in Nigerian
parents with children with neurodevelopmental
disabilities?

2. Do demographic factors, explanatory models,
and/or service provision and utilization predict
feelings of stigma?

3. What are some perceived causes of neurodevelop-
mental disabilities among parents in Nigeria, and
what intervention options do parents seek?
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METHODS

Research for this project was approved by the universi-
ty’s Institutional Review Board. Prior to participation, all
participants, including potential participants, were pre-
sented with an informed consent form embedded in the
survey. Participants who voluntarily agreed to take part
had the freedom to discontinue the survey at any point
by exiting the online survey or closing the browser. No
identifiable data was collected.

Participants

The inclusion criteria for this study were parents/care-
givers with children that are reported to have ASD/
IDD and lived in any area or region within Nigeria.

Participants were recruited through social media groups
for autism in Nigeria (i.e., Facebook, Instagram, and
WhatsApp groups). Also, survey links were sent to
school administrators, teachers, hospital administrators,
and religious leaders in Nigeria, who then forwarded the
survey link to parents of children with disabilities. Par-
ticipants who completed the survey met the criteria of
having at least one child with ASD/IDD. Exclusionary
criteria included participants who did not have a child
with ASD/IDD, parents living outside Nigeria, and
parents below the age of 16. Overall, 318 surveys were
completed online. However, 71 were excluded from
data analysis due to the exclusionary criteria mentioned
above, resulting in a final sample of 247 survey respon-

dents (see Table 1).

Table 1. Demographic and clinical characteristics of the respondents and association with score on the adapted Family

Interview Schedule (FIS) stigma scale

Characteristic N % A/I’S;n Unstanda.rc':ﬁzed t P
score B coefficient
Age Mean age 36-55
16-25 13 5.3 21.69
26-35 85 34.4 21.96
36-55 133 541 20.41
56+ 15 6.1 14.69
Gender female 184 74.5 21.13
male 44 17.8 16.86
non-binary 3 1.2 20.33
Religion Christianity 141 57.1
Islam 97 39.3
Traditional 7 2.8
Parent Level of Education | Primary 16 6 24.31 -1.365 -2.735 0.007
Secondary 71 28.7 23.49
4-Year University 108 43.7 20.48
Masters 34 13.8 16.85
Doctoral 5 2 9
Region City 219 88.7 21.19
Rural 27 10.9 18.42
Egrg/tl)grDof children with 0.013
1 207 83.8 20.83
2 26 10.5 21.85
3 0 0 NA
4+ 7 2.8 15.64
https://doi.org/10.52291/ijse.2024.39.8 76
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Characteristic N % I\/Il;;n Ugséir;c;;;cg;fd t P
score

First seek help location 0.007
gzﬁcleorr;aeldicine) 67 27
Biomedical (hospital) 135 54
place of worship 24 10
school 17 7

Religious intervention tried
Prayer 209 85
Anointing oil 41 17
Holy water 31 13
Ashes 6 2
Handkerchief 10 4
Candles/incense 11 4
Fasting 98 40
Deliverance 30 12

Religious informed

knowledge
God's will 79 32
Possession 10 4
Evil eye 16 6
Witchcraft 11 4
Supernatural curse 30 12
Ancestral curse 18 7

Measures which was originally developed for families of people with

The survey used for this study included the following
four sections: 1) parent/caregiver demographics, 2) child
demographics, 3) beliefs and values, and 4) perception
and stigma. The demographic section collected informa-
tion on the age, religion, educational level, and region
of the parents. The belief and values section comprised
six questions which were modified from Tilahun et al.
(2016) and included single select questions regarding
explanatory models of illness, the perceived severity and
prognosis of their child’s disability, and interventions
tried. Questions included examples such as “Where did
you first seek help for your child?” and “Do you believe
autism/IDD can be cured?”

Perception and stigma were measured using questions
adapted from the Tilahun et al. (2016) study which in-
cluded 14 questions inquiring about the family’s experi-
ence of stigma. Tilahun et al. (2016) modified their stig-
ma questions from the Family Interview Schedule (FIS),

schizophrenia, and Tilahun et al. (2016) modified the FIS
for families of individuals with developmental disabilities.
The internal consistency for the adapted FIS was good
(stepwise Bach’s Alpha = 0.92), and the content validity
index of the stigma section of the FIS was 0.96. These
questions were rated on a four-point scale, representing
the feelings of stigma: « lot was given a score of 3, offen
a score of 2, sometimes a score of 1, and not at all a score of 0.

Study Design and Data Collection

A cross-sectional survey design was used to survey Ni-
gerian parents. The questions were administered in the
English language, as it is the official language of Nige-
ria (Britannica, 2019; Mann, 1990). The survey was
integrity-checked across three iterations by the research
team. The survey was then launched via electronic means
(Qualtrics) for participant completion and was open for
a period of three months.
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Data Analysis

The data were analyzed using SPSS® (2020). Categor-
ical variables were dummy-coded prior to importing
data to SPSS. The frequency distribution of the survey
variables was then examined to check for any outliers to
determine the overall distribution. The adapted Family
Interview Schedule (FIS) from Tilahun et al. (2016) was
found to be normally distributed, allowing for further
parametric analysis. A stepwise multiple linear regression
was conducted, in replication of Tilahun et al.’s (2016)
methodology, to test whether the demographic factors,
explanatory models, and/or service provision and utiliza-
tion predicted total FIS scores. Results were considered
significant at the p < .05 level.

RESULTS

This study sought to address research questions regarding
parental perceptions and experiences upon their children
being diagnosed with ASD/IDD in Nigeria. Specifically,
this study sought to explore parental experiences of stig-

ma, perceptions of the causes of these disorders, and the
interventions sought or tried after diagnosis. A total of
247 parents completed the survey. Table 1 outlines the
demographic characteristics of the participants, and Ta-
ble 2 describes the demographics of their children. The
majority of the respondents were female (n = 184; 74%)
between the age of 26-35 (# = 133; 54%) who lived in
an urban/city setting (7 = 219; 89%). Respondents pri-
marily indicated having a four-year university education
(n = 108; 44%). Thirty-three parents (13%) reported
having more than one child with ASD, IDD, or both.
Respondents reported having at least one child with
ASD/IDD (n=207; 84%), and at least two children with
ASD/IDD (7=26; 10.5%). Among the cases reported,
most respondents identified their child as having an ASD
diagnosis or IDD (7 = 171; 69%), followed by an IDD
diagnosis (7 = 66; 27%), and only 10 reported children
to have cooccurring ASD and IDD (4%). The majority
of the children that were reported to have developmen-
tal disorders were between the ages of 4 to 12 years old
(n=196; 79%).

Table 2. Demographic and clinical characteristics of the respondent’s child

Characteristic N % Mean FIS score
Age of child . Mean age
with developmental disorder
0-3 8 3.2 18.29
4-Byears 79 32 20.33
7-9years 61 24.7 2213
10-12years 56 22.7 22.94
13-15years 20 8 23
16-17years 14 5.7 13.07
18+ 6 2.4 134
Child’s gender
female 76 31 20.87
male 164 66 20.99
non-binary 14 0.8 14
Siblings with developmental
disabilities
No 207 84 20.99
Yes 33 13 20.33
Type of Disability
Autism spectrum disorder (ASD) 171 69.2 21.2
I(;}tszllsiﬁtt;z(alll/j%e)velopmental 66 06.7 00.42
Both ASD/IDD 10 4 26.3
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Experiences of Stigma

Parents reported having experienced stigma on many
items of the adapted FIS. For example, out of the 247
respondents, 232 (94%) indicated that they sometimes,
often, or a lot worry about being treated differently. Ad-
ditionally, parents do feel, or have felt, ashamed or em-
barrassed of their child’s condition (7 = 221; 89%); have
worried about being avoided by others because of their
child’s disability (7 = 219; 89%); and have worried that
people would blame them for their child’s behavioral
challenges (7 = 207; 84%).

Parents also reported experiencing stigma related to
the visibility of their child’s disability within the communi-
ty. About 85% expressed a need to hide the problem from
others, and 81% of respondents have tried to keep their
child’s condition a secret. Further, 86% of parents have wor-
ried about other people finding out about their child’s condi-
tion. Concerns about their child’s future prospects were prev-
alent, with 87% of respondents worry and/or have worried
that their child may not marry, and 92% worry and/or have
worried about taking their child out to the community. Par-
ents also felt grief and depression (2=232; 94%) and some
felt that their child’s condition might be somehow their fault
(n=221; 89%). On a positive note, parents reported secking

support from other parents who have children with similar
conditions (7 = 227; 92%). Moreover, 92% of parents ex-
pressed that they have helped other people to understand
what it is like to have a child with delayed development and
have explained to others that their child may not fit the ste-
reotypical image of a “typical” child (see Table 3).

Perceived Causes of ASD/IDD

Parents reported a mixture of biological (7 = 138; 56%),
religious (7 = 33 13%), and medical misperception
(7 = 96; 39%) factors as causes of their child’s condition
(see Table 4). Examples of medical misperceptions includ-
ed head injury, maternal alcohol drinking during preg-
nancy, vaccines, and birth complications. Examples of
biological factors included genetic or family history, and
examples of religious causes included ancestral curses, sin-
ful acts, and belief in God’s will. Despite perceiving their
child’s developmental problems to be very or guite severe
(n=217; 88%), most of the respondents (7 = 131; 53%)
believed that the child’s condition could be cured. Some
parents held the belief that their child’s condition could
be transmitted to others (7 = 51; 20%) or believed that
others thought their child’s disability could be transmit-
ted (n = 118; 48%) (see Table 4).

Table 3. FIS of the parents endorsing any level of stigma - the sum of “sometimes,” “often,” and “a lot”

FIS
Breakdown Iltems Number Percentage

Worried about taking him or her out 227 92
Felt ashamed or embarrassed about it 221 89
Sought out people who also have a child with similar problems with 007 92
developing slowly
Felt grief or depression because of it 232 94
Felt that somehow it might be your fault 221 89
Felt the need to hide this disability from people (i.e. that your child has

210 85
challenges)
Worried about being treated differently 232 94
Worried other people would find out about it 212 86
Helping other people to understand what it is like to have a child with slow

226 92
development
Worried about being avoided 219 89
| have tried to keep the disability a secret 201 81
Explaining to others that your child isn’t like their picture of a “not typical”

. 228 92

child
Worried that people would blame you for his or her challenges 207 84
Worried that a person looking to marry would be reluctant to marry into 515 87
your family

www.interationalsped.com

79



Parental Perceptions Upon Receiving Diagnosis of Autism Spectrum Disorder ... IJSE 2024, 39(1), 73-88

Table 4. Parent perceptions about the child with ASD/IDD, perceived causes of developmental disorder, and places
help was first sought

Variable Number Percentage

Believe that child’s condition can be cured?

Yes, can be cured 131 53
No cure but can be improved 113 45.7
No cure nor Improvement 1 0.4

How severe do you think your child’s condition is

Very serious 89 36
Quite serious 128 51.8
Not too serious 22 8.9
Not serious at all 2 97.6

Do you think your child’s condition can be transmitted?

Yes 51 20.6
No 157 63.6
Not sure 35 14.2

Do you think others think your child’s condition can be transmitted?

Yes 118 47.8
No 78 31.6
Not sure 48 19.4

Perceived causes of child ASD/IDD*

Spirit possession 11 4.5
Sinful Act 5 2

Punishment from God 16 605
Evil eye 4 1.6
Curse 8 3.2
Head injury 14 5.7
Birth complication 59 23.9
Infection 16 6.5
Family history 37 15

Genetic factors 41 16.6
Environmental factors 18 7.3
Drinking alcohol during pregnancy 10 4

Vaccine 13 5.3
No known cause 73 29.6
Other 3 1.2

Places help first sought

Traditional (native medicine) 67 271
Biomedical (hospital) 135 54.7
Place of worship 24 9.7
School 17 6.9

* Respondents could select multiple answers
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Types of Interventions Sought or Tried

When asked about the sources of help they sought for their
child with ASD/IDD, many parents reported that they first
sought help from medical institutions (7 = 133; 54 %). Some
parents first sought help from traditional/native medicine
(n=67; 27 %), religious entities/places of worship (7 = 24;
10%), or schools (7 =17; 7%; see Table 3).

Parents reported utilizing various approaches for the
treatment of their child with ASD/IDD. These included
medical treatments provided by hospitals (7 = 133; 54%),
as well as religious interventions such as prayers (7 = 209;
85%), fasting (7 = 98; 40%), deliverance (2 = 30; 12%),
anointing oil (z = 41; 17%), holy water (n =31; 13%),
ashes (7 = 6; 2%), handkerchief (handkerchief is a form
of religious tool/instrument used by many church mem-
bers in Nigeria for prayers and miracle with the belief it
would provide solution to their problem), (7 = 10; 4%),
flogging (7 = 6; 2%), and/or candles/incense (7 =11; 4%).
Parents also reported using traditional or native medicines
as treatment interventions, such as herbs (7 = 104; 42%),
incantation (7 = 23; 9%), massages (7 = 10; 4%), and/or
dietary restrictions (7 = 27; 11%, see Table 1).

Parents Experience of Stigma

Parents of children with both ASD and IDD reported dif-
ferent feelings and experiences of stigma based on their
report from the FIS score. Having a child with ASD and
or IDD does not make any difference in the parents ex-
periences of stigma, however, the patents level of educa-
tion had effect on their experiences of stigma as shown on
Table 1. For example, the results indicate a negative rela-
tionship between education level and the experience of
stigma. The higher the education the parents obtain the
less they experience stigma about their child’s condition.
Responses such as “a lot, often, sometimes”, are grouped
together and are counted as one response. Results show
that the parents are worried about taking their child out
(n = 227; 92%), felt ashamed or embarrassed about their
child condition (7 = 221; 89%). Parents sought out people
who also have a child with similar problems with devel-
oping slowly (7 = 227; 92%), felt grief or depression be-
cause of it (n = 232; 94), felt that somehow it might be
your fault (7 = 221; 89%). Parents also responded to the
following questions, felt the need to hide the child’s dis-
ability from people (7 = 210; 85%), worried about being
treated differently (7 = 232; 94%), worried other people
would find out about it (7 = 121; 86%), helping other
people to understand what it is like to have a child with
slow development (7 = 226; 92%), worried about being
avoided (7 = 219; 89%), have tried to keep the disability

a secret (n = 201; 81%), explaining to others that your
child isn’t like their picture of a “not typical” child (r = 228;
92%), worried that people would blame you for his or her
challenges (7 = 207; 84%), and worried that a person look-
ing to marry would be reluctant to marry into your family

(n = 215: 87%, see Table 3).

Regression Analysis Results

A forward stepwise linear regression was used to identify
possible predictors of the FIS total score out of the sur-
veyed demographic, clinical, or explanatory model and
service use related variables (see Tables 1, 2, and 3). These
variables were reduced to five variables: parent education
level, total number of children, perceived seriousness of
the condition, the place parents first sought help, and
children with co-occurring ASD and IDD. These pos-
sible predictors are meaningful when considering them
from an exploratory lens that may speak to future policy
and parent education opportunities for the autistic com-
munity. By understanding which variables are associated
with increased stigma, the potential for tailored parent
psychoeducation becomes an option.

Table 1 further summarizes the results from the step-
wise multiple regression analysis, examining the associ-
ation between demographic and clinical variables with
the total FIS score. The analysis revealed significant re-
lationships between the FIS score and the following de-
mographic variables: parent education level (B = -.17,
p < .05), and the total number of children in the fam-
ily (B = -1.35, p < .05). However, no significant re-
lationships were found between the FIS score and the
following demographic variables: parent age (B = .084,
»=.96), parentgender ($ =.70, p=.10), region (f =-1.68,
p = .35, religion (B = 1.39, p = .12), and the total number
of children with special needs (B = .68, p = .56).

Additionally, several explanatory variables showed
significant associations with the experience of stigma,
as indicated by the FIS sum score. These variables in-
cluded the level of perceived seriousness of the disorder
(B =-.14, p < .05), the location where parents first sought
help (B =.183, p <.05), the presence of children with both
ASD/IDD (B = 7.202, p < .05), the belief in the curability
of ASD (B =-3.203, p < .05), and if others believe that their
child condition is transmissible (B =-2.158, p <.05).

DISCUSSION
This study investigated Nigerian parental perceptions of

autism diagnosis, causes, stigma, and knowledge. Some
respondents reported having experienced a high level of
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stigma on the items of the adapted FIS. This is depicted
in the result which shows a negative relationship between
education level and the experience of stigma. The high-
er the education the parents obtain the less they experi-
ence stigma about their child’s condition. This finding
can be attributed to a lack of education and knowledge
about ASD in Nigeria. A study by Tekola et al. (2020)
explained that stigma could be associated with lack of
knowledge, and discrimination. Some parents reported
feeling ashamed or embarrassed about their child’s dis-
abilities. In addition, they reported that their child’s dis-
abilities were caused by their sins, and some stated that
they were a result of punishment from God, indicating
their misperception about ASD. Consistent with previ-
ous studies by Gona et al. (2015) and Oti-Boadi (2017),
ASD/ IDD are often ascribed to supernatural causes
which include curses, possession by evil spirits, and pun-
ishment from God for the sins that the child’s family may
have committed. Some parents reported seeking diagno-
ses from various entities such as native medicine, schools,
hospitals, and religious leaders. These parents also sought
intervention from churches, hospitals, schools, and tra-
ditional/native medicines, and have also tried risky or
unproven treatments such as flogging, deliverance, ashes,
and numerous other types of intervention for their child.

The majority of parents (88%) in this study believed
their child’s condition to be very or guite serious. Most
of the data were obtained from schools, therefore, most
parents that responded to the survey may have some lev-
el of education. This educational background may have
influenced the level of stigma experienced by the parents.
For example, the results indicate a negative relationship
between education level and the experience of stigma.
The higher the education the parents obtain the less they
experience stigma about their child’s condition.

The surveyed parents reported that the perceived caus-
es of their child’s condition are a mixture of religious/su-
pernatural (e.g., spirit possession, punishment from God,
sinful act, evil eye, curse), medical misperception (e.g.,
infection, alcohol use during pregnancy, head injury,
birth complications, vaccine), and medical (e.g., genet-
ic factors) factors. This finding is consistent with other
studies which mention the coexistence of both medical
and supernatural belief systems (Shyu et al., 2010). Also,
most parents believed that their child’s condition could be
curable (53%). Results of the stepwise multiple regression
indicate a negative relationship between the belief in the
curability of autism and stigma, indicating that parents
who are more convinced that autism is curable experi-
ence lower levels of stigma. This finding shows that most

parents may have some unrealistic expectations of what
can be achieved with treatment, hence hoping that any
form of treatment and/or intervention given to their child
could cure their neurodevelopmental disability. Another
factor to consider when explaining why most parents feel
that ASD/IDD could be cured is the parents’ religious
beliefs. This is evident through the number of respon-
dents who have tried different religious interventions,
such as prayer (7 = 209; 85%). This study was conducted
in Nigeria, a country with a high number of churches
and mosques. The Nigerian society is deeply religious and
most of the surveyed participants were religious (96.4%)
and identified as Christian or Muslim. This could also be
considered a coping strategy for these parents. For exam-
ple, most of the respondents, as seen in the result section,
reported seeking intervention from their religious lead-
ers, and they have tried different religious interventions
such as fasting, deliverance, and so on, suggesting that
religious belief and faith in God serve as coping strategies
for parents dealing with the stress of raising a child with
a disability (Dababnah & Parish, 2013; Dardas & Ah-
mad, 2014; Kheir et al., 2012). Similarly, several other
studies conducted in the United States also acknowledge
that religious beliefs and spirituality served as a coping
mechanism for parents of children with autism (Khanna
et al., 2011; Kuhaneck et al., 2010). Some studies even
suggest that raising a child with autism has strengthened
parents’ religious faith (Hutton & Caron, 2005).

The study results indicate that parental experiences
of stigma include worrying about being treated differ-
ently, feeling ashamed or embarrassed about their child’s
condition, making efforts to keep their child’s condition
a secret, and explaining to others that their child does not
fit stereotypical conceptions of mental illness. A study by
Tekola et al. (2020) explained that some parents isolate
themselves and their children due to the stereotypes asso-
ciated with having a child with disabilities. Nigerian par-
ents commonly report other experiences, such as feeling
depressed, seeking support from others caring for a child
with similar problems, and blaming themselves for the
problem. These findings are consistent with studies con-
ducted in both low-income countries and high-income
countries that demonstrated that parents and caregivers
of children with ASD and/or IDD encounter stigma
and often experience emotions such as embarrassment,
shame, and guilt (Ambikile & Outwater, 2012; Corcor-
an et al., 2015; Divan et al., 2012; Gray 1993; Heiman
2002; Shyu et al., 2010; Tilahun et al., 2016).

Other studies have explained that parents/caregivers
responsible for their children with disabilities feel tired,
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exhausted, depressed, and worried about their child’s fu-
ture in society (Ambikile & Outwater, 2012; Divan et
al., 2012; Wang et al., 2011). The findings of this study
suggest that parents/caregivers who first seek help from
traditional sources experienced higher levels of stigma.
According to the results of the stepwise regression anal-
ysis, those who sought help from traditional sources ex-
perienced significantly higher levels of stigma. Howev-
er, due to the cross-sectional approach of this study, it
is not possible to determine the directionality between
traditional support and stigma; that is, it remains unclear
whether engaging in traditional approaches increases
stigma or whether those who experience high levels of
stigma are more likely to seek traditional support.
Parents reported a mixture of biological, religious and
medical misperception factors as potential causes of their
child’s condition. Examples of medical misperceptions
included head injury, alcohol drinking during pregnan-
cy, vaccines, and birth complications. Biological factors
mentioned by parents included genetic or family histo-
ry, while religious causes included ancestral curses, sin-
ful acts, and the God’s will. Although most participants
believed their child’s developmental problems to be very
or quite severe, some parents believed that their child’s
condition could be transmitted to others or thought that
others held that belief. Parents who were more convinced
their child’s condition was transmissible reported experi-
encing significantly lower levels of stigma. The theoreti-
cal relationship behind this result is unclear and should
be considered for further investigation in future research.
Many caregivers reported using a combination of
traditional (e.g., herbs, incantation, massages), religious
(e.g., prayers, anointing oil, holy water, ashes, handker-
chief, candle/incense, fasting, and or deliverance, flog-
ging), and medical (e.g., dietary restrictions) interven-
tions to help their child. This is comparable to studies that
were done in countries. For example, Heiman (2002) and
Shyu et al. (2010) reported that caregivers used multiple
services and treatment strategies to help their children
with developmental disabilities, including psychological,
medical, therapeutic, and paramedical services (Heiman,
2002), as well as special diets and traditional treatments
(Ravindran & Myers, 2013; Shyu et al., 2010). Another
study conducted in Nigeria confirmed that many parents
initially sought help from traditional and religious heal-
ers, due to a lack of knowledge about ASD (Bakare et al.,
2009). The wide range of interventions tried by parents
may reflect a lack of awareness about evidence-based in-
terventions for autism as they desperately search for treat-
ments to help their child. These few studies conducted in

Africa also confirmed a lack of awareness and a high level
of stigma experienced by parents (Tekola et al., 2020; Ti-
lahun et al., 2016; Zeleke et al., 2018).

IMPLICATIONS

This study has many implications for professionals work-
ing with parents/caregivers and children with develop-
mental disabilities in Nigeria. Due to a clear implication
surrounding parents’ experiences with the diagnostic and
post-diagnostic process, there is a need for a system-wide
intervention that aims at improving public awareness
about ASD/IDD in response to the high levels of stig-
ma reported by parents/caregivers of children with ASD/
IDD. This study’s findings have implications for policies
to increase awareness about ASD/IDD, reduce stigma,
and address perceptions of parents with children with
ASD/IDD. In response to the findings of many parents
seeking help traditionally and religiously, professionals
working with these individuals should be multi-cultural-
ly competent in understanding their patients’ traditional
and religious backgrounds and should provide psycho-
educational interventions that that are sensitive to their
beliefs. This approach would encourage openness from
parents/caregivers while carefully discouraging harmful
practices, such as chaining and flogging.

In response to the findings that neurodevelopmental
disabilities can be cured, there is a need for profession-
als working in this field to develop culturally sensitive,
evidence-based psychoeducational interventions. These
interventions should aim to educate people about the
lifelong management of ASD or I/DD, rather than per-
petuating the misconception and unrealistic expectation
of a complete “cure” for the condition. It is crucial for
professionals to address these issues with sensitivity tak-
ing into account the religious and traditional beliefs held
by individuals and families.

Family involvement is vital to support the success of
children in inclusive settings. One manner in which to
consider for increased access for families is increasing
their access to the internet and mobile technologies (Hill
et al., 2024). Hill et al. (2024) specifically recommends
a three-prong approach in Nigeria to increase awareness
and early intervention for children with neurodevelop-
mental disorders. This approach includes access to low
tech interventions, psychoeducation on skill acquisition,
and systemic changes in Nigeria to support access and
inclusion for families. The inclusion of community-based
organizations (e.g., churches, schools, etc.) in the psycho-
education of specific autism and I/DD characteristics as
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well as appropriate skill acquisition can provide a wrap-
around support for families as well that may reduce fu-
ture stigma.

LIMITATIONS

Study results should be interpreted with caution due to
some limitations. One of the limitations of this study is
the lack of cell phones and/or internet to complete the
survey. Only participants with smartphones were able to
take part, which limits the generalization of this study
findings. Costs associated with phone data use may have
prevented some potential participants from completing
the survey. Parents who are less than 16 years of age were
excluded from this study limiting the generalization of
results. A lack of funds was also identified as there were
no incentives for the parents, which limits the number of
participants willing to respond. Future research should
consider these barriers to accessing responses.

CONCLUSION

Parents of children with ASD/IDD in Nigeria face many
challenges including stigma, lack of adequate services
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