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ABSTRACT
The study aimed to examine attitudes, awareness, and knowledge levels of autism among the
Nigerian general public. It also assessed the theoretical explanatory drivers of autism stigma
in Nigeria and create a theoretical model explaining the relationships between autism stigma
and the theoretical drivers. This study employed two distinct methods but sequential in
approach. The first phase involved a systematic scoping review (SSR) of autism stigma
research in Africa. Twelve articles met the inclusion criteria, and the articles reported autism
stigma data from six different countries: Zimbabwe, Ghana, Ethiopia, Kenya Coast, Nigeria,
and South Africa. Ten studies reported on the types of autism stigma identified among the
various populations under study; public stigma, self-stigma, and secondary stigma (stigma by
association) were consistent across articles. Seven studies reported on the degree and levels
of autism stigma and all the studies reported low levels of awareness and stigmatising
attitudes within the different study populations. All the articles included in the SSR highlight
one or more factors that may influence autism stigma within the context of their studies.
Across all studies, factors associated with autism stigma include culture, knowledge,
awareness, geographical location, religion, experience, gender, age, beliefs, and education.
The second phase was a pilot study carried out to test the data collection instrument and
procedure. The pilot study involved 48 Nigerians living in the UK, and generally, participants
were well satisfied with the administration process and questionnaire. The final phase was
the cross-sectional quantitative data collection, involving a structured, questionnaire survey
tool (n=312). Over half of the study participants had higher knowledge and awareness score
(54.2%), yet 66.6% of the study participants had higher stigma scores. The analysis identified
a statistical relationship between age, geographical location, religion, religiosity, and
knowledge and awareness. However, only knowledge and awareness were significantly
correlated with autism stigma. Overall, the quantitative findings supported the SSR results
but also revealed some added theoretical insight. Based on the findings from this study, a new
theoretical model that explains the relationship between autism stigma, significant sociodemographic variables, autism knowledge and awareness within the context of this study was
developed. The study also discusses the methodological issues and limitations associated with
data collection in Nigeria.
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OVERVIEW OF CHAPTERS
Chapter 1: This gives a general overview of the research topic, and outlines the research
questions, aims and objectives. It outlines the study structure, provides background
information, and explicitly states the rationale of the study.
Chapter 2: This reviews the literature on stigma and autism stigma. It discusses historical
development and theoretical framework in relation to stigma and autism stigma. This chapter
also critically explores the conceptualisation of autism stigma, risk, and protective factors of
autism stigma.
Chapter 3: This reviews the literature on the concept of culture. It discusses the theoretical
approaches, models and dimensions of culture and its influence on stigma. The chapter
reviews the culture in Africa and the influence of culture on attitude and perceptions in Africa.
Finally, it gives a brief introduction to the role of culture on autism stigma.
Chapter 4: This reviews the literature on Nigerian culture. The chapter reviews the Nigerian
culture, values, and dimensions and their influence on perceptions of health and ill-health. It
also discusses the factors that influence stigma in Nigeria and how they impact on autism
stigma. Finally, the chapter presents a rationale around the adopted definition of urban and
rural areas in Nigeria, which is a major aspect of the study.
Chapter 5: This reviews the literature on the prominent attitude and behaviour theories for
understanding autism stigma. It describes the conceptual framework that supports and
guides the study towards the development of a theoretical framework.
Chapter 6: This chapter discusses the overall study design, research methodology, and
provides a rationale and justification for the method employed. It also presents and discusses
the philosophical approach and the epistemological stance that informs the study and how
the research methodology aligns with the epistemological stance. Finally, the chapter
provides information on the research context and population.
Chapter 7: This chapter discusses the procedure for executing a systematic scoping review
(SSR) study prior to the full research study. It provides a rationale for the method and
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procedure and discusses the search strategy used for data collection. This chapter then
presents and discusses the data extraction process and the analysis of data extracted.
Chapter 8: This chapter discusses the pilot study procedure and findings. It provides a
rationale for the pilot study sampling techniques and recruitment procedure. Also, presenting
details on the research context and population. Finally, it discusses the lesson learnt from the
pilot study.
Chapter 9: This chapter presents the findings of the quantitative data analysis. It presents the
findings on the analysis of the data collected after cleaning, coding and recoding while
including the descriptive analysis of demographic characteristics, inferential statistics,
knowledge and awareness levels, statistical relationships between dependant and
independent variables to identify theoretical predictors of autism stigma. Finally, it presents
results on socio-demographic variables and cultural factors that influence knowledge,
awareness and stigma, including the correlation between participant’s stigma, knowledge
and awareness levels.
Chapter 10: This chapter discusses the author’s interpretation of the findings presented in
chapter nine, with respect to the aims and objectives of this study. It discusses the knowledge
and awareness levels, attitude, and stigma toward autistic individuals then discusses and
interprets the findings around the theoretical explanatory factors identified in chapter nine.
Finally, it discusses the role of knowledge and awareness; rural and urban living in
understanding autism stigma and presents a new theoretical model of autism stigma derived
from the study findings.
Chapter 11: This chapter is the concluding chapter of this thesis, and it discusses the broader
implications of this study. It discusses the main findings of the study, with reference to its
methodological and theoretical implications. Finally, the chapter discusses the protocol
applied during fieldwork and the challenges encountered. It presents recommendations and
limitations of the study, with suggestions for successful replication of the study in future.
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CHAPTER ONE
INTRODUCTION TO THE STUDY
1.0

Introduction

Worldwide, autistic individuals are reported to experience different attitudes shown by the
public. These attitudes can either encourage or discourage autistic individuals from leading
healthy and happy lives, including accessing employment, educational achievement,
accessing supportive relationships and more. Public attitudes towards autistic individuals can
be stigmatising, discriminating, labelling, and stereotypical in some cases, which can
negatively impact their lives within their communities. This thesis explores the knowledge,
awareness and attitude held towards autistic individuals by people living in Nigeria. The
primary intention is to identify factors that stimulate autism stigma in Nigeria to enable a
better understanding of autism stigma within this culture.
This introductory chapter gives a general overview of some of the key concepts and themes
of this study, which are later discussed in more detail in this thesis. The chapter starts with
background details of autism, a brief introduction to autism stigma, and then dives into the
purpose of the research. It also gives a succinct description of the study plan and goes further
to discuss the rationale behind the study, the aims, and objectives.

1.1

Background

Autism is a neurodevelopmental condition, diagnosed when difficulties in social
communication and interaction is observed (American Psychiatric Association (APA), 2016).
Autism dates back to 1938 when Kanner noticed some children with remarkably unique
features. A significant biological difference according to Kanner is present from birth in an
autistic child, resulting in higher rates of difficulties, which in turn leads to withdrawal from
the social community and less engagement with family and friends (Kanner, 1943). Autism is
argued by some researchers to be a lifetime developmental condition, which presents
outward support needs in the early years of life (Mandic-Maravic et al., 2015). Recent
aetiological studies claim that even though the outward signs of autism may not be apparent
immediately after birth, there are underlying brain differences where the disruption in the

brain developmental process continues to accumulate (Pejovic-Milovancevic, 2016).
Presentation is reported to vary amongst autistic individuals, and this variation has been
attributed by some scientists to the fact that autism affects both the nerve cells in the brain
and several metabolic systems in the body (Fakhoury, 2015; Zhang et al., 2019). However,
there is still some uncertainty surrounding the condition, which could affect the accuracy of
epidemiological research and the prevalence of autism (Park et al., 2016).
Estimations of prevalence and rates of diagnoses have been increasing over the years. For
example, the Centre for Disease Control (CDC) in 2014 estimated a prevalence rate of 1 in 59
autistic children in the United States, which is a 15% increase rate from the 1 in 68 autistic
children estimated in 2010, and a 86% increase rate from 1 in 110 autistic children reported
in 2006. According to World Health Organisation (WHO), there are many possible
justifications for this apparent increase in prevalence, which includes: the expansion of
diagnostic criteria, improved awareness, better diagnostic tools and an enhanced reporting
system (WHO, 2016). Presently, it is estimated that 1 in 160 children are autistic worldwide
(WHO, 2019). A recent report from the CDC shows that the number of eight-year-old children
diagnosed is now 1 in 54 (CDC, 2020). Globally, the world population prevalence of autism is
estimated at 1-2% (Catala-Lopez et al., 2019). As stated by WHO, autism has a much higher
prevalence when compared to other childhood disorders, with a sex ratio of about four males
to one female (WHO, 2019). However, the gender difference in autism prevalence, according
to Park et al. (2016), might just be due to genetic or environmental factors, as boys might
likely get diagnosed more than girls. Park et al. (2016), further highlighted that perhaps many
girls do not get referred for diagnosis because autistic manifestations might be evident and
noticeable in boys compared to girls, as such. The high increase in prevalence over time and
the lack of accurate figures might be because of the invisible nature of the condition, which
makes it hard to account for and understand (Park et al., 2016). Although in recent years
progress has been made in estimating the prevalence of autism, still more evidence is needed
to substantiate the aetiological and susceptibility inferences of autism (Elsabbagh, 2020).
The evidence around the aetiology of autism is still very unclear and elusive (Mandic-Maravic
et al., 2015). However, scientists have been able to identify different factors that increase the
chances of a child developing autism (APA, 2016). Contrary to the misconception that autism
is caused by bad parenting or vaccines, evidence indicates that the risk causative factors for
2

autism include environmental, biological, and genetic factors (Robinson, Neale and Hyman,
2015). However, recent aetiological reports conclude that perhaps genes are the most crucial
factor that predisposes a child to autism (CDC, 2016). Family studies found that children who
have autistic siblings are at a higher likelihood of being autistic (Sandin et al., 2014). Likewise,
a family history of chromosomal or genetic conditions like tuberous sclerosis or fragile X
syndrome can also increase the chances of a child being autistic (Robea, Luca and Ciobica,
2020). The importance of genetics and heritability in autism was shown in the early twin
studies, estimating that autism has 90% heritability (Ronald et al., 2006; Chaste and Leboyer,
2012). However, this estimate has been challenged to only take into consideration genetics,
while underestimating the role of environmental and biological influences on autism (MandicMaravic et al., 2015). According to Pejovic-Milovancevic (2016), biological and environmental
factors also have substantial impacts on autism, as these factors are estimated to account for
40% of autistic cases. Elsabbagh further highlighted that susceptibility to autism varies across
individuals, because different individual environmental, biological, and social factors shape
development over time (Elsabbagh, 2020). Evidence indicates that factors such as
individualised health, neurological and psychological condition during pregnancy, exposure
to heavy chemicals and pesticides during and after pregnancy can inhibit the development of
the child’s brain lesions (Chaste and Leboyer, 2012; Zhang et al., 2019). However, research
studies have disproportionally focused on characterising susceptibility factors and support
needs in autistic children. While surprisingly ignoring the variability in developmental
outcome (including resilience) of autistic children. According to Elsabbagh (2020), some
children initially express high support needs interfering with development, however, over
time the trajectories are corrected. Only a few studies have explored the variability in
developmental outcomes, further research around the variability in autistic children can
potentially help understand the underlying brain mechanisms in developmental pathways, to
give better than expected outcomes (Elsabbagh, 2020). However, all these claims have been
challenged by the Neurodiversity Model.
The argument from the neurodiversity view is that autistic traits and characteristics viewed
as ‘abnormal’ by the medical model should instead be included in the ‘normal’ range of
human behaviours (Den-Houting, 2018; Robison, 2017). This indicates that the definition of
‘normal’ should be expanded, to avoid the medical labelling of autistic individuals. According
3

to the Neurodiversity Model, labelling of autism and the causal attributes ascribed to the
condition instigate stigma (Baron-Cohen, 2017). Thus, challenging us to reframe our view of
autism away from one of disorder, rather towards one of diversity and difference (DenHouting, 2018; Shaw et al., 2021). Nevertheless, this model is not without critics, as many still
do not have a nuanced and deep understanding of the key concepts of the model (Shaw et
al., 2021).

1.2

Stigma and attitude towards autism

Autistic individuals, as stated by Fakhoury (2015), hear, feel, and see the world differently
from neurotypical people. Thus, understanding and relating to other people can feel
overwhelming and might prompt an ‘unusual’ behaviour. The ‘unusual’ behaviour expressed
by autistic individuals is usually misunderstood by people, which often subjects them to
labelling, negative attitudes, stereotyping, discrimination, and desire for social distance by
the public (Kinnear et al., 2016). Autistic individuals are sometimes viewed as shameful, a
disappointment and often the parents are blamed (Taliaferro and Harris, 2014), with people
ascribing poor parenting, mental illness, or lack of self-control to the condition (Martin, 2012;
Ratajczak, 2011).
Autism stigma has been linked to the dearth of aetiological awareness and knowledge of the
condition by the public (Mazumder and Thompson-Hodgetts, 2019). Several aetiological
views and perceptions have been ascribed to the condition, ranging from vaccination,
parental lifestyle during pregnancy, bad parenting, and spiritual fallacies (Robea, Luca and
Ciobica, 2020). Misconceptions surrounding autism impose a double burden on the family
members of autistic individuals. Families are not just confronted with the challenge of having
to raise an autistic child but are also faced with the fear of being stigmatised (Mazumder and
Thompson-Hodgetts, 2019). Often this prevents families from help-seeking, and they tend to
exclude themselves from all social activities (Al-Zouyd, 2013). As a result, some autistic
children are locked up at home and excluded from all social gatherings by their parents, while
some parents seek non-orthodox means intending to heal the individual’s condition (BelloMojeed et al., 2011). As a result, the health of the autistic child could be seriously impacted,
leading to the incapability of being independent in adulthood, or might end up being
institutionalised (Martin, 2012).

4

Awareness and knowledge of this condition are relatively high, in the Western world
compared to African countries (Taliaferro and Harris, 2014). This is possibly due to the
absence of autism policies in most African countries, and the public awareness effort of
autism organisations in countries like the United States (US) and United Kingdom (UK) (Law,
Sinclair and Fraser, 2007). Autistic people in many parts of Africa are believed to be possessed
by an ancestral or evil spirit released because of the sin committed by the parents (Fayemi,
2014).
According to Abubakar et al. (2016), autism stigma is cultural in Africa, as it is often tied to
spiritual causes. Nevertheless, despite the increasing level of awareness of this condition in
the Western world, stigma is still very prominent. People still maintain unfavourable views,
beliefs and ascribe negative characteristics towards autism in this part of the world (Mehta et
al., 2009). Spiritual perceptions are less common in the Western world, as they often linked
health with virtue and morality (Kasari et al., 1999). Some blame it on people, others on
vaccinations and birth complications (Mehta et al., 2009). Also, it is seen by some to be a
result of parental lifestyle during pregnancy; habits like toxic alcohol ingestion, smoking and
low nutritional dietary intake are believed to cause autism (Evans, 2013). Several variables
have been reported to influence autism stigma. However, the lack of pertinent knowledge
and awareness of autism has been reported as a significant variable that impacts public
stigma.
The damage resulting from stigma has been reported to aggravate the health condition of
autistic individuals and family members (Shaw et al., 2021). According to Rao et al. (2019),
stigma adds socioeconomic, health and psychosocial burden to people who experience
stigma, including exposure to psychosocial stressors, reduced educational achievement and
challenges in accessing healthcare. Many autistic individuals experience denial of equal rights
from the society and their family members, which could lead to feelings of depression and
rejection (Kinnear et al., 2016). Due to the significant negative repercussion of stigma, many
organisations and researchers have recognised that stigma is a global public health issue
requiring intervention (Rao et al., 2019). As a result, several approaches aimed at targeting
autism stigma both at the individual, community and structural levels are continually set in
place (Stangl et al., 2019). While many western societies have produced a modest reduction
in autism stigma levels, the impact remains limited (Taliaferro and Harris, 2014). To effectively
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reduce autism stigma, it is crucial to explore autism stigma in different societies and cultures
(Stangl et al., 2019). This would help increase our knowledge of autism stigma and enable the
dissemination of pertinent knowledge about the condition.
To better support, the growing population of autistic individuals, an expanding body of
research have begun to explore autism stigma and associated attitudes towards autistic
people. According to Singh, Mattoo and Grover (2016), stigma exists mainly because of
negative attitudes and beliefs, as such understanding factors that influence negative attitude
is essential in combating stigma. Over the years, several socio-demographic factors have been
highlighted to influence attitudes towards autistic people. These factors include culture, age,
geographical location, educational status, gender, occupation, marital status, financial
income, religion, and religiosity (Obeid et al., 2015; Zeleke, Hughes and Chitiyo, 2017; Someki
et al., 2018; Vedel, 2016; Gillespie-Lynch et al., 2019). Although these factors might not be
strong predictors of autism stigma but have been reported to correlate with stronger negative
attitudes (Gillespie-Lynch et al., 2019). According to Obeid et al. (2015), awareness and
knowledge of autism were found to be a strong predictor of autism stigma. Still, Casado, Hong
and Lee (2018), argue that knowledge and awareness might not be sufficient to influence and
change attitudes. The influence of these socio-demographic factors, knowledge and
awareness on autism stigma are discussed in greater detail in chapter four.

1.3

Rationale

A public survey of autism stigma in Nigeria is an important and good starting point to
investigate the breadth and prevalence of autism stigma. Understanding autism stigma within
the Nigerian context is essential for early detection, uptake of services, social policy
development, and targeted anti-stigma interventions and policies. According to Ruparelia et
al. (2016), stigmatisation of autistic individuals in Nigeria has made it quite challenging to seek
help, socialise or enter an intimate relationship, because of the fear of discrimination. They
highlighted how autism stigma could lead to limited access to care, education, and
employment discrimination, resulting in low healthcare service use, poor health status, and
low socioeconomic status. A classic example of educational discrimination was cited by Paul
and Gabriel-Brisibe (2015), he stated that special schools for children with disabilities in
Nigeria are sometimes reported to reject autistic children. Consequently, many parents are
left with the responsibility of training and caring for their autistic children, which leaves them
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feeling isolated and alone. According to Eseigbe et al. (2015), stigma does not only impact
negatively on autistic individuals, family members and caregivers but also has a significant
influence on policy decisions.
Presently, there is limited support for autistic individuals in Nigeria, as the government is not
funding good quality equitable services, which makes it challenging to seek help (Centre for
Law Enforcement Education (CLEEN), 2014; De-Vries, 2016). The funding allocated to
empower various healthcare facilities, to conduct training and workshops for healthcare
professionals, and campaigns to help increase public knowledge and awareness is meagre
(De-Vries, 2016; Oshodi et al., 2017). Consequently, several autistic individuals in Nigeria are
not receiving educational and relevant health care services in the country (Ruparelia et al.,
2016; Oshodi et al., 2017). Although the lack of adequate support by the government has
been partly attributed to the dearth of research on autism stigma in Nigeria (Audu and
Egbochuku, 2010). According to Paul and Gabriel-Brisibe (2015), empirical evidence on
awareness and public attitudes towards autism, would not only help ascertain the stigma
levels but would help the government prioritise and deploy sufficient resources. Also,
empirical evidence on autism stigma would help identify and understand stigma drivers
within each society and can serve as tools to tackle stigma.
The rationale of this study was built on the premise that the degree to which stigma is
experienced and expressed varies across different cultures (Papadopoulos, 2016). Also,
according to evidence, there are unique socio-cultural drivers of stigma, and a thorough
analysis of the stigma drivers in each culture is fundamental to combating stigma (Goffman,
1963). Therefore, the primary aim of this study is to assess the level of public stigma toward
autism and identify factors that stimulate autism stigma in Nigeria. Although some studies
have explored autism stigma within a specific group in the population (healthcare workers,
teachers and students), no previous research has directly explored public autism stigma in
Nigeria. This is despite tentative reports, indicating that awareness and knowledge of autism
in Nigeria is relatively low (Lagunju, Bella-Awusah and Omigbodun, 2014). There are also
several reports attesting to the fact that people in this society tend to hold negative beliefs
about autistic individuals (Fayemi, 2014). Owing to the strong belief in values, culture and
religion, several variables could instigate stigma and negative attitudes within a particular
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culture (Fayemi, 2014; Wesselmann and Graziano, 2010). Some of which are discussed in
detail in chapter 3.
Kabir et al. in 2004, proposed a range of variables that influence stigma in Nigeria. They
concluded based on their research findings that religion, gender and traditional norms,
influence stigma and awareness levels in Nigeria (Kabir et al., 2004). The individual level of
religiosity and gender in Nigeria dictates the type of attitudes displayed, and the severity of
stigma experienced (Kabir et al., 2004). Following this, an important stigma variable was also
identified by Gureje et al. (2005), a community study on mental health stigma in Nigeria. They
reported that urban residents are less stigmatising when compared to rural residents,
probably because urban residents have a better knowledge of mental health (Gureje et al.,
2005). Likewise, Gupta, Gauri and Khemani (2003) concluded that urban-rural living might be
a significant stigma factor in Nigeria, considering the inequality in the distribution of mental
health services in urban and rural areas. Secker (2012) acknowledged that low levels of
knowledge impact on stigma, and negative attitudes in Nigeria. After a detailed comparison,
it was found that a significant relationship exists between negative attitudes and lack of
knowledge (Aminrad et al., 2013). Bamgbade, Ford and Barner (2016), further reported that
knowledge has a direct influence on mental health attitudes, they found that students with
good levels of mental health knowledge are less stigmatising. Likewise, Wong et al. (2019),
concluded that including mental health knowledge courses in university education, can serve
as a universal strategy for stigma reduction. Nevertheless, these factors are yet to be tested
for in autism stigma research. This thesis attempts to explore all theoretical explanatory
factors identified to instigate stigma and ascertain their influence on autism stigma in Nigeria.
Also, examining the public attitudes, knowledge, and awareness of autism.

1.4

Aims and objectives

1.4.1 Research Question 1
What are the attitudes, awareness and knowledge levels that exist towards autism among the
Nigerian general public?
Objectives:


To assess the degree and type of awareness towards autism among the Nigerian
general public
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To measure the level of knowledge that the general public in Nigeria have in relation
to autism



To examine the types of attitudes that exist towards autism among the Nigerian
general public, and to determine to what extent these attitudes are stigmatising.



To examine the statistical correlation between knowledge, awareness and attitudes.

1.4.2 Research Question 2
What are the theoretical explanatory drivers of autism stigma in Nigeria?
Objectives:


To conduct a comprehensive literature review of potential explanatory variables of
autism stigma



To create a theoretical model that explains the relationships between autism stigma
and theoretical drivers



To assess the theoretical drivers identified in the study’s theoretical framework, in
relation to how well they explain autism stigma.
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CHAPTER TWO
LITERATURE REVIEW: STIGMA AND AUTISM STIGMA
2.0 Introduction
This chapter reflects on the origin and concept of stigma that has led to the current war
against stigma. It reviews strategies and program developed over time that are aimed at
reducing stigma and discuss the effectiveness of such programs. Risk and protective factors
of stigma are also highlighted in this chapter. Finally, autism stigma is broadly reviewed in this
chapter, the conceptualisation, risk, and protective factors are discussed generally. Extensive
detail of autism stigma in Africa is further discussed in chapter four.

2.1 Evolution and concept of stigma
Stigma is an ancient Greek word that originally referred to a kind of tattoo mark inscribed on
the skin of criminals, slaves, or traitors (Kurzban and Leary, 2001). The Greeks used visual aids
to advertise an individual as blemished, ritually polluted and a less-valued member of the
society (Phelan, Link and Dovidio, 2008). As such, they cut or burned this tattoo mark into the
body of the bearer (Arboleda-Florez and Stuart, 2012). Stigma reflecting shame and negative
societal attitudes was formally reported in the late 16th century (Stuart, 2008). Stigma was
then ascribed to anything different from what the society termed as ‘normal’ (Kim et al.,
2015). For several years people showing symptoms of mental illness, developmental and
behavioural disorders are subjected to torture, ridicule and in some cases killed (Rossler,
2016). This is mostly because the society regards such disorders as a punishment from God,
as such, affected individuals are referred to as an instrument of the devil (Kim et al., 2015).
Even though the term stigma was not directly used in relation to psychiatric disorders in
ancient times, mental and behavioural disorders of any kind, usually attract humiliation and
loss of face (Arboleda-Florez and Sartorius, 2008).
The peak of stigmatisation was reached during the Nazi genocide of Psychiatric individuals,
with a total of 73% of schizophrenic individuals being sterilised and killed between 1939 and
1945 in Germany, with the aim of eradicating schizophrenia (Rossler, 2016). The Nazi officials
viewed mentally ill individuals as an economic burden to Germany and then instituted a
compulsory sterilisation program and later the killing of these individuals (Torrey and Yolken,
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2010). At the same time, eugenics and race hygiene theory flooded some other countries,
with the strongest movement in Britain, the United States and India (Rossler, 2016). These
countries advocated the examination of relatives of individuals with psychiatric disorders, as
it was believed that mental health disorders were transmitted by recessive genes (Torrey and
Yolken, 2010). The law of prevention of progeny with hereditary defects was proposed by
several psychiatrists, as they advocated that such individuals should not be permitted to
espouse or have any offspring (Stuart and Arboleda-Florez, 2012). As a result, most of these
individuals were ostracised, isolated, and electrotherapy was usually administered as
treatment (Rossler, 2016). All these events illustrate the gradual evolution of stigmatisation
and how stigma can influence policy, theories, and attitudes (Kim et al., 2015). Several notions
have since then been attributed to psychiatric disorders, with ubiquitous stigmatisation
throughout history (Ahmedani, 2011). The evolution of the term stigma from a past
perspective to the present has only witnessed a change in attributes, from physical body
marks to other personal attributes that are considered shameful and arouse concern
(Scambler, 2004).
The present-day notion of stigma is rooted in psychology and sociology, which is well
documented in Erving Goffman’s seminal work (Kim et al., 2015). Goffman was the first to
define stigma in terms of health; his classic work in 1963 ‘Stigma: Note on the management
of spoiled identity’, introduced the concept of stigmatisation and its impact on the
stigmatised. He stated that people typically make assumptions of what an individual ought to
be, evidence can arise of that individual possessing unique attributes which makes him
different from the norm, he is thus reduced in our minds to a less desirable kind (Goffman,
1963). Jones et al. in 1984 reinforced Goffman’s definition, describing stigma as a concept or
attribute that links an individual to undesirable characteristics or stereotypes. They
introduced the concept of ‘them and us,' which implies that one group sees the other as
‘abnormal’ (Jones et al., 1984). Stafford and Scott (1986) highlighted that stigma is an
individual characteristic or attribute that is perverse to the norm and belief of a social unit. It
was further highlighted that each social unit tends to have a shared belief, of a certain way
people ought to behave at a certain time (Stafford and Scott, 1986). Stigmatised people
usually do not have full social acceptance; the society considers these groups of individuals as
‘abnormal'. Generally, when the social identity of a person is different from the social
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expectations (in relation to attributes that an individual should possess), this instigates stigma
(Kim et al., 2015).
Major and O’Brien (2005) stated that stigmatised individuals are presumed to possess some
characteristics that convey a devalued social identity in a social unit. A stigmatised individual
is viewed as de facto unable to meet the socially constructed expectations and obligations;
such individual is tainted negatively in the society (Kleinman and Hall-Clifford, 2009).
According to Goffman, stigma can be grouped into three major types: Physical
deformities/abominations of the body; Blemishes in individual attributes or character; and
Tribal or ethnic stigma. Goffman concluded that psychiatric disorders which were grouped
under blemishes in character are highly socially damaging, as more stigma is usually
attributed (Goffman, 1963). Stuber, Galea and Link (2008) further highlighted that,
stigmatised conditions believed to be outside the control of the stigmatised person (for
example, physical illness or deformities) are associated with less blame and discrimination, as
people are more inclined to help. Following this rationale, Stuart (2008), predicts that stigma
of psychiatric disorders is rooted in the nature of diagnosis, intervention and treatment,
because several factors (psychological, interpersonal and social-structural) play a key role in
the creation and maintenance of such stigma. The attribution theory further provides the
framework of how different levels of social and psychological factors initiate and leads to the
development and maintenance of stigmatisation in a particular society (Riley, 2010).
According to the theory, stigma develops from defining an event (label), which leads to
stereotypes and then a behavioural response to the event (discrimination) (Rossler, 2016).
A report from the United Nations convention, clearly states that social environment creates
and maintains stigma through social inequality, stereotypic label and social oppression of an
impaired individual (United Nations, 2006). The Convention report which follows decades of
work by the United Nations, to change attitudes and approaches to persons with disabilities
concluded that the burden of impairment comes majorly from the social environment and
not the impairment itself. The experience of stigma is more disabling, limiting and long-lasting
than the impairment (Stuart and Arboleda-Florez, 2012). The findings highlighted in the
United Nations convention report gives a coherent summary of the concept of stigma, which
links back to Goffman’s theory of stigma, where he concluded that stigma is socially
constructed, and cultural practices shape individual expectations, behaviours, attitudes,
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views, and values (Goffman, 1963). This indicates that the society dictates
characteristics/attributes that are odd and devalued, and as such, these attributes are
stigmatised against such groups (Link and Phelan, 2001). In addition, Stuart and ArboledaFlorez (2012) highlighted in their work that because stigma is socially constructed, it is
expressed in different means and levels across cultures, which is evidently shown through the
history of stigma research.
In view of this, Feldman and Crandall (2007), examined 17 dimensions reported over time to
determine the degree and level of stigma in a society. According to their report, three of these
dimensions (Rarity, Dangerousness and Responsibility) directly impact on stigma. The rarity
of impairment was equally highlighted by Pescosolido et al. (2008), to impact on the social
acceptance of the illness or condition. According to Feldman and Crandall (2007),
impairments rare and less prevalent are assumed to be more severe by the society.
Dangerousness was also consistent with other stigma research; the more feeling of
dangerousness perceived by the society, the higher the degree of stigmatisation (Pescosolido
et al., 2008). Supporting previous findings, Sheehan et al. (2017) reported that feelings of
dangerousness impact significantly on the acceptance level of mentally ill individuals.
Likewise, the societal perception that an individual is responsible for their impairment can
lead to high levels of stigma (Feldman and Crandall, 2007). Pescosolido et al. (2008),
concluded that impairments with greater stigma, are usually perceived by the society to be
dangerous, rare, and high in personal responsibility. These three dimensions have been
reported to account for the variability in stigma levels. However, to fully understand the
impact of these dimensions on stigma in a context, it is first important to conceptualise the
two main categories of stigma (which includes public stigma and self-stigma) and explore the
effect of these dimensions on each category (Vogel et al., 2013). According to Corrigan, Larson
and Rusch (2009), the concept of public stigma and self-stigma are interlinked, as public
stigma is an essential element in the genesis of self-stigma. It is therefore important to
differentiate these two categories of stigma, as this would help to understand the concept of
stigma extensively.

2.1.1 Conceptual description of public stigma and self-stigma
People with disabilities or disorders do not only struggle with the symptoms but are
confronted by the stereotypic and discriminating attitudes, arising from the misconception of
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the disorder (Corrigan and Watson, 2002). Consequently, they are deprived of the
opportunities of living a good and decent life in the society, as they are grouped as different
(Link and Phelan, 2001). The impact of stigma on the stigmatised is in twofold; first is the
negative views and perceptions ascribed by the public to the group. Secondly, as a result of
the internalisation or acceptance of public stigma, the stigmatised group may experience low
self-esteem and self-worth which may result in self-stigmatisation (Link and Phelan, 2001).
However, it is important to state here that internalisation of stigma is not inevitable, as people
react to public stigma in different ways (Watson et al., 2007). Some people become energised
and empowered; some become isolated as they anticipate rejection, while others are
indifferent (Rusch, Angermeyer and Corrigan, 2005). Individuals who personalise public
stigma were highlighted to be at risk of self-stigma, as they are less able to manage the effect
of public stigma (Kamaradova et al., 2016). Nevertheless, social support groups have been
reported to serve as a protective factor against self-stigma. According to Watson et al. (2007),
associating with people or a group of people who share a stigmatised identity is a protective
factor that influences an individual’s response to public stigma. This indicates that people high
in-group identity will usually respond positively to public stigma and show a good level of selfesteem and self-worth.
Public stigma, according to Brohan and Thornicroft (2010), comprises of three determining
factors, which are knowledge (misconception and ignorance), behaviour (discrimination) and
attitudes (prejudice). However, the dearth of adequate knowledge has been identified as the
root cause of public stigma. Also, public stigma typically occurs in four ways (social avoidance,
withholding help, coercive treatment, and institutional segregation). There are several
instances where the public withholds helping some minority groups in the society, because
of some ascribed stigma (Rusch, Angermeyer and Corrigan, 2005). In some societies, we have
extreme situations where the public does not interact or work with the deviant group
altogether, a situation where they engage in social avoidance (Vogel et al., 2013). The General
Social Survey (GSS) carried out in the United States in 1996 with a nationally representative
sample of 1444 respondents, found that over half of the participants were unwilling to
socialise or relate with the mentally ill (Pescosolido et al., 1999). Their findings showed that
stigma could also be showcased in public opinion about treatment. For instance, 40% of the
GSS respondents consented that mentally ill individuals should be segregated in institutions
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and forced into treatment (Corrigan and Watson, 2002). Whichever form it takes, the
stigmatised are always at the receiving end (Watson et al., 2007). Public stigma is a process
that could lead to a variety of possible outcomes, which are expressed in three different ways:
psychological abuse (social rejection, ostracising and isolation), verbal abuse (insults and
offensive names) and physical abuse (bullying and victimisation) (Tawanda, 2016). Several
studies have directly and indirectly linked these different patterns of public stigma to a variety
of negative outcomes. Self-stigma has been identified as a major outcome and negative effect
of public stigma (Ali et al., 2015). The act of concurring with any form of public stigma yields
self-stigma (Link and Phelan, 2001).
Self-stigma, which stems as a consequence of public stigma, impacts on
the confidence level, thereby affecting one’s self-esteem (Corrigan and Rao, 2013).
According to Corrigan, Larson and Rusch (2009), self-stigma is a product of awareness,
agreement and application. In order for self-stigma to take place, the individual must first be
aware of the ascribed stereotypes and misconceptions (mentally ill individuals are
incompetent). Such individual must then agree with these misconceptions and apply such
misconceptions to one’s self (I am incompetent because I am mentally ill) (Picco et al., 2017).
These three stages are essential in the experience of self-stigmatisation, which then leads to
decrement in self-esteem and hindrance in recovery prospects (Ciftci, Jones and Corrigan,
2013). Self-stigma is a practical explanation of why people with psychological or behavioural
disorders are usually hesitant in seeking professional help and engaging with support groups
(Corrigan and Watson, 2002). In fact, self-stigma is a core feature of the lack of utilisation of
care centres and help centres, which affects recovery outcomes (Watson et al., 2007). On the
other hand, self-stigma could also result in the empowerment of the individual affected,
despite the negative effect of public stigma (Kamaradova et al., 2016). This is probably
because while the process of discrimination, labelling and stereotyping are said to be socially
constructed, stigma is still experienced individually (Watson et al., 2007). According to Picco
et al. (2017), some bearer endorses the negative stereotype, some are indifferent to the
effect of stigma, while others are energised and not significantly burdened or hindered by the
effect of public stigma. Regardless of the individual effect, the prevalence of public stigma has
been reported to significantly influence the rate of self-stigma (Corrigan et al., 2012).
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Vogel, Shechtman and Wade (2010) argued that the higher the public stigma, the higher the
self-stigma, thus the lower the intentions of seeking professional help. To prove this concept,
Corrigan et al.’s study in 2012 examined 85 people with mental problems, and they
established an association which illustrates that the rate of public stigma is proportionate to
the rate of self-stigma. Similarly, Picco et al.’s study in 2016 on 280 outpatients diagnosed
with various mental disorders, who have also at some point experienced public stigma,
reported that 43.6% of these outpatients demonstrated moderate to high levels of
internalised stigma. This indicates that the prevalence of public stigma significantly impacts
on the rate of self-stigma. However, it was proposed that the level and prevalence of selfstigmatisation is also largely influenced by several other factors, including the cultural context
(Corrigan et al., 2012). Lucksted and Drapalski (2015) stated that asides from culture;
knowledge and awareness have a major influence on self-stigma. They further explained that
the meaning and attributes ascribed to the condition by an individual, impact on how they
view themselves. Thus, influencing whether such a person develops self-stigma (Lucksted and
Drapalski, 2015). Self-stigma according to Corrigan et al. (2015) is often initiated out of the
concerns of public stigma, which is usually followed by the fear of social rejection, leading to
isolation, unemployment and restricted social networks. Furthermore, regression analysis
report from previous studies indicates that self-stigma is a risk factor that significantly
contributes to the discontinuation of therapeutic support and treatment (Kamaradova et al.,
2016). It is, therefore, important that interventions to address self-stigma are put in place, to
help reduce the adverse effect of self-stigma (Picco et al., 2017). Lucksted and Drapalski
(2015) suggest that commitment to therapy groups or vocational counselling programs may
help decrease the feeling of isolation and in turn, reduce self-stigma.
Public stigma and self-stigma, as highlighted above, are the major types of stigma. Courtesy
stigma is another important type of stigma, particularly relevant to this study. According to
Goffman (1963), courtesy stigma is the transfer of stigma from an already stigmatised
individual to associated family and friends. In the case of autism, parents or spouse are
thought to be responsible and blamed for their child’s condition and siblings face
discrimination (Sheehan et al., 2017). Courtesy stigma, also known as stigma by association,
may be targeted at family and friends, co-workers, employers, service providers or any
individual who appears connected to the stigmatised group (Halter, 2008). Consequently,
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such individuals may choose to socially distance themselves from the stigmatised person in
order to avoid courtesy stigma, thus potentially isolating the stigmatised person further. In
addition, just as stigmatised individuals may internalise public stigma and thus experience
self-stigma, courtesy stigma can also be internalised into affiliate stigma (Rossler, 2016).
Affiliate stigma is when informal family carers or parents of autistic people experience
courtesy stigma and subsequently agree and incorporate the negative stereotypes directed
towards them into their own psychological identity (Papadopoulos, 2020). This leads to
poorer mental health among family carers (Papadopoulos et al., 2019), and an increased
likelihood of concealment and help avoidance (Sheehan et al., 2017).
Reports from previous studies indicate that public stigma is the root cause of all other types
of stigma (Riley, 2010; Halter, 2008; Kamaradova et al., 2016). Hence, harnessing the effect
of public stigma is essential to unveiling and managing stigma in general. It is, however,
unfortunate that despite the effort put towards the de-stigmatisation of psychiatric disorders
and behavioural disorders, it still seems difficult for affected individuals to get fully integrated
into the society without being discriminated against (Corrigan et al., 2015). As a result of these
highlighted negative impact of stigma on the affected individual and family members. It is,
therefore, paramount to build a society where individuals with different psychological
disorders can be free of stigma and its consequences. To effectively address public stigma,
understanding the socio-cognitive process of public stigma is vital, as this would shed light on
the formation of perceptions and misconceptions (Lucksted and Drapalski, 2015).

2.1.2 Effect of the Socio-cognitive theory on public stigma
The human mind operates through two independent systems: The Neocortical System and
the Hippocampal System. The Neocortical system comprises of unmodifiable generic beliefs
about the world, that are accumulated gradually through repeated exposure to different
social events (Macrae and Bodenhausen, 2000). In contrast, the Hippocampal system serves
a temporary role, which stores modifiable perceptions representing others and social events
(McClelland, McNaughton and O'Reilly, 1995). Both systems are thereby essential to the
stability and plasticity of the mental functioning of humans (Macrae and Bodenhausen, 2000).
Humans constantly encounter various unexpected new events and people; they often deal
with these new social stimuli using previously stored generic unmodifiable beliefs (Johnston
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and Hawley, 1994). According to Gilbert and Hixon ‘ability to understand new and unique
individuals in terms of old and general beliefs is certainly among the handiest tool in the social
perceiver’s kit’ (1991:509). In an attempt to consistently anticipate the behaviour of others,
understand and quickly process and respond to information in a complex and challenging
social world (Chaiken and Trope, 1999); the human mind finds a way to construct, simplify,
process and interpret their perceptions (Gilbert and Hixon, 1991). This process was
implemented through categorical thinking (Wyer, 1998). The human mind uses old and
general beliefs to construe others based on social categories or visible characteristics (i.e.,
race, gender, colour, and age) (Macrae and Bodenhausen, 2000). These categories are
essential due to the cognitive limitation for processing complex and vast information on
different social stimuli (Chaiken and Trope, 1999). Categorical thinking, when activated
appropriately, enables the conservation of cognitive resources, and assists in quick
understanding, evaluation, and processing of a particular social event (Macrae and
Bodenhausen, 2000). Categorical thinking helps to quickly organise vast information of new
social stimuli into existing categories in the Neocortical system, thereby navigating easily
through the complexity of our social world (McClelland, McNaughton and O'Reilly, 1995).
However, categorical thinking can also have a detrimental effect on social cognition.
Categorical thinking once implemented can negatively impact on the social cognition of an
individual, as it can shape a person’s perception into generalising about a group or category
of people (Macrae and Bodenhausen, 2000). Rather than considering and evaluating others
based on unique and individual attributes, the perceiver may use categorical information to
derive unmodifiable evaluations and impressions about others, which often leads to
stereotypic judgment (Macrae et al., 1999). Through generalisation, labelling and
stigmatisation of a category or group of people can arise (Macrae and Bodenhausen, 2000).
Categorical thinking when inappropriately activated can lead to inaccuracies in interpreting
and evaluating people. Consequently, generally accepted misconceptions are formed, leading
to negative stereotypes and public stigma (Fiske and Neuberg, 1990; Fiske, 1998). Categorical
thinking can be forged to help influence people’s perceptions positively, which can lead to
reduced stereotypes and public stigma (Macrae and Bodenhausen, 2000). Likewise, exploring
the different misconceptions and perceptions attributed to a certain condition or illness, and
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its influence on public stigma, can help elucidate the risk and protective factors of public
stigma (Parcesepe and Cabassa, 2013).

2.2 Risk and protective factors of public stigma
Public stigma has been listed as a high-risk factor for different illnesses and conditions, as they
compound the impact (Rao et al., 2019). Several studies reported that in most cases the public
view mental and behavioural conditions as a sign of weakness in affected individuals, as such
affected individuals avoid seeking help (Ali et al., 2015). The impact of public stigma is shown
in the rate of delay in help-seeking and medical diagnosis among mentally ill and autistic
individuals (Singh, Mattoo and Grover, 2016; Zeleke, Hughes and Chitiyo, 2017). According to
Yokoya et al.’s cross-sectional survey on mental health literacy and knowledge, involving
participants receiving annual medical check-ups; public stigma constitutes 68.8% of the
reason for delayed access to support and 25% of the reason for interruption of treatment
(Yokoya et al., 2018). Delay or interruption in help-seeking behaviour has further been
attributed to the encounter of discrimination from healthcare professionals and employers
(Ali et al., 2015). There are several reports of healthcare professionals holding negative
attitudes towards mentally ill and autistic individuals. Knaak, Mantler and Szeto (2017),
highlighted that stigma related to mental illness exists among healthcare providers and within
the healthcare system as a whole. The Canadian Psychiatric Association conducted a survey
involving 394 participants in 2011 to assess stigma and discrimination among healthcare
providers toward patients. The study reported that 79% of participants reported having
experienced first-hand discrimination towards a patient by healthcare providers, while 53%
witnessed other medical professionals’ discrimination against a patient (Abbey et al., 2011).
This is a major concern, as such attitudes from service providers deter people from accessing
services and jeopardise the successful integration of the affected individual.
Tzouvara, Papadopoulos and Randhawa (2016), reported that employers also have negative
attitudes towards mental illness and are most likely not willing to employ anyone diagnosed
with a mental disorder. These findings were well linked to the National Alliance on Mental
Illness (NAMI) (2014) report, where it was recorded that 80% of individuals accessing mental
health services are unemployed, despite their wiliness to work. The issue of unemployment
is also very crucial, as unemployment is a key risk factor to poor health outcomes (NAMI,
2014). High levels of stigma were also reported even among mentally ill individuals who are
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employed, and courtesy stigma was extended to co-workers who associated with them
(Brohan and Thornicroft, 2010). As a result, people tend to avoid co-workers who are mentally
ill, to prevent the spillover of stigma. Stigma can become more complicated when an
individual with mental illness or autistic individual fall into more than one stigmatised group,
for instance, physical disability, race, or ethnicity (Rao et al., 2019). People belonging to two
or more groups that are socially disadvantaged often face double stigma, as people with
different mental health issues also reported discrimination resulting from ethnicity or physical
disability (Dinos, 2014). Several studies have suggested the need for mental health advocacy
to tackle the issue of multiple sources of stigma. Although assessing the general risk of stigma
is beyond the scope of this document. Nevertheless, Sheehan et al.’s (2017), theories would
be used to help explain the notion behind public stigma.
Based on the social psychology model; labelling, personal experience and perceived causal
attributes are known to define stigma (Clement et al., 2015). According to Lauber et al. (2004),
these factors lead directly or indirectly to a greater preference for social distance, although,
the rate varies depending on the social context. Labelling of psychological disorders is referred
to as the defining or identification of a particular disorder (Clement et al., 2015). Labelling
gives direction and provides a platform to better understand the disorder (Sheehan et al.,
2017). As a result, those affected can know the measures to take and where to seek help
(Parcesepe and Cabassa, 2013). Nevertheless, for stigma to occur a difference is first
identified and then labelled (Lauber et al., 2004). Stigma is known to occur when a society
ascribes a negative perception to the giving label, and then creates a distinction between
themselves and the labelled group (Sheehan et al., 2017). The labelling theory states that the
labelling of psychiatric disorders often triggers negative stereotypes and leads to stigma
(Lauber et al., 2004). The medical definition of psychiatric disorders implies that an affected
individual functions in a way different from 'normal' people, which is an unwitting source of
stigmatising belief (Parcesepe and Cabassa, 2013). In the case of autism, labelling has been
said to be the foundation for discrimination (Zeleke, Hughes and Chitiyo, 2017). According to
Angermeyer and Matschinger (2003), societal labelling of a person leads to the belief or
perception that the person is dangerous (stigmatising beliefs), which leads to increased fear
and desire for social distance (attitude). However, the belief and perception of dangerousness
are further influenced by other factors like ethnicity, gender, and age (Sheehan et al., 2017).
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Personal experience has been reported to significantly influence attitudes and stigma (Mehta
et al., 2015). People with lived experience of a particular disorder, are said to have higher
familiarity with the disorder and in turn, tend to display a positive attitude (Gaddis, Ramirez
and Hernandez, 2018). According to Angermeyer and Matschinger (2003), the more familiar
the public is (experience), the weaker the perception of dangerousness. Some studies have
also associated personal experience with less stigma. Huws and Jones (2010) highlighted that
previous contact or experience with a mentally challenged or autistic individual could yield a
more positive attitude. However, the impact of experience on stigma depends significantly
on the cultural context (Parcesepe and Cabassa, 2013).
Perceived causal attributes have been reported to influence the desire for social distance,
stigmatising actions and attitudes toward treatments and inventions (Sheehan et al., 2017).
According to Gaddis, Ramirez and Hernandez (2018), the causal medical attribute of
psychological disorders, which implies psychological dysfunction or brain disease, is
associated with undesirable attributes and can perpetuate negative perceptions among
people. Likewise, the causal cultural attribute of a disorder was significantly related to higher
stigma rate (Clement et al., 2015). Although, findings demonstrate that different cultures and
individuals endorse a range of causal factors: biological/medical, psychological, and spiritual
factors; all of which have varying levels of stigma. Nevertheless, cultures that attach spiritual
factors have been reported to exhibit higher stigmatising attitudes (Zeleke, Hughes and
Chitiyo, 2017). Also, the type of attributes attached to a disorder determines the attitudes
displaced toward treatments and interventions (Gona et al., 2015). Parcesepe and Cabassa
(2013), reported that the public’s perception of the effectiveness of medical treatments and
interventions on mental disorders are not encouraging, as it is believed that the likelihood of
recovery after seeking professional help is very slim. However, public attitudes towards
psychiatric treatments and interventions vary by experience and past exposure to treatments
(Sheehan et al., 2017). According to Zeleke, Hughes and Chitiyo (2017), public attitudes
towards informal sources of care and interventions (talking to religious leaders, self-help
groups and communities) were more endorsed than medical interventions (medications and
visiting a psychiatrist). Thus, it is recommended that a combination of both formal and
informal support would help increase engagement with services and reduce stigma (Sheehan
et al., 2017).
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Evidently, labelling, personal experience and perceived causal attributes influence the
intensity of public stigma. Findings have shown that labelling a condition (Autism), having less
personal experience and attributing different causal factors to the condition, elevate public
fear, thereby resulting in increased social distance and discrimination (Sheehan et al., 2017).
So far, it is apparent that being diagnosed with any disorder often result in stigma, although
there are differences in the level of stigma attached to different disorder and diagnoses.
According to Sheehan et al. (2017), higher levels of stigma were reported among people with
certain diagnoses’ (bipolar, anxiety and mood disorders), when compared to others
(depression, schizophrenia and ADHD). This might be because the public perceives such
individuals as very dangerous, unpredictable, and unstable (Parcesepe and Cabassa, 2013). As
such people diagnosed with these disorders often tend to cover their symptoms up and hide
their emotions, to avoid discrimination (Gaddis, Ramirez and Hernandez, 2018). Nevertheless,
all the stimulating factors of public stigma mentioned above can be used as a positive
mechanism to eradicate stigma and encourage engagement with treatments and intervention
services (Parcesepe and Cabassa, 2013). It is also important to state here that, all the factors
highlighted above are further influenced by cultural and several individual socio-demographic
factors (Zeleke, Hughes and Chitiyo, 2017). Thus, the impact of these factors on stigma varies
depending on several other individual and social factors, which are later discussed in detail.
Protective factors that may help reduce the effect of public stigma are essential but have
received less attention. Over the years, several national and large-scale anti-stigma strategies
and interventions have been implemented and evaluated (Livingston et al., 2014; Livingston
et al., 2012). These include information-based approach, skills-building, contact strategy,
policy change, advocacy and counselling/support (Stangl et al., 2013). However, presently
there is a dearth of data on the effectiveness of these strategies and interventions (Livingston
et al., 2014; Livingston et al., 2012). Veale et al. (2017), examined the impact of family and
social support on mentally ill individuals who also reported experiencing public stigma.
According to Veale et al. (2017), irrespective of the type of stigma and condition, family and
social support like; family connectedness, school connectedness, friends/pair group support
are effective mechanisms found to reduce the effect of public stigma on people affected
(Veale et al., 2017). They further reported that, although any means of support was found
effective, nevertheless, family connectedness was found to be the strongest protective factor
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against public stigma (Veale et al., 2017). According to Oti-Boadi et al. (2019), autistic
individuals with high family support tend to have a better health outcome, even when they
experience public stigma. Supportive school clubs, pair groups and social clubs can also help
foster a sense of community acceptance, as it allows access to social and emotional support
with others that share the same identity or experience (Veale et al., 2017; Livingston et al.,
2012). Social clubs play a crucial role in building confidence, supporting, and integrating
affected individuals into the society (Huggett et al., 2018). As such primary prevention
strategies against stigma should implement policies that enhance and support social
connectedness. Still, Topp et al. (2019); Grossman and Stangl (2013), highlighted the
effectiveness of combining two or more intervention strategies (for instance, family
connectedness and social connectedness). According to Stangl et al. (2013), all studies
included in their systematic review used a combination of two or more strategies and 79% of
these studies reported a statistically significant reduction in stigma.
Corbiere et al. (2012) however, questions the long-term utility and success of these
interventions, because community-level attitudes and social norms that shape attitudes and
behaviours were not addressed. According to Corbiere et al. (2012); Veale et al. (2017), in
addition to any interventions and strategies; interventions focused on public education
campaigns that are targeted at providing evidence-based information and pertinent
knowledge on the underlying causes of different mental health and developmental conditions
to the public should be developed. This would enhance the effectiveness of these
interventions, making them more efficient at a national-level scale and globally (Livingston et
al., 2014; Livingston et al., 2012). A typical example is the ‘Time to Change’ (TTC) multifaceted
national campaign in England. The campaign combines public education and awareness
through mass-media advertising, with a local initiative that facilitates social contact between
mental health service users and members of the public (Rusch et al., 2010). The campaign
program was later evaluated by public surveys aimed at assessing knowledge, attitudes and
experience of discrimination reported by mental health service users. According to
Henderson et al.’s cross-sectional survey, evaluating the TTC campaign, involving current
outpatient service users, aged 18-65 registered with the NHS community mental health teams
(study participants 537 in 2008 and 1047 in 2009) (Henderson et al., 2012). Findings from the
study suggested that in 2009 a significantly less discrimination experience was reported by
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participants from different sources (including family members 53% in 2008 and 46% in 2009;
friends 53% in 2008 and 39% in 2009) (Henderson et al., 2012). A similar initiative is the public
media campaign assessment in Scotland, a report on public attitudes on mental health (based
on data collected in the Scottish Social Attitudes Survey). Although the assessment included
data collected over time, using different methods, the general conclusion highlighted that
engaging a combination of strategies which included public educational programs was
associated with a 17% decrease in misinformation and inaccurate stereotyping of individuals
who suffer from these conditions (Dunion and Gordon, 2005).
In summary, recent anti-stigma initiatives have embraced the use of a combination of
strategies in tackling stigma and discrimination, and these initiatives have been reported
effective. Nevertheless, caution should be exercised, so as not to overgeneralise the
effectiveness of these strategies. Majorly because, the effectiveness of these strategies in
low- and middle-income countries are relatively absent (Thornicroft et al., 2016). Also, there
is need for longer-term follow-up to ascertain the effectiveness of these strategies and if there
would be need for follow-up interventions (Thornicroft et al., 2016). Thornicroft et al. (2016),
(A systematic review aimed at synthesizing evidence for the effective interventions to reduce
mental illness stigma and discrimination) reported that the long-term effectiveness of antistigma interventions had a small-medium sized effect on attitude and knowledge. The small
effect size on long-term follow was previously highlighted by Link and Phelan (2001), as they
stated that blocking or diminishing one mechanism of discrimination through successful antistigma initiatives, tends to open other ways to discriminate if the root cause of stigma is not
addressed. Thus, it might be worth addressing stigmatising attitudes of influential
stakeholders (for instance; healthcare professionals, policymakers, religious leaders) to
fundamentally address stigma (Rusch et al., 2010).
Consequently, in relation to public knowledge and awareness, healthcare institutions and
personnel are a very useful tool in disseminating accurate and evidence-based information,
as such providing specifically designed training programs aimed at improving understanding
of various psychiatric disorders and tackling the issue of clinical fallacy is essential (Dinos,
2014). Integration of government policies that do not restrict affected individuals based on
their mental health history can also be used as an effective tool to help protect against public
stigma (Griffiths et al., 2014; Huggett et al., 2018). Also, policies that restrict mentally ill
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individuals from voting or holding public office positions should be reviewed (Veale et al.,
2017; Pescosolido et al., 1999). The media is also a good means to spread accurate
information about various disorders (Livingston et al., 2014; Livingston et al., 2012). The film
industry, although influenced by culture, yet serves as a medium to influence worldview
(Osakue, 2011). Therefore, this is a practical medium that can be used to change beliefs and
present people with various disorders in a more acceptable way.

2.3 Conceptualisation of autism stigma
Reports from autism research highlight that stigma is a significant factor that plays a major
role in service utilisation and the general wellbeing of autistic individuals. However, autism
stigma has not been conceptualised (Hurley-Hanson, Giannantonio and Griffiths, 2019).
Although, literature on child mental health have explored the implications and strains of
caring for children with developmental conditions but are yet to adequately consider the
implications of public stigma (Ali et al., 2015). Only a few studies have extensively explored
the role of stigma in developmental conditions; as such, this field lacks empirically tested
conceptualisations and theoretical frameworks with regards to stigma. Even though extensive
literature has been provided on stigma construct and conceptualisation of mental illness, it is
believed that some of these variables might not apply to developmental conditions (HurleyHanson, Giannantonio and Griffiths, 2019). It is therefore important to clarify autism stigma
as a concept to enable better exploration of its theoretical and practical aspects. This would
also help in developing a better construct for measuring autism stigma.
As aforementioned, autism stigma is not a new concept, although no previous study has
precisely explored its concepts or described the attributes of autism stigma. Gray (1993) and
Grinker (2020) research gives an insight into the concept of autism stigma, as they establish
two key factors (discrimination and negative stereotypes) associated with autism stigma.
Mukolo, Heflinger and Wallston (2010), also highlighted that devaluation, discrimination and
negative stereotypes are key concepts associated with the stigma of childhood mental
disorders. Following Walker and Avant (2005) and Park and Park (2014), their studies utilised
concept analysis to examine the function of different concepts and analyse ambiguous
concepts in relation to stigma. According to Park and Park (2014) to enable a comprehensive
understanding of the concept of stigma, it was first necessary to compute lay views and public
account of mental health and childhood disorders. The result from previous studies highlights
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that stigma has four key attributes (devaluing, labelling, negative stereotypes, and
discrimination) and can be conceptualised under these attributes (Walker and Avant, 2005).
Although, these reports focused more on mental illness stigma and not autism stigma. Thus,
adopting such findings should be done with caution as there are controversial views around
transferring findings and conceptual frameworks developed in adult mental health stigma to
childhood mental health or developmental stigma (Mukolo, Heflinger and Wallston, 2010).
Although these findings might not be generalisable, they can be informative in developing the
concept of autism stigma.
Findings from previous autism stigma studies, often associate autism stigma with three major
attributes: discrimination, label, and blame (Hurley-Hanson, Giannantonio and Griffiths,
2019; Guler et al., 2017). To further explore these attributes, a quick literature search was
conducted to identify characteristics associated with discrimination, label and blame. Walker
and Avant (2005) recommended using all possible search strategies to identify attributes
associated with the concept. Relevant literature was reviewed, and repeated attributes were
noted to enable a detailed conceptualisation of autism stigma. Finally, nine defining attributes
were identified for autism stigma; attitude, shame, blame, misconceptions, perceptions,
isolation, discrimination, labelling and prejudice (Hurley-Hanson, Giannantonio and Griffiths,
2019; Guler et al., 2017; Gray, 1993; Grinker, 2020; Gillespie-Lynch et al., 2019; Obeid et al.,
2015; Zeleke, Hughes and Chitiyo, 2017; Someki et al., 2018; Vedel, 2016). Park and Park
(2014) also highlighted these elements as defining attributes of stigma. These attributes were
used as a guideline when assessing autism stigma in this study.

2.4 Influencing factors of autism stigma
According to Hurley-Hanson, Giannantonio and Griffiths (2019), a range of individual and
social factors stimulate autism stigma; age, gender, knowledge, awareness, religion,
education, and culture are key factors reported to influence public stigma and attitudes.
Although, findings with regards to the significance and the predictive power of these variables
remain inconsistent (Chansa-Kabali, Nyoni and Mwanza, 2019). However, previous data
suggest that higher levels of autism stigma were observed among younger males (Evans,
2013). Likewise, a higher level of educational attainment has also been associated with lower
stigma rate (Scior, 2011). Furthermore, previous reports indicated a strong correlation
between autism stigma, knowledge, and awareness. According to Zeleke, Hughes and Chitiyo
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(2017), the higher the knowledge and awareness level, the lower the stigma rate. However,
several studies have evaluated the relationship between different socio-demographic factors
and stigma and have concluded that the significance and direction of influence are majorly
dependent on the context (Singh, Mattoo and Grover, 2016). Based on the significant
influence of culture, Zeleke, Hughes and Chitiyo (2017), identified culture as a key factor that
dictates public stigma. According to Angermeyer and Matschinger (2003), culture influences
the meaning ascribed to the label of a condition; it describes experience through myths and
dictates the causal attributes ascribed to the condition (Angermeyer and Matschinger, 2003).
Thus, there is the need to evaluate and examine these factors within the Nigerian context
properly, but first, a comprehensive exploration of the concept ‘culture’ and the role of
culture on stigma is required.

2.5 Summary
The theoretical foundation of the concept of stigma can be traced back to Erving Goffman
(1968). Although, there are several definitions and concepts attached to stigma, many of
these concept’s link back to Erving Goffman’s seminal work. The level and intensity of stigma
is dependent on the diagnoses, individual and social factors. This Indicates that people
experience stigma through various means and in different degrees. According to Ali et al.
(2015), public stigma and self-stigma are the key elements of stigma. However, public stigma
can also spill over into courtesy and structural stigma, which makes it more difficult to access
services and receive support from family, friends, and colleagues (Sheehan et al., 2017). Public
stigma is at the centre of all types of stigma (self-stigma, courtesy, and structural stigma) and
effective strategies to tackle public stigma might help reduce the effect of the other types of
stigma (Ali et al., 2015).
Autism is perhaps one of the most stigmatised childhood conditions, which might be probably
due to its lack of identifiable facial characteristics (Taliaferro and Harris, 2014). Autistic
individuals experience stigma both from the public and family members, which takes a toll on
their general health. Several factors were identified to influence autism stigma, all of which
vary depending on the cultural context. Culture is said to influence the means and degree of
stigma experienced by autistic people. Therefore, exploring the influence of culture on autism
stigma within the Nigerian culture is necessary.
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CHAPTER THREE
LITERATURE REVIEW: CULTURE
3.0 Introduction
Chapter three represents a segment of the study’s literature review. To have a full grasp of
the study’s aims and objectives, exploring the concept of culture was important. Over the
years, many authors have proposed several definitions and theories to help understand
culture. Yet, attributing a generally accepted definition to culture is quite difficult, as there
are over 150 definitions ascribed to the concept. However, this chapter discusses the
definitions and adopts a working definition for this study. This review chapter explores the
concept of culture, cultural value dimensions and models using different cultures as a case
study. Also, the role of culture in autism stigma and different cultural values that impact on
stigma is reviewed. Overall, this literature review section aims to give an overview of the
concept of culture and its role in autism stigma, which is a fundamental element of the study.

3.1 The concept of culture
Human beings have grouped themselves since the dawn of Homo sapiens, forming common
habits and behaviours (Little and McGivern, 2013). Cohabitation has empowered people to
build specific methods and preferred techniques of shopping, eating, childrearing, marriage
rites and even the expression of feelings (Spencer-Oatey, 2012). Thus, indicating that almost
all human behaviour is cultural and learned over time (Barkan, 2011). In some cultures, for
instance, marriage is viewed as a mutual or shared feeling of love and choice between two
people (Little and McGivern, 2013). While in some other cultures, marriages are arranged by
extended families and negotiations are made for the new couple by the entire family
(Stockard, 2002). To some, this sort of arranged relationship might seem strange or wrong.
However, this shows that people’s perception of marriage depends on culture and rituals
taught over time (Stockard, 2002). Culture is said to give a society unanimity, making living
together amongst people possible (Spencer-Oatey, 2012). Historically, culture in Latin means
to build or cultivate (Spiegel, 2005). The first appearance of the word ‘culture’ in an English
thesaurus or dictionary was in the 1920s, after which there was an outpouring of literature
from authors, intending to define culture (Childe, 1929).
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Culture, although an English word, is perhaps one of the most complicated words and has
attracted much research attention (Spiegel, 2005). This might be because human nature is
dependent on culture, and according to Kotkin (1992), there would be no man without
culture. Culture is said to be a grand explanatory concept that encompasses; nature, society,
mind, and humankind (Geertz, 1973). Culture was first conceptualised in the early 19th
century, as a sphere of high or uplifting artistic or intellectual activities (White, 1959). The
problem with this cultural concept was that it focuses only on a certain array of meanings and
discipline (Jaeger and Selznick, 1964). Hence, this indicates that the concept was not
widespread, with minimal relevance in political and economic spheres (Marsella and Yamada,
2007). Kroeber and Kluckhohn discovered in 1952 that there were 164 different definitions
attributed to culture. Consequently, they concluded that the concept of culture has become
intricate and vague. Although, the diverse definitions attributed to culture is partly because
the concept is used in different intellectual disciplines, in the historical understanding of
different languages and in several other distinct ways to explain the origin of mankind
(Williams, 1983). However, majority of the great cultural anthropologists accepted Tylor
(1871) concept of culture, in the early 20th century (Munch and Smelser, 1992). Tylor defined
culture as a multifaceted entity that includes beliefs, knowledge, custom, art, and any other
attitudes, habits, and behaviours acquired or learned by a person as a member of the society
(Keesing, 1974). Tylor concluded that culture is all things and events peculiar to a particular
human species (Lowie, 1917).
Tylor’s concept was later contested, as in 1936 many shifted towards citing Linton’s proposed
definition of culture ‘the total social heredity of mankind’ (Munch and Smelser, 1992). Linton
pointed out in his work that no individual can totally comprehend the whole content of his
culture (Linton, 1936). He stated that every individual learns and exercise certain aspects of
the whole culture and leaves the other aspects, as it might not require the individual’s
participation (Linton, 1936). For instance, a man might be aware of the rites and taboos
incumbent on pregnant women but would never need to practice them (White, 1959). The
selective participation of an individual in a cultural norm instigated Linton in his study to
conclude that in a society or culture there are distinct differences, and there are also shared
cultural elements (Linton, 1936). Linton believed that cultural universals are common traits
or beliefs shared and expected among all members of the society (Little and McGivern, 2013).
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Despite these numerous similarities in human culture, Linton believed that cultural
differences were more prevalent, and can be explained through specialities, alternatives and
peculiarities (Linton, 1936). Established earlier is the fact that finding food is a universal
phenomenon, yet, a typical example of cultural differences, is the diversity in the types of
food taken and eating habits (Little and McGivern, 2013). Specialities, according to Linton, are
traits shared by certain groups or members of the society but not shared by the larger social
whole (Linton, 1936). Belonging to this group are gender-related activities, technical
knowledge and manual skills (Little and McGivern, 2013). Even though all members of the
society do not share these traits, yet the benefits from these traits are shared by all. The
second form of cultural differences called alternatives, are forms of traits and ideas valid to
the society but are expressed by a certain class of people or occupation in the society (Linton,
1936). Alternatives represent different techniques or procedures for achieving the same
result. Alternatives are more visible in larger cultures compared to small societies, and such
traits range from the use of different means of transportation, choice of words, learning and
teaching techniques (Murdock, 1949). Beyond these two categories that explain cultural
differences, is the individual peculiarities. Every individual in a society has certain habits or
traits peculiar to them, and this could include individual tricks to manual skills, personal fear
due to previous experiences (Linton, 1936). Although, individual peculiarities as an element
of cultural differences have been challenged since the traits expressed in this category are
peculiar and not shared by all (Little and McGivern, 2013). However, Linton argued that
individual peculiarities are important in cultural dynamics, as they are the genesis of every
trait and behaviour that later becomes incorporated in a culture (Linton, 1936). He later then
concluded in his work that all four elements have interrelated qualities and are vital in
understanding the term culture. Williams concurred with Linton conclusion as he stated that
according to the nature of each society, these elements reflect in each other in various ways
(Williams, 1983).
Anthropologists over the years disagreed on the meaning of the term culture. While some
viewed culture as a learned behaviour, others believed it as an abstraction from behaviour
(Itulua-Abumere, 2013). The complex and multi-dimensional nature of culture led to
numerous crises and criticism among anthropologists (Papadopoulos, 2009). Nonetheless,
one peculiar understanding is that culture is the basis of science and knowledge itself
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(Spencer-Oatey, 2012). In recent years, Kroeber and Kluckhohn (1952) comprehensive review
‘Culture a critical review of concepts and history’ became one of the highly referenced works
among anthropologists (Itulua-Abumere, 2013). Kroeber and Kluckhohn in 1952 saw the need
to fully document the variety and range of ideas with regards to culture. However, caution
must be applied in empathising on any of these definitions, as they were sourced from
different points of view and materials. Kroeber and Kluckhohn assembled these definitions
into six groups and proposed that culture can be broadly defined as descriptive, historical,
normative, psychological, structural and genetic.
The descriptive group refers to culture as a comprehensive totality; as the conceptualisation
enumerates other content of culture ‘knowledge, belief, art, morals and custom’. The
collection of definitions from different anthropologists or sociologists in this group was all
influenced by Tylor (1871) definition of culture. The drawback of the definitions in this group
is that culture was viewed as an abstraction, with a never exhaustive list of cultural properties
and content. Therefore, features not explicitly mentioned in the definition by enumeration
tend to get left out of consideration (Kroeber and Kluckhohn, 1952).
The historical group highlights the fact that man has a biological, social heritage and
inheritance transmitted from one generation to the other. Park and Burgess’s definition is
one of the first definitions in this group. They stated that ‘the culture of a group of people is
the sum total and organisation of the social heritages which have acquired a social meaning
over time because of racial temperature and of the historical life of the group’ (Park and
Burgess, 1921, p.72). Winston (1933) added to its definition by describing culture as the
patterned ways of behaviour, while Angyal (1941) defined culture as an organised body of
behaviour patterns. Clearly, this group of definitions project culture as a continual lifestyle.
However, the principal weakness of this group of definitions is that it implies that mankind is
the passive porter of a cultural tradition, which was later challenged by Simmons in 1942 as
he reminded us that mankind are not just carriers but are also the creatures of culture.
The normative definition takes two distinct forms, with the first emphasising on culture as a
system of laws, rules or ways that shape and influence social behaviour. Wissler’s (1929)
definition subscribes to this view, as he defines culture as the way of life followed by a group
of people. The other form describes culture as a system of laws, ideas, rules, behaviour, values
and habits which the members of the social group learn, share and transfer from generation
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to generation. Thomas (1937, p.8) subscribed to this view of definition as he defines ‘culture
as the material and social values of any group of people (their institution, attitudes, customs,
behaviour and reaction)’. Although, this group of definition is one which many
anthropologists openly subscribe to at that time until Kroeber’s definition of culture in 1944
described this group of definition as conceptually intrinsic and idealistic.
Psychological definition views culture as a coping mechanism. William Sumner and Wissler
influence most of the definitions in this group. Ford’s definition subscribes to this group as he
defines culture as a form of rules and laws governing behaviour and providing solutions to
problems in the society (Ford, 1939). However, more attention is paid to LaPiere definition,
as he combined the content of Tylor’s definition with the psychological emphasis. LaPiere
(1946) defines culture as the embodiment of customs, traditions, institutions, and the sum
total of what has been learned over time about living together under the different conditions
in which it finds itself. The drawback, with his definition, is that it stresses on the element of
inter-human learning to the detriment of other features and aspects of culture (Kroeber and
Kluckhohn, 1952). Likewise, one general weakness of the definitions in this group is that it is
more focused on defining the ‘why’ behind culture and its existence, that the anthropologists
forgot to tell what culture is. According to Kroeber (1945), the definitions in this group are
more explanatory rather than descriptive.
The structural definition emphasizes the patterning or organisation of culture. This group
defines culture as a design or system of designs for living (Kroeber and Kluckhohn, 1952).
Redfield’s definition falls under this group, as he views culture as an ‘organisation of
traditional understanding evident in act and artefact, that persist throughout tradition and
characterizes a human group’ (Ogburn and Nimkoff, 1940, p25). Kroeber (1945) concluded
that the definitions in this group are less precise, advanced and sophisticated, as they include
various emphasis noted from previous groups.
Lastly, the genetic definition views culture as a product of artefacts, symbols and ideas. The
foundation of the definitions in this group is on the idea that everything immaterial and
material developed in the course of surviving and living falls under the concept of culture
(Kroeber and Kluckhohn, 1952). This group lays emphasis on the origin and genesis of culture,
as most of the definitions focus on ‘how culture came to be, factors that made culture possible
and caused the existence of culture. The group defines culture as the product of human
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interaction and the continual existence of culture, which is a result of the transmission of
artefacts, symbols and ideas from generation to generation.
A look at the range of definitions listed by Kroeber and Kluckhohn (1952), it was observed
that most of these definitions are concerned with distinguishing between culture and human
behaviour. Nevertheless, Kroeber and Kluckhohn (1952); Beals and Hoijer (1953), take the
stand that culture is an abstraction or a concept from the actual human behaviour, and not
the behaviour itself. However, White (1959), concluded that Kroeber and Kluckhohn appear
to have taken the term abstraction for granted as the term is as complex and multidimensional as culture itself. White (1959) further analysed Kroeber and Kluckhohn definition
by concluding that when culture is defined as an abstraction, this indicates that culture is
invisible and virtually does not exist (following Linton (1936) definition of abstraction as
intangible and imperceptible). Evaluating the different concepts ascribed to culture over the
years, Creanza, Kolodny and Feldman (2017), concluded that culture could be conceptualised
as socially learnt information that increases the adaptability of its people, thereby enabling
them to occupy the environment successfully.
The definitions above suggest that there are two basic components of culture: Material
(includes all the physical objects or artefacts possessed by the society, like tools, clothing) and
nonmaterial (consists of the beliefs, values, symbols and language) (Little and McGivern,
2013). According to Kroeber (1945), every culture is filled with material and non-material
elements, which accounts for the differences in culture. As a result, Kroeber and Kluckhohn
(1952), concluded that to truly understand the concept of culture and its variation,
exploration of the interaction between these elements is essential. The material and nonmaterial component of culture are linked yet can vary between regions (Little and McGivern,
2013). For instance, jewellery and clothing are material culture, but the choice of dressing and
its appropriateness for an event illustrates non-material culture (Murdock, 1949). The
differences in culture become more evident as we move between regions and interact with
people from other cultures (Little and McGivern, 2013). For instance, handshaking, which is a
nonverbal symbol generally used in so many societies, can convey certain ideas and emotions
in some cultures and something different in others (Axtell, 1998).
Culture is considered to significantly influence the functioning of societies, groups, and
individuals of different groups (Itulua-Abumere, 2013). Hence, indicating that culture is an
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integral part of human society, as culture and society are mutually dependent (Namenwirth
and Weber, 2016). Benedict (1934) recommended embracing cultural relativism, as each
culture has an internally consistent pattern or traits. This process helps to assess and examine
a culture by its standards and not from the perceptive of one’s own culture (Benedict, 1934).
Fox (1991), referred to this suggestion later by asserting that the connotation problems of
culture would be submerged if researchers present more specific life stories from each society
and refuse to generalise. Hofstede (2001), concluded that the way people act, feel, think, and
respond to certain issues of life is internally structured. Thus, this study adopts the notion
that culture is unique in nature, and cultural experiences vary over time. It could also be
gathered that the connotations ascribed to culture are influenced majorly by the context and
the disciplinary perspective of the researchers (either anthropology, sociology, or
psychology).

3.2 Theoretical approaches to culture
Based on different assumptions and emphases, cultural anthropologists have proposed
several theoretical underpinnings to culture. White (1959) and Keesing (1974)’s works
provide a useful tool to enable understanding of the different underpinnings to culture. First
is the distinction between the two major theorists; theorists with the view that culture and
social realms mesh into a socio-cultural system, perceive culture as an adaptive system
(Allaire and Firsitou, 1984). On the other side are the theorists who view culture and social
realms as conceptually separate but interrelated, with the perception that culture dwells
either in the minds of the bearers or the product of minds (shared traits and symbols) (Allaire
and Firsitou, 1984). The distinctive views between these two major theorists steered the
conceptualisation of culture as a system or structure of ideas manifested in human behaviour
and also seen as a product of human behaviour; or as ‘inferred ideational codes lying behind
the realm of observable events’ Keesing (1974, p77).
The socio-cultural conceptualisation of culture was the first notable theoretical underpinning
prevailing among anthropologists, with the concept emerging under four distinct schools of
thought based on the notion and ideas of these anthropologists (Allaire and Firsitou, 1984).
Two schools of thought (functional and the functional structuralist) were grouped under the
term synchronic, which is concerned with the study of culture at a specific point (Keesing,
1974). On the other hand, is the diachronic school of thought encompassing the historical34

diffusionist and ecological-adaptationist. The diachronic school of thought focus on the timedimension and the chain of process involved in the initiation and development of different
cultures (White, 1959).
Culture is viewed among the functionalists as a device through which a group of people cope
and face different problems with regard to needs satisfaction (Malinowski, 1944). The
manifestation of culture is explained by the functional necessity to satisfy the basic needs of
humans. An example is the satisfaction of human need for feeding and companionship.
Malinowski (1944) viewed culture as an instrument that allows people to satisfy their needs
and secure their bio-psychic survival. He concluded that there is variation in cultures, with
changeable traits and as such culture cannot be learned or explained using the same tool.
Radcliffe-Brown (1952), a major supporter of the functional-structuralist school of thought,
viewed culture as a coping mechanism that facilitates and enables human beings to
successfully live a social life in a structured community within a given environment. RadcliffeBrown used social structures to denote the networks of relations between human beings.
Social structures and adaptation mechanisms enable the maintenance of orderly social life
and equilibrium in a community.
On the other side of the socio-cultural conceptualisation of culture, is the ecologicaladaptationist, which views culture as a means or system of transmitting social, behavioural
patterns while allowing the relationship between human communities and their ecological
environment (Keesing, 1974). According to White (1959), the ecological environment plays a
key and active role in the development of culture, while culture influences the attributes and
characteristics of the environment itself. This relationship, as seen in settlement patterns,
technology, political organisation, religious practices, are all influenced both by culture and
the ecological environment of man. Keesing (1974), clearly illustrated this, as he stated that
similar technology, when applied in a similar environment, produces a similar distribution of
labour and systems of beliefs and practice. Supporters of this view believe that socio-cultural
systems and their environment engage in a dialectic relationship, which is ruled by reciprocity
and causality. Although the conceptualisation of culture and environment are individually
grounded, still both concepts can be defined in terms of each other. The historical-diffusionist
school of thought, which is the other view on the diachronic concept, regards culture as a
system composed of temporal, autonomous configurations and interactive formations
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produced as a result of historical processes. The key element and focus of this view is on the
migration of traits in a culture; it is concerned with the diffusion processes of culture which
involves the changes in the cultural system as a result of assimilation and acculturation.
According to Keesing (1974), several factors can upset the balance between socio-cultural
systems and the environment, which can cause a systemic change and changes in the cultural
system. Supporters of this school of thought including Boas, Kluckhohn and Kroeber
conceptualise culture in terms of material and non-material heredity elements, inherited and
transmitted from generation to generation. Kroeber and Kluckhohn (1952), stated that strong
stability should not be attached to material and non-material elements of culture, as some of
these elements are susceptible to change over time due to evolution.
The ideational conceptualisation of culture subsumes four different schools of thought yet
shares the theory that culture is seen manifesting in cognitive structures (the mind of the
culture-bearer), processes or products (shared meaning and symbols). The cognitive school
of thought also called the ethnographic, views culture in terms of knowledge. Goodenough
(1981) stated that culture consists of learned standards and beliefs that need to be known to
enable its members to operate in an acceptable manner by the society. Culture is perceived
not just as a material phenomenon, but as a cognitive organisation of material phenomenon
(Tyler 1969). It is believed that the cultural system dictates the standard for perceiving,
evaluating, believing, and acting. Thus, culture is a cognitive process that helps humans to
comprehend their environment and define the ways to coexist in such an environment
peacefully and successfully.
The structuralist school of thought also subscribes to the notion that culture is in the mind of
the bearers. Supporters of this school of thought consider culture as a component of symbolic
systems and a reflection of the unconscious process of the human mind or brain. Thus, culture
is a variety of elaborations, manifestations, and artefacts, resulting from the human mind.
Nevertheless, Levi-Strauss (1958), a leading supporter of this school of thought, concludes
that since culture is a product of the human mind, there must be common features in human
culture (as the mind is thought to employ the same model and process for thinking). LeviStrauss (1973) further highlighted that the universal component of culture only manifests at
the unconscious level in the human mind and never at the level of conscious human acts.
Therefore, this shows that culture is not just an unconscious process of the human mind, as
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there are underlying transformations and permutations in cultural manifestations as a result
of assimilation and acculturation.
The mutual equivalence school of thought believes that culture is the organisation of diverse
cognitive systems (Allaire and Firsitou, 1984). Culture is viewed to be made up of policies and
contracts created by humans to facilitate a common equivalence structure. Culture,
therefore, becomes an established set of regulated cognitive processes that create a common
framework for communal behaviour and interaction among people in a community or society
(Allaire and Firsitou, 1984). The symbolic school of thought, also known as semiotic,
subscribes to the notion that culture has shared meaning and symbols (Keesing, 1974); it
connotes that culture is largely showcased in the meaning and products shared by a social
group (Allaire and Firsitou, 1984). According to Minkov (2013), culture is deeply rooted in the
materials, artefacts, and symbols of a social group, which are used to interpret social
interaction within such a system. Culture is defined by Geertz as a system of historically
transmitted components, models, and expressed symbols, as a means of communication and
over time develops their attitude and knowledge (Geertz, 1973). Thus, raw materials that
formulate communications and attitudes within a community are derived from specific
symbols and products.
Culture can be viewed from different theoretical and philosophical stance (Lowie, 1917).
Thus, there is still no universal viewpoint on culture. However, taking into consideration the
nature of culture, culture can be said to be multifaceted and changeable with time (Hanel et
al., 2018). The changeability of culture is a result of its diversity, environment and diverse
social systems incorporated in the concept (Kelland, 2017). Based on previous literature,
culture is anything that creates or re-create continuity; it is a dynamic and flexible system
(Erwan, 2012). Culture is, in fact, the fundamental framework of human identity (Wang,
2014). Culture should not be limited to any conceptualisation, as it is perceived to lie between
the cognitive process, materialistic and ideational. Rather than trying to arrive at one
acceptable and universal concept, cultural anthropologists and academic researchers should
be open to diverse conceptualisation of culture, provided such concepts are clearly explained
and grounded empirically. According to Minkov (2013), all approaches, and concepts can
produce useful results in cross-cultural analysis.
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3.3 Cultural models, dimensions, and its influence on stigma
Culture in itself is a collective phenomenon, connected to different levels and aggregates. The
concept of culture changes in response to the cultural level being studied (societal,
occupational, organisational and others), which in turn influences the cultural dimension
(Herrmann and Raybeck, 1981). For instance, the societal level of culture often dwells in
unconscious values, while the organisational level focuses on conscious and visible practices.
As such, the cultural aggregate through which culture is being viewed relatively determines
the conceptualisation and dimension (Heine and Buchtel, 2009). Consequently, to assess the
variations in cultural manifestation across different contexts, cross-cultural experts face great
challenges in analysing different cultural profiles and deciding which organisation and
dimensions they fit in (Keesing, 1974). The major aim of cross-cultural psychology is to analyse
the similarities and differences between different cultural backgrounds (Minkov, 2013).
Several cultural models have been proposed by different cross-cultural psychologists, with
each of these experts developing ways to identify and measure cultural dimensions. Yet, none
has succeeded in capturing the whole field (Heine and Buchtel, 2009). Nevertheless, Smith
and Bond (1993) based on the overlap between most of the models and dimensions,
suggested that even though they were derived using different strategies and methods, it is
certain that psychologists are at the brink of developing a generally applicable and acceptable
concept of values. Some of the work conducted by cross-cultural psychologists are highlighted
below (see table 3.1).
Table 3.1: Cultural psychologist, models, and dimensions
Cultural psychologist
Tonnies (1888) model
Lewis model (1990)

Kluckhohn and Murray (1953)

Kluckhohn and Strodtbeck (1961)

Models and dimensions
Centred on Gemeinschaft vs Gesellschaft
cultures.
Derived three cultural dimensions based on
human behaviour; Linear-active, Multiactive and Reactive (Goldberg, 1990).
Identified five cultural dimensions; innate
predisposition, valued personality type,
man’s relation to nature, relationship
pattern, and time dimension.
Built on Kluckhohn and Murray (1953)
dimensions and identified six value
38

Hofstede (1980)

Hall (1976)

House (1991)

Schwartz (2012)

Trompenaars and Hampden-Turner (1993)

orientation: Relation to nature, Human
nature, Time view, Activity, Relational and
Spatial.
Highlighted five-dimensional model;
Collectivism vs Individualism, Uncertainty
avoidance, Power distance, Femininity vs
Masculinity, and Long-term vs Short-term
orientation.
Identified cultural groups as High or Low
context, Mono-chromic or Poly-chromic,
and Past or Future-oriented.
Conceived the GLOBE research program
and built on the findings from Hofstede
(1980) and others. The research identified
nine dimensions clusters; Collectivism I
(Institutional), Collectivism II (In-Groups),
Power distance, Humane orientation,
Assertiveness, Performance orientation,
Uncertainty avoidance, Gender
egalitarianism, and Future orientation
(House et al., 2001).
Proposed ten-dimensional values;
Benevolence, Universalism, Achievement,
Hedonism, Stimulation, Conformity, Power,
Tradition, Self-direction and Security
Highlighted seven dimensions;
Individualism vs Communitarianism,
Achievement vs Ascription, Universalism vs
Particularism, Specific vs Diffuse, Internal
direction vs External direction, Neutral vs
Affective, and Sequential time vs
Synchronous time.

The study of cultural dimensions and values are quite crucial to understanding human
behaviour and attitude, as values are central to human thought and emotion. Kluckhohn and
Strodtbeck (1961), initiated the value-dimensional model, which has generated much further
research and new theories. Although, Kluckhohn and Strodtbeck (1961)’s model has been
critiqued to deal majorly with values that are rather general than specific, thus might be more
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effective in examining the general trend in behaviour rather than specific behaviour.
Nevertheless, through Kluckhohn and Strodtbeck (1961)’s work, the understanding of crosscultural psychology has continued to accelerate.
Most of the work on cross-cultural psychology fails to recognise and highlight the difference
between the cultural levels, as correlation at the national level could be different from the
individual level. Thus, it makes it quite difficult to interpret the data and establish the
application. Inkele and Levinson (1969), avoided such weakness in their work, as the authors
limited their research to the national level of culture. Inkele and Levinson (1969) highlighted
three standard dimensions (Primary dilemmas and conflicts, Relation to authority, and
Conception of self), which were empirically supported and referenced by many other authors.
Another work that clearly reflects the impact of this weakness was Hofstede (1980)’s
research. Hofstede in 1980 accessed a large survey database from over 50 countries on values
and related sentiments of people, with the database containing more than 100,000
questionnaires. From around the world, the survey participants worked in IBM (a large
multinational corporation) and had been surveyed twice over a four-year period. After several
correlation analyses of the dataset at individual level, a breakthrough occurred when analyses
were focused on correlations at country level (Hofstede, 1980). According to Hofstede (2011),
one major weakness of such cross-cultural survey is not recognising the difference between
societal and individual level analysis, as this implies that the mean score at each level needs
to be interpreted differently, so as not to cause confusion in application. Although, the
critique of this dataset is that IBM employees (despite being from different societies), would
have common problems and related concerns, which might affect the findings from such
dataset. However, Hofstede (2011), highlighted that even though IBM employees had to cope
with common problems and concerns, still their upbringing in their respective countries
presented its own profile of solutions. The cross-cultural dimensions highlighted by Hofstede
(1980) is one of the most dominant cultural models and dimensions, as it is widely applied
and adopted by several researchers and cross-cultural literature.
Culture according to Hofstede is the programming of the mind collectively in such a way that
it differentiates members of one social group from the other (Hofstede, 2011). He argues that
the programming of the mind lies in the individual environment, which starts within the
family, neighbourhood, and community (Foley and Lahr, 2011). Minkov and Hofstede (2011)
40

further highlighted that the values that distinguish one culture from another culture could be
categorised into groups. Initially, he developed four cultural dimensions but added the fifth
and sixth dimensions later on in 1991 and 2010 (Hofstede, 2011);


Power Distance Index: Infers how a community handles inequalities and distribution
of power among people in the community.



Individualism versus Collectivism: A community that is loosely knitted, where
everyone is expected to cater for their immediate family and themselves is said to be
individualistic in nature. Conversely, collectivism is a community that is tightly knitted,
where individuals are integrated into groups.



Masculinity versus Femininity: A society or community with a preference for heroism,
accomplishment, and rewards for success is masculine in nature, while femininity
represents modesty, teamwork, good quality of life and putting others (especially the
weak) into consideration.



Uncertainty Avoidance Index: Infers the level at which a community feels
uncomfortable about insecurity and ambiguity.



Long-Term Orientation versus Short-Term Normative Orientation: This is the
dimension at which different societies prioritise past events while employing their
experiences in the past to deal with challenges.



Indulgence versus Restraint: Gratification of human needs is relatively free in an
indulgence community, while a restraint community generates strict social norms to
suppress gratification of human needs.

Hofstede carried out a comprehensive study that gives an insight into the deep drivers of
different cultures, while also relating it to other cultures worldwide (Hofstede, 2011).
Nevertheless, there have been several criticisms of Hofstede’s theory of cultural dimensions.
Ailon (2008) argued that the results from Hofstede’s study cannot be generalised; he stated
that a questionnaire could not identify the main dimensions of culture. Hofstede’s work was
also labelled outdated, since the study took place over 20 years ago, as such caution should
be exercised in extrapolating the dimensions, considering the continual change in the cultural
system. Based on this criticism, Markus and Hamedani (2007) went further to replicate
Hofstede’s cultural dimensions and found two additional dimensions (Monumentalism versus
Flexumility, and Indulgence versus Restraint). Hofstede, in 2010 reviewed his work and
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adopted one of Markus and Hamedani dimensions (Indulgence versus Restraint) in his cultural
model. However, despite this growing criticism, over the years, there is a widespread usage
of Hofstede’s cultural dimensions (Namenwirth and Weber, 2016). According to Bond et al.
(2004), scores reported on the five dimensions in Hofstede study, statistically correlate with
reported data collated from these countries. For instance, the power distance score, which is
high for Nigeria correlates with the widespread of corruption and political violence in Nigeria
(Sand, 2015).
Hofstede explained the differences and variations in culture using the different dimensions
highlighted in his study (Hofstede, 2001). Hofstede’s individualism and collectivism
dimensions were critiqued to be focused on national/country level rather than individual level
(Triandis, 1990). Triandis (1995), based on this report, developed the VHIC cultural model to
help understand culture at the individual level. Triandis expanding on Hofstede’s
Individualism versus Collectivism dimension identified four typologies that explain culture at
the individual level: horizontal and vertical individualism, horizontal and vertical collectivism
(Triandis and Gelfand, 1998). The vertical typologies focus on hierocracy-oriented cultures,
conversely, horizontal typologies focus on equality-oriented cultures (Triandis and Gelfand,
1998). Although, Triandis model revealed the differences and similarities between the
individual and cultural level, thereby expanding our knowledge on the individual level of
culture and the general concept of culture. However, Triandis work failed to capture cultural
differences among societies both at the individual and cultural level (Voronov and Singer,
2002). Linton (1936) argues that culture can truly be examined by studying both the cultural
and individual anthropology among societies. Hofstede’s dimension (Individualism versus
Collectivism) is a key model in grouping and differentiating cultures (see table 3.2), thereby
explaining individual cultural subscriptions (Voronov and Singer, 2002).
Table3.1: Individualism and collectivism cultural orientation
INDIVIDUALISTIC CULTURE

COLLECTIVISTIC CULTURE

Right to own opinions

The group shares opinions

Commitments to self and own interest

Commitments towards family and group

Independence

Interdependence and connectedness

High-self awareness

Group awareness

Less accordance with norms

High accordance with norms
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Self-inspired decisions
Behaviour and attitude are based on
individual norms and values
Sources: Markus and Kitayama (2010)

Group-inspired decisions
Behaviour and attitude are based on group
norms and values

According to Markus and Kitayama (2010), individualism and collectivism cultures hold
different self-schemas, which play a significant role in understanding attitudes, behaviours,
and stigma. These two dimensions are the most widely used concepts in cross-cultural
studies.

3.4 The African cultural values and orientation
Africans, in general, lay emphasis on honouring traditions, proper social conduct, and
different other communal values like respect for elders and the importance of extended
family (Edogiawerie, 2014). The term Africa in this review indicates indigenous African people,
and the geographical term is restricted to Sub-Sahara Africa. Usually, in Africa, everyone is
expected to pay great attention to details in every aspect of life, as one man’s action impact
on his entire social group and community (Darley and Blankson, 2008). A sense of personal
independence in the African context is socially destructive and deficient, as everything is done
in groups or by societal consensus and agreement (Lee, MaCauley and Draguns, 1999).
Although, every society have a set of standard behaviours and attitude that are accepted,
with varying norms and values (Zeleke, Hughes and Chitiyo, 2017). Yet, there are some
common practices peculiar to the African culture (Abubakar, Ssewanyana and Newton, 2016).
It is also worthy of note that even though there are stipulated norms and regulations in every
culture, not all individuals in that culture will conform to the exact rules and regulations
(Lustig and Koester, 1999). This review adopts Hofstede (1980) dimension; Kluckhohn and
Strodtbeck (1961)’s model to review the African culture, as these theories present
multicultural underpinnings.
According to the human nature orientation, Kluckhohn and Strodtbeck (1961) reveal that
humans in nature have an innate character that is intrinsically good or evil and could be a mix
of both. Africans have a strong belief that human beings are naturally gifted with both good
and evil nature, as their actions and character are driven towards morally conducting
themselves rather than being moral (Darley and Blankson, 2008; Mbiti, 1990). Mbiti (1990),
concluded that in the African context, people display good character when their actions and
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inactions align with the norms and customs of the society; people are said to display bad
character when their actions and inactions do not conform with the norms. Character is an
important trait in African society, and as such, culture dictates what is good or bad (Ugwu and
Ugwu, 2013). Probably, because doing good is seen as an essential ingredient in pleasing God
(Darley and Blankson, 2008; Munene, Schwartz, and Smith, 2000).
Kluckhohn and Strodtbeck (1961) define the man-nature orientation as the relationship and
perceptions of societies towards nature. High-mastery societies aim to explore and conquer
the world, while high-harmony societies embrace the world and try to preserve its values
(Thomas, 2002; Darley and Blankson, 2008). Africans believe that human beings are mere
beneficiaries and users of the world, and as such, they try to accept and live in accord with
the world (Darley and Blankson, 2008). They aim to obey laws of nature and mystical order,
believing that man will suffer most if the universe is disturbed (Mbiti, 1990). Africans are
nestled in the religious belief that a higher being created the universe, and mysterious powers
reward both good and evil deeds (Darley and Blankson, 2008).
Time orientation in Africa is a bit different from the Western world (Darley and Blankson,
2008). The Western concept that time is indefinite and endless, is practically not the same in
the African context (Thomas, 2002). Africans are more cognisant of the past, as they believe
that time is circular in nature (Boon, 1996). Traditionally, ancestors and past events play a
complementary and ongoing part in all aspects of the culture in Africa (Darley and Blankson,
2008). Mbiti (1990), highlighted that the concept behind the time orientation dictates and
dominates the understanding of culture, nature, and humans in Africa.
The relational orientation which refers to the relationship between people can be discussed
in the African context using the two characterises and personalities (sense of togetherness or
community and respect for elderly people) common to Africans as described by Sofola, (1973)
and Onwubiko, (1991). Elders are viewed as sagacious, a repository of heritage, and
experience in African cultures, and as such, respect for elders is one of the guiding principles
to good characters (Onwubiko, 1991). Africans never see themselves as a separate entity but
as part of a network with specific roles (Darley and Blankson, 2008). They identify themselves
through their social group and reference their ancestors and elders (Lee, MaCauley and
Draguns, 1999). Hence, indicating that the identity of a person is defined and grounded in the

44

identity of the social group. Thus, a sense of community and collective belief is prevalent and
held in high esteem in African cultures (Darley and Blankson, 2008).
Finally, the activity orientation which centres around the modal quality of human activities
can be summarised in the African context using three attributes; high degree of harmony,
proverbial social thought and use of symbols (Otite, 1978; Onwubiko, 1991). Africans have
peculiar identifiable traits which reflect in their lifestyle and social system (Darley and
Blankson, 2008). One of such traits is their high level of togetherness and harmony among
elements in the system, which makes almost every aspect of their lives interrelated (Lee,
MaCauley and Draguns, 1999). Africans integrate their experiences into perceptions and
attitudes, thereby making future decisions from such experiences (Darley and Blankson,
2008). Africans are also proverbial in nature, and because of their mystical thinking, their
social thought revolves around legends, proverbs, and ballads (Lee, MaCauley and Draguns,
1999). In Africa, proverbs express cultural beliefs while also supporting cultural norms and
values (Tiawo, 1967). This indicates that proverbs are used to codify norms, customs and
acceptable behaviour and attitudes in all areas of life. Finally, according to Darley and
Blankson (2008), the African mind is symbolic in nature and therefore expresses their thought
and knowledge through symbols. Degree of harmony, proverbs and symbols are central to
the African culture and define their true existence.
Wilcock (2002) describes people’s activity orientation using three terms: Doing, Being and
Becoming. These terms, to an extent, describe people’s thought, occupational and social
engagement. According to Darley and Blankson (2008), Africans are ‘Being’ in nature, while
Americans adopt more of a ‘Doing’ culture. ‘Doing’ as stated by Wilcock (2002), has influenced
several developments in human history. Likewise, human evolution can be traced back to
progressive and ongoing ‘doing’, which has stimulated several breakthroughs and
innovations. Individuals with a ‘doing’ orientation engage in tasks both obligatory and things
they enjoy doing. They make their own decisions and develop their own identity. On the other
hand, individuals with a ‘being’ orientation describe and sustain their roles in their society
and stay true to such course. They are more focused on fulfilling their assigned role by nature
and reflecting on their true essence in life.
African cultural values will be further reviewed using four cultural dimensions from Hofstede
(1980) model. According to Munene, Schwartz, and Smith (2000); Darley and Blankson,
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(2008), these dimensions are stable across cultures and have proven to give a consistent and
meaninresultsesult. Hofstede (1980) stated that most Sub-Sahara African countries exhibit
power respect or high-power distance index because power and authority are delegated
based on experience and age. In such societies, authority is assigned based on one’s status
within a societal hierarchy and power is imposed by a set constitution (Darley and Blankson,
2008). In Africa, evidence of high-power distance index was shown in Hofstede (1980) analysis
where African countries examined in their scored score between 64 to 77 on the index scale,
compared to the USA with a score of 40. The higher the index score, the higher the power
distance, which indicates power respect based on group hierarchy.
Hofstede (1980) further highlighted that African societies are highly collectivistic, as the
interest of the social group precedes individual interest. Evidence of the collectivistic nature
of Africans was shown in Hofstede (1980) analysis where African countries examined, scored
between 20 to 27, compared to the USA with a score of 91. Collectivist societies come out
low on the index and based on the scale the higher the index score, the more independent
and individually oriented they tend to be (Darley and Blankson, 2008). Hofstede findings have
received corroboration from several African anthropologists and sociologists (Lee, MaCauley
and Draguns, 1999). Munene, Schwartz, and Smith (2000) also concur with the fact that
Africans are collectivist and socio-centric in nature. However, considering the recent shift in
rural-urban interface and the influence of westernisation and globalisation on the African
culture, there might possibly be a shift away or a reduction in the collectivism orientation,
especially in urban areas.
Considering the preference for interpersonal relationships and societal harmony within
African societies, this might just indicate that the African culture displays some degree of
femininity. Grzeda and Assogbavi (1999) supported this claim stating that most African
societies place more value on quality of life and personal time with family and friends than
the need to accumulate wealth. Their aim to achieve a positive interpersonal relationship and
satisfy social needs, which are valued above money, indicates a feminine orientation (Darley
and Blankson, 2008). Hofstede (1980) analysis also suggests a feminine dimension within the
African culture, as countries from the Eastern part of Africa scored 41 on the index, while
countries from the West of Africa scored 46 on the index, compared to the USA with a score
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of 62. The higher the index score the higher the masculinity orientation, while the lower the
score, the more predominately such culture is tilted towards femininity orientation.
The African culture is known to exhibit a relatively high uncertainty avoidance Index, due to
their predilection for consistency, stability, leadership, structured and detailed managerial
system (Darley and Blankson, 2008). Hofstede (1980) uncertainty avoidance Index report
highlighted that countries from the East and Western part of Africa scored 52 and 54
respectively, compared to the USA with a score of 46. Although this indicates a slight
difference between both cultures (see table 3.3), yet it reveals that African societies have a
higher need for stability and consistent routine when compared to the USA. According to
Darley and Blankson (2008), Africans thrive in a more socially balanced environment, with set
laws and doctrines guiding the people.
Table 3.3 Assessment of the African and western cultural dimensions using Kluckhohn and
Strodtbeck (1961) and Hofstede (1980)
CULTURAL ORIENTATIONS AND
DIMENSIONS
Human nature orientation
Man and nature orientation
Time view orientation
Relational orientation
Human activity orientation
Power distance
Collectivism vs Individualism
Femininity vs Masculinity
Uncertainty avoidance

AFRICA
A mix of evil and good
Harmony
Past and present
Collateral
Being
Respect
Collectivism
Femininity
Moderate

USA
Good and changeable
Domination
Future
Individual
Doing
Tolerance
Individualism
Masculinity
Low

Source: Adapted using Kluckhohn and Strodtbeck (1961); Hofstede (1980) and Darley and Blankson
(2008). (Note: the USA was used to illustrate a western culture for appropriate cultural comparison)

Based on Kluckhohn and Strodtbeck (1961) and Hofstede (1980) cultural models, it can be
deduced that the African culture is a high-power society; high degree of harmony; authority
is inherent to hierarchy; religion, traditions and customs are innate and integral to their
culture and way of life; they pay more attention to past events; lays emphasis on the
fulfilment of social obligation; collectivistic and slightly feminine in nature. Although, there is
no evidence-based report validating that Kluckhohn and Strodtbeck (1961) and Hofstede
(1980) cultural models, comprehensively capture and extensively examine the African
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culture. Nevertheless, these models are multicultural and have been widely used to examine
several other cultures. Findings derived from these models may not be generalisable but give
an insight into the cultural values and underpinnings of the African culture. Also, the rapid
urbanisation and westernisation ongoing within the African culture, may impact and
undermine these findings. But according to Hofstede (2001), culture is deeply rooted in the
nature and survival of human beings; as such, some cultural values do not rapidly change with
time. Foregoing the caveats, there are several pointers and evidence in this review defining
the basic nature of the African culture.

3.5 The role of culture on autism stigma
Culture plays a crucial role when it comes to stigma, as it influences the meaning ascribed to
different symptoms and conditions (Veale et al., 2017). Culture shapes the interaction
between the healthcare service provider and the affected individual all through diagnosis,
treatment, and financing of services (Kamaradova et al., 2016). Stigma and perception
towards autism cannot be studied isolated from culture, as the sociocultural context to a large
extent, defines the stereotype and misconception (Clement et al., 2015). While autism can be
diagnosed in all cultures, culture influences how the disorder is explained, what experiences
autistic individuals have, public attitudes and perception of the condition (Tilahun et al.,
2017). Also, due to cultural differences, strategies and concepts applied in one community
cannot easily be adopted in another (Guler et al., 2017). For example, the Western culture
perceives autism as a medical condition, while in the African context autism is perceived
significantly as a spiritual condition (Zeleke, Hughes and Chitiyo, 2017). There is a great
distinction between the natural and spiritual realm, and as such, applying the same antistigma approach might prove abortive (Bakare et al., 2009b). Understanding the ethnic-based
difference in autism, and cultural factors that instigate stigma might prove more useful
(Tilahun et al., 2017).
Cultural values and dimensions also play a part in predicting the degree of stigma and types
of attitudes displayed toward autism significantly (El-Baz et al., 2011). Looking at Hofstede
(1980) model from a stigma point of view, the individualistic cultures view themselves as
independent and attach less accord to norms while making decisions based on self-judgment.
Thus, in most cases, people from such cultures form individual norms and view each other as
separate and deserving of the right to own opinions, as such stigmatisation may be less within
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such cultures (Byrne, 2010). On the other hand, the collectivistic cultures view themselves as
interdependent, so being different from the norm or not fitting in might result in labelling and
exclusion (Papadopoulos, Foster and Caldwell, 2013). Collectivistic culture has been reported
to be less accepting and more stigmatising of people with disabilities of any kind
(Papadopoulos, 2016). According to Papadopoulos, Foster and Caldwell (2013), the more
stigmatising a community is towards mentally ill individuals, the more plausible they are
collectivistic in nature. African societies, according to Hofstede (2001), are more collectivistic,
which might indicate a certain degree of stigma towards mental illness and autism (Tilahun et
al., 2017). Otherwise, it could be individuals in the collectivistic cultures that feel obligated
and connected to their social group (Markus and Kitayama, 2010). This way, they struggle to
fit in and choose not to disclose their medical issues.
According to Hall (1976), people internalise culture and act within the dictated values of
culture in other to be culturally accepted. Africans are known to have a great sense of
community orientation, as their major commitments are toward their social group (Darley
and Blankson, 2008). For instance, Nigerians define a man’s wealth not by his properties, but
by his communal responsibility, interdependence, and his relationship with others
(Chukwueloka, 2016). Therefore, people from such societies strive to attain public acceptance
and tend not to associate with or disclose anything contrary to the norm or different from the
usual (El-Baz et al., 2011). Autistic and mentally ill individuals might tend to be isolated and
stereotyped against in such culture (Markus and Kitayama, 2010). Although, the relationship
between the cultural values of the African culture and autism stigma has not been empirically
examined. However, there is evidence across other cultures, indicating that cultural
underpinnings and values significantly influence stigma (Papadopoulos, Foster and Caldwell,
2013). Clearly, it is essential to investigate attitudes and stigma towards autistic people within
African culture.

3.6 Summary
The complex and multi-dimensional nature of culture led to numerous crises and criticism
over the years, which is due to researchers trying to ascertain a general connotation for the
concept. This study adopts the notion that culture is unique, as such, appraising a culture by
its own standards and not a general perspective, is fundamental to understanding the human
society. The unique nature of culture might be because culture has a relatively great impact
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on the functioning of societies, groups, and individuals of different groups. Hence, indicating
that there are variations in the cultural manifestation across different contexts, as such
analysing different cultural profiles increase our knowledge of the role of culture in different
human activities.
Cultural orientation and manifestation in Africa are quite different from the Western world.
Thus, culture impacts on perceptions, experiences, and attitudes differently, indicating that
what is accepted in one culture is seen as a taboo in another. As a result of these variations,
researchers aim to examine cultural influences on the development of attitudes across
different societies. This is vital to this study because it aims to explore autism stigma by
examining within-cultural attitudes and factors that influence stigmatising attitudes.
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CHAPTER FOUR
LITERATURE REVIEW: AUTISM IN NIGERIA
4.0 Introduction
Chapter four represents a segment of the study’s literature review. It presents details on the
history of autism, epidemiology, aetiology, and its stigma in Nigeria. Autism stigma in Nigeria
is majorly influenced by culture, therefore it captures the cultural context by reviewing the
Nigerian norms, practices, and values. It also discusses the factors that influence stigma in
Nigeria and how they impact on autism stigma. Finally, it reviews the different definitions of
rural and urban areas in Nigeria, which is a major aspect of the study. There is presently, very
little research on autism stigma in Nigeria, as such most of the obtainable information on
stigma in this chapter was published in mental health stigma research in Nigeria. However,
that does not imply that autism is considered a mental health condition, but it goes to show
the relevance of this study and the urgent need for empirical research in this field. This review
section gives an overview of autism stigma in Nigeria, factors that influence autism stigma in
Nigeria, the stigma experiences of autistic people and their family members in Nigeria.

4.1 The Nigerian culture
Nigeria is the largest nation in Africa, with an estimate of 183 million people in 2015, which
also places the country as the 10th most populated in the world (World Bank Census Bureau,
2018). Although the federal capital territory is Abuja, Lagos state is the largest city by
population in Nigeria with about 17.5 million dwellers (World Bank Census Bureau, 2018).
Nigeria is diverse in tribe and ethnicity, which serves as a wealth of strength, ideas, and
various know-how (Ayonrinde, Gureje and Lawal, 2004). In Nigeria there are three main
ethnic groups (Hausa, Yoruba, and Igbo), constituting 70% of the population (Edogiawerie,
2014). There are also over 300 minor ethnic groups, constituting 30% of the Nigerian populace
(Edogiawerie, 2014; Allman et al., 2007). There are specific customs and cultural rites that
exist within each ethnic group. Despite globalisation, the socio-cultural systems within the
various ethnicities remain the same (Bhugra, 2004). Thus, people still rather prefer to be
identified by their various ethnicities and known for their cultural values (Edogiawerie, 2014).
A typical Nigerian family is at the same time an economic, political, religious, and educational
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unit (Joji et al., 2015). Education in Nigeria is complete when a child acquires the desired
values, attitudes, social and moral ethics and specialisation in the crafts and vocations of his
people (Mbakwe, 2015). This might be because the educational system in Nigeria is deeply
entrenched in cultural beliefs, values, religion, and preconceptions (Joji et al., 2015).
The Cultural Policy of Nigeria (1988) defines culture as the sum total of a society’s way of life.
In Nigeria, there are peculiar customs and cultural views (for instance; traditional and religious
beliefs about birth, marriage, and burial rite) which constitute the baseline of everything.
Culturally, Nigerians accord high values to religion, as it is estimated that 50% of Nigerians are
Muslims, 40% are Christians, and 10% are traditional worshipers (Joji et al., 2015). Both
cultural and religious practices in the country as deeply rooted in indigenous traditions,
stories, and myths from the past, as such perceptions and beliefs are shaped based on cultural
and religious doctrines (Joji et al., 2015). According to Erhagbe, (2012); Mbakwe, (2015)
culture and religion in Nigeria exert a strong influence on the society itself, such that these
doctrines regulate all other aspects of the society including health and moral behaviour,
health care system, medical ethics, attitudes and human rights laws.

4.1.1 Nigeria’s culture, values, and dimensions
According to Ogbuigwe (2013), Nigeria is a normative society, rich in culture. A collectivist
society that thrives on social conformity in order to be accepted. They have a strong
propensity for fulfilling social obligations, protecting their societal reputation, and often refer
to the past to make present decisions (Pryor, Butler and Boehringer, 2005). Nigeria’s cultural
dimension might be the reason for the strong cultural belief in tradition, supernatural
phenomena, and their culturally sensitive perceptions. According to Gudykunst & TingToomey (1988), societies with a strong normative propensity and collectivist nature usually
have a close long-term commitment to each other and a collective self-image. Probably,
because people from such society are raised to interact collectively, taught the value and
importance of community (Ogbuigwe, 2013). In Nigeria, occasions like childbirth, burial, and
marriage rites are the most salient and commonly celebrated family events across the nation
(Edogiawerie, 2014). These events are not only an affair between the nuclear family but are
largely celebrated among the extended family and the whole village (Osolase, 2014).
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Also, the Nigerian society cultivates strong connections and relationships when people are
responsible not only for themselves and immediate family members but for fellow members
of the society. In such a society, the inability to meet the socially constructed expectations
and obligations leads to shame and loss of face (Edogiawerie, 2014). Due to these socially
constructed expectations, people hold on to certain belief of wholeness and health, which
forms the basis of their culture and direct their lifestyle (Agbiji and Landman, 2014).
Consequently, such beliefs can affect the foundations for confronting diseases and other
related problems. Possibly because, perceptions and misconceptions about health and
wellbeing are culturally engineered. It might be the reason why many Nigerians would rather
not discuss or disclose their health conditions no matter how severe. They will more likely
subscribe to a non-medical means of curing any psychiatric and behavioural disorders
(Odejide and Morakinyo, 2003).

4.2 Autism and mental health in Nigeria
A quick look at the mental health plan and policy of the country over time, it depicts the
continual improvement in providing services that cover all aspects of mental health (Oshodi
et al., 2017). In 2013, the Nigerian government introduced a new bill, which was aimed at
improving the mental health rights, incorporating mental health care facilities into primary
health care, and improving anti-stigma programs (Sanni and Adebayo, 2014). The government
set up vocational training centres for disabled and mentally ill individuals, with much effort
to combine regular education classes with special education services (Lagunju, Bella-Awusah
and Omigbodun, 2014). However, these services have lacked proper funding and follow-ups.
Despite the improvements to the mental health bill, resources assigned to cater for people
with neurological disorders are meagre compared to their needs (Owoseye, 2017).
The Nigerian 2017 budget expenditure allocated 4.17% of the annual national budget to the
health sector, and only 3% of the nation’s health budget is put towards disabilities and mental
health (Medical News, 2017). This is relatively small considering the health burden, as
evidence shows that about 10% of the adult populace in Nigeria are diagnosed with
neurological or behavioural disorders and 25% have significant psychological conditions
(WHO, 2006; Owoseye, 2015). According to the WHO analysis, this means that 75% of mental
health care services for each Nigerian would be funded individually, a cost most Nigerians
cannot afford (WHO, 2006). Presently, there are only seven federally funded psychiatric
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health hospitals in the country, which are usually inaccessible to over half of the Nigerian
population due to the locations of these hospitals (Owoseye, 2017). Although, there are nongovernmental organisations and patient support groups in private hospitals, however, such
services are unusually costly, and unaffordable for the average family in Nigeria (Okewole et
al., 2011). It shows there is a need for amendment and improvement of mental health policies
(Oshodi et al., 2017).
Autism was introduced into the ‘Nigeria Mental Health Act’ in 2013 and was classified as the
third most common childhood disorder in Nigeria (Awosanya and Papadopoulos, 2016;
Nwokolo, 2015). It is a major childhood developmental disorder in Nigeria, as 1 in 150 children
is diagnosed with autism, with an estimate of over one million autistic individuals in Nigeria
(Lagunju, Bella-Awusah and Omigbodun, 2014). Prevalence figures from Nigeria over the
years have also proved that autism is a common childhood disorder. According to an
assessment report released by Oshodi et al. (2015), a screening program carried out in 2014,
consisting of 95 children diagnosed with neurodevelopmental disorders. Findings showed
that 30 of the children had autism, while the closest to autism was language speech disorder,
diagnosed among 16 children (Oshodi et al. 2015). This indicates that compared to other
childhood disabilities and disorders the burden of autism tends to be higher (Lagunju, BellaAwusah and Omigbodun, 2014; Awosanya and Papadopoulos, 2016). Thus, the need to
prioritise autism and increase investment in the provision of effective and available
interventions (Gureje et al., 2007).
According to Lagunju, Bella-Awusah and Omigbodun, (2014), about one-quarter of autistic
children in their study had a positive family history of autism, and male children accounted
for about 80% of diagnosed cases. The gender differences in autism prevalence have been
associated with the female protective behavioural and cognitive phenotypes, which suggests
that the female sex may require greater familial etiologic load to manifest the phenotype
(Jacquemont et al., 2014). The consistency across cultures in autism prevalence research
suggests that the gender bias is biological rather than culturally specific bias in diagnostic or
referral threshold. Lagunju, Bella-Awusah and Omigbodun, (2014), further reported that
delayed speech was observed in over 90% of diagnosed children in their study. Following
previous reports, Bello-Mojeed et al. (2017) also reported that non-verbal manifestation was
observed in about 55% of diagnosed children in their study, while the rest had some speech
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available to them. More recently, Oduyemi et al. (2021), also highlighted that majority of the
parents in their study, reported that their child experience speech delay. In addition, coconditions like hyperactivity, epilepsy, intellectual disability and psychotic manifestations are
reported to be associated with autism among 74% of autistic cases (Oshodi et al., 2017).
According to Lagunju, Bella-Awusah and Omigbodun, (2014), co-conditions associated with
autism indicated that autistic children were on at least one form of medication for the
management of co-conditions, which increases the burden and psychological distress among
caregivers. However, Lagunju, Bella-Awusah and Omigbodun, (2014), further highlighted that
autistic children with associated co-conditions were less likely to default from medical care,
and as a result have higher chances of some improvement in speech, behaviour, and social
interaction.
According to Bello-Mojeed et al. (2017), only about 33% of autistic children get diagnosed in
the first 6 years of life, and over half of these children were referred from schools. The mean
age at diagnosis as reported by Bello-Mojeed et al. (2017) was 4.3 years, despite the observed
support needs by parents usually between the ages of 16 to 24 months. Lagunju, BellaAwusah and Omigbodun (2014), highlighted that the mean age at the onset of observed
support needs, was significantly lower compared to the mean age at diagnosis. A mean delay
of about 22 months from the onset of observed support needs to diagnosis was reported
(Lagunju, Bella-Awusah and Omigbodun, 2014). The delay in diagnosis according to Lesi et al.,
(2014), is mainly due to the lack of availability and access to screening and diagnostic tools,
and the community’s health-seeking behaviour which is partly influenced by culture.
According to Oshodi et al. (2017), autism in Nigeria still faces the challenges of ignorance and
ascribed cultural perceptions, which hinders caregivers from seeking help. Thus, caregivers of
autistic children would need further support to engage in services and might require medical
follow up to encourage compliance. However, even after diagnosis, there is a major gap in
the spread of facilities and availability of formal support where diagnosed children and
families can receive care and support (Lesi et al., 2014). Oshodi et al. (2017), also reported
that small communities in urban areas still have limited access to formal diagnosis and
support, which is a major barrier to early diagnosis. Although, there remains a lack of clarity
on the present situation regarding the availability of autistic services in Nigeria. However, it
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might be worth prioritising and channelling more funds towards mental health and autism in
Nigeria.
It is valuable to note, that Nigeria is a low-income, developing economy and this context
impacts on all aspects of autism and stigma in the country, including service provision, service
equity, service quality, the general public’s understanding of autism and interventions
available) (Oduyemi et al., 2021; Nwokolo, 2015). Although, there are disparities in poverty
rates within the country, which depend on geographic location, age and family structure
(Osolase, 2014; Bakare et al., 2016). Families residing within rural communities tend to be
particularly vulnerable to high levels of poverty, which leaves these communities at very high
risk of poor access to health and social care services compared to families residing in urban
areas (Oshodi et al., 2017). The widespread levels of poverty and inequality mean that around
45% of Nigerians live below the poverty line (NDHS, 2018), which further adversely affects
the likelihood of autistic people receiving appropriate support.
These issues highlighted above are substantiated by Hodgkinson et al. (2017) who highlighted
that, children from lower socioeconomic status (SES) backgrounds, compared to children of
higher SES backgrounds, are more likely to experience higher rates of unmet mental health
needs and parent-reported mental health problems. Such families may also lack insurance,
have fewer mental health services available to them and a reduced ability to access these
services (Hodgkinson et al., 2017). In the case of Nigeria, services available to autistic
individuals are meagre, difficult, and expensive to access (Nwokolo, 2015; Bakare et al., 2016),
in turn deterring autistic individuals and family members from seeking these services. The
economic state of the country is also likely to correlate with the availability of funding for
both services and research, which for a low-income country such as Nigeria, this means that
there is a dearth of evidence-based culturally specific research in Nigeria (Klecha, Barke and
Gureje, 2004; Semrau et al., 2019).
It is important to state here that most research on autism and stigma available to date are
conducted in high-income countries. This, therefore, presents a substantial gap in knowledge
around autism and stigma in Nigeria. According to Grinker et al. (2012), there are significant
cultural differences in autism prevalence, acceptability and effectiveness of interventions,
service delivery, help-seeking behaviour, stigma experience and child development
expectations globally. The study concludes that culturally specific understanding of autism
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and stigma is required in low-income countries (Grinker et al., 2012). Khan et al. (2012),
further substantiates the need for culturally specific research in low-income countries, as they
highlighted that instead of adopting a ‘one-size-fits all’ approach, autism research
interventions need to be motivated by the cultural context. A community-based driven model
in autism research, enables the identification and implementation of strategies that are in
line with the country’s norms and cultural practices (Grinker et al., 2012; Semrau et al., 2019).
Thus, cultural and contextual validity needs to be properly considered before adopting
research strategies and interventions used in developed/high-income countries.
Lower SES has also been correlated with higher levels of public stigma (Bhavsar et al., 2019;
González-Sanguino et al., 2019). This is a view supported by Potts and Henderson (2020), who
stated that people of lower socioeconomic status are more likely to express more stigmatising
views (towards mental illness), despite the higher prevalence rate of mental illness among
this group. This is partly because they have less access to high-quality information that might
reduce negative stereotypes and misconceptions. The link between living in poverty and
stigma is a key reason why England’s 2016 ‘Time to Change Campaign’ (for mental health)
prioritised low SES during its anti-stigma programme (González-Sanguino et al., 2019). The
results of this low-SES targeted campaign showed a significant improvement was observed
among such communities in terms of knowledge and desire for social distance (GonzálezSanguino et al., 2019). Semrau et al. (2015), further substantiate the influence of low-SES on
stigma in a systematic review aimed to provide a conceptual overview of research evidence
related to mental illness stigma in low-and middle-income countries. The study reported on
the significant difference in the rate and forms of stigma and discrimination between highSES and low-SES. This difference was attributed to a variety of factors including, language,
beliefs, experiences, all of which are critical considerations in stigma research (Semrau et al.,
2015). Semrau et al. (2019), further highlighted that before the implementation and
dissemination of strategies, researchers need to ensure that such strategies are contextually
relevant and should take into account the context-specific burden and meanings, ensuring
that all challenges associated with the implementation (for instance; action plan, policy or
methodology) within such context are fully explored. Context-specific research and
interventions are thereby important to ensure tailored stigma measures, and mechanisms to
validate stigma rate. Guler et al. (2017), concluded that in order to bridge the knowledge gap
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in relation to the global prevalence of autism and stigma among autistic individuals, there is
need for context-specific autism research in Africa. The studies highlighted above clearly
validate the importance of this study, as Nigeria is a low-SES country, caution should be
exercised before interpreting and adopting research results and interventions from high-SES
countries. It is, therefore, necessary to first carry out a feasibility or pilot research to ascertain
the practicality, reliability and validity of such findings and interventions. According to Grinker
et al. (2012), the practicality, reliability and validity of data collection methods, sampling and
research instruments should be pre-tested within each context before implementation.
It is crucial to state here that autism is not a mental condition. References were made to
mental health in this review to enable a comprehensive grasp of the literature in Nigeria. In
Nigeria, provisions are made for autism health plans and facilities, under the Nigerian mental
health policy (Bakare et al., 2015). Thus, references to mental health were necessary for this
study to fully assess and review autism services and policies. The grouping of autism under
mental health has been recently challenged and highlighted as a major source of stigma in
this context (Oshodi et al. 2015; Akande, Briggs and Omar, 2016). Therefore, a review of the
present bill might help in tackling autism stigma. To increase public awareness and successful
integration of autistic individuals in low and middle-income countries, a separate provision
and policy should be made for autism (Khan et al., 2012).

4.3 Stigma and attitude towards autism and mental health disorders in Nigeria
In Nigeria, stigma is a public health issue, which has over the years affected the welfare of the
nation as a whole (Oshodi et al., 2017). Though stigmatising attitudes are not restricted to
psychiatric and behavioural disorders, yet the public seems to stigmatise people with these
disabilities more than people with physical disabilities and illnesses (Rusch, Angermeyer and
Corrigan, 2005). The public is more likely to pity people with physical disabilities or illnesses,
believing they deserve help (Owoseye, 2015). Such attitudes might be because the society
dictates what is disapproved and accepted, and psychological disabilities are seen as
undesirable in Nigeria (Nwokolo, 2015).
While there is little to no empirical evidence on the widespread of stigma toward mental
illness or autism in Nigeria, this does not suggest that stigma is less common among Nigerians
(Oduyemi et al., 2021). Studies conducted in Nigeria on mental illness experiences suggest
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that stigma may be more common than reported (Armiyau, 2014). Research on mental illness
stigma in Nigeria indicates that psychiatric stigma is widely endorsed by the public (Owoseye,
2015; Armiyau, 2014). This rampant stigma in Nigeria has been related to some
cultural/religious doctrines and myths in the country, which are often passed down from
generation to generation (Ugwu and Ugwu, 2013; Armiyau, 2014). For instance, many
Nigerians still have different notions and misconceptions about autism (Bakare et al., 2015).
Some believe that autism is a western or foreign disorder (Akande, Briggs and Omar, 2016),
which manifested in Nigeria because of cross-cultural marriage and civilisation (George,
Ukpong and Imah, 2014). Also, there is the general belief that the condition is caused by
maternal deprivation and spiritual causation (Nwokolo, 2015). Probably because people from
this society have an accepted model of 'normal', bad or good (Abdulraheem, Olapipo and
Amodu, 2012; Bakare et al., 2015). For example, they tend to share strong beliefs about the
growth and development of a child, including the actions and inactions at every time (Secker,
2012). Thus, anything outside these set standards and beliefs is perceived as 'abnormal'
(Secker, 2012).
Autism stigma in Nigeria is not only limited to lay people in the country but is found to exist
in all sections of the society (Oshodi et al., 2017). According to Kabir et al. (2004), some rich
and educated Nigerians still subscribe to spiritual causes rather than biological or
environmental causations. This finding support Bakare et al.’s report, as they stated that
health professionals were of the opinion that the aetiology of autism can be explained by
supernatural causes (Bakare et al., 2009b). According to Bakare et al. (2009b), 54.5% of
healthcare workers in their study subscribed to the opinion that autism is treatable, while
32.1% were of the opinion that autism is preventable. Bello-Mojeed, Bakare and Munir
(2014), also examined knowledge and awareness levels in Nigeria using a questionnaire tool
and further highlighted that even among schoolteachers and parents, knowledge of autism is
limited. The study suggests that the low level of knowledge and awareness among
schoolteachers might affect the integration of autistic children. Furthermore, Okandeji-Barry,
Agofure and Garaba in 2015 conducted a cross-sectional study among 192 women of
reproductive age in a rural area in Nigeria. Using a semi-structured questionnaire to evaluate
awareness and knowledge of autism spectrum disorders, the study reported that although
56.30% of study participants were aware of ASD, over 60% displayed poor knowledge of ASD.
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In addition, most of the study participants demonstrated negative attitudes toward autistic
children (Okandeji-Barry, Agofure and Garaba, 2015). Most views and attitudes about autism
were found to be negative in all studies highlighted above. Although, all these studies
highlighted above are population-specific and findings may be limited to the context of the
study, yet they portray the extent and degree of autism stigma in Nigeria. Nevertheless, a
public survey on autism stigma in Nigeria would help to validate stigma levels.

4.3.1 Factors that influence stigma in Nigeria
The rising need to eradicate stigma has resulted in a spate of research interest in identifying
factors that influence stigma. Many studies have concluded that factors known to influence
stigma are culturally stimulated, indicating that explanatory variables of stigma are usually
peculiar to the context of study. Stangl et al. (2019) further highlighted the need to explore
stigma within each cultural context, to enable a comprehensive understanding of stigma and
ways to effectively address the issues. Over the years several factors have been reported to
influence stigma and misconceptions in Nigeria. According to Bakare et al. (2009b), factors
like religion, gender, socio-economic class (SEC), educational status and geographical location
(Urban-Rural living) may have significant effect on stigma in Nigeria. While Adewuya and
Makanjuola (2008) and Igwe et al. (2011) reported a stronger correlation between
knowledge, awareness, and stigma, compared to other socio-demographic variables. Thus,
this questions the relationship between socio-demographic variables, knowledge, awareness,
and stigma.
Gender
The influence of gender on stigma, knowledge, and awareness, have continuously led to
contradicting reports from researchers (Bjorkman, Svensson and Lundberg, 2007). While
some studies reported a significant correlation between gender and stigma, others found no
association between participants’ gender and stigma level. This inconsistency in research
outcomes could be attributed to the use of different measuring tools for stigma, or a
reflection of the study’s context (Li et al., 2018). Li et al. (2014) concluded that the influence
of gender on stigma might be dependent on other factors like the geographical location of
the study, and they propose that this issue should be further explored in each society, using
standardised stigma measuring tool.
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In Nigeria, gender is one factor reported to impact greatly on stigma (Kabir et al., 2004).
According to Deacon and Boulle (2006), women tend to experience more stigma than men.
The notion was further explained by Ugwu and Ugwu (2013), as they stated that men
experience more workplace stigmatisation, while women are more exposed to family and
social stigma. The distinction in stigma experience could be due to the socially constructed
gender roles in Nigeria (Oduyemi et al., 2021), as there are clear distinctions between male
and female roles (Joji et al., 2015; Ugwu and Ugwu, 2013). As a result, mothers were reported
to face greater public stigma when compared to fathers (Akande, Briggs, and Omar, 2016).
On the other hand, Labinjo et al. (2020), reported that men were more inclined to view
individuals with mental illness as dangerous. As a result, men were more likely to display
negative attitudes and stigmatising behaviours when compared to women. Equally, Kabir et
al. (2004), previously reported that female respondents showed more sympathy, kindness,
and less anger towards the mentally ill, compared to male respondents, and are less likely to
subscribe to stigmatising attitudes. Likewise, Olawande et al.’s cross-sectional and
exploratory design study on the gender difference in mental health perception and awareness
in Nigeria, involving 967 adults. Exploring gender differentials using a questionnaire survey
and an in-depth interview, the study revealed that gender significantly influences awareness
and knowledge, as 99% of females scored higher on the awareness and knowledge scale,
while 55.8% of males scored higher on the scale (Olawande et al., 2018). Although, the study
was carried out among a specific tribe in Nigeria (Yoruba), and the findings might not be
generalisable in Nigeria. However, the study reported a strong significant association
between gender and knowledge/awareness of mental health. Aluh et al. (2018), also reported
in their study that females demonstrated higher mental health literacy, in terms of their
ability to identify individual symptoms of depression. In contrast to these studies mentioned
above, a recent survey by Ubaka et al. (2018), reported that female health professionals
expressed significantly higher stigma toward patients that are mentally ill when compared to
men. Although, the result produced a weak correlation between female genders and stigma.
Still, higher reports of negative opinions were found prevalent among female health
professionals (Ubaka et al., 2018).
Although, findings from previous studies show that the direction of the association between
gender and stigma is inconsistent. Still, the key findings indicate a significant correlation
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between gender and stigma. According to a study carried out in Zambia by Chansa-Kabali,
Nyoni and Mwanza (2019), the answer to the controversy between gender, attitudes,
knowledge, and awareness lies in the condition been investigated, as they concluded that
women tend to show more sympathy towards people with depression or childhood disorder
and fear mentally ill individuals. Indicating that the direction of the association between
gender and stigma might be dependent on the disorder or medical condition under study.
Ugwu and Ugwu (2013) similarly highlighted that women are generally caregivers, who are
more inclined to childcare tendencies and would usually get interested in child development
information when compared to males. This might account partly for why they might appear
less stigmatising of autistic children. Likewise, empirical data from children’s clinics and
hospitals exemplify the argument between gender differences, as more women are reported
to attend child progression check-ups (Bakare et al., 2016). According to a report on child
neurological disorders in Nigeria, 71.1% of caregivers who access support centres are mainly
mothers (Akande, Briggs, and Omar, 2016). Although, the high number of mothers accessing
childcare support centres have been related primarily to the cultural orientation assigning
females with caregiving roles. Nevertheless, there is an obvious long-standing controversy
around the issue of gender and stigma, and this clearly indicates the need to properly evaluate
and examine this variable in Nigeria.
Age
The notion that age has a significant correlation with stigma has been reported by several
researchers. Like gender, there has been contradicting reports around age and stigma. While
some studies report that younger participants appeared to be more stigmatising than older
participants, other studies report otherwise. Ikwuka et al. (2016), linked the negative
attitudes expressed by older participants towards mental illness as a concern for social
equilibrium. As the custodians of traditions, the old are more likely to averse situations
outside the norms (Ikwuka et al., 2016). Conversely, higher levels of stigma displayed by
younger age participants have been associated with lesser experience (Adewuya and
Oguntade, 2007). According to Ikwuka et al. (2016), younger participants have less familiarity
and experience of mental illness, as such, they tend to be more fearful and would likely
express stigmatising attitudes towards mental illness.
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Age is usually related to experience, especially in healthcare research, and this notion lends
credence to the supposition that older healthcare workers are more experienced (Adewuya
and Oguntade, 2007). However, Bakare et al. (2009a), highlighted in their study that
irrespective of years of experience, healthcare professionals below the age of 40 years tend
to express stigmatising opinions towards autistic individuals when compared to their older
colleagues. Likewise, Ubaka et al. (2018), reported that irrespective of profession and
experience, age produced more significant results. Findings indicated that age significantly
correlates with stigma regardless of the direction of association. Ikwuka et al. (2016), related
the contradictions in research findings to be influenced by the aspect of stigmatisation
investigated by the researchers. According to Ikwuka et al. (2016), some aspects of
stigmatising attitudes when broken down (social restrictiveness, benevolence, community
ideology and authoritarianism) may be stronger within a particular set of people. This was
evident in their findings as they reported that older age correlated with a desire for social
restrictiveness, and lesser benevolence, while younger age demonstrated more
authoritarianism.
Religion
Religion is also identified as a stigma stimulant in Nigeria, probably because the country is
known to be a religious state (Kabir et al., 2004). Historically, the role of religion in healthrelated stigma has long been debated (Quintana, 2013). According to Iheanacho et al. (2016),
those who follow an intrinsic form of religiosity tend to be a major source of health-related
stigma, due to the dearth of awareness and knowledge as a result of their spiritual beliefs.
Religious doctrines by religious leaders have been reported to fuel the spread of negative
perceptions of autism in Nigeria, including the strongly held belief in witchcraft, evil and
punishment (Etieyibo and Omiegbe, 2016). This act has increased autism stigma among
religious people in Nigeria, as followers tend to ascribe spirituality to autism (Oduyemi et al.,
2021). Iheanacho et al. conducted a study in 2016 amongst church-based lay health
personnel, to explore the attitudes and beliefs about mental illness. A cross-sectional
questionnaire-based survey, involving 57 church-based health advisors (CHA), who attended
the Healthy Beginnings Initiative (HBI) training. The HBI training initiative was aimed at
increasing the knowledge and awareness of mental health among community-based clergy
and CHAs. The CHAs were trained to screen for church members with mental health disorders
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or psychological distress, so as to briefly educate members who scored above the cut-off
point on treatment options and refer them to the community health clinic. However, despite
the training, the study established that a large proportion of church-based health personnel
endorsed stigmatising misconceptions about mental illness (Iheanacho et al., 2016). Over 80%
of CHAs attributed mental health to supernatural causes, while 69% felt mentally ill
individuals were a nuisance. The high rate of stigma endorsement among the CHAs might be
because the CHAs, were all members of community churches who have shaped attitudes and
beliefs about mental health, or because none of the CHAs was a healthcare professional or
mental health specialist. However, findings from this study indicate a high level of
stigmatisation present among religious people.
In addition, Usadolo (2019), stated that the level of religiosity subscribed to can further
influence the level of stigma displayed by religious people. Regardless of the religion or
denomination, highly religious people adhere more strictly to their religious norms (Ayuk,
Udonwa and Gyuse, 2017; Usadolo, 2019). Thus, they tend to negatively attribute most
medical conditions to lack of adherence (Ayuk, Udonwa and Gyuse, 2017). According to
Etieyibo and Omiegbe (2016), it is believed that being religious and adhering to scriptural
doctrines help interrupt negative rumination, thereby leading to better health outcomes.
Thus, religious people would most often subscribe to stigmatising misconceptions around a
medical condition (Speakman, 2012). Etieyibo and Omiegbe (2016), reported that a large
proportion of religious leaders and rhetoric in Nigeria often discriminate against mentally ill
individuals, equating their condition as a curse or punishment, and in some cases ascribing
blame and guilt of drug misuse. Thus, many religious organisations do not talk about mental
health and followers find it difficult to discuss their mental health issues in such gatherings
(Wesselmann and Graziano, 2010; Speakman, 2012). Indeed, many of these actions have
greatly increased stigma and discrimination in Nigeria.
Religious leaders have high moral authority in Nigeria, and they play a key role in addressing
the issue of stigma in Nigeria (National Agency for the Control of AIDS (NACAIDS), 2016). For
many people, religious leaders are usually the first professionals they turn to when suffering
from any health concerns, including autism (Nwokolo, 2015). Especially, in rural areas where
access to support centres and mental health care are usually limited, due to transportation,
economic and stigma-related issues, while religious centres are readily accessible to all
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(Iheanacho et al., 2016; Etieyibo and Omiegbe, 2016). Making religious leaders the front door
to treatment for several disorders and mental health crises in Nigeria. Religious societies can
influence community response and can be used as a positive coping strategy for those
suffering from stigma in the community (National Agency for the Control of AIDS (NACAIDS),
2016).
Education
Education is perhaps one of the most crucial factors highlighted to significantly influence
stigma, knowledge and awareness in Nigeria. Ikwuka et al. (2016), noted that education
influences people’s knowledge, as higher education tends to correlate with higher knowledge.
Audu et al.’s cross-sectional descriptive study in 2011, on stigmatization of people with
mental illness in Nigeria, involving 325 adult rural inhabitants clearly shows the association (p
<0.05) between level of education and mental health stigmatisation. Based on their report
educated individuals were more knowledgeable, aware, and willing to socially interact with a
mentally ill individual when compared to uneducated individuals (Audu et al., 2011). Likewise,
people with higher educational achievements are more likely to express positive opinions and
acceptance when compared to those with primary/secondary education (Iheanacho et al.,
2016). Based on Ikwuka et al. (2016) findings, education correlates with most of the construct
on the attitude scale, with high educational achievements predicting positive public attitudes,
while low educational achievements predicted negative public attitudes (authoritarianism
and social restrictiveness). However, positive attitudes can be enhanced significantly through
mental health education and contact with mentally ill individuals (Ikwuka et al., 2016). Ubaka
et al. (2018), highlighted that health professionals without contact or familiarity with mentally
ill individuals displayed more stigmatising attitudes compared to their other counterparts.
Indicating the need for mental health and behavioural disability education, accompanied by
experimental education (contact and interaction with the mentally ill, autistic and other
individuals with other childhood conditions) (Iheanacho et al., 2014).
Educational achievement of Nigerians further correlates with their geographical location in
Nigeria. According to Nigeria Demographic and Health Survey (NDHS), there is rural-urban
divide in access to quality education and health information (NDHS,2018). Specifically, about
10.5 million of the country’s children aged 5-14 years are not in school, and about 60% of
these children reside in rural areas (NDHS,2018; UNICEF, 2018). Consequently, in Nigeria, the
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literacy rate in rural areas among males is about (60%), while that of females is about (35%)
(Statista, 2021a; Klecha, Barke and Gureje, 2004). A substantial difference can be seen in the
literacy rate in urban areas among males (87%) and females (74%) (Statista, 2021a). The
literacy rate in the North of Nigeria is even bleaker, with a net attendance rate of primary
school education at 53% (UNICEF, 2018). In the case of this study, the literacy rate for Niger
state (a rural area in the Northcentral of Nigeria) is estimated at 60.5%, while the literacy rate
for Lagos state (urban area in the Southwest of Nigeria) is estimated at 85% (Statista, 2021b).
This shows a wide gap in the access to complete quality formal education among residents
from both rural and urban areas in the sampling context of this study. According to United
Nations Children’s Fund (UNICEF), educational deprivation in rural areas is greatly influenced
by socio-economic barriers and socio-cultural practices and norms that discourage receiving
formal education, some of which are peculiar to females (UNICEF, 2018). Prioritising these
deprived areas to increase socio-economic standards and ensuring educational provision in
rural areas would increase the general health knowledge and awareness levels in Nigeria
(NDHS,2018; Audu et al., 2011). Access to high-quality education in rural areas can be a major
contributing factor to the reduction in stigma levels in Nigeria, as this would help increase the
economic development in rural areas while reducing the rural-urban divide with regards to
the level of education and access to adequate information.
Geographical location
Urban-rural living according to Gureje et al. (2005) has a significant influence on health and
stigma in Nigeria. According to Audu et al. (2011), the discriminatory attitude of rural
respondents was high, as only 9.6% would willingly extend a hand of friendship, while 12.3%
accepted to marry a mentally ill person. Likewise, the awareness and knowledge among the
rural community were reported to be very low, as many believed that mental illness is
spiritual or as a result of drug misuse (Kabir et al., 2004). Stifel and Sahn in 2003, first referred
to the influence of urban-rural living on stigma in their study, which showed urban-rural
disparities in access to care, availability of skilled health personnel, knowledge, and education
in Africa. They reported that differences were noted in the living standards of rural and urban
residents in Africa, as rural residents have lower standards of living and socio-economic status
when compared to urban residents (Stifel and Sahn, 2003). This may be because it has been
noted that rural and urban residents in Africa differ in several ways which include; their
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cultural norms, socio-demographic, economic characteristics, provision of basic amenities,
availability and accessibility to formal and informal medical amenities (Naidoo et al., 2009).
Specifically, in Nigeria majority of the health infrastructural facilities are concentrated in
urban centres, while the few located in the rural areas are not functional (Secker, 2012). The
dismal health facilities in rural areas have led to a dearth of accurate and relevant health
information (Gupta, Gauri and Khemani, 2003; Nnabuihe, Lizzy and Odunze, 2015). Also, most
awareness campaigns are carried out in urban centres, and as such, they have more access to
knowledge, information, and explanations about social support centres (Abdulraheem,
Olapipo and Amodu, 2012). All of which are fundamental strategies towards creating
awareness and reducing stigma (Nnabuihe, Lizzy and Odunze, 2015). It is not surprising that
knowledge and awareness among urban residents appear higher compared to rural residents.
The inequality in medical care and adequate information gives urban residents an advantage
over rural residents.
Defining rural and urban areas in Nigeria
The term rural and urban evokes many diverse definitions and classifications, majorly because
the virtual concept distinguishing between these two terms is continuously blurred (Weinhold
and Gurtner, 2014). According to the United States Census Bureau (2020), a rural area is any
group of housing, population, or territory which are not urban in nature. This description is
closely tied to the urban definition, making direct comparison difficult. Especially, with the
recent rise of semi-urban areas and the rapid growth of cities. Several studies have highlighted
that the lack of consensus in the general definition of urban and rural area could serve as a
core limitation to any study exploring the two populations (Weinhold and Gurtner, 2014).
Anaeto (2003), further highlighted that urban to rural inequality in Nigeria cannot be
addressed without a well-defined description. Thus, because this study aims to explore the
difference in autism stigma levels between residents of urban and rural areas in Nigeria. It is
first necessary to have a well-defined characterisation, distinguishing urban and rural areas in
Nigeria. Therefore, this section seeks to review the various definitions ascribed to these
populations and adopt a working definition suitable for the context and the study.
According to Hewitt (1989), the definition ascribed to urban and rural varies depending on
the research study, purpose, and context. As a result, researchers across many nations
subscribe to different conceptualisation of the term urban and rural area. In Nigeria for
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instance, previous studies have defined urban and rural in relation to the poverty level,
dwellers’ occupation, geographical location (Ajayi, Adebayo and Ndatsu, 2008), development
(Anaeto, 2003), accessibility to public services, population size and density (Ofem, 2012).
Although different categorisations have been used to distinguish rural and urban population
over the years. Yet, some of these categories only have relevance at a global level and might
not be entirely applicable in developing nations (Weinhold and Gurtner, 2018).
Categorisations like geographical location which require the use of postcodes and access to
council housing details are usually conducted in developed countries, where these areas are
readily distinguished both by postcodes and availability of social amenities (Lindsay et al.,
2006). Still, the use of geographical location has been criticised to be over-simplified and lacks
clarity, especially in cases between city suburbs and the countryside (Lindsay et al., 2006).
Another distinction commonly used is the categorisation by social-economic status, which
relies on the use of factors such as employment level, financial status, and assets, to group
each population (Richards et al., 2005). This categorisation evolved mainly because it is
assumed that urban dwellers have a higher standard of living when compared to rural
dwellers (Hall, Kaufman and Ricketts, 2006). According to Hart, Larson and Lishner (2005)
categorisation based on SES varies relatively, due to the variations in socio-economic
measures in different countries among urban and rural dwellers. Lutz and KC (2013) further
stated that the perceived assumption of urban population having a higher quality of life
should be questioned, as residents living in suburban areas are reported to have higher
socioeconomic status when compared to their neighbouring cities. This assumption is also
flawed in the case of this study because assets and income differences, might mean that some
residents in urban areas would be categorised as being rural. This is mostly the case in
developing countries as some rural dwellers are known to be affluent with large acres of
planting land and fishing port business (Lutz and KC, 2013). Also, a shift in the structure of an
economic system could lead to a decline in socioeconomic status among cities, resulting in
some urban areas being grouped as rural, based on the SES measure. Thus, the application of
SES in this study seemed rather complex and time-consuming.
Categorisation based on demographic profile is more commonly used in developing countries,
and in cases where access to detailed population database is limited. Research carried out
using this categorisation is typically based on population characteristics like occupation,
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settlement patterns, population density and level of development in each area (Hewitt, 1989).
According to Ofem (2012), distinguishing between urban and rural areas in Nigeria using
population demographics is more appropriate for the context, because the population
demographics of the two populations are eminent. Majorly, rural area dwellers are known to
engage in fishing and farming, housing patterns are mostly dispersed and development in
terms of infrastructure is quite low (Ajayi, Adebayo and Ndatsu, 2008). Also, according to the
National Population Commission (2006), regular household numbers in rural areas are usually
below 20,000. Indicating that the population density of urban areas in Nigeria is relatively
higher compared to rural areas. The population demographic of rural and urban dwellers in
Nigeria makes it easy to distinguish between the two groups. However, the limitation of this
categorisation lies in the periodic social and economic change within the country.
Consequently, the social and economic system of a selected rural area might experience a
dramatic increase within a given period, owing to the discovery of new revenue streams (Lutz
and KC, 2013). Thereby, changing the population demographics of such areas. Nevertheless,
this categorisation serves as an effective and visible means of distinguishing rural and urban
areas in Nigeria. Since there are no official records defining rural and urban areas in Nigeria,
given the overlap between the different categorisations. Hence, this study adopts the
categorisation based on demographic profile to distinguish between rural and urban area.
Other demographic factors associated with stigma
Socio-demographic variables like marital, financial income and employment status have also
been associated with stigma, knowledge and awareness. Although, most studies reported a
weak correlation between these variables and stigma. Singh, Mattoo and Grover (2016),
highlighted that the initial apparent significant difference observed between marital, financial
income, employment status and stigma, disappeared once other socio-demographic variables
were accounted for in the analysis. Although, employment status was reported to have a
weak correlation with attitudes, conversely, occupation was highlighted to have a significant
relationship with attitudes (Ubaka et al., 2018). According to Ikwuka et al. (2016), nurses
demonstrated a relatively more positive attitude when compared to teachers. Likewise,
psychiatric nurses displayed more social acceptance and positive attitudes compared to
general nurses (Ikwuka et al., 2016). The significant influence of occupation on stigma further
substantiates the advantage of education and contact theory.
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The influence of sociodemographic variables on stigma was further invested by Iheanacho et
al. (2016), and he shed some light on the contradictions in findings, as he concluded that
understanding the variables that influence stigma also lies in the condition or disorder being
investigated.

4.4 Impact of autism stigma in Nigeria
Autism stigma in Nigeria can create a culture of secrecy. Stigma affects both the autistic
individual, family members, and has a lasting impact on the nation's health burden (BelloMojeed, Bakare and Munir, 2014). Autism stigma impacts greatly on both the mental and
physical state of the autistic individual and family members. According to Chukwueloka
(2016), autism stigma and discrimination can lead to social rejection, isolation, expulsion from
school and social gatherings, job loss, lack of care and support and possibly depression. His
claims were evidently supported in his research interviewing Nigerian mothers with autistic
children, as he found a significant amount of isolation and rejection existing among the
children and their families (Chukwueloka, 2016). Consequently, this impacts on the general
health of both the caregivers and autistic individuals.
Autistic individuals and caregivers do not only encounter stigma from the public, but
healthcare professionals have also been identified as a major source of autism stigma.
Oduyemi et al. (2021), highlighted that several parents reported on the stigma expressed by
health care professionals, which in turn hindered them from seeking professional support and
engaging with autism services. Expression of negative attitudes by healthcare professionals
leads to inadequate treatment, which impacts on the mental health and overall physical
wellbeing of the client (Bakare et al., 2009b). Also, preventing the acceptance and
acknowledgement of their condition as an autistic individual (Bakare et al., 2019).
Consequently, impacts on their help-seeking behaviour and in most cases, parents would
rather not have their child diagnosed (Chukwueloka, 2016).
Autism stigma has been identified as a major hindrance to the diagnostic, uptake and
commitment to care services (Bakare et al., 2019). Studies from Nigeria highlight that there
is a clear link between stigma, delay in health-seeking behaviours and engagement with
autism services (Chukwueloka, 2016). The fear of stigma and discrimination, as well as being
blamed and treated differently impacts significantly on the uptake of services (Olagunju et al.,
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2017). Many parents with autistic children report feeling ashamed, undeserving and do not
talk to others about their children’s challenges (Okandeji-Barry, Agofure and Garaba, 2015).
Statistics report that only 40% of African parents seek help, as most parents keep their
children’s condition a secret (Zeleke, Hughes and Chitiyo, 2017). This impact on the underdiagnosis and late identification of affected individuals, which has a negative effect on the
prevalence of autistic individuals (Okandeji-Barry, Agofure and Garaba, 2015; Bakare et al.,
2019). Under-diagnosis and late identification are associated with poorer health outcomes
and development of mental disorders which have important public health implications and
societal costs (Oshodi et al., 2017). Late diagnosis can lead to many social consequences,
making such an individual a burden both to the carer givers and the nation (Bakare et al.,
2016). According to Audu and Egbochuku (2010), it is necessary to target the underlying social
risk factor stigma, before it manifests into a social burden. Autism stigma is a major issue
needing more attention in Nigeria.

4.6 Summary
Overall, autism stigma constitutes a major barrier to the implementation of healthcare
strategies and the logistics to effectively cater to and support autistic individuals in Nigeria
(Okandeji-Barry, Agofure and Garaba, 2015). Several studies have reported on the high level
of stigma towards autistic people among Nigerians, due to the continual spread of
misconceptions and negative beliefs. Autism stigma negatively affects the provision of ample
intervention and services for autistic children, timely diagnosis, and disenfranchised helpseeking habits in Nigeria (Bakare et al., 2008). Targeting effective programs to challenge
misconceptions, reduce public social distance and improve attitudes is important. Likewise,
the Government need to pay more attention to autism stigma in Nigeria. Campaigns,
educational training programs and advertisements, targeted at students, medical
professionals, police officers and journalists should be developed (Sheehan et al., 2017).
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CHAPTER FIVE
THEORETICAL MODEL
5.0 Introduction
One primary concept that researchers study in understanding stigma and human behaviour
is attitude. The theory of reasoned action as stated by Ajzen and Fishbein (1980), and the
theory of planned behaviour by Ajzen (1991), explain the significance of understanding
attitude when it comes to the study of stigma. According to Ajzen (1991), understanding
individual attitudes and various factors that influence people’s attitudes, plays a significant
role in understanding specific behaviour (either some degree of favour or disfavour). The
study’s theoretical framework was built on the premise that several factors influence
individual attitudes, thereby resulting in stigmatising behaviours within a particular context.
This chapter evaluates the prominent attitude and behaviour theories for understanding
autism stigma. This is to enable the development of an optimal theoretical framework for
identifying and analysing the relationships between different socio-cultural factors and
autism stigma. This chapter comprehensively describes the conceptual framework that
supports and guides the study towards the development of a theoretical framework. The
study carefully considered different theories that enable the identification of critical factors
that might influence stigma. Finally, a visual representation of the study’s concept was
mapped out, which is further analysed in the quantitative study.

5.1 Conceptual framework of the study
The concept of stigma has led to extensive empirical and theoretical research, which has
generally expanded our knowledge. The evolution of stigma vividly shows that the concept
and theory of stigma are primarily rooted in both individual and social space (Yang et al.,
2007). This revelation signifies the need for an expanded conceptual lens that incorporates
individual variables and their social world, to illustrate the dynamic process of stigma. This
study begins by first mapping out a working conceptual framework, which laid out the critical
factors associated with stigma. The conceptual framework provides a logical guide and
support to the research, which provided a broader understanding of the concept of stigma.
This was achieved by reviewing the prominent framework associated with public stigma and
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identifying critical factors associated with stigma. Considering the lack of an existing
framework specifically targeted toward examining factors that influence autism stigma, three
frameworks were considered significant and elaborate on the concept of attitude and stigma:
Casado, Hong and Lee (2018) conceptual framework, Stangl et al. (2019) Health Stigma and
Discrimination Framework and Pescosolido et al. (2008) FINIS approach to stigma. These
frameworks had two significant elements typical to them (individual and socio-cultural
factors) while exploring stigma and attitudes in slightly different ways. The elements
highlighted within these frameworks are in line with Goffman key elements of stigma, as he
concluded in his work that stigma is rooted in social relationships. At the same time,
individuals determine the social interactions between different people. Thus, stigma is driven
both by individual and contextual influences.
Casado, Hong and Lee (2018) conceptual framework
This framework was developed to explore factors identified to influence attitudes towards
care-seeking for Alzheimer’s disease. The framework was explicitly informed by different
theories on attitude and related literature, to provide a visual pathway that highlights
different socio-cultural background variables and stigma beliefs that influence help-seeking
behaviour. The strength of this framework lies heavily on the fact that it indicates the
significance of knowledge on attitude, while also taking into consideration different stigma
beliefs identified in previous literature.

Figure 5.1: Conceptual framework on attitudes towards Alzheimer’s (Casado, Hong and Lee
2018)
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Contrary to previous reports, the framework postulates no association between the three
components highlighted, as they independently influence attitude. In contrast, reports from
existing literature have suggested a significant relationship between individual background
variables, knowledge, and beliefs (Rao et al., 2019). Thus, exploring the relationship between
the components identified in the framework might be beneficial. However, the framework
shed some light on how different individual and cultural factors influence attitudes, which
serves as a bedrock for further research.
Framework Integrating Normative Influence on Stigma (FINIS)
This framework was formulated by Pescosolido et al. (2008) with the primary aim of
incorporating several factors at different levels of social life that support the establishment
and maintenance of stigma. According to the researchers, both individual and sociocultural
factors contribute to the formation process of stigma. Bastian and Haslam (2006) made a
similar conclusion in their research, as they stated that although socio-cultural factors have
been previously reported to influence stereotypic attitudes majorly, still it might be beneficial
to explore the implications of individual differences on attitudes and discriminations. The
framework provides a pathway for understanding both public stigma and response to stigma.
FINIS highlighted three main individual factors (social characteristics, socio-psychological
context, and disease characteristics) that influence stigma. Likewise, three main community
factors (media context, social network characteristics, and the national context) were
highlighted to influence stigma (see figure 5.2). These components are interrelated, with each
section influencing stigma and further affecting the treatment system. Findings from this
framework correlate with findings from various studies on stigma (Hinshaw and Cicchetti,
2000; Fox, Taverna and Vogt, 2017).
Although FINIS does not explicitly stipulate the actual level of influence each component has
on stigma. Also, it does not thoroughly take into consideration the influence of different sociodemographic factors on stigma. Nevertheless, it provides a point of view and a conceptual
map to understanding the stigma process. The framework depicts a general and implicit
model of stigma, as several other models can be drawn from it (Pescosolido et al., 2008). Also,
even though this framework is deemed a feasible interventional approach, especially in
mental health stigma research. Still, the efficacy of this approach to other health-related
stigma research cannot be confirmed (Stangl et al., 2019). Taking into consideration these
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limitations, it was necessary to explore a more explicit model. In addition, exploring other
similar models would help eliminate the possibility of missing out on other factors that might
influence stigma.

Figure 5.2: Framework Integrating Normative Influence on Stigma (FINIS). (Pescosolido et
al. 2008)
Health Stigma and Discrimination Framework
The FINIS partly inspired the research and development of this framework. Stangl et al. (2019)
formulated this framework to serve as a crosscutting framework that can be used in different
health-related stigma. According to the authors, most existing stigma frameworks focus on
one health-related stigma condition; as such, exploring a more diverse framework would help
broaden and facilitate a better understanding of stigma. The framework takes into
consideration various economic contexts, while also accounting for intersectional stigma.
Compared to other frameworks, it enables the exploration of stigma at the individual,
interpersonal, organisational, community and public policy level, which enables a more
effective means of responding to stigma.
Although, this framework proposes a global crosscutting framework, by illustrating its
relevance in different health conditions. Nevertheless, the framework has not been
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effectively adopted and validated by other studies (Andersson et al., 2020). Also, the authors
provided little information on the limitations of the framework and how well it performs
across cultures and contexts.

Figure 5.3: Health Stigma and Discrimination Framework (Stangl et al. 2019)

5.2 Rationale for the conceptual framework
To ensure this study builds on existing knowledge and understanding of stigma, a review of
the current health stigma frameworks, that includes evidence of the key determinates of
stigma was conducted. The frameworks highlighted above provide a multidimensional view
of stigma, as they take into account the social-ecological context of individuals and
community facilitators. The three frameworks highlighted above are specifically
advantageous to this study as they facilitate the exploration of multi-level factors that likely
influence stigma and their consequences. A major strength of these frameworks is their ability
to include risk factors relating to individual behaviour and lifestyle, as well as environmental
factors; all of which have been identified to influence stigma. The frameworks above also
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consider the influence of both the health system and the type of condition/disorder. Thereby
providing researchers with a useful theoretical platform to explore autism stigma. Although,
the frameworks and theories highlighted above have utility in exploring stigma, attitudes and
other related factors; nonetheless they tend to explore a more diversified aspect of stigma,
with less focus on individual factors which is a significant theme for this study. Specifically,
the theories elucidate the two significant aspects of stigma (individual and contextual) but on
a broader and overarching level, as the frameworks do not focus on the socio-demographic
factors that influence stigma. Also, it might be worth considering the applicability of these
frameworks in low-middle income countries, while carefully assessing the cost of utilization
and effectiveness of these frameworks in low-middle income counties. Given, the complexity
of autism stigma in Nigeria, the conceptual framework developed in this study examines all
available evidence pertaining to stigma, identifies socio-demographic factors highlighted to
influence stigma and integrates these findings to develop a working conceptual framework
that guides the research.

Figure 5.4: Conceptual framework on attitudes towards Autism stigma
The conceptual framework presented below takes into consideration the study context
(Nigeria), the condition under study (autism) and it is grounded in the knowledge of a
comprehensive review of literature and theories. Unlike the reviewed frameworks above, this
conceptual framework is less generic as it specifically highlights the explanatory factors of
autism stigma, taking into consideration stigma explanatory factors reported in Nigeria, while
also suggesting the direction of influence. Considering that Nigeria is a developing country, a
conceptual framework that is specific and less complicated in application is important.
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The development of a new conceptual framework was necessary for this study as there was
no framework targeted explicitly at autism stigma. Since the factors identified to influence
autism stigma vary depending on culture, and the direction of the association is inconsistent
across different studies. Exploring theoretical frameworks related to stigma was necessary,
as these helped to conceptualise and tailor down explanatory factors of stigma from a
broader level. According to Alderson (1998), examining theories related to a research
question, powerfully influence the clarity of findings, and new insights are revealed in the
process. Also, a systematic scoping review was carried out to further identify socio-cultural
factors associated with autism stigma in Africa, which enabled a diverse exploration of autism
stigma. This conceptual framework provides a visual representation of socio-demographic
factors identified to influence autism stigma in different societies, with particular interest in
Nigeria. Also, the direction of association was depicted in the framework, with culture directly
influencing knowledge and awareness. This framework serves as a useful groundwork and
reference point for understanding attitudes toward autism in Nigeria. While the framework
is specific and unambiguous in its usage, it also comes with some limitations.

5.3 Limitations of the conceptual framework
Although the conceptual framework generally contributes to our knowledge of autism stigma,
by identifying socio-demographic and individual factors that influence autism stigma. This
framework serves as a rudimentary theoretical position, and it is subject to further
investigation and empirical validation. This study aims to evaluate all elements of the
conceptual framework empirically within the Nigerian context and develop a new theoretical
framework derived from the findings of the primary study. Also, socio-demographic factors
elucidated in this conceptual framework are based on factors consistently identified to have
a strong influence on autism stigma, as such other socio-demographic factors reported to
have a weak association with autism stigma might have been omitted. Finally, contextual and
economic factors also identified as significant elements of stigma were omitted in this
framework. The omission of these elements from this study is justified, as the research
questions aim to identify and explore the influence of socio-demographic factors on autism
stigma in Nigeria.
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CHAPTER SIX
METHODOLOGY
6.0 Introduction
Chapter six proffers a detailed description of the study methodology, which includes rationale
and justification for the method employed. It begins by describing the philosophical approach
and the epistemological stance that informs the study. Also, presenting a narrative of how
the study methodology aligns with the epistemological stance. Finally, it provides detailed
information on the research context and population, ethical consideration, data collection
and analysis of data.

6.1 An overview of different research philosophies
According to Hohmann (2014), philosophy as a system of knowledge and beliefs provides an
influential universal framework. Philosophical underpinning is a system of beliefs that drive
one’s decisions and behaviour; a way of thinking and engaging with the world (Dudovskiy,
2016). Research philosophy deals with the nature and development of knowledge; thus, the
completion of this study serves as the foundation of new knowledge. Therefore, the
researcher must be aware of their beliefs and the basis of their assumptions about the nature
and foundation of knowledge, as this will increase the quality of research and creativity of the
researcher (Jia, 2005).

Figure 6.1: The research onion of research philosophy (Alan,2014)
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The philosophical underpinning of the study will not only reflect the researcher’s assumptions
but also serves as the basis for the research methodology and approach (Alan, 2014). To
validate the study’s research methodology and approach, it was useful to understand the
‘research onion’ components as developed by Saunders et al. (2009). This involves peeling
away each layer of the framework while adopting and implementing an appropriate
component of the framework for this research (Figure 6.1).
Research philosophies have four main branches and are often referred to as paradigms
(Jackson, 2013). Some of which include positivism, interpretivism, critical realism and
pragmatism (Figure 6.1). The choice of research philosophy has been a major point of debate,
as there are important differences in the philosophical stance of each paradigm. However,
the popularity of pragmatism and critical realism has increased in recent times. Probably
because the two paradigms have various similarities and concepts that avoid going into the
argument of truth and reality. For instance, to balance both philosophical extremities,
pragmatist philosophers modified a new position that combines both interpretivism and
positivism (Dudovskiy, 2016). Likewise, the critical realism philosophical stand accommodates
different knowledge claims, affording the researcher the justification for choosing the
method that best answers the subject matter (Horkheimer, 1993). In both cases, the
researcher is justified for addressing the research subject using a position that combines both
interpretivism and positivism. Although, this is still being critiqued by philosophers, as it is
believed that interpretivism and positivism are incommensurable (Bryman, 2012). Scotland
(2012) stated that researchers who subscribe to positivism believe that the means of
knowledge generation stems from measurable experience, and the researcher through
objective means should collect and analyse data. While, interpretivist are anti-positivism, with
the theory that knowledge is generated when various dimensions of a phenomenon are
explored, rather than establishing specific relationships among components, as in the case of
positivism

(Sarantakos,

2005).

According

to

Dudovskiy

(2016),

employing

a

deductive/inductive approach or using combinations of methods to address a research
question is viewed as a lack of regard for the different knowledge claims. The development
and understanding of knowledge adopted by both positivism and interpretivism are based on
different assumptions and perspectives of the world, which serves as a major disadvantage
(Scotland, 2012). As such both positivism and interpretivism paradigms have also been
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critiqued by philosophers based on their philosophical stance. Dudovskiy (2016), highlighted
that the positivism paradigm is only descriptive, thereby lacking insight into in-depth
problems, while interpretivism is subjective in nature and lacks data representativeness. The
weakness of both positivism and interpretivism stance created room for new paradigms that
combines the strengths of both research philosophies (Jackson, 2013).
Research paradigms as stated by Guba (1990), are described, and grouped based on their:
epistemology, ontology, and methodology. The epistemology and ontology create a holistic
view of how we perceive and relate to knowledge, while methodologies are strategies, we
use to discover knowledge (Cohen, Manion, and Morrison, 2007). It implies that different
paradigms have different perspectives on ‘what is knowledge’, ‘how can I know knowledge’
and ‘what techniques can be employed to acquire knowledge’ (Dudovskiy, 2016). The method
of investigation subscribed to by a researcher depends solely on the researcher’s views and
perspectives about knowledge. The choice of method either deductive, inductive or both is
centred around a set of theoretical perspectives and assumptions that provide the framework
for interpreting observations. Thus, based on practical considerations and the research
questions, this study adopted a philosophical stance that affords the researcher the
justification for choosing the method that best answers the research question.

6.3 Study epistemology
The epistemological stance that informed this study is the critical realism paradigm. This
paradigm allows for the critical analysis of prior theories, thereby actively involving the
population of interest in the construction of fact (Alan, 2014). Critical realism can be used to
study the mechanisms behind any social situation, and to measure and investigate the
perceived event (Easterby-Smith, Thorpe and Jackson, 2012). Although, Tashakkori and
Teddlie (1998), contend that pragmatism gives a balanced interpretation in the study of a
social event because it avoids engaging the researcher in the paradigm’s debates about the
concepts of interpretivism and positivism. Critical realists believe that there are multiple
realities and different ways of conducting research, as no single standpoint can ever give the
complete picture (Lipscomb, 2011). This study concurs with this standpoint, as it also aligns
with Bhasker’s argument on critical realism, which states that to completely understand our
knowledge of reality it is paramount to explore the social structures involved in the process
of knowledge creation (Bhasker, 1989). Bhasker’s stance indicates that the only way to fully
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grasp a social phenomenon is to first understand the social structure that gives rise to such
phenomena.
Although critical realism has been reported to share several similarities with the pragmatist's
stance, McEvoy and Richards (2006), pointed out that the major difference between
pragmatism and critical realism is that critical realism adopts a principal approach in selecting
or combining methods. For a critical realist, it is not just enough to establish empirical
generalisation or to report on the lived experiences and perceptions of social actors; the
ultimate goal is to establish a comprehensive understanding and detailed explanation of a
social phenomenon (O’Mahoney, 2016). The principal logic of critical realism is ‘retroduction’
which is a mode of analysing social events with respect to what may cause them (Olsen and
Morgan, 2004). This enables a critical realist to think beyond the level of empirical
observations and lived experiences, to ruminating on the fundamental social structures that
enable or constrain the social actors that account for that phenomenon (McEvoy and
Richards, 2006).
The approach of critical realism helps to justify and lay claim to four complex issues in
research (Danermark et al., 2002). First, to establish empirical generalisation. Second,
explanation of the phenomena by revealing the causal mechanisms and finding the conditions
for the existence of the phenomenon under study. Third, it involves the use of a wide range
of methodology and tools, which mostly requires the need to mix different methods. Four, it
overrules the need for categorising methods into quantitative and qualitative terms.
According to Danermark et al. (2002), critical realism encourages the use of either intensive
design (inductive, abstract, or theoretical), or extensive design (deductive, empirical and
concrete) and sometimes the use of both designs. Critical realism helps to achieve a balance
and the need to do justice to the intense debate about the concepts of methodologies within
social science (McEvoy and Richards, 2006). Critical realism links the ontological and
epistemological assumptions while embracing a critical stance in selecting a methodological
approach suitable, without following the extant paradigms assumptions and principles
(Danermark et al., 2002).
Overall, critical realism offers a useful interface that measures autism stigma, explores the
theoretical drivers of autism stigma and builds a framework that explains this relationship.
This is achievable because the paradigm seeks to transform and question existing theories of
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stigma, thereby building new stigma theories from existing facts and knowledge (Sayer, 2002).
Also, it affords the researcher the philosophical rationale of subscribing to the appropriate
knowledge claim and choosing a method or combination of methods that provides the best
explanation possible (Olsen, 2006). According to Horkheimer (1993), to get the best
explanation of a social situation, a critical realist identifies the method that has the greatest
explanatory power.
The justification of subscribing to the philosophical paradigm ‘critical realism’ as my
epistemological stand, is highlighted in the strengths and uses of the paradigm. I hold the
belief that the research question should majorly dictate the type of method selected.
Adopting critical realism as my worldview imbue all the procedures employed in this study. I,
therefore, adopted the best method, design and collected data with my study aims, objectives
and questions in mind. Also, I strive towards subscribing to axiology that is consonant with
my philosophical stance, which aided in addressing my research questions. I employed two
distinct methods that generate an in-depth exploration and provide a better perspective of
the phenomena. I aimed to use these methods to critically evaluate autism stigma, both from
a secondary and primary data perceptive while providing and explaining relationships as
much as possible within the theoretical drivers of autism stigma. The theoretical patterns
derived from the first phase were then used to conceptualise and develop the questionnaire
for the second phase. Although critical realism would ideally require that I also explore the
phenomena using a qualitative approach; the rationale behind this is fully addressed in
section 6.5.
The integration of different methods draws on various skills and expertise, which would
better increase the reliability and validity of the study findings (Harden, 2010). The approach
employed in this study aligns with the critical realism epistemological paradigm, which
enables the inquirer to distinguish the social event and study the cause of the social event
(Dudovskiy, 2016). In this case, this approach involves both the comprehensive understanding
of autism stigma (social event) and the theoretical exploration of factors that influence autism
stigma (cause).
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6.4 Study design
The choice of method employed was centred around the research questions of the study.
Given the complex nature of autism stigma, the geographical limitation of the research
question and the dearth of literature, a comprehensive search of the literature was first
required. This helped ascertain the size and scope of the available evidence, thereby, giving
an insight into the use of diverse research methods, tools and strategies employed by
researchers and experts in addressing such phenomenon. Therefore, the study employed two
distinct methods but sequential in approach (see figure 6.2). A systematic scoping review
(SSR) and quantitative method were integrated into this study to facilitate the effective
exploration of the research questions. According to Harden (2010), integrating systematic
reviews with different types of research methods can enhance the impact of findings and
make the conceptual ideas more concrete. The aim of this study is to adopt a method or
combination of methods that best explore the research questions. The first research question
and the objectives require an objective, measurable and statistical approach to examine the
degree, level and extent of autism stigma in Nigeria. Also, is the need to assess the statistical
correlation of the theoretical drivers identified in the SSR in relation to autism stigma. Thus,
the need for a quantitative measure.
The second research question requires a systematic search of the literature to identify the
drivers of autism stigma in Nigeria. For this study, a systematic scoping review (SSR) was more
appropriate, given the gap in literature and the limited availability of empirical evidence on
autism stigma in Nigeria. The dearth of autism stigma research in Nigeria demanded the need
to collate all available empirical evidence on autism stigma in Africa, regardless of quality. SSR
enabled an extensive exploration of the phenomenon under study. Firstly, the systematic
scoping review allowed an extensive review of relevant literature relating to autism stigma in
Africa, which helped in developing the literature review section. Secondly, the SSR informed
the theoretical framework of this study, by identifying theoretical drivers of autism stigma in
Africa. Thirdly, the SSR influenced the development of the study questionnaire, as sociodemographic factors highlighted to influence autism stigma, were included in the first section
of the questionnaire. Also, the review justified the need for a follow-up quantitative
investigation, as the theoretical factors identified in the SSR required further examinations
into whether a statistical correlation existed between the theoretical drivers and autism
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stigma. Finally, SSR helped in the structure and focus of the project, by targeting relevant gaps
in the literature. The choice of method for this study seems appropriate as the research
questions first required a rapid and broad understanding of the phenomenon within the
context of the study, and then a quantitative exploration of the findings from the SSR.
As illustrated in Figure 6.2, the research approach for this study involved three distinct phases.
The first phase is a systematic scoping review of autism stigma research in Africa, the search
strategy and procedure are further discussed later in this chapter. The second phase is the
pilot study, conducted to test the data collection instrument and procedure (see chapter 8).
The final phase is the cross-sectional quantitative data collection, which addresses questions
of awareness, knowledge, attitudes, and tests stigma drivers identified in phase one. The data
collection technique required the use of a structured questionnaire survey tool, which
enabled data collection from a relatively large sample.

Figure 6.2: A design approach sequential flow chart

6.4.1 Rationale for the systematic scoping review
According to literature, there are over 30 types of reviews (Samnani et al., 2017), each with
its own approach, purpose, and analysis. However, despite the unique names and purpose
attributed to each of these reviews, certain characteristics like collating data, evaluating, and
presenting of evidence, are reported to overlap (Colquhoun et al., 2014). Due to the overlap
in terminology and confusion in approaches between these reviews, the SALSA analytical
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framework (Search, Appraisal, Synthesis and Analysis) was employed to distinguish and
identify peculiar features in each type of review (see table 6.1). This section focuses on three
of these reviews (Systematic, Literature and scoping review) while drawing a rationale for
carrying out an SSR in this study. Table 6.1 summarises and differentiates between the
reviews, using four key processes (search, appraisal, synthesis and analysis).
Reviews over the past few years have increased rapidly, both in number (especially in
healthcare) and their application in healthcare practices and policy. Systematic reviews which
are considered the most common type of review have been used for various purposes,
different questions and across different fields where methodology and data are important
(Samnani et al., 2017). More recently is the rise of scoping reviews, which seem similar to
systematic reviews as they both comprehensively identify and analyse a body of literature,
using a transparent and rigorous methodology (Colquhoun et al., 2014). Although, scoping
reviews have some key features and approach different from systematic reviews. It is also
considered a valid method in cases where systematic reviews do not adequately address the
aims, objectives, and research question (Tricco et al., 2016). According to Munn et al. (2018),
a scoping review approach is more appropriate than a systematic review in cases where the
field of study is new, with the purpose of identifying gaps in knowledge, clarifying concepts,
confirming potential questions, investigating research conduct and in general scoping the
body of literature (as in the case of this study).
One of the criticisms of carrying out a scoping review is that unlike the systematic review,
which is conducted based on formal procedures and guidelines outlined by NHS Centre for
Reviews and Dissemination or the Cochrane Collaboration, a scoping review had no formal
guidelines or standard procedure (Grant and Booth, 2009). This was a major issue, because
different methods and approaches were applied, resulting in the difference in results and lack
of consistency (Pham et al., 2014). To tackle this issue, the Joanna Briggs Institute in 2015
published a methodological guideline and standard for conducting a scoping review. Thereby
employing explicit procedures to analyse the research question to produce reliable and valid
results (Munn et al., 2018).
Despite the recent formal guidelines for scoping review, a systematic review is still sometimes
referred to as a gold standard due to its demanding protocol, especially when properly carried
out. This is because a systematic review employs a systematic approach to searching for
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research evidence, synthesising, appraising, and contextualising existing literature (Dhammi
and Haq, 2018). While on the other hand, a scoping review systematically analyses a body of
literature, regardless of study quality. Scoping reviews focus more on the existence of
research articles rather than the quality of research articles (Tricco et al., 2018). This serves
as a primary limitation, which could make the conclusions of a scoping review questionable
(Ghalibaf et al., 2017). Nevertheless, both systematic review and scoping review can produce
valid and reliable results, that are replicable by any other researchers, using standard
methodological guidelines and transparent procedure (Betini et al., 2014).
Another controversial review is the literature review because it can be used as a broad
description of different types of reviews and can sometimes be used to denote a narrative
review (Samnani et al., 2017). However, the common feature of a literature review is that it
reviews published literature. The literature review assists in examining a specific topic or
research question (Winchester and Salji, 2016). Depending on the literature analyses, it
broadens and comprehensively captures a specific aspect of a topic (Fink,2014). A literature
review might not require a formal guideline in searching and synthesising research evidence
like a systematic review (Samnani et al., 2017), but it requires a formal process of
identification of material (inclusion and exclusion criteria procedure) and reporting of
findings. It is a good tool used in identifying gaps in research to avoid duplication (Winchester
and Salji, 2016). However, it lacks the explicit intent to analyse the data collected, as such its
conclusions are open to bias (Samnani et al., 2017).
The aims, objectives, research question and purpose of the study, determine the type of
review carried out. However, it is essential to first conduct a literature review before any
other review, to help understand the topic and determine the appropriate review (Fink,2014).
For this study, the literature review revealed the need for a scoping review, based on the
limited evidence on the subject area. Understanding the limitations and bias of the scoping
review, this research, therefore, adopted a systematic scoping review method. A systematic
scoping review merges the strength of a scoping review with a comprehensive search
procedure following the required guidelines, to produce the best evidence synthesis (Peters
et al., 2015). This type of review may or may not incorporate a quality appraisal of studies,
but as much as possible seeks to adhere to the standards set for conducting a review (Ghalibaf
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et al., 2017). It gives a clearer perspective to a research subject, thereby recommending
specific areas needing further research (Tricco et al., 2018).
Table 6.1: Review topology using SALSA; Reproduced from Samnani et al. (2017).
Type of review

Search

Appraisal

Synthesis

Analysis
May be chronological,
conceptual, thematic,
etc.
What is known and
what remains unknown
are used to make
recommendations for
practice and future
research
Illustrates the quantity
and quality of available
literature. Attempts to
identify a feasible topic
for review.
What is known are
utilized for practice
recommendations. Also
shows limitations

Literature/
Narrative
review
Systematic
review

May or may not
incorporate a
comprehensive search
Exhaustive and
comprehensive
searching of literature

May or may not
incorporate quality
appraisal
A quality appraisal
may be used to
define
inclusion/exclusion
criteria

Usually narrative

Scoping
review

Time/scope of research
determines the
completeness of
searching for literature.

No formal quality
appraisal

Usually tubular
and narrative

Systematic
scoping
review

An extensive and
comprehensive search

May or may not
include quality
appraisal

Slightly
narrative, with a
tabular outline
of studies

Usually narrative
with tabular
accompaniment

6.5 Research method
The research method employed in the third phase is a cross-sectional quantitative survey
approach. In choosing a suitable research method, the research questions, objectives, ethics,
budget, and timeline were put into consideration. According to Collins, investigating social
events requires a scientific method that provides the most appropriate tool for understanding
the phenomena (Collins, 2010). A tool that is objective, measurable, empirical, and orderable
is required for the study of social events and their interconnections (Crowther and Lancaster,
2008). A quantitative approach makes use of variables and statistics to measure and observe
social phenomena (Sousa, Driessnack and Mendes, 2007). The methodological technique was
deemed fit, as the research questions require objectivity and value of quantification. This
study aims to examine autism stigma and assess theoretical factors associated with autism
stigma in Nigeria, such as demographic factors, socio-economic factors, knowledge, and
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awareness. Adopting a quantitative method for the primary study, effectively addressed the
research questions of this study and yielded more learning compared to any other method.
To adopt any other method would have required a change of the research questions and
objectives.
Kelley et al. (2003), highlighted that, quantitative surveys are used to estimate specific
parameters in a population and to describe associations between causal factors and social
events, which is central to this project. The research questions as it stands did not require a
qualitative method; an additional qualitative study would have required an extra research
question which would need more time (putting the timeline of this study at risk), resources
and safety measures. The rationale, research questions and choice of method for this study
address the doctoral research learning outcomes. The quantitative survey procedure
conducted in this study was complex and time-consuming, as it involved a large survey of
participants from two different locations (urban and rural) in Nigeria (see section 6.6.2). Also,
conducting a pilot study was first needed to test the questionnaire tool adapted for the study.
Finally, Bryman (2012), argues that mixed-method research involving a quantitative and
qualitative design (due to their different epistemological position), should be carried out only
when the researcher has convincing, and tenable justifications based on the research
questions to undergo such study. A mixed-method design was not necessary for this study.
However, the researcher acknowledges the fact that further research into the role of the
Nigerian culture on autism stigma, using a qualitative study would help substantially build
upon the findings of this study.
Quantitative measures were used to measure and explain autism stigma in Nigeria, by
collating and analysing numerical data, using statistical methods. This method comes with
different methodological techniques, and each has a unique purpose (Kothari, 2004).
Questionnaire surveys are the most common quantitative means of data collection, and this
was adopted for this study. A cross-sectional quantitative questionnaire survey was selected
as a result of the learning from SSR and the literature review of similar studies. A crosssectional quantitative survey was ideal for this research because collecting data at one point
in time was necessary. This allowed for multiple comparisons of different variables, which is
relatively cost-effective. Also, it was useful for establishing associations between different
variables (for instance, religion and stigma) and appropriate for the large number of
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participants recruited in the study. In addition, many research studies that have similarly
examined attitudes and stigma, successfully adopted this research approach. Shamsudin and
Rahman in 2014 equally examined autism stigma through a quantitative questionnaire survey
in their research conducted in Malaysia on ‘awareness, knowledge and attitudes of people
towards children with autism’. Papadopoulos, Foster and Caldwell similarly researched on
‘Individualism-collectivism as an explanatory device for mental illness stigma’ in 2013. Their
study was majorly aimed at assessing attitudes toward mental illness among different cultural
groups in the UK (Papadopoulos, Foster and Caldwell, 2013). The studies highlighted above,
examined attitudes, knowledge, and awareness successfully by adopting a cross-sectional
quantitative questionnaire survey.
Adopting quantitative measures in this study also allowed for a quick and less-expensive
means of obtaining a large scale of population data for exploration, which helped to increase
the validity, credibility, reliability, and generalisability of the results (Johnson, 2001), making
it appropriate for this study. According to Aliaga and Gunderson (2000), quantitative surveys
produce generalisable causal theories, which can be used to predict peculiar social events in
a similar context. Despite the strength of a quantitative research method, it also comes with
some disadvantages and criticism (Tashakkori and Teddlie, 2010). Quantitative method is said
to produce shallow results and less in-depth interpretation of the conclusion, when compared
to a qualitative research approach (Fendt and Sachs, 2007). However, this study produced a
theoretical basis, gave precise results and testable conclusions which could be further built
on by conducting a qualitative study.
It can also be argued that a qualitative interview survey would facilitate a comprehensive
exploration of individual and cultural perspectives, compared to a quantitative survey.
According to Tuli (2010), qualitative measures enable an in-depth exploration of the cultural
norms and individual perceptions. This study acknowledged the need not just to explore
autism stigma, but to also interpret the role of culture and individual perceptions on autism
stigma in Nigeria which would also fit with critical realism. However, the study was restricted
by timeline, budget, and ethical constraints. To effectively conduct a qualitative survey on the
role of culture and individual perceptions on autism stigma in Nigeria, the study would need
to take into consideration both the safety of the study participants and the researcher, as the
research question is a sensitive and complex phenomenon. The probability of exposure to
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trauma, disclosure of culturally sensitive details and several ethical issues were considered.
For instance, preventive measures which included official arrangements for peer support
programs and social support groups would be put in place, in case of emotional exhaustion.
According to Hurst et al. (2015), cultural diversity (even when people share a common
language) is a major barrier to carrying out qualitative research in Nigeria. This is because
connotations to each question vary across different cultures, which can easily be recoded
wrongly during translation (Hurst et al., 2015). Also, cultural and supernatural beliefs (such as
gender restrictions) could make it difficult to gain access to the study population or hinder
respondents from participating (Umeokafor and Windapo, 2018). Umeokafor and Windapo,
(2017), reported that quantitative surveys account for four times more of published papers
than other research types in Nigeria, with qualitative research accounting for approximately
1% of published papers. This was first attributed to the fact that convincing potential
participants to have their responses recorded in this region, was quite a challenge, due to
their fear of implications especially when it comes to sensitive issues that concern the country
(Hurst et al., 2015). Secondly, transferability of findings, validity and reliability of results which
might be affected by limitations to some disclosures and bias in response remain a significant
barrier (Umeokafor and Windapo, 2018). Finally, the field risk involved in conducting a
qualitative survey in Nigeria, due to security issues should be considered. For instance, the
risk involved in gaining access to the home of the participants should be put into
consideration. Although, it would have been ideal to carry out a qualitative method in
conjunction with the quantitative method conducted in this study, but for the reasons
highlighted above, this was not visible. However, this study recommends that future studies
should consider exploring both methods.

6.6 Sampling technique
Sampling in quantitative research is a process of selecting a representative group from the
population of interest (Dudovskiy, 2016). Sampling is an essential aspect of any research, as
it seems impossible to collect information from the whole population of interest (Brown,
2006). Therefore, a sample group that will likely be a good representation of the target
population is required (Alan, 2014). The sampling procedure employed determines the type
and number of participants recruited which in turn impacts on the research findings (Proctor,
2003). Sampling techniques can either be random sampling or non-random sampling
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(Dudovskiy, 2016). According to Bowling (2014), random sampling involves the random
recruitment of study participants, where every member is given an equal chance to take part
in the study. Conversely, non-randomised sampling involves the selection of study
participants in a non-random manner, where not every member stands a chance of
participating in the study (Bryman, 2012).
The choice of selecting either a non-randomised sampling or a randomised sampling depends
on the target sample, the level of generalisation and representativeness required for the
study (Dudovskiy, 2016). Randomised sampling offers a good representative sample, although
it is more expensive and time-consuming, yet results are robust and stronger (Louis, Lawrence
and Keith, 2000). There are three major types of Random sampling: simple, stratified, and
systematic random sampling. Simple random sampling is usually referred to as the most
common type of randomised sampling technique (Bryman, 2012). The rationale behind
simple random sampling, according to Dudovskiy (2016) is that as much as possible it reduces
bias from the selection process, to ensure that the sample is a good representation of the
target population. This is achieved as the sampling technique gives each member of the target
population an equal chance of being selected (Bryman, 2012). Although, in theory, simple
random sampling is quite straightforward but practically, can be challenging (Press, 2008).
This is because simple random sampling requires a tool called the sampling frame, which
provides access to information on the list of members in the target population, which can be
unrealistic especially when working with a large sample size (Saunders, Lewis and Thornhill,
2012).
Stratified random sampling, on the other hand, is effective when specific sub-group or strata
is the target population (Bowling, 2014). The application of this sampling procedure involves
dividing the target population into various strata, based on one or more common attributes
(such as gender, age), and selecting participants from each stratum in a random manner (Alan,
2014). The specific order of strata categorisation depends majorly on the research aims and
objectives. Stratified random sampling is known to give more accurate primary data
compared to simple random sampling, because of the stratification process which helps
reduce sampling bias and error (Gravetter and Forzano, 2011). According to Dudovskiy (2016),
stratified random sampling ensures a greater level of representativeness, compared to any
other randomised sampling technique. However, the research process takes longer and is
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expensive to carry out due to the extra stage of stratification (Bowling, 2014). Also,
distinguishing between strata in a sample frame can be practically challenging, and the
analysis of data from this technique is quite complex (Dudovskiy, 2016).
Systematic random sampling (SRS) is a simplified way of selecting study participants randomly
while ensuring that the sample group were evenly selected (Proctor, 2003). It is a random
sampling technique that requires the selection of study participants based on a fixed system
of intervals in a numbered population (Brown, 2006). For this study, SRS was employed and
was utilized to select household samples within the selected clusters in Nigeria (see section
6.6.2). The SRS technique was employed for three main reasons: Firstly, SRS provides a more
generalizable result, when compared to non-randomised sampling technique. Secondly, the
need to conduct an accurate randomised sampling survey, even though obtaining a sampling
frame for the target population was not possible. SRS was needed to select household
samples within the selected clusters, to enable random selection of household participants
as much as possible. According to Elfil and Negida (2017), a sampling frame is a complete list
of the population of interest, used in this case to define the selection process of the target
population. There was no accurate sampling frame or registered house numbering in Nigeria
at the time this study was conducted, which was partly due to the large population size of the
country, making the systematic sampling technique appropriate for the study. Also, SRS is
often used in community-based research where a good sampling frame is absent (Dudovskiy,
2016). Finally, SRS improves the potential of selecting household units that are evenly spread
across the cluster samples (Bryman, 2012).
SRS provides a simplified and convenient means of randomly selecting study participants,
where no adequate sampling frame is available. Due to the lack of sampling frame, large
population size, and the wide geography of the target population, a multistage cluster
sampling was incorporated within the SSR (for details on the multistage cluster sampling, see
section 6.6.2). Still, this study acknowledges that there were limitations to the sampling
method. According to Saunders, Lewis and Thornhill (2012), SRS increases the risk of sampling
bias and subjective selection of sample participants when compared to simple random
sampling. Therefore, to reduce sampling bias, the starting household for each cluster sample
was randomly selected. Although, simple random sampling according to Bryman (2012),
provides a good sampling result when compared to SRS. However, considering the lack of
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sampling frame, the large population size of the study participants, and the multistage cluster
sampling; SRS was deemed appropriate.

6.6.1 Rationale for selecting multistage cluster sampling
A multistage cluster sampling is a technique wherein sampling is carried out in several stages,
such that at each stage the sampling size gets reduced gradually (Dudovskiy, 2016). The
technique involves dividing the whole target population into subgroups called clusters,
wherein fewer clusters are selected at random (McBurney and White, 2010). The stages and
clusters formed out of the target population, is dependent on the type of research and the
size of the population under study (Bryman, 2012). Cluster sampling is used when access to
information about the whole population is restricted. It is effective in primary data collection
for a large survey where face-to-face contact is required (Daniel, 2011). This sampling
technique is more economical, feasible, cost-effective, and practical, especially when the
target population is large, and a sampling frame is not available (McBurney and White, 2010).
According to Bryman (2012), multistage cluster sampling is recommended in conducting
primary large-scale surveys over large geographical areas. This is because, it helps simplify the
complexity of collecting data from a very large population, as only a list of members in each
selected cluster is needed (Dudovskiy, 2016). With cluster sampling, greater precision and
high level of flexibility can be achieved, with less time spent on gathering information about
the whole population (Bryman, 2012). Although multistage cluster sampling is not as effective
as simple random sampling, nevertheless it addresses two major disadvantages of simple
random sampling which are cost and time ineffectiveness.
However, this sampling technique compared to simple random sampling does not reflect the
true diversity and characteristics of the target population, as samples are grouped based on
desired clusters with less focus on including all elements in the cluster (Dudovskiy, 2016). This
can result in selected clusters sharing similar elements and characters or exclusion of several
other peculiar characteristics in the target population (Daniel, 2011). The sampling technique
is highly subjective, prone to higher sampling error and design effect, with less information
available for observation and analysis (Bryman, 2012). Multistage cluster sampling is a more
complicated procedure, as it involves at least two random stages of cluster selection. Also,
the precise number of stages involved in a multistage cluster sampling is often defined by the
population size and availability of sampling frames at various stages. This increases the
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sampling inaccuracy and decreases the heterogeneity of the study participants, as the clusters
gradually get smaller in size at each stage of sampling, and only elements in the final stage
are selected (McBurney and White, 2010).
Considering the pros and cons of multistage cluster sampling, this technique was suitable for
my target population. This technique was more feasible, practical and it was cost-effective to
implement, considering the geographical area of the study population. Thus, a multistage
cluster sampling method was utilized to narrow down the research population for this study.
However, to reduce sampling errors and bias prone to this technique, Daniel (2011) suggests
that the sampling technique be combined with other probability sampling techniques. Thus,
to help minimize sample error and increase the heterogeneity of participants, systematic
random sampling was infused at the final stage of the cluster sampling.

6.6.2 Sampling context and population
This study was carried out in West Africa, Nigeria. The country comprises of 37 states, which
includes Abuja the Federal Capital Territory. For this study, a purposive multistage cluster
sampling was first carried out (see figure 6.3), which was then followed by the SRS. This study
acknowledges that a purposive multi-stage cluster sampling serves as a limitation, as a
random selection of clusters would have yielded a more generalisable sample (Dudovskiy,
2016). However, a purposive selection of clusters was necessary, in order to have a
representative sample from both urban and rural areas in the country, also ensuring that the
research participants were diverse in geographical location. Finally, the consideration of
safety and security both for the study participants and researcher, which was a major concern
when selecting the cluster samples. Gureje et al. (2005), successfully adopted a multistage
cluster sampling strategy in their research. The study which was conducted in Nigeria
(included three Yoruba-speaking states) was based on a three-stage cluster selection process,
with a total of 2040 participants representing a 74.2% response rate. Accordingly, a predicted
response rate of 75% was adopted for this study.
The first clusters were based on states, and two states were selected on purpose out of the
37 states in the country, in order to have a representative sample of urban and rural state.
Lagos and Niger state were selected to represent urban and rural area of the country,
respectively. Lagos state is located in the south-western part of Nigeria, sharing boundaries
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with the Republic of Benin and the Atlantic Ocean (Lagos State Government, 2017). The city
was selected because it is an economically important state and the largest urban area in the
country (Sala-i-Martin and Subramanian, 2013). The state used to serve the role of being a
state and the federal capital unit of the country until 1991 (Lagos State Government, 2017).
Lagos state has 20 Local Government Areas (LGA). On the other hand, Niger state is located
in the North-Central part of Nigeria, and it happens to be the largest state in the country
(Niger State Government, 2017). The state is known for its natural reserves, rivers and
waterfalls, and as such most of its residents engage in fishing, farming and hunting. Niger
state was selected as a rural area because the state has the highest number of villages in
Nigeria, which is due to its large landmass (Niger State Government, 2017). Niger state has 25
Local Government Areas.

Figure 6.3: Research multistage cluster sampling
The second clusters were based on LGA, and one LGA cluster was selected on purpose from
each of the State clusters. Shomolu LGA was purposively selected (see figure 6.4) because the
LGA is the closest residential area to the commercial, administrative, and international trade
centre of Lagos state. Thus, it gave a good representative sampling of a major urban
households in Lagos. Shomolu LGA has a total population of 403,569 residents, and over
20,000 regular households with an average of 13 persons per household (National population
commission, 2006). This location was selected as an urban area based on the population size,
settlement patterns and level of development in the area, which met the requirement of an
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urban area classification in Nigeria (Ajaero and Onokala, 2013). According to the Nigerian
urban to rural classification, an urban area has more than 20,000 households per local
government area, well-developed household settlement and availability of quality socioeconomic infrastructure (Ofem, 2012).

Figure 6.4: Map of Lagos state showing its Major LGAs (Lagos State Government, 2017)
According to records, only 48.40% of residents in Niger state are literate in English, as such
selecting one LGA within Minna the state capital was necessary (see figure 6.5) (Niger State
Bureau of Statistics, 2011). Over 70% of the residents in Minna are literate especially in
English, which is crucial for the success of the study (Niger State Bureau of Statistics, 2011).
Thus, selecting the second cluster sample (LGA) from this region was not only going to
increase the response rate but would also help to ascertain that the study participants met
the inclusion criteria of the study. Bosso LGA was purposively selected, with a total population
of 147,359 residents, and less than 20,000 regular households with an average of 6-10
persons per household which met the rural household classification (National population
commission, 2006). According to a study carried out in Bosso LGA, 42% of the wards in Bosso
have no access to health facilities, and bad road network deters them from travelling out of
their wards to access medical services (Ajayi, Adebayo and Ndatsu, 2008). Also, 72% of their
respondents source water from either streams, rivers or wells, while 88.0% of their
respondents confirm inadequacy of electricity supply (Ajayi, Adebayo and Ndatsu, 2008).
Bosso LGA has limited availability of quality socio-economic infrastructure which met the
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requirement of a rural area classification in Nigeria (Ofem, 2012; Ajayi, Adebayo and Ndatsu,
2008).
The third clusters were based on the wards within the LGA, and one ward was selected on
purpose from each of the LGA clusters. Shomolu LGA according to records from the Lagos
State Government (2017), has 46 wards with each ward consisting of about 950-1000
households. Palm-Grove Ward was selected on purpose as the final cluster sample for Lagos
state, which was due to practical, logistics and safety reasons. The ward sits at the centre of
Shomolu LGA, which makes it easily accessible. On the other hand, Bosso LGA has a total of
10 wards, with each ward consisting of about 380-420 households. Chanchaga Ward was
selected on purpose as the final cluster sample for Niger state, due to safety, security and
practical issues. Also, the ward had more English speaking residents when compared to other
wards in Bosso LGA and it was easily accessible by transportation.

Figure 6.5: Map of Niger state showing its Major LGAs (Source: Niger State Government,
2017)
As briefly stated above, even though the official language in Nigeria is English, it is a
multinational state with over 500 languages (Sala-i-Martin and Subramanian, 2013).
Therefore, there is the possibility that some minority ethnic population in the country may
not be English literate, indicating that they may not be able to read and understand English.
This was acknowledged as a study limitation, as the participant's eligibility criteria for this
study clearly state 'residents who speak, read, write and understand English' (see section
6.6.2.1). This means that the non-English speaking population were not given an equal chance
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of being selected and were excluded from the study. However, English is the common means
of conducting a survey in Nigeria and the only means of successfully carrying out an ethnically
diverse survey of this nature, as it is the only generally spoken language in the country.
The States, LGAs and Wards were selected on purpose because of the need to have a diverse
sampling population with regards to culture, ethnicity, socio-demographic background and
geographical location (urban to rural). It was important to have a cluster sample that is right
for the survey and best answers the research questions. The cluster samples were purposively
selected based on the household census 2006 and the Nigerian urban to rural classification.
SRS procedure was carried out in Palm-Grove and Chanchaga Ward; the procedure is
discussed later in section 6.8

6.6.2.1 Participant’s eligibility criteria


Individuals who primarily identify themselves culturally as Nigerians.



Individuals who have resided in Shomolu and Bosso LGA Nigeria for 3years or more



Residents who speak, read, write and understand English



Residents who are 18 years and above



Only one participant per household

6.6.3 Sampling size
Estimating the sample size of a survey is dependent on some of the following variables:
population size, sample size used in a similar previous study, population variability, available
resources, estimated response rate, study’s sampling method. For this study, a statistical
approach was employed to calculate the sample size, which included the use of a web-based
statistical calculator, the sample size of a similar previous study, the household population for
both cluster samples selected for this study, standard error and confidence level derived from
the pilot study, and also using the predicted response rate of 75% as stated above in section
6.6.2
The total household population for both ward clusters selected for this study is approximately
1500 households (National population commission Nigeria, 2006). Thus, the total population
number was set at 1500, with a confidence level (CL) of 95%, standard deviation (SD) of 3.08
(from the pilot study) and margin of error +/-5%. The stigmatising attitude towards autism is
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the primary outcome measure for the study. Thus, the CL and SD are provisional calculations
based on the pilot study and literature of a similar study. Gureje et al.’s (2005) study on
attitudes towards mental illness, a practical stigma survey conducted in Nigeria was a guiding
literature for this study’s sample size calculation. The CL was appropriate for this study, as a
smaller CL would have demanded a much larger sample size based on the total target
population. Based on the calculation, the sample size equals 225. Adjusting the sample size
for the 25% dropout rate (estimated response rate 75%), a sample size of 281 was required,
approximately 300. A total of 150 households each was examined from both the urban and
rural cluster sample, and a random starting point was selected. Australian National Statistical
Service software was used in calculating the sample size for this study (see link in reference).

6.7 Data collection instrument
As stated above, this study adopted a quantitative data collection procedure. A structured
self-administered questionnaire tool was adapted and used in the collection of data. This tool
was employed to make certain that each group of participants accessed the same set of
questions, while also reducing the chances of observer’s bias (Louis, Lawrence and Keith,
2000). Although, questionnaire surveys tend to yield low response rates, which might have
implications on the accuracy of the findings (Durand-Zaleski et al., 2012). However, to prevent
this a pilot study was conducted to ascertain the acceptability of the questionnaire. Also,
questions were written in English with clear font and size, easy to read with detailed
instructions, kept brief and user-friendly (Bryman, 2012).
While there are different instruments measuring professional attitudes and knowledge
towards autism and mental health, little effort has been made to develop an instrument for
assessing public attitudes, knowledge, and stigma towards autism. In selecting a
questionnaire tool, a tool with good validity and reliability, a tool that cuts across all cultures
or is Nigerian specific and finally, a tool that sufficiently assesses autism stigma was required
for the study. Accordingly, after a complete search of the literature, the researcher sought to
adopt and merge two comprehensive and validated pre-existing instruments, because no one
tool sufficiently met the study requirement set for selecting a tool.
Listed below are the two pre-existing tools adopted for the purpose of addressing the first
research question:
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Development and Psychometric Evaluation of Autism Stigma and Knowledge
Questionnaire (ASK-Q), of which the knowledge and awareness questions were
adapted (Harrison et al., 2017).



World Psychiatry Association (WPA) tool adapted by Gureje et al. (2005), of which the
stigmatising attitude towards autism questions was adapted.

The questionnaire was developed to consist of three sections. These sections included sociodemographic and background questions; knowledge and awareness questions; stigma
assessment questions (Appendix 4). The first two sections enabled a broad description of the
sample participants, assessed knowledge and awareness levels, and examined the theoretical
drivers identified in the SSR. The third section of the questionnaire assessed the views and
attitudes of the study participants. The socio-demographic and background questions
collected data on gender, age, place of birth, religion, level of (religiosity, educational
attainment) marital status, financial status, and employment or occupation status. The
questions included in this section are standard research socio-demographic questions, that
were all identified in the literature review as moderating variables correlated with stigma and
attitudes (Adamson et al., 2004). Also, the variables mentioned above were reported in the
SSR to influence autism stigma within the context of this study (see chapter 7). Hence, these
variables were included to assess the correlation between the socio-demographic variables
and the stigma levels of study participants.
The knowledge and awareness questions were developed using the tool ‘Development and
Psychometric Evaluation of Autism Stigma and Knowledge Questionnaire’ (ASK-Q), developed
by Harrison et al. (2017). This section included 27 questions that examined the participant’s
awareness and knowledge of autism. For instance, ‘Autism can be diagnosed as early as 18
months’, ‘Genetics plays an important role in the development of autism’. These questions
were adapted from the ASK-Q tool and used to assess the study participant’s theoretical
understanding of autism, while it also gave a brief overview of their awareness. The ASK-Q
tool was developed specifically to examine autism stigma and knowledge. The tool was
deemed appropriate for this study due to its cross-cultural utility, high internal validity and
reliability which was rated by 16 international researchers, using diagnostic classification
modelling. Nevertheless, there was the need to make changes to the original version of the
ASK-Q tool, to improve clarity and reduce question sensitivity (see appendix 17).
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The ASK-Q tool is a four-sectioned questionnaire with a total of 54 questions which examines
the diagnosis, aetiology, treatment, and stigma of autism. However, the questions were
randomly arranged in this study questionnaire to eliminate order effect. For this study, some
aetiological questions were excluded from the study questionnaire, as they required
professional knowledge and awareness. For instance, ‘The number of diagnosed cases of
autism has increased over the past ten years’ ‘Behaviour therapy is an intervention most likely
to be effective for children with autism’, ‘Many children with autism repeatedly spin objects
or flap their arms’. These questions were excluded as this study only aimed at assessing the
baseline knowledge of autism among the Nigerian public. Therefore, to minimise data
measurement error, it was necessary to only include questions that were associated directly
with the aims and objectives of this study. Also, some items similarly worded in the ASK-Q
tool were excluded, this was done to ensure that the study questionnaire was brief and
precise (see appendix 17). For instance, ‘Some children with autism do not talk’ is similarly
worded to ‘Many children with autism have difficulty using everyday language to
communicate their needs’ which was included in the questionnaire. According to Harrison et
al. (2017), it is important to avoid duplicates or questions with slightly different languages, to
increase the acceptability and response rate of each item in a questionnaire. Thus, these
questions were removed from the questionnaire used in this study.
Finally, sensitive, and controversial questions were removed from the final version of the
questionnaire used in this study (see appendix 17). For instance, 'Autism is due to cold,
rejecting parents', 'Most children with autism are extremely impaired and cannot live
independently as adults'. Some of these items were flagged by the 16 international
researchers who reviewed the ASK-Q tool, to be sensitive, controversial, and offensive,
concluding that such questions might generate a low participant response rate (Harrison et
al., 2017). Thus, there was the need to avoid sensitive, offensive and controversial questions,
so as not to cause potential harm to the study participants. Harrison et al. (2017), suggested
after piloting the questionnaire, that an additional stigma construct was required to fully
explore autism stigma. Thus, the need for an additional stigma construct.
The stigma and attitude assessment questions of the study questionnaire was developed
using the World Psychiatry Association (WPA) tool developed in 1996, to embark on a
worldwide program to fight schizophrenia stigma and discrimination. The WPA tool was used
102

to effectively assess stigma towards people with schizophrenia, and to assist local planners in
targeting anti-stigma interventions (WPA, 2005). This tool has also been successfully adapted
by other researchers to promote mental health at the population level and to improve public
information about mental health. The tool was adapted by Gureje et al. (2005) to examine
community mental health literacy in Nigeria. According to Gureje et al. (2005), the tool proved
valid, reliable, and effectively measured mental illness stigma levels in Nigeria. An adaptation
of the WAP tool was also effectively used by Tilahun et al. (2017) in their study titled
‘Ethiopian community health workers' beliefs and attitudes towards children with autism:
Impact of a brief training intervention’. Similarly, Gillespie-Lynch et al. (2015) used an adapted
version of the Social Distance Scale, a measure of stigma developed by Bogardus in 1933, to
assess stigma towards autism in their study titled ‘Changing college students’ conceptions of
autism: An online training to increase knowledge and decrease stigma’. According to
Gillespie-Lynch et al. (2015), the adapted tool had good-excellent internal consistency and
construct validity. The WAP tool was adapted for this study, as the tool effectively assessed
attitudes and stigma of autism, and it is appropriate for the Nigerian context. This tool was
adapted to suit this study, for instance, statements with ‘schizophrenia’ were modified to
‘autism’, and ‘schizophrenic individuals’ were modified to ‘autistic individuals’. Likewise,
statements like ‘I would feel afraid to have a conversation with someone who has
Schizophrenia’ was modified to ‘I would feel afraid to have a conversation with someone who
is autistic’. ‘I would be unable to maintain a friendship with someone who has schizophrenia’
was modified to ‘I would be unable to maintain a friendship with someone who is autistic’.
However, controversial and sensitive questions like ‘Schizophrenic individuals need
prescription drugs to control their symptoms’ were also removed (see appendix 16).
These tools were modified, and changes were made to the original version of the tools,
because of the need to fully examine attitudes, knowledge and awareness of autism in a
reliable and sensitive manner. Although, these tools were chosen due to their high reliability
and validity, which was examined at each point of measurement. However, these
modifications and exclusions were necessary to avoid a questionnaire that is potentially
unethical and harmful. According to Kelley et al. (2003), it is ethically necessary that a
researcher must avoid including sensitive, negative and controversial questions, in order to
avoid intentionally causing harm to the participants (see section 6.10). Therefore, this study
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acknowledges that any pre-existing validity and reliability accounted for in the original version
of these tools, would not apply to this study. However, a small-scale pilot study was
conducted to test for internal consistency and to identify any potential problems with the
tools; this is later discussed in section 6.11.

6.8 Recruitment procedure
SRS was carried out within the urban cluster (Palm-Grove Ward) and the rural cluster
(Chanchaga Ward). Chanchaga Ward was first recruited and then followed by Palm-Grove
Ward. The starting household in each ward was randomly chosen and subsequent households
were chosen by means of a predetermined interval between each household. Based on the
reported household population in Chanchaga Ward, an estimated interval of 12 houses
between each house was employed for the SSR. Some households had no English-speaking
members in them, and in such cases, the next household was selected. Data from Bosso,
Chanchaga Ward was collected between the 30th of April to the 8th of May 2019, with a total
of four researchers working together to collect data. A paper-based questionnaire was only
used in this region due to poor internet connection, this also encouraged timely completion
of the questionnaire and quick access. Questions and statements were read out were
participants requested.
On the other hand, based on the reported household population in Palm-Grove Ward, an
estimated interval of 53 houses between each house was employed for the SSR. Data from
this LGA was collected between the 10th to the 16th of May 2019, four researchers worked
within this ward. Both paper-based and online questionnaire was employed in this region. A
total of 170 households were approached, distributing either online links printed on paper or
paper-based questionnaires based on the participant’s preferences. In most cases,
participants requested they access the questionnaire using the researcher’s mobile device, as
it saved them cost and time.
The questionnaire was administered in a standardised way to reduce sampling bias and
maintain sampling consistency within each cluster sample. A door-to-door method of data
collection was employed in this study. It was employed as a systematic means of randomly
selecting study participants for this study. This method was employed due to the lack of a
formal sampling frame or registered household numbering in Nigeria. Although, the door-to104

door method provided less protection against introducing biases, yet the approach served as
a standardised means of randomly selecting household units in this study. Questionnaires
were home drop-offs/pick-ups, and each participant was fully informed of the aims and
rationale of the study and was asked to either complete the questionnaire immediately or
completion at a later point.
After giving out the questionnaire to eligible participants and they consent to participate, in
most cases the researcher stayed around to get the filled questionnaire back, except in cases
where participants stated otherwise. This method helped achieve a high response rate. In
cases where the participants settled for a pick-up date, the researchers and the participants
would arrange a convenient pickup time and date, which reduced the effort or transaction
cost to receive and return the questionnaire. A reminder was sent 3days after home dropoffs, to improve the response rate. Although, postal questionnaires are a common and
quicker means of sending questionnaires to a large survey of participants. However, Kelley et
al. (2003) reported that postal questionnaires tend to yield a low response rate. In order to
increase the response rate, Gureje et al. (2005) used home drop-offs/pick-ups of
questionnaires (a survey technique where a researcher delivers the questionnaire to the
participants to complete in their own time and then picked up again at a later date).
According to Douglas et al. (2016), home drop-offs/pick-ups appear to be an effective means
of increasing response rates in randomised sampling surveys. Home drop-offs/pick-ups of
questionnaires were necessary in this context, due to the inefficient postal system in Nigeria,
possibly because of the improper household numbering. Thus, home drop-offs/pick-ups in
this context reduced the risk of the questionnaire getting lost in transit and facilitated a timely
and rapid completion of the data collection procedure. Also, home drop-offs/pick-up of the
questionnaire created in-person communication with the researchers, which helped
participants get clarification on any questions and issues around the survey, thereby reducing
nonresponse bias. This study estimated a response rate of 74.2% yielded in a similar study by
Gureje et al. (2005), using the same recruitment procedure.
Participant recruitment was carried out during the day between 11 am to 5 pm Mondays
through Saturdays, with the researcher being accompanied by other research students from
the University of Lagos in Nigeria and Federal University of Technology, Minna, Nigeria, and
all researchers had their university identification card on. To ensure the safety of the
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researchers and the study participants, it was important to conduct the recruitment process
during the day. Selection of participants randomly is key to this study. Therefore, to avoid
selection bias, participants were selected based on whoever opened the door, that fit into
the inclusion and exclusion criteria of this study. Although, this serves as a study limitation as
some prospective participants, who at that moment could not get to the door, for instance:
working-class individuals, disabled individuals; may have been exempted from participating
in the study. However, this approach was employed as a random means of selecting
participants, instead of purposively selecting household participants, which is a less random
approach and could introduce observer’s bias. The researcher and all those who helped out
on the field data collection (research students) were first trained before initiating any field
event. The Ethical, Social, Behavioural, and Professional Standards in Research, CITI
Certification was a compulsory online training first taken by the researcher before ethical
permission was granted in Nigeria. As a result, the researcher was enabled and equipped to
give a brief training to all those who helped out on the field data collection. The initial training
which was done in-person (face-face) took about an hour and it entailed a detailed description
of the study aims, objectives and rationale, a brief description of the research location,
participants and data collection methodology and ethical considerations. Also, a daily review
of the research safety protocol, risk assessment, safety guidelines, research itinerary, ethical
issues and data collection bias was carried out (Appendix 14). This was to ensure that the
research students that helped during data collection were well aware of all research protocols
and understood the study rationale. The initial training boost the field confidence of all
research students, as they became more energised and exhibited a positive attitude towards
the success of the project.
A household survey which is an alternative means to randomly selecting household
participants would have required the researchers having to gain access into each household,
thereby increasing the risk of harm to the researchers. Trentelman et al. (2016), reported that
household survey can also discourage participants from taking part in the survey, as it requires
a list of each household resident, making the recruitment process lengthy and complex. The
selection of participants based on whoever opened the door eliminated the need for a
household headcount, which would have slowed down the recruitment process. In cases
where the individual who opened the door, did not fit the inclusion and exclusion criteria of
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the study, another participant in the household was randomly selected. Also, in cases where
an eligible participant was not found in the household or in situations where no one answered
the door, the next household was selected.

6.9 Data analysis
Data collated was analysed using the Statistical Package for Social Science (SPSS) version 21.
This study assessed three outcome variables, which are knowledge, awareness and stigma of
autism. However, stigma is the primary dependent variable, and its correlation with the two
other outcome variables, as well as independent socio-demographic variables was
investigated. Frequencies and descriptive tests were carried out for all levels of data,
calculating the standard deviation, mean and median for each variable. Also, frequencies and
central tendencies were used to examine the percentage distribution of both outcome
variables and socio-demographic variables. The analysis involved specific differences in
relation to the level of knowledge, awareness and attitudes, also examined and highlighted
any socio-demographic variation effect.
The items on the questionnaire were first scored, by assigning number values to the
responses using the original tool’s scoring guidelines. This was done to help attach a point
value to the answers of specific questions. These points were then summed up to give the
final respondent score (see section 6.9.3). For this study, the correct choice/option (based on
the original questionnaire) to each question was scored or assigned a point value of ‘2’, ‘Don’t
know’ was given a constant value of ‘1’ and the wrong choice/option was scored the point
value of ‘0’. The same scoring was used for both the pilot study and primary study.
Normality assumption test was then carried out on the data, to validate the data distribution
and identify the appropriate statistical analysis to employ in analysing data. Normality test
equates the shape of the sample distribution model to the shape of a normal curve and
assumes that the sample, projects a normal shaped curve if the sampling population is
normally distributed (Kim and Park, 2019). These assumptions are verified statistically
through (Kolmogorov-Smirnov and Shapiro-Wilk statistic test) and graphically using
(Histogram frequency distribution, probability-probability plot, quantile-quantile plot and
boxplot). There are 3 main normality test hypotheses: first, H0 the observed distribution
corresponds with the normal distribution; secondly, Ha the observed distribution does not
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correspond with the normal distribution; lastly, if we accept the H0, we assume normality.
Assuming normality indicates that data collected are normally distributed, then parametric
tests are employed. If we do not assume normality, indicating that we reject the H0 as the
data follow no specific distribution, then non-parametric tests are employed. The results
indicated that data collated in this study were not normally distributed. Thus, non-parametric
tests were performed to analyse the inferential associations between independent and
dependent variables.
The statistical tests employed in this study were Chi-Squared tests (for categorical
independent and dependant variables), Spearman Rho tests (for continuous independent and
dependent variables), and Mann-Whitney U tests (for categorical independent variables and
associations with continuous dependent variables) (Awosanya and Papadopoulos, 2016).
Specifically, the Mann-Whitney U test was used to compare means between the outcome
variable and independent variables like geographical location, while Kruskal-Wallis H test was
used to determine the statistical significance. Cross-tabulation analysis was carried out using
the Chi-Squared tests to determine the correlation between the independent variables and
outcome variables. Spearman Rho correlation test was used to examine the theoretical
associations, statistical significance, and strength of association between the variables
highlighted in the SSR and literature review, and results were then used to derive the
theoretical framework pathway.
The stigma scale, knowledge and awareness scale were treated as continuous variables, in
order to perform a Spearman’s rho, to test the relationship between these variables and the
independent variable. The prevalence of stigma was calculated as the aggregation of all items
on the stigma scale, with the lower score indicating lesser stigma. Likewise, knowledge and
awareness levels were computed by aggregating all items on the knowledge and awareness
scale, and the higher the score on the scale the higher the knowledge and awareness levels
(see chapter 9).
Also, the logistic regression analysis was utilized to identify explanatory variables that predict
the primary outcome variable (stigma). Although, the logistic regression analysis and the ChiSquared tests are similar analyses, but logistic regression analysis are effective at removing
any confounding effects, as it can control a large number of confounders (Nahm, 2016).
However, before carrying out the regression analysis, first, the assumptions for regression
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was checked, to ensure valid interpretation of the result. Regression is sensitive to outliers,
as such outliers were checked for in the regression result. A p-value of ≤0.05 was chosen for
detection of statistical significance. Also, the regression model was tested for goodness of fit
using the Hosmer-Lemshow Goodness of Fit significance statistic (HL). This was done to
establish that the data fits the model. The model passed the Hosmer-Lemshow Goodness of
Fit significance statistic (HL), as the HL is not significant.

6.9.1 Reliability score of scales
Alpha-Coefficient test was carried out on the stigma scale, knowledge and awareness scale to
examine the reliability scores of both scales. Although the original ASK-Q scale demonstrated
a higher internal consistency (α=0.88) (Harrison et al., 2017), however, this may have been
affected by several factors. A factor analysis was carried out on the stigma scale due to its
poor internal consistency. A KMO greater than 0.5 indicates that the sample is fine and there
is a significant correlation between at least one of the items on the scale. It was also necessary
to delete items on the scale with high Cronbach’s Alpha if item deleted, in order to increase
the internal consistency of the stigma scale. Three items on the scale were deleted and were
not included in the final analysis (‘autistic people are not a burden on society’, ‘there is
something about an autistic individual that makes it easy to tell them from typical people’,
and ‘I would not marry someone who is autistic’). The internal consistency of the tool used in
this study might have been affected due to the modification and adaptation of the tool from
its original version.

6.9.2 Missing values
Missing values occur due to several reasons, but in most cases are as a result of participants
refusing to respond, which is called ‘item nonresponse’ (Little and Rubin, 2002). Missing
values are important in surveys, as they might tend to introduce bias in computing estimates,
if not properly handled. Due to the serious effect missing values might have on the
conclusions of the survey, it is important to understand the reasons for the missing values (Li,
2013). There are three major types of response mechanism used to address incomplete data,
which are solely dependent on the reason of the missing values: Missing Completely At
Random (MCAR) (P neither depends on X nor on Y); Missing At Random (MAR) (P depends on
X, but not on Y); and Missing Not At Random (MNAR) (P depends on Y and eventually on X)
(Little and Rubin, 2002).
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To understand the reason for missing values in this study, Expectation maximisation algorithm
(EM) was employed. The technique was employed based on the notion that missing data are
not dependant on any factor and are completely random. The EM was determined using the
little’s Missing completely at random test.

6.9.3 Variables used in the study
The association between stigma score, knowledge and awareness score and other
independent variables was investigated. The independent variables investigated in this study
were variables derived from the SSR and literature review to influence knowledge and stigma
of autism. The association and statistical strength of the relationship between the outcome
variables, prior knowledge of autism and socio-demographic independent variable
(geographical location, age, gender, educational level, employment status, religion, level of
religiousness, marital status and financial status) were reported. However, to increase
analytical power, these data were grouped and recorded into larger categories. Grouping of
data is common in research as several similar studies have implemented the same technique
(Papadopoulos et al., 2013; Vasiliki et al., 2016). This coding was necessary to carry out a
logistic regression analysis.
For specific tests, it was necessary to transform non-categorical variables into categorical
variables. For instance, stigma scores were grouped into two categories, using the median
score (4) derived from the data collated in this study. In order to perform a logistic regression
analysis, a cut-off point ≤3 was adopted for lower stigma (0-3), and >3 cut-off point for higher
stigma (4-12). It should be noted that scores higher than 3, do not necessarily mean they are
stigmatising. Knowledge and awareness scores were grouped into two categories, using the
median score (36). To carry out a logistic regression analysis, a cut-off point ≤35 was adopted
for lower knowledge and awareness (20-35), and >35 cut-off point for higher knowledge and
awareness (36-49). Prior knowledge of autism was recoded into two groups: No/don’t know
and Yes.
Socio-demographic variables were also categorised into groups, to perform a regression
analysis. Age was recoded into two categories: younger (18-27) and older (>27) using the
median age (28); financial status was grouped into two categories: good/excellent and
fair/poor; and educational achievement was grouped into two categories: lower education
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(primary/secondary) and higher education (degree/above). In some cases, it was necessary
to exclude categories with low figures, to obtain comparisons that are meaningful for testing
(see table 9.2). Also, it was necessary to compare categories within the employment variables.
Therefore, the employment categories were grouped into dichotomous categories, to enable
the creation of relevant dummy variables (see table 9.13).

6.10 Ethical considerations
Ethical concerns may be very complex and sensitive depending on the kinds of problems
investigated, and the methods used to collect data (Louis, Lawrence and Keith, 2000). Ethical
issues require a balance between the right of the subjects, the pursuit of truth, and values
that potentially threatens the research (Creswell and Plano Clark, 2011). A research proposal
was sent to the University of Bedfordshire’s Research Institute Ethics Committee, including a
full description of the study. The study’s methods, design, and procedures used, the research
questions and objectives, practical application, the nature and size of the samples were fully
described. Ethical approval was obtained on the 15th of April 2019 (see appendix 8). Also,
ethical approval was sought from the Lagos state university teaching hospital (LUTH) (see
appendix 9) and the two research locations in Nigeria (see appendix 11). For this study, several
ethical issues were considered; Confidentiality, Informed Consent, Anonymity, Risk of harm
and Question sensitivity were deemed key.
Informed consent requires that prospective research participants be fully informed of the
procedures and risk of getting involved, and not coerced or deceived into participating, but
must voluntarily consent to participate (Louis, Lawrence and Keith, 2000). This study chose a
written document that provided key summary of the study, without the use of misleading and
technical terms. The document is called the participant information sheet (Appendix 13),
informing the participants why they were selected and what would be the use of the data
collated in the study. Also, is the informed consent asking the participant for their signature
and date to ascertain that they indeed consented to participate. All these were documented
to guarantee that participants were provided with enough and the same set of information.
Consent was obtained from all participants (Appendix 12), and the study procedure was
centred around the participants without any influence from the researcher. Participants were
told in advance before participation of their right to withdraw at any time without having to
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give any reason. Likewise, participants who refused to partake in the study were not
pressured in any way.
Anonymity and confidentiality were crucial aspects of this study. These are standards applied
to help protect the privacy and identity of the participants. Anonymity and confidentiality of
information were ascertained, as personal data relating to the participants like; names,
contact details or other factual information were not asked for in the questionnaire. The code
of anonymity and confidentiality was implemented during this study, as participants were also
explicitly told verbally before involvement, not to provide their personal details. To ensure
that the legal requirement of the General Data Protection Regulation (GDPR) of 2018 the
seven core principles under the GDPR protection law data was strictly adhered to. Minimal
amount of personal data was collected from study participants and personal data collected
was restricted to data needed to fulfil the purpose of the research. Also, data collected was
securely protected from unauthorised processing; a password-protected laptop and USB
were used to store the collected data. Data will be stored for a period of five years, and then
destroyed afterwards.
Risk of harm is an ethical issue that requires that the researcher does not put themselves or
participants in a harmful situation or at risk (Bowling, 2014). The researcher must consider
their own safety, so also must not engage in any procedure that would inflict pain or distress
on the participants. While collecting data for this study, the researcher constantly reminded
the participants that if they felt uncomfortable or distressed by the questionnaire, they could
abort the process without giving any reason. However, this study had no recorded case of any
pain or distress inflicted on both researcher and the participants. This study did not involve
children, young people under 18 years, or vulnerable people in any way. Sensitive and
offensive questions were avoided as much as possible, as the questions were carefully
collated. Also, to ensure the researcher’s safety, data was collected during the day, and the
researcher was accompanied by other students. Before fieldwork, a safety protocol document
was developed (see appendix 14); first to assess the field risk, second to create a research
itinerary, third to keep a record of emergency contact details and to highlight general safety
guidelines. The research safety protocol was strictly followed to avoid any risk of harm.
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CHAPTER SEVEN
A SYSTEMATIC SCOPING REVIEW
7.0 Introduction
Chapter seven presents a description of the procedure for executing a systematic scoping
review (SSR) study, prior to the primary study. The general aim of this chapter is to review all
available evidence on autism stigma in Africa, thereby identifying potential explanatory
variables of autism stigma. The review also provides a clearer overview of autism stigma in
Africa, which in turn informed the primary study. This chapter gives a detailed description of
the method, procedure and search strategy used for data collation, while not forgetting the
ethical considerations involved. Also, the data extraction process and analysis of data
extracted were discussed in detail.

7.1 Review rationale
According to Okandeji-Barry, Agofure and Garaba (2015), public display of negative attitudes
and stigmatisation is a major challenge encountered by autistic individuals and their families.
Yet, only a few studies in Africa have explored the broader concept of autism, and even fewer
have reported on the stigmatisation, awareness and knowledge of autism in Africa (Manji and
Hogan, 2013). While there is no empirical evidence on how widespread autism stigma may
be in Africa, this does not suggest that autism stigma is less common (Fayemi, 2014).
According to Tilahun et al., the rate of autism stigma is high in Africa, it often has a dramatic
influence on policy decisions, access to care, employment and education (Tilahun et al., 2017).
Subjecting the autistic individual to discriminating behaviours and stigmatising attitudes
(Owoseye, 2017). The lack of empirical research and the speculating rise in autism stigma in
Africa is a major public health threat.
Despite the rate of autism stigma reports in Africa, to the knowledge of the researcher,
currently, no research study has systematically identified, and synthesised existing research
evidence related to autism stigma across Africa. The lack of empirical evidence on autism
stigma in Africa may have contributed to the lack of understanding and knowledge around
the disorder, which impacts on the availability of targeted support and improved anti-stigma
campaigns to help reduce stigma. Thus, this review was instigated by the need to provide a
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comprehensive overview of autism stigma in Africa. This review aims to synthesise all
available literature on autism stigma in Africa, in relation to public attitude, knowledge,
misconceptions, perceptions, isolating behaviours, discrimination, labelling and prejudice.
The review also aims at identifying theoretical factors reported to instigate autism stigma in
Africa. The population, intervention, comparators and outcome (PICO) framework used to
inform the review’s aims, objectives and inclusion criteria are presented below (see table 7.1).
Table 7.1: Criteria for including studies in the review
Criteria for including studies in the review
The PICOS element would be used to define the inclusion criteria terms for this review
Population or participant of interest
Interventions

The review would examine every autism stigma paper
from Africa
None

Comparisons

None

Outcomes of interest

Setting

A clearer overview of autism stigma in Africa in relations
to public attitudes, shame, misconceptions, perceptions,
isolating behaviours, discrimination, labelling, blame and
prejudice.
Africa

Study design

Any research design excluding systematic reviews

7.2 Review approach
The initial search of literature for the primary study indicated that only a few studies have
directly focused on autism stigma in Nigeria. Given this gap in literature and the limited
availability of empirical evidence on autism stigma in Nigeria, it was necessary to collate all
available empirical evidence on autism stigma in Africa. Consequently, a method that enabled
a broader exploration of articles and captures as many articles as possible was adopted. A
systematic scoping review (SSR) was deemed fit, as it effectively maps the key concepts of the
review and assesses the types of evidence available. SSR was adopted based on the aims,
objective, and research question, and it gives an effective and rapid exploration of the
phenomenon. The review aims to present an overview of autism stigma in Africa, regardless
of quality. This means that quality appraisal was not conducted on eligible journal articles.
However, despite this limitation, the review provides an appropriate basis for the primary
study.
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7.2.1 Aims and objective
This review aims to review the existing empirical evidence on autism stigma in Africa,
including the degree and type of autism stigma; factors associated with autism stigma.
 To identify articles that have produced empirical evidence relating to autism stigma in
Africa
 To assess to what extent autism stigma exists in Africa
 To assess what types of autism stigma, exist in Africa
 To assess the factors associated with autism stigma in Africa

7.3 Methods
To identify studies for inclusion, four electronic databases were searched. The first three
database which included a wide range of journals were search (Pubmed, PsycINFO, and
CINAHL) using the following key strategy (autis* OR ASD OR ASC OR PDD-NOS OR Asperger*
OR Pervasive developmental disorder* OR HFA OR High functioning autis*) AND (africa* OR
SSA OR Sub-Saharan Africa* OR Algeria* OR Angola* OR Benin* OR Botswana* OR Burkina
Faso* OR Burundi* OR Cabo Verde* OR Cameroon* OR Central African Republic* OR Chad*
OR Comoros* OR Democratic Republic of the Congo* OR Republic of the Congo* OR Cote
d'Ivoire* OR Djibouti* OR Egypt* OR Equatorial Guinea* OR Eritrea* OR Eswatini* OR
Ethiopia* OR Gabon* OR Gambia* OR Ghana* OR Guinea* OR Guinea-Bissau* OR Kenya* OR
Lesotho* OR Liberia* OR Libya* OR Madagascar* OR Malawi* OR Mali* OR Mauritania* OR
Mauritius* OR Morocco* OR Mozambique* OR Namibia* OR Niger* OR Nigeria* OR Rwanda*
OR Sao Tome & Principe* OR Senegal* OR Seychelles* OR Sierra Leone* OR Somalia* OR
South Africa* OR South Sudan* OR Sudan* OR Tanzania* OR Togo* OR Tunisia* OR Uganda*
OR Zambia* OR Zimbabwe*). The fourth database was AJOL; an online African journal
searched using (Autism) as the keyword. All titles and abstracts of studies retrieved were
screened, and full text of studies that passed the first screening stage was then screened again
alongside the inclusion and exclusion criteria of the SSR. Reference list of selected articles was
also crossed checked to identify any missing articles. As a result of the paucity of autism
stigma research in Africa, there were no date limits so that the review can assess all available
articles on autism stigma in Africa. A systematic search of literature was carried out between
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June 2018 and July 2018 and updated in October 2019. To have a broader pool of publications
and limit the risk of missing out on any articles, the search terms were limited to autism and
Africa related terminologies.

7.3.1 Inclusion and exclusion criteria
Listed below are inclusion criteria applied in this SSR:


Studies published in English



Studies published in a peer-reviewed journal article



Studies that report data on autism stigma (as conceptualised below) in Africa



Studies carried out in Africa



Primary empirical studies

The following exclusion criteria were applied:


Systematic reviews



Studies with mixed evidence, and not clear what evidence is African and autismspecific



Studies that only measure overall knowledge scores and understanding

7.3.2 Conceptualisation of stigma
Stigma is known to be an ambiguous concept, which can be translated into different terms
across disciplines. It is first important to analyse the concept of stigma and to clarify the
study’s conceptualisation of stigma. This study adopts Park and Park (2014)’s
conceptualisation of stigma, a study that systematically reviews several mental health stigma
literature. They concluded in their conceptual analysis that the operational definitions and
attributes of stigma are shame, isolation, discrimination, blame, labelling, attitude,
perception, misconception and prejudice. These terms were used as a guideline for screening
full-text articles in this study.

7.3.3 Data extraction and analysis
A spreadsheet for data extraction was developed and used to summarise the key information
and outcomes of each eligible article (study title, author/year, study aims, study setting,
sample characteristics and features, method/data collection, stigma instrument, outcomes
(stigmatising beliefs, stigmatising actions, attitudes towards autism interventions), findings,
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types of stigma, level/degree of stigma, factors associated with stigma, source of evidence
and limitations). The extraction process was crossed-checked by project supervisors (C.P and
Y.P) to ensure accuracy. However, given that the study aims to review empirical evidence
based on three key conceptual aspects of autism stigma (degree, type of autism stigma and
factors associated with autism stigma), analysis was narrated using these three key concepts.
All studies included examined one or more of these three concepts, and findings were
reported based on the results from each article. In accordance with Arksey and O’Malley
(2005) outline of a scoping review, a quality assessment of included studies was not
conducted. A narrative synthesis was undertaken because of the heterogeneity between
study methodologies and findings. Hence, a meta-analysis of data was not appropriate
because the selected studies for this review were diverse in context, method and outcome
measures. For this study, results and discussions on the degree of autism stigma were first
narrated, with reference to studies that presented findings on this concept. Following this
were studies that presented data on types of autism stigma (self-stigma, public stigma and
secondary stigma) and finally, factors associated with autism stigma were reported and
discussed. Findings were narrated according to the aims and objectives of the SSR. Data were
summarised and put into context to enable a reflective and critical analysis of findings (see
appendix 6).

7.4 Results
The initial search result generated 1812 articles, and after a thorough screening of the studies,
twelve (12) studies were considered eligible (see Figure 7.1). These studies reported autism
stigma data from six different countries; Zimbabwe (n= 1), Ghana (n=1), Ethiopia (n= 3), Kenya
Coast (n= 3), Nigeria (n= 2) and South-Africa (n= 2). The studies included investigated one or
more of the following populations: caregivers, parents, professionals, health care workers,
health extension workers, teachers, founders of schools and NGO representatives (see table
7.2). The publication year of these studies ranged from 2009 – 2019, eight of the studies were
published between 2016 and 2019, showing a recent shift to autism stigma research in Africa.
The studies included in this review analysis were classified into three groups, based on the
findings from these studies (see table 7.2). These studies reported one or more of the
following themes: stigmatising beliefs (n= 10), stigmatising actions (n= 7) and attitudes
towards autism interventions (n= 6). These primary themes informed the narrative analysis
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of this SSR and are analysed using the three key conceptual aspects of the SSR aim: the degree
of autism stigma; types of autism stigma; and factors associated with autism stigma. The
sample size of articles varied considerably from 10-134 participants; varying geographical
locations and methodologies were also used. The narrative synthesis presented in this review
provides insight into the degree and type of autism stigma experienced and factors that
influence such stigma in Africa. All studies included are summarised below by study title,
author/year, study aims, study setting, sample characteristics, method/data collection,
stigma instrument, outcomes (stigmatising beliefs, stigmatising actions, attitudes towards
autism interventions), findings, types of stigma, level/degree of stigma, factors associated
with stigma, source of evidence and limitations (see table 7.2).

Figure 7.1: Flow diagram of the scoping review

7.4.1 Degree of autism stigma
Seven studies reported on the degree and levels of autism stigma. These studies investigated
one or more of the following populations: caregivers, healthcare workers, health extension
workers, teachers, founders of schools and NGO representatives (see table 7.2). Tawanda
(2016), in a Zimbabwe-based qualitative study of 21 teachers, reported that 16 teachers
viewed children without developmental delay as lacking knowledge and acceptance of their
peers with ASD. Furthermore, 13 teachers reported bullying of ASD children by their peers.
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Bakare et al’s study analysed 134 nurses’ opinions on different aspects of childhood autism in
Nigeria, findings revealed that 26.9% and 14.2% of study participants subscribed to
supernatural and preternatural causes respectively (Bakare et al., 2009b). Over half (54.5%)
of the study participants believed autism is treatable, while 32% were of the opinion that
autism is preventable (Bakare et al., 2009b). Tilahun et al. (2017), examined beliefs and
attitudes among 309 female health extension workers in Ethiopia (104 who completed the
HEAT module, 97 who completed the HEAT + training module and 108 untrained). According
to their findings, the higher the level of training the lesser the endorsement of negative beliefs
and social distance (Tilahun et al., 2017). They further reported that 50% of the HEAT+ group
scored zero on the social distance scale, indicating they have no need for social distance
towards autistic children. Also, 18% of the untrained group, expressed the need to chain up
autistic individuals at home (Tilahun et al., 2017). Although, the HEAT+ group were reported
to be less likely to have positive expectations about autistic children. However, this
unexpected finding was believed to be influenced by the exposure of this group to
predominantly severe cases of autism (Tilahun et al., 2017). Similar, findings on the impact of
training were reported by Oti-Boadi et al. (2019) phenomenological qualitative research on
the experiences of ageing parents or caregivers of young adults with ASD. The study
highlighted that positive attitude and support was experienced by participants from teachers,
which was attributed to teachers receiving formal training on caring for ASD children.
However, the same was not experienced within the community at large, as participants also
reported negative attitudes and experiences from healthcare workers, religious centres, and
family members (Oti-Boadi et al., 2019). One major theme that was collectively highlighted
by participants in Oti-Boadi et al. (2019)’s study was stigmatization and negative perception,
even from family members, which often lead to participants self-isolating.
Table 7.2: Background, details, and sample characteristics of included studies
NO

Author/ Year

Study title

Study aims

1

Tawanda
(2016).

Inclusions of children with ASD: listening
and hearing to voice from grassroots

What are the social
barriers and enablers
of inclusion of
children with ASD in
mainstream primary
school classrooms?

Study
settings

Sample
characteristics

Zimbabwe
(Urban area)

21 regular teachers
drawn from
mainstream
primary school
(MPS).
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2

Zeleke, Hughes
and Chitiyo
(2017).

The Path to
an Autism Spectrum Disorders Diagnosis
in Ethiopia: Parent Perspective

A details of
difficulties family
face when they
suspect their child
has ASD

Ethiopia
(Urban area)

100 caregivers of
individuals
receiving services
at parent-owned
autism centres.

3

Gona et al.
(2015)

Parents’ and professionals’ perceptions on
causes and treatment options for ASD in a
multicultural context on the Kenyan coast.

Kenyan
coast (Kilifi
and
Mombasa).
(Urban and
rural area)

103 families of
autistic children
and professionals
working with
children who had a
diagnosis of ASD.

4

Bakare et al.
(2009b)

The etiological explanation, treatability and
preventability of childhood autism: A survey
of Nigerian healthcare workers' opinion.

Nigeria
(Rurality not
clear)

134 nurses from
two university
teaching hospitals
and two Federal
Neuro-Psychiatric
Hospital

5

Tilahun et al.
(2017)

Ethiopian community health workers'
beliefs and attitudes towards children with
autism: Impact of a brief training
intervention.

Ethiopia
(Rural area)

104 HEW who
completed the
HEAT module, 97
who completed the
HEAT+ training and
108 untrained

6

Guler et al.
(2017)

The importance of context in early autism
intervention: A qualitative South African
study.

South
African
(Urban area)

28 caregivers of
young children
with ASD. 22 focus
group participants
and 6 interview
participants.

7

Tekola et al.
(2016)

Challenges and opportunities to improve
autism services in low-income countries:
lessons from a situational analysis in
Ethiopia.

Ethiopia
(Rurality not
clear)

10 informants from
existing education
and healthcare
service providers
for autism.

8

Gona et al.
(2016)

Challenges, coping strategies of parents of
children with ASD on the Kenyan coast.

What are the
perceived causes,
treatment options
and expectations for
children living with
ASD from a parental
and professional
perspective?
Assess the opinions
of healthcare
workers in Nigeria on
aspects of aetiology,
treatability and
preventability of
childhood autism.
‘To examine the
effect of a brief
training for
Ethiopian rural
community health
extension workers
(HEW)’
To explore
contextual factors
relevant to the
adaptation of a
caregiver-mediated
early autism
spectrum disorder
intervention.
To explore the
current service
provision for children
with autism and their
families in Ethiopia,
the existing
challenges, urgent
needs, and
stakeholders’ views
on the best
approaches to
further develop
services.
To investigate
challenges faced by
parents and how
they cope with those
challenges

Kenyan
coast
(Urban and
rural area)

9

Paul and
Gabriel-Brisibe
(2015)

Awareness of autism amongst primary
school teachers in Yenagoa city, Bayelsa
State

To determine the
awareness of ASD
amongst teachers
and to find out pupils
with symptoms of
ASD in Primary
schools

Nigeria
(Urban and
rural area)

103 parents of
autistic children
and professionals
in regular contact
with these parents
from rural and
urban counties.
100 teachers
selected from 18
primary schools. 9
public and 9 public
schools.
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10

Fewster and
Gurayah
(2014)

First port of call: facing the parents of
autism spectrum disorder

11

Oti-Boadi et al.
(2019)

The experiences of ageing parents of young
adults with autism spectrum disorder (ASD)

12

Cloete and
Obaigwa
(2019)

Lived experiences of caregivers of children
with autism spectrum disorder in Kenya

To gain a deeper
understanding into
the lived experiences
of parents with
autistic children and
explore coping
strategies employed
by parents.
To explore the
experiences of
ageing parents of
young adults with
ASD
To explore the
perspectives of
caregivers who are
responsible for caring
for both family and
children living with
ASD

South
African
(Rurality not
clear)

11 parents who
attend a
stimulation centre
in KwaZulu-Natal
(KZN), South Africa.

Ghana
(Urban
area)

9 parents of young
adults with ASD
attending a special
education school in
Accra.
24 caregivers were
selected from a
population of
caregivers
attending one of
the occupational
therapy clinics of
Kenyatta National
Hospital

Kenya
(Rurality not
clear)

Guler et al. (2017), explored contextual factors that impact on early autism intervention
among 28 caregivers in South Africa. Caregivers highlighted on the widespread cultural belief
regarding ASD children as being cursed, bewitched or trapped by spirits. They found that
healthcare workers and family members are a frequent source of stigma, as their children are
constantly labelled as ‘naughty’ and thought to be possessed by the devil (Guler et al., 2017).
Caregivers also report experiencing stigma from educators, professionals and the community
at large. Similarly, Cloete and Obaigwa’s study in 2019 on lived experiences of caregivers of
ASD children, reported several negative experiences from family members and the
community at large. Cloete and Obaigwa (2019), highlighted several cases of insulting
comments and label ascribed to participants’ children. One major burden of caring for ASD
children as reported by caregivers in Cloete and Obaigwa’s study, is the disturbing societal
view of ASD children as a result of God’s punishment. Tekola et al.’s qualitative study
conducted in Ethiopia involved ten informants from healthcare service providers and
education, including founders and teachers of two autism centres, two psychiatrists, one
paediatric neurologist, the deputy headteacher of a school and representatives from two
NGOs (Tekola et al., 2016). The study reported that parents and caregivers are often faced
with psychosocial challenges because of stigma. Informants highlighted that parents of
autistic children report constantly experiencing exclusion and negative judgments from the
public, resulting in them not admitting the condition and neglecting their autistic child or
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exclusion from all social activities (Tekola et al., 2016). Also, several reports of parents and
autistic centres having property rental issues, as property owners are unwell to rent as they
believe these autistic children would bring forth a curse on them and family members (Tekola
et al., 2016). As a result of the local cultural beliefs and attitudes attributed to autism, 29% of
parents reported using spiritual and traditional treatment (using holy water and herbs) with
the aim of a positive change in their child’s condition (Zeleke, Hughes and Chitiyo 2017).
According to Gona et al. (2015), the need for a cure for their child’s condition has led to
majority of parents seeking both traditional and biomedical treatment. Such beliefs and
expectations may have negative consequences on both the child and their parents, which
could result in different types of stigma.

7.4.2 Type of autism stigma
Ten studies reported on the types of autism stigma identified among the various populations
under study (see table 7.4). Tawanda’s (2016) study found that psychological, physical and
verbal stigma were reported by teachers, including bullying, victimisation, insults, offensive
names, social rejection, ostracization, isolation and negative attitudes towards autistic
children by typically developing children. Zeleke, Hughes and Chitiyo (2017), conducted a
quantitative study in Ethiopia involving 100 caregivers of autistic children, also reported
psychological, cultural, and social stigma. Gona et al. (2015) conducted a qualitative study
involving 103 families of autistic children and professionals working with autistic children on
the Kenyan Coast. The study reported self-stigma, label avoidance and public stigma as the
major types of stigma.
Table 7.3: Method, outcome, and findings of included studies
NO

1

Author/ Year
Tawanda
(2016).

Method/Data
collection
A qualitative semistructured interview
with open-ended
questions. purposive
sampling of regular
teachers

Stigma instrument

study-specific
questions assessing:
inclusion, experience
and support of ASD
children in a
classroom

Outcome
stigmatising
beliefs



stigmatising
actions



attitude
towards
autism
interventions

findings
Teachers revealed that
‘self-imposed’ social
isolation, behaviour,
bullying and social
rejection impeded the
inclusion of ASD
children in mainstream
primary school.
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2

Zeleke, Hughes
and Chitiyo
(2017).

A Quantitative survey
of ASD caregivers,
convenience/purposive
sampling technique

Questions specific to
autism were adopted
from AutismSpectrums Quotients
Scale

A phenomenological
methodology,
qualitative In-depth
interviews and focus
group discussions. A
purposive-convenience
sampling procedure
Three questionnaires
were distributed to the
healthcare workers
participating to
complete. A pointsampling method

‘Explanatory Model’
framework. The
personal and social
meaning attached to
the condition guided
the interview
schedule
Personal opinion on
aetiology, treatability
and preventability of
childhood autism
(POETPCA).
knowledge of
childhood autism
among health workers
(KCAHW)
World Psychiatry
Association (WPA)
was modified for the
study use









3

Gona et al.
(2015)

4

Bakare et al.
(2009b)

5

Tilahun et al.
(2017)

A cross-sectional
study of health
extension workers
HEW

6

Guler et al.
(2017)

A qualitative
convenience sampling
procedure comprising
of caregivers of young
children with ASD, and
used thematic analysis
to identify key themes.

Study-specific
questions informed by
Stahmer et al., 2011
focus group
questionnaire





7

Tekola et al.
(2016)

A situational analysis
was carried out.
purposive and
snowball sampling.
Findings were
triangulated





8

Gona et al.
(2016)





9

Paul and
Gabriel-Brisibe
(2015)

a qualitative design
and applied a
phenomenological
methodology. A
purposive–
convenience sampling
was conducted.
‘A cross-sectional
study of primary
school teachers.
Primary schools were
recruited by cluster
sampling method’.

Study-specific
questions assessing:
existing autism
services, experiences
of families of children
with ASD, and the
best way to improve
services in future.
Study-specific
questions formulated
by the researchers
based on the research
questions to be
answered.
Study-specific
pretested questions
assessing: sociodemographic and
awareness/knowledge
of autism.







Parents noted very
limited formal support
systems to help cope
with the ASD stigma.
72% of participants
indicated that their
children were receiving
special support, of this
67% are informal
support (church).
Preternatural causes
and biomedical were
mentioned. Treatment
varied from traditional
and spiritual healing to
modern treatment in
health facilities.
More than half of the
participating healthcare
workers in this study
subscribed to natural
causes. However, they
are more likely to
endorse orthodox
practice as a source of
help-seeking.
This study suggests that
training of community
health workers has a
significant impact on
decreasing negative
beliefs and social
distance towards ASD
Caregivers endorsed
eight contextual factors
important to consider
for early ASD
intervention. Distrust of
community-based
health workers and
autism stigma were
identified.
Families of children
with ASD experience
practical and
psychosocial
challenges, including
severe stigma.
Due to community
stigma, shame was
experienced by parents,
and isolation of the
child was reported.



Sixty-Six percent of the
teachers have heard of
the word autism.
However, 21.2% of
them have a wrong
understanding of the
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meaning of autism with
18.2% saying that it was
a psychiatric condition
similar to madness.
10

Fewster and
Gurayah
(2014)

A qualitative
phenomenological
research design. A
purposive sampling
method using semistructured interviews
to collect data.

11

Oti-Boadi et al.
(2019)

12

Cloete and
Obaigwa
(2019)

A qualitative
phenomenological
research design. A
purposive sampling
method using semistructured interviews
to collect data.
A qualitative,
descriptive,
phenomenological
study. A purposive
sampling method was
conducted.

Study-specific
pretested questions
assessing: sociodemographic, lived
experiences and
coping strategies.
Guba's 1981
constructs.
Study-specific
questions exploring:
the challenges,
perception of
available support,
concerns and plans
for future.
Predetermined
questions that elicited
participant’s beliefs,
experiences and
accessibility of
supportive services















One of the themes of
the research was the
need for parents to
fight stigma by
asserting their rights to
socialisation and
freedom of movement
for their children.
One of the themes of
the research was
isolation and
stigmatisation. Also,
participant’s experience
and attitude to social
support was revealed.
The main theme that
emerges from the
research was the
burden of caring for an
autistic child, which
included society’s view
towards ASD

Tilahun et al’s (2017) cross-sectional study identified public stigma as a major type of stigma,
including social distance, negative beliefs, and attitudes. Guler et al. (2017) reported on
societal stigma, self-stigma, and courtesy stigma, which includes blame, isolation, secrecy,
labelling and shame. Tekola et al. (2016) highlighted public and self-stigma as major types of
stigma, including exclusion, blame, negative attitudes, and isolation. Gona et al’s (2016)
qualitative study involving 103 parents and professionals on the Kenyan Coast reported,
societal negativity and self-stigma in form of: lack of acceptance, blame, social exclusion,
shame and isolation. Fewster and Gurayah’s (2014) qualitative study involving 11 South
African parents, reported self-stigma and public stigma, as well as accounts of rejection,
frustration, and isolation. Oti-Boadi et al. (2019) and Cloete and Obaigwa (2019), both
highlighted public stigma, psychological and verbal abuse were constantly experienced
among study participants. Also, there were several reports from study participants of label
avoidance and isolation as a result of the stigma expressed by the public (Oti-Boadi et al.,
2019).

124

7.4.3 Factors associated with autism stigma
All the articles included in the SSR highlight one or more factors that may influence autism
stigma within the context of their studies (see table 7.3). Paul and Gabriel-Brisibe’s crosssectional study on awareness of autism included 100 primary school teachers in Nigeria (Paul
and Gabriel-Brisibe, 2015). They reported that knowledge and awareness influenced
teachers’ understanding and attitudes towards the condition. Tawanda (2016), highlighted on
how cultural beliefs, lack of knowledge and awareness influence the attitudes expressed by
children without developmental delays towards their autistic peers. Likewise, Guler et al.
(2017) cited that culture, awareness and knowledge are important factors that influence
autism stigma. Tekola et al. (2016) also highlighted culture and knowledge as significant
factors in their study. Likewise, Oti-Boadi et al. (2019) and Cloete and Obaigwa (2019),
exploring the experiences of caregivers reported that participants in their studies believed
that culture, knowledge and awareness play a major role in the degree of public stigma
experienced.
Table 7.4: Conceptual grouping of results and limitations of included studies
NO

Author/ Year

Types of stigma

Level/Degree of stigma

1

Tawanda
(2016).

2

Zeleke, Hughes
and Chitiyo
(2017).

public stigma, secondary
stigma, self-stigma
(psychological and social
stigma)

cultural beliefs,
rural areas,
inconsistency in
symptoms
description

3

Gona t al.
(2015)

Public stigma, secondary
stigma, self-stigma, label
avoidance, automatic
stigma, (preternatural
and Perceived
inappropriate
biomedical causes)

culture, religion,
knowledge,
awareness

Public stigma, secondary
stigma (stigma by
association), label
avoidance
(psychological, Physical
and Verbal).

16 teachers revealed that
children without
developmental delay lack
understanding and
acceptance of their peers
with ASD. 13 teachers
reported bullying of children
with ASD.

Factors
associated with
stigma
culture,
knowledge,
awareness

limitations
Teachers who participated
in the study were drawn
from one educational
province of the country.
Volunteers whose choice to
participate may have been a
result of their previous
positive or negative
perspectives and
experiences with ASD.
Given the voluntary nature
of participants, it is possible
that individuals who selfselect out of the study may
not have done so at
random. Also, including
feedback from both parents,
teachers, and service
providers would strengthen
the interpretation of data.
Findings may not be
applicable to people of
excluded counties or other
counties in Kenya.
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4

Bakare et al.
(2009b)

5

Tilahun et al.
(2017)

public stigma (social
distance, negative
beliefs, expectations and
attitude)

6

Guler et al.
(2017)

societal stigma,
secondary stigma, label
avoidance, double
stigma (blame, isolation,
secrecy, label and
shame)

7

Tekola et al.
(2016)

public stigma, selfstigma (exclusion,
blame, negative attitude
and isolation)

8

Gona et al.
(2016)

societal negativity, selfstigma, label avoidance
(acceptance, blame,
social exclusion, shame,
isolation)

9

Paul and
Gabriel-Brisibe
(2015)

10

Fewster and
Gurayah
(2014)

58.2% of healthcare workers
believed that childhood
autism is natural, while
26.9% and 14.2% subscribed
to supernatural and
preternatural causes,
respectively. 54.5% of
healthcare workers believed
that childhood autism is
treatable. 32.1% of
healthcare workers believed
autism is preventable.
The trained group were less
likely to endorse negative
beliefs. 18% of untrained
would often believe that
autistic children need to be
chained up at home. 50% of
the trained group obtained a
score of zero.
stigma was experienced by
caregivers from health care
professionals, educators,
family members and the
community at large.
Community health workers
and family members were
cited as a frequent source of
stigma

experience,
gender, age,
geographical
location,
knowledge,
beliefs

Only nurses in their duty
posts in the four different
institutions on that day
were interviewed.

education,
knowledge,
experience,
awareness

the study shows that sever
stigma and exclusion are
strongly observed

culture,
knowledge

The study only included
HEWs
from
Southern
Nations, Nationalities, and
Peoples’ Region (SNNPR);
views expressed by our
participants may not reflect
views of HEWs working in
other regions.
‘The study’s sample may not
be generalisable. Given the
general dynamics of focus
group, some participants
may have been more vocal
than others, while others
may have felt
uncomfortable disclosing
personal information in a
group setting’.
It is acknowledged that the
current study focused on
the viewpoints of
informants from health and
education sector services,
and did not include
traditional and religious
healers, who may provide
additional autism service
provision not included in
this paper.
The results may not
conclusively describe the
caring experiences of
parents of children with
autism from the entire
coastal region
‘The figure presented in the
study may be an
underestimation of the true
picture of autism as many of
these children are not
accepted in regular school’
Parents of children with
autism spectrum disorder in
rural areas and lessresourced communities
were not interviewed and
would most likely have
different lived experiences
and ways of coping.

culture,
awareness,
knowledge

religion, culture,

knowledge,
awareness,

public stigma, selfstigma (rejection,
frustration, isolation)

knowledge,
awareness,
experience,
education
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11

Oti-Boadi et al.
(2019)

Public stigma, label
avoidance (psychological
and Verbal), isolation.

stigma was experienced by
caregivers from health care
professionals, religious
centres, family members and
the community at large.

religion, culture,
knowledge and
awareness,

12

Cloete and
Obaigwa
(2019)

Public stigma,
psychological and verbal
abuse.

stigma was experienced by
caregivers from family
members and the community
at large.

culture,
knowledge and
awareness

Participants were selected
from a private school
devoted to caring for
children with cognitive
disabilities. Therefore, views
of caregivers that can not
afford such private and
formal training remain
unexplored.
The findings from this study
do not reflect the views of
caregivers who have never
accessed occupational
therapy services in the
public sector and does not
represent the views of all
consumers of occupational
therapy services.

Zeleke, Hughes and Chitiyo (2017), reported that cultural beliefs and geographical location
impacted on the level of awareness and stigma. Gona et al. (2016), stated that cultural
background, religious beliefs, knowledge and awareness are the major factors that drive
stigma. These factors were also reported in their previous study (Gona et al., 2015). Tilahun
et al. (2017), found that education, knowledge, experience, and awareness greatly influence
the attitudes and beliefs of health workers. According to Bakare et al. (2009b), experience,
age, gender, geographical location, and knowledge influence the opinions and beliefs of
health workers about autism. Finally, Fewster and Gurayah (2014), similarly reported that
knowledge, awareness, experience, and education greatly influence autism stigma.

7.5 Discussion
Autism stigma was identified across all articles, ranging from moderate to high levels in the
form of negative attitudes, discrimination, and social exclusion. Some studies show high levels
of endorsement of negative beliefs, opinions, and social distance while providing specific
examples of healthcare workers attributing supernatural causes to autism. Also, severe
stigma was reported among family members, just as bullying and victimising of autistic
children in school were constantly reported. The review also identified variables established
across the articles to influence autism stigma. Findings from this review constantly
demonstrate that public understanding of the concepts of autism is limited, with varying
knowledge and awareness levels across different cultures and ethnic groups.
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7.5.1 Degree of autism stigma
The studies identified have all either presented empirical data or discussed awareness and
stigmatisation of autism within the context of each study. All studies reported low levels of
awareness and stigmatising attitudes within the different study populations. For instance,
Bakare et al’s (2009b) research on Nigerian healthcare workers opinions of childhood autism,
indicated low levels of awareness and stigmatising beliefs. They reported that 40% of
participants subscribed to supernatural causes (pleasing the ancestral spirit and avoiding
sins), with over 30% believing that autism is as a result of maternal infection during pregnancy
(Bakare et al., 2009b). Similarly, Tilahun et al’s (2017) research on Ethiopian community
health workers beliefs and attitudes towards autistic children, reported that stigmatising
views and beliefs were high among community healthcare workers. According to Tilahun et
al. (2017), some untrained healthcare workers believe that autistic children need to be
chained up at home. In summary, this review has established striking levels of stigma,
stereotypical beliefs and negative attitudes among healthcare workers and professionals,
which are consistent with findings from similar articles (Tekola et al., 2016; Bakare et al.,
2009b; Tilahun et al., 2017; Gona et al., 2016). Stigma levels among healthcare workers and
professionals are concerning given that they are the first point of contact for advice and
treatment. Holding stigmatising beliefs or negative attitudes may jeopardise the quality of
care and deter the successful social integration of autistic individuals (Tekola et al., 2016;
Bakare et al., 2009b; Tilahun et al., 2017). According to these studies, awareness of autism in
the health sector is low and requires urgent attention. Training programmes for professionals
have been shown to increase awareness and reduce stigma (Tilahun et al., 2017). Similarly,
Bello-Mojeed et al. (2011) state that conducting training and workshops can help increase the
knowledge and awareness of healthcare professionals.
Zeleke, Hughes and Chitiyo (2017) study on the experience of autism stigma among parents
and caregivers, found that parents often experience stigmatising behaviours from family
members that ought to be supportive. Gona et al. (2015) and Fewster and Gurayah (2014)
reported that parents had to develop several coping strategies to fight stigma and rejection,
particularly from family members. Similarly, Guler et al. (2017) found high levels of stigma
experienced by caregivers from family members and teachers. Family members and teachers
often blame the parents for their child’s condition while ascribing several labels and attitudes
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toward them. Oti-Boadi et al. (2019) and Cloete and Obaigwa (2019), highlighted on the
negative attitude expressed by family members, and the strain it has on the different aspects
of the participant’s lives. Reports of family members and in some cases, husbands blaming
their wives, viewing it as a result of the woman engaging in some forbidden cultural actions
(Cloete and Obaigwa, 2019). Some participants also expressed their disappointment as they
experience negative attitudes from their religious place of worship (for instance, church) and
when seeking medical help for their children (Oti-Boadi et al., 2019). Parents reported getting
remarks like ‘you did not train your child’ ‘do you think this is your home’ and many more,
which can be very disturbing for them (Oti-Boadi et al., 2019). Findings from all these studies
report high rates of autism stigma in Africa. These negative experiences seem unending as
parents are uncertain of what the future holds when it comes to social integration and
acceptance of their autistic child (Oti-Boadi et al., 2019; Cloete and Obaigwa, 2019). This
report is in line with other studies examining knowledge and social distance, which did not
meet the inclusion criteria for this review (Ali et al., 2014; Chansa-Kabali, Nyoni and Mwanza,
2019; Audu and Egbochuku, 2010; Bakare et al., 2009a, Igwe et al., 2010; Igwe et al., 2011).

7.5.2 Type of autism stigma
Some articles reported on the type of stigma known to exist among the different target
populations. Public stigma, self-stigma and secondary stigma (stigma by association) were
consistent across articles (Gona et al., 2016; Tekola et al., 2016; Fewster and Gurayah, 2014;
Tilahun et al., 2017; Oti-Boadi et al., 2019; Cloete and Obaigwa, 2019). According to Gona et
al. (2016), public stigma drives all other identified types of stigma. The study revealed that as
a result of public stigma, caregiver tends to either deny the condition or blame themselves
for their child’s condition (Gona et al., 2016). Tekola et al. (2016) highlighted that due to public
stigma, family members and caregivers are consistently faced with psychosocial challenges
(isolation and exclusion) and practical challenges (lack of adequate services and rejection
from mainstream schools). All of which impact negatively on the mental health of the affected
individuals. Zeleke, Hughes and Chitiyo (2017) agree with this view, stating that public stigma
can be demoralising, as it can manifest as either physical abuse (bullying and victimisation) or
verbal abuse. Tawanda et al. (2016) gave an example of public stigma generated among
students, whereby autistic children were reported being bullied and victimised at school by
their peers.
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Secondary stigma (stigma by association) is also a major issue, common among family
members, friends and peers. Tawanda et al. (2016) stated that due to stigma and fear of being
ostracised by other children, children without developmental delays often avoid association
with autistic children. This is in line with Tekola et al., 2016 and Zeleke, Hughes and Chitiyo’s,
2017 findings, which indicated that family members and friends avoid public association with
parents of autistic individuals. This can lead to several cases of isolation among caregivers and
autistic individuals.
Oti-Boadi et al. (2019) stated that public stigma experienced among study participants
resulted in isolation and label avoidance among study participants. Several cases of caregivers
avoiding social gathering in order to avoid verbal abuse, also some cases of denial and selfstigma among caregivers was highlighted (Oti-Boadi et al., 2019). Cloete and Obaigwa (2019),
similarly reported that public stigma was manifested through verbal, emotional and
psychological abuse. Evidence of caregivers and their autistic child being constantly called
different names and labels (Cloete and Obaigwa, 2019). These studies highlighted how selfstigma often develops from public stigma, evidence of how some participants internalise
verbal comments from the public and accept blame for their child’s condition was reported.
Fewster and Gurayah (2014), also reported cases of some caregivers personalising public
stigma and resorting to blaming themselves for their child’s condition. In most cases, if these
feelings are not addressed, they can lead to secrecy, frustration, shame and psychological
issues (Fewster and Gurayah, 2014). However, some cases of participants developing thick
skin towards public stigma by supporting each other and advocating for their autistic child
were reported (Cloete and Obaigwa, 2019). Indicating that public stigma does not necessarily
result in self-stigma in all cases. Nevertheless, findings clearly illustrate the significance of
public stigma in influencing all other forms of stigma. Thus, the eradication of public stigma is
paramount in the fight against autism stigma (Gona et al., 2016).

7.5.3 Factors associated with autism stigma
All articles included in the SSR describe several factors that may influence autism stigma
within the context of their studies (see table 7.4). Factors associated with autism stigma
across all studies include: culture, knowledge, awareness, geographical location, religion,
experience, gender, age, beliefs and education. However, culture appears to be a significant
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variable as it features in most articles. Tawanda (2016) proposed that owing to cultural
beliefs, coupled with lack of knowledge and awareness, the public tends to avoid associating
with autistic individuals and family members. Following this, Zeleke, Hughes and Chitiyo
(2017) highlighted that local cultural beliefs associating autism with spiritual causes stir up
stigma. Gona et al. (2015) conclusively state that cultural norms and myths dictate attitudes
towards autism. The role of culture, knowledge and awareness in public stigma was
emphasised in Cloete and Obaigwa (2019) study, as the study discussed around these factors.
According to Cloete and Obaigwa (2019), cultural misconceptions about the disorder, lack of
knowledge and awareness impacts greatly on the type of attitude expressed by the public.
Religion was also found to influence autism stigma greatly, with over half of study participants
consulting with spiritual and traditional leaders with the hope of a cure (Gona et al. 2015;
Gona et al. 2016). Despite therapy from healthcare centres and consultations with medical
professionals, some participants still give offerings and prayers to God for healing (Gona et
al., 2016). Furthermore, religious centres as reported by Oti-Boadi et al. (2019), can also be a
ground for negative misconceptions and stigmatisation, as people tend to pass various
negative comments and labels.
According to Zeleke, Hughes and Chitiyo (2017) and Bakare et al. (2009b), geographical
location is an important variable that influences autism stigma. A situation analysis of autism
facilities in African countries revealed that diagnostic and educational services for autistic
children are mostly located in urban areas and are unavailable to majority of the rural-based
families (Tekola et al., 2016). According to Zeleke, Hughes and Chitiyo (2017), varying levels
of stigma among urban and rural residents may be due to inequality in access and limited
availability of healthcare facilities. Participants residing in rural areas find it difficult to access
services, which may impact on levels of awareness and stigma (Bakare et al., 2009b).
Experience and age have also been identified by Bakare et al. (2009b) as influencing
healthcare workers’ opinions on autism; the more years of experience and the older they are,
the less stigma is expressed. Furthermore, Bakare et al.’s (2009b) findings, highlighted a nearsignificant association between gender and negative opinions. According to Bakare et al.
(2009b), females are more likely to subscribe to the opinion that autism is preventable,
compared to males. Tilahun et al. (2017) also established a significant association between
training of healthcare workers and negative opinions. According to Tilahun et al. (2017) the
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autism-specific training, which was developed to educate healthcare workers, significantly led
to lesser negative attitudes among the trained group. Thus, indicating a significant
improvement in knowledge and awareness among the trained group, compared to the
untrained group. Likewise, knowledge and awareness were also cited by Guler et al. (2017)
as an important factor influencing autism stigma.

7.6 Knowledge gaps and limitations
Research addressing autism stigma, attitudes and misconceptions surrounding this condition
has rapidly expanded in recent years in Western countries, which has helped greatly in
planning interventions and setting priorities (Seif Elden et al., 2008). In Africa,
neurodevelopmental disabilities are less funded, and as such, most autism research
conducted is small-scale and not generalisable (Tilahun et al., 2017). Over the last two years,
there has been a growing interest in autism stigma research, although only specific
population-based studies exist. Nevertheless, these studies make unique contributions
toward understanding autism stigma in Africa. Still, a large-scale population-based survey, on
public stigma and attitudes towards autism is required to comprehensively explore the role
of culture on autism stigma.
Despite the high levels of stigma reported in this review, some studies have also shown
variability in stigma experience and response to stigma among caregivers. According to Tekola
et al. (2020), some caregivers reported not to have experienced stigma and suggested that
they have received public support and understanding. Furthermore, Tilahun et al. (2017),
findings showed large variability, as the study reported that only 43.1% of caregivers
endorsed experience of stigma, likewise 45.1% felt ashamed about their child’s condition.
These studies reported that experienced stigma among caregivers was not always negative
or linear, although high rates of stigma were still accounted for among caregivers.
Monnapula-Mazabane and Petersen (2021), reported that variation among caregivers’
experience of stigma is majorly influenced by the awareness of the social settings about the
condition. For instance, a caregiver in Monnapula-Mazabane and Petersen’s study reported
that a mental care institution was located close to their home, as such the community was
more aware and do not discriminate against mentally ill individuals. Also, Tekola et al.’s study
showed variation in caregivers’ response to stigma, as some caregivers reported they did not
feel ashamed of their child’s condition and did not avoid going to public places or social
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activities. Although, this variation in response to stigma was attributed to the increased
awareness among caregivers (Tekola et al., 2020). Although, across studies, both positive and
negative experience was reported among caregivers. However, despite the variability in
findings stigma remains a large risk and a public health issue (Monnapula-Mazabane and
Petersen, 2021).
The articles included in this study have several limitations (as summarised in table 7.4). A
limitation identified across all studies is the lack of a generally accepted autism stigma
measuring tool. Most studies adapted tools that have not yet been validated to measure
autism stigma, thereby questioning the reliability and validity of each tool used. The
Knowledge of Childhood Autism among Health Workers (KCAHW) and Personal Opinion on
Aetiology, Treatability and Preventability of Childhood Autism (POETPCA), used by Bakare et
al. (2009b) were the only tools tested for validity and reliability. The authors reported that
the tools tested well for the population under study (Bakare et al., 2009b). Some of the
adapted instruments were translated into different languages to suit the population of
interest, to enable ease of completion and increase response rates. However, this could serve
as a limitation, as there is the possibility of semantic and conceptual errors if such translations
are not rigorously done (Beaton et al., 2002).
The degree and level of autism stigma presented in the studies may be an underestimation
of the true picture of autism stigma in Africa, as none of the articles could claim
generalisation. It is estimated that over half of autism cases are yet to be detected in Africa
(Tilahun et al., 2017; Akande, Briggs and Omar, 2016). A good percentage of affected
caregivers still seek non-orthodox means of care (Gona et al., 2016). Many African autistic
children are not accepted into mainstream schools (Tekola et al., 2016) and some healthcare
workers and professionals have no experience dealing with autistic children (Bakare et al.,
2009b; Tilahun et al., 2017; Zeleke, Hughes and Chitiyo, 2017; Tekola et al., 2016; Fewster and
Gurayah, 2014; Gona et al., 2016). It is therefore difficult to quantify the degree of autism
stigma, as figures on autism prevalence in Africa are still estimated. Thus, sample size
calculations for these populations are challenging. Also, the sampling procedure of these
studies was not random; most study participants were selected based on availability and
interest. Consequently, views and opinions expressed by study participants are not
representative.
133

Africa is a large and diverse continent, yet only a few African countries have evaluated autism
stigma. Only ten articles from five African countries reporting on autism stigma were
identified, despite this being identified as a public health issue. More research is required
from various countries in Africa. Furthermore, none of the identified studies considered the
views and opinions of people living with autism, yet they arguably suffer the consequences of
autism stigma. Despite these limitations, the studies identified, serve as a foundation for
further research on autism stigma in Africa. Future research should consider a more
randomised population-based survey, including stigma data from autistic individuals.

7.6.1 Limitations of SSR
This SSR has several limitations, one of which is the lack of quality assessment of the included
studies. Another potential limitation was the choice to focus on studies that have specifically
delineated autism and its associated stigma in their research samples, instead of selecting
studies with mixed samples (for example, autism and developmental disabilities) or studies
that do not explicitly refer to autism at all (for example, studies that only refer to
developmental disabilities). This may be a limitation because in some African contexts it is
likely that autism is not consistently identified as a diagnosis (or in terms of self-identification)
and therefore such autistic children fall under the radar and land inside a broader category of
developmental delays or disabilities. This means research studies that report the latter may
in fact consist of many autistic children even if this is not reported within the study. However,
the disadvantage of this broader and more comprehensive approach, is that it produces the
risk that some studies may have been included which did not in fact feature autistic children
(or featured only a minority). As such, the review’s findings and interpretation, had it followed
such approach, may not have been as precise. Consequently, it was necessary to narrowly
define the scope of this review, in order to focus on identifying relevant studies that would
thoroughly examine the study’s questions. Mazumder and Thompson-Hodgetts (2019), in a
similar scoping review, highlighted the need to exclude studies that were related to diagnoses
other than autism. According to the researchers, focusing on studies directly related to autism
would help recognise the gap in diagnosis and research, thereby highlighting areas for further
development. In conclusion, the review process adopted in this study is in accordance with
Arksey and O’Malley (2005) outline of a scoping review.
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Also, a narrative analysis was conducted rather than a meta-analysis, because of the
heterogeneity of study methods, contexts and outcome measures. The studies included
report findings on a range of stigma outcomes. While some report findings related to
stigmatising beliefs and actions, others reported on attitudes toward autism interventions.
Therefore, it is difficult to conduct a meta-analysis, as the studies vary considerably. Finally,
date ranges for published articles were not specified, however, this allowed a more
comprehensive range of articles. The findings reported in this review might be subject to
publication bias based on the study selection and analysis method. This issue was highlighted
by the fact that all of the identified studies reported low awareness and higher autism stigma,
as such, the absence of any results that contradict this relationship may suggest that ‘negative
results’ have inadvertently been missed. Hence, the findings from this review should be
interpreted with caution.

7.6.2 Conclusion
Findings from this review indicate a significant level of autism stigma in Africa, with high levels
of discrimination and negative beliefs reported among study participants. In addition to the
need for a more culturally diverse population-based survey in Africa, future studies need to
ensure more random sampling of participants, rigorous methodologies, maximised response
rate and adaptation of valid and reliable measuring tools. It is also imperative for future
research to further explore the moderating factors associated with autism stigma, thereby
increasing our knowledge and understanding of the condition in Africa.
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CHAPTER EIGHT
PILOT STUDY
8.0 Introduction
This chapter presents a detailed description of the pilot study’s procedure and findings. It
begins with a brief rationale on the pilot study, sampling techniques and recruitment
procedure. Also, presenting details on the research context and population, ethical
consideration, data collection and analysis of data. Finally, discussing around the lesson learnt
and knowledge acquired from the pilot study.

8.1 Background
A pilot study is a small study used to assess the feasibility of a project, participant’s
recruitment method, research instrument and other techniques and procedures involved in
a research project (Doody and Doody, 2015). This study is a crucial stage in a research project,
as it aims at identifying potential deficiencies in the research project protocol and procedure,
before implementation in the full study (Hassan, Schattner and Mazza, 2006). Also, it provides
the groundwork in preparation for the larger primary research study. To the researcher’s
knowledge, there is presently no valid pre-existing instrument that specifically targets the
study subject and population. Hence, a valid pre-existing instrument was adapted for this
study, as such a pilot study is essential to test the appropriateness of the adopted instrument.
This provides useful details and information in relation to the mechanics of this study and,
gives the opportunity to rethink the study procedure and possibly re-design.
To approach this pilot study systematically, the study aims, and objectives were aligned with
Hassan, Schattner and Mazza’s (2006) areas of instrument testing. A description of the
procedure, analysis and discussion around the result and lessons learnt is reviewed later in
this study.

8.1.1 Objectives of the pilot study
This pilot study was conducted specifically to test the mechanics of the data collection
instrument and the feasibility of the research procedure. This gives the opportunity to readdress and implement changes where necessary. The objectives of this pilot study are:
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To test the duration of the questionnaire, the effectiveness of its layout and
presentation.



To report on the mean and standard deviation, to enable an accurate sample size
calculation



To assess the tool’s internal consistency after data collection



To test for the sensitivity and wording of the questions



To identify any questions that might cause distress to participants.



To test the administering process and identify any procedural bugs.

8.1.2 Participant’s eligibility criteria
Recruiting participants for this study, the inclusion and exclusion selection criteria were
strictly followed.


Individuals who primarily identify themselves culturally as Nigerians.



Participants born in Nigeria



Participants who are 18 years and above



Participants who speak, read, write and understand English

8.2 Sampling technique and procedure of the pilot study
This study serves only for technical purposes and therefore does not claim generalisation and
representativeness. Thus, a purposive snowball sampling recruitment process was employed.
This method is an acceptable sampling method for recruiting pilot participants as the
sampling technique of the study is not being tested. The pilot study was done in the UK,
involving 48 Nigerians living in the United Kingdom (UK) who meet the inclusion and exclusion
criteria of the pilot study. A convenience sampling technique was employed to recruit study
participants and participants were recruited in Luton UK. To ensure a sample of participants
from different socio-demographic backgrounds, participants were recruited from worship
centres (Redeemed Christian Church of God (RCCG), Impact Gospel Centre and Dominion city
church), students from University of Bedfordshire, White House social club, Central
Bedfordshire Council, and Luton shopping mall. The recruitment process for this pilot study
was not tested, therefore participants were approached at random and only participants who
seem to look relaxed, friendly and approachable were approached.
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The study acknowledges the cultural difference between the pilot study participants and
cross-sectional primary study participants, as this may impact on the conclusions from the
pilot study. However, this pilot study is a part of the study research, and it is crucial to carry
out this pilot study utilising the resources available. In order to limit the impact of the cultural
differences, the pilot study was aimed at recruiting participants born in Nigeria only and
primarily identify themselves culturally as Nigerians, which may indicate that such
participants still preserve their cultural background. Also, Nigerians living in the UK are
ethnically similar to Nigerians living in Nigeria, therefore, carrying out a pilot study among
them is the closest to the Nigerian culture.
Data collection was initiated after approval was granted on the 3rd of October 2018 by the
University of Bedfordshire Research Institute and Ethics Committee (see appendix 7). This
pilot study did not involve any under-aged or children, no illegal activities were involved, and
participation in the study was voluntary. Sensitive topics and questions were avoided, in order
not to cause harm to participants. Confidentiality and anonymity of shared information was
assured as information collated did not include any personal details of study participants.
Participants were fully informed of the aims and rationale of the study and were told in
advance before participation of their right to withdraw at any time without having to give any
reason.
Ethical issues were discussed with each study participant after consenting to participate in
the study, after which assurance of confidentiality and anonymity of data was offered.
Participants were urged to take time in reading the participant information sheet and
informed consent and to ask for clarification or raise any questions. The questionnaire for this
pilot study required self-completion by the participants, afterwards, they were required to
complete a short survey on the questionnaire completion process. The short survey enquiry
will include (Appendix 3):


Ability to understand and comprehend the questionnaire statements



Length of time taken to complete the questionnaire



Identify any sensitive questions



Comments on the overall administration process
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This process was keenly followed by the researcher, and all comments were taken into
consideration. Following the completion of the questionnaire, participants were thanked and
appreciated for partaking in the survey.

8.3 Lessons learned from this pilot study
Analysis of data was done to make any posthoc refinements that would help maximise the
internal consistency of the questionnaire. Results from this analysis were used to assess the
accuracy of the participant's response and to implement the necessary adjustment. Data
collated was analysed using the Statistical Package for Social Science (SPSS) version 21.
Frequencies and descriptive tests were carried out for all levels of data, the standard
deviation, mean, median and mode for each outcome variable was also calculated. The
sample population is not normally distributed as such non-parametric data was derived from
the questionnaire.
The pilot study highlighted the importance of response rate, although in this case, the
response rate is less critical. Nevertheless, it is important to increase the primary study’s
response rate, by adjusting the sample size for dropout. A total of 69 participants completed
the questionnaire and overall only 43 valid participant response was analysed. A total of 23
females and 20 males, with most of the participants between the age range of 25-34years.
The average time taken to fill the questionnaire, including the questionnaire assessment
section is approximately 20mins, using the duration from qualtrics. Although, each participant
completed the questionnaire on their own, with no much difficulty answering any question.
However, participants commented on the time taken to complete the questionnaire, with
feedbacks that the questionnaire was time taken. This was attributed to the assessment
section added at the end of the questionnaire.
Generally, the pilot study participants were well satisfied with the administering process and
questions. Most of the participants rated the questionnaire very easy to understand and were
also happy with the layout, organisation and presentation of the questionnaire (see table 8.1).
There were no major concerns raised with regards to sensitivity or wording of the questions
and no report of distress from any participant. However, the piloting process revealed the
need to tweak the wording of the questions, for instance; questions like ‘Many children with
autism show the need for routines and sameness’ was modified to ‘Many children diagnosed
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with autism show the need for routines and sameness’; ‘Children with autism may need extra
help to learn’ was changed to ‘Children diagnosed with autism may need extra help to learn’.
Table 8.1: Frequency distribution of questionnaire satisfaction
Overall, to what degree were you Frequency
satisfied with the questionnaire?
Extremely satisfied
11
Valid
Very satisfied
15
Satisfied
12
Not very satisfied
0
Extremely unsatisfied
0
Total
Total
38
Missing
10
48

Percentage
22.9
31.3
25.0
0
0
79.2
20.8
100

Another question that needed modification was ‘How would you rate your level of religiosity
on a scale of 1-5, where 1 is not religious at all and 5 is very religious’. Participants flagged this
question as problematic, therefore, I decided to switch the question to a multiple-choice
question, instead of a text entry question. The question was changed to ‘How would you rate
your level of religiosity?’ and the multiple-choice answers are ‘Highly religious/Religious/Not
religious’. Also, the question ‘What is your current monthly income’ was removed from the
final questionnaire due to low response rate and some participants flagged this question as
confidential. To conform to the primary study requirement, the question ‘What is your place
of birth’ was changed to ‘How would you describe your ethnicity’. Likewise, ‘Where do you
currently reside’ (to differentiate between urban and rural participants) was added to the
final questionnaire. All the participants stated that the researcher’s administration of the
questionnaire was very good and with good enough detailing on the ethics and procedure of
the pilot study. This was pleasing, as they stated that they would love to know the outcome
of the final study.

8.4 Pilot study analysis
The pilot study reported a mean of 4.57, standard deviation of 3.8 for the attitude scale, and
mean of 39.74, standard deviation of 7.10 for the awareness scale. Also, a reliability analysis
was carried out on both scales used in the questionnaire, using Cronbach’s alpha. Based on
Bryman (2012), assumptions for Cronbach’s coefficient, the score obtained suggested that
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the items in the questionnaire showed a relatively high level of internal consistency (see table
8.2).
Table 8.2: Statistical results of Cronbach’s coefficient
Scale

N

Cronbach’s Alpha

Awareness

41

0.733

Attitude

42

0.621

The tables below further break down item variations and frequencies of participants
responses to the questionnaire. Table 8.3 showed that participants demonstrated moderate
aetiological/diagnosis knowledge and awareness. Although, about 40% of participants were
uncertain about questions like ‘Autism can be diagnosed as early as 18 months’, ‘Traumatic
experiences very early in life can cause autism’, ‘Vaccination’s cause autism’, ‘Autism tends
to run in families’, as they respond with ‘Don’t know’. On the other hand, participants were
less certain about the treatment and intervention questions. Questions like ‘Autism tends to
run in families’ and ‘With the proper treatment, most children diagnosed with autism
eventually outgrow the disorder’ had little variation in the response frequency. Participants
scored the highest on the item ‘Autism affects people of all races and ethnicities’ and ‘Children
diagnosed with autism may need extra help to learn’, with 92.5% of participants agreeing to
the questions. While participants scored the lowest on the item ‘Children diagnosed with
autism do not enjoy the presence of others’, with about 50% of participants disagreeing, and
33% uncertain.
Table 8.3: Participants item responses to the knowledge and awareness questions
Knowledge and awareness questions
Many children diagnosed with autism have
difficulty using everyday language to
communicate their needs
Most children diagnosed with autism may not
look at things when you point at them
Autism can be diagnosed as early as 18 months
Many children diagnosed with autism show the
need for routines and sameness
Many children diagnosed with autism have
trouble understanding facial expressions

Valid

Agree

Disagree

Don’t
know

43

38 (88.4%)

1 (2.3%)

4 (9.3%)

43

30 (69.8%)

4 (9.3%)

9 (20.9%)

43
43

20 (46.5%)
34 (79.1%)

6 (14%)
0 (0%)

17 (39.5%)
9 (20.9%)

43

27 (62.8%)

4 (9.3%)

12 (27.9%)
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Children diagnosed with autism may have strong
reactions to the way things smell, taste, look, feel,
or sound
Autism is a result of a curse or evil eye put
upon/inflicted on the family
Autism is caused by God or a supreme being
Traumatic experiences very early in life can cause
autism
Genetics plays an important role in the
development of autism
Autism is a developmental condition
Autism exists only in childhood
Autism affects people of all races and ethnicities
Vaccinations cause autism
Autism tends to run in families
Autism occurs more commonly among higher
socioeconomic and educational levels
The earlier intervention and support for autistic
individuals begins, the more effective it tends to
be
There is currently no cure for autism
Children diagnosed with autism may need extra
help to learn
Early intervention can lead to significant gains in
children diagnosed with autism’s social and
communication skills
Early intervention demonstrates no additional
benefit to children diagnosed with autism
Children diagnosed with autism can grow up to
live independently
Some children diagnosed with autism show
intense interest in parts of objects
Children diagnosed with autism are never too old
to benefit from support and intervention
Children diagnosed with autism do not enjoy the
presence of others
With the proper treatment, most children
diagnosed with autism eventually outgrow the
disorder

43

30 (69.8%)

2 (4.7%)

11 (25.6%)

43

0 (0%)

35 (81.4%)

8 (18.6%)

43
43

0 (0%)
8 (18.6%)

37 (86%)
14 (32.6%)

6 (14%)
21 (48.8%)

42

26 (61.9%)

5 (11.9%)

11 (26.2%)

42
42
42
42
42
42

26 (61.9%)
5 (11.9%)
40 (95.2%)
2(4.8%)
10 (23.8%)
0 (0%)

5 (11.9%)
29 (69%)
0 (0%)
21 (50%)
15 (35.7%)
28 (66.7%)

11 (26.2%)
8 (19%)
2 (4.8%)
19 (45.2%)
17 (40.5%)
14 (33.3%)
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31 (75.6%)

2 (4.9%)

8 (19.5%)

42
42

26 (61.9%)
40 (95.2%)

3 (7.1%)
0 (0%)

13 (31%)
2 (4.8%)

42

34 (81%)

1 (2.4%)

7 (16.7%)

42

4 (9.5%)

29 (69%)

9 (21.4%)

42

30 (71.4%)

8 (19%)

4 (9.5%)

42

29 (69%)

2 (4.8%)

11 (26.2%)

42

38 (90.5%)

0 (0%)

4 (9.5%)

42

7 (16.7%)

21 (50%)

14 (33.3%)

42

13 (31%)

15 (35.7%)

14(33.3%)

Table 8.4 showed that participants demonstrated low stigma towards autism. However,
participants scored the lowest on the item ‘I would not marry someone who is autistic’, with
over 52% uncertain and 16% agreeing to the question. On the other hand, participants scored
the highest on the item ‘I would not feel afraid to have a conversation with someone who is
autistic’, as over 90% of participants agree to the question. Also, high levels of uncertainty
were observed among participants while answering ‘There is something about an autistic
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individual that makes it easy to tell them from typical people’, ‘I would be unwilling to share
a room with an autistic person’, ‘I would feel ashamed if someone in my family was diagnosed
with autism’.
Table 8.4: Participants item responses to the stigma questions
Stigma questions
Autistic people are not a burden on society
There is something about an autistic individual
that makes it easy to tell them from typical
people
Autistic people can work in regular jobs
I would feel ashamed if someone in my family
was diagnosed with autism
I would not feel afraid to have a conversation
with someone who is autistic
I would be upset or disturbed about working on
the same job as someone who is autistic
I would be able to maintain a friendship with
someone who is autistic
I would be unwilling to share a room with an
autistic person
I would not marry someone who is autistic

Valid

Agree

Disagree

42

30 (71.4%)

9 (21.4%)

Don’t
know
3 (7.1%)

42

22 (52.4%)

10 (23.8%)

10 (23.8%)

42
42

30 (71.4%)
4 (9.5%)

6 (14.3%)
30 (71.4%)

6 (14.3%)
8 (19%)

42

38 (90.5%)

2 (4.8%)

2 (4.8%)

42

3 (7.1%)

35 (83.3%)

4 (9.5%)

42

35 (83.3%)

2 (4.8%)

5 (11.9%)

42

7 (16.7%)

27 (64.3%)

8 (19%)

42

7 (16.7%)

13 (31%)

22 (52.4%)
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CHAPTER NINE
QUANTITATIVE DATA ANALYSIS
9.0 Introduction
This chapter presents a detailed findings on the quantitative data analysis. The chapter is
divided into four main sections, which begin by presenting results on the socio-demographic
and background details of the study participants. The following section presents findings on
the analysis of the data collected after cleaning, coding and recoding, which includes a
descriptive analysis of demographic characteristics, inferential statistics, knowledge and
awareness levels, statistical relationships between dependant and independent variables to
identify theoretical predictors of autism stigma. The final section presents results on sociodemographic variables and cultural factors that influence knowledge, awareness and stigma,
including the correlation between participant’s stigma, knowledge and awareness levels, and
to assess the direction of the association between theoretical predictor variables and autism
stigma. All of these sections provide a concise and clear description of the study findings, with
further details and interpretation of findings later discussed in chapter 10.

9.1 Response rates of study participants
The study achieved a response rate higher than the projected response rate, as stated earlier
in the previous chapter. A 90% response rate was obtained from each sampling region of the
study, increasing the representativeness of the sample. Table 9.1 below shows the number of
households approached and the total number of questionnaires returned.
Table 9.1: Recruitment breakdown table
Recruitment
process

Number of homes
visited

Number of homes that
consented to
participation

Number of homes in which a
member of the household
completed the questionnaire

Niger state
Lagos, Palm groove
Total number

170
170
340

166
162
328

159
153
312= 91.8% response rate
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9.1.1 Socio-demographic and background details
The questionnaire was completed by a total of three hundred and twelve (n=312)
participants. Of these, 153 participants were recruited from the rural area (Niger state), while
159 participants were recruited from the urban area (Lagos state). The questionnaire was
completed by a total of 132 females and 180 males, with a mean age of 31 (SD= 11.4, age
range= 18-80). Although all the participants identified themselves as Nigerians, still majority
of the study participants primarily identified themselves with their individual ethnic tribe. The
tribes identified by participants were groups into the three main ethnic tribes in Nigeria, and
other minority ethnic tribes were grouped as others (see figure 9.1 for details). Of the total
number, 42 (13.5%) participants primarily described themselves as Nigerians, 145 (46.5%) as
Yoruba, 35 (11.2%) as Igbo, 19 (6.1%) as Hausa, while others (22.7%) identified themselves
with other minority ethnic tribes (Nupe, Igala, Gwari, Gbagyi, Idoma, Edo, Ibibio and Uroboh
to mention a few). Figure 9.1 shows that almost half of the study participants primarily
identified themselves as Yoruba and are predominantly located in the urban area of the study.

Figure 9.1: Bar chart of ethnic tribes split by geographical location among survey
participants
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Table 9.2: Socio-demographic and background details of survey participants
Socio-demographic data set
N
Male
Gender
Female
Median
Age
Range

Ethnicity

Educational levels

Religion

Religiousness
Marital status

Employment
status

Financial status

Nigerian
Yoruba
Igbo
Hausa
Others
Primary
Secondary /College
Bachelor’s degree
Postgraduate
Doctoral or higher
Christianity
Muslim
Traditional
No religion
Other
Missing
Highly religious
Religious
Not religious
Missing
Single
Married
Civil partnership
Divorced
Widowed
Other
Employed
Unemployed
Student
Retired
Missing
Excellent
Good
Fair
Poor
Missing

Total
312
180(57.7%)
132(42.3%)
28
18 – 80
42 (13.5%)
145 (46.5%)
35 (11.2%)
19 (6.1%)
71 (22.7%)
12 (3.9%)
143 (45.8%)
119 (38.1%)
35 (11.2%)
3 (1.0%)
176 (56.4%)
120 (38.5%)
1 (0.3%)
1 (0.3%)
1 (0.3%)
13 (4.2%)
86 (27.6%)
210 (67.3%)
11 (3.5%)
5 (1.6%)
198 (63.5%)
106 (34.0%)
2 (0.6%)
1 (0.3%)
4 (1.3%)
1 (0.3%)
142 (45.5%)
50 (16.0%)
111 (35.6%)
8 (2.6%)
1 (0.3%)
34 (10.9%)
122 (39.1%)
132 (42.3%)
23 (7.4%)
1 (0.3%)

Geographical location
Urban
Rural
153
159
79(51.6%)
101 (63.5%)
74(48.3%)
58 (36.5%)
30
27
18 – 80
18 – 70
9 (5.9%)
110 (71.9%)
20 (13.1%)
3 (1.9%)
11 (7.2%)
8 (5.2%)
85 (55.6%)
47 (30.7%)
11 (7.2%)
2 (1.3%)
112 (73.2%)
36 (23.4%)
1 (0.7%)
1 (0.7%)
1 (0.7%)
2 (1.3%)
38 (24.8%)
103 (67.3%)
9 (5.9%)
3 (2.0%)
90 (58.8%)
58 (37.9%)
1 (0.7%)
0 (0%)
3 (1.9%)
1 (0.7%)
93 (60.8%)
8 (5.2%)
46 (30.1%)
6 (3.9%)
0 (0%)
21 (13.7%)
52 (34.0%)
65 (42.5%)
15 (9.8%)
0 (0%)

33 (20.8%)
35 (22.0%)
15 (9.4%)
16 (10.1%)
60 (37.7%)
4 (2.5%)
58 (36.5%)
72 (45.3%)
24 (15.1%)
1 (0.6%)
64 (40.3%)
84 (52.8%)
0 (0%)
0 (0%)
0 (0%)
11 (6.9%)
48 (30.1%)
107 (67.3%)
2 (1.3%)
2 (1.3%)
108 (68.0%)
48 (30.2%)
1 (0.6%)
1 (0.6%)
1 (0.6%)
0 (0%)
49 (30.8%)
42 (26.4%)
65 (40.9%)
2 (1.3%)
1 (0.6%)
13 (8.2%)
70 (44.0%)
67 (42.2%)
8 (5.0)
1 (0.6%)

Educational status among the participants revealed that about 50% of participants have at
least a bachelor’s degree or equivalent. Although 45.5% of participants are gainfully
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employed, still only 7.4% of participants rated their financial status poor, with about 50%
rating their financial status above fair. Over 90% of the study participants identify themselves
as being either religious or highly religious, as most of the participants subscribe to being
either a Christian or a Muslim. Table 9.2 shows a complete socio-demographic breakdown of
the survey participants.
A close examination of the participants based on their geographical location revealed that the
age range of participants from both locations is slightly different. Figure 9.2 shows that urban
area had more participants within the age range of 18-20, while rural area had more
participants within the age range of 26-35. Likewise, the median age for each group is also
slightly different, as participants from the rural area had a median age of 27, while
participants from the urban area median age of 30 (see table 9.2). Also, majority of the rural
participants held a university degree (62.2%), while majority of the participants in the urban
held a secondary /college certificate (54.5%). Data from the two groups also reveals a slight
difference in the gender distribution and level of religiosity. Data from the rural area
participants had more male participants than females (Male: n=101, Female: n=58), while the
gender distribution for the urban area was reasonably balanced (Male: n=79, Female: n=74).

Figure 9.2: Bar chart of age range within groups
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Likewise, more participants in the rural area, when compared to the urban area, identified
themselves as either religious or highly religious. Over 60% of the urban participants are
employed, while only 30.8% of the rural participants are employed. Urban participants
reported more of an excellent financial status (13.7%), with their employment report showing
that majority are in administrative or professional employment. On the other hand, the rural
area participants reported less of an excellent financial status (8.2%) and their employment
report shows that majority of them are into non-manual or skilled manual employment or are
students.
The demographic background profile of study participants, compared to the target population
is slightly varied. However, factors like age, gender and occupation distribution of study
participants have been reported to affect the validity of comparisons (Pickering, 2017). In this
case, the educational profile of study participants depicted is not a representative profile of
the target population. This is likely due to the exclusion of participants who cannot read or
write in English; thus, the literacy rate of participants was not assessed. Also, the educational
achievement among rural study participants seems to be higher compared to the educational
profile of the target region. Looking at the demographic data of study participants, these rates
seem to be further influenced by age and gender. Specifically, the demographic data of study
participants show an age range of 18-35, with about 58% of study participants being male.
According to UNICEF, the literacy rate among males and younger adults is higher, especially
in rural areas (UNICEF, 2018). The demographic profile of study participants accounts for the
variations in the educational profile of study participants and target population. On the other
hand, religion and ethnicity profiles of study participants appear to accurately represent the
target population. For example, in Nigeria, urban area residents (Lagos state) are
predominately Yoruba’s, while rural area residents (Niger state) are predominately Nupe’s
and Gbagyi’s, which are grouped under others in this study (NDHS, 2018) (see table 9.2). Also,
there are more Muslim residents in Niger state, and more Christian residents in Lagos state
(NDHS, 2018). The demographic profile of study participants replicates this, as there are more
Muslim rural area participants and more Christian urban area participants. Irrespective of any
baseline difference in demographic profile, the study produced a good representative
sampling of urban and rural area.
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9.2 Variables used in the study
The study measures two outcome dependant variables (Stigma score, knowledge, and
awareness score); and their association with ten other independent variables (prior
knowledge of autism, geographical location, age, gender, educational level, employment
status, religion, level of religiousness, marital status and financial status) were investigated
and discussed. Data from these variables were grouped and recorded into larger categories,
and categories with low figures were excluded during analysis (see table 9.2). To obtain
comparisons that are meaningful for testing, data from traditional, no religion and others
were excluded from the analysis. Thus, in the case of religion, only data from participants
indicating ‘Muslim and Christianity’ were included in the regression analysis. Likewise, only
data from highly religious and religious were included in the analysis for religiosity. Only data
from single and married was included for marital status. Also, for employment status, data
from retired was excluded from the analysis.

9.2.1 Reliability score of the scale
Alpha-Coefficient test was carried out on the stigma scale, knowledge, and awareness scale
to examine the reliability scores of both scales. The score of the knowledge and awareness
scale showed a relatively acceptable internal consistency (α=0.659). While the score of the
stigma scale showed a weak internal consistency at first (α=0.404). A factor analysis was
carried out (KMO=0.569, sig= .000); the result was significant with a KMO greater than 0.5.
To, therefore, increase the internal consistency of the stigma scale, three items on the scale
(see chapter 6) that showed high Cronbach’s Alpha if item deleted were deleted. After items
deleted the alpha-coefficient for the stigma scale showed a low but acceptable internal
consistency (α=0.534).

9.2.2 Normality assumption test
A statistical test on the normality of the sample distribution is first necessary to identify the
appropriate statistical analysis to employ in analysing data. The primary outcome variable
stigma was tested for normality using both statistical and graphical means. Graphically both
the histogram and Q-Q plot chart show a slight departure from normality (see figure 9.3 and
9.4), as the data are not well-modelled to a normal shaped curve with skewness of 0.107 and
kurtosis of -0.607. Statistically, the p- values of the Kolmogorov-Smirnov and Shapiro-Wilk
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statistic test was p=.000 and p=.000, respectively, indicating that both tests are significant
(see table 9.3). But, according to Field (2018), Shapiro-Wilk statistic test is the best choice for
normality testing of data.
Figure 9.3: Histogram distribution of the stigma scale

Figure 9.4: Histogram distribution of the knowledge scales
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Table 9.3: Statistical results of normality test
Outcome variable
Stigma score

Kolmogorov-Smirnova

Shapiro-Wilk

Statistic

df

sig.

Statistic

.094

308

.000

.968

df
308

sig.
.000

a. Lilliefors Significance Correction

Thus, based on the Shapiro-Wilk normality assumption, since p< 0.05, then we reject the H0
because the test is significant. Consequently, based on the graphical and statistical results,
the distribution of data is not normally distributed, indicating that we reject the H0 as the data
follow no specific distribution. Thus, a hierarchical regression analysis was not employed
because the assumption prior to performing such analysis requires that the data are normally
distributed. However, as described in (see chapter 6.9), the distribution of data was
determined to be non-normal and therefore non-parametric tests were instead employed for
this study.

9.2.3 Missing values
The little’s MCAR test was applied to determine the randomisation of missing values in both
scales used in this survey. The P values of the knowledge and awareness scale (χ2=211.863,
df=241, sig=.912) while the stigma values are (χ2=13.96, df=19, sig=.786). The P values of both
scales were not significant, showing strong evidence that missing data are missing at random.
Hence, indicating that all missing values are not dependant on any factor and are as a result
of participant’s unwillingness to answer the question. Based on the findings from the little’s
MCAR test, missing data were treated as user-missing values, and are excluded from the
analysis. No further action was taken because missing data in this study are missing at
random.

9.3 Participant’s knowledge of autism
Enquiry regarding participants prior knowledge of autism was made, to know if participants
believe they are familiar with the condition before answering the questionnaire (subjective
perception of participant’s knowledge). Participants had the answer choice of ‘Don’t know’,
‘Yes’ and ‘No’. As seen in table 9.4, 22.4% of the participants responded ‘No’, indicating they
had no prior knowledge, while 66.3% indicated they had prior knowledge.
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Table 9.4: Participant’s subjective knowledge of Autism
I have prior knowledge of autism
Valid

Total

Frequency

No
Don’t know
Yes
Total
Missing

Percentage

70
30
207
307
5
312

22.4
9.6
66.4
98.4
1.6
100

Table 9.5 shows a slight difference in the knowledge score when data is split by geographical
location. Although both groups had equal numbers of participants indicating ‘No’, yet there
is a slight difference in the number of participants indicating ‘Yes’ between both groups. A
clear difference can also be seen in the values presented for ‘Don’t know’ as shown in table
9.5. The result shows that 70.6% of the urban participants indicated that they have prior
knowledge of autism, while 62.2% of the rural participants indicated the same.
Table 9.5: Subjective knowledge of Autism split by geographical location
Ethnicity recorded
Urban

Rural

Frequency
No
Don’t know
Yes
Missing
Total
No
Don’t know
Yes
Missing
Total

35
7
108
3
153
35
23
99
2
159

Percentage
22.9
4.6
70.6
1.9
100.0
22
14.5
62.2
1.3
100.0

9.3.1 Stigma, knowledge, and awareness distribution of survey participants
Table 9.6 shows the frequency distribution of participants scores on each scale. Overall, 54.2%
of the study participants had higher knowledge and awareness score, while 45.8% had lower
knowledge and awareness score. Yet, 66.6% of the study participant said had higher stigma
score, while 33.3% had lower stigma score. Table 9.6 shows that urban participants had higher
knowledge and awareness score (62.9%) when split by geographical location, compared to
(45.9%) rural participants. While 70.1% of rural participants had higher stigma score when
compared to 62.9% of urban participants with higher stigma score. A slight difference was
also observed looking at the mean and median score of both groups for knowledge and
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awareness score. A close range of mean and median was however, observed for stigma score
looking at both groups (see table 9.6).
Table 9.6 Frequency distribution of participants across primary output variable
Knowledge and
awareness score
(20-49)
Mean Median

Rural
(N=157)
Urban
(N=151)
Overall
(N=308)

Knowledge and awareness
category score
(lower=20-35; Higher=36-49)
Lower
Higher
N (%)

N (%)

Stigma score
(0-12)
Mean

Stigma category score
(lower=0-3; Higher=4-12)

Media
n

Lower

Higher

N (%)

N (%)

34.53

34

85 (54.1)

72 (45.9)

4.71

4.0

47 (29.9)

110 (70.1)

36.42

38

56 (37.1)

95 (62.9)

4.42

4.0

56 (37.1)

95 (62.9)

35.46

36

141 (45.8)

167 (54.2)

4.57

4.0

103 (33.4)

205 (66.6)

Table 9.7 below shows that participants demonstrated low knowledge and awareness in
items such as ‘Traumatic experiences very early in life can cause autism’ ‘Autism can be
diagnosed as early as 18 months’ ‘Vaccinations cause autism’. Also 41% of participants were
uncertain about the question ‘There is currently no cure for autism’. Participants were
generally more certain when answering questions like ‘Children diagnosed with autism are
never too old to benefit from support and intervention’ ‘With the proper treatment, most
children diagnosed with autism eventually outgrow the disorder’.
Table 9.7: Participants item level responses to the knowledge and awareness questions
Knowledge and awareness questions
Many children diagnosed with autism
have difficulty using everyday
language to communicate their
needs
Most children diagnosed with autism
may not look at things when you
point at them
Autism can be diagnosed as early as
18 months
Many children diagnosed with autism
show the need for routines and
sameness
Many children diagnosed with autism
have trouble understanding facial
expressions

Valid

Agree

Disagree

Don’t know

308

234 (76%)

16 (5.2%)

58 (18.8%)

305

187 (61.3%)

38 (12.5%)

80 (26.2%)

305

161 (52.8%)

24 (7.9%)

120 (39.3%)

308

170 (55.2%)

23 (7.5%)

115 (37.3%)

308

185 (60.1%)

41 (13.3%)

82 (26.6%)
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Children diagnosed with autism may
have strong reactions to the way
things smell, taste, look, feel, or
sound
Autism is a result of a curse or evil
eye put upon/inflicted on the family
Autism is caused by God or a
supreme being
Traumatic experiences very early in
life can cause autism
Genetics plays an important role in
the development of autism
Autism is a developmental condition

305

174 (57%)

31 (10.2%)

100 (32.8%)

308

61 (19.8%)

173 (56.2%)

74 (24%)

308

89 (28.9%)

134 (43.5%)

85 (27.6%)

308

147 (47.7%)

58 (18.8%)

103 (33.4%)

308

177 (57.5%)

44 (14.3%)

87 (28.2%)

308

209 (67.9%)

41 (13.3%)

58 (18.8%)

Autism exists only in childhood
Autism affects people of all races and
ethnicities
Vaccinations cause autism
Autism tends to run in families
Autism occurs more commonly
among higher socioeconomic and
educational levels
The earlier intervention and support
for autistic individuals begins, the
more effective it tends to be
There is currently no cure for autism

308
308

72 (23.4%)
233 (75.6%)

152 (49.4%)
27 (8.8%)

84 (27.3%)
48 (15.6%)

308
305

60 (19.5%)
94 (30.8%)

128 (41.6%)
109 (35.7%)

120 (39%)
102 (33.4%)

307

81 (26.4%)

149 (48.5%)

77 (25.1%)

307

195 (63.5%)

39 (12.7%)

73 (23.8%)

307

101 (32.9%)

78 (25.4%)

128 (41.7%)

Children diagnosed with autism may
need extra help to learn
Early intervention can lead to
significant gains in children
diagnosed with autism’s social and
communication skills
Early intervention demonstrates no
additional benefit to children
diagnosed with autism
Children diagnosed with autism can
grow up to live independently
Some children diagnosed with autism
show intense interest in parts of
objects
Children diagnosed with autism are
never too old to benefit from support
and intervention
Children diagnosed with autism do
not enjoy the presence of others
With the proper treatment, most
children diagnosed with autism
eventually outgrow the disorder

308

257 (83.4%)

16 (5.2%)

35 (11.4%)

307

243 (79.2%)

14 (4.6%)

50 (16.3%)

308

116 (37.7%)

125 (40.6%)

67 (21.8%)

306

147 (48%)

90 (29.4%)

69 (22.5%)

306

176 (57.5%)

33 (10.8%)

97 (31.7%)

308

235 (76.3%)

20 (6.5%)

53 (17.2%)

308

133 (43.2%)

97 (31.5%)

78 (25.3%)

307

179 (58.3%)

36 (11.7%)

92 (30%)
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Table 9.8 below shows that participants demonstrated high stigma in items such as ‘I would
not marry someone who is autistic’ ‘There is something about an autistic individual that
makes it easy to tell them from typical people’. Also, participants were uncertain about the
questions like ‘Autistic people can work in regular jobs’ ‘I would be unwilling to share a room
with an autistic person’ ‘I would be upset or disturbed about working on the same job as
someone who is autistic’.
Table 9.8: Participants item level responses to the stigma questions
Stigma questions

Valid

Agree

Disagree

Don’t know

Autistic people are not a burden on society
There is something about an autistic
individual that makes it easy to tell them
from typical people
Autistic people can work in regular jobs
I would feel ashamed if someone in my
family was diagnosed with autism
I would not feel afraid to have a conversation
with someone who is autistic
I would be upset or disturbed about working
on the same job as someone who is autistic
I would be able to maintain a friendship with
someone who is autistic
I would be unwilling to share a room with an
autistic person
I would not marry someone who is autistic

308

155 (50.3%)

73 (23.7%)

80 (26%)

308

229 (74.4%)

15 (4.9%)

64 (20.8%)

308
306

102 (33.1%)
92 (30.1%)

120 (39%)
155 (50.7%)

86 (27.9%)
59 (19.3%)

307

219 (71.3%)

48 (15.6%)

40 (13%)

307

97 (31.6%)

155 (50.5%)

55 (17.9%)

305

226 (74.1%)

29 (9.5%)

50 (16.4%)

307

110 (35.8%)

120 (39.1%)

77 (25.1%)

307

130 (42.3%)

96 (31.3%)

81 (26.4%)

9.3.2 Stigma, knowledge, and awareness scores across groups (statistical
analysis)
Non-parametric Kruskal-Wallis test was carried out on the different tribes identified in this
study as described by participants, to reveal if there is any association with stigma,
knowledge, and awareness score.
Table 9.9: Participants tribe stigma, knowledge, and awareness scores

Participants tribe
Not specified (Nigerian) (N=42)
Yoruba (N=145)
Igbo (N=35)
Hausa (N=19)
Others (N=71)

Knowledge and awareness
score (N=308)
MR
H
sig
130.87
160.01
4.684
.321
169.43
145.82
152.63

Stigma score
(N=308)
MR
H
sig
156.58
154.62
0.775
.942
154.81
137.82
157.34
155

*. Significant at the 0.05 level (2-tailed). MR= Mean rank. H= Kruskal-Wallis Test

According to table 9.9, no significant relationship (H=4.684; sig=.321) was observed between
participants tribe and knowledge and awareness score. Also, no significant relationship
(H=0.775; sig=.942) was observed between participants tribe and stigma score.
Also, a non-parametric Mann Whitney U test was carried out on the two geographical
locations to reveal if there is any association with stigma, knowledge, and awareness score.
According to table 9.10, there is evidence of a strong significant relationship (U=9699.0;
sig=.006*) between participants geographical location and knowledge and awareness score.
Table 9.10: Geographical location stigma, knowledge, and awareness levels

Geographical location
Urban (N=151)
Rural (N=157)

Knowledge and awareness
score (N=308)
MR
U
sig
168.77
9699.0
.006*
140.78

MR
150.21
158.63

Stigma score
(N=308)
U
sig
11205.0

.403

*. Significant at the 0.01 level (2-tailed). MR= Mean rank. U= Mann-Whitney U

However, no significant relationship (U=11205.0; sig=.403) was observed between participants
geographical location and stigma score. This indicates that geographical location was found
to only correlate with knowledge and awareness score.

9.4 Explanatory factors associated with stigma scale, knowledge, and
awareness
Further analysis was carried out to identify which socio-demographic background variable is
associated with stigma score, knowledge and awareness score. Non-parametric Mann
Whitney U test was carried out on participants’ socio-demographic variables, to identify
which background factors are associated with stigma, knowledge, and awareness score. The
established explanatory factors for each scale were then included in the logistic regression
tests. Table 9.11 shows the association of different sociodemographic variables and their
significant levels. The table shows evidence of a strong significant relationship between prior
knowledge (U=6286.5; sig=.000), educational level (U=9427.0; sig=.002), religion (U=7776.0;
sig=.000), religiosity (U=6737.5; sig=.001), financial status (U=9486.5; sig=.003) and
knowledge and awareness score. Hence, indicating that participants prior knowledge,
educational level, religion, religiosity, and financial status are significantly correlated with
knowledge and awareness score. However, no evidence of relationship was observed
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between marital status, gender and knowledge and awareness score. This indicates that these
variables do not correlate with knowledge and awareness score. Also, a significant
relationship is observed between prior knowledge (U=8663.5; sig=.020), religiosity
(U=7478.0; sig=.034), and stigma score. This indicates that participants prior knowledge and
religiosity are significantly correlated with knowledge and awareness score. Table 9.11 also
shows no significant relationship between educational level, gender, religion, financial and
marital status, and stigma score. Hence, indicating that these variables do not correlate with
stigma score.
Table 9.11 Factors associated with stigma score, knowledge and awareness construct.

No/don’t know
Yes
Lower++
Higher++

Knowledge and awareness
score
MR
U
sig
113.37
6286.5 .000**
173.63
138.71
9427.0 .002**
170.29

MR
170.87
145.85
160.23
148.77

Female
Male
Christianity
Muslim
Highly religious
Religious
Good/excellent
Fair/poor
Single
Married

162.41
148.72
160.81
125.40
121.84
156.79
139.10
169.00
145.54
159.72

156.84
152.79
145.55
147.89
162.55
139.80
159.95
148.01
149.20
152.91

Socio-demographic variable
Prior knowledge (N=307)
Educational level
(N=308)
Gender (N=308)
Religion (N=292)
Religiosity (N=292)
Financial status (N=307)
Marital status (N=300)

10542.0

.182

7776.0

.000**

6737.5

.001**

9486.5

.003**

9269.5

.176

Stigma score
U

sig

8663.5

.020*

10975.0

.255

11265.0

.691

10101.5

.815

7478.0

.034*

10864.5

.235

9984.0

.721

*. Significant at 0.05 level (2-tailed). **. Significant at 0.01 level (2-tailed), MR =Mean Rank, U =Mann Whitney U, lower++ =Primary/secondary, Higher++
=Degree/above

Table 9.12 Factors associated with stigma score, knowledge and awareness construct.

Unemployed (N=50)

Knowledge and awareness
score (N=299)
MR
H
sig
161.73

Stigma score
(N=299)
MR
H
sig
152.00

Employed (N=140)

164.50

141.06

Student (N=109)

125.99

Employment status

13.313

.001**

3.199

.202

160.56

*. Significant at the 0.05 level (2-tailed). **. Significant at the 0.01 level (2-tailed), MR = Mean Rank, H= Kruskal-Wallis Test

Kruskal-Wallis test carried out on employment status shows no significant relationship
between employment status and stigma. However, employment status was significantly
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correlated with knowledge and awareness score (U=13.313; sig=.001). Specifically, students
had the lowest mean rank (see table 9.12). The result is indicative of a positive association
between employment and knowledge and awareness only.
Multiple comparisons between knowledge and awareness score and employment categories
show no significant association between employed and unemployed (see table 9.13).
However, student was significantly correlated with employed and unemployed. Thus, two
dummy variables were created (student vs employed and student vs unemployed) to enable
regression analysis.
Table 9.13: Tamhane Post Hoc Test for multiply comparison
Dependent variable

Employment status
(student vs employed vs unemployed)

Knowledge and
awareness

Employed
Unemployed
Student

Unemployed
Student
Employed
Student
Employed
Unemployed

Mean difference

sig

.23571
2.92929
-.23571
2.69358
-2.92929
-2.69358

.994
.001*
.994
.043*
.001*
.043*

*. The mean difference is significant at the 0.05 level.

In addition, a Spearman’s Rho test was conducted for continuous variables to establish the
relationship between age and the outcome variables. According to table 9.14, a strong
negative relationship (rho =-.359, p=.000) was observed between stigma and knowledge and
awareness score. Also, a significant relationship (rho =.133, p=.020) was observed between
age and knowledge and awareness score.
Table 9.14: Spearman’s rank test (rho) for age, stigma, knowledge, and awareness scores
Spearman’s rho
Stigma

Knowledge and awareness

Age

Stigma
Correlation coefficient
Sig. (2-tailed)
N
Correlation coefficient
Sig. (2-tailed)
N
Correlation coefficient
Sig. (2-tailed)
N

1.000
308
-.359**
.000
308
.007
.906
308

Knowledge and
awareness
-.359**
.000
308
1.000
308
.133*
.020
308

**. Correlation is significant at the 0.01 level. *. Correlation is significant at the 0.05 level (2-tailed).
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This indicates that there is evidence of a negative correlation between stigma and knowledge
and awareness score. Likewise, evidence of correlation between age and knowledge and
awareness score. Although, the table shows no significant relationship (rho =.007, p=.906)
between age and stigma score.

9.4.1 Logistic regression statistic of significant independent variables
The statistical result from above shows that religiosity, prior knowledge and knowledge and
awareness significantly correlates with stigma. Therefore, these variables were included in
the subsequent logistic regression analysis.
Table 9.15 Logistic regression statistics of significant covariates associated with stigma
STIGMA CONSTRUCT
Covariates

Prior
knowledge
Knowledge
and
awareness
Religiosity

Variable statistics

Overall model statistics

B

S.E.

Exp(B)

95% Cl
(lowerupper)

Wald

sig

-.537

.308

.585

.320-1.068

3.046

.081

-1.473

.296

.229

.128-.409

24.787

.000**

.140

.307

1.150

.630-2.099

.207

.649

-2LL

N R2

HL X2

HL
sig

332.850 .168

2.261

.812

**. Significant at the 0.01 level (2-tailed), B = Regression coefficient, S.E = Standard error, Exp(B) = Odds change per unit, CI = Confidence intervals for Exp(B),
Wald = Wald statistic, -2LL = -2 Log Likelihood, N R² = Nagelkerke R Square statistic, HL X² = Hosmer-Lemshow Goodness of Fit Chi Square statistic, HL Sig. =
Hosmer-Lemshow Goodness of Fit significance statistic.

Table 9.15 shows the logistics regression statistics for stigma and significant covariates
variables identified above. The statistical result from table 9.13, shows that knowledge and
awareness score significantly (Wald=24.787, p= .000) predict stigma score. The model
strength for the covariates included in the stigma score regression produced a low collective
model strength (N R2=.168) and a high unaccounted variance (-2LL= 332.850). However, the
model passed the Hosmer-Lemshow Goodness of Fit significance statistic (HL), as the HL is
not significant.
The correlation statistics result from above shows that geographical location, employment
status, age, prior knowledge, educational level, religion, religiosity, and financial status are
significantly correlated with knowledge and awareness; also, stigma is correlated with
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knowledge and awareness. Thus, these variables were included in the subsequent logistic
regression analysis. The category student/employed was only included in the analysis for the
employment level variable to avoid multicollinearity. Student/employed was included
because

this

category

was

highly

significant

(sig=.001)

when

compared

to

student/unemployed dummy variable.
Table 9.16 Logistic regression statistics of significant covariates associated with knowledge
and awareness
KNOWLEDGE AND AWARENESS CONSTRUCT
Covariates

Geographical
location
Age
Prior
knowledge
Stigma
Religion
Religiosity
Financial
status
Educational
status
Employment
status

Variable statistics
B

S.E.

Exp(B)

-.703

.336

.835

.409

.579

.342

-1.114
-.923
.823

.342
.327
.350

-.020

.319

.529

.316

-.210

.422

Overall model statistics
Wald

sig

.495

95% Cl
(lowerupper)
.256-.956

4.386

.036

2.305
1.784

1.035-5.136
.912-3.490

4.175
2.861

.041
.091

.328
.397
2.277
.980

.168-.641
.209-.754
1.146-4.525
.524-1.833

10.634
7.961
5.515

.001
.005
.019

.004

.950

1.697

.914-3.150

2.806

.094

.810

.354-1.854

.248

.619

-2LL

N R2

HL X2

HL
sig

253.50
9

.295

13.067

.110

B = Regression coefficient, S.E = Standard error, Exp(B) = Odds change per unit, CI = Confidence intervals for Exp(B), Wald = Wald statistic, -2LL = -2 Log
Likelihood, N R² = Nagelkerke R Square statistic, HL X² = Hosmer-Lemshow Goodness of Fit Chi Square statistic, HL Sig. = Hosmer-Lemshow Goodness of Fit
significance statistic.

Table 9.16 shows the logistics regression statistics for knowledge and awareness and the
significant covariates variables identified above. The result shows that stigma score
(Wald=10.634, p= .001), age (Wald=4.175, p= .041), geographical location (Wald=4.386, p=
.036), religion (Wald=7.961, p= .005) and religiosity (Wald=5.515, p= .019) significantly predict
knowledge and awareness score. Stigma score happens to be the strongest individual
predictor for knowledge and awareness score, with the highest ꭓ2 test value, then followed
by religion. The model strength for the covariates included in the knowledge and awareness
score regression produced a moderately low collective model strength (N R2=.295). Also, the
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model produced a high unaccounted variance (-2LL= 253.509). However, the model passed
the Hosmer-Lemshow Goodness of Fit significance statistic (HL), as the HL is not significant.

9.5 Other analytical considerations
To further ascertain which socio-demographic background variable is associated with stigma
score, all variables were included in the binary logistic regression analysis at once (see table
9.17). The statistical result from the table, shows that only knowledge and awareness score
significantly (Wald=19.829, p= .000) predict stigma score. The model strength for the
covariates included in the stigma score regression produced a low collective model strength
(N R2=.156) and a high unaccounted variance (-2LL= 307.414).
Table 9.17 Logistic regression analysis of all covariates
STIGMA CONSTRUCT
Covariates

Geographical
location
Age
Prior
knowledge
Knowledge
and
awareness
Religion
Religiosity
Financial
status
Educational
status
Marital status
Gender

Variable statistics

Overall model statistics

B

S.E.

Exp(B)

95% Cl
(Lowerupper)

Wald

sig

.192
.226

.306
.377

1.212
1.254

.665-2.206
.599-2.622

.394
.361

.530
.548

-.509

.327

.601

.317-1.141

2.427

.119

-1.431

.321

.239

.127-.449

19.829

.000

-.132
.361

.306
.326

.876
1.435

.481-1.595
.757-2.720

.188
1.227

.665
.268

-.192

.294

.825

.464-1.469

.425

.514

-.076
-.017
.201

.301
.386
.294

.927
.983
1.223

.514-1.671
.462-2.095
.687-2.178

.064
.002
.467

.801
.965
.494

-2LL

N R2

HL X2

HL
sig

307.414

.156

7.408

.493

Finally, normality test and binary logistic regression analysis was carried out for participants
who answered ‘YES’ to the question ‘I have prior knowledge of autism’ only to identify any
significant variability in statistical result. Participants who answered ‘NO’ or ‘Don’t Know’ to
this question were excluded from the analysis below. Shapiro-Wilk normality test (see table

161

9.18) indicates that the distribution of data is not normally distributed, as such nonparametric tests are valid for this study.
Table 9.18 Normality test carried out for participants who answered ‘YES’ to the question ‘I
have prior knowledge of autism’ only
Outcome variable

Kolmogorov-Smirnova
Statistic
.082

Stigma score

df
207

sig.
.002

Shapiro-Wilk
Statistic
.981

df
207

sig.
.007

skewness of .098 and kurtosis of -.569

Alpha-Coefficient test was carried out on the stigma scale, to examine the reliability score.
The score of the stigma scale showed a weak internal consistency at first (α=0.427). After
items deleted the alpha-coefficient for the stigma scale showed a low but acceptable internal
consistency (α=0.537). The reliability score of the stigma scale remains the same, even after
excluding participants who indicated ‘NO’ or ‘DON’T KNOW’ to the question ‘I have prior
knowledge of autism’.
TABLE 9.19 Logistic regression analysis carried out for participants who answered ‘YES’ to
the question ‘I have prior knowledge of autism’ only
STIGMA CONSTRUCT
Covariates

Geographical
location
Age
Knowledge
and
awareness
Religion
Religiosity
Financial
status
Educational
status
Marital status
Gender

Variable statistics

Overall model statistics

B

S.E.

Exp(B)

95% Cl
(Lowerupper)

Wald

sig

.115
-.067

.360
.441

1.122
.935

.554-2.272
.394-2.217

.102
.023

.749
.879

-1.360

.401

.257

.117-.563

11.495

.001

-.444
.315

.353
.403

.641
1.370

.321-1.282
.622-3.019

1.581
.611

.209
.434

-.290

.350

.748

.377-1.487

.684

.408

-.158
.037
.097

.362
.452
.347

.854
1.038
1.102

.420-1.738
.428-2.516
.558-2.177

.189
.007
.078

.664
.935
.779

-2LL

N R2

HL X2

HL
sig

219.694

.124

1.932

.983

The statistical result from table 9.19, shows that only knowledge and awareness score
significantly (Wald=11.495, p= .001) predict stigma score. The model strength for the
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covariates included in the stigma score regression produced a low collective model strength
(N R2=.124) and a high unaccounted variance (-2LL= 219.694).

9.6 Summary
Overall, the distribution of participants between the two geographical areas was fairly even.
However, slight differences were observed within other socio-demographic variables.
Reliability score for both scales used in this study showed an acceptable internal consistency,
and missing data were also at random. Findings show that a higher percentage of study
participants scored higher on the stigma score, with the rural participants scoring higher
compared to urban participants, despite, the fact that participants scored higher on the
knowledge and awareness scale.
The results above generally showed some very significant correlations between several
predictor variables. Although, this chapter is solely descriptive, but from the results above,
several sociodemographic variables have a significant association with knowledge and
awareness, which is not the same for stigma. There was an initial apparent significant
relationship between stigma and three other variables (religiosity, prior knowledge,
knowledge, and awareness), but the regression analysis accounted for a significant
correlation between stigma, knowledge, and awareness only. Findings indicate that
knowledge and awareness strongly predict autism stigma score. From the result, autism
stigma is independent of most sociodemographic variables, but knowledge and awareness
contribute a unique amount of variance to the stigma score. In addition, the result above also
indicated that including participants who answered ‘YES’ to the question ‘I have prior
knowledge of autism’ to the data analysis would not have made any difference to the findings.
Chapter 10 discusses these results in more detail.
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CHAPTER TEN
DISCUSSION OF FINDINGS
10.0 Introduction
Chapter ten gives a detailed interpretation of the study findings presented in the previous
chapter, with respect to the rationale and aims of this study. This chapter discusses the
author’s interpretation of the research findings. The chapter begins with a discussion around
the knowledge and awareness levels, attitudes, and stigma towards autistic individuals. It
then goes on to review and interpret the findings around the theoretical explanatory factors
of the outcome variables listed above. Furthermore, the influence and role of rurality,
knowledge and awareness on autism stigma were also presented. Finally, a detailed
discussion around the theoretical model of autism stigma, as derived from the study findings.

10.1 Attitude and stigma towards autism among Nigerian participants
Previous studies have revealed tentative findings indicating that Nigerians display
stigmatising attitudes towards autistic individuals (Paul and Gabriel-Brisibe, 2015). The
findings from this study substantiate these tentative findings and further confirms that
stigmatising attitudes among Nigerians is prevalent. This finding supports the work of Bakare
et al. (2009b) and Paul and Gabriel-Brisibe (2015), who found significant levels of negative
attitudes towards autistic individuals among their study participants. The level of stigma
accounted for in this primary study reveals that over half of the study participants held
significantly negative perceptions and expressed stigmatising attitudes towards autistic
individuals. Despite increasing awareness, the findings indicated no positive shift in attitudes
among Nigerians in recent times. This is surprising considering the recent increase in
awareness campaigns and the increasing number of hospital reported cases of autistic
individuals in Nigeria (Paul and Gabriel-Brisibe, 2015; Bakare and Munir, 2018). The increase
in awareness campaigns in Nigeria has likely led to an increase in reported diagnoses of
autism, yet many still hold on to negative misconceptions and display stigmatising attitudes.
This continuous report of high levels of autism stigma among Nigerians and the insignificant
influence of awareness and campaigns, might be owing to the strong influence of culture on
perceptions in Nigeria. Bakare et al. (2019), explained in their study that attitudes and beliefs
164

in Nigeria are rooted within the norms and customs of the cultural environment. Therefore,
Nigerians may be more strongly influenced by their culture.
Okandeji-Barry, Agofure and Garaba (2015), reported that autism stigma in Nigeria is not
limited to lay people, as both rich and educated individuals still subscribe to some level of
discriminating beliefs and misconception. Perhaps this is partly because Nigerians, according
to Agbiji and Landman (2014), hold certain beliefs of wholeness and health, which influences
their perceptions and behaviours. Okandeji-Barry, Agofure and Garaba (2015), work was
reflected in the findings of this study, as approximately two-thirds of study participants
claimed to have prior knowledge of autism, yet many still subscribed to negative
misconceptions about autism. These findings question the type of knowledge and information
available to Nigerians, as evidence shows that prior knowledge has no significant impact on
their perceptions and understanding of autism. Also, this might indicate that subjective
knowledge of participants lacks pertinent information on autism. Paul and Gabriel-Brisibe
(2015) and Fayemi (2014) also highlighted in their study that even though majority of their
study participants have heard about autism, many still subscribe to high levels of stigmatising
beliefs, indicating lack of pertinent knowledge and awareness of the condition. Although
Adewuya and Oguntade (2007), linked this to the fact that other factors influence knowledge.
According to them, knowledge is influenced by the causal attributes, personal attributes and
anticipated prognosis attached by participants to the condition. The cultural attributes
attached to autism influences the type of information available to Nigerians, while also
encouraging social distance, as such knowledge tends to have little or no effect on stigma
(Audu et al., 2011). Especially when there are no conscious efforts to change causal attributes,
personal attributes and anticipated prognosis attached to certain conditions in Nigeria
(Adewuya and Oguntade, 2007). This study substantiates the influence of culture on
knowledge, as findings indicate that prior knowledge of participants lacks pertinent
information. Furthermore, the lack of correlation between prior knowledge and autism
stigma reflects Bakare et al. (2019) conclusion, as they stated that autism knowledge in
Nigeria is based on several misconceptions about the condition. On the other hand, evidence
shows a strong correlation between autism stigma and objective knowledge and awareness
of participants, indicating the influence of appropriate information on autism stigma. Thus,
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findings reflect that some of the information and knowledge held by Nigerians about autism
might be based on some normative beliefs shared within the context.
The continuous report on the high level of autism stigma in Nigeria could also be dependent
on the associated condition. Chansa-Kabali, Nyoni and Mwanza (2019), highlighted this in
their work, where they stated that the level of sympathy or stigma displayed by participants
lies in the condition being investigated. This study agrees with Chansa-Kabali, Nyoni and
Mwanza (2019)’s report, as autism is still a rare and unknown condition in Nigeria, many
Nigerians still do not have access to valid information about the condition. Also, based on the
stigma dimension model, the rarity of impairment determines the degree and level of stigma
in a society (Feldman and Crandall, 2007). Thus, due to the rarity of autism within this society,
social acceptance might be greatly impaired. However, experience with a stigmatized group
has been reported to increase acceptance and reduce the level of stigma (Pescosolido et al.,
2008). Nonetheless, Feldman and Crandall (2007), suggested that there are other underlying
factors to stigmatisation that transcends beyond culture and experience. Individual sociodemographic factors were identified to have an underlying influence on stigma. Oshodi et al.
(2017), referred to this notion in their work, where they stated that stigma in Nigeria requires
a careful evaluation of both social and economic factors within the cultural environment.
Many studies have evaluated the relationship between stigma and socio-demographic
factors. Although findings are inconsistent, as they are dependent on culture and the
investigated condition. However, Singh, Mattoo and Grover’s report in 2016, suggest that
there is a low to medium association between stigma and socio-demographic variables, as
their study failed to find a significantly strong association. Findings from Bakare et al. (2019)’s
study claims otherwise, as they reported that variables such as geographical location, age,
educational and employment status strongly correlate with autism stigma. This study found
that the relationship between autism stigma and individual socio-demographic factors shows
an indirect association. Findings show that only knowledge and awareness was strongly
correlated with autism stigma, while socio-demographic variables like age, geographical
location, religion, and religiosity strongly correlate with knowledge and awareness. This study
found clear evidence on the influence of knowledge and awareness on autism stigma
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10.2 Autism knowledge and awareness levels of Nigerian participants
Knowledge and awareness of autism have been recognised as one of the key factors that
influence autism stigma in Nigeria. This study examined the levels of autism knowledge and
awareness among Nigerians. The result derived from this study showed that knowledge and
awareness of autism among Nigerians is low. This result is consistent with previous findings,
as several reports also associated the low levels of knowledge and awareness among
Nigerians as a facilitator of more unfavourable attitudes toward autistic individuals (Singh,
Mattoo and Grover, 2016).
The findings in this study revealed that 46% of the study participants displayed lower
knowledge and awareness. This indicates that about half of the study participants have low
knowledge of the aetiology and concept of autism. These findings support the work of Bakare
et al. (2015), who found that a substantial proportion of their study participant has little
knowledge of autism. This is also in line with Eseigbe et al. (2015)’s report, as they highlighted
on the high levels of poor knowledge and awareness of autism in Nigeria. Eseigbe et al. (2015)
further pointed out in their study that knowledge and recognition of autism is quite low even
among healthcare workers. Even though Eseigbe et al. (2015) and Bakare et al. (2015)’s
studies are targeted towards participants in a specific group (healthcare workers), and also
findings from these studies may seem obsolete. Nevertheless, the findings derived from this
current study indicate little or no recent shift towards improvement and increase in
knowledge and awareness of autism among Nigerians. A similar conclusion was reported in a
recent study by Bakare et al. (2019). Bakare et al. conducted a scoping review of research
literature on ASD in Nigeria, by searching the key terms autism and Nigeria on PubMed and
Google Scholar. This review included seven articles (Bakare et al., 2009a; Bakare et al., 2009b;
Bakare et al., 2008; Igwe et al., 2010; Igwe et al., 2011; Eseigbe et al., 2015; Bakare et al.,
2015) concerning knowledge and awareness about ASD in Nigeria, while investigating one or
more of the following populations: teachers, university students, college students and their
parents. Based on their findings they reported a low level of knowledge and awareness of
autism among the general population (Bakare et al., 2019). It is evident that despite all efforts
to increase autism awareness through campaigns, many Nigerians still lack adequate
knowledge and awareness of autism.
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The low level of autism knowledge and awareness in Nigeria could be a result of cultural
orientation. Nigerians are more likely to hold on to certain beliefs and stories about autistic
individuals, probably because of the need to maintain their cultural values. Thus, due to their
concern for cultural values, they tend to be more averse to knowledge and information alien
to their traditional beliefs. This probably accounts for the low level of autism knowledge and
awareness reported among healthcare professionals in Nigeria. Bakare et al. (2008), reported
that prescientific and supernatural causal attributes were recounted by about 50% of the
medical professionals that took part in their study. This indicates that cultural perceptions
and beliefs significantly influence knowledge and awareness in Nigeria.
Interestingly, findings from this study also showed that subjective knowledge of study
participants had no significant influence on participants’ objective knowledge and awareness
score. Although, this confirms that a person claiming to have knowledge of something
requires some level of measurement to justify their claims. According to Hunt (2003), the
certainty of knowledge is traditionally measured objectively. This indicates that validating
knowledge levels requires a more objective test of knowledge. However, on the other hand,
some researchers have previously pointed out that prior knowledge tends to have a positive
influence on mental and behavioural health knowledge and awareness levels (Wei et al.,
2015; Rusch et al., 2011; Henderson, Evans-Lacko and Thornicroft, 2013). However, the
conflict in findings might be a result of the cultural differences in the development of the
measuring tool and the condition being investigated (Rusch et al., 2011). Nevertheless,
findings from this study indicate that although many Nigerians may have heard of autism,
they may not have accessed the correct information to understand the condition adequately.
Eseigbe et al. (2015), further argues that prior experience significantly influences autism
knowledge and awareness, when compared to prior knowledge. They revealed that
participants with close contact with an autistic individual displayed a higher level of
knowledge and awareness (Eseigbe et al., 2015). Probably why Iheanacho et al. (2014), stated
that knowledge followed with contact and experience increases the chances of someone
remembering detailed information about the knowledge shared. However, Bakare et al.
(2015), highlighted that due to the rarity of the condition and the negative misconceptions
attributed to autism, autistic individuals in Nigeria are more prone to social distancing and
isolation from the public. Consequently, residents might be less likely to meet an autistic
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individual or truly understand the condition. Findings indicate that prior knowledge may
matter less when it comes to knowledge and awareness of autism in this context.
The low level of knowledge and awareness displayed by study participants can be interpreted
to indicate that awareness and knowledge levels in Nigeria are presently low. Low levels of
awareness and knowledge among study participants further advocate the need to increase
awareness and knowledge of autism in Nigeria. However, in order to increase awareness and
knowledge of autism in Nigeria, understanding the explanatory factors identified to influence
knowledge and awareness is necessary.

10.3 Theoretical explanatory drivers of autism stigma, knowledge, and
awareness.
Previous research has revealed that many factors may influence autism stigma, knowledge,
and awareness in Nigeria (Bakare et al., 2015). Factors like religion, gender, religiosity, age,
marital status, financial status, prior knowledge and awareness, employment status,
educational status and rurality were highlighted in the systematic scoping review to influence
stigma, knowledge and awareness of autism. These factors were included in this primary
study to empirically explore the influence of these variables on stigma, awareness and
knowledge of autism in Nigeria. The statistical analysis of autism stigma initially revealed that
religiosity, prior knowledge, knowledge, and awareness were significantly associated with
higher and lower levels of autism stigma within the study sample. Surprisingly, autism
knowledge and awareness were the only explanatory factor found to predict autism stigma
levels independently. The initial apparent significant association between autism stigma and
other associated variables were accounted for as non-significant in the regression model. This
is quite surprising as several studies have established the impact of different sociodemographic variables on autism stigma. Factors like education, religion, age gender and
geographical location have been previously highlighted to play a significant role in autism
stigma (Oti-Boadi et al., 2019; Tilahun et al., 2017). Yet, the findings from this study state
otherwise. Although, this could partially be because of the low internal consistency of the
measuring scale used to evaluate autism stigma in this study. It could also reflect a statistical
limitation of findings from some of those previous studies, as some of those studies lack a
regression model analysis to further analyse the correlations between autism stigma and
socio-demographic variables highlighted in their studies. Nevertheless, Bakare et al. (2015),
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previously reported in their study that knowledge and awareness of autism is a strong
predictor of autism stigma, as participants relatively lacking in autism knowledge and
awareness, were significantly more stigmatising. Perhaps, this partly justifies the lack of a
significant correlation between autism stigma and other associated socio-demographic
variables. Nevertheless, the regression model statistics show that while autism knowledge
and awareness is the only predicting variable of autism stigma, the overall model power is
only about 17% (N R2=.168) which is quite low. This indicates that autism knowledge and
awareness, in the way it has been measured in this current study, only accounts for 17% of
the variance in autism stigma levels. This reflects the need to critically consider autism
knowledge and awareness as an explanatory factor of autism stigma, while also bearing in
mind that this variable is not a sole predictor of autism stigma. It might be worthwhile to
explore these variables further using qualitative means, while also considering other socioeconomic variables not examined in this study.
This study, however, did establish that religion, religiosity, geographical location, and age
were significantly correlated with autism knowledge and awareness. This indicates that these
socio-demographic variables independently predict the level of autism knowledge and
awareness. However, the regression model statistics show that the highlighted variables only
account for 30% (N R2=.295) of the variance in knowledge and awareness, which is again fairly
low. This reflects that there are other variables unaccounted for in the analysis, which might
further help explain levels of autism knowledge and awareness in Nigeria. The explanatory
variables identified in this study have different predictive power, with autism stigma having
the strongest predictive power. Findings from the analysis show that autism stigma is the
most powerful explanatory factor of knowledge and awareness, while closely followed by
religion. Although this is not surprising, as it is reasonable to expect that stigma would
significantly predict knowledge and awareness levels (Rao et al., 2019). Also, there is
overwhelming evidence reporting on the strong correlation between autism stigma,
knowledge, and awareness (Etieyibo and Omiegbe, 2016; Iheanacho et al., 2016). Although,
some studies have also highlighted that stigma is not a sole predictor of knowledge and
awareness, as they found that after controlling for stigma, many other variables account for
a considerable amount of variation in knowledge and awareness (Chansa-Kabali, Nyoni and
Mwanza, 2019). These findings were substantiated in this study, as evidence shows that
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autism knowledge and awareness is further influenced by many factors, some of which were
not taken into consideration in this study. Explanatory variables of autism knowledge and
awareness identified in this study are discussed below in order of their predicting power.

10.3.1 Autism stigma
As mentioned earlier, autism stigma was identified to be significantly associated with higher
and lower autism awareness and knowledge in this study. Findings from this study revealed
that participants with higher levels of autism stigma significantly possess lower autism
knowledge and awareness. This reflects higher social acceptance and lesser autism stigma
among participants who scored higher on the knowledge and awareness scale. Autism stigma
was revealed in this study as the strongest predicting variable associated with autism
knowledge and awareness. Similar findings were reported by Chansa-Kabali, Nyoni and
Mwanza (2019), on the role of knowledge and awareness on autism stigma, as their study
found a significant level of low knowledge and awareness especially among students who
displayed lower levels of acceptance towards autism. The influence of autism stigma on
knowledge and awareness is logical because, the more people are aware and knowledgeable,
the less likely they are to display negative and stigmatising attitudes due to their familiarity
with the condition. This result indicates that a high level of autism stigma among a group of
people within this context reflects low levels or a substantial lack of autism awareness and
knowledge among the group.

10.3.2 Religion
Another explanatory factor of autism knowledge and awareness assessed in this study is
religion. Religion has been previously highlighted to be a potential source of misconceptions,
especially in Africa. Likewise, the notion that autism is of spiritual causation is particularly
common among religious people in Nigeria (Zeleke, Hughes and Chitiyo, 2017). Religion is
interwoven with the Nigerian culture, as most of the cultural beliefs and traditions in Nigeria
are based on religion (Aremu, Lawoko and Dalal, 2011). Likewise, there are several reports on
how religion and culture influence the knowledge of cause and treatment within a society
(Etieyibo and Omiegbe, 2016). Iheanacho et al. (2016), highlighted that those who follow an
intrinsic form of religion tend to be more supernatural in their causal attribution, and as such,
subscribe more to non-orthodox care. Aremu, Lawoko and Dalal (2011), concluded that
subscribing to a certain form of religion in Nigeria is significantly associated with lower autism
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knowledge and awareness. Findings from this study support reports from previous studies, as
it clearly shows that religion is significantly associated with autism awareness and knowledge.
Interestingly, findings from this study further revealed that Christian participants significantly
possess higher levels of autism awareness and knowledge when compared to Muslims.
According to Hope and Jones (2014), most Muslims tend to adhere strictly to the core
doctrines of their faith, while Christians are generally observant of their faith, indicating more
flexibility in religious beliefs and practices among Christians. The lack of flexibility in values
and doctrine among Muslims might influence their general knowledge levels and attitudes,
especially towards sensitive issues (Ata, 2015). Thus, the flexibility and variation in religious
practices between Muslims and Christians is a possible explanation for the differences
observed in autism awareness and knowledge levels among the two religious groups
highlighted in this study. Also, the differences in autism awareness and knowledge among
Christian and Muslim participants might partly be due to the variation in geographical
location. Data collected in this study showed that 73.2% of Christian participants reside in the
urban area, while 52.8% of Muslim participants reside in the rural area of this study. Thus,
there might be an influence of rurality on the knowledge and awareness levels of Muslim
participants.

10.3.3 Religiosity
Speakman (2012) highlighted that the level of religiosity subscribed to could further influence
the level of knowledge and awareness. According to Etieyibo and Omiegbe (2016), it is
believed that being religious and adhering to scriptural doctrines help interrupt negative
rumination, thereby leading to better health outcomes. Thus, highly religious people are more
likely to lack pertinent knowledge and awareness of autism, as they are more inclined to
subscribe to spiritual causation of autism. This study further confirms the notion that
religiosity is a strong explanatory factor of autism knowledge and awareness, especially within
the Nigerian culture. The result from this study reveals that highly religious people are
significantly more likely to display lower autism knowledge and awareness compared to
religious people. Etieyibo and Omiegbe (2016), reported that discrimination, misconceptions
and low level of awareness and knowledge were significantly high among religious leaders in
Nigeria. Ayuk, Udonwa and Gyuse (2017), added that regardless of the religious denomination
(Christianity or Islam) subscribed to, religiously is significantly associated with stigma,
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knowledge and awareness. Similar findings were observed in this study, as results show that
religiosity regardless of the type of religion subscribed to by participants, is an independent
predictor of knowledge and awareness. Therefore, the higher the level of religiosity, the lower
the level of autism knowledge and awareness.

10.3.4 Geographical location
Geographical location is one of the factors revealed in this study to influence autism
knowledge and awareness significantly. The results from this study indicate that rurality is a
key explanatory factor of knowledge and awareness levels. Specifically, findings show that
people living in urban areas are significantly more likely to possess higher autism knowledge
and awareness when compared to rural area residents. This is not surprising as the association
between geographical location, knowledge, and awareness has been previously reported. The
variation in autism knowledge and awareness levels has been associated with the urban-rural
disparities in access to information. According to Abubakar et al. (2016), the higher levels of
autism awareness and knowledge displayed by urban residents is majorly due to urban-rural
disparities in availability and accessibility to formal and informal medical amenities and skilled
health personnel. Ajayi, Adebayo and Ndatsu (2008) carried out a study in Bosso LGA and
reported that access to medical services and healthcare information in this community is
limited. Over half of the rural participants receive medical support from traditional healers
(Ajayi, Adebayo and Ndatsu, 2008), which partly explains the low level of knowledge and
awareness among rural residents. Also, rural residents are believed to be custodians of
tradition; as such, they tend to attach more accord to norms and myths (Abubakar et al.,
2016). According to Scior and Furnham (2011), people’s perception and knowledge about a
health condition is greatly influenced by cultural beliefs, stories, and myths.
In addition, Abubakar et al. (2016), argued that globalisation, modernisation, and
acculturation, may also contribute to the differences observed in autism knowledge and
awareness levels among urban and rural residents (Abubakar et al., 2016). Specifically,
globalisation and modernisation have been reported to have a significant influence on
culture, particularly among urban residents in Nigeria (Olotuah, Olotuah, and Olotuah, 2018).
According to Wani (2011), the major consequence of globalisation is the gradual
disintegration of traditional and social beliefs. Modernisation has also contributed to the
acceleration of change and reduction in cultural diversity (Wani, 2011). Globalisation and
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modernisation affect the rurality of an area by initiating the process of urbanisation
(Martinez-Fernandez et al., 2012). Thus, an increase in neglect of deeply rooted culture and
beliefs due to acculturation pervades among urban residents (Martinez-Fernandez et al.,
2012). Although, Edogiawerie (2014), reported on the deep cultural values of Nigerians, as
they stated that despite globalisation Nigerians still rather prefer to be identified by their
various ethnicities. However, Lysonski and Durvasula (2013), highlighted in their study aimed
at exploring the degree of cultural transition among urban residents in Nigeria, reported that
Nigerians living in Lagos might be witnessing aspects of bicultural identity. According to the
researchers, participants have adopted a global consciousness which gives them a global
identity to a worldwide culture, while simultaneously preserving their local identity (Lysonski
and Durvasula, 2013). Therefore, given the commanding influence of global culture, Nigerians
are gradually evolving and adapting global influence into local indigenous culture (Olotuah,
Olotuah, and Olotuah, 2018). Also, globalisation has intensified the interaction and
integration among people of different nations, which has rapidly increased our healthcare
knowledge and awareness in Nigeria (Epundu et al., 2017). Thus, cultural perceptions of urban
participants in this study might have been influenced by globalisation, as such cultural
misconceptions about autism gradually disintegrate as knowledge and awareness increase.
Finally, autism experience and contact were identified by Abubakar et al. (2016), to influence
the differences observed in autism knowledge and awareness levels among urban and rural
residents. Odunsi, Preece and Garner (2017), highlighted in their study aimed at comparing
urban and rural teachers’ understanding of autism in Nigeria, that although knowledge and
awareness among Nigerian teachers are generally low, still urban teachers had more
experience and contact working with autistic children which might have influenced their
autism knowledge and awareness levels. Liu et al. (2016), also reported that teachers at
province schools demonstrated more autism knowledge and awareness compared to
teachers at District schools. According to them, the lower level of knowledge displayed by
teachers in District schools reflects the lack of experience working with autistic children (Liu
et al., 2016). People living in urban residence in Nigeria, according to Odunsi, Preece and
Garner (2017), have a higher chance at autism experience and contact, compared to those in
rural residence, especially due to the increasing number of autism diagnoses in urban areas.
This study agrees with Odunsi, Preece and Garner (2017), as results from this study revealed
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that over 70% of urban participants indicated having subjective knowledge of autism, which
might reflect initial contact with autistic individuals. Even though subjective knowledge of
study participants did not translate to higher levels of knowledge and awareness, still this
might indicate some level of contact and experience.
The results derived from this study gives a recent validation to previous reports suggesting a
significant correlation between urban-rural living and awareness and knowledge of autism.
The findings from this study further buttress Aminrad et al. (2013), findings which stated that
people living in urban areas in Nigeria tend to display higher knowledge and awareness of
autism. Thus, taking into consideration the influence of urban to rural living on autism
knowledge and awareness, targeted awareness, and educational campaigns might help
increase the general knowledge and awareness. According to Eseigbe et al. (2015), awareness
campaigns targeted specifically towards the rural area residents in Nigeria and increasing
experience and contact with autistic individuals might help reduce the inaccurate information
among the public and autism stigma. However, considering several other factors along with
geographical location, when evaluating the levels of autism knowledge and awareness might
be a more effective strategy, especially in Nigeria.

10.3.5 Age
The analysis also revealed that age is significantly associated with autism knowledge and
awareness. Specifically, older participants were significantly more likely to possess higher
autism knowledge and awareness when compared to younger participants. This was
previously highlighted in a study by Bakare et al. (2015), in which they explained that older
individuals are more likely to have direct experience and familiarity with autism, resulting in
higher knowledge and awareness levels (Bakare et al., 2015). Evans (2013), also reported on
the significant correlation between age and awareness of autism. He further highlighted
specifically that younger participants are more likely to display low levels of autism awareness
and more stigma when compared to older participants (Evans, 2013). It is believed that older
people are more experienced and tend to usually show greater interest in child development,
as such, are equipped with pertinent knowledge and awareness. Ikwuka et al. (2016),
discredit this notion as they suggested that older people strive to maintain cultural and
traditional beliefs, as such their knowledge and awareness about a certain condition might be
impaired. Gureje et al. (2006), previously reported in their study that old age was associated
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with more supernatural and prescientific causal views. The differences in direction of
association between age and knowledge and awareness, confirms Chansa-Kabali, Nyoni and
Mwanza (2019), theory. According to them, the direction of association between age and
awareness lies in the condition being investigated. Akande, Briggs, and Omar (2016)
highlighted that older women tend to show more sympathy to autistic individuals, and as
such, they tend to access more childcare information. The higher knowledge and awareness
levels displayed by older participants might be because autism is a condition usually
diagnosed in childhood as such, they are more inclined to access more information due to
their childcare tendencies.
The notion that age is an important explanatory factor of knowledge, awareness and stigma
has been reported in a plethora of stigma research, and the likelihood of this factor
influencing autism knowledge and awareness across different cultures is considerably high.
Also, it is logical that the older people get, the more versed and knowledgeable they tend to
get about autism since age has been highlighted as a prerequisite for experience.
Furthermore, older Nigerians happen to be more generally educated (Bakare et al., 2009a),
making this group more knowledgeable and experienced especially when it comes to mental
illness and autism (Bakare et al., 2009a; Evans, 2013). The generational difference in
knowledge and awareness levels of autism derived in this study might likely be due to
experience and educational level, as data collected showed that older study participants are
more educated. However, it is crucial to note that data collated for age and educational levels
were not evenly distributed (see chapter 9). Nevertheless, findings from this study show that
age is an independent predictor of autism knowledge and awareness levels, and it is
considered a significant explanatory factor.
Overall, this study further verifies the reports that autism stigma and low levels of awareness
and knowledge exist in this context. The low level of knowledge and awareness exhibited by
study participants was confirmed to be influenced by some of the variables identified in
previous studies. Although, most variables previously highlighted to influence stigma had a
minimal or inconsistent influence on autism stigma. Still, it is quite surprising that this study
found no direct relationship between socio-demographic characteristics of participants and
autism stigma. Also, contrary to previous reports, this study found no significant relationship
between educational status, gender and autism knowledge and awareness. Findings from the
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scoping review and the wider literature review clearly associated higher educational
attainment with higher levels of knowledge and awareness. Likewise, being a male has been
correlated with lower levels of knowledge and awareness. However, this inconsistency in
findings is not peculiar to this study alone. A similar report was highlighted by Kipp et al.
(2011) in a study on socio-demographic and AIDS-related factors associated with tuberculosis
(TB) stigma in southern Thailand. In their study, only low formal education and contact with
TB were found to increase stigma. Prior to that, Somma et al. (2008) also highlighted the lack
of coherent association between socioeconomic variables and stigma among different
cultures. Somma et al. (2008)’s study which was carried out in Bangladesh, Malawi, India, and
Colombia, reported that only financial problems, marital status, and social distress were
found to increase stigma in more than one population. The lack of consistency in factors
identified to influence stigma, according to Kipp et al. (2011) could be due to differences in
scales used, study population and explanatory factors examined.
In summary, this study clearly shows that increasing autism knowledge and awareness within
this context is significantly associated with lower autism stigma. Also, critically considering
the explanatory factors highlighted in this study when tackling autism knowledge and
awareness, with the understanding that these factors influence autism stigma through autism
knowledge and awareness. It might also be beneficial to explore other socio-demographic
variables because factors like employment, prior knowledge, educational level, and financial
status were highlighted in the result section as significant factors associated with autism
knowledge and awareness. But then the reliability of these variables as predictors are
contentious as their predicting power in the regression model is not significant. Thus, based
on the overall low model power, a qualitative study might be necessary to explore further the
impact of these variables on autism awareness and knowledge.

10.4 A new theoretical model of autism stigma.
Several studies have highlighted the need to explore in greater details factors correlated with
autism stigma and to generate a theoretical model that helps explain autism stigma,
knowledge, and awareness in Nigeria. Currently, there are no theoretical models that
conceptualise autism stigma within this population separately, and a comprehensive
documentation of autism stigma in Nigeria are crucial steps in developing strategies and
interventions that would help reduce autism stigma. Therefore, this study aimed at
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developing a theoretical model based on findings both from the primary study, the scoping
review, conceptual framework, and the wider literature review. This explains and justifies the
inter-relationship between the different phases of the study.

Figure 10.1: A new theoretical model of autism stigma.
The theoretical model below clearly illustrates that the relationship between autism stigma,
knowledge and awareness is interwoven, showing that both variables likely influence each
other (indicating that people with higher levels of autism stigma, significantly possess lower
autism knowledge and awareness, and vice-versa). Although not many studies have reported
on the influence of autism stigma on knowledge and awareness of autism. However,
examining the relationship between stigma and knowledge, it is not surprising that both
concepts likely influence each other. According to Burkholder, Harlow and Washkwich (1999),
greater stigma practice among study participants is associated with lower knowledge,
indicating that stigmatising individuals are less apt to acquiring pertinent knowledge about
the condition being investigated. These findings provide more substantiation that knowledge
and awareness is indeed important in reducing autism stigma. In addition, the model
illustrates that geographical location, age, religion, and religiosity directly influence autism
knowledge and awareness, while also presenting these variables as secondary or indirect
predictors of autism stigma (see figure 10.1).
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The new theoretical model differs from the conceptual framework previously developed in
this study majorly because of the direction of association between socio-demographic factors
and autism stigma. The conceptual framework suggested that socio-demographic factors like
religion, gender, age, culture, geographical location, religiosity, knowledge and awareness
may have a significant influence on stigmatising attitudes. The findings from the new
theoretical model developed show that only knowledge and awareness have a direct
influence on autism stigma in Nigeria, while other socio-demographic variables significantly
influence autism knowledge and awareness. Another distinction is the association between
autism stigma and gender. Based on the conceptual framework, gender independently
influence stigma, but no significant relationship was found between gender and autism
stigma in the theoretical framework. The distinction between the conceptual framework and
the new theoretical framework might signify the influence of culture. The factors highlighted
in the conceptual framework were collated based on findings from literature reviews across
different societies, and previously developed theoretical framework on stigma. The
distinction proves that culture plays a key role in autism stigma, as the influence of these
variables on autism stigma in Nigeria varied significantly.
In summary, this theoretical model is a visual representation highlighting socio-demographic
factors identified to influence autism stigma in this study. It also offers a pathway towards
conceptualising autism stigma within this context, as it bridges the gap in knowledge. It gives
an advanced explanation to our theoretical understanding of autism stigma and its
relationship with different sociodemographic variables. The theoretical model developed in
this study is not without limitations. As with many other studies, the findings from this study
are subject to some methodological limitations, which are discussed in detail in chapter 11.
Also, the limited availability of previous studies in this chosen field and context serves as a
major limitation. However, this model aims to provide theoretical grounds for further
research. Given the high levels of autism stigma and low levels of awareness and knowledge
in Nigeria, this model provides a theoretical approach towards tackling autism stigma in
Nigeria. Although these findings offer some important theoretical associations and
implications, nevertheless findings should be viewed with caution. This is because several
other factors not considered in this study may also contribute to autism stigma levels in
Nigeria.
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Overall, findings from this quantitative study support the SSR results but also revealed some
added theoretical insight. The SSR highlighted the degree and key explanatory variables of
autism stigma in Africa, which advanced our understanding of autism stigma in Africa. The
SSR also highlighted the need for a theoretical model that helps explain the relationship
between autism stigma and theoretical drivers. Overall, the integration of the SSR and
quantitative primary study presented a reasonable pool of robust findings. The rigorous data
collection process and large sample size speaks to the scientific quality of the study. While the
evidence constructed is comprehensive and novel, findings are likely to be subject to
considerable bias. Being a cross-sectional study, causality cannot be inferred. The implication
of this for the theoretical model is that the directions of the relationships cannot be verified.
While the findings and theoretical model is subject to other study limitations (see chapter
11.4), findings from both phases of this study support the former proposition on the role of
socio-demographic factors on autism knowledge and awareness and the high levels of autism
stigma in Nigeria. This study also revealed the key role of knowledge and awareness on autism
stigma.
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CHAPTER ELEVEN
CONCLUSION
11.0 Introduction
Chapter eleven discusses the broader implications of this study, thereby establishing whether
the rationale and aims of the study have been met. This chapter begins by discussing the main
study findings, with regards to its methodological and theoretical implications. Also, it gives a
detailed narrative of the protocol applied during fieldwork and the challenges encountered.
Finally, recommendations and limitations were discussed, with suggestions for successful
replication of the study and further research.

11.1 Main findings
The study first aims to explore the types, degree and levels of attitudes, awareness, and
knowledge among Nigerians towards autism. This aim was necessary to validate the tentative
reports around autism stigma in Nigeria empirically. Also, to help alert and guide policymakers
towards making informed and effective practical strategies to help combat autism stigma in
Nigeria. This study to the knowledge of the researcher is the first Nigerian-based autism
stigma public survey, and the result derived from it validates the notion that the level of
autism stigma in Nigeria is high. Specifically, the results showed that a good percentage of
Nigerians that participated in the survey held negative stigmatising attitudes towards autistic
individuals. This indicates no recent positive shift in attitudes, despite the increasing attempt
to boost awareness around autism in Nigeria. Also, low levels of awareness and knowledge
were observed among study participants, which could be said to account for the high levels
of negative attitudes displayed. In addition, results from this study showed that a good
number of study participants claimed to have prior knowledge yet scored low on the
knowledge and awareness scale. This might indicate that many Nigerians lack pertinent
knowledge about autism. Although, due to the study limitations, making generalisations
might seem erratic. Nevertheless, the results from this primary study analysis indicate that
Nigerians lack adequate knowledge and awareness and might hold some level of negative
attitude towards autistic individuals.

181

Furthermore, the result showed that participants living in rural areas displayed a lower level
of awareness and knowledge when compared to urban participants. This indicates higher
levels of awareness and knowledge among urban residents in Nigeria. Also, slight variation
was observed in the level of autism stigma displayed among the two groups of participants.
The rural area participants displayed slightly higher levels of autism stigma, compared to the
urban. This proves to a reasonable extent that geographical location plays a crucial role in
autism stigma, knowledge, and awareness in Nigeria, and could serve as a vital tool in tackling
autism stigma.
Secondly, the study aimed to identify explanatory variables through a comprehensive scoping
review, testing for statistical correlation, and creating a theoretical model that explains the
association between the statistically significant explanatory variables and autism stigma. The
scoping review process revealed different types of stigma identified among the different
articles reviewed. Public stigma, self-stigma and courtesy stigma (stigma by association) were
identified across the articles, with public stigma consistently identified as a major driver of all
other types of stigma. Furthermore, the review highlighted several socio-demographic and
economic variables (geographical location, knowledge, awareness), identified by previous
studies to influence autism stigma. Most of these variables were revealed to have some level
of influence on autism stigma in the primary survey. However, only autism knowledge and
awareness had a direct predicting power on autism stigma. Still, factors like geographical
location, age, religion, and religiosity were observed to have a significant predicting influence
on autism knowledge and awareness. This indicates that anti-stigma campaigns should be
targeted at increasing public knowledge and awareness. However, to successfully increase
autism knowledge and awareness, factors like geographical location, age, religion, and
religiosity should also be included in the campaign strategy.
Interestingly, this study reveals that factors like educational levels, marital status, gender,
ethnicity, employment, and financial status had minimal or no influence on autism stigma,
knowledge, and awareness. This is surprising as many studies have reported on the influence
of many of these variables on autism stigma. However, this validates Goffman’s report, as he
stated that there are unique socio-cultural drivers of stigma in every society (Goffman, 1963).
Although, there are several limitations associated with this study, however, findings suggest
that explanatory variables known to influence stigma in other societies, have minimal or no
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influence on autism stigma in Nigeria, which might be partly due to cultural differences.
Therefore, understanding autism stigma drivers peculiar to the Nigerian socio-cultural
context is essential to combating autism stigma. Based on the findings of this study, our
understanding of autism stigma in Nigeria has been further defined. Irrespective of the study
limitations, a major uniqueness of this study is that it clearly identifies knowledge and
awareness has been central to autism stigma in Nigeria. While also, highlighting factors that
can potentially influence the level of knowledge and awareness in this setting.

11.2 Details of primary fieldwork and challenges
My journey through my field data collection made me realise that despite all the preliminary
research carried out to help understand the population context, community and culture of
the selected sampling population before going in for data collection, the challenges and
obstacles that the field throws at you can never be fully predicted. Although, as a researcher,
I was availed the opportunity to define my field of data collection, down to the research
methods, geographical location, and target population, based on literature and logistics. Yet,
the evaluated challenges and task drafted out before data collection is just an estimate
compared to the reality of events. This is because the experience from any field research is
just as diverse as the people and culture that we study.
In the course of my primary survey, which involved the collection of data both from a rural
and urban area in Nigeria. I came across a variety of participants, challenges, and obstacles in
the process of collecting data. It was quite challenging conducting a research survey that
involved large random sample sizes, especially in Nigeria, where no adequate sampling frame
was available at the time of this study. Also, culture, social-economic status, and beliefs of the
people, do not readily support researchers. In some cases, the people see researchers as more
privileged and expect gifts and benefits for every act done.
On getting to Nigeria, I realised that the initial LGA (Agwara) selected for sampling in Niger
state is a gender-segregated area. Where there is a limit to what women could do, with
limited access to consulting with the opposite gender. Also, it was realised that transportation
to the LGA, security and accommodation was not feasible and would cost more than
estimated to achieve a successful data collection in such an area. For the stated reasons
above, I was compelled to select another neighbouring LGA within the state purposively. After
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several dialogues with the field supervisor and the head of the security agent, it was decided
that I select a LGA close to the state capital Minna, as such Bosso LGA was selected. I then
travelled down to Niger state, checked into my accommodation. Two security personnel were
paid for safeguarding all through the journey but did not interfere with the collection of data.
Getting to the field, the first thing I did was to locate the gatekeeper for the LGA and get
approval before I started to collect data. Although, a main approval had been received from
Lagos State University Teaching Hospital (LUTH), which covers for all data collection. Still, it
was necessary to make my presence known to the gatekeepers and seek their approval. This
became an impossible task, and I had to seek help by employing an indigene of that state,
that could speak their language and be fluent in English too. This was not because the
gatekeepers could not speak in English, but they would rather talk to someone who is a citizen
of the state, understands their culture and would stand as a guarantor. I was then able to talk
to the gatekeepers and collected ethical approvals for the LGA and Ward. Data collection
started on the 30th of April 2019 but realised I needed more hands to get the data collection
process done on time. Thus, employed two other research students from the Federal
University of Technology Minna, which made the process easier and faster, as they were also
indigenes of the state. It cost more than bargained to employ all these hands, moving from
our accommodation every day to the LGA was also expensive, but it was necessary to get the
work done. Data collection in Niger state was completed on the 8th of May 2019, after which
I journeyed to Lagos state.
On getting to Lagos, I just knew things would be a bit easy on this site, because asides from
the fact that Lagos is an urban area, I was born and brought up in the heart of Lagos. I did not
waste time, I immediately employed two other researchers from the State University, asked
a cousin of mine who was also a student from the State University to help out. A total of three
researchers worked with me on this one, with the research location at Shomolu LGA, Palmgroove Ward. We were all fluent in Yoruba (which is their indigenous language) and English,
so it helped get access to the gatekeeper and the people easily. Many of the indigenes were
more receptive, knowing that we were Yorubas, and we understand their cultural values and
beliefs. Yet, we still had some challenges with participants from Lagos, as people from this
area are mostly very busy, which makes it hard to pin participants down. So most of the time
we had to wait till 4 pm, which was closing hour for most workplaces to access some of our
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participants. Permit me to say that people from this area were quite spiritual with loads of
superstitious beliefs, as we had a lot of verbal attacks from the people in this area, as they
believed answering or participating in such a survey is a curse, which might invoke the spirit
of autism into their children.
It is important to state here that a brief training was first given to all those who helped out on
the field data collection. For Lagos state, we did not need any security personnel, and it was
much easier getting to the LGA from our accommodation. Data collection took place between
the 10th to the 16th of May 2019. During my journey I came across different kinds of
participants: some uninterested, some overly excited, some enthusiastic about the topic, the
storytellers, the scholars and well-read, the superstitious ones, the self-conscious, all of which
helped in developing my people management skills. Yes, I also had to deal with participants
who not only declined to participate but also tried to discourage other neighbours from
participating in the survey. Many people reported that several researchers came in the past
with hopes of a drastic change and better living but never returned after their data collection
process. As a result, some people wanted to know what they are going to benefit from the
survey and demanded a gift before filling the survey.
One thing I learnt from collecting data in a culturally sensitive environment like Nigeria is that,
understanding the indigenous language of the people can serve as a great benefit to the
researcher, except for researchers associated with NGOs and have developed an initial
relationship with the indigenes. Also, incentives could be a great stimulant, as people keep
asking for incentives. The most important lesson learnt is that researchers under every
circumstance must be completely transparent with their participants as much as possible,
making them aware of the purpose, impact and benefits of the survey. Another very
important thing is that the survey prompted several discussions with people willing to share
their stories and perceptions about the disorder. A qualitative study in future might benefit
from these by exploring people’s perceptions and misconceptions around autism.
The several challenges I encountered during this fieldwork has expanded my people’s skills.
Dealing with the limitations from both culturally diverse locations has made me appreciate
other people’s culture, individual perceptions and the dynamic nature of research survey in
itself.
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11.3 Methodological and Theoretical implications
First, the philosophical underpinning (critical realism) adopted would have benefited from a
combination of qualitative and quantitative methods. Although, the study adopted a
combination of secondary data (scoping review) and primary data (quantitative method),
which enabled an in-depth examination of the research questions. Yet, a mixed-method
design is quite common, especially in studies aiming to explore attitudes and cultural
perceptions. The utilisation of a quantitative method in the second phase of this study
allowed for a larger and comprehensive exploration of the different explanatory variables of
autism stigma. While a combination of qualitative and quantitative methods might have given
a more in-depth exploration of the concept, yet it could minimise the potential of fully
exploring the explanatory variables and developing a comprehensive theoretical model.
Chapter 6 of this study gives an in-depth justification and explanation on the compatibility of
the philosophical underpinning and the design methods adopted. Significantly, the study
offers a methodological platform that enables the integration of different types of research
methods. Thereby enhancing the study’s impact by creating more concrete findings. Although
this is quite uncommon, but it presents a different methodological framework, especially for
similar studies in future.
Another key concern is the recruitment approach employed in this study, which is an issue,
especially because of the research setting. Prior to this study, there has been a limited number
of public survey studies adopting a systematic random sampling in Nigeria. Therefore, the
researcher’s knowledge of the barriers and obstacles of recruiting participants, especially
within the rural area of this context was limited. Although several studies have reported on
the general limitations of carrying out a research survey in Nigeria, little was known about the
specific barriers of public recruiting. Therefore, this study provides significant information
with regards to participants recruitment in Nigeria, gives details on the barriers and
challenges. Also, it enhances our understanding of recruiting culturally sensitive participants,
which would complement various recruitment approach in this context.
The theoretical model (see figure 10.1) developed in this study helps to explain autism stigma
among the general population within the context of Nigeria. The model conceptualises and
highlights the explanatory role of several socio-demographic and economic factors, thereby
validating the notion that there are socio-cultural drivers of stigma. This model advances our
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academic knowledge in this particular area and provides a theoretical platform for future
studies to explore and potentially build upon in future. The theoretical model also suggests
that reducing autism stigma in this context is likely to require strategies targeted at increasing
and improving the quality of public knowledge in relation to autism. Also, the study findings
suggest that factors like geographical location, age, religion, and religiosity need to be
considered and incorporated into campaign strategies, as these factors also seem to at least
partially explain autism stigma among this population. Based on the study findings, older
people living in rural area displayed lower levels of knowledge and awareness, and it might
be worth prioritising this group. However, it is relevant to further explore the types of
misconceptions and knowledge existing within the group, as older people are custodians of
traditions debunking existing beliefs might be more challenging. Furthermore, quite a number
of study participants believed in the religious myths associated with autism, as such
understanding the role of religion in the spread of misconceptions around autism would be
beneficial in debunking these religious myths. In addition, study participants demonstrated
low level of knowledge and awareness around the diagnosis and aetiological questions, as
such prioritising the dissemination of adequate knowledge around diagnosis and aetiology of
autism might help increase knowledge and reduce autism stigma among this population.
Therefore, to increase the likelihood that community-based stigma interventions will be
feasible, acceptable and effective, further research will be needed. This will necessitate the
need for further research grants to support studies aiming to build such interventions that
centre on some of the findings of this current study. Such interventions will also need to be
culturally sensitive, informed by lived experience from autistic people and parents/careers of
autistic people.

11.4 Study Limitations and Recommendation based on study findings
A key limiting factor to consider in this study is the minimal utility of some of the items on the
original scale. The researcher excluded some items on the original measuring scale that was
not measuring the required construct for this study, and this may have contributed to the
low-reliability score. Although the ASK-Q tool was developed with cross-cultural utility in mind
still, the cultural diversity of the sampling participants while testing the original scale does not
constitute a true representation. This is probably because all the participants reside within
the United States, even though they reported different countries of origin. This was
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highlighted as one of the limitations while piloting the ASK-Q scale; as such, the tool might
perform differently in another cultural context. According to Harrison et al. (2017), these
factors might impact on the reliability score when used in a different setting.
Also, asking participants that responded ‘NO’ to the question ‘I have no prior knowledge of
autism’ to still go ahead to complete the questionnaire, might be viewed as a limitation. This
is because the participants may have been assessing a concept that they did not understand.
It may also invite a social desirability bias in which the participants complete the
questionnaire in a way which they believe the researchers want, rather than based on a clear
understanding and view of the concept they are being asked to assess. However, this issue
(surveying attitudes about conditions participants may not clearly understand) is inherent to
many attitudinal research surveys. To overcome this, a vignette-based approach may have
been a reasonable alternative. This would have involved providing participants with a brief
and carefully scripted description of the condition or person with the condition, to illustrate
the issue that they are being asked to assess (Evans et al., 2015). However, this method also
has considerable challenges and disadvantages (Kim, 2012). In the case of this study, autism
is a spectrum condition, which indicates it affects people in different ways. Thus, a vignette
approach could have been vulnerable to providing stereotyped illustrations of autism and
autistic people, and in turn, could have negatively influenced their understanding and
knowledge (which could be viewed to be unethical). A similar case of vignette was presented
by Mukolo, Heflinger and Wallston (2010), as they reported that when adults are presented
with vignettes of children with behaviours and emotions that could be interpreted as violent,
dangerous or indicating mental illness, they are more likely to respond negatively to the
hypothetical condition.
To assess the potential impact of this issue, an analysis of attitudes was also conducted after
removing data from participants who had stated that they were not aware of autism, the
results of which were very similar to the analysis that included such participants (see chapter
9.5). This may have been because the participants who stated at the outset of the
questionnaire that they were not aware of autism had under-estimated their understanding
or produced an understanding during the completion of the questionnaire. The quality and
specificity of the questions may also have been useful in this sense.
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Calculating the sampling interval was quite difficult, too, as households in the rural area were
not numbered, and the distribution of households was dispersed. As such, an estimated
sampling interval was used. The recruitment and sampling strategy adopted for this study was
not entirely suitable for the rural area, as the numbering of households was carried out by
the researcher. The study would have benefited from a proper census survey of the area prior
to the research. The lack of detailed maps in rural areas and registered household numbering
serves as a major challenge to household surveys in Nigeria. A wealth of valuable information
is derived from household surveys (for instance; reports on prevalence, demographic
statistics), as such an accurate complete list and numbering of households in rural areas is
urgently needed in Nigeria to encourage researchers to carry out rigorous and evidencebased research in future.
English literacy was quite an issue, especially in the rural area, as many households could not
speak or read English. This prompted the exclusion of many eligible households, thereby
making the randomisation of household selection questionable. The national literacy rate in
Nigeria according to United Nations Children’s Fund (UNICEF) is 62%. The implication of this
is that a substantial portion of the population may have been excluded from the study,
particularly those living in poverty and with lower SES given that poorer literacy rates exist in
such communities. This has limited the overall generalisability of the study findings which
could be argued to be biased towards and thus only represent Nigerians who are literate and
less affected by poverty. However, the inclusion of participants who could not speak or read
English would have required the translation of the questionnaire and an interpreter on
standby (Simundic, 2013; Smith and Noble, 2014). In the case of this study, Nigeria features
over five hundred different ethnic groups, with many different languages, which would have
made the translation process lengthy, difficult and costly (Umeokafor and Windapo, 2018).
Non-literacy among target population has been a challenging issue for studies conducted in
low-middle income countries. As a result, different researchers have explored opportunities
to develop appropriate methods that help represent and include the non-literate in any given
context. Bellwood-Howard in 2012 conducted a review on the different research and
dissemination techniques developed over time involving non-literate participants. According
to Bellwood-Howard (2012), participatory diagrams and visual questionnaires are data
generation techniques considered relevant in non-literate context. Participatory diagrams
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also known as H-diagram is the use of pictures or drawings to describe opinions, experiences,
concerns and attitudes of participants (Buckley and Waring, 2013). Simpson (2007)
highlighted that the use of participatory diagram as an alternate data collection methodology
was somewhat successful in their study. However, older participants were more reluctant to
use pen and paper, and this usually required more perseverance and encouragement from
the researcher (Simpson, 2007). Similarly, Bellwood-Howard (2012) reported that because
older participants in Ghana were more comfortable expressing their thoughts and experience
through the medium of proverbs, diagrammatic representations appear more complex and
difficult to understand. On the other hand, Bellwood-Howard (2012), reported that visual
questionnaires were more successful, as participants, in this case, were presented with
pictorial diagrams and asked to respond by choosing one. Buckley and Waring (2013) further
concluded that visual questionnaires are effective, efficient, and interpretation of data are
more accurate. The two highlighted techniques presented above are alternate methods
designed to overcome the constraint of illiteracy in a research context, yet language barrier
between researcher and participants could hinder the successful implementation of these
techniques. The issue of language barrier was acknowledged by Bellwood-Howard (2012) and
Simpson (2007), as they concluded that conducting a study using either of these techniques
is largely dependent on the input of at least a semi-literate English interpreter.
Also, the sampling selection of one participant in each household sometimes provokes
discussions between household members and might possibly influence a participant’s
response. It was quite difficult managing such situations at times, as other household
members felt left out. Based on the collective cultural nature of these participants, the
effectiveness of this recruitment approach in this context should have been fully considered.
The study would have benefited from a less invasive approach.
The major challenge and limitation of this study came from collecting data in the rural area of
Nigeria. Based on religious and cultural reasons, female participants were not allowed to talk
to strangers in this rural area, and as such, gender data from this area might be tilted towards
the male gender. Finally, general limitations observed from data collection is that some
questions also provoked different reactions such as surprise, anger, and laughter. Also, many
participants complained of the questionnaire been relatively long, which made participants
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ignore some of the questions. Mostly in Lagos, some participants google search for autism
before filling the questionnaire, which might as well impact on their response.
The researcher accepts the mentioned limitations, and consider them as possible bias, as they
might impact on the result and findings of the study. Hence, findings from this study should
be interpreted with caution.

11.5 Future research
This study is one of the first public survey studies examining autism stigma in Nigeria. It
provides a platform for the development of other research in future, as this field of research
requires further exploration to enable continuous development of our academic knowledge
and understanding of autism stigma in Nigeria. Further research is also needed to test the
applicability of the proposed theoretical framework, which would allow a better
understanding of the relationship between the explanatory factors and autism stigma.
Qualitative research studies are very much needed to fully understand the perceptions and
misconceptions around autism stigma in Nigeria, which is lacking in this study. Empirical
prevalence surveys are also important to evaluate the rate of autism stigma within this
context. This would help ascertain the high levels of autism stigma reported in this study.
Taking into consideration the limitations and recommendations of this study, future research
should first aim at carrying out rigorous research in order to produce valid and reliable
findings that would advance our knowledge and understanding of autism stigma in Nigeria.
Future research can benefit from the methodological limitations and challenges, especially
with the recruitment of participants in this context. It would be of great advantage to first
carry out a pilot study in this context, to enable the researcher a more vivid grasp of likely
barriers and the cultural norms pertaining to the research area. Also, a comprehensive review
of previous studies and their adopted recruitment procedures in this setting might be
valuable. This would equip future researchers with the necessary knowledge and
understanding, based on the lessons learnt both from the pilot study and the review of
previous research.
The findings from this study indicated the need for a developed, validated and tested autism
stigma questionnaire in Nigeria. The lack of a validated questionnaire in Nigeria impacted on
the reliability and acceptability of the questionnaire. Future research might benefit from a
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pilot study aimed at developing a measuring tool for autism stigma in Nigeria. This would
allow for cultural sensitivity, the adaptation of appropriate terminologies and proper testing
of the measuring tool. Finally, the study developed a theoretical model, which explains the
relationship between stigma explanatory factors and autism stigma in Nigeria. Future
research should examine other socio-demographic and economic variables peculiar to this
cultural context, exploring the relationship between these variables and autism stigma.

11.6 Final conclusions
This study marks the first attempt at examining autism stigma levels in Nigeria. Also, presents
the first theoretical model explaining the relationship between stigma explanatory factors
and autism stigma. The findings in this study extensively examine attitudes, knowledge, and
awareness of autism in Nigeria. Thereby shedding more light on the role of different sociocultural factors in Nigeria. The findings from this study are important in tackling autism stigma
in Nigeria, as they provide some relevant implications that could help develop more
appropriate anti-stigma campaign strategies. Also, bridges the gap in academic research, as
our understanding and knowledge of autism stigma advance.
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Appendix 13: Participants information sheet
Public attitudes towards autism in Nigeria: The role of awareness,
knowledge, and other theoretical drivers of autism stigma
Participant Information Sheet.
My name is AWOSANYA. A. ADEJUMOKE. I am currently a PhD student at the University of
Bedfordshire. My research project aims to investigate and examine the attitudes, awareness
and knowledge levels that exist towards autism among the Nigeria public and to investigate
theoretical explanatory drivers of autism stigma in Nigeria. I will be making use of a
questionnaire to collect information on the type of attitude shown and the degree of
awareness.

Invitation
I would like to invite you to take part in this research study. Before you decide, it is important
for you to understand why this research study is being done and what it will involve. Please
take as much time as you need to read the following information carefully and discuss it with
others if you wish.
Please feel free to ask me or my supervisors if there is anything that is not clear or if you would
need more information on the subject. Take time to decide whether or not you wish to take
part.

Why have I been invited?
I would like to invite you to participate in this research study if you primarily identify yourself
culturally as a Nigerian and you are aged 18 or above. This research invites individuals who
have resided in Shomolu and Aqwara LGA Nigeria for 3years and above. This would make you
eligible for this study.
You have been approached because the sampling method for this study is a systematic
random sampling method, which involves the selection of participants based on a fixed
system of interval. This is to ensure that participants are evenly selected.

What will I have to do if I take part?
If you agree to take part, you will be asked to complete a questionnaire on this subject. There
are no right or wrong answers.

Do I have to take part?
No, taking part is voluntary. You can choose to participate or not without giving any reason,
you will also not be pressured into changing your mind to take part in this study. You can pull
out at any time and for no reason.
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If I agree to take part what happens to the questionnaire I have completed?
All information given by you will be confidential and will be used for the purpose of this study
only. The data collected will be stored in accordance with the Data Protection Act 1998 and
will be disposed of in a secure manner. The information will be used for research purposes
only and you will not be identified at any stage of this research study. Your information will
be treated confidentially and will not be linked to you personally.

What will happen to the results of the study?
The information collected will be analysed and written up within my PhD thesis. It is also my
intention to publish this work in an appropriate journal so that the findings and
recommendations we make are read about within the health community. This journal article
will probably be published early 2020.
If you have any questions, please feel free to contact either me or my supervisors. Our contact
information is listed below.

What do I do now?
Think about the information on this sheet and ask me if you are not sure about anything. If
you agree to take part, please sign the consent form. The consent form will not be used to
identify you.

CONTACT FOR FURTHER INFORMATION
Researcher: Awosanya. A. Adejumoke, University of Bedfordshire, Park Square, LU1 3JU. Email: adejumoke.awosanya@study.beds.ac.uk, Tel: 07442883890
Supervisor: Dr. Chris Papadopoulos, University of Bedfordshire, Park Square, LU1 3JU. E-mail:
chris.papadopoulos@beds.ac.uk
Supervisor: Dr. Yannis Pappas, University of Bedfordshire, Park Square, LU1 3JU. E-mail:
yannis.pappas@beds.ac.uk

THANK YOU VERY MUCH FOR YOUR HELP!
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Appendix 14: Research safety protocol
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Appendix 15: Certification and trainings undertaken
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Appendix 16: World Psychiatry Association Questionnaire
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Appendix 17: Development and Psychometric Evaluation of Autism Stigma and
Knowledge Questionnaire
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