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PAGE ONE
As most of our readers know, AFA is in the process of
setting up ANANDA, a project for assisted living for
Disorders Even as we
adults with Autism Spectrum Disorders.
struggle to get this ambitious project on its feet, the
questions we field make it clear to us that many parents
still believe that the need for assisted living is only for
the ‘non-verbal’ ‘severe’ types. While the effort is to help
every child achieve the highest level of independence as an
adult, we are also aware that many individuals with
autism, despite a high cognitive ability may need assisted
living options. Not all will need the same level of support,
but many will need some level of support.

autism a short while ago. “He is high-functioning. Not
really autistic.”
The report she carried mentioned PDDNOS. From the
mother’s account the child had difficulty understanding
social rules, high levels of anxiety including whenever there
were any changes in routines, had many issues with social
communication and intense interest in aircraft and
people’s eyebrows.
At age five it would have been lovely to get in some
intensive work and then take a shot at an inclusive
classroom.

And that makes us realise that we still are stuck in the
old notion wherin slapping on the label of ‘mild’, ‘highfunctioning’ etc somehow makes the individual ‘normal’
and not really autistic any more. I use the term ‘autistic’
with deliberation. It is hard to shake off this ostrich-like
belief.

(cont on Pg 18...)

News from AFA’s ANVAY SCHOOL
OF RESEARCH AND TRAININGS

The recently published fifth edition of the American
Psychiatric Associations’ Diagnostic and Statistical
Manual (DSM) for mental disorders makes a significant
change. The four previously separate disorders - Autistic
Disorder, Asperger’s Disorder, Childhood Disintegrative
Disorder, and Pervasive Developmental Disorder Not
Otherwise Specified – are now essentially a single
condition- Autism Spectrum Disorders
Disorders, with different
levels of symptom severity in two core domains: of social
communication and social interaction; and restricted
repetitive behaviours, interests, and activities. The DSM
V has been criticized pre- and post-publication on a
number of counts: the process of revision, lack of
transparency, and problems of application; the latter
being more country, culture and policy specific. Much of
the furore has been in the US where the DSM diagnosis
serves as the basis for treatment recommendations, as
well as payment by health care providers. Since the US
government pays out significant amounts to cover
treatment for children with ASD, the new version has
practical implications. In India the situation is quite
different, and many believe the fifth edition will benefit a
wider range of individuals on the spectrum.

Merry Barua and Dr Nidhi Singhal attended the

International Meeting For Autism Research in San
Sebastian, Spain in May 2013. Data from the research
project, based on the evaluation of Action For Autism’s
(AFA) Parent Child Training Programme (carried out
under the AFA-UCLA partnership) presented by AFA
partners Dr Tamara Daley and Rachel S. Brezis was very
well received and generated much curiosity about the
intervention model.
Center of Neurodevelopmental Disorders at Karolinska
Institutet, Sweden is in the process of developing a WHO
International Classification of Functioning (ICF) Core
Set for Autism Spectrum Disorders. Since the ICF
consists of more than 1400 categories, specialized and
user-friendly ICF-based tools need to be developed to
ensure the practicability and the consistent use of the
instrument. This ICF Core Set will be formed by selecting
a limited number of categories relevant to ASD from the
full ICF classification by means of a rigorous qualitative
and quantitative scientifically structured process.
Dr Nidhi Singhal, attended the kick-off meeting of the
Steering Committee of international representatives that
has been formed to supervise the development process,
play an advisory role, and ultimately help disseminate the
results of the Consensus Conference.

May 2013 reminded me of another May more than a
decade ago, when a thirty-something mother fetched up
at our then cramped centre in Chirag Dilli. She had heard
positive reports about AFA and decided to drop by and
see the place, after her son received a diagnosis of ‘mild’
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Selecting Effective Interventions for
Individuals with Autism Spectrum Disorders
Patricia Wright and Lori A. Geist

Introduction
The prevalence of autism spectrum disorders (ASD) is
increasing throughout the world (Elsbaggh et al, 2012).
ASD span all racial, ethnic and socioeconomic groups.
Individuals with ASD have deficits in social
communication and restricted interests/repetitive
behaviors (American Psychiatric Association, 2013).
ASD should also be considered in terms of the
differences noted, not just deficits, and the host of
challenges faced because of social contexts and cultural
expectations that do not take into account the unique
needs and differences of individuals with ASD (Kluth
& Chandler-Olcott, 2008).

research.” (Sackett 1996, p. 71-72). EBP is a decisionmaking process that guides professionals to ensure that
treatment approaches are empirically supported.
ADDITIONAL characteristics of EBP include
implementation by professionals with sufficient training
and treatment capacity, sufficient support for data
collection to evaluate effectiveness, and the active
involvement of the individual with ASD and his or her
family in the decision-making process (National ASD
Center, 2009). The National Professional Development
Center on ASD (NPDC on ASD) suggest additional
criteria related to the quantity and quality of randomized,
quasi-experimental, or single-subject design studies
required for a given treatment to be considered an EBP.
Implementation of EBP in ASD treatment is particularly
important as the field is rife with interventions that are
ineffective or even harmful (Davis et al, 2013).
Professionals must take responsibility for supporting
families and individuals with ASD to select treatments
that both fit with their personal preferences and have
opportunity for effectiveness. Growth in social
communication skills and behavior can be realized for all
individuals with ASD through individualized treatments
guided by research. When defining treatment plans a
review of the available literature should support that the
approach is effective in realizing the intended outcomes.
As practitioners and researchers build upon existing
techniques, the range of options for meeting the needs of
this diverse population continues to grow.

ACCOMMODATIONS and treatment for ASD should
be informed by research, with a growing range of
available techniques upon which to build. This article
provides a brief review of evidence-based practice as
a decision-making process for selecting treatments that
promote positive outcomes for individuals living with
ASD. Many current treatment options lack empirical
evidence (McDonald , Pace, Blue & Schwartz, 2012).
These treatments waste time and resources and lead
families down paths of false hope (Miller, Schreck,
Mulick, & Butter, 2012 ). In addition, educational time
is misused by delivering services that have little chance
for a meaningful effect (Simpson, 2005).
A web-based survey of 552 families in the United States
of America indicated that families were using
111 different treatments. Families were using an average
of 7 treatments simultaneously with one family using
47 treatments concurrently (Green et al, 2006). Another
study of 400 parents revealed less than 50% chose a
scientifically supported treatment. (Miller, Schreck,
Mulick, & Butter, 2012).

BRIEF descriptions follow for select EBPs (NPDC on
ASD, 2010):
Antecedent package: Strategies include the use of highly
preferred activities or items, schedule adjustments, preactivity supports, and choices. These interventions are
often used after a functional behavior assessment and in
combination with functional communication training.

Evidence-Based Practice
Evidence-based practice (EBP) is the “conscientious,
explicit and judicious use of current best evidence in
making decisions about the care of the individual patient.
It means integrating individual clinical expertise with the
best available external clinical evidence from systematic

Computer-Aided Instruction: This is a rapidly expanding
area of intervention that applies the use of technology as
tutoring supports. Programs are available to target
2
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development in a broad range of areas including
speaking, listening, social skills, reading, writing and
academic topics.

Picture Exchange Communication System (PECS):
Treatment that is systematically taught in six distinct
phases that build upon one another. In its simplest form,
individuals are taught to give a picture of a desired item in
exchange for that item.

Differential Reinforcement: A special application of the
principles of reinforcement focused on reducing
inappropriate or interfering behaviors. Reinforcement is
provided to the individual when they are not engaged in
the inappropriate behavior.

Pivotal Response Training (PRT): Treatment that applies
the principles of ABA and seeks to build upon individual
areas of interest. The four pivotal learning variables
include: motivation, responding to multiple cues, selfmanagement, and self-initiations.

Discrete Trial Training: An approach for targeting skills
that can be taught in small steps. Understanding
antecedents and consequences and the application of
reinforcement are all critical components.

Prompting: Refers to the assistance provided to the
individual during treatment. Prompting can include
verbal, visual or physical prompts and may follow
procedures tied to least-to-most, simultaneous or
graduated procedures.

Extinction: Rooted in applied behavior analysis (ABA),
this is a technique used to reduce/eliminate inappropriate
behaviors. It is often used in combination with differential
reinforcement to remove the reinforcement gained from
the inappropriate behavior while introducing behavior
alternatives with positive outcomes.

Reinforcement: Refers to any incentive that increases the
likelihood of a behavior reoccurring. It can be positive,
when something preferred is received or happens, or
negative, when something aversive is removed.

Functional Behavior Assessment (FBA): A systematic
approach to assessing the functions of behavior, as well
as the antecedents and consequences. This is often used
to support targeted interventions like functional
communication training, differential reinforcement, and
extinction.

Response Interruption/Redirection: Treatment often used
to decrease repetitive, stereotypical, and self-injurious
behaviors by redirecting to more appropriate behaviors.
This is always used in combination with an FBA.
Self-Management: Treatment targeting independent
regulation of behaviors while out in the community, in
school, at home and related environments. Individuals are
taught to identify appropriate and inappropriate behaviors,
monitor their behaviors, and reward themselves.

Functional Communication Training (FCT): This
treatment is always based on the insights from a FBA.
It is used to target inappropriate behaviors by replacing
them with more appropriate communication strategies.
Naturalistic Intervention: This intervention is based on an
individual’s areas of interest and seeks to apply these to
target skills in naturally reinforcing interactions. This
treatment has been found to be effective targeting
vocabulary development, speech production, use of
augmentative communication, and early literacy skills.

Social Narratives: Treatment that is used to target specific
social skills in various contexts through short narratives.
The narratives often include the use of pictures to
highlight important cues and provide examples of
appropriate responses in various situations.
Social Skills Groups: Treatment targeting appropriate
social interaction through small group instruction, roleplaying, practice activities and feedback.

Parent-Implemented Intervention: Individualized
treatment implemented by parents in home and
community environments after structured parent training
has been provided.
Peer-Mediated Instruction and Intervention: Treatment
supported by typically developing peers who are taught
strategies for interacting with individuals with ASD.

Speech Generating Devices: The use of mobile devices to
represent language and provide voice output for
communication. Language can be represented as letters,
words or phrases and can be paired with pictures or
symbols to support comprehension and expression.

TREATMENT activities are both teacher-directed and
peer-initiated.

Structured Work Systems: A component of TEACCH.
Through extensive use of visual supports, individuals are
3
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provided with information related to the tasks they are
supposed to do, how much work must be completed,
how they will know when they are finished, and what to
do when they finish.

&Kasari, 2000), are socially isolated, excluded,
discriminated against, and persistently bullied at
significantly higher rates than their same-age peers
(Humphrey, 2010; Bauminger & Kasari, 2000;
Bauminger & Shulman, 2003; Rowley, et al, 2012).
When spoken communication skills are limited, it is
important to introduce augmentative and alternative
communication (AAC). AAC includes all forms of
communication other than speech and can be used to
support both comprehension and expression of thoughts,
ideas and needs. We all use AAC with our body
language, facial expressions, gestures, use of symbols or
pictures, and writing (ASHA, 2012). The myth that
introduction of AAC may inhibit spoken language
development has long been dispelled by numerous
researchers (Beukelman & Mirenda, 2005; Cafiero,
2005). On the contrary, AAC expands expressive and
receptive vocabularies and enhances existing
communication systems. Increases in the use of natural
speech production and decreases in inappropriate
behaviors related to communication breakdowns have
been reported (Schlosser and Wendt, 2008).

Task Analysis:A treatment technique that involves
breaking a skill into small steps in order to target
instruction. Often used in combination with
reinforcement, video modeling, time delay and related,
to facilitate effective treatment.
Time Delay: A treatment technique that is always used
in combination with prompting. It is used to reduce
reliance on prompts by introducing a delay between the
instruction and prompting. Time delays can be increased
gradually, called progressive, or at fixed units, called
constant.
Video Modeling: A treatment technique that uses video
to model the target behavior. The video models can be
of someone else or of the individual. The latter is
referred to as video self-modeling.
Visual Supports: Refers to a broad category of support
tools used across treatments to present information
visually. Examples of visual supports include objects,
pictures or written words used on schedules, calendars,
task sequences and related.

THE interdependent components of communication
include speaking, listening, reading, writing, body
language, facial expressions and eye contact. It is
important that each be considered in comprehensive
intervention. Communication challenges are often most
prominent in individuals who are nonverbal, but higher
functioning individuals often present with echolalia,
expressive and receptive language difficulties, and
struggles related to literal interpretations of figurative
language (Woronko and Killoran, 2011).
Predictive connections have been noted between good
social skills in early childhood and peer approval
(Bierman & Montminy, 1993), school adjustment
(Eisenberg, et al., 1996), attention skills (Eisenberg, et al.,
1996), coping skills (Eisenberg, et al., 1996), mental
health in later life (Parker & Asher, 1987), school
placement, job opportunities (Rey & Putnam, 2002), and
overall quality of life (Cowen, Pederson, Babigian, Izzo,
&Trost, 1973). Social interactions remain pivotal through
adulthood for individuals with ASD (Hurlbutt &
Chalmers, 2002).

Applying Research to Promote Success for
Individuals with ASD
Social Communication Skills
Communication refers to all forms of expression and
comprehension of messages exchanged between a
sender and a receiver. The most common form of
communication is spoken language. Individuals with
ASD may be delayed speaking or may never develop
effective spoken communication skills and rely on
nonverbal means throughout their lives. Up to 50% of
individuals with ASD will not develop effective spoken
communication (Edelson, 2006). Additionally, it is
widely accepted that most individuals with ASD have
some difficulty processing spoken communication.
Communication is central to making social connections
and building relationships (Woronko and Killoran,
2011). Children with ASD have difficulty initiating
play, often find interactions stressful and anxiety
provoking, and lack understanding of social hierarchy
(Bauminger & Shulman, 2003; Lawsom, 2001;
Carringotn, Templeton & Papinczak, 2003). Individuals
with ASD experience feelings of loneliness (Bauminger

GIVEN the highly contextual nature of social
interactions, social communication skills are best taught
in natural settings through systematic instruction.
Instruction should include a valid method informed by
research and implemented by trained personnel through
frequent instructional sessions. Regular data collection to
monitor progress is a critical component of effective
4
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social skill instruction. Interventions must target
improving the communication and social skills of
individuals with ASD, while also increasing awareness
and acceptance of differences among shared communities.

method not the message that is inappropriate and needs
to be adjusted. Another simple yet effective way to frame
this, is by stating what the individual is doing and to
what end. In the earlier example the individual is biting
to express their need to take a break. Consideration of
RESEARCH supports that individuals with ASD can learn more appropriate ways to communicate this might lead
to read and write when sufficient time is dedicated to
to a picture-supported break card to show or hand to the
instruction and approaches are designed to support full
teacher, a pre-programmed button on a speech generating
participation of individuals with language differences and device, or a simple gesture or vocal approximation that
limited speech (Erickson, Koppenhaver, Hatch, 2006;
could be broadly understood.Successful implementation
Light, 2012). Supporting individuals with ASD to become of a new communication strategy requires that it be as
literate is of paramount importance. For individuals who
effective as the behavior in achieving the intended
use AAC, it is through literacy alone that they are
outcome and cannot require significantly more time and
afforded the same opportunities as their typical peers to be effort.
able to say anything to anyone at any time. Without
literacy, all communication is constrained to the
THE consequence of the behavior can also be discussed
predefined messages set by someone else. Literacy
in terms of the degree to which the behavior is
supports academic success, opens doors to gainful
reinforced. Reinforcement can be positive, something
employment and dramatically improves one’s quality of
enjoyable happens or something tangible is received; or
life.
negative, something unpleasant stops happening or is
taken away. Reinforcement always results in the
Behavior
increased likelihood of the behavior occurring in the
Individuals with more effective communication and social future. Behavior can also result in punishment,
skills tend to exhibit fewer challenging behaviors
something pleasant is taken away or something
(Matson, Hess & Mahan, 2013). Most behaviors can be
unpleasant happens. Punishment is something that occurs
tied to attempts to communicate. These behaviors seek to after a behavior that reduces the likelihood of the
communicate something in one of four areas of
behavior occurring in the future. Reinforcement is one of
classification, including escape, attention-seeking, request the most effective treatments to promote behavioral
for a tangible item, or for automatic reinforcement
change (Matson, Benavidez, Compton, Stabinsky,
(Hanley, Iwata & McCord, 2003). These behaviors are
Paclawskyj & Baglio, 1996).
often inappropriate but effective in terms of the intended
outcome. Take for example a child who wishes to take a
Designing for Differences
break (i.e., escape) from a difficult or stressful activity.
The field of universal design for learning (UDL)
The use of spoken language to request a break is
provides guidance on how to create instructional
considered appropriate and would typically be honored by materials and methods that are accessible to individuals
the teacher, while biting the teacher to express the same
with different learning styles, preferences, motivations
need is considered inappropriate and problematic. For
and needs. It is defined by the neurological connections
more than two decades, researchers and practitioners have related to learning, with consideration to the recognition
applied strategies from the field of FBA and FCT to
networks (the “what” of learning), the strategic networks
assess the function of challenging behavior and teach
(the “how” of learning), and the affective networks (the
more appropriate forms to serve the same function
“why” of learning) (CAST, 2012). Given what we know
(Durand, 1990).
about individuals with ASD, it is clear that today’s
classrooms, curricula and community settings are not
IT is only after we take the time as professionals and
designed with their unique needs and differences in
parents to understand the events leading up to the
mind.
behaviors (the antecedents) and associate the behaviors
with their intended outcomes (the consequences) that we
FOLLOWING the guidelines recommended by UDL
can begin to effectively identify and implement
(CAST, 2012), it is important that professionals present
appropriate interventions. This is often discussed as the
information and instructional content in different ways,
A-B-C chain to describe the three critical dimensions for
referred to as multiple means of representation. A simple
analyzing behavior, the antecedent, behavior and
example of this is pairing spoken instruction with a
consequence. Support teams must remember that it is the
visual support. Professionals must provide different ways
5
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ASD. Journal of ASD and Developmental Disorders,
33(5):489-507.

for individuals with ASD to express what they know,
referred to as multiple means of action and expression.
A simple example of this is providing an AAC system
and sufficient support for successful use to a learner who
is nonverbal. Finally, professionals must identify ways to
stimulate a learner’s interests and drive motivation for
learning, referred to as multiple means of engagement. A
simple example of this is defining the subject matter used
for a targeted treatment based on a learner’s area of
special interest.

• Beukelman, D. R.; Mirenda, P. (2005).Augmentative &
Alternative Communication: Supporting Children& Adults
with Complex Communication Needs (3rd ed.).Baltimore,
MD: Paul H. Brookes Publishing Company.
• Bierman, K. and Montminy, H. (1993). Developmental
issues in social-skills assessment and interventionwith
children and adolescents.Behavior Modification, 17, 229254.

Summary
Common characteristic associated with ASD include
challenges related to social communication skills and
restrictive/repetitive behavior. There are a growing
number of treatments that are effective in supporting this
diverse population, as well as a growing literature base
on the adjustments that should be made to accommodate
for differences in our classrooms and community.
Unfortunately there is still rampant use of ineffective and
at times harmful treatments, wasting valuable
instructional time and limiting potential for success.
EBP guides the decision-making process for the selection
of effective treatments. Research, professional judgment
from trained professionals, and consideration of the
preferences of the individual with ASD and their families
should inform the selection of treatments and design of
accommodations. Every individual with ASD can learn,
and with effective treatment and support make
meaningful contributions to their community.
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’kknh dh rS;kjh
mfeZyk rustk
moZ'kh dk tUe ,d la;qDr ifjokj esa gqvk iwjs ifjokj esa
viuh ih<+h esa cM+k gksus ds dkj.k moZ'kh lcdh ykMyh jghA
lc mls [kwc I;kj vkSj Lusg nsrAs /khjs&/khjs lcus eglwl
fd;k fd moZ'kh nwljs cPpksa ls dqN vyx gSA fQj ifjokj
dks irk pyk fd moZ'kh dks vkfVTe gSA moZ'kh vf/kd 'kksj
lwuus vkSj [kkus ihus dh phtksa ds izfr laons u'khy gSA og
yksxksa ls nwj jgrh FkhA mls nwljs ds ?kj tkuk] 'kknh] ikVhZ
;k HkhM+ okyh txg tkuk ilUn ugha Fkk mls ikVhZ esa igus
okys diM+]s lSfa My bR;kfn Hkh ilUn ugha FksA

fy, Hkh dSyMas j vkSj lkekftd dgkuh dh enn ls rS;kj fd;k
x;kA
ikVhZ dh txg dk pquko] lkekftd dgkuh vkSj dSyMas j ds
vykok ifjokj us dqN vkSj phtsa Hkh viukbZA tSls ikVhZ esa
mls ?kj ls gh dqN f[kykdj ys x;s] ikVhZ esa iguus okys diM+s
ugha bLrseky fd;s x;sA ;gka rd fd ikao esa iguus okys
mlds jkst ds ¶yksVj gh FksA moZ'kh ikVhZ esa rS;kj gksdj flQZ
dqN lSdMas ds fy, vanj tkrhA mls mldh cgqr ilan dh
pht ¼dksYM fMªDa l ;k pkdysV½ feyrh og mls [kkdj ?kj vk
tkrhA

tc dHkh Hkh moZ'kh ds ifjokj dks 'kknh ;k ikVhZ esa tkuk
gksrk rks ifjokj dks lkspuk iM+rk Fkk fd moZ'kh dks lkFk
ysdj tk;sa ;k ?kj NksMd
+ j tk;sAa ;fn mls ?kj NksMd
+ j tkuk
gS rks ?kj ij dkSu :dsxk vkSj ;fn mls lkFk 'kknh esa ysdj
pyuk gS rks 'kknh okyh txg ls nwj mlds lkFk dkSu :dsxk
D;ksfa d og fdlh Hkh ikVhZ ;k 'kknh esa HkhM+ vkSj cSMa ckts dh
vkokt ls vUnj ugha tkrh FkhA

Reinforcement, preparation, social story vkSj shaping ds

rjhdksa ls moZ'kh dk ikVhZ esa tkus dk le; /khjs&/khjs c<+us
yxkA lkFk&lkFk tSls mlds diM+kas vkSj [kkus ihus dh vknrsa
esa lq/kkj vk;k mldk ikVhZ esa 'kkfey gksuk vkSj ets ysuk
c<+rk x;kA moZ'kh dk O;ogkj nwljs cPpksa ls vyx gksus ds
dkj.k nwljs yksx t:j mls gSjkuh ls ;k dqN vyx rjhds ls
ns[krs] ij moZ'kh dk iwjk ifjokj bls cgqr vkjke ls ysrkA og
moZ'kh ds lkFk gj oDr dEQksVZcs y jgus dh dksf'k'k djrsA

'kq:&'kq: esa ifjokj us ;gh dksf'k'k dh fd moZ'kh dks ys
tkus ls vPNk gS fd mls ?kj ij j[ksAa fQj Hkh fdlh [kkl
fj'rsnkj dh 'kknh esa iwjs ifjokj dks tkuk gksrk rks fdlh ,d
O;fDr dks moZ'kh ds lkFk :duk iM+rkA lkjs ikVhZ esa etk
ysrs vkSj og T;knkrj viuh cqvk ds lkFk ckgj :drh FkhA
ftruh nsj ogka :duk iM+rk Fkk og dqN [kkrh ihrh ugha
FkhA dbZ ckj ?kj vkdj og cgqr jksrh Fkh vkSj jkr Hkj lksrh
Hkh ugha FkhA

vc vk;k lky 2013A moZ'kh vc 16 o"kZ dh gks xbZ FkhA
Qjojh 2013 esa mlds Hkqvk ds yM+ds dh 'kknh FkhA bl 'kknh
esa ifjokj ds lHkh lnL;ksa dks 'kkfey gksuk FkkA brus [kkl
fj'rsnkj dh 'kknh gksus ds dkj.k ogka :dus dk le; T;knk
gksus ds lkFk&lkFk lHkh lnL;ksa dks vyx vyx ftEesnkfj;ka
FkhA lHkh 'kknh dks ysdj dkQh mRlkfgr FksA moZ'kh Hkh 'kknh
dh rS;kfj;ka ns[kdj [kq'k yx jgh FkhA

moZ'kh dks 'kknh ;k ikVhZ esa 'kkfey gksuk fl[kkus ds fy,
lcls igys ,slh txgksa dk pquko fd;k tgka ls mls okil
tYnh tkuk vklku gks] ,sls QaD'ku tks ?kj ds vklikl gksA
dbZ ,sls QaD'ku Hkh pqus tgka Mh-ts- bLrseky ugha gksuk Fkk]
laxhr dk Loj FkksMk+ de gksxkA dqN ,sls QaD'ku Hkh pqus
tgka irk Fkk fd yksx de gksxa As blh rjg ds dqN [kkl
ikVhZ ds fy, ifjokj us moZ'kh dks lkFk ys tkus dh rS;kjh
dhA blds lkFk&lkFk moZ'kh dks ml ikVhZ esa ys tkus ds

'kknh dk QaD'ku nks fnu esa iwjk gksuk FkkA bl 'kknh ds fy,
Hkh moZ'kh dks igys ls rS;kj (prepare) fd;k x;kA dSyMas j
vkSj lkekftd dgkuh dk iz;ksx djds moZ'kh dks 'kknh ds ckjs
esa tkudkhj nhA 'kknh ds nksuksa QaD'ku esa moZ'kh us cgqr vPNs
ls fgLlk fy;kA mlus nksuksa fnu 'kknh esa QSla h diMs+ vkSj
lSfa My igus tks blls igys dHkh ugha igus FksA 'kknh esa T;knk
8
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og Hkh moZ”kh ds lkFk cgqr comfortable FksA moZ'kh dbZ
ckj muds ikl xbZ mUgksua s cgqr vkjke ls ckr dhA cgqr yksx
tks moZ'kh dks igys ls tkurs Fks og mldh rkjhQ dj jgs Fks
fd fdruh vPNs ls moZ'kh 'kknh esa gS D;ksfa d og nl lky
igys okyh moZ'kh dks ns[k pqds Fks ftls 'kknh] ikVhZ esa tkuk
ilUn u FkkA ;g ifj.kke Fkk moZ'kh dks gj txg gj rjhds
ls 'kfey djus dh dksf'k'k dkA ftlesa mldks diM+]s pIiyks]a
[kkuk&ihuk] 'kksj] HkhM+ ds izfr laonsu'khyrk ls mHkjuk Fkk]
;g dksf'k'k Fkh iwjs ifjokj dh vkSj [kklrkSj ij moZ'kh dhA

yksx gksus ds ckotwn og iwjk le; 'skknh esa ?kwerh jghA <ksy]
cSMa &ckts ds lkFk ckjkr esa pyrs gq, lcdks Mkal djus ds
fy, dgrh jghA mldh EkEeh chp&chp esa dqN [kkus dh
phtsa mls ns nsrh vkSj og mls [kkdj fQj ls 'kknh dk etk
ysrhA lcls cM+h ckr fd dksbZ ,d vyx ls O;fDr mldh
ns[kHkky ds fy, ugha pkfg, FkkA
moZ'kh vkSj mldk ifjokj 'kknh esa [kq'k FkkA moZ'kh ds ifjokj
ds lkFk&lkFk tks yM+dh okys ¼nqYgu½ ds ifjokj ds yksx Fks

vkWfVLe LisDVªe fodkj ds lkFk cPpksa esa fexzh
MkW- fufru ekgs”ojh
lykgdkj cky U;wjksykWftLV] esnkrk] fnYyh
fexhZ ds nkSjs dk rkRi;Z gS vlekU; gypy ds le; dky ;k
efLr"d ls vkus okys vlekU; fo|qr izokg ds dkj.k vpkud
/kkok cksyukA vlkekU; fo|qr izokg ds {ks=ksa ds
vk/kkj ij bldks nks Jsf.k;ksa esa foHkkftr fd;k tk ldrk gSA

fexhZ cpiu esa gksus okyh lcls vke Luk;fod voLFkk esa ls
,d gSA vf/kdrj ns[kk x;k gS fd vkWfVLe okys O;fDr;ksa dks
fexhZ gksus dh laHkkouk gks ldrh gSA vkSj ;g Hkh ns[kk x;k gS
fd ,d frgkbZ vkWfVfLVd cPpksa esa fexhZ dk fodkl o;Ldrk
esa gksrk gS blfy, ;g vko';d gS fd tks is'koj vkWfVfLVd
cPpksa ds izc/a ku ;k mlls lacfa /kr dk;ksaZ esa tqMs+ gSa mUgsa fexhZ
ds ckjs esa mfpr tkudkjh gksuh pkfg,A bl leh{kk esa fexhZ
ds {ks= esa vkerkSj ij gksus okyh 'kCnkoyh] laf{kIr fooj.k
tkap@ijh{k.k fpfdRlk] lftZdy izc/a ku ds ckjs esa crk;k
x;k gSA

tSujs y
s kbLM flt+l± % tc efLr"d ds nksuksa fgLlksa ls
vlekU; fo|qr izokg gksrk gS rks mls tSujs y
s kbLM flt+l±
dgrs gSAa
ikjfl;y flt+l± % tc efLr"d ds ,d gh fgLls ls
vlkekU; fo|qr izokg gksrk gS vkSj ikjfl;y flt+l±
vf/kdrj lsjos y ikWylh okys cPpksa esa ik;k tkrk gSA

fexhZ dh ;g lcls [kkl izcf` r gS fd mlesa fexhZ ds nkSjs ;k
vk{ksi nksgjk, tkrs gSAa bls vker©j ij varfZ ufgr dkj.kksa ds
vkèkkj ij Hkkxksa esa oxhZdr` fd;k x;k gSA

dHkh dHkh rks ikjfl;y ftu cPpksa esa ns[kk tkrk gS og
viuh psruk [kks nsrs gSa vkSj rc ;g tfVy ikjfl;y
fltjl dgykrk gSA fdlh le; rks ;g nkSjs 'kjhj ds ,d
fgLls ls vkjEHk gksrs gS vkSj 'kjhj ds nwljs fgLls esa QSy tkrs
gSAa bl rjg ds nkSjs dks lSdUs Mjh tSujs y
s kbts'ku dgrs gSAa
dkWEIkySDy ikjfl;y flt+l± vkSj lSdUs Mjh tSujs y
s kbts'ku
ikjfl;y flt+l± lk/kj.kr;k lh-ih- cPpksa esa ik;k tkrk gSA

vkbfM;kseSfFkd % bl izdkj dh fexhZ ds nkSjs gksus dk dksbZ
dkj.k ugha crk;k x;k gS k vkSj tkap lk/kkj.k gkrh gS k
bldk ,d dkj.k vuqokaf'kd gks ldrk gSA
flEiVksEkSfVd % bl Js.kh esa fexhZ ds dkj.kksa dks igpkuk tk
ldrk gS vkSj dqN tkapksa ¼czus LdSu] eSVkokWfyd vkSj tSufs Vd
VSLV½ dh lgk;rk ls fexhZ dk lgh dkj.k le>us esa lgk;rk
feyrh gSA

tkap ijh{k.k % fexhZ dk funku djus ds fy, nks tkap ijh{k.k
fd;s tkrs gSa lh-Vh- LdSu ;k ,e-vkj-vkbZ- vkSj bZ-bZ-th-A
9
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gksrk gSA bu izfØ;kvksa dk iw.kZ y{; fexhZ nkSjs ij fu;a=.k
djuk gksrk gSA gykafd fojks/kh nok,a blds ckn Hkh nsuk
vko';d gksrk gSA igys ds fy, bls vkf[kjh pj.k ekuk tkrk
Fkk gykafd vktdy ,fiysilh ljtjh dh lykg mUgha jksfx;ksa
dks nh tkrh gS ftUgsa nks lgh rjg dh nokbZ;ka nsus ij Hkh
fu/kkZfjr le; ij fexhZ ds nkSjs :duk jgs gksa rFkk ckj&ckj
nkSjs iM+rs gksAa

czus LdSu % efLr"d LdSu ls efLr"d ds fdlh Hkh lajpukRed
fuekZ.k ;k fodkl'khy efLr"d dks fdlh izdkj dh {kfr gksus
dk irk yxk;k tkrk gS vkSj blls mipkj ¼nokbZ ;k fexhZ
ljtjh½] jksx ls funku fnykus ds ckjs esa ekxZn'kZu djus esa
lgk;rk djrk gSA lh-Vh- LdSu vkSj ,e-vkj-vkbZ- bu nksuksa ds
vius xq.k vkSj voxq.k gksrs gSAa gykafd lh-Vh- LdSu ls tYnh
irk yxk;k tk ldrk gS vkSj ;g lLrk Hkh gksrk gS ijUrq
blls lhfer tkudkjh gh izkIr gksrh gSA ,e-vkj-vkbZ- ls
efLr"d dh cukoV dk bykt ds rjhds dk irk pyrk gSa tSls
nok] fdVkstSfud vkgkj vkSj ltZjhA nok ds tfj;s bykt
vkt dy lk/kkj.k mipkj ds :i esa bLrseky gks jgk gSA ftu
cPpksa esa nok mipkj foQy jgk gs ogka fdlh vyx rjg ds
mipkj dks iz;ksx djus dh dksf'k'k dh tkuh pkfg,A

;g fu.kZ; ysus ls igys mEehnokj dk foLr`r ewY;kadu fd;k
tkrk gS mlds ckn gh QSlyk gksrk gS fd og bl ltZjh ds
fy, rS;kj gS ;k ugha bl ewY;kadu esa vkerkSj ij 'kkfey gSA
Luk;fod tkap] fu;fer bZ bZ th dk yEcs le; dk ohfM;ks]
bZ bZ th fuxjkuh U;wjkslkbdksykWftd] ewY;kadu] ,e vkj vkbZ
vkSj QksVkWu ,fe'ku Vkseksxkz Qh ¼ih bZ ih½ ds :i esa
U;wjksbesftax 'kkfey gSA

1- nokbZ;ka
fexhZ ds bykt ds fy, dbZ izdkj dh nokbZ;ka miyC/k gSA
rhu lcls vf/kd bLrseky esa vkus okyh nok,a Hkh Hkkjr esa
miyC/k gS og gSa fQukbVksbu dkcZet
s i+ kbu vkSj osyizk,s VA
gkWy gh ds o’kksaZ esa dbZ ubZ nok,a cktkj esa vkbZ gSAa dqN
jokl fn[kkbZ nsus okyh ubZ nok,a gSa ysehVkbZftu VksikbZjes Vs
vkSj ysoVs jsfyVl nokb;ksa dh ek=k blds nq'izHkko d¨ /;ku
esa jjors g,qs ,d ;ksX; fpfdRld nokjk nh tkuh pkfg,A

4- osxl raf=dk mRrstuk ¼osxl uoZ fLVE;wy's ku½
blesa ,d fo|qr midj.k gksrk gS tks fny esa yxus okys isl
esdj dh vkd`fr vkSj vkdj ds tSlk gksrk gS vkSj mls ,slh
txg ij yxk;k tkrk gS tgka og midj.k xnZu dh osXl
raf=dk ls tqMk+ gksA
;g midj.k osxl raf=dk dks fu/kkZfjr varjky vkSj rhozrk esa
mRrsftr djrk gSA bldh lQyrk nj dks jksfx;ksa esa ijh{k.k
djds fd;k x;k gSA ftls 50 izfr'kr jksfx;ksa esa LFkkuh;dj.k
djds 50 izfr'kr fexhZ dh nj esa lq/kkj ik;k x;k gSA ;gka
rd dh bldh lQyrk dh nj fexhZ ltZjh ds cjkcj rks
ugha gS ijUrq ;g mfpr fodYi gS tc ejht+ fjYdVsUV gks
fdlh Hkh vkØfed fuxjkuh ds fy,] tc mfpr ijhljtZdy
ewY;kadu foQy jgrk gS ,sifs yikfVd Q¨dkbZ dh txg tkuus
esa ;k tgka dbZ xq.kk ,sfiysifVd Q¨dkbZ gksrs gSAa

2- fdVkstSfud vkgkj
fdVkstSfud vkgkj og vkgkj gS ftlesa de dkcksgZ kbMªVs de
izkVs hu vkSj mPp olk okys vkgkj ftlesa ,UVhysifVd izHkko
ns[ks x;s gSAa ;g 100 lky igys vPNs ifj.kke ds lkFk
bLrseky fd;k x;k FkkA gykafd tc ,sUVhysikfVd nokbZ
cukbZ xbZ rks mlds iz;ksx dks vLohdkjk x;kA
vkgkj izcU/ku ds djus ls igys ;g cgqr t:jh gS fd
vfHkHkkodksa dks ,d izf'kf{kr vkgkj fo”ks’kK ls mfpr izf'k{k.k
ysuk pkfg, vkSj tc bl rjhds dk vkgkj fn;k tk;s rks ml
le; vR;kf/kd /;kuiwod
Z mlds nq'efj.kke vkSj blls gksus
okys fodkl dks Hkh ns[ks vkSj bldk ys[kk&tks[kk j[ksA

fexhZ vkSj vkWfVLe
fexhZ ,d frgkbZ vkWfVfLVd cPpksa esa Ok;Ldrk esa ik;k tkrk
gSA lHkh izdkj ds m}sx ¼flt+j½ gks ldrs gSAa vkWfVfLVd
cPpksa esa ;g vkerkSj ij ;k rks ikap lky ls igys gksrk gS ;k
fd'kksjkoLFkk ds nkSjku gksrk gSA mu vkWfVfLVd cPpksa esa fexhZ

3- ,fiysilh ltZjh
,sfiysilh ltZjh ,d fodYi gS tks Qksdy flt+l± ds yksxksa ds
fy, bLrseky gksrk gS ijUrq buds mipkj ds fy, izfrjks/kh

(cont on facing Pg 11...)
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Study on Adults with Autism and their Families
Sachita Suryanarayan & Deepali Taneja

Adulthood is a complex phase of life, one which brings

views about the future and the perspectives they might
have gained through their journeys.

with it a plethora of new experiences, opportunities,
dilemmas and expectations. But what does it mean to be
an adult with autism in India? The experience and lives
of persons with autism beyond childhood is an uncharted
territory, where explorations have been sparse. As adults,
what kind of lives are they leading right now, what have
their experiences been like, what are their hopes for the
future? Also, in contrast to an interest in the care giving
experiences of parents with young children with autism,
the experiences of families with adults with autism is an
area that has not been delved into at all in India.
Although autism is a life-long condition, the research
literature on families with individuals with autism in
India seems to end when the individual transitions from
childhood to adulthood.

AN essential starting point was to ensure that our study
was ethically sound – for example that parents and adults
were informed participants in our study. Our project was
also reviewed and approved by both the UCLA and AFA
Institutional Review Boards. Adapting our
questionnaires and protocols to make them suitable for
use in India was another important step. As a part of this
process we translated the tools from English to Hindi.
We also adapted the tools to make them sensitive to the
Indian cultural context, for instance, by using Indian
names, Indian currency denominations and Indian
festivals in the questions. We then carefully tested, or
‘piloted’ our instruments on a number of adolescents and
adults, as well as parents of adults on the spectrum.
Based on the feedback, the tools were further modified
and revised and the process was repeated.

TO help answer some of these questions, a study ‘Adults
with Autism and their Families in India’ was initiated by
Action For Autism (AFA), in collaboration with Centre
for Culture and Health, University of California, Los
Angeles (UCLA). This study is a part of a project,
‘Research on Autism in Families in India (RAFIN)’
funded by the Foundation for Psychocultural Research,
which has supported the UCLA Culture, Brain,
Development, and Mental Health Program, along with
in-kind and related institutional support from AFA. We
interviewed 52 families with an adult with autism, living
in the regions of Delhi and NCR. Our aim was to bring to
light various topics, such as past diagnostic experiences,
educational and work experiences and daily living
situations. We also hoped to gain insight into the parents’

WE recruited families through letters and by providing
information to schools and centers that serve adults in the
area, and invited participation. The families were assured
that whatever they shared with us would remain
confidential. Beginning in January 2013, we visited the
52 families living in Delhi and NCR. The families varied
in terms of geographical regions within Delhi and NCR,
belonging to different socio-economic and cultural
groups. One very unique group of parents and adults
included 15 families who were first interviewed in 1996
(cont overleaf on Pg 12...)

(...cont from previous Pg 10)

gSA vkWfVfLVd cPpksa esa fdlh Hkh izdkj dh fexhZ gks ldrh gSA
fexhZ dk bykt vkWfVfLVd cPpksa esa mlh rjg ls gksuk pkfg,
ftl rjg ,d fcuk vkWfVLe ds cPps dk gksrk gSA

dh laHkkouk c<+ tkrh gS ftuesa vkWfVTe ds lkFk&lkFk ean
cqf)] xaHkhj O;ogkj fodkj] lsjcs y
Z ikWfylh ;k vlkekU;
ekufld ijh{k.k gksrk gSA cPps ftuesa bUQsUVkby Lik'ke ds
uke dh fexhZ ikbZ tkrh gSA

MkW- fufru egs'ojh ,d LUkk;q raf=dk foKku izHkko dh
dk;ZdrkZ gSAa eSnkrk esfMflVh xqMx+ kao] fnYyh] jk’Vªh;
dqN vkWfVfLVd cPpksa esa fodkl izfrxeu ns[kk x;k gSA ¼igys jkt/kkuh {ks= esa 1250 fcLrj okyk lwij Lis';fyVh vLirky
ls lh[ks dkS'ky Hkk”kk dk [kksuk½ gkykafd vkWfVfLVd cPpksa esa
gS ;g ,d izf'kf{kr cPpksa raf=dk foKku] tkSu jsMkfDyQ
Hkk"kk dk izfrxeu 12 ls 24 eghus dh mez esa gksrk gSA og
vLirky vkWDlQksM]Z baXySMa tgka og nl lky ls dke dj
cPps ftuesa cgqr de i<+h tkus okyh ,y ds flUMªke fexhZ
jgs gSAa vki lHkh lapkj fuEufyf[kr bZey
s ij Hkst ldrs gSa
gksrh gSA mu cPpksa esa izfrxeu 3 lky dh mez ds ckn gksrk & nitin.maheshwall@medanta.org
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(...cont from Pg 11)

Teaching Self Care Routines
Part-1

as part of a study by Tamara Daley. For this group, we are
fortunate to have longitudinal data across these 17 years.
We also had the chance to meet families with different
levels of contact with AFA, ranging from those who have
had a long time association with AFA, to those who may
have visited AFA intermittently over the past two
decades, and those who had never visited AFA or even
heard of it.

Indrani Basu

For all those of us, who live and work with people with
autism, whether as professionals or as parents, there is a
never ending list of skills that we would ideally like them
A team of 2-4 persons from AFA then visited the families to learn. Better communication skills, both receptive and
in their homes. Warmly welcomed everywhere, our visits expressive, better social understating, so as to make
navigating social situations and relationships easier and
lasted for around 4 hours. While a part of the team
interacted with the parents, the other group interacted with more fruitful, better cognitive skills, better play and
leisure skills...the list goes on…. One of the areas that
the adults with autism. Our interactions with the parents
often tops the list, especially as children grow a bit older,
and adults with autism were equally novel and insightful
is independence in self care routines. We do know that
experiences. Often the siblings, relatives and extended
once individuals with autism have learnt a skill or a
family members joined in the conversation. We met men
routine in a particular way, it is often difficult for them to
and women on the spectrum ranging from ages 18 to 44.
unlearn that routine and learn it afresh in a different way.
In addition to conducting an autism assessment using the
And, it is this understanding, which makes it so critical
standard ADOS measure, which is based on the verbal
to teach the right routines in self care as early as
skills and interests of the adults, we also spoke to some
possible. Along with, is the understanding that
of the adults about their thoughts about self, and their
independence in daily self care routines is a vital
interests and experiences.
component of their being able to lead self reliant and
WE met with a diverse range of persons on the spectrum: dignified lives as adults. Such independence works
wonders for their own sense of achievement and self
unmarried and married -some staying at home, others
esteem. For parents of course it is an enormous relief,
attending schools and colleges, going to different
knowing that in the future they may be less reliant on
vocational and pre-vocational centers and employed in
others, especially when parents are no longer around to
different jobs, including private companies. We also met
assist them.
some exceptional singers, painters and sportspersons.
These interactions have been the starting point to continue
to reach out to families. Based on the needs expressed by A small handful of individuals with autism will pick up
self care routines much like non-autistic children; but the
the parents, we have put together reading material and a
rest will need planned teaching. Hence, teaching self care
talk on legal issues that families could attend and benefit
from. We continue to compile information as requested by routines is an essential goal in the educational plan of
most individuals with autism.
the parents. In addition, we also aspire to connect the
families with each other, in the hope to create avenues and
THERE are some unique challenges that individuals with
provide a platform to address common goals of the
autism spectrum disorders face in learning such routines.
families, as well as serve as a much needed support
A leading one may be lowered levels of self awareness
system for them.
as well as lowered levels of social motivation. Most of us
who are non autistic are highly motivated socially. We
THE process of collating and putting together all the
information and insights gained through our study is now are extremely aware of how other people perceive us and
make a conscious effort to ‘look good’ in other people’s
underway, and we look forward to sharing this with our
eyes, to present ourselves in a manner that is socially
readers as we progress. Meanwhile, we extend our
heartfelt thanks to all those families for their time and for appropriate. By this, I do not mean just the physical
sharing their journeys and perspectives with us and deeply appearance, but, in the way we present ourselves as
individuals, and in every other way. There is also the
appreciate this opportunity to learn from them and get a
intrinsic motivation to acquire skills, so much so it
glimpse into their lives.
becomes a part of our lives as we grow, to acquire new
For additional questions do contact rafin.project@gmail.com
skills along the way, be they self care skills or any other.
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BUT perhaps that may not be the way it starts. A little
two or three year old, making an effort to eat
independently and neatly, is hardly aware that this is a
‘socially desirable’ behaviour. What he is aware of is
that his effort is going to make his parents ‘happy’ and
that he is being ‘smart’ when doing this.

self care routines extremely cumbersome and
challenging.
DIFFICULTIES in performing self care routines
independently may sometimes have to do with fine or
gross motor difficulties or with motor planning skills
required to complete the activity. So if a child has
difficulty in gripping linear objects, like a comb, a ruler,
a toothbrush etc, it can lead to difficulties in learning to
grasp a spoon.

AS non autistic people, most of us thrive on this kind of
social motivation. But, people with autism, given their
difficulties in theory of mind, in intuitively
understanding and anticipating what other people think
and believe of them, may not be driven by social
motivation. It is important to keep this in mind when
teaching self care routines to children with autism. In
fact, it is an important factor to keep in mind whilst
teaching them any skill!

THE other cause of challenges in learning self care
routines may arise from sensory processing issues. An
individual may have an overly sensitive scalp leading to
difficulties in learning to shampoo hair, or a highly
sensitive sense of smell or touch throwing up challenges
in using the soap available. Others may find it hard to
soap their face or body adequately due to proprioceptive
issues.

IN addition, young children learn by observation and
imitation. They watch their parents and want to do what
they do: comb their hair, eat their food, dress themselves,
etc. Most children on the spectrum have significant
difficulties with intuitively learning through imitation.

IT is extremely important to keep all these factors in
mind whilst teaching self care routines to a person with
autism, so that the learning is successful and can lead the
person towards independence.

THEY may also have difficulties with executive
functioning and with holding and organising information
in their minds. Difficulties in learning self care routines
can arise from the effort in ‘remembering’ the different
steps in any routine and the sequence in which they must
be carried out. So for instance for most of us, whilst
bathing, if we are to shampoo our hair, we ‘remember’
that we need to shampoo as well as soap ourselves, and
then rinse off both the shampoo and the soap. The person
with autism may need a reminder of some sort so as to
not miss a step.

THE following suggests a few basic strategies that can
help in successful teaching of self-care routines to
individuals with autism spectrum disorders as well as
other developmental disabilities.
• Identify the target self care routine. Whilst teaching
self-care routines, we may want to target any one
specific self-care routine. Teach all the steps for the
completion of the routine to independence, before
starting on another one. So for instance, the single self
care routine that we target could be teaching the child to
eat with a spoon and we teach the child all the steps to
eating independently with a spoon, (scooping the food in
the spoon, lifting the spoon to the mouth and then putting
the spoon in the mouth and eating) before we move on to
teaching another different self care routine, say bathing.

THERE may also be difficulties in maintaining attention
on the task at hand. Some individuals with autism,
should they lose attention in the middle of a self care
routine or have to halt the routine for any reason, then
they may have to go back and start again with the first
step of the routine, to help them ‘remember’ all the steps
required to finish the activity. Whilst wearing his shoes
and socks, D got distracted after he’d put on both socks
and was about to put on his shoes; he had to take off his
socks and then start the entire routine from the beginning
again to be able to remember the sequence of steps
required to finish the routine of wearing his socks and
shoes successfully. On the other hand, N put on his vest
and shirt and was about to button his shirt when he
noticed that his shirt was on inside out. He had to take
off his shirt and his vest and put them back on again.
Repeated instances like this may make the simplest of

ALTERNATIVELY, we may want to target one step
each, in multiple sets of different self care routines at the
same time. Teach the one targeted step of each of the
selected routines to mastery, and then move on to the
next step in each of the routines. In this scenario, say, we
target the self care routines of eating with a spoon,
bathing and washing hands. In each of these routines we
choose a single goal for each respective self care routine.
For teaching to eat with a spoon, we target to teach the
child to put the spoon in his mouth and eat, after the
13
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care skill need adaptation? Are there sensorial issues,
does the child miss a step and need reminders?

child has been helped to scoop up the food in the spoon
and and the spoon lifted to mouth level. For bathing,
after soaping while rinsing the soap off, we teach him to
pour water over himself for a final rinse. For washing
hands, after we have helped the child wet his hands with
water, rub soap and rinse his hands, our target could be
to teach the child to close the tap.

• Write up a task analysis. As everyone trained in
special needs education is aware of, each self care routine
is comprised of a ‘chain’ of several steps. Each activity
we do has numerous links in the chain that we carry out
instinctively without much thought. The routine of
washing hands with soap comprise of opening the tap,
wetting our hands, taking the soap, rubbing soap on the
hands, keeping the soap by, rinsing our hands under
water and then closing the tap.

ONCE the target for each of the chosen self care routines
is achieved, we start teaching the next step each in each
respective routine. So, once the child has learnt to put the
spoon in his mouth and eat from the same, we now teach
him to take the heaped spoon to his mouth. Concurrently,
we help with less of the rinsing and teach the child to
rinse the soap of his body completely on his own, and
wash the soap off his hands.

A task analysis ensures we note each step and in the exact
sequence of steps that add up to the completion of the
self care routine. Ideally we perform the task ourselves to
note the sequence of steps necessary to perform the task.
Then when we teach the task to the child we have to see
if the child has the skills to perform all the steps required
to complete the task. If the child already has the discrete
skills then one can start teaching the child to follow all
the steps in order so as to complete the tasks.

OUR targets would be largely dependent on the
individual child’s learning style and capacity, as well as
the amount of time that we can devote to the teaching.
• Keep the child motivated. No learning can continue
to be successful without appropriate motivation. If the
child in not instinctively motivated to finish a self care
routine it would be extremely important for us to identify
external motivators. These could be favoured toys,
activities, food, or even a favoured stim. For instance,
when teaching a child to eat independently, a child who
likes pickles could be offered a tiny amount of pickle
after each morsel that is eaten independently. The
frequency of offering the pickle would be gradually
decreased as the child gains proficiency in the target
skill. Or whilst teaching the child who keeps jumping up
and running away to ‘sit on the pot’, the child could be
given a favoured toy to hold on to, to keep him
motivated to continue sitting.

IF the task presents any steps that the child does not
currently have mastery over, then it would be premature
to expect the child to perform the complete task. In that
case the child will first need to learn the missing skills in
order to eventually carry out that self care routine
independently. If the child needs to perform any of the
steps with prompts, that too will need to be noted. This
will provide the baseline. We will see a pattern emerge
of what steps we will need to focus on teaching him for
the targeted routine.
• Use backward chaining. Chaining refers to process of
teaching the sequence of steps to complete an activity. As
mentioned in the preceding, this ‘chain’ can be arrived at
by a task analysis of the specific activity. There are two
types of ‘chaining’ that can be used to teach: forward
chaining and backward chaining. In forward chaining one
begins with teaching the first step in the ‘chain’ or
sequence and progressing to the last step. In backward
chaining one begins with teaching the last step in the
‘chain’ or sequence first, and moving backwards to the
first step in the chain.

ANOTHER strategy could be to incorporate the
motivating item into the routine itself.
A child that seeks visual stimulation may be motivated to
use ‘transparent’ soaps like Pears glycerine that he can
‘look through’ whilst learning to soap himself.
• Do a functional analysis. After having figured out
appropriate motivators for the child, it would be
important to know the current level of performance of
the child in the target area. Take notes; collect data for a
few days. Which sections and how much of the skill does
the child have mastery over. Which are the areas of
difficulties? Are they difficulties in gross or fine motor
skills; do the necessary tools required for a particular self

Forward Chaining. In the routine of washing hands for
instance, the ‘chain’ comprises of the following steps:
.
1.
Opening the tap
2.
Wetting hands
14
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3.
4.
5.
6.
7.

Taking the soap
Rubbing soap on the hands
Keeping the soap by
Rinsing hands under water
Closing the tap

IN using forward chaining we would start with teaching
Step 1, ie opening the tap. As the child masters that step
we then proceed with teaching the Step 2, and the Step 3,
and so on with successive steps till the last step ie
closing tap is achieved.
Backward Chaining
In backward chaining the sequence for teaching will be
as follows:
1.
2.
3.
4.
5.
6.
7.

Closing the tap
Rinsing hands under water
Keeping the soap by
Rubbing soap on the hands
Taking the soap
Wetting hands
Opening the tap

THE child starts with learning to perform the last step
first, ie Step 7, closing the tap. When the child is able to
close the tap independently, we help him learn Step 6, ie
teach him to rinse hands under water. Once the child
learns this step, we would then teach the previous step ie
rinsing hands under water and similarly keep teaching
each previous step till the first step ie opening the tap is
achieved.
USING backward chaining can be particularly effective
when teaching individuals with developmental
disabilities. An important advantage of teaching the last
step first is that after the child performs the final step and
the activity gets over, giving the child a sense of
achievement.
ALSO, if the child is to receive a favoured toy or activity
after the task is finished, the connection between
receiving something favoured immediately after having
‘finished’ the activity independently will reinforce the
effort far more strongly.
• Desensitise and/or trouble-shoot sensory issues. As
mentioned earlier, sensory processing difficulties often
affect independence in self care routines. This needs to

be addressed if we are to expect success. So, if a child
refuses to wash his hair because of an over sensitive
scalp, we need to find ways of lessening the discomfort
(ie use a soapy washcloth, pour water gently over head
instead of using a shower to rinse), or try to desensitize
the scalp by applying deep pressure on the scalp before
showering and washing hair.
IF the smell or taste of the toothpaste is a concern, then
we may need to go shopping for new products (with the
child if possible) and experiment with different
toothpaste. If the texture of a thick pile towel is aversive,
we may want to use a thin towel or try a ‘gamcha’.
• Adapt tools / equipment: Whilst teaching any skill,
we want to ‘structure’ for success. It is ideal to provide
the child with items required for the particular routine,
which will maximize the chance of success in learning.
So, whilst teaching a child to eat rice and dal, it may be
better initially to give the child a plate with raised edges
(like a thali) instead of an ordinary plate. This will make
it easier for him to scoop his rice and dal when eating.
Similarly, when teaching a child to wear a Tshirt,
initially, the child could start learning with a loose Tshirt
that slips on easier. As he gets adept at wearing the
Tshirt, he could move to more fitted clothes.
• Teach required component skills in a table top
environment. If required we could teach certain skills,
one on one in a table top environment. For example, if
we are teaching the child to button his shirt, we may use
‘buttoning boards’ to teach the skill of buttoning
separately.
• Work on imitation skills. Imitation is a vital skill to
keep working on. With so many things that we would
like our folks to master, if they have good imitation
skills, they may start ‘imitating’ some things from the
environment and learning them without intensive
teaching on our part.
SO, with good imitation skills, there could be a child
who may learn certain self help skills by just observing
and ‘imitating’ those in his environment without any
active teaching on our part. Also, if the child can imitate
actions well, we could teach him some of the steps of a
self care routine through imitation. This is particularly
appropriate whilst teaching self care routines to
adolescents and adults with autism.

To be continued in the Deceber 2013 issue of Autism Network
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H E L P L I NE
Q My son does not play with toys. I have been told that

communicate as well as improving cognition.Toys can
enable children learn a great many skills. You could take
your child to a toy store and observe your child to see
what kind of toys appeal to him. Keep introducing you
child to toys.

children with autism do not play with toys in a manner
that the toys are supposed to be used. In that case, should
I give my son any toys to play with?

A It is true that children with autism often do not play

with toys, or do not play with them in the way non-autistic
children do, or in the way toys were intended to be
‘played’ with. They may take them apart, bang them, line
them up, fling them out, or explore them with their mouth
and tongue – long after the stage of mouthing and
exploratory play is over. Some might engage in age
appropriagte play with a toy, though the routines might be
repetitive and without growth and variety.
Children know instinctively how to ‘play’ with a toy or
otherwise. But children with autism may often have to be
‘taught’ how to play, and this includes how to play with a
toy appropriately. But that does not mean we do not give
our children toys.Even when a child does not ‘play’ with
the toy appropriately, a skilled therapist or an observant
parent can ascertain what kind of toy and what aspect of
that toy might appeal to the individual child and in what
ways the child might enjoy manipulating the toy. If the
adult is able to guage or understand in what manner a
particular toy motivates an individual child, then even if
we do not use that toy in the manner it was created for, it
can be used as a ‘tool’ to make learning a more enjoyable
experience.

Drishaan Grover, a nerdy 16-year-old, has a CGPS score of
10 having got more than 96% in his CBSE Class X Board
exams. Drishaan, whose favourite subjects are math and
science; loves video games, surfing the net, and playing the
keyboard. He also has a diagnosis of Autism received at
age three. Drishaan initially went to a special needs school,
but has otherwise attended regular schools with able
support from his remarkable mother, Sudanshu, who is an
Autism specialist. Drishaan epitomises the heights an
autistic individual can scale given the right environment.
Despite being an exceptionally intelligent teenager, being
in the mainstream has come with its set of challenges. For
instance, Drishaan would find it very difficult to focus on
the high noise levels in the classroom, or would need to
move around to enable him to concentrate on what is being
taught. Aster Public School (APS), Ghaziabad, from where
he appeared for his tenth Boards was supportive of his
needs. His mother complemented this by creating assistive
learning tools for Drishaan and making his learning
experiential.

It is a commonly accepted fact that most children with
autism are often not socially motivated to learn new skills.
Yet children learn best when they enjoy the process of
learning, when learning by itself is motivating. When
teaching is coercive it is difficult to sustain the child’s
interest. If we know that there is something – in this case
a toy - that appeals to the child, then that can be used to
entice the child to learn. A variety of toys that appeal to
the child can then be used to help begin and continue to
enjoy the learning process. Of course for some children
what is appealing may not be a toy at all! It might be
something completely different, like music, a physcial
activity, a picture book, or a sparkly ribbon!
Children can learn to ask for the item appropriately, learn
to identify the object, learn to follow instructions, learn to
describe the item. In the process they are learning to

Autistic Teenager Scores a Perfect 10

The first mainstream school Sudanshu had approached for
Drishaan’s admission, in Baroda, turned him down soon as
they learnt he had autism. She succeeded in making the
school authorities change their minds. When they moved to
Delhi, APS agreed to take him in on conditon that he
appear for a test first. Drishaan maxed that with flying
colours. Earlier this year, after appearing for his Boards
Drishaan applied to a few schools for admission to Class
XI. The first school he approached turned him down on
learning he had autism. Eventually he has joined Father
Agnell in Noida.
Drishaan’s twin Dishebh also has a diagnosis of autism and
has followed a different trajetory. He attends a special
needs day programme, Open Door at Action For Autism
(AFA) in New Delhi. Sudanshu Grover is the Coordinator,
Special Needs Education, at AFA.
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Know Me. Teach Me
RCI Accredited Workshop

Venue: The National Centre For Autism, New Delhi
Dates: 21-23 September 2013 Time: 9:00 am - 5:00 pm

Are you a professional who has children with autism in the classroom? Are you a parent of
a child with autism?
? Has the child suddenly started becoming ‘stubborn’?
? Does the child learn something and seem to forget it the very next week?
? Why does the child not tell you what happened at home or at school?
? Do you sometimes feel that the child ‘understands everything’,
but is deliberately not listening/doing what you ask her?
? Why does she not play with other children?
? Does he ‘behave himself’ with his Occupational therapist but not you, his special educator?

If you have these questions or others that you are seeking answers to, then AFA’s annual
training workshop, ‘Know Me, Teach Me’ is the workshop for you.
Know Me, Teach Me is not about fixing the child with autism, it is about understanding and helping him learn
and grow with dignity
This workshop is for anyone who lives, works and or /interacts closely with persons with autism: young
children, older children, adults, newly diagnosed and those diagnosed years ago, for those in special needs
schools, those in regular schools, and those in no schools, for those learning to use a blackboard and those
appearing for their boards.
It is for every kind of label ‘mild’, ‘severe’, ‘high functioning’, ‘low functioning’….
Know Me, Teach Me will help those who want to get started – in the real sense of the word, and for those who
want to go deep into understanding and help the child with autism reach his fullest potential.
Action for Autism
The National Centre for
Autism
Pocket 7 & 8 Jasola Vihar
New Delhi 110 025

Download Registration Forms
from:
http://www.autism-india.org/
For further details contact:
Aditi Rao, Trainings Coordinator
Email:
anvay.trainings@gmail.com
Mob: + 91 99906 72647

Telephones:
+91 11 4054 0991. 4054 0992
6534 7422
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(...cont from Pg One)

However, mother was seeking a letter stating that her son
would benefit from attending a regular upscale private
school in Delhi. She was unwilling to bring him to our centre
for an assessment, let alone for any intensive work.

BOOK

POST

Unfortunately, she had been given to understand that if
her son went anywhere near a place that had ‘severe’
children with autism, he was doomed, and that an inclusive
classroom would ‘fix’ him.
The common perception at the time was, one that still
persists widely till date, that if the child was ‘mild’, had
‘PDDNOS’ or ‘Asperger Syndrome’ (quotes used with
responsibility) or ‘could speak’, then the child did not quite
have autism. As a result children who could have benefitted
from specific and targeted intervention were instead put
through years of academic tuitions and often continued to
have severe social communication challenges as adults.
It was nearly impossible to get people to understand that
all of these labels – PDD, Aspergers Syndrome, mild,
PDDNOS, High functioning Autism, were manifestations of
a continuum of the same condition and that the individuals
ALL face the same challenges, though at different levels;
that getting autism-specific interventions will not in any
way make them more autistic, but would instead
contribute to more inclusive lives.
It was experiences such as these that led to our
introducing the term Autism Spectrum Disorders in place
of Autism, way back in the late 1990s and early 2000s,
including in our lobbying with the Rehabilitation Council of
India for a teacher-training course.
The change to Autism Spectrum Disorders in the
DSM V, will, we hope contribute to awareness of the
similarities of challenges that individuals with Aspergers
Syndrome and Kanner’s autism and all those in between
face; and give parents and practitioners the message that
even those who are more functionally able, need
understanding, treatment and support, to maximize their
potential.
The main focus of our September training workshop, an
annual AFA fixture, is to help parents and practitioners
understand autism; the basis of helping the child.
Understanding autism is not, as often presumed, for the
‘severe’ types. It’s for everybody with an Autism Spectrum
Disorder
Disorder!
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Wishing everyone a happy Id, Rakhi, Dushera, and Diwali in
the months to come!
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