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FOREWORD

India is slowly inching from newly industrialized status to developed
category. We foresee improving health, hygiene and nutrition in coming
decades and predict resultant drop in physical ailments. Simultaneously, we
should anticipate and prepare ourselves for new challenges of rising numbers
of neurodevelopmental and psychiatric disorders including autism.

It gives me immense pleasure to know that a compilation of resource
and information material for patients and family members of patients of autism
is being published. | also acknowledge the holistic evaluation, management
and family support provided to autistic patients attending autism services at
the Department of Pediatrics, AIIMS New Delhi.

I wish the team all the best in their endeavor to help these special

m

children and their families.
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FOREWORD

In last 5 years India has shown an appreciable decline in maternal and child
mortality rates, which has been at a much faster rate than the global decline. As more
and more children now survive, the next challenge we now face is to ensure their
optimum growth and development and to brace ourselves to meet the challenges
beyond the survival agenda. In this context neurodevelopmental disorders and autism

spectrum disorders are one of the clearly emerging areas for academia, government and
partners to look and invest into.

I would like to congratulate the team of Department of Pediatrics and Child
Neurology Division for taking much needed initiative of coming out with complete
information pack for parents to address the much felt gap in this regard. I am sure this
package will help in improving awareness of parents and caregivers so as to more

effectively understand and meet the special needs of these children to help them achieve
their full potential.
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( Prof. M.C, Misra)
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Foreword

The Department of Pediatrics AIIMS, New Delhi, is pleased to present this
compilation of resource material for children with Autism Spectrum Disorder.
Recent reports of the CDC estimate an alarming increase in the prevalence of
autism among children. We believe the problem of autism is of public health
importance. Addressing this problem is the need of the hour especially as the
global public health community is now moving to prepare for the post MDG 2015

agenda wherein such disorders will have an important priority.

These materials (prepared by our Department) are meant for parents and
families of these children with special needs. The topics are chosen to addréss o
three areas, namely, essential information about autism, aid available from
Government and non-Government organizations, and holistic care of these
children. We also understand the dearth of autism information resources in

Hindi hence the material has been made bilingual.

Our team has taken great pains to make them user-friendly and most
contemporary. It is earnestly hoped that this collation will be useful to the

children with autism spectrum disorder and their families.
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Prof. V.K. Paul
Head, Department of Pediatrics
AIIMS New Delhi
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Section 1

Introduction: what is Autism, how is it diagnosed and how
do you manage it

What is Autism?

Stereotypical,
repetitive,
restrictive patterns
of interests,
behaviors and
activities

Qualitative
impairment of
social interaction

Onset before 36
months

Major defects in language
developmentand in other
communication skills.

What is the current prevalence?

Estimated prevalence 1.12 (0.74-1.68) [INCLEN study, unpublished data]. Incidence of
Autis spectrum disorder in males 1:42 whereas in females it about 1:189. This makes that
every 1 in 68 children are diagnosed with autism spectrum disorder

Autism Awareness



When does one suspect Autism in a child?

No joint attention
gestures (eye gaze,
eye pointing)

Lack of eye No or impaired
contact imitation

Rare usage of
language for social
purposes

No social interest
and social play

No pretend play

Can you pick Autism at an early age?
One can think of Autism when there is absence of:
» Babbling by 12 months
» Gesturing (e.g., pointing, waving bye-bye) by 12 months
» Single words by 16 months
» Two-word spontaneous (not just echolalic) phrases by 24 months

» Loss of any language or social skills at any age

What are the symptoms required to diagnose Autism?
o Persistent deficiencies in social communication and interaction across settings
o Restricted and repetitive behaviors, interests, or activities
e Symptoms must be present early in childhood

e Symptoms limit and impair functioning daily

What are the changes in DSM 5 versus earlier DSM 1V for diagnosis of Autism?

* Incorporation of multiple diagnoses from the DSM-IV (Asperger’s disorder
syndrome, autistic disorder, childhood disintegrative disorder, and PDD-NQS) into
Autism spectrum disorder

» Sensory symptoms are a part of diagnostic criteria in DSM-5
» Co-occuring diagnosis like ADHD, Intellectual disability is now possible with DSM-5

» Three categories in DSM IV converted to 2 in DSM V: Social interaction and
communication merged into the social communication domain




What are the salient diagnostic features in the social communication domain?
» Delayed social smile
* Impairment in eye-to-eye contact, facial expressions, body postures and gestures
» Lack of spontaneous sharing of enjoyment and interests with other people
» Poor social interaction
What are the salient diagnostic features in behavioral domain?
» Body rocking, finger twirling, hand flapping, spinning and tiptoe walking

» Fascination with certain numbers, letters, schedules, animate or inanimate objects,
especially parts of a toy

* Inflexible adherence to nonfunctional routines or rituals
What are the other clues on history and observation?

* Visual: Seeing things from a particular angle

* Auditory: pretends to be deaf, clapping hand over their ears

» Olfactory: Sniffing objects

» Perceptual: Refusing to eat food with certain textures or tastes, mouthing of objects,
compulsive touching of certain objects or textures, diminished response to pain,
increased sensitivity to touch like the feel of running water, adversity to bathing

* Mood may be inappropriate to the situation or circumstances

» Uncontrollable crying or laughing

* May be oblivious to hazards or may have excessive fear of harmless objects
What are the co- morbidities?

Obsessive compulsive behavior, intellectual disability, epilepsy, vision & hearing problems,
behavioral disorders, feeding disturbances, sleep disturbances, abnormalities of mood,
sensory deviance and hyperactivity.

What are the sleep problems seen in autistic children?

40 to 80% of children with autism spectrum disorder have sleep problems like difficulty
going off to sleep, frequent awakenings and decrease in total sleep time

What is the cause for Autism?

The proposed mechanisms (still a mystery) include:
» Abnormal connectivity amongst the brain cells called neurons
» Defect in brain formation in a fetus at the microscopic level

* Neurotransmitter imbalance
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e Abnormal mirror neurons
How is Autism diagnosed?

Autism is entirely a clinical diagnosis. Initially DSM criteria (INCLEN: INAC-ASD)
followed by CARS (Childhood Autism Severity Scale) to ascertain the severity.

What is the role of MRI Brain?

We do not recommend MRI for diagnosis of Autism, but if there are focal neurological signs,
neurocutaneous stigmata or abnormal head size (small/large), it may be useful.

What is the role of EEG?

EEG is not recommended in all children with Autism. It is planned among those with clinical
seizures, encephalopathy, or any history suggestive of cognitive decline are present.

What is the role of genetic evaluation in Autism?

Autistic children with abnormal head size (small/large), positive family history or
dysmorphic features should have genetic consultation

What genetic tests are available?
Karyotype, MLPA/Array CGH and/ or specific test depending upon the clinical diagnosis
What are the components of the evaluation of a child with Autism?

» Diagnosis: DSM V, Interviews and direct observation(INCLEN: INAC-ASD)

» Severity: Childhood Autism rating scale (CARS), Autism Treatment Evaluation
Checklist (ATEC)

» Assessment of Co morbidities
Whom should you consult?
Pediatrician or preferably a pediatric neurologist
Who are involved in management?

Family, Pediatric Neurologist, Clinical Psychologist, Geneticist, Special educator,
occupational and speech therapist

What are the various dimensions of management?

=
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Modified
applied
behaviour

Structured
Sensory training Parental
integration program couseling
training (individually and training
planned)

analysis
(parental
training)

Is there any drug therapy available for Autism?

There is no single drug which can cure or control Autism. One needs to assess risk vs. benefit
ratio. Drugs which have been used in children with Autism include:

» Atypical antipsychotics: aripiprazole, risperidone, olanzapine, clonazapine
(hyperactivity, temper tantrums, aggression, self injurious behavior)

» SSRIs: Fluoxetine (anxiety and repetitive behaviors)

* Methylphenidate: hyperactivity

* Melatonin recommended for prolonged sleep latency, onset and duration problems
What is the role of stem cell therapy in Autism?

There is no role of mesenchymal stem cell therapy in treatment of children with Autism. It is
still in experimental stage.

Is there a role of dietary therapy in Autism?

There is no definite conclusive evidence to support dietary therapy in children with Autism.
However, few encouraging preliminary reports with MCT based and Gluten free diet have
been reported.

What is the current status of rapamycin?

Rapamycin is another experimental drug which has shown improvement in autistic spectrum
behaviour in animal models. However, human safety data is lacking.

What is complementary and alternate therapy in Autism?

A group of diverse medical and health care systems, practices, and products that are not
generally considered to be part of conventional medicine

What are the various alternate therapies in Autism?

* B6 and Magnesium: may be given to improve social and communication skills and
repetitive skills




What are the various alternate and complementary therapies in Autism?

B12: not recommended

Multivitamin/mineral: Recommended if setting for dietary deficiency
Folic acid: may improve expressive and receptive speech

Omega 3 fatty acids: may be given for stereotypes, hyperactivity
Probiotics: recommended if associated Gl problems

Iron: only if there is documented deficiency

Chelation: only if heavy metal toxicity confirmed

Ascorbic acid: not recommended

Immune therapies: not recommended

Acupuncture/Massage/ Exercise/ Music therapy: No proven role

There is no proven role of Hyperbaric oxygen

What is the role of genetic counseling?

It is known to have multifactorial inheritance. Risk in siblings is around 7% if the affected
child is a girl and 4% if the affected child is a boy. If a second child has Autism, risk
increases to 25-35%. Almost 2-3% of families have more than one affected children

What are the key points in training a child with Autism?

Use visuals, avoid long strings of verbal instruction

Encourage development of child’s special talents

Use child’s fixations to motivate school work

Use concrete, visual methods to teach number concepts

Protect child from sounds that hurt his/her ears

Place child near a window and avoid using fluorescent lights
Interact with the child while he/she is swinging or rolled in a mat

Don’t ask children to look and listen at the same time, Teach with tactile learning
materials (e.g., sandpaper alphabet), Use printed words and pictures on a flash card
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Section 2

Modified Applied Behavior Analysis (ABA) and TEACCH

Introduction:

A range of behavioral and educational interventions is available for treatment of children
with autism spectrum disorder. Most of the interventions are based on Applied Behavior
Analysis which has been proven effective through various studies. The common denominator of
Autism interventions is to assess the current level of functioning in all major areas (sensory,
motor, cognitive, ADLS, academic etc.) and teach the age appropriate skills using the principles
of ABA. Various Psychological interventions include Modified Applied Behaviour Analysis
(ABA) (Develop core skills, Reinforcement/operant conditioning principles, ABA kit), Sensory
Integration (SI) ( Sl strategies and Sl kit, Enhanced sensory inputs(tactile,auditory,vestibular and
proprioceptive) in meaningful activities, Structured Teaching (Explicit information for tasks and

routines, Home environment)
Principles of Autism Interventions
» Individualized- The intervention is adjusted according to the various child related factors

(age, 1Q, level of function, problem behavior etc.)

» Comprehensive- It should cover all the areas of development (motor, adaptive, language,

cognitive) and take care of multiple contexts (home, school, community).

» Development- The skills should be taught according to the developmental level of the

child and simple tasks should be taught before more complex tasks.

e Early and intensive- Intervention should start as early as possible (before 4 years). The
time devoted should be at least 25 hours per week to make it intensive (continuously for 3

years).
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» Evidence based- intervention should be based on proven techniques based on applied

behavior analysis.

ABA Assessment: Done by ABC charts, direct observation and questionnaires. The various

ABA intervention techniques include:

» Discrete trial training (DTT) It is a form of ABA therapy which works on the principle
of reinforcement (when a behavior is rewarded, it is likely to be repeated)

» Pivotal response training (PRT): Few areas are identified as Pivotal areas (e.g.
motivation, ability to respond to multiple cues) which are focused during the sessions.

* Relative improvements are expected in other developmental areas.

TEACCH (Treatment and education of autistic and related communication handicapped
children)

It is a special education program used in schools and has been adapted for home based teaching.
The principles and concepts are:

* Respect the culture of autism

» Focus on structured teaching and visual learning

» Improved adaptation: through the two strategies of improving skills by means of
education and of modifying the environment to accommodate deficits

e Parent collaboration: parents work with professionals as co-therapists for their children so
that techniques can be continued at home

» Assessment for individualized treatment: unique educational program is designed for all
individuals on the basis of regular assessments of abilities

» Skill enhancement: assessment identifies emerging skills and work, then focuses upon
these. (This approach is also applied to staff and parent training.)

e Cognitive and behavior therapy: educational procedures are guided by theories of
cognition and behavior suggesting that difficult behavior may result from underlying

problems in perception and understanding




e Generalist training: professionals in the TEACCH system are trained as generalists who

understand the whole child, and do not specialize as psychologists, speech therapists etc




Section 3

STRUCTURED TEACHING

Introduction

A wide range of behavioral and educational interventions is available to treat various aspects of
Autism. Most of them are based on assessment of current level of functioning in all major areas
(sensory, motor, cognitive, ADLSs, academic etc.) and accordingly teach the age appropriate

skills. These measures include development of core skills by modified applied behavior analysis
(ABA), enhancement of sensory inputs by sensory integration and management of routine tasks

by structured teaching.

Autism and Expectancy Factor

Autistic children have difficulty in communication and social adaptation. This leads to inability
to express themselves and poor understanding. This often leads to increased anxiety level and
tendency to remain withdrawn and develop non functional routines and stereotypic behaviors.
Problems faced due to lack of expectancy factor by children and their parents are temper-
tantrums, difficulty in learning, increased anxiety levels, lack of organization, narrow interest

and aloofness.
Visual Structure Support — A solution!

It is a methodological and scientific approach to provide structure to develop predictability in
their life, in short and simple facilitated manner. This includes:

* What to do? How much to do?
*  Where to do? When am | finished?
* When to do? What’s next?

How does it help?

Autistic children are good visual learners. This strength is utilized by the visual structure support

which reduces the burden of instructing each task repeatedly. This in turn provides clarity to the
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child regarding the parental expectations, hence facilitates organization. The child becomes
more independent and more calmed. He /she develops different ways to communicate.
How to implement?
Environmental Supports include;

» Minimized auditory and visual distraction

» Proper seating arrangement of the child

* Minimized clutters in the environment

» Using furniture to provide the boundary in the working area like shelves, almirahs,
bookshelves, table, chair etc.

» Provision of proper light in the room
Visual Schedules
» Has three levels: Object, Picture, Word label
» Should be in either left to right or top to bottom sequence

 Initially introduce two visual cards in the schedule and gradually one can increase the
number of cards.

» Use physical prompts to guide the child with minimal verbal prompts as the verbal
prompts are more difficult to fade out.

Making ‘to do lists’
Activities: Should have clear start and finish
Activities are designed as follows:

» Cognitive skills: concept of putting in, sorting, matching, 1:1 correspondence, number
concept.

» Play and leisure: construction, cause and effect, assembly, sensory based.
» Social skills: wait, parallel, turn taking, sharing.

» Communication skills: asking, initiating, sustaining.

T~
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Section 4

Sensory integration therapy

Introduction

Sensory integration therapy attempts to treat sensory processing disorder which is common in
children with autism. Children with sensory processing disorder experience problems with their
sense of touch, smell, hearing, taste and/or sight. Besides them, there might be difficulties in
movement, coordination and sensing where one's body is in a given space. They may be extra
sensitive to certain textures, clothing fabric, sounds, smells and tastes. A child with an autism
spectrum disorder may feel very little pain or actually enjoy sensations that other children would

dislike: strong smells, intense cold or unpleasant tastes.

e Touch: The sense of touch varies widely among children experiencing sensory
processing disorder. When children enjoy the feel of sticky textures, one may use
materials such as glue, play dough, stickers, rubber toys and sticky tape. Other materials
that can be useful for tactile sensation include water, rice, beans and sand. On the other
hand, children who are very sensitive to touch may go through a brushing program that
attempts to desensitize children to touch by systematically brushing their body at regular
intervals throughout the day. Autistic children often enjoy a sense of firm overall
pressure. This can be given by wrapping them up in blankets, being squashed by pillows
and firm hugs. These can form a basis for play, interaction and showing affection.
Experiences that may be claustrophobic for other children may be enjoyed, such as being

squashed between mattresses, and making tunnels or tents from blankets over furniture.

* Smell: One may become aware of a child's response to the smell of substances, and may
experiment with putting different fragrances in play dough or rice. If a child actively likes

strong odors, specific toys with this feature can be used in therapy.

* Sound: It can be focused on by experimenting with talking toys, games on computers,
musical instruments, squeaky toys and all sorts of music. Clapping together, rhymes,

repeating phrases and tongue twisters are useful activities. Some children on the autism

la
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spectrum respond to music, but not voices, in which case a melodic or “singsong” voice
may be preferred. You may try different tones of voice, pitches, and gauge a child's

reaction

Proprioceptive System: It helps children to locate their bodies in space. Autistic children
often have poor proprioception and often need help to develop their coordination.
Therapy may include playing with weights, bouncing on a large ball, skipping or pushing

heavy objects.

The Vestibular system is located in the inner ear. It responds to movement and gravity
and is therefore involved with our sense of balance, coordination and eye movements.
Therapy can include hanging upside down, rocking chairs, swings, spinning, rolling,
cartwheels and dancing. All these activities involve the head moving in different ways
that stimulate the vestibular system. One should observe the child carefully to be sure the
movement is not over stimulating. Back and forth movement is typically less stimulating
than side-to-side movement. The most stimulating movement tends to be rotational
(spinning) and should be used carefully. Ideally, therapy will provide a variety of these
movements. A rocking motion will usually calm a child while vigorous motions like
spinning will stimulate them. Merry-go-rounds, being tossed onto cushions or jumping

trampolines can be favorite activities with some children.

Skills such as tying shoelaces or riding a bike can be difficult as they involve sequences
of movements. Therapy to help in this area may use mazes, obstacle courses,
constructional toys and building blocks. Difficulty with using both sides of the body
together can occur in some cases of sensory processing disorder. A therapist may
encourage a child with crawling, skipping, playing musical instruments, playing catch

and bouncing balls with both hands to help with bilateral integration.

Hand and eye coordination can be improved with activities such as hitting a ball with a

bat, popping bubbles, and throwing and catching balls, beanbags and balloons




Section 5

ROLE OF SPEECH THERAPY

Speech therapist or speech-language pathologists are trained personnel who work with children
having speech-related disorders. They also provide screening, consultation, assessment,
diagnosis, treatment, management and counseling services for children with special needs.
Speech therapy plays an important role towards the holistic development in a child with autism
spectrum disorder. It improves overall communication, enhances social skills, enables to cope up
better with the society and function in day-to-day life. It should be started as early as diagnosis

is made.

Role of speech therapist

Speech therapist does much more than simply teaching a child to correctly pronounce words. In
fact, a speech therapist working with an autistic child may work on a wide range of skills

including:

» Speech articulation: by oromotor exercises of lip and facial muscles, the way a child

moves mouth while saying certain words and sounds.

e Communication: This includes teaching gestural communication, or training with PECS
(picture exchange cards), electronic talking devices, and other non-verbal

communication tools

» Comprehension: The speech therapist engages the child in a functional language
activities that involve cognition and social interaction.

» Speech pragmatics: Use of speech to build social relationships.

» Conversation skills: Self Talk, parallel talk, sentence elongation, situational talk

T~
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» Conceptual skills: Big and small concept, left & right concept, color concept, body parts

concepts, yes and no concept

Facts about speech therapy

* Many parents make the mistake of considering speech therapy as a miracle cure, the
solution to get their children up to speed in terms of their expressive, linguistic skills. It is
not a cure, it is just training them to be better and help them to cope up with the

surroundings

» Just sending the child to a speech therapist for a few hours is not enough for training. The

activities need to be practiced at home.
» Results are fast and evident within 3-4 sittings. Results need time and patience.
» Parents need to replicate the plan explained by the therapist at home.

» Therapy must be a part of routine activity in such a way that the child is not even aware

that he or she is undergoing a “therapy session”.
Tips for the parents and caregivers
» Use flashcards and pictures to teach naming
» Sing songs to teach the rhythm and flow of sentences
» Avoid long sentences and verbal instruction

» Use positive reinforcement to reward your child every time he or she successfully asks for

something or identifies a object
* Build conversational routines to help develop language

» Has your child made eye contact with you when you say a word
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Read aloud to your child from picture books that feature familiar objects and activities,

like animals or going to school.
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Section 6

Management of extreme behaviour

Extreme behaviour like self abuse, aggression, and disruption are not uncommon among children
with autism spectrum disorder. The key to successful management of extreme behaviour depends
on the targeted short term and long term goals. The short term goal is achieved using control
methods like restraint and diverting their attention. The method is reinforced by rewarding for
other good behavior, the non occurrence of such event and planned ignorance. However, longer
term goals include achievement of age appropriate skills and good communication using
alternate skills. This process of control-reinforce-alternate skills are the key to control of extreme
behaviour in children with autism spectrum disorder. Hence the key words for management of

extreme behaviour in these children include:
» Kindly be patient
* Be firm but do not hit

e Stick to the strategy
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Section 7

Role of nursing in autism

Children with autism spectrum disorder and their family require extensive support and

specialized resources for their limitations. The developmental disability nurse works as a team

member of professionals helping children with autism. The nurse is specialized in taking care of

patients with developmental and learning disabilities. The role of nursing care is not only

restricted to hospital and clinics, but extends to the home environment.

The role of a nurse in care of children with autism:

Education: The most significant role of a nurse in autism is education. The family and
siblings need to be educated on various aspects of autism and autistic disorders. Important
areas of education include symptoms, treatment options, expected and potential outcomes,
and available support resources. Hence, the role of the nurse as an educator is critical for
a positive outcome. The expectations of a nurse in the care of children with autism is to be

accessible, available and knowledgeable as an educator and serving as a link.

Diagnosis and referrals: A nurse must be capable of screening children attending their
care who possibly could have autistic features. These children should be referred to
appropriate specialist such as Pediatric neurologists, Speech therapists, Psychologist,

Occupational therapist and Counseling services for diagnosis and further management.

Case management: Nurse should be capable of finding out strategies by which an
individual patient and their family are benefited. In addition, it is expected of them to be
familiar with techniqgues commonly used to improve communication, e.g. PECS (Picture
Exchange Communication System). They should discuss successful strategies previously
utilized to achieve behavioral compliance.

Personal care: Another important role is to guide about self care, hygiene and safety.
Provide encouragement, boosting zeal by giving positive reinforcement to the child and

the primary caregivers. Implement basic nursing interventions to decrease anxiety and

T~
']
/

s

Autism Avareness | &



pain to optimize the quality of care. The nurse also attends to basic everyday tasks that
patients are unable to perform for themselves in long term facility settings.

Arranging a health care visit: Nurse serves as an important link between the family and
specialty medical provider. The health care visit is stressful for people with ASD because
of difficulties with new environments and changes in their normal routine. They have a
key role in relieving anxiety by providing information. Must take appointments for regular
followup visits and enumerate the problems/progress of the child.

Access to needed resources:_Nurse must be able to provide access to the needed resources

and other medico social help.

Advocacy: Advocate for the patient in the emergency room, it is the support of basic
rights, values and beliefs of the patient.

Nursing intervention of an Autistic child at special school: Care at special school
requires knowledge of the disorder, patience, and much creativity. Even seemingly simple
tasks, such as assistance with feeding, dressing and toileting, and first aid, can pose a
challenge, because new environments and changes in routine cause these children stress or
even terror. Regular nursing care is required to make these children cope up with the

society.
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Section 8

Sibling perspective and coping up strategy:

Can | get autism from my sibling?
Autism is not contagious like common cold or measles. So, they don’t have to worry about
getting autism from sibling or others who have autism. Learning that one’s brother or sister has

autism can be a very difficult experience.

What siblings feel about the affected one?
» His behaviour upsets me
» | just get confused hearing the word *““autism”
* | have started feeling different since this happened
* lam worried will it affect my future also

» How will my family cope up

It is important to remember that brother or sisters are just like any other child, except he or she
has autism. This is a time for sibling and family to learn as much as about autism. Sibling
support is important and will help his brother or sister to improve and grow up to their best of the
capabilities. At times siblings need to talk about how it affects them. It would be good to seek a
family member, teacher, or friend with whom the sibling can be open and honest about their
question and feelings.

Sources of stress for siblings:

« Embarrassment around peers

» Jealousy regarding the amount of time parents spends with their brother/sister

Frustration over not being able to engage or get a response from their brother/sister

» Being the target of aggressive behaviors

Trying to make up for the deficits of their brother/sister
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e Concern regarding their parents’ stress and grief
» Concern over their role in future care giving
Some things they may be having trouble with:
» Understanding as to why their brother or sister is acting in a strange way.
»  They may feel that their brother and sister gets more time and attention from parents
» They may feel embarrassed about their behavior, especially when they are with their
friends or in any public place like at a store where other people may keep staring
e They probably do not know how to play with them
Some questions they may have?
» Will I get to spend time with my mom or dad? Do they still care about me?
e How much time do | have to play with my brother? What can we do that he or she will
like?
* How can I explain my brother or sister’s behavior to my friends?
» Why doesn’t my brother or sister have to do chores and other things around the house
like I have to do?
How can siblings help?
» Parents can guide the sibling about activities that they can do together
» Siblings need to be trained in the best ways to interact with their sibling.
» Sibling need reassurance that it may take a little time and a lot of patience to learn how to
play with their brother or sister
» Asthey spend time together, it is likely that sibling will get to know him or her better and
start appreciating differences between them
* Sometimes your sibling’s behaviors may make it seem like he or she is not interested, or
they may have difficulty getting his or her attention. Finding an activity siblings can do
together will allow them to have fun and enjoy each other’s company.
Some activities siblings may enjoy doing with their brother or sister:
e Playing a board game or working on a puzzle.
e Playing an interactive video game.

e Playing a physical game, like tag or jumping on a trampoline.
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What is expected from as a role of siblings?

To accept differences among people.

To be a loyal friend and stick it out during good and bad times.

To learn how to tolerate different situations, and be smarter and more mature than other
kids their age.

To feel proud of their sib with autism, especially when they see how hard they work to

overcome a challenge.

How to help siblings:

Provide opportunities for siblings to meet other brothers/sisters of individuals with
autism, and share their experiences and emotions.

Keep them informed and involved in decisions about their sibling.

Give them some ‘special time” with parents, away from the other siblings including the
one/s with autism.

Help them feel valued for their own sake.

Help them understand it is ok to express dissatisfaction with the autistic sibling and the
unfairness of having to live with autism.

Give them time and opportunity to live their own life, without guilt.

Read books with them to help them understand they are not alone with these feelings and
to acknowledge the uniqueness of the sibling experience and their ongoing role in the life
of their brother or sister with autism.

Plan for the future, so the burden of responsibility is reduced.

Your brother or sister is still your sibling, so it’s important to have a good

relationship, together as a family one can figure out ways to make sure

everyone is happy!
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Section 9

Legal rights of children with Autism

The Person with Disabilities act (equal opportunities, protection of rights and full participation),
1995 and the National Trust for the welfare of persons with autism, cerebral palsy, mental
retardation and multiple disabilities Act, 1999 safeguard the rights of autistic individuals and
their families. The basic aim is to make the world a friendlier place for the differently abled. The
National Trust Act also provides for a national level central body to promote and work for the

welfare of disabled persons.

A major step in this regard has been the ratification and adoption of the United Nations
Convention in October 2007 on the rights of persons with disabilities to promote, protect and
ensure the full and equal enjoyment of all human rights and fundamental freedom by all persons

with disabilities and to promote respect for their inherent dignity.

The Reserve Bank of India issued a directive in November 2007 to allow persons with
disabilities under the National Trust Act to open and operate bank accounts through guardians
certified and advocated by the National Trust.

Under the Income Tax Act, 1961 and its amendment in 2007 (Finance Act), tax benefits are
available to parents/guardians of certified autistic children. A 75% concession is available in
railway tickets for patients and their escorts if the need for escort is also certified along with

disability certification.

The ministry of Social Justice and Empowerment in March 2008 launched a cashless health
insurance scheme, “‘Niramaya’, for both inpatient (free upto expenditure of 1 lac) and outpatient
services for disabled individuals under the National Trust Act. Moreover the trust also bears the

premium expenditure for patients who are below the poverty line.
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Section 10

Inclusive Education

The Sarva Shikhsha Abhiyan (SSA) launched in 2000-2001 has the key objective of
Universalization of Elementary Education (UEE) to ensure that every child with special needs,
irrespective of the kind, category and degree of disability, is provided meaningful and quality
education. It has been strengthened further by the Right of Children to Free and Compulsory
Education Act, 2009 making free and compulsory elementary education a Fundamental Right for

all the children in the age group of 6-14 years.

The scheme of Inclusive Education for Disabled at Secondary Stage (IEDSS), launched in April
2009, provides assistance for the inclusive education of disabled children of Classes IX — XIlI.
Directives have been issued to make all primary and secondary schools barrier free to

accommodate disabled children.

Scholastic incentives for special teachers and schemes such as ‘Gyan Prabha’ (scholarship for
the disabled person to pursue higher education, professional or vocational training) have also

been initiated to promote education of these children.

The Central Board of Secondary Education (CBSE) in 2009 has introduced relaxations for
beneficiaries of the Person with Disabilities act, 1995 in terms of allotted time for secondary and
senior school certificate examination and the option of studying only one compulsory language

instead of two.
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Section 11

Role of National trust, Rehabilitation Council of India and
NGOs

Role of National trust in helping patients of Autism Spectrum Disorder and their families

Introduction:

e The National Trust is an autonomous organization of the Ministry of Social Justice and
Empowerment, Government of India, set up under the “National Trust for the Welfare of
Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities” Act
(Act 44 of 1999).

e Disabilities under National Trust Act (NTA)

e Autism

o Cerebral Palsy

¢ Mental Retardation

e Multiple Disabilities
Objectives:

e To enable and empower persons with disability to live as independently and as fully as
possible within and as close to the community to which they belong.

e To strengthen facilities to provide support to persons with disability to live within their
own families.

e To extend support to registered organizations to provide need based services during
period of crisis in the family of persons with disability.

e To deal with problems of persons with disability who do not have family support.

e To promote measures for the care and protection of persons with disability in the event of

death of their parent or guardian.
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e To evolve procedures for the appointment of guardians and trustees for persons with

disability requiring such protection.

e To facilitate the realization of equal opportunities, protection of rights and full
participation of persons with disability.

e To do any other act which is incidental to the aforesaid objects.

Implement the objectives through:
e Registered Organizations
e Government Departments & Local bodies.

e Grassroots wing of the National Trust i.e. the Local Level Committee at the district level.

Autism Information and Resource Center:
This establishment is specially dedicated to children with Autism Spectrum Disorder their

families, teachers and professionals. It provides information and help on following topics related

to Autism.
+ Early signs of Autism + Professionals
+ Getting a diagnosis + Creative arts and expressions
+ National Trust Advisory + Success story
+ Specific Concerns + Scheme of National Trust
+ Education of these children % Punarbhava: National Web Portal on
+ Facts Disabilities
+ Research + Archive
+ Legal Rights and Provisions + Minimum Standards for Residential Facilities
+ Assisted Living + Guidelines for Protection of children with
Disabilities from Exploitation & Abuse
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Punarbhava Web-portal: under rehabilitation council of India provides important following
information for persons with disability:

e Defining disability, diseases and conditions under disability

o Disability certificate: process, authorized institutes

e Benefits for disability certificate holder

e Various schemes and programs by government for persons with disability

e Institutes and centers for training of professionals

e Parents seeking disability certificate for their children should contact: District hospital

certification board with photo identity card, medical records and two photographs.

Website:  www.punarbhava.in

Contact details:

Autism Resource Center National Trust

(Ministry of Social Justice and Empowerment)

16B, Bada Bazar Road, Old Rajinder Nagar

New Delhi-110060; E-mail: autisminfo@thenationaltrust.in  Website:
http://autismresourcecenter.in; Phone: 011-43187878 Fax: 011-43187878

Rehabilitation Council of India

The Rehabilitation Council of India act, 1992 (amended 2000), has set up an apex body to
enforce uniform standards for human resource development in the field of rehabilitation of
persons with disabilities in the country enhancing the responsibilities of standardizing and
regulating the training including a component on research in the area of rehabilitation and special
education. The certified professional courses relevant to autism or Diploma in Special Education,
M. Phil and PhD in Clinical Psychology. The council maintains a central rehabilitation register
and plays a central role in inspection, recognition, assessment and accreditation of Institutes. It

also promotes conductance of workshops and seminars.

g~
>

M"\fdﬂg‘ ‘
N
~

Autism Awi



Role of NGOs

Nongovernmental organizations play a major role in terms of services, advocacy and research.
Action for Autism and Autism Society of India are national level bodies and pioneers in this
field. Local and regional bodies like CATCH (Bhuvaneshwar) and Apoorva Centre (Bangalore)

apart from promoting these activities also facilitate the formation of parent support groups.
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Section 12

Training of Professionals

Rehabilitation council of India provides a common platform for institutes and
professionals related to training for children or persons with disabilities including Autism
It gives information on various courses, i.e. B.Ed. in special education, M.Ed. in special
education, D.Ed. Special Education (Autism Spectrum Disorders). Courses on Language
Therapy, Speech Therapy, Occupational Therapy, Rehabilitation psychology, Clinical
Psychology are also available.

Participating institutes, the accreditation of institutes, admission process, eligibility,

course details are available on rehabilitation council website (www.rehabcouncil.nic.in).

Various international universities provide online courses and webinars for professionals
and parents.
Websites providing information on Autism / Training / Research / conferences /

workshops / Blogs / Interactions for parents and professionals:

e http://autismresourcecenter.in

e www.wedautism.org

e http://www.autism-india.org

e Www.austism-society.org

e Wwww.autismspeaks.org

e http://www.cdc.gov/nchddd/autism/index.html
e http://www.hhs.gov/autism/

e http://www.asatonline.org

e http://www.autismsciencefoundation.org

e http://www.autism.com
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