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FROM THE CHILD NEUROLOGY DESK

Autism. The word seems synonymous with controversy. There is
hardly a statement that can be made about autism that has not been
challenged, whether it is concerning the linkage with MMR vaccine or the
diagnostic criteria or the definitions within the criteria. These controversies
imply that the there are lots of misconceptions about Autism Spectrum
Disorder (ASD) among the community. This is an endeavor to dispel
the myths and give an overview about ASD. This booklet in particular
encompasses an overview of autism; it is a primer in true sense to the
“The Facts” which is a more comprehensive booklet by our division.

The ASD are a neurodevelopmental disorder characterized by
impairment in communication and social interaction with presence
of ritualistic and stereotypic behavior. The global prevalence is on the
rise and the trend in India is no different. A recent Indian study pitched
the prevalence at 1 in 89 children. Partly it is because of the increasing
awareness but significantly it is because of changing genetic endowment
and environmental dynamics.

We, at the Child Neurology Division, Department of Pediatrics, All
India Institute of Medical Sciences, New Delhi are committed in our
endeavor for treating children with ASDs and improving the quality of
life of these children and their families. The Division, over the years has
a developed a holistic rehabilitation programme for these children with
Pediatric Neurologists and Child Psychologist being the key figures.
The programme also allows the patients to be seen by Nutritionists,
Occupational, Speech and Physiotherapists regularly on an individualized
basis. They also have access to Ophthalmologists, ENT specialists,
Dentists, Gynecologists and Medical Social workers depending on
individual patient requirements.

To be fair, the controversies surrounding autism have been a
stimulus for progress towards development of better tools for diagnosis,
establishing knowledge base to understand etiology of autism, and
evolving personalized treatment. These domains have long been
embroiled in some stereotypic and ritualistic research, but surely the
forecast looks promising.
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AUTISM: All you need to know

1. What is Autism/ ASD?

ASD stands for Autism Spectrum Disorder.
“Autism” in the terminology refers to the defects in
communication (speaking/ gesturing/ listening; any
mode of communication to get the message across
to other person); socialization (how the individual
fits into a group like the family, friends or communi-
ty) and limited interests and/or repetitive behavior.

The earlier DSM IV criteria for diagnosis, sug-
gested the following sub-classification of autism;
however, the recent DSM-5 has merged these and
assimilated them under the umbrella term of ASD.

Childhood
Disintegrative Rett's\Disorder
Disorder Disorder

Autistic Disorder  Asporger's

Pervasive Developmental
Disorder - Not
Otherwise Specified

Even though ASD can be diagnosed as early as
2 years, most children are not diagnosed with ASD
until after 4 year of age.

2. What are the features that may aid in early
identification of autism? H
The important early cues that may aid diagnosis
of autism include:

Infancy

(a) Infant not responding to cuddliness

(b) Infant shying away from being picked up
and held

(¢) Failure to make eye contact or look at peo-
ple - especially at parents, when they are
talking to them or interacting with them.

(d) Failure to look at or acknowledge a toy or
item when it is shown.

loddlers

(¢) Toddlers not engaging in imaginative play.
Rather than pretending with their toys or
other children, they may meticulously line .
up dolls, cars, and other items and become
upset when someone disturbs the line.

(f) Toddlers have difficulties sharing their
toys/ items

(g) Toddlers may not express any interest in
a particular item even if that toy or doll 1s
their favorite

(h) Toddler may be unresponsive. This means
he/ she does not respond when his/ her
name is called out.

(1) Toddler may have repetitive action. They
may watch the same movie over and over;
rock back and forth continuously.
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How is autism diagnosed?

Autism is quite different from most childhood
ailments, for which, taking

a blood sample or doing an imaging test
cannot determine the diagnosis.

Autism is a malfunction in the way brain acts,
so the only way to diagnose it is to observe a
child’s behavior. Hence the diagnosis of au-
tism is subjective, based on the answers a par-
ent gives to a series of questions, and the ob-
servations of the evaluator.

The one constant in a diagnosis is the criteria
used: the Diagnostic and Statistical Manual of
Mental Disorders, developed by the American
Psychiatric. Association and commonly re-
ferred to as DSM criteria. These DSM criteria

~have evolved over time, and currently DSM-5

criteria are used for diagnosing Autism Spec-
trum Disorders.

What causes autism?

There is no single cause for Autism. It is be-
lieved that several genes, as well as environ-
mental factors such as viruses, chemicals or
heavy metals, contribute to the disorder. Ab-
normalities in several regions of the brain have
been found in these children. In a minority of
cases, disorders such as Fragile X syndrome,
Tuberous Sclerosis and Congenital Rubella
are responsible for autistic behaviour.

Is vaccination responsible for Autism?

Immunizations are a corner stone of public
health. Extensive research over the last two
decades has been done on the relationship be-
tween autism and vaccines and the results of
this research have concluded that “Vaccines
do not cause autism”. All children should be

fully vaccinated as per schedule

What are the associated co morbidities in
these children?
Following are the associated co morbidities
in these children:

Behavioral Disorders
Aggression
lemper-tantrums

Selt-injurious
behavior

ADHD
Anxiety
Depression
aocp

Sensory deficits

Intellectual
Disability

ASD
Comorbidities

Gl Dysfunction
Sleep Disturbances
Gait and Posture
Immune dysfunction




How to manage sleep issues in children
with autism? '
Bed time and proper sleep hygiene can help
improve the quality of sleep in children. Pic-
ture cards can be used to make the child un-
derstand. Proper management of associated
co-morbidities like extreme behavioral symp-
toms and epilepsy can be additive.

Melatonin may show promise for treating
sleep-onset insomnia in ASD.

Sleep Hygiene Habits Associated with Better Sleep
Quality in the National Sample

[

Pajamas 1. Consistent Bedtime Routine ’)
Brwoh Fecth O 2. Bedtime at 9pm or earlier
D rinsde of VW ceter 3. Including reading as part of bedtime routine ?e
Go FPotty @ 4. Bedroom void of TV

E #ie %2 s 5. Avoiding caffeine

ights rest

6 Faliing asleep without a parent present &

How to manage adolescent and sexuality is-
sues?

Teach about personal hygiene and self care
skills. Encourage individual sports rather than
team sports. Menstrual hygiene should be
taught. Picture cards can be useful. Girls may
be stressed during periods of menstruation.
They are vulnerable to sexual abuse. They
may develop tendency to masturbate. Self -
injurious behavior may increase. Start talking

6

early about periods. You can use some social
stories.

Masturbation needs to be dealt with in posi-
tive light free from stigma and myth. Discuss
masturbation in the context that it is private
touching that should happen in a private place
such as a bedroom or bathroom with the door
shut.

To summarize, children and young people
with autism need factual information about
their bodies, puberty, hygiene and sexuality.
They need to know when to say NO and how
to stay safe.
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9.

What are the management strategies avail-
able for children with autism?

Medical
Management

Comple-
mentary &
Alternate
Medicine CAM

Educational
Interventions

10. How can autism be treated?

There is no definite cure for autism at present.
Various behavioral therapies & interventions
have been designed to remedy specific
symptoms in each individual. Out of these,
the best-studied therapies are educational/
behavioal and medical interventions. These

interventions do not cure autism,
they often bring about substantial
improvement. Educational/behavioral

interventions which are highly structured &
often intensive  skill-oriented training
have to be tailored to the individual child.
Behavioral therapists work with children to
help them develop social and language skills.

Children develop most of their language &
speech effectively and rapidly when very
young. Therefore, this type of therapy ideally
should begin as early as possible. There is
evidence to suggest that early intervention has
a good chance of favorably influencing brain
development.

Medication: The role of medication is
complementary with behavioral therapy. There
are few drugs that can reduce behavioral co
morbidities like hyperactivity, stereotypies,
temper tantrums and aggression. There are
also drugs for sleep problems and associated
epilepsy.

What are behavioral interventions available
for children with autism?

Significant scientific | Promising Limited | Not recom-
and emerging | evidence | mended
Applied  behavioral | Developmen- [ Sensory | Holding therapy
analysis tal Relation- [ integra-
ship-Based |tion ther-
» Ihscrete  Tral | Treatment / apy
Training (DTT) | Floor Time
» lFunctional
Communica-
tion  ‘Traming
(FCT)
»  Pivotal Re-
sponse Training
(PRT)
» Antecedent-
Based Interven-
tions
9



tion (AAC)

Early Intensive Inter- | Play therapy Auditory
ventions integra-
tion train-
ing (AIT)
Social Skills Training | Music therapy | Facilitat-
and massage [ed Com-
therapy munica-
tion (FC)
Cognitive-Behavioral | Art therapy
Therapy
Augmentative and Al- | Pet animal
ternative Communica- | therapy

Picture Exchange
Communication Sys-
tem (PECS)

Modeling

Visual supports

Computer-Aided In-
struction

Parent-Implemented
Intervention

12,

What is complementary alternative medi-
cine?

Complementary alternative medicine is de-
fined as a broad domain of healing resources
that encompasses all health systems, modali-
ties, and practices and their accompanying
theories and beliefs, other than those intrinsic
to the politically dominant health systems of
a particular society or culture in a given his-
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14.

torical period.

Summary for CAM in autism

* Some CAM practices have evidence to re-
ject their use, such as secretin

* Some CAM practices have emerging evi-
dence to support their use in traditional
medical practice, like melatonin.

* Most treatments, however, have not been
adequately studied anddo not have evi-
dence to support their use.

*  We encourage families to share all inter-
ventions that they are pursuing, whether
or not prescribed or endorsed, by conven-
tional practice.

* C'AM interventions should be discussed in
an open dialogue, nonjudgmental manner

* Treating physician should provide “bal-
anced advice about therapeutic options”
and information about potential risks.

* Discuss the importance of continuing phar-
macologic or other therapeutic interven-
tions while CAM therapy is being used.

Can an autistic child be enrolled in normal
school?

Yes the autistic child can be absolutely en-
rolled in a normal school. In fact, it’s a child’s
right: Your child deserves access to a “free
and appropriate” education, whether it be in a
mainstream or special education classroom.
What are the general teaching strategies

11



for autism?

Although knowing the general characteristics
of ASD is helpful, teaching strategies
for students with ASD still need to be
individualized, and it is important for teachers
to realize their expectations of their students.
Children with ASD often have visual-spatial
strengths. Knowing this, teachers can modify
their instructional strategies in a number of
ways. First, teachers should demonstrate and
model expected skills. For example, if the
teacher wants a student with ASD to place his
school bottle at a particular spot when he gets
to class in the morning, the teacher should
demonstrate exactly how to do this. Next,
teachers should provide visual schedules of
the day’s events in a location easily seen by the
student. A visual schedule can be written out
and paired with picture symbols to increase
understanding. Additionally, teachers should
work to make eye contact with the student and
expect to acquire the student’s attention. This
can be challenging because students with ASD
may have difficulty maintaining eye contact
due to difficulties with modulating visual
input. Close proximity with a verbal reminder
— a gentle, “look at me” — can work well.
However, even if the student is not looking
directly at the teacher, the teacher should
know that he or she may still be listening.
Checking frequently for understanding can

12
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give the teacher assurance that the student is,
in fact, paying attention.

Teachers can adopt other strategies to increase
motivation in students with ASD, such as al-
lowing short breaks between teaching ses-
sions and providing time for the student to be
alone if needed.

What is inclusive education and what are
its subtypes?

Inclusive education means education for all,
where all students are equal participants in
learning process. This right is upheld by the
Indian Constitution which assures that all In-
dians have the right of Equality of status and
opportunities, This is about the child’s right to
participate fully and the school’s duty to ac-
cept the child and give help according to his /
her needs. There are two subtypes: Regular or
full inclusion and partial inclusion.

What are the positive effects of inclusive

education?

a. Improvement for Special needs students
in areas such as reading and comprehen-
sion (all subjects).

b. Improves peer interactions, many edu-
cational outcomes & post school adjust-
ments.

c. Positive effects on students without dis-
abilities develop positive attitudes & per-

13
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18.

ceptions of Special Needs.

d. Adapting the Classroom Environment in
the areas of Physical, Sensory, Curricu-
lum, Social & Communication helps to
facilitate inclusion.

What are the career options for people
with ASD ?

Equipment Designer.

Computer Repair

Computer programming

Web Site Design

Visual thinkers

Auto Mechanic

Drafting

Photography

Repair work

Telemarketing

Tuning pianos and other musical
instruments

FTr RS o oo o

What are the career options for nonverbal
individuals with ASD?

Copy shop

Data entry

Clerk and filing jobs

Factory assembly work

Fast food restaurant: Cleaning and cook-
ing jobs with little demand on short-
term memory ,

f. Lawn and garden work: Mowing lawns

P RO OB
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19.

and landscaping work

g. Plant care: Water plants in a large office
building

h. Recycling plant: Sorting jobs

1. Warehouse: Loading trucks, stacking
boxes

How is skill development achieved in Autis-
tic children?

Achieving skill development in children
with autism is overwhelmingly difficult. It
18 a multifaceted domain- including social,
personal, motor, communication or various
other domains. It can be achieved by teach-
ing them the skills in real life contexts. Video
based or picture based models can be used for
effective skill development. Modeling and
role playing can also be used to teach skill
development. Appropriate skill development
will make the person with autism self deter-
mined and autonomous. Autonomy is an in-
tegral part of many daily activities including
decision making, achievement, problem solv-
ing, self~management, and self-awareness. A
person 1s self-determined when he or she is
intrinsically motivated and able to act in an
autonomous manner. The main goals of man-
aging a child with autism is to make them self
determined and autonomous.

15
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22.

Is autism a recognized disability? ,
Yes. Autism is a recognized disability in
India. The Constitution of India includes
persons with disabilities generically within
the universal categories of person and
citizen; it does not even mention disability
in the prohibited grounds. Consequently, in
accordance with The Constitution of India,
and Rights of Persons with Disability Bill
2016, there are several government schemes
and programmes that can be availed by a
person with disability in India. To avail all the
schemes mentioned below it is mandatory to
have a disability certificate.

What is the status of certification of autism
in India?

The disability certificate for autismis available
under notification by The National Trust. The
Gazette notification can be downloaded from
National Trust website.

What is National Trust?

The National Trust for Welfare of Persons with
Autism, Cerebral Palsy, Mental Retardation
and Multiple Disabilities Act, 1999 was
constituted by the Central Government as a
legal entity. This was set up in the year 2000.
The objectives of the Trust is to enable and
empower persons with disability, facilitate
support to registered organizations, deal with

16
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problems of disabled persons who do not have
family support, promote measures for their
care and protection in the event of loss of
parents and guardians, evolve a procedure for
appointment of guardians and trustees so that
equal opportunities, protection of rights and
full participation of such persons is ensured.
The National Trust has several schemes and
programmes available for persons with autism
and their families. The details can be accessed
at http:// www.thenationaltrust.co.in.

What are the patient information materials
on autism published by AIIMS?

The following patient information booklets
have been published by the

Child Neurology Division, Department of
Pediatrics, AIIMS:

(n) Patient Information Booklet for Autism:
Empowering the Children with Autism and
their Families (2014)

(b) Autism awareness: bringing them in the
mainstream (2015) These booklets have a
concise description in easy to understand
language to facilitate understanding of disease
by parents and to learn and participate in
activities for benefit of the child. Also, various
government related schemes and entitlements
have been enlisted in these aforementioned
booklets.

17
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How can these patient information
materials be accessed?

The print format of these patient information
materials is available at the Child Neurology
Division, Department of Pediatrics, AIIMS,
New Delhi. The soft copy is available for
free download from: http:/ www.aiims.
edu/en/2014-12-24-07-16-28/neurology_
educatio.html

How can one access the autism services at
AIIMS?

The patients are first seen in the routine
neurology OPD, where they are screened
for autistic features. If there is a suspicion
of autism, then the child is requested to visit
us in Autism Clinic. This Autism Clinic is
conducted every Thursday from 0900hours
onwards. The appointments for the same
can be taken from the following telephone
number: 011- 26594679.
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Autism Clinic
Every Thursday, Children’s OPD Room No 12, and D, 09:00AM

Helpline
autismhelp.pedsaiims@gmail.com
pedneuroaiims@yahoo.com
9868399037

Webpage

http://pedneuroaiims.org
—

Professor Sheffali Gulati
Chief, Child Neurology Division,
Department of Pediatrics,
All India Institute of Medical Sciences, New Delhi,




