HOME BASED EDUCATION OF THE LEARNING DISABLED: A
SOCIOLOGICAL STUDY IN DELHI

Every child is special and unique, right from a speck on the face to the toes! However, there are
some children that needs extra care and attention, i.e., beyond the ordinary.

For parents this is often a source of conflict with the school system as they strive for a flexible
curriculum that can cater to their child’s special needs. This often leads the parents to ask
themselves the one question, “Can’t I homeschool my child?” And the answer to the question is
“YeSD"

Despite the progress, educational experts agree that at present, one of the major hurdles that the
country is facing is providing access to quality-based education to all children. As per the national
census held in 2011, it has been made known that 1.05% (2.13 million) of the children attending
school suffered from disability out of which approx. 588,000 did not have access to education or
schools.!

To be specific, roughly 44% population of children with special needs are restrained from
obtaining education and institutions, thereby creating multiple and complex forms of limitations
and hinderances and rendering it difficult for them to function and live life like an average child
who has access to education and institutions. The census directly asks whether a person is
suffering from disability and the answer is in the form of either a ‘yes’ or ‘no’. Studies by experts
have shown that direct questions regarding a person’s disability always results in undermining of
the disability itself.?

In Delhi alone, roughly 51.2% of children with intellectual disabilities have never been enrolled
in any educational institution.

Before proceeding and analyzing the country's current progress in addressing the concerns of
those with special needs and intellectual disabilities, it is necessary to examine the developments
that have occurred within the country since earlier times. Studies on disability are still somewhat
of recent origin (Johnstone, 2001)%. This research is in its early stages in India, with a long road
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ahead; due to a lack of documents, researchers in the last 50 years have been ill informed about
those in India with special needs and intellectual disability in the nineteenth century.

Attempts to investigate disabilities in India have always been made through scriptures, literature,
films, and popular representations (Mehrotra, 2013, p. 120)*.

However, as urban awareness of the rights of people with learning disabilities has grown over the
last few decades, they are now being recognized as a separate category for their specialised needs.
This recognition has also resulted in an effort to integrate them into mainstream society by
promoting technical assistance in the form of institutions such as special schools and training
centres, as well as ensuring that their rights are protected and accessible. On the other hand, the
situation in rural areas is dire. (Mehrotra, 2013, p. 120)°.

Since the 1970s, the Ministry of Education has worked to implement a scheme for inclusive
education of children with special needs in schools, providing admission to education for children
with special needs in regular schools in order to integrate them into the educational system.

According to Sue Stubbs, inclusive education helps to shape a more inclusive society (Sue Stubbs,
2001). Inclusive education is a type of schooling in which all students, regardless of special needs,
learn together in the same class, same institution, and the teaching-learning is flexibly curated to
meet the needs of the pupils, resulting in learning outcomes of comparable/satisfactory quality for
all children®.

Inclusive education allows all children, including those with special needs, to attend more
institutions. This type of education includes the following characteristics:

I. Recognizes that all children have the ability to learn.

I1. Accepts and respects children's differences in terms of age, gender, ethnicity, language,
disability, and so on.

I11. Encourages children's education structures, systems, and methodologies to be flexible.

IV. It is a dynamic process that is constantly changing.

The terms 'integrated' and 'inclusive' are frequently used interchangeably, but they have distinct
meanings. Integrated education aims to integrate children with special needs into the mainstream
educational system, whereas inclusive learning aims to improve the quality of education provided
to children with special needs after they have been integrated into the system.

According to Salend (2001), There are four essential principles that provide a framework and
encapsulate the philosophies upon which inclusive education is based, namely:
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Salend goes on to say that there are several other major factors that contributed to the need for an
inclusive education system, including:”:

1. Normalization

De-institutionalization

Early Intervention

Early Childhood Development Programs

Technological Progress

Civil Rights, advocacy organizations and subsequent litigation
Educational Changes

No gk owh

The community is mostly unaware of the possibility of special-needs children. Looking closer,
parents are frequently unaware whether their children have learning disabilities because special
needs are often recognised with low expectations.

Following the MHRD's implementation of the IEDC scheme®, Following the NPE in 1986 and
the Plan of Action in 1992, which emphasised providing integrated special education, awareness
grew.

In the democratic system, the government's role in home-based education has been limited to
encouragement, information, and support. Several statutes, including the RTE Act of 2009°, the
subsequent 2010 amendment did not include any specific provisions for 'home-based education'
for children with special needs. The government did, however, launch a programme called Sarva
Shiksha Abhiyan in order to universalize elementary education by 2010. This programme took a
more practical approach to ensuring the inclusion of children with special needs, regardless of
their kind, category, or degree of disability. Furthermore, this programme promoted a zero-
rejection policy, ensuring that no child was excluded from the educational system.
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Home-based education is an important method of providing inclusive education, particularly for
children with severe learning/physical disabilities, as it combines home-based and alternate
educational settings, allowing them to master living skills. Home-based education seeks to
educate and prepare individuals for life; alternative educational settings, on the other hand, seek
to provide education and learning of social skills, vocational skills, and their application in life.

A child with severe intellectual disability may be unable to perform basic functions such as
toileting, feeding, communication, motor skills, and self-grooming that an average child can.
According to studies, inclusive education is the best form of education for such children with
special needs, as it integrates them into regular schools and provides them with support resources,
as well as a pre-integration programme in the form of home-based education to prepare them for
school-based education later on.

With the pandemic, home-based education is still in its early stages, and while home-based
learning has increased, it remains a contentious topic for many educators in the country. In a report
released in July 2006%°, it was concluded that children with special needs should not be denied
access to education and should be taught in an environment that accommodates their special
needs.

While no formal impact assessment studies are available to assess the significance of home-based
education, surveys and studies have revealed that it has the following advantages:

A. With the assistance of expert tutors, parents transform into teachers, resulting in mutual
trust and providing the child and their family with access to inclusive and well-
coordinated services that address the child and their family's concerns, thereby
improving their quality of life.

B. Additionally, the progress of children with special needs can be assessed through a
carefully curated individual programme that includes participation from both parents
and children. Such a programme assesses the child's overall development and, along
with cognitive and language skills, enables the extension of alternative services to
regular educational establishments once they develop basic life skills.

C. Home-based education can also help children improve their communication skills,
improve their expression, and improve their eye contact. Such services are provided
while taking the child's linguistic needs, the socio-cultural norms in which they are
raised, and the values and norms of their family into account; thus, there is no uniform
programme for home-based education; rather, they are curated as per the needs of each
child, individually, and thus aids in reducing disruptive behaviour amongst children with
special needs.

However, there are some myths and stereotypes about home-based education, such as how it will
reduce socialization and limit exposure to traditional forms of knowledge. However, there is
evidence in India that contradicts this claim; advocates for home-based schooling have reported
that there are no feelings of resentment, boredom, frustration, or any other bad habits that can be
avoided through schooling.

With the new Education Policy (NEP 2020), the Indian education arena has been pushed even
further into implementing inclusive forms of education in which children will not be denied
admission under any circumstances, echoing the goal previously expressed in the Sarva Shiksha
Abhiyan. The NEP aims to give children with special needs a foothold and encourage them to
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enrol in school. While this is a significant step, the question remains whether we are truly prepared
to deliver on what the policy promises. Are we as a society truly prepared to accept such a shift?

Prior to the NEP 2020, Samagra Shiksha was implemented between 2018 and 2019 with the
primary goal of improving the nature of education provided to children with special and
intellectual needs. The programme is designed to achieve the following goals:

Recognizing and evaluating children with special needs.

Providing assistive devices, appliances, large print books, uniforms, and so on.

Creating teaching and learning materials, as well as assistive devices and equipment.
Orientation programmes to promote positive thinking and raise awareness about children
with special and intellectual needs.

To provide training to special educators and other teachers on how to modify the
curriculum to accommaodate children with learning disabilities.

F. Highlights free education under the RTE Act of 2009 for children with special needs.

G. Aims to establish a separate resource base for special educators/teachers working in
educational institutions through financial assistance.
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The RTE Act of 2009 addresses the needs of children with special needs. Section 3(2) of the RTE
Act emphasizes elementary education for children with disabilities, and subsequent amendments
in 2012 mandated that children with multiple and/or severe disabilities have the right to home-
based education®?.

Furthermore, a new scheme, Inclusive Education for Disabled at Secondary Level (IEDSS), was
implemented to address educational needs at the secondary and senior levels. This programme
aims to provide students with disabilities with the opportunity to complete four years of secondary
school in an inclusive environment within the general education system.

Children with various special needs require varying levels of attention and needs that can be met
through homeschooling. Children with ADHD, for example, require smaller lessons and untimed
tests, whereas children with Down Syndrome may require specific adjustments with testing,
reading, and writing; Dyslexic children can be given an advantage by providing them with visual
aids, assistive technology, and taped books. As a result, homeschooling can be beneficial for
children with special needs. Fortunately, homeschooling does not necessitate the parents
obtaining a degree in special education to teach them. The curriculum available for
homeschooling is flexible enough to cater to the child's individual needs. When selecting a
curriculum for a special needs child, keep the following considerations in mind:

e Determine your child's needs, as well as their strengths and weaknesses, by having them
assessed before selecting a homeschooling curriculum.

e Asa parent, you must prepare to receive reduced services while transitioning from school
to homeschooling.

e Itisalso recommended that parents develop an individual plan for their child or a student
educational plan.

e Make certain that the curriculum moves at the student's pace. Increase the child's already
present reading, writing, and calculation skills.

e Give the child a new chance in a safe and encouraging environment.

e Encourages the child to participate actively in the learning process through exploration
and discovery.

o Strikes the right balance between learning and enjoyment by relating the two.
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e Designate a specific area in your home for homeschooling. It does not have to be a replica
of a school classroom; rather, it can be a colourful and informal space designed with your
child's needs in mind. It can be decorated with colourful walls, a bean bag, sensory
centres, and so on.

e Homeschooling does not imply being confined to the confines of your own home. Rather,
as a parent, you must encourage your child to leave your home because homeschooling
becomes more enjoyable when your child can explore the outside world and his/her
surroundings, thereby practically applying the concepts that they learn. It can also
promote socialization

e Plan your days to include ADLs (Activities of Daily Living), academics, therapies,
playtime, outdoor physical activities, family time, and so on. However, take care not to
overburden your child or yourself by making the day too hectic.

Homeschooling provides a completely unique educational experience! It gives the child the
freedom and flexibility to study in a creative manner while also meeting the child's unique needs,
allowing them to confidently develop the skills of any other child their age. It emphasises the
importance of familial relationships as children acquire knowledge and skills based on the
associations they form at home, real-life experiences they have, and the instructions provided by
family members or tutors hired for them.

The education of children with special needs, specifically those diagnosed with Autism or Autism
Spectrum Disorder (ASD), is still a developing field in India. However, when the comorbidity of
intellectual disability coexists with autism, the task becomes even more difficult.

Autism, also known as Autism Spectrum Disorder (ASD), is a group of neurodevelopmental
disorders characterized by social behaviors.

The research on children with autism in India is limited, and they are often referred to as having
'low functioning autism,’ requiring specially curated content to meet their needs. The number of
children diagnosed with autism and special schools serving children with special needs, including
autism, has increased comparatively since the 1990s, but no research or studies have been
conducted on the strategies used to educate children with autism or the quality of these
programmes.

Autism, also known as ASD, is a group of neurodevelopmental disorders characterised by deficits
in social behaviours and difficulty communicating with others, both verbally and nonverbally,
during early childhood.*2

According to Part A of the DSM-5 definition, ASD is characterised by persistent deficits in social
communication and social interaction across multiple contexts, and it is manifested by*®:

1. A lack of social-emotional reciprocity, which can manifest as an unusual social approach,
a failure to maintain a normal back-and-forth conversation, a reduced sharing of interests
and emotions, and a failure to initiate or respond back during social interactions.

2. Lack of nonverbal communication during social interaction, which can manifest as poor
verbal and nonverbal communication, poor eye contact, a lack of body language, and a
lack of facial expressions.

3. Shortcomings in developing and maintaining relationships, manifested as adjusting
behavioural problems with changing social contexts, making and maintaining friendships,
and lack of interest in their peers.
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Shortfalls in social functioning have been well documented in the form of studies as a prominently
documented and identifying sign of ASD.** Some social skills deficiencies include difficulty
initiating conversations, maintaining reciprocity, and considering another person's perspective
and interest.'®

Social skills can promote emotional, cognitive, and social development and are essential for
developing meaningful relationships. A lack of such skills can impede the formation of
meaningful relationships and lead to withdrawal from society. Furthermore, social withdrawal
can lead to more serious problems, such as poor academic performance, inability to maintain
social relationships and function in society, anxiety, depression, and other forms of
psychopathology.*®

Without any kind of positive intervention, such obstacles in social skills will persist throughout
the child's lifetime, even in the later stages of their lives, causing a decline in their ability to carry
out day-to-day activities and, in the worst-case scenario, impacting their ability to function.!’

Autism is a developmental disability that lasts throughout a child's life and affects how the child
communicates with, interacts with, and absorbs information from their surroundings. It has long-
term consequences for the child's ability to socialise and participate in the community. The
number of children diagnosed with ASD in India has increased significantly; according to the first
ever survey of children with autism conducted by the International Clinical Epidemiology
Network Trust (INCLEN) in 2013 for children aged 2 to 9 years, autism affects about 1%-1.5%
of the children. They estimated that this amounted to roughly 10 million autistic children. This
equates to approximately 1 in 66 children having autism, which is a higher estimate than the data
provided by the Rehabilitation Council of India (RCI) in 2003, which stated that 1 in 500 children
in India had ASD. As a result of the growing number of children being diagnosed with ASD, the
need for specialised services has become critical..

Deficits in social communication and interaction across contexts, as well as repeated patterns of
behaviour and activities, are the two determining criteria for ASD in the DSM 5% manual,
allowing for a clear diagnosis.

Social and emotional reciprocity, a lack of verbal and nonverbal interaction, and difficulty
maintaining social relationships are all indicators of a lack of social communication and
interaction. Other types of behavioural concerns observed include inconsistent eye contact, social
smile, response to name, and joint attention. *°

Blenner, Reddy and Augystyn (2011) state that delayed language development is the most
common parental concern for parents of autistic children.
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The second diagnostic criterion, restricted and repetitive behaviour, can be observed in the form
of repeated motor movements, speech, and object use; insisting on sameness, highly restricted
and fixated interests that are abnormal in focus.?°

The term "spectrum™ as used in the DSM 5 emphasises the fact that all of these behaviours exist
on a continuum, i.e., autism affects children at varying levels of severity. The DSM 5 manual
specifies how to score these behaviours in terms of the level of support?!:

e Level 3: Requiring very substantial support
e Level 2: Requiring substantial support
e Level 1: Requiring support

Level 3 autism is defined as inflexible behaviour, a high level of difficulty coping with changes,
and repetitive behaviour that interferes with day-to-day functioning. Kanner (1943) defines this
as classic autism, as these are children with limited or non-functional language, heightened
sensory responses, a strong desire to maintain sameness, and limited spontaneous activity.??

The term "autism" was first used in 1912. Prof. Eugen Bleuler, director of the Burgholzi Asylum
in Zurich, coined the term to describe a schizophrenia symptom (Bleuler, 1912). In the late 1920s,
Jean Piaget used it in his works, explaining it as a first form of thought during the phase of infancy,
dominated by visual images and hallucinations that impact logical thought and social relations of
the individual.

Dr. Kanner, was the first to distinguish between autism and schizophrenia. He conducted an
experiment on 11 children who displayed monotonous repetitions, language deficits, and object
preoccupations. Furthermore, autism was classified as a syndrome in 1943, and its symptoms
were described in detail in an article titled "Autistic Disturbance of Affective Contact" in the
journal Nervous Child, which was written by Dr. Kanner. In his article, he went on to describe
the children's homelife, socioeconomic backgrounds, parents' backgrounds, and the major issues
that their parents identified with their children. Kanner's observation aided other psychologists in
making diagnoses.

Hans Asperger published an article in 1944 in which he described children with symptoms similar
to those described by Dr. Kanner, but with higher levels of verbal and cognitive skills. As a result,
the symptoms he described became known as 'Asperger's Syndrome’.

The importance of research in the development of autism as a disorder cannot be overstated.
Kanner's work was validated by research that shed light on the impact of autism on children's
lives as they grew into adults. The findings shed light on the role that 1Q scores play in
predicting clinical outcomes. Furthermore, research was instrumental in identifying neurological
abnormalities and distinguishing between autism, mental retardation, and schizophrenia.

This understanding also aided in the development of therapies. While the initial belief that
autism was caused by the environment persisted. Dr. Kanner, on the other hand, was convinced
that the cause was internal and that nothing external had contributed to it. As a result, he was
largely responsible for the disease's classification as a distinct disorder. Autism was classified as
a "unusually early manifestation of schizophrenia, with its aetiology including the
environmentally mediated effects of rearing by refrigerator parents” as a result of his research
and study.?
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This understanding influenced the therapies developed with the goal of undoing the harm done
to ASD diagnosed children as a result of negative parenting styles.

More and more people began to study and thus became aware of autism, its impact on the lives of
children as they grew into adulthood; the role of 1Q scores in determining clinical outcomes; the
impact of neurological abnormalities; the meaning behind the cognitive test score patterns of
children; distinguishing autism from mental retardation, psychosis, and schizophrenia. Autism
was said to impair social interaction, imagination, and communication in people. These
impairments were identified and diagnosed using puzzles, games, family testimonies, and so on.

ASD was perceived as a biological disorder rather than a neurodevelopmental disorder in the
1970s, leading to the development of newer therapies.?* The use of electric cattle prods was
discarded, and ASD treatments were modified. This sparked another debate, whether to treat it as
an illness, an impairment, or a naturally occurring difference that simply needed to be
acknowledged by society.?

Thus, autism was reclassified as a neurodevelopmental disorder, and psychologists and
neuroscientists began to treat it as such.

Researchers have claimed that people with ASD have many strengths.?® People with Asperger's
syndrome, for example, pay more attention to detail and perform the tasks assigned to them better
than their peers.?’

Neuroscientists believe that well-known prodigies and geniuses such as Mozart, Isaac Newton,
Wittgenstein, Albert Einstein, and Charles Darwin had ASD.?

In general, there are four types of conditions that fall under the umbrella of ASD:

e Asperger's Syndrome: Children with this condition do not have a problem with language,
but rather score in the average to above-average range on intelligence tests. They do,
however, struggle with socialization and have a limited range of interests.

e Autistic Disorder: Children with this disorder struggle with social interaction and
communication.

e Childhood Disintegrative Disorder: Children with this condition develop normally for at
least two years, after which they gradually lose some or all of their communication and
social skills.

e Pervasive Developmental Disorder: Children with this condition exhibit symptoms similar
to autism, such as delayed social and communication skills, but they do not fit neatly into
the category of autistic disorder.

The American Psychiatric Association recognizes the Diagnostic and Statistical Manual (DSM-
5) as the authority for diagnosing autism. They suggest the following characteristics for
diagnosis?®:

e Unawareness of personal identity
e Pre-occupation with particular objects
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e Strive to maintain success

e Acute anxiety produced by change

e Abnormal perceptual experience (hearing and vision)

e Failure to develop speech beyond a limited level

e Distortion of movement

e Difficulty in learning, but some islets of particular skills or abilities of knowledge

Another factor not mentioned on the list is poor executive management. However, all of the
factors need not be present for the diagnosis to be made. Behaviors differ from child to child,
making diagnosis difficult, especially when the child's developmental age and language level are
taken into account. Furthermore, not all symptoms indicate autism; symptoms can be deceptive
because they can occur in other types of disorders.

There are numerous tools available for diagnosing ASD symptoms. The Autism Diagnostic
Observational Schedule (ADOS) is strongly advised®®, some of the recognized tools used to
diagnose ASD include the toddler version of the Autism Diagnostic Observational Schedule, the
screening tool for Autism in Toddlers and Young (STAT), and the Communication and Symbolic
Behavior Scales (CSBS).

Diagnostic tests and evaluations are extremely beneficial because they provide parents with
answers and potential solutions in the form of confirmation as to whether their child has autism
or not.3! Subsequent testing allows parents to provide more support based on the additional
information provided about the child's strengths and challenges.®?

Parents are an essential part of the process and should be included in all discussions about what
to expect and how to benefit from the evaluation. Pediatricians are also an important part of the
process. These doctors are heavily involved in assessing the needs of children with ASD.*

According to studies and research, behavioral signs of developmental delay can be identified as
early as 6 to 12 months; however, for an accurate diagnosis, where the symptoms are consistent
and not fading or emerging, most professionals wait until the child is at least 18 months.

In 1938, Hans Asperger appears to have borrowed the term "autistic from Bleuler, who was the
first to use it. Asperger conducted a study in which he observed four boys who were not interacting
with their peer groups, failed to understand the meaning of certain words such as "respect” and
"polite," and had complete disregard for an adult's authority. Their habits and movements revealed
unnaturalism and stereotypism patterns.

Rutter et al. (1999) investigated the relationship between research and clinical practise, citing the
Maudsley Hospital study to develop diagnostic criteria based on empirical findings. The study's
criteria have been established as an important element, and they also include an onset 30 months
prior.

The Maudsley study was critical in that it provided a better understanding of ASD and improved
how professionals diagnosed the disorder. Furthermore, it resulted in the evolution of diagnostic
measures, such as general developmental screening, screening for ASD symptoms, and rating
scales for autistic behaviour, using measures such as questionnaires, interviews, and
observations.3
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Constant research and review provided the professionals with much-needed clarifications and
effective tools. Several studies have found that ASD can be detected as early as 18 months.*®

The DSM-III differentiated between autism and childhood schizophrenia in the 1980s. By 1987,
the manual had provided a checklist of criteria/factors for diagnosing autism. The DMS-IV
manual revised the definition of autism and added Asperger's syndrome between 1994 and 2000.
In the 2013 edition of the said manual, i.e., DSM-V, all kinds of sub-categories were included in
the main diagnosis of ASD, as well as two groups, namely, impaired social communication and/or
interaction and/or repetitive behaviours.*

Initially, there was no way to recognise the biological markers for ASD, and screening was
entirely based on the child's behaviour. However, researchers from the Weizmann Institute of
Science, in collaboration with colleagues from Carnegie Mellon University and the University of
California, were successful in identifying biological markers of autism in children.3” Their
research method included scanning the brain activity of sleeping children. They discovered that
the autistic brain has weaker synchronisation between language and communication than the non-
autistic brain. Furthermore, as this synchronisation began to decline, the symptoms of ASD
increased. The scientists were able to identify nearly 70% of autistic children between the ages of
1-3 using only scans, allowing for early diagnosis.

Studies comparing 109 autistic children to 33 typically developing children revealed difficulties
with maintaining eye contact, joint attention, imitation, difficulty with nonverbal communication,
ortend play, and language development by 18 months of age.®

The range of symptoms, deficit symptoms, similarity between autistic and age-related behaviours,
similarity of symptoms to other disorders, age of the child, and cognitive functioning all contribute
to the difficulty in diagnosing ASD.*® Further along the autism spectrum, one child may be both
verbal and echolalic, while another may be nonverbal but scream at the same time.

The symptoms can be so diverse that one person cannot conduct the diagnosis alone; rather, a
team comprised of several members specialised in assessing multiple areas of functioning is
required to carry out an accurate diagnosis of ASD. The first step toward a diagnosis can be taken
in the pediatrician's office, where the doctor can request that the child be screened if the doctor
believes the child is exhibiting concerning behaviours or if the care-giver reports such behaviour.
Furthermore, if a follow-up screening is required following the screening, the child must undergo
a formal diagnostic evaluation.*

According to the American Psychological Association, surveillance for the onset of ASD
symptoms should begin at the paediatrician’s office and continue even during routine visits.
Despite all of these precautions, despite all of the monitoring, there are many cases of people
slipping through the cracks and only being diagnosed later in life; and remaining undiagnosed
throughout their lives.
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There is no known cure for autism; rather, there can only be a significant reduction in symptoms
to the point where people lose their ASD diagnosis; however, this occurs only after intensive
treatments and sometimes not. Furthermore, most autistic children learn to speak by the age of
four or five. However, many autistic children lack social support, employment opportunities, and
self-determination. While the core issues persist, the severity of the symptoms decreases with age.

Autism symptoms range from highly visible to subtle, making diagnosis difficult. ASD can
manifest in a variety of ways, ranging from nonverbal to fluent; from highly intelligent and
answering to one's name to speaking prior memorised scripts; from being unaware of others'
presence to individuals touching things of interest. Autism is known as Autism Spectrum Disorder
(ASD) because of its wide range of symptoms. Profound autism can occur in conjunction with
prominent symptoms as well as additional disabilities or retardation. Asperger's syndrome, for
example, is characterised by normal or high intelligence, language development, autistic-like
behaviour, and a lack of social and communication skills.

Aversion to physical contact, minimised eye contact, speech deficit, and facial expressions during
early childhood are a few of these behaviours and nonverbal interactions. The inability to
recognise social situations and facial expressions that are part of communication is a well-
documented symptom of autism. People with autism, for example, frequently openly observe
other people with keen interest, oblivious to the fact that their staring makes the other person
uncomfortable.*

It is also common for people with ASD to avoid making eye contact with the person who is
addressing them, preferring to look off to the side of the individual. Furthermore, sensory overload
can occur in such people; visual stimuli such as sunlight streaming into a room, photographs, and
lights can all lead to a meltdown. Others may find satisfaction in observing visual stimuli for
longer periods of time, such as light streaming through glass or lines in a glass-stained window.
Furthermore, their acute hearing allows them to hear sounds that are normally barely audible and
to attend to conversations that are taking place at a distance.*?

Everyday sounds in the environment, such as the sound of a blender in the kitchen, the sound of
an electric shaver, or the sound of a fan, can all cause an overload in an autistic child. Although
noises in a normal classroom can be distracting, studies have found that people with autism are
more likely than the general population to have absolute pitch.

In a study involving musical abilities, Dr. Stanutz discovered that children with ASD
outperformed typically developing children in musical games that tested pitch discrimination and
musical memory.*® In this study, children aged 7 to 13 were asked whether two tones were
identical or slightly different, and whether they were solo or part of a melody. Over the course of
a week, the children were also required to memorise melodies. It was discovered that children
with autism had a remarkable ability to recall melodies.**

Autism can also cause sensitivity to smells, as well as waves of nausea or disgust, leading them
to insist on their own pace, reject physical proximity, and sniff everything. Temperatures that are
comfortable for some may cause discomfort in people with autism. The touch of a fabric can cause
discomfort or pleasure; sitting still for extended periods of time can also cause discomfort.
Repetitive behaviours can include banging the head, rocking back and forth, running in circles,
repeating phrases, spinning or flicking fingers, and eating the same food. While the smell. Taste
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and texture of food may be difficult, and resistance to change may be another form of emphasis
on repetition.

Communication can be difficult for children with ASD. Babbling is a common activity that all
infants engage in before they begin talking; however, some autistic children do not engage in
babbling. Idioms, figurative language, and metaphors can often cause confusion in the minds of
children with ASD, which can lead to unpredictable outcomes, because ASD diagnosed children
have literal thought processes or are unresponsive. For example, telling someone with ASD to "go
fly a kite" may lead to the individual actually going and flying a kite rather than leaving. However,
some people are geniuses or savants who can solve complex mathematical equations on their own
or play a piece of music that they have only heard once.*®

Self-management, which includes the ability to recognise a goal, plan, organise, and execute a
plan, be oblivious to distractions, respond to change, solve problems, develop effective strategies,
manage one's time and self, and put forth all necessary effort to achieve one's goal, is an accepted
part of life. These functions are classified and referred to as Executive Functions (EF), a critical
ability that an individual possesses when performing new tasks or adapting to a programme
change.*® ASD can impair EF functioning; two symptoms of impaired EF are failure to focus on
a single task and failure to perform multi-step tasks. At two different levels, the level of fluency
in task performance by ASD-diagnosed children and clinically controlled subjects was studied
and analysed. The findings revealed a deficiency in traits such as self-management, implying
impaired intentional thought and action.*’

Autism is still a widely studied disorder, but its cause remains unknown. ASD is thought to be
caused by the following factors:

e Anomalies in the brain's structure*®

e Typical genetic variants*

e Prenatal complications™

e Increased serotonin levels in the blood, as well as a lack of affection on the part of the
parents, are some of the factors that have been proposed as possible contributing factors
to ASD at various times.*!

Many factors, including genetic, environmental, toxic, and metabolic factors, have been identified
as having contributed to the disorder, according to research.>

Later studies on the nature of autism indicate that the social deficiencies prevalent in ASD are due
to a lack of awareness that their associates do not have thoughts and emotions, or a lack of 'theory
of mind'.

While discussing the causes of ASD, Nguyet et al. (2010) discover epigenetic contributions to
ASD and a novel autistic candidate gene, RORA, whose protein product is reduced in an autistic
brain, indicating that autism is now regarded as a multigene disorder with epigenetic influence.
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Gene mutations have been identified as a major barrier to neurodevelopment in children by
studies.

Genetic factors play a significant role in the development of autism in individuals. Studies on
twins and families show that some people are genetically predisposed to ASD, and this conclusion
was reached by looking at a pattern of ASD/psychiatric disorders in families. Thus, if one twin
has autism, the other twin has a 36%-95% chance of being affected.>

While ASD is largely thought to be genetic in origin, as evidenced by the above-mentioned
studies, evidence also points to the presence of epigenetic regulatory mechanisms in the
pathogenesis of ASD. Currently, epigenetic modifications and their complex mechanisms are
regarded as the most important moderator of environment-genome interactions.>

The researchers concluded that epigenetic modifications are a critical regulatory mechanism for
keeping gene expression under control by excluding the involvement of DNA mutations or
polymorphisms in a study that examined altered expression of micro RNA's (miRNA) and their
target genes in the brains of mouse offspring.* This allows gene expression to be passed down to
the next cellular generation or organism generation.>®

Epigenetic regulation, including DNA methylation and histone modification, is critical for normal
brain development, and dysregulation of the epigenetic machinery has been linked to a variety of
neurodevelopmental and neuropsychiatric disorders, including ASD.%

However, because no single genetic variation or mutation can account for a large number of ASD
cases, the converging actions of ASD-related genes on common pathways, as well as interactions
with non-genetic factors, are regarded as likely explanations for ASD pathophysiology.>® Using
epigenetic mechanisms, environmental factors can influence the quality and quantity of gene
expression without changing the DNA sequence. Some of these mechanisms include DNA
methylation, histone protein changes, and non-coding RNA expression.*®

Another way the environment can have an impact is through exposure to harmful environmental
factors during the pregnancy phase. If such exposures occur during critical stages of embryo
development, the expression of developmental genes may change, increasing the risk of genomic
imprinting diseases such as autism.®

Neuroimaging studies have provided crucial insights into the changes that occur in the brains of
people with ASD. The amygdala is an important component of the limbic system, and the affective
loop of the cortico-striatothalamo-cortical also plays a role in autism, as does the nucleus
accumbens, which influences social reward in ASD.®

Researchers believe that ASD is the result of complex interactions between genetic and
environmental risk factors.®> As a result, understanding the interaction of these factors in the
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pathogenesis of ASD is critical for developing an effective treatment strategy. Some of these risk
factors can be divided into three categories: prenatal, perinatal, and postnatal. Each class
represents a stage of neonatal development.

It is believed that altered neuroimmune mechanisms play a role in the development of
schizophrenia and related psychotic illness during the prenatal stage.®® Furthermore, prenatal
infection has been linked to a neurodevelopmental primer that can lead to a variety of mental
illnesses. According to a study that used seven epidemiological studies, prenatal traits associated
with an increased risk of autism and ASD include advanced maternal age, advanced paternal age,
and maternal place of birth outside of Europe and North America.

Birth weight, gestational duration, and intrapartum hypoxia, i.e., oxygen levels in the tissue, are
all factors to consider during the Perinatal stage. Although these factors have not been confirmed
as independent risk factors for autism, experts have suggested that they be taken into account and
thoroughly investigated for future purposes. Furthermore, Caesarean Sections have been
identified as a possible risk factor for autism. Based on the combined results of 61 studies
conducted in 19 countries, experts concluded that a child has a 33% chance of being diagnosed
with autism if the mother gave birth via Caesarean section; on the other hand, children born via
vaginal delivery had an autism rate of 0.8%. Although it has not been proven that C-section babies
directly cause autism, a study found that 17 of the 29 study populations examined had a higher
risk.54

Another study discovered a higher prevalence of prenatal, perinatal, and postnatal factors in
children with ASD when compared to typically developing siblings, with postnatal factors
primarily represented by respiratory functions.®® The study presented a link between perinatal and
postnatal factors and ASD, with perinatal traits identified primarily in the form of acute foetal
distress (26% of cases), long duration of delivery, and prematurity (18% of cases for each factor).
Respiratory infections (24%) were observed as postnatal factors. However, no correlation was
found between advanced age of parents at the time of conception and ASD in terms of parental
factors. Furthermore, no correlation was discovered between the severity of ASD and various
traits. The risk factors retained in the final decided model after logistic regression were male
gender, prenatal urinary tract infection, acute foetal distress, difficulty in labour, and respiratory
infections. As a result, the study confirms the presence of perinatal, perinatal, and postnatal factors
in children with ASD and suggests that some or all of these factors may interact as determining
variables for the genesis of ASD.

As a result, the precise cause of autism is still unknown. In their review titled ‘Characteristics of
Brains in Autism Spectrum Disorder,' Ha et al. (2015) shared findings from brain imaging studies.
This review found dysfunctional activation in critical areas of social communication.
Neuroimaging studies have provided insight into the changes that occur in the brains of people
with ASD.

Inclusion is based on the fundamental human right to education for all, which was established in
the 1948 Universal Declaration of Human Rights.% Article 24 of the UN Convention on the Rights
of Persons with Disabilities (CPRD) has encouraged inclusion by requiring States parties to the
convention to implement changes in their education systems and take steps to ensure that children
with disabilities have access to quality education.
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Despite the UN's success in increasing global access to education, children with disabilities
continue to be a marginalised group. According to data collected in 2018, approximately 29
million children in South Asia were not attending school.®’

As the world's largest democracy, India faces numerous challenges in ensuring access to education
for children with learning disabilities. It is undeniably true that the country has made significant
progress in improving access to education for children with learning disabilities. Between 2002
and 2003, the number of students who dropped out of school was estimated to be 32 million, but
by 2010-2011, the number had dropped to 2.7 million.%®

lovanonne et al. (2003) investigated educational programmes designed specifically for children
with autism, such as TEACCH®®, The LEAP programme and the UCLA behavioural intervention
programme have identified six core traits that they believe should be included in any educational
programme for autistic children, namely:

e Individual student and parent support and services
e Step-by-step instructions

e An understandable/structured environment

e Curriculum content that is specialised

e Using a functional approach to behavioural issues
e Involvement of family members

The National Research Council (2001) outlined the skills that must be included in the specialised
curriculum, which are as follows:

e Verbal, nonverbal, and expressive communication

e Social abilities

e Symbolic and functional communication

e Being aware of the environment and responding to motivational systems
e Fine & gross motor abilities

e Replacement of problem behaviours with appropriate behavioural skills
e Cognitive abilities

e Competencies required to function in a regular classroom

The delivery of service to children with autism can be categorized into various criteria. According
to Cerveza et al (2011), there are two criterias when looking at models of service delivery, i.e.,
setting and age. Programs that are setting based may range from home based to centre based or
school based, whereas programs that are based on the age of the child may range from early
intervention programs to school based and adult based programs.

In India, there are four models for delivery of service that are available to the parents of children
diagnosed with autism, these include:

Mainstream schools

Special schools

Centre-based instruction and home-based training
Initiatives by parents
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Understanding the ability level is used to enrol children with autism in school, and the choice of
education model is based on the child's ability level and parental aspiration.

According to the Rehabilitation Council of India, the quality of education provided to autistic
children in schools varies. They also claim that there is no system in place to monitor standards
and ensure that autistic children receive quality education. Furthermore, most schools lack
specialised staff to care for autistic children within the school setting.

According to Narayan et al. (2005), most autistic students dropped out of school because their
needs were not met, and they were unable to cope with the academic life of a regular school.

According to Bhargava (2009), most children with special needs in India are educated in special
schools. According to Action for Autism, an advocacy and training organisation based in India,
there are only about 79 schools/establishments in the country that specifically educate children
with ASD. They differ from special schools in that they use autism-specific strategies, which
contrast with the strategies used by special schools, which take a more generic approach.
However, with the growing emphasis on mainstream, regular schools adopting an inclusive style
of teaching under the Right to Education Act of 2009, the number of children enrolling in
mainstream schools is on the rise.

Despite the positive outcome, an article in the Hindustan Times dated 02.04.2018 revealed a
disturbing fact: children with autism tend to change schools at least four to seven times before
graduating from high school at the age of 18. According to Dr. Subharati Ghosh, parents of autistic
children must exert considerable effort in order to ensure that their children have access to
inclusive education.”

However, studies on home-schooled children have revealed that a small percentage of parents
believe in the concept of ‘unschooling,” which is defined by self-directed learning without the
presence of formal teachers or any kind of textbooks and instructions.”

To date, only one study has attempted to systematically quantify the home-school education
provided to children with ASD. Five of the nine home-schooling programmes described by
Simmons (2014) have parents who have allegedly used the educational philosophy of unschooling
to varying degrees. It ranged from the entire educational programme to a method used on one or
two days per week.

Simmons classified the level of structure in the home-school environment as low to high. The
following indicators were used to define these structures:

e Direct provision of instruction

e Instructional workspace

e Expectations presented with clarity
e A schedule that’s predictable

e Numerous chances to respond

e Feedback on the performance

The following indicators were used to determine the level of structure:

e 0-2: Low
e 3-4: Moderate
e 5-6: High
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Six of the nine subjects' home-school environments were described by parents as having low to
moderate structure (Simmons, 2014).

In terms of instruction delivery, Simmons (2014) discovered that home-schooled children with
ASD received instructions for an average of 4 hours per day, according to parent reports.
Furthermore, it was discovered that six of the nine children did not receive instruction in all
required content areas as required by the state's education law. In addition, eight of the nine
families relied on independent individuals with teaching credentials to carry out some aspect of
the home-schooling programme.

Furthermore, research has discovered high levels of stress in parents of autistic children, including
those who have implemented home-based behavioural interventions for young children. Six of
the nine parents interviewed by Simmons (2014) stated that they do not expect their child to return
to traditional schools. In this study, two parents indicated that they might consider sending their
children back to traditional school, while one parent indicated that they would be sending their
child back to traditional school in the near future; this parent stated that the reason for her sending
her child back to traditional school is that she was unable to continue providing home-schooling
to her child due to financial constraints.

Parents of ASD home-schooled children, on the other hand, have reported tremendous benefits to
the entire family from home-schooling. These advantages are directly related to five essential
factors that parents consider when deciding to homeschool their children: intellectual stimulation,
individual instruction, social and emotional growth, reduced negative peer interaction, and,
finally, less stress on the child and family (Simmons, 2014).

At the same time, parents have highlighted the various challenges they face while home-schooling
their autistic children. One common challenge mentioned by almost all parents was difficulty in
completing their own work because they had to keep ensuring that their child stayed on task. This
was a major concern, particularly for parents who worked from home and required their child to
work independently for a set period of time.

However, treating and homeschooling autistic children remains a difficult task and a challenge.
Stigma is a problem because some communities continue to be in the dark about autism. Another
challenge is the financial burden and cost of raising a child with autism. Handling the disorder
through diet is also a difficult task for parents and carers. Other challenges include locating
appropriate services such as transportation, therapy, and treatment; adequate placements that
reflect the child's level of functioning; and adhering to the proper procedures when necessary.

The number of children diagnosed with autism is increasing, but many are unaware as they have
never heard of it or seen a person diagnosed with ASD unless they have seen them in movies such
as Rain Man, which is insufficient to educate them about autism or ASD.

Another issue is the financial burden. Parents who choose to stay at home and care for their autistic
children face financial difficulties. According to studies, mothers of children with ASD work 7
hours less per week and are 6% less likely to have a job than mothers of children with no health
concerns. Children with ASD are more likely to have at least one parent living at home, resulting
in a 21% loss of income when compared to families with children with other health-limiting
conditions. A lower income has an impact on the family's socioeconomic status and also limits
the children's access to healthcare and therapy options.

Aside from that, ASD-diagnosed children and their families face additional challenges. The above
is just a sampling; from the disorder's stigma to the challenges of bringing about change through
the legislative process, childcare, the economic burden of caring for the child and medical costs,
therapies, loss of income, and the life-long care that autistic children require. Managing the



disorder with diet or supplements is an added challenge for the diagnosed individuals' parents and
carers. Furthermore, parents and carers face the challenge of providing educational jargon and
intimidating processes while attempting to access services and placements for their children. This
results in restrictions and limitations being imposed while attempting to follow the proper
procedure when necessary.
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