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FOREWORD

Autism Spectrum Disorder (ASD) is the neurodevelopment disorder

which impacts the nervous system and affects the overall cognitive,

= emotional, social and physical health of the affected individual. The

L oot/ National Trust serves for the welfare of persons with Autism, Cerebral
V Palsy, Mental Retardation and Multiple Disabilities.

l The National Trust supports to Autistic people as far as possible to

live within their own families and to promote measures for their

care and protection. Over the years, the National Trust has putin

order various Schemes / Programmes to cover entire life span of Divyangajn i.e. Disha

(Early Intervention and School Readiness Scheme), Vikaas (Day Care for 10+ years

Scheme), Samarth (Respite Care Residential service), Gharaunda (Group Home for Adults),

Niramaya (Health Insurance), Sahyogi (Caregivers training programme), Gyan Prabha

(Educational support), Prerna (Marketing Assistance), Sambhav (Aids and Assisted Devices)
and Badhte Kadam (Awareness, Community Interaction and Innovative Project).

There is lot of stigma and myths associated with this disorder. The persons with Autism
requires long-term assistance and follow up across entire life-span. However, early interaction
always helps a lot. It is one of the most misconstrued images in the society when it comes
to a neuro-developmental condition. Due to social stigma in the society about the ASD and
lack of awareness, the late diagnosis of the condition can hamper its management.

We envision that this resource material will bring positive changes in the life of persons
with Autism, their family and Care Professionals.

(Dr. Vinod Aggarwal)
Secretary, DEPwD & Chairperson, The National Trust
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FOREWORD

A neurodevelopment condition which affects the brain’s growth and
development is termed as Autism Spectrum Disorder (ASD). Itis a
lifelong condition, and has a debilitating effect in the area of
socialization and communication, speech and language, cognition
and imagination. Through early detection and intervention the impact
of the ASD can be reduced in the children in their early infancy.

Foremost endeavor of the National Trust is to work for the welfare
of persons with Autism along with other neuro-developmental
disabilities to enable and empower them to live as independently
and as fully as possible within and close to the community to which they belong. To attain
this objective the National Trust is taking lot of initiative to spread the responsiveness amongst
the society and has designed various schemes / programmes to cater the services to the
persons with ASD across the country through its Registered Organisations i.e. Disha -
Early Intervention and school readiness scheme, Vikaas - Day Care service for 10+ years,
Samarth — Respite Care Group home-, Gharaunda - Group Home for Adults, Niramaya -
Health Insurance, Sahyogi - Caregivers training programme, Gyan Prabha - Educational
support, Prerna - Marketing Assistance, Sambhav - Aids & Assisted Devices and Badhte
Kadam Awareness, Community Interaction and Innovative Project.

Time to time the National Trust disseminates the resource material amongst its stakeholders,
parents and Care Associates for the better understanding about the Autism. | am thankful
to AlIMS for preparing this material.

| hope this will facilitate the parents as well as experts to understand the condition of the
persons with ASDs and help them to deal with person with ASD in a better way.
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(C.K. Khaitan)
Joint Secretary and Chief Executive Officer
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FOREWORD

Neurodevelopmental disorders are emerging as major public
health menace, Auism spectrum (ASDs) being one of the
commenst. Autism spectrum disorders affect people across
lifespan, geographical boundaries and various ethnic background.

We, at All India Institute of Medical Sciences, New Delhi are committed in our
effort in treating children with ASDs. The month of April is globally celebrated as
Autism awareness month and keeping that spirit alive, the Department of Pediatrics
have been organising interaction programme with parents and public health lecture
regularly for last 5 years. | appreciate and congratulate them on their initiatives in
managing these children and disseminating knowledge and awareness to the society
about this mystical disease entity.

| wish them all the best in their initiative of taking out these resource materials which
| strongly believe will help parents and caregivers in understanding their children
better and health care personnel in providing better care to these children.

¥

(Prof. M.C. Misra)
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FOREWORD

India is one of the most vibrant and dynamic economies of 21st
century. Although the Health care sector is taking giant leaps in the
form of paradigm shift in personal and environmental hygienic
practices, eradication and containment of infectious diseases,
maternal and newborn health; neurodevelopmental disorders like
Autism Spectrum Disorder (ASD) continue to effect the life of a
substantial proportion.

Autism Spectrum Disorder has far reaching personal, socioal and economic adverse effects.
There are lot of stigma, superstitions and myths associated with this disorder. All these
children require long-term treatment and follow up across entire lifespan. The initiative of
the government is to mainstream these children as much as possible into the society.

The Child Neurology Division at the Department of Paediatrics, All India Institute of Medical
Sciences, New Delhi caters to a significant number of children with ASDs. The last half a
decade have seen them take major and novel strides in management of these children.
They have been observing Autism awareness month annually for last 5 years in the form
of parent-doctor interactions and public health lectures. They have been playing significant
role in management of these children, dissemination of knowledge and advocacy on this
disease across India and neighbouring nations.

These resource materials that they have taken out will help both parents and specialists
in understanding the entity and managing these children better. | congratulate them and
wish them all the best in this entourage which in near future will potentially have far reaching

personal, social and economic positives.
.: W
<

(V. SRINIVAS)
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FOREWORD

The last decade and a half is witnessig Autism Spectrum Disorders (ASDs)
emerge as public health concern. A significant proportion of patients attending
pediatric outpatient services are afflicted with ASDs. The prevalence of ASDs
in Indian children is on a rise which is comparable to the global data.

The Child Neurology Division at the Department of Pediatrics, All India Institute
of Medical Science, New Delhi caters to a significant proportion of patients
being seen at the inpatient and outpatient services, ASDs being one of the commonest morbidities.
They are also involved in various research activities on ASDs and are committed in pursuing
crosscutting research in the future on this entity. The Department has been planning interaction
programme with the parents in the form of panel discussions and public health lecture annually for
the last 5 years during the month of April which is observed globally as Autism awareness month.
This year the Division is organising interaction programme with the parents in the morning followed
by an educational activity in the afternoon for doctors and rehabilitation specialists. The Division
is also taking out resource material which would be helpful both to the parents and specialists.

We envisage that this sincere and novel community and educational endeavour will have positive
consequences in the life of patients with ASDs, their families and health care personnels.

Ny

Professor V.K. Paul
Head, Department of Pediatrics
AIIMS New Delhi
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FROM THE CHILD NEUROLOGY DESK

Autism spectrum Disorder (ASD) is emerging as one of the _
commonest disorders with which a child presents to a Pediatrician’s ﬂf
office. In a NIH funded study, conducted in collaboration with INCLEN foundation, the
prevalence of ASD in Indian children was estimated to be 1.1 per thousand population
with no difference between rural and urban estimates.

The ASD are a neurodevelopmental disorder characterised by impairment in
communication and social interaction with presence of ritualistic and stereotype
behaviour. The global prevalence is on the rise and the trend in India is no different.
Partly it is because of the increasing awareness but significantly it is because of changing
genetic endowment and environmental dynamics.

We, at the Child Neurology Division, Department of Pediatrics, All India Institue
of Medical Sciences, New Delhi are committed in our endeavour for treating children
with ASDs and improving the quality of life of these children and their families. The
Division, over the years has a developed a holistic rehabilitation programme for these
children with Pediatric Neurologists and Child Psychologist being the key figures. The
Programme also allows the patients to be seen by Nutritionists, Occupational, Speech
and Physiotherapists reuglarly on an individualised basis. They also have access to
Ophthalmologists, ENT specialists, Dentists, Gynaecologists and Medical Social workers
depending on individual patient requirements. In near future, the Division also envisages
an one-stop under one roof rehabilitation and treatment facility for these children.

The Division caters to patients from the entire country and neighbouring Southeast
Asia nations. In the last financial year, more than 300 new patients have been seen and
atleast 200 old patients were under follow up in the Autism Clinic at the Pediatric outpatient



services at AIIMS, New Delhi. The Division is also involved in advocacy for these
patients at the National and Global level. We are working closely with the Government
of India for the betterment of these children and their families. We have also developed
and validated a diagnostic tool for ASD, which has been further developed into a mobile
based telephone application that will empower health care personnel in diagnosing children
afflicted with ASDs.

The month of April is globally observed as the Autism awareness month. In this
regard, the Division has been organising interaction programme with parents and public
health lectures annually in the month of April for last 5 years. Every year we have taken
out resource materials for the parents and caregivers. This year we have a parent
interaction programme in the morning followed by an educational symposium for doctors
and rehabilitation experts. This book is a compilation of bilingual chapters which provides
a panoramic view of ASD across lifespan including frequently asked questions. We
hope this will help parents, caregivers as well as healthcare personnel in understanding
the disease entity and handling and managing these children better.

We, at the Division are extemely thankful to our Director, Professor M.C. Misra
for his continuous support and enouragement. Our heartfelt gratitude for the Deputy
Director Administration, Mr. V. Srinivas, for his constant guidance and untiring
cooperation. We are indebted to Professor V.K. Paul, for his infectious enthusiasm and
scientific rigour, which has always encouraged us to achieve and strive more in our
endeavours. We are immensely thankful to Professor Madhulika Kabra for her invaluable
guidance and support. We are extremely grateful to Dr. Savita Sapra, our child

psychologist, for her efforts and contribution.
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Professor Sheffali Gulati

Chief, Child Neurology Division
Department of Pediatrics
AlIMS, New Delhi
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1. difesw / quast @@ 87

oS! a1 A 2 siifesH Waed Wit | “aiifesq” U UM 3ee & ST dlel- @1 Bl bl Fefid Hrdl &
(ST / BTa |1d /AT, fHT Al YR BT HaR ST 379 Afdd Pl 6Ie o & (oI UARIT Il 2); AT
FIER (U AfHT U Fig ol IRAR, IR AT FHGH H fhd TR fAdax 38T 2) ok Wifta oo 3iik
/ I FIeR | <IeNId | 3 dTel IRUTH § 59 faR o aHsimar T 2

“WIeH” ggTaell BT 2R 8 S 39 Refd aret e aafdd o =T @ik rrar <oiidr & | WagH & fafaw= fawt
¥ ST AT YHR P deai H 3T R 8 Hebdl o, ST G 3R 79 Ul oIl & 5Td Fed dierT 3R Ag=m
YH PR © | IS T A a9 B IH Tb a1 BRAT Yo DR odl © 3R I8 A § PIg BioATg el sl dl gedf
P TR AT &7 ST © 1R 31 T WIHT M § o el § a1 S9d AE & HHl & BRUT J JFeH
& TR RN W BT € | yd g 4 AMGs 7 siffew @ fferRad Suanifaver ey v &R Sefe g
# AT — 5 BT gD AT A A7 7T 7 3R ST TS AT QU] B UG A S ded @l T B |

4 Childhood
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Disorder Disorder
| Pervasive Developmental
| Disorder - Not
‘ Otherwise Specified

1 quEs! &I T
2. Jifew @1 feM &= @ forg Mg U 9 W 2 IR TED Tl UgaE D4 DI
STl 87
STafd QUAST BT UdT 2 AT D ST H o 1T ©, ARG gai H 4 ot o 7 T quas! &l e 78l
fopar ST B | v e &1 d 99 s9 S9 UBR gRT 39 UPR © ¢
diffeRe® @R : 3 ad, 10 A
RARTE STadHed fdeR — e s Afde 781 fhar S (NS — UHeiid) - 4 a9, 1 A1
ToR fABR : 6 I9, 2 HE

e | gwitar M ¥ vus) & yaIfad gedi & Arar fdT ot 9% & Uget Sifed ¥ Uget fadr
Hefeft T B T q@d 21 3 iR g @ vy # WReR o IR W ugd Wit § Rurd fg o € iR
AT, FAR 3R dRId AICR DI H 3R 6 A8 &I 9 4 WS d 8 | 1T IJHe H <=0idm 17 & b
Ife T STod] BXderd fohar SI7ar & a1 A 920 31U Ao FaER &l HHl I IURE H We 8 ¥hd © | 31
S 99 S el (S SIRaH H 8) B Sfedl A STeal UgaT BT YA o Sif Je7 €, Sil e 1 9 2 A
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DI SH | gaT I Y iR fafdhedr gvaer R4 faham Y | S 1T fUar & Wk & Gddi & aR H SIdRy
ST 3IR Sfaex B e dAervli /Havdl & oy @R AR WR Y8 SR SIiae BT TR <A1 e ¢ | iffesH
WaeH fSRITER 1 I8 Uga™ U A Q1 AT & S8 H o3 IR 9 "3 o) Sied] ugar” Hel Sl & |

3. 3 @ 4 fRwa] 8 e siifes o Sedl uga™ @ o Wahl 8°

3IfESH oY YoM TTeal BT & 1 AR IR g srawen #, ey g e # 721 omeh, R g0 oferor aga
Zed 3R IR faRre B | 39 YHaT! AIRMSE Hahd ST 3iffes &1 g™ &v # HedT < 9ad €, 39
ThR & :

fRrgy arawen

(@) Ry Tere™ R ufafsar w8 <ar 2 |

(@) fRrg M # o 3R gdhs W IMGT B |

(M AN A STEl BT HUS 99 H [Imdt I8aT &, WK AR IR AT a1 & A1l — S 9 S99 91 N @ |
(®) o9 S DIy AT A1 RaclHT fezarar Srar € o 781 <@dl A1 DR TEl bRl & |

qTEATTERAT

(®) = Bredfeh Well H WM TET B € | $0D oMY I {1 Ryl =1 A7 =7 g2l & ey A gl
B Wl ©, ol AT, B 3R 3 M T areaRerd &R a7 I d RIS 8 O & |
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I forw v foR el &1 wmer & | feg & &1 T8 g9eT oWl off 9adl 8 W9 g9l U
el / Bl /BTl & eIaR =8 AT fd= M & TS 2 |

) T sfAfhaTele 81 Wahd © | $9@T 31 § I U1 A YHRA U= URIhAr T8 < © |
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4. Jifesw &1 fAe@ @9 fHar wmar 87

JiffesH gaue # 8 aret SIf¥aier T ¥ 3felT 7, e folt @a &) S &1 Wil § a1 Udh gAfSiT o o
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ST B dTell HIETS, § SRITHINSS YU WieRedd Agerd 3iith Hed fSwifeR 8, e f[adrd spiReH
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BT fIETT 9 & A1 fhar 7 8 &R gaH= # sfffesy WagH fSwifsk @ fFeM & fory Siged — 5 AMers

BT ST fhar Sirdr 2 |

)

)

@



5. TUES! &1 ffgM o @ fov Sigwya—s AFgvs w1 87

SFHINES UUs wfeRede Hgard ot Hed fSwifSR (SIUHTH-5) &1 uidai HBR0T 75 2013 H ST b
T, R Ve fIeR, dscegs fSugcnifie fewiler, TaoR fSwifer a1 wale saauwie fewier (g
g fAfde 8l fhar 1) & AFAR dedl BT USSR &1 fhdT AT € | S99 I god Bl THRAT B
3T 3T WRI & AT YUHS! B &I Habd QT 7T & | ATferapT 1 iR 2 H Ia1evor fay 71y & |

6. difesH A A & fow o @9 ¥ W fHy o 8
e @1 BFEH & fo ugad qRievil #§ e €

(@) Tbfone BR dfeH 37 Sreed (Igaye)
)

AIfSwIgs ddhforne BR ffew 39 ceed  (TH—Tgavd)

@M T T B 3iffesH 39 ¢ $9 olies (THSITE)

(@) Aere HRFDHIT HUICR (THATTR)

7. S &1 MPem F & o o 39 W Tid swHa B et §2

3f1feH & Aper H Ugad Sfid 59 UPR ¢

) TIScegs JAifeTH ST Whal (WIgsrRyw)
@) oiffesH diefdar Idfere (TIRM)
) TTges defRR Iafore (HdRiTa)
(@) 3iffesw gicHe gdegued Jdmfore (TSIsl)

() <delyHce WHhISH 3

arferat 1 : e WaeH fSWIER &1 g™ F== & forw Svawd — 5 AFGUS

STHYH — 5 HAMGTS
(@) 3M® Aewl H AMINTG AR IR MRS Hel et | RITaR S, St fAferRad Aevel gRT adH
# a1 fUoe 98y § yde Bl © ¢
1. IS — YTaTcdd e YT § HHI, ST SSTeN0T & folv SR ATHIfSTh FaeR IR 3mH+
AT AT ST DR BT faholdl I ofdx fecara), ¥ra=Tralt A7 UH bl A1e B § BH I Udhe
Bl B

2. 3MIRTS IR & FIER § HH Sl FHETTD Felollel @ (o1 SEIHTe BIdT 2, STl & foly HHGIR
NI I FAfbd HIRgD 3R FHIRIP TR, Gl & FUd H JATHRITT IR IRIRG BT 91 IT FHST
H P AR BT WG BT STINT Tl BT, I8 W IS AT A2} 3T R 3HIRgd TR |

3. ey fApRIg &=, 91U I 3R T3 | B, Sarervl & foru St fafi=t aranfTe Hedt 7 FJdeR
P FHRIST BT BfSHTS T AP BIed-1h Wl AT B H BISS AT IR g9 H DS b,

Trfert # feererd) &1 v T € |

qTfeTdT 3Tl U6 WR WINI ©

®



(@) ufefRd, SeRayy deR, et a1 Tfafdfern, S adq= # a1 e ¥99 4 &1 9 &9 a1 a)

gehe fohar ST & -

1. HiGATal AT QIBME Yd AICR THILICAT, XAl AT aroll BT SUANT (IETERVT & ol FReA AIeR FIRAT
<18y, RaciFl &1 HAR # IGT AT a1 DT T Uele, ARTIHVI, IRy wwrg 3iiR arai) |

2. TP O WHEM W SR o, FRfd a1 A & agar U 3§ 199 o (B ge & 991 v e
1 AR / RIS aER (SETERV & ol BIC 98cia | 98d 3fdd T91d, daalid H Hio,
wfearel A, 3ifydres & AT Rarwr, {59 v 999 a0 9 fhar 9v a7 &% o9 te 9T ioq
BN

3. 9gd fde ufadfta, MRed Rererdl fSRe M= ISl A1 ®Ied BT © (SSTERY & ol 9gd
3MfA ST AT ST a3l | Ugel W @R 81, A foRT garr a1 wRferd S =)

4. AEA YT # STAME AT HH URATHAT ST 3feraT AR B HAR) Uel H MY el (SaTeRe
% fog g2 /A # BB i @rdaeR g2, favIy ofaTst a1 a9ae WR ufiadgd ufiafsar &, 9gd
3ifere ey A7 qRSHT BT BT, WIRAT AT ATerAr & w1 < BT S+)

(M  gwemh A rafy # et SuRerd 89 afRy (g A AT 7T & A & 9 o1fdie 8 ad
T TRE W Uhe TEl B IT 39 W ST H I ToAdx Al TS B AR w1 s’ g 2) |

(&) S &Il I AT, ARG AT aaq B & =g Aedqul &=l # fdeafide gfe 9 Seerara
efer g1l 2 |

(®) = el & difgd e ([@ifge e [AeR) a1 aftgs e # fadd | J8R e 9 9
ST T © | difgd 1emdT a7 Siffesy WaeH fAapR &3 IR 8 & 3R B 9 & A1 3fifesH WagH
fapR &1 e fhar ST & S difgs famairan, amfse dar & a1y e 2T 8 iR I8 |
e ¥R @7 SHiT W BH AT A1 |

AIfeTenT 2 : SITAYA — 5 MR THRAT WR
ATHTH —5 JEIRT THR wWR W IHIfe §arR # gfa, giefa Remwdr ik aer &
qrewre gof ded
WK 3 : AT qATd FHLH BT eI

- Aifgd iR aMiRgds FaR F TR &0 81 W $H T & T W TR 3R BT 2, 39 AHITS
He SleT Bl e AT YRH3M BIell & AT I AR gIRT AHINTD Hel STl BT ATH SR [T SATell
2| SRV & fory, IfgArigel M9 & F[ R & AT Th Al B, S e & H aradid @
YR BRAT & 3R, T4 I8 Dbdel SR’ bl YRT B D [ofQ JAMRI TRIBT U & Al 98 bacl BH

UIeT ATHTSTD FYh] BT SR © Tl ¢ |

« FIER # AT TE BT, 98 & A1 e # 987 Hfes a1 o ufeEfd / Srexrayet @raeR
St &= A Bl ® Arer Beprac UeT bR © |

. I BIHE 1 BRI H 98T MG I/ HE |

©
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R 2 : G FHT B AL DHAT

- HAiRgd IR iRas ARG HaR dierdl § B4, 9 8F W 9Mifoie dR R afayel @heER;
AEINTS Fel Sl Bl AT YA, AR A AR BT AR A A1 FdeR TR HH AT IRAHY
gfaiferar <7 | SeTERY & forg St cafad et ara dretar & SR Rraa Are 7 Sitel srcdd Aifad favy
feeradt are BT 2 &R sUH §E SR JMIRad AR BT ¢ |

« IIER ¥ FUIAYA T8l BFI, Iaad & A1 e H SR A7 3 UfiEfEd / evayol FagR i
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22F]11.2 FSforem & A1 JelipTiSAmRIe (aftics ) RISM (22q11.2 deletions including velocardiofacial

(Shprintzen) syndrome)

Toterd RIgH (Angelman syndrome)

1ot RISM (Charge syndrome)

31 ol RIS (de Lange syndrome)

Hollsel Yad RIS (Fragile X syndrome)

g2 &R (o — s RigM |fgd) (MED 12 disorders (including Lujan-Fryns syndrome)

X — faeft RI$M (Prader-Willi syndrome)

ST — Hag fAaR (@red RigH, g=ma — Rell — SdardEr RigH) (PTEN-associated disorders

(Cowden syndrome, Bannayan—Riley—Ruvalcaba syndrome)

e RigH (Rett syndrome)

Reer — otell — 3fffies RigM (Smith—Lemli—Opitz syndrome)
Reer — Foif Rig™ (Smith—-Magenis syndrome)

e RIgM (Sotos syndrome)

YR RN (Tuberous sclerosis)
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aiferer 2 :3iffeow Waew feRl & Oy AcEifas Reafaai
+ 39Tl — EEgIRIBIeReRd — 7 Reaed &1 (RAer — el —
sifftest RigM) (3-B-Hydroxycholesterol-7-reductase deficiency (Smith—Lemli-Opitz syndrome)?z
« 6T AR fETRNRTTT & (6-N-trimethyllysine dioxygenase deficiency)
- UfARAAMIaIE g BHT (Adenylosuccinate lyase deficiency)
« RS Bleie HH (Cerebral folate deficiency)
- WigcHIfd® 5 Ydeierss JuRUFefddl (Cytosolic 5 nucleotidase superactivity)
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- SEESSUERASTH FHHT (Dihydropyrimidinase deficiency)

- foufef e givard an Aerdifersd @ fd@R (Disorders of creatine transport or metabolism)
.« TE-UAACsRSE TRTS Werdifersd @ fad®R (Disorders of y-aminobutyric acid metabolism)
©  BRORISINEURRBRbE RHcH JuRufdefdel (Phosphoribosylpyrophosphate synthetase superactivity)

« IRIME AffesSEge fSEEeIv BT (Succinic semialdehyde dehydrogenase deficiency)

«  HeBhIE B TIY (Sulfation defects)
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- URIS / 99 A1 Soiagieige dTTy (Acid/base or electrolyte disturbances)
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involvement, especially cardiac, hepatic, or renal (physical and/or laboratory evidence)

© 18—24 A8 H ISP IR TR UTHS! & BRI AT H WRIE & BROT TATST FH 21 5T (Neurodegeneration
outside of the typical ASD speech loss at 18-24 months)

- gig 5 &I, AgImal, R (Poor growth, microcephaly, Seizure)
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Z ‘ 1. AN BT U g ga9g wd
1. Consistent Bedtime Routine {* !
O 2. Bedtime at 9pm or earfier A 2. I T A 0T 9 T A m tl%ﬁ
] , : 3. 3OY O @ 9ayg @ et | uere wfder Y
3. Including reading as part of bedtime routine ;ﬁ
‘ | 4 TSwH A T TR
4.Bedroom void of TV
@ , @ | 5 PP DA
5. Avoiding caffeine
. 1T fOaT @1 A @ ST A S

6.Falling asleep withouta parent present @ :
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g 3R faPr &1 Tl <71 & forg weaqul € | I8 e 3 3 & 7o[c iR B gad 3MeR uieH iR
e faerfimt qen @i, o faerfAa @), dferm &k KNe & qw= 9 21

qIyo7 9ISt a7 MER favws & 3 & 5 fa7 &7 eMeR sfuery ad (Fg foren f& ar @ran &R fahaer
Q) R SHH! FHIAT §RT I8 I fhar S © b aror &1 &l &7 =11 $Is SIRad 2 | aiyor faems
T JMER fIRE s AT Aeay S JMER A & I Teb o & IR H Tl B Favd 8, dTfch qrgop
# wifad & R B S 9D |

3T AT AU g2l B YfA(HAT BT AU BT Tep ARIAHE TRIPT G110 | 3 SABR Y B A Ul AR BT
=12y, e faRiy deqolf ok / a1 FaeRl &1 Ua gl 8F1 @12y O o1g R & ared § |

IS 3T 50 AR IR Ugd Il © fb GUR AT @ &, A 39 MER Bl SN G AN IR G &
IESIERASIENE

=1 Re dwfous W gemel o fow Sueer g @w=m &2

T frd (@9 ae)
& 6 R FNTw RrpRer &1 B ARy T8t
T iR HRE gaa siffesH aga @1 NfiAfss
o= TS SRT AHSTAT ST AT € ST 9 UeTss & AT Heel gal
259 JMER &I &A1 & oy AlS[aT 916 FFuIR & |
TRGFER HIS[ET e YS! & Sl @ oy YRUFR & SYANT bl qHlA
e T B

AT — 3 B RIS REaT | SHH Soa YU BT A el © (B SIT—3 B TRIS /e I
PR 3R TUAS & AGg IO H R A B oy w7

Affeed g=<riem ¢fe AT Pl A 78l & b
IR I =@ & STER S s=EUeM Sffi T &R oy wafy & AR yurd) 2 |




iffesH g Uredl AFRTS sfavedr IR 98 fadwear wfzd aafeddl, & dearr & fog
qIEA T, 1999

2 SEA R SYEAR & dIER Gl 3§ AHINTE A Sildd, P PR BT ATSR, FHI]
DI UM MR AT AT — g2 & Hae BT [OIaT & fofg Al qegH
THR & o |

BRARS fedio oRd GRIATT 2 3R FIfdd w7 & JMIAT ST B, NI SR BT STovd
g

Jifeww & forg wu FNHT STER A T+ e 872

JifesH @ forg &9 FIfET STER & AWeHe Rfew 8, fFy I8 orft sgau™ @ @R # 7|
™ g ® it & oy &9 oiffe Star & ReRy T8 o Rl oM e @ o
2l

Jdifes 4 /e Iwfeus N & forg ORIy
© BB TP dDhicud AT TARAT H g7 SUANT Bl JFENBR PR B Fed 8, O Aebied

© B/O RE dbfcdd AT vrell H 5 wHfT < & SURd e € P g8 urRuRe Rifbed § SuanT fhar
MY S Helelf= |

. IRFHY ITER, T FT A A &1 By MY € IR gD STANT B FHT <H B A1ed T2l © |

- g9 URIR & TS Bl UIET <d € b 9 S G S&aUl BT gl By ol 3ol W8 ©, 918 58
IRYRE YTl # IR A1 gotfha far a7 & a1 7L |

© BB TP dPbiodd A SR WR Gl AR W AT IR o1 T I a1 PR PI SI9vd © |

* Zollol B arel Sfae’i o “fifdedr e & ar # Hgfeld Heflg” <11 AT iR SHa |1 SRad aar
12T |

« SO SN IEH AT {B R dbioqd i Yermaii HT SRATS Bl & QR 3= BT xaery SRy
P HE R AT B |

I : TTPRT AT 3R PreishT

TRag

R & Gfau ¥ fabai afeaar o 9 afedal ik ariet a7 ardydifie a0 o e fear 7 2, sad
e BT Ieeid Bl MG & omeR W T8l fhar 17 8 | IRUTRISY 9RT & HJe™ & 3aR 3iR
e safaddl & SfeR fAed®, 2014 & FTAR VAT 3P TRBRI IS AR BRIHA 8, fTTdhT v IR
# faaenivT @fad ST A © | 3T BB T ATST13l IR BRIBHAT BT SIHeGRI &1 T & Sl Sifesd | gorfad
AR 3R S aRIRT & forv SuArft 81 Fahcl) ® | MM g1 T8 IS8T BT & S & forv fadwetirar
YHIOTYS 84T 31far 2 |

IrfesH YAV deferd SHar)

3fes & U fAdelrTar JH1or 3 e 81 X ¢¥e gRT JARREl & Ted Suetel 8N | 3R qRA
YIS AR, T A1 B, YA ST BT |

©



To Be replaced and revised translated matter will be added
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A TIE, 1999
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TS 3R YRETT & SR Pl dQTaT T, AU R =Rl @ et @1 fshar =71 a1 I ||
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IR a4 aRue ffefrad 1992; | 2000 BT RRATUAT <97 ¥ fAdheriv @fadi & YT & &3 § #9a
AR fIBM 8 T T AD] B AN B & ol T I & & dR W @l 78 2| I8 gAaid 3R
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http://www.catchindia.org) 3R 3d; (Bengaluru, http:/ saiautismcenter.org) s TTfafafeRi & Ureare
o @ Irerar AT far & A |g a9 H ) e <d 2|

Imﬁﬁml

1. "gEAYY e’ ug &1 @ et 8?

IR Il F FHIEIRN BT BT 59 YR 1T ST AhdT & FOraH A= 3R fAhaliiT aHl UhR & BT Udh ATT
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I AUTISM : EARLY IDENTIFICATION AND DIAGNOSIS I

1. What is Autism/ ASD?

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

The “spectrum” part of terminology denotes that each and every person with this condition is different and
unique. While there may be many differences among children in different parts of spectrum, the key difference
is when these children began to talk and learn. If they are talking by the age of 3 years and do not have difficulty
in learning, the child may be labelled to have Asperger’s, while others with delayed language milestones and
impaired learning would end up on the severe end of spectrum. The earlier DSM IV criteria suggested the
following sub-classification of autism; however, the recent DSM-5 has merged these and assimilated them
under the umbrella term of ASD

Autistic Disorder Asperger’s
Disorder

Pervasive Developmental
Disorder - Not

Otherwise Specified

Figure 1: Classification of ASD

2. What is the usual age for the diagnosis for autism and what is early identification?
Even though ASD can be diagnosed as early as age 2 years, most children are not diagnosed with ASD until
after age 4 years. The median age of first diagnosis by subtype is as follows :
+ Auitistic disorder : 3 years 10 months

Pervasive developmental disorder-not otherwise specified (PDD-NOS): 4 years 1 month

Asperger disorder : 6 years 2 months
Studies have shown that parents of children with ASD notice a developmental problem before their child’s first
birthday. Concerns about vision and hearing were more often reported in the first year, and differences in social,
communication, and fine motor skills were evident from 6 months of age. And further research has shown that if
intervened early, these children may be able to overcome some of their socio-behavioral handicaps. Hence,
currently there is an endeavor to identify these children “at risk” early i.e., within first one to two years of life and
introduce therapeutic interventions. This involves educating the parents about the red flags and also train the
physicians to specifically ask and check for specific symptoms/ signs. This identification of autism spectrum
disorders at an age of one to two years is referred to as “early identification” of autism.

3. What are the features that may aid in early identification of autism?

Autism has an onset at an early age usually infancy, but it may go unnoticed because the signs are very subtle
and non-specific. The important early cues that may aid diagnosis of autism include:



Infancy

(@ Infant not responding to cuddliness
(b) Infant shying away from being picked up and held
(c) Failure to make eye contact or look at people - especially at parents — when they are talking to them or

interacting with them.
(d) Failure to look at or acknowledge a toy or item when it is shown to them.
Toddlers
(e) Toddlers not engaging in imaginative play. Rather than pretending with their toys or other children, they
may meticulously line up dolls, cars, and other items and become upset when someone disturbs the line.
() Toddlers have difficulties sharing their toys/ items

(@ Toddlers may not express any interest in a particular item even if that toy or doll is their favorite

(h) Astoddlers, thay may become fixated on specific objects or details of the objects, which may range from
certain toys, certain items of clothing, or even the way sunlight hits the leaves outside the window. Spinning
of wheels is a common obsession. But tactile obsessions may also be seen when the child may constantly
rub soft or smooth items across their cheeks/ lips/ hand.

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

() Toddler may have repetitive action.They may watch the same movie over and over; rock back and forth
continuously.

4. How is autism diagnosed?

Autism is quite different from most childhood ailments, for which, taking a blood sample or or doing an imaging
test can determine the diagnosis. In autism, there is nothing organically wrong with the brain- it is not diseased
or structurally different; rather autism is a malfunction in the way brain acts, so the only way to diagnose it is to
observe a child’s behavior. Hence the diagnosis of autism is subjective, based on the answers a parent gives to
a series of questions, and the observations of the evaluator. The one constant in a diagnosis is the criteria used:
the Diagnostic and Statistical Manual of Mental Disorders, developed by the American Psychiatric Association
and commonly referred to as DSM criteria. These DSM criteria have evolved over time, and currently DSM-5
criteria are used for diagnosing Autism Spectrum Disorders.

5. What are the DSM-5 criteria for diagnosing ASD?

The fifth edition of Diagnostic and Statistical Manual of Mental Disorders (DSM-5) released in May 2013 does
not sub-classify children according to Rett’s disorder, Childhood Disintegrative Disorder, Aspergers Disorder, or
Pervasive Developmental Disorder (Not Otherwise Specified). It categorizes every child as ASD but with different
levels of severity. These have been illustrated in table 1 and 2.

6. What are the other tests that are used for autism screening?
The tests that are used for autism screening include :

(@) CHecklist of Autism in Toddlers (CHAT)

(b) Modified CHecklist of Autism in Toddlers (M-CHAT)

(c) Screening Tool for Autism in Two-year olds (STAT)

(d) Social Communication Questionnaire (SCQ)

7. What are the other tests that are used for autism assessment?

The tests that may be used in autism assessment include :
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Childhood Autism Rating Scale (CARS)

Autism Behavior Checklist (ABC)

Child Behavior Check List (CBCL)

Autism Treatment Evaluation Checklist (ATEC)
Developmental Profile 3

Table 1. DSM-5 Criteria for Diagnosing Autism
Spectrum Disorder

DSM-5 CRITERIA

Persistent deficits in social communication and social interaction across multiple contexts, as manifested
by the following criteria, currently or by history :

1. Deficits in social-emotional reciprocity, ranging, for example, from abnormal social approach and
failure of normal back-and-forth conversation; to reduced sharing of interests, emotions, or affect; to
failure to initiate or respond to social interactions.

2. Deficits in non-verbal communicative behaviors used for social interaction, ranging, for example,
from poorly integrated verbal and non-verbal communication; to abnormalities in eye contact and
body language or deficits in understanding and use of gestures; to a total lack of facial expressions
and non-verbal communication.

3. Deficits in developing, maintaining and understanding relationships, ranging, for example, from difficulties
adjusting behavior to suit various social contexts; to difficulties in sharing imaginative play or in
making friends; to absence of interest in peers.

Restricted, repetitive patterns of behavior, interests or activities, as manifested by at least two of the
following, currently or by history:

1. Stereotyped or repetitive motor movements, use of objects, or speech (example simple motor
stereotypies, lining up toys or flipping objects, echolalia, idiosyncratic phrases).

2. Insistence on sameness, inflexible adherence to routines or ritualized patterns or verbal/ non-verbal
behavior (e.g., extreme distress at small changes, difficulties with transitions, rigid thinking patterns,
greeting rituals, need to take the same route or eat same food everyday)

3. Highly restricted, fixated interests that are abnormal in intensity or focus (e.g., strong attachment to
or preoccupation with unusual objects, excessively circumscribed or preservative interest).

4. Hyper- or hypo- reactivity to sensory input or unusual interests in sensory aspects of the environment
(e.g., apparent indifference to pain/ temperature, adverse response to specific sounds or textures,
excessive smelling or touching of objects, visual fascination with lights or movements)

Symptoms must be present in the early developmental period (but may not become fully manifested until
social demands exceed limited capacities, or may be masked by learned strategies in later life).

Symptoms cause clinically significant impairment in social, occupational or other important areas of current
functioning.

These disturbances are not better explained by intellectual disability (intellectual developmental disorder)
or global developmental delay. Intellectual disability and autism spectrum disorder frequently co-occur; to
make co-morbid diagnosis of autism spectrum disorder and intellectual disability, social communication
should be below that expected for general developmental level.



Table 2. DSM-5 Based Severity Levels
DSM-5 Based Severity Levels Based On Social Communication Impairments, Restricted Interests, and
Repetitive Patterns of Behavior
Level 3 : Requiring very substantial support:

+  Severe deficits in verbal and non-verbal communication skills cause severe impairments in functioning,
very limited initiations of social interactions, and minimal response to social overtures from others. For
example, a person with few words of intelligible speech who rarely initiates interaction and, when he or she
does, makes unusual approaches to meet needs only and responds to only very direct social approaches.

Inflexibility of behavior, extreme difficulty coping with change, or other restricted/ repetitive behavior
markedly interferes with functioning in all spheres.

+  Great distress/ difficulty changing focus or action.

Level 2 : Requires substantial support

Marked deficits in verbal and non-verbal social communication skills; social impairments apparent even
with supports in place; limited initiation of social interactions; and reduced or abnormal response to social
overtures from others. For example, a person who speaks simple sentences, whose interaction is limited
to narrow special interests and has markedly odd non-verbal communication.

Inflexibility of behavior, difficulty coping with change or other restricted/ repetitive behaviors appear frequently
enough to be obvious to the casual observer and interfere with functioning in a variety of contexts.

+ Distress and difficulty changing focus or action.

Level 1 : Requiring support:

+  Without supports in place, deficits in social communication cause noticeable impairments. Difficulty initiating
social interactions, and clear examples of atypical or unsuccessful response to social overtures of others.
May appear to have decreased interest in social interactions. For example, a person who is able to speak
in full sentences and engages in communication but whose to- and-fro conversation with others fails and
whose attempts to make friends are odd and typically unsuccessful.

Inflexibility of behavior causes significant interference with functioning in one or more contexts. Difficulty
switching between activities.

Problems of organization and planning hamper independence.
ETIOLOGICAL EVALUATION OF AUTISM SPECTRUM DISORDERS

Introduction

Autism spectrum disorders (ASDs), also known as pervasive developmental disorders, are a behaviorally
defined group of neurodevelopmental disorders that are usually diagnosed in early childhood. Multiple pathways
involving both genetic, structural and environmental factors have been implicated in the etiopathogenesis.
Diagnosis is primarily clinical, based on caregiver interview and observing the patient. However certain
biochemical, radiological and electrophysiological investigations are indicated in relevant scenarios. Recent
evidence suggest role of genetics in the etiology of autism spectrum disorders. The rationale for evaluation is
based on the goal of identifying the unique diagnosis for the patient. The families get empowered by knowing
the ultimate diagnosis and it ends the search for the diagnosis.

Etiopathogenesis of Autism

The exact etiopathogenic mechanism has still been elusive. The genetic endowment of a child is the strongest
determinant which is presumed to influence various factors like neural connectivity and migration, dendritic
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and synaptic morphology and functioning of mirror neurons. Microscopically impairments have been seenin all
the four lobes of cerebral cortex, insula, limbic system and cerebellum. Impaired mirror neuron functioning is
central to the dysfunctional circuitry. Functional MRI have located them to the premotor cortex, supplementary
motor area, primary somatosensory and inferior parietal cortex areas which play crucial role in modulating motor
activities, language, facial expression and joint attention. In less than 10% cases, a syndromic (viz., Fragile X,
Tuberous Sclerosis, Angelman) or a metabolic (viz., phenylketonuria, creatine deficiency syndromes) cause
can be identified. In these cases, a good history and a meticulous examination can be beneficial in identifying
the specific etiologic diagnosis.

History

The search for etiology in autism begins with the history. Three generation pedigree chart may be helpful.
Evaluation of parents and siblings may provide clue. Careful attention should be paid to the family history with
emphasis placed on other neurodevelopmental and neurobehavioral disorders. The identical CNV seen in a
person with an ASD might present as neurologic symptoms (such as seizures), attention-deficit hyperactivity
disorder, intellectual disability, or a major affective disorder in a relative. The presence of specific types of
epilepsy may aid in specific diagnosis. Tuberous sclerosis can present with infantile spasms. When a family
history is consistent with X-linked inheritance and the patient has cognitive impairments, an “X-linked intellectual
disability gene panel” is a consideration. Several X-linked genes are known to present as either ASD or intellectual
disability. Another disorder to consider is the X-linked creatine transporter defect (SCL6A8 gene). Patients with
this condition have been reported with neurobehavioral changes in the ASD spectrum, along with hypotonia and
seizures.

Most metabolic disorders are associated with other clinical symptomatology such as seizures, extrapyramidal
signs (movement disorders, dystonia, and parkinsonism), failure to thrive, or neuroregression that is atypical for
the autistic patient. A careful medical history for true developmental regression (neurodegeneration), worsening
neurological symptoms, lethargy, poor physical endurance, or seizures is critical. Physiologic abnormalities
such as acidosis should be aggressively pursued. Constitutional symptoms, hypotonia, repeated regressions
after the age of 3 years, and multiple organ dysfunctions are clues to consider mitochondrial disease.

Examination

The most important aspect of examination is looking for any dysmorphic features. Look for cutaneous markers
of tuberous sclerosis. Head size should be measured properly. Macrocephaly point towards specific conditions
like PTEN mutations. Head size (>2.5 SD) is seen in children with Cowden syndrome. It is suggested that PTEN
testing be reserved for patients with ASDs with a head circumference above the 98th percentile. It is important
to consider parental head sizes as well as the pattern of head growth in determining whether the head size is
truly excessive or whether a parent may be mildly affected. Features such as drooling, recurrent respiratory
infections and hypotonic facies should alert for the features of MECP2 duplications. As with metabolic disorders,
testing for mitochondrial disorders in persons with ASDs is recommended only if supporting symptoms or laboratory
abnormalities are present. List of genetic syndromes presenting as ASD is provided in table 1.

Table 1 : Genetic syndroms with autism spectrum disorders

«  22q11.2deletions including velocardiofacial (Shprintzen) syndrome
+  Angelman syndrome

+  Charge syndrome

» delange syndrome

»  Fragile X syndrome

+  MED12 disorders (including Lujan—Fryns syndrome)

*  Prader—Willi syndrome



»  PTEN-associated disorders (Cowden syndrome, Bannayan—Riley—Ruvalcaba syndrome)
+ Rettsyndrome

+  Smith-Lemli—Opitz syndrome

+  Smith—Magenis syndrome

+  Sotos syndrome

+  Tuberous sclerosis

Metabolic testing in children with Autism spectrum disorders

According to American academy of Pediatrics, arterial lactate, pyruvate, blood carnitine and acylcarnitine levels,
urine organic and aminoacids, liver and renal function tests should be done in cases with cyclical vomiting,
hypotonia, letharginess with intercurrent ilinesses, abnormal odour of body fluids, multiorgan involvement,
dysmorphism and movement disorder. Those with associated pica should undergo lead level testing, whereas
iron studies can be done in all. In a study by Sehgal et al from India, no correlation was found between serum
levels of heavy metals (lead and mercury) and symptoms in autistic children. List of metabolic conditions
presenting with ASD is provided in table 2. Clinical features that prompt metabolic or mitochondrial testing in
persons with ASD is provided in table 3.

Table 2 : Metabolic conditions associated with autism spectrum disorders

3 &-Hydroxycholesterol-7-reductase deficiency (Smith—Lemli—Opitz syndrome)
+  6-N-trimethyllysine dioxygenase deficiency
+ Adenylosuccinate lyase deficiency
«  Cerebral folate deficiency
Cytosolic 52 nucleotidase superactivity
Dihydropyrimidinase deficiency
Disorders of creatine transport or metabolism
+ Disorders of &-aminobutyric acid metabolism
Phosphoribosylpyrophosphate synthetase superactivity
+  Succinic semialdehyde dehydrogenase deficiency

Sulfation defects

Neuroimaging

A fairly recent publication reported a 48% (33 of 69) occurrence of identifiable brain anomalies in an unselected
cohort of persons with ASDs. However, most identified abnormalities were not diagnostic of a specific condition.
Currently, there is insufficient evidence to recommend routine magnetic resonance imaging scans for all patients
with ASDs. In the event of important comorbid conditions such as neuroregression or other major neurologic
abnormalities, magnetic resonance imaging can be a helpful diagnostic. In contrast to macrocephaly, microcephaly
and autism are rarely associated. It is also important to note whether the microcephaly is congenital or acquired,
because the differential diagnosis differs. Neuroimaging should be considered in individuals with ASDs and
microcephaly. Abnormal findings like presence of neurocutaneous markers, midline facial anomalies and abnormal
neurologic examination also warrant neuroimaging. For patients in whom a metabolic etiology is suspected,
combining magnetic resonance spectroscopy with standard neuroimaging should be considered.
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Electroencephalography

Although EEG is not a part of etiologic evaluation of autism, EEG can aid in diagnosis of a specific epileptic
encephalopathy — Landau Kleffner Syndrome which can present with autistic features. Electroencephalography
is recommended in patients with acute regression, unexplained encephalopathy or behavioural changes, clinical
seizures or suspected subclinical seizures

Template for etiologic evaluation of Autism spectrum disorder
First tier in all patients

»  Three-generation family history with pedigree analysis

» Initial evaluation to identify known syndromes or associated conditions

+  Examination with special attention to dysmorphic features

« If specific syndromic diagnosis is suspected, proceed with targeted testing

« If appropriate clinical indicators present, perform metabolic and/or mitochondrial testing (alternatively,
consider a referral to a metabolic specialist)

+  Chromosomal microarray: oligonucleotide array-comparative genomic hybridization or single-nucleotide
polymorphism array for all patients

+  DNA testing for fragile X (to be performed routinely for male patients only)

Second tier

MECP2 sequencing to be performed for all females with ASDs

MECP2 duplication testing in males, if phenotype is suggestive

PTEN testing only if the head circumference is >2.5 SD above the mean

Karyotype is advocated if a balanced translocation (>= 2 miscarriages) is suspected
Brain magnetic resonance imaging only in the presence of specific

indicators (e.g., microcephaly, regression, presence of neurocutaneous markers, abnormal neurological
examination, midline facial anomalies seizures, and history of stupor/coma)

Summary

A genetic basis for autism is strongly supported by a large body of literature. Advances in clinical testing
technology have increased the diagnostic yield from 6—-10% a few years ago to 30-40%. Therefore, genetic
testing should be discussed with all patients and families with ASDs. Proper history and clinical examination
may provide clues to a specific genetic or metabolic condition thereby enabling the clinician to perform a targeted
investigation.

CO-MORBIDITIES AND SPECIAL ISSUES IN CHILDREN WITH AUTISM

Introduction

Many children and adults with a diagnosis of autism spectrum disorder (ASD) have comorbid health problems
which affect their quality of life and severity and management of autism. Recent studies have confirmed that
several medical conditions are significantly more prevalent in people with autism compared to the general
population. Apart from the core features of autism spectrum disorders, special issues like adolescent issues
and sexuality problems manifest during teenage. Proper recognition and management of these co-morbid conditions
is crucial to the treatment of autism spectrum disorders.

Epilepsy



Seizures are common, seen in about 11% of children with autism spectrum disorders. Epilepsy and/or epileptic
EEG abnormalities are frequently associated with autistic disorders in children but this does not necessarily
imply that they are the cause. Given the frequency of seizure disorders in this population, a high index of
clinical suspicion should be maintained for subtle symptoms of seizures.

In children with ASD, there is a high prevalence (10-30%) of subclinical epileptiform activities when compared
to the general population (2-3%).

Autism and epilepsy : Co-occurrence

+  Both conditions are totally independent

The same brain pathology is at the origin of an autistic phenotype and epilepsy (e.g., Fragile X-syndrome,
duplication 15q11-13

+ An epileptic process occurring in early development interferes with the developing function of specific
brain networks involved in communication and social behavior

Afocal (multifocal) brain pathology (i.e., tuberous sclerosis) that affects frontal or mesiotemporal structures
(limbic system) can be at the origin of an autistic phenotype as well as the trigger of an epilepsy that
aggravates the autistic symptoms

+ An epileptic process causes a specific sensory or cognitive dysfunction with “autistic withdrawal” in a
vulnerable child

Landau-Kleffner syndrome (LKS)

Children with acquired epileptic aphasia (Landau-Kleffner syndrome) present with very early onset in the first 2
years of life. In these cases, the children rarely or ever present with a typical “pure” auditory agnosia. They
show several autistic features, either at onset or in the worst phase, in addition to absent or limited verbal
comprehension and expression. The autistic features disappear as the child grows up or when effective antiepileptic
therapy is given. These children may have a combination of language problems and autistic symptoms, with a
changing predominance over time, but probably never, or only exceptionally, present the full picture of classical
autism. Immunotherapy with steroids and/or intravenous imuunoglobulin is beneficial.

Management of epilepsy in autism

There is no evidence-based recommendation for the treatment of children with ASDs and epileptiform abnormalities
on EEG, with or without regression. Universal screening by EEG in the absence of a clinical indication is not
currently supported. Mere presence of an abnormal epileptiform EEG is not in itself an indication for antiepileptic
therapy because these EEG abnormalities are probably most often simply a marker of the underlying brain
disorder responsible for the autism. In the management of epilepsy in autism, the same principles are followed
as any other case of epilepsy. Compliance with medication is an issue. Parents need to take extra care in
ensuring the regular and timely medications.Education regarding domiciliary care of seizures and maintenance
of seizure diary is imperative.

Sleep problems in Autism Spectrum disorders

Though behavioral symptoms affect the children and their families, difficulties with sleep may present unique
problems because it has been found that children who sleep poorly at night are more likely to exhibit daytime
behavior problems. Daytime sleepiness can also interfere with the outcome of the child’s educational and
behavioral programs. Sleep problems in the child often disrupt the entire family’s sleep, potentially leading to
added daytime stress and irritability for all family members especially if there is a typically developing sibling



with normal sleep pattern. Moreover, improved sleep in children with autism result in improvement in social
interaction, reduced insistence on sameness, and adaptation to new environments. Estimating the magnitude of
sleep problems and characterizing them are essential prerequisites before planning appropriate interventions for
these children.

Sleep is an active physiologic brain process occupying 1/3rd of human life, important for broad range of brain
functions namely memory, concentration, learning, mood and behavior. Sleep deprived child becomes tired,
sick, irritated and has difficulties in learning and coping. Sleep problems can cause stress, anxiety and depression
in parents and caregivers of children with autism spectrum disorders. In a study at AlIMS, it was found that
sleep problems affect upto 78% of children with autism.

Sleep problems in children with autism

Difficulty falling asleep — Sleep onset insomnia

Waking during night — frequent night time arousals

Erratic/irregular sleep patterns — alterted sleep macroarchictecture

Other arousals/disturbances — parasomnias and sleep related movement disorders

Excessive daytime sleepiness
Factors affecting sleep in children with autism

Lack of communication (cannot tell bed time problems, thirst and toilet needs)
Sensory issues — room temperature, light, texture of bed
Bed wetting

Nightmares
Management of sleep issues in children with Autism

Bed time and proper sleep hygiene can help improve the quality of sleep in children. Picture cards can be used
to make the child understand. Proper management of associated co-morbidities like extreme behavioral
symptoms and epilepsy can be additive.

There ia a growing literature documenting that melatonin shows promise for treating sleep-onset insomnia in
ASD. In severe cases of sleep disturbances, oral melatonin tablet may be prescribed by the doctor to be taken
before the night time.

Picture card for good sleep Sleep hygiene measures

How 1o Fall Asiee et it bed o down : 1. Consistent Bedtime Routine |

O 2. Bedtime at 9pm or earlier
3. Including reading as part of bedtime routine } a
@ 4. Bedroom void of TV

5. Avoiding caffeine

6_Falling asleep withouta parent present @




Adolescent issues and sexuality

Adolescence is defined as the period in human development that occurs between the beginning of puberty and
adulthood. Lot of hormonal changes result in physical and psychological changes. It is difficult time for
children and parents to manage. Irritability may increase. Child may become more moody, arrogant and more
non communicative. Attention span may decrease and there may be more insistence on sameness and
orderliness. They may have onset of seizures and pubertal changes may cause distress.

At the same time, autism can be a blessing during teenage. There is no peer pressure and no demanding
nature. Most adolescent develop awareness that they are different, that will motivate them to learn special
skills. Special skills develop during this period. These adolescents generally do not develop bad habits like
smoking or drinking.

Teach about personal hygiene and self care skills. Encourage individual sports rather than team sports.
Menstrual hygiene should be taught. Picture cards can be useful.

Picture cards for teaching about pubertal changes
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Sexuality problems

Girls may be stressed during periods of menstruation. They are vulnerable to sexual abuse. They may develop
tendency to masturbate. Self - injurious behavior may increase. Start talking early about periods. You can use
some social stories.

Sexual behavioral problems in ASD

» Touching private body parts
Removing clothes in public
Masturbating in public areas
Touching others inappropriately
+ Discussing inappropriate sexual subjects
* Looking up shorts, skirts, dresses or down shirts
+ Obscene gestures

Non - consensual hugging




Itis crucial that they receive adequate and correct information to handle this aspect of their life appropriately and
safely. They should be imparted good sexual education.

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

Masturbation

It can be a tricky subject for parents and care givers to deal with, but if young people with ASD are not properly
informed about masturbation it can become a problem. Boys will often masturbate at inappropriate times and
places if they do not understand that this is a private activity. Masturbation needs to be dealt with in positive
light free from stigma and myth. Masturbation is not often discussed with girls, but it can be a way for girls to
express their sexuality in a private and healthy way. Discuss masturbation in the context that it is- private
touching that should happen in a private place such as a bedroom or bathroom with the door shut. Visual cue
cards may be needed depending on the person’s level of functioning to remind the person to go to their room and
close the door/curtains and to clean up afterwards.

If child is masturbating in front of others responses such as “ You have found that feels good but | would like you
to wait until nap time or when you are at home in privacy” . Provide a child with other ways to comfort themselves
such as carrying a cuddle toy, manipulating clay or other sensory materials. Aim to interrupt the behavior without
showing emotional reaction. Redirect the child to an activity that is incompatible with masturbation. Ensure that
the child’s clothes are comfortable and not too tight, too loose or twisted in order to avoid the child’s attention to
the genital area

Other co-morbidities

Children with autism have much higher than expected rates of other medical conditions namely eczema,
allergies,asthma, ear and respiratory infections, gastrointestinal problems, severe headaches and migraines.
They are very prone to accidents and environmental harms because of lack of fear.



EVIDENCE BASED MANAGEMENT IN CHILDREN WITH AUTISM

Introduction

In this era of information, parents of children with autism are flooded with information from various sources with
variable degree of authenticity. A Google search on autism yields about 7,73,00,000 results. Internet has been
a “double edged sword” as sometimes - unauthenticated information may do more harm than benefit. Aim of this
section is to provide evidence based practices to parents of children with autism, so that they are empowered to
take informed decisions.

We will focus on the medical management, behavioral therapies and complementary alternative medical practices.

Management of autism

Medical
Management

Complementary
& Alternative
Medicine

’ CAM

Educational
Interventions

‘ |
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Intervention targets

Main intervention targets in the management of the autism are listed below :
+ Core features: Social interaction, Communication & Stereotypy
Non-core features: Irritability, Aggression, Insomnia, Self-injury

Comorbid states: such as obsessive-compulsive disorder, Attention deficit hyperactivity disorder, depression
and anxiety, Gl disturbances, epilepsy, sensory issues etc.

+ Activities of daily living leading to independence

Quality of life: individual and family

Health promotion and hygiene

+ Health promotion and disease prevention is of prime importance as any other normal child

+ Immunizations schedule to be discussed with the parents and informed decisions need to be taken about
vaccinations

Although many vaccines and contents of vaccines were implicated in causation of autism in the past,
current recommendation is to provide the same vaccination schedule as a normal child

+  Macro-nutrition and micro-nutrition (Autistic kids are known to have meal time tantrums, extreme food selectivity
and ritualistic eating behaviors)

Physical growth to be regular monitored (They are known to have abnormal growth trajectory)

Personal Hygiene (Dental, Genital, Menstrual hygiene in adolescent girls)

O



Personal Hygiene

A child with autism needs to be told that his/her body changes and it is important to wash properly everyday and
wear neat clothes. They need to wash their hair and face- this seemingly simple thing can be extremely difficult
due to sensory processing issues. Also it is important to brush teeth twice a day and shave regularly. Charts
or picture sequences in the bathroom can be used which show the sequence of personal hygiene tasks and chart
when they have completed the tasks each day. Favorable behavior should be rewarded.

When discussing menstrual management with a girl with ASD remember that the material needs to be age and
developmentally appropriate. Explain what will happen and how to manage. Inform that it will happen to her
each month. Mark dates on a calendar or in some other visually appropriate way. Demonstrate with actual pads
how to unwrap, place a pad in underwear and dispose of a pad. A visual activity sequence for changing a pad
may be useful. Let the girl know she can talk or ask questions about menstruation with the mother or trusted
female in private place and time.

Masturbation

It can be a tricky subject for parents and care givers to deal with, but if young people with ASD are not properly
informed about masturbation it can become a problem. Boys will often masturbate at inappropriate times and
places if they do not understand that this is a private activity. Masturbation needs to be dealt with in positive
light, free from stigma and myth. Masturbation is not often discussed with girls, but it can be a way for girls to
express their sexuality in a private and healthy way. Discuss masturbation in the context that it is- private
touching that should happen in a private place such as a bedroom or bathroom with the door shut. Visual cue
cards may be needed depending on the person’s level of functioning to remind the person to go to their room and
close the door/curtains and to clean up afterwards.

Self-esteem

It is essential that every individual should have good self-esteem and a positive self-image. You can build up
your child's self esteem by promoting self — hygiene, grooming, dress, encouraging sports, healthy diet and
sleep.

Sexuality

It is important to realize that young people with ASD also become sexually active, as they have biological
functions as others, but they lack the required maturity. They are more likely to involve in inappropriate sexual
behavior. They are more vulnerable to sexual abuse and discrimination. It is crucial that they receive adequate
and correct information to handle this aspect of their life appropriately and safely. They should be imparted good
sexual education.

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

Co-morbidities in autism

Behavioral
Disorders:

Aggression
Temper-tantrums

Gl Dysfunction
Self-injurious
behavior
ADHD

Anxiety,
depression
ocD

Sensory deficits

Sleep Disturbances

Gait and Posture

Immune dysfunction




Epilepsy

Seizures are common seen in about 11% of children with autism. In the management of epilepsy in autism, the
same principles are followed as any other case of epilepsy. Compliance with medication is an issue, parents
need to take extra care in ensuring the regular and timely medications.

A
Y QA AV V2 ovoanes I55502,,02%,

*\

/w;'a.'.‘rf{ ,/,:',;n'lf'll!i”v ehule ¢

Challenging behaviors
In case of a sudden onset of worsening of behavioral symptoms, such as aggressive or self-injurious behavior,
a source of pain or discomfort should be sought for.

Evidence based therapies for behavioral problems

Intervention Conclusion (Cochrane Evidence)

Risperidone + Some evidence of the benefits in irritability, repetition and social withdrawal-
Side effects: Weight gain

Tricyclic + TCAs block noradrenaline and serotonin
antidepressants reuptake-

Used in the treatment of autistic symptoms and comorbidities-
Further research is required before TCAs can be recommended

Aripiprazole « Can be effective in treating some behavioral aspects of ASD in children.
After treatment children showed less irritability, hyperactivity, and stereotypies

SE: weight gain, sedation, drooling, and tremor

Selective serotonin * Fluoxetine, fluvoxamine, fenfluramine

reuptake inhibitors and citalopram-

Depression, anxiety and obsessive-compulsive behaviours-
No evidence of effect of SSRIs in children

Methylphenidate for + In ADHD, this has been to reduce
core and ADHD-like impulsiviy and inrease attention.
symptoms in ASD aged
6 to 18 years
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* Rule out any treatable medical causes and modifiable environmental factors

+ Atherapeutic trial of medication should generally be considered if the behavioral symptoms cause significant
impairment in functioning and are sub optimally responsive to behavioral interventions

* Hence, parents should not be insistent on demanding medications like sedative agents or anti-psychotics
before considering the above mentioned points

« Over the counter or self medications should be strictly avoided

BEHAVIORAL INTERVENTIONS IN AUTISM SPECTRUM DISORDER:

WHAT IS THE EVIDENCE?

There are several unsupported and often controversial interventions that claim to be in “miracle” interventions,
which have led to unrealistic expectations about treatment results. Empowerment of parents and caregivers of
ASD by information regarding evidence base for each treatment intervention is warranted. There is no single
universally effective intervention for all children with ASD. The best programs often incorporate several research-
based interventions and attend to the individual needs of children with ASD and their families.

Each type of ASD treatment may be categorized into one of four categories based on the scientific evidence
supporting the treatment:

1. Significant scientific evidence if there is significant and convincing empirical efficacy and support for the
treatment.

2. Promising or emerging scientific evidence if there is some scientific support for the treatment having
efficacy and utility with individuals with ASD, but the evidence is not yet convincing without further replication
through quality research.

3. Limited scientific evidence refers to treatments that currently lack objective and convincing supporting
evidence and thus have undetermined utility and efficacy.

4. Not recommended practices are those determined to lack efficacy and to be potentially harmful based on
available data.

1. Interventions Supported by Significant Scientific Evidence
(a) Applied Behavior Analysis (ABA)

ABA is defined as the process of applying behavioral principles to change specific behaviors and simultaneously
evaluating the effectiveness of the intervention. ABA focuses on modification of physical environment and
antecedent situations, which result in and maintain abnormal behavior. Numerous empirical studies have
documented the effectiveness of ABA with individuals with ASD. This intervention can be used with all ages and
ability levels. The following specific ABA interventions are described in greater detail

Discrete Trial Training (DTT) - a discriminative stimulus is presented, the child responds, and then the child
receives a consequence (e.g., reward) based on the response. Research indicates that DTT can produce
powerful behavioral outcomes in the areas of language, motor skills, imitation and play, emotional expression,
academics, and the reduction of self-stimulatory and aggressive behaviors



Functional Communication Training (FCT) is a behavioral methodology that replaces disruptive or inappropriate
behavior with more appropriate and effective communication. FCT has been shown to significantly reduce problem
behavior and to increase communication and social interaction.

Pivotal Response Training (PRT): PRT builds on a child’s initiative and interests, which makes it particularly
effective in developing communication, play, and social behaviors.

Antecedent-Based Interventions: This involves setting up antecedent conditions that increase the likelihood of
success and reduce the probability of problem behaviors occurring including choice, behavioral momentum,
cueing and prompting, modifying task demands, errorless learning, priming, non-contingent reinforcement, and
time delay.

(b) Early Intensive Interventions

Intensive early intervention programs that provide ABA strategies in combination with developmental approaches
have been shown to produce improvements in behavior, communication and cognitive abilities.

(c) Social Skills Training

There is good evidence that interventions to directly train social skills can be effective. There is evidence that
specific aspects of social interaction (e.g., eye contact, joint attention, verbal greetings, etc.) can be learned
with focused training.

(d) Cognitive-Behavioral Therapy

The scientific basis for the use of cognitive behavior therapy (CBT) with adolescents and adults with mood or
adjustment problems is extensive and diverse. CBT focuses on replacing negative or ineffective patterns of
thought and behavior with structured strategies that are effective in improving mood and adaptive functioning.
CBT is especially appropriate for use with older children and adolescents or adults with Asperger’s syndrome or
high functioning autism, for whom the cognitive demands of the therapy are manageable.

(e) Other Evidence-Based Interventions

Augmentative and Alternative Communication (AAC) devices and tools can help compensate for expressive
communication deficits. These interventions range from the use of sign language to picture systems and more
complex electronic communication devices.. This type of intervention can be used with individuals with
communication deficits at any age.

Picture Exchange Communication System (PECS). Individuals are trained to exchange picture cards for
desired items, which the therapist pairs with a verbal label for the item. In addition to targeting communication
skills, PECS also provides opportunities for social contact. Empirical studies have documented an increase in
functional communication following this intervention, especially when used as part of ABA treatment.

Modeling especially using video technology to record actions for later review can provide a visual model to
assist in building skills in communication, play, or social interaction.

Visual Supports including the use of schedules and structured work tasks presented visually are effective for
individuals with ASD across many work and learning environments.

Computer-Aided Instruction can assist individuals with ASD in learning communication and academic skills.
Parent-Implemented Intervention is a core component of many evidence-based interventions for ASD, including
functional communication training and social skills training.

2. Interventions with Promising or Emerging Evidence

(a) Developmental Relationship-Based Treatment /Floor Time

These treatment programs may be referred to by other names such as Floor time, DIR (Differential, Individual
differences, Relationship-based), or Relationship Development Intervention (RDI). Floor time seeks to facilitate
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the acquisition of social-communicative skills through intensive child-directed play and positive interactions. It
is recommended that this strategy be integrated with other therapies (e.g., speech therapy and occupational
therapy). Floor time has become a popular intervention among parents, but it continues to lack scientific evidence.
This treatment is intended for young children, but can be used in some form with all ages and ability levels.

(b) Play Therapy

Learning play skills is important for children with ASD, and providing guided opportunities for play-based interactions
with peers is an important part of social skills training, which is an evidence-based intervention.

(c) Supportive Therapies

The National Autism Center review designated music therapy and massage therapy as emerging treatments.
Other therapies with some support include art therapy and pet/animal therapy although the scientific evidence
supporting these interventions is not strong. Even without additional scientific evidence to support these therapies,
it is likely that activities that are fun and engaging will provide opportunities for reinforcement, relaxation, and
social interaction for individuals with ASD.

3. Interventions with Limited Scientific Evidence
(@) Sensory Integration (SI)

The use of sensory integration (Sl) therapy for treatment of ASD has been both popular and controversial. Many
children with ASD are believed to have a form of sensory integration dysfunction, defined as neural dysfunction
that causes the nervous system to inefficiently receive and process incoming information, which may lead to
hypersensitivity or hyposensitivity to sensory input, unusually high or low activity levels, coordination problems,
delays in speech or motor skills, and/or behavior problems. In Sl, a child’s individual sensory needs are evaluated,
and a program of sensory therapies (e.g., riding scooter boards, swinging, jumping on trampolines, wearing
weighted vests, wrapping in fabric) is developed and prescribed as a “sensory diet.” Most Sl therapy is implemented
by occupational therapists. Proponents of this therapy argue that sensory integration therapy results in improved
mental processing and organization of sensations, although this is difficult to measure objectively. Despite its
widespread use, Sl is most often considered a “complementary and alternative medicine” (CAM) treatment
rather than an accepted treatment methodology, and the neurodevelopmental theories underlying Sl are not
generally accepted by medical scientists. The American Academy of Pediatrics (AAP) has summarized the
scientific findings on Sl by stating that “the efficacy of Sl therapy has not been demonstrated objectively.”

(b) Auditory integration training (AIT)

AT is a controversial intervention that intends to remediate problems with sound sensitivity and auditory processing,
with the result of improved behavior, communication, and quality of life. Although several studies have been
conducted, there is currently no scientific evidence that AIT retrains auditory systems of individuals with ASD
with the result of improved functioning.

(c) Facilitated Communication (FC)

Facilitated communication was designed to be an augmentative communication strategy that involves the use
of a “facilitator” who gently provides hand-over-hand physical assistance to individuals with disabilities as they
type (or point to pictures) to communicate. This method can be used with individuals of all ages who are
otherwise unable to effectively communicate using speech. Facilitated communication is a highly controversial
technique due to concerns that the facilitator may actually guide the individual’s responses.

4. Interventions that are Not Recommended

Holding Therapy

Holding therapy is designed to restore and strengthen the bond between the child and caregiver through forced
physical proximity and eye contact. The child is expected to initially reject this treatment but will then develop
closeness with the caregiver after realizing that his/her anger cannot break the parent-child bond. This treatment



has several risks, including possible physical and psychological harm to the child and parent, and it has not
received empirical support.

Using these Findings for Treatment Planning

An individualized program of services should be developed to meet the child’s developmental, educational,
behavioral, emotional, and social needs. A comprehensive treatment program for a child with ASD should
include behavioral, speech and language, and educational interventions; pharmacological treatment of specific
symptoms may also be appropriate. The effectiveness of all interventions a child receives should be evaluated
regularly and adjusted as necessary. Finally, it is clear that the field of ASD would benefit significantly from
continuing research into the effectiveness of proposed ASD interventions

Behavioral intervention therapies based on available evidence

Significant Promising and Limited Not
scientific emerging evidence recommended
evidence
Applied Behavioral Development Sensory Integration Holding Therapy
+  Discrete Trial Training Relationship-Based Therapy (SIT)
Treatment/Floor Time
Functional Play therapy
Communication Therapy Auditory Integrated
Training Therapy (AIT)
Supportive therapies Facilitated
Pivotal Response Communication
Training
+  AntecedentBased
Interventions
Early Intensive Music Therapy
Interventions
Social Skills Training + Message Therapy
Cognitive Behavioral
Therapy
Augmentativeand +  AtTherapy
alterative Communication
(AAC) * Animaljpet
Picture Exchange therapy
Communication (PECS)
Modeling
Visual supports
Computer aided instruction
Parentimplement
intervention

COMPLEMENTARY ALTERNATIVE MEDICINE

What is complementary alternative medicine?

Complementary alternative medicine is defined as a broad domain of healing resources that encompasses all
health systems, modalities, and practices and their accompanying theories and beliefs, other than those intrinsic
to the politically dominant health systems of a particular society or culture in a given historical period.
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Why do families turn to complementary alternative medicine?

Families of children with autism may turn to therapies that are not based in the realm of conventional medical
practice

Conventional medicine is directed at the goals of diagnosis, treatment, and when possible, cure, of disease
states, whereas CAM practices add promotion of health and involvement of the patient in a process of
healing

+ Parents think that they are natural/not associated with side effects

+ They desire for multiple approaches/’let's try this one” attitude/information in internet
What are the CAM practices which have definite evidence base?

Currently, there are no CAM practices, which have strong evidence to be recommended for children with autism
What are the CAM practices which have been found to be of no benefit with evidence?

IV secretin therapy is not effective and should not be recommended

Chelation therapy is not recommended unless there is evidence for heavy metal toxicity.

What is the evidence for omega 3 fatty acids?

Oral supplementation with polyunsaturated fatty acids (omega-3 FA) has become popular for children with
developmental differences including autism and ADHD

A recent double-blind, placebo-controlled trial revealed no statistically significant differences on Aberrant Behavior
Checklist subscale scores between small groups of children with ASDs who were given omega-3 fatty acids and
those who were given placebo

It is important for patients and families to understand that there are significant differences in the quality of the
various types of omega-3 fatty acids available over-the-counter. In addition, researchers have yet to determine
the optimal dose of omega-3 fatty acids or the optimal ratio of the two essential components of these supplements
(eicosapentanoic acid, or EPA, and docosahexanoic acid, or DHA) in the treatment of those with autism. In light
of this, further study is needed before experts can make reliable recommendations.

What is the evidence for casein — gluten free diet?

Many parents of children with ASD report that behavior improves when their children eat a diet free of the
proteins gluten and casein. Gluten is found primarily in wheat, barley and rye; casein, in dairy products. In 2010,
a randomized clinical trial on the use of casein- and gluten-free diets found insufficient evidence of clear benefit.
However, this was a relatively small study (with just over 50 children), and it is possible that subgroups of
children may benefit. The authors called for more studies to be conducted, and these are now underway.

Certainly, dietary changes can be worth investigating and trying, especially if there are other family members
that have had difficulties tolerating gluten and/or casein in foods. And as mentioned, some, but not all, parents
report improvements in behavior. If parents do decide to place their child on a casein- and gluten-free diet, it is
important to take extra steps to ensure they do so in a safe and reliable manner.

1. Consult with a dietary counselor such as a nutritionist or dietician. Although it’s easy to find casein-gluten-
free dietary plans on the Internet, few lay people — or physicians — have the experience and knowledge to
determine whether a restrictive diet is providing all the necessary nutritional requirements. This is particularly
important for supporting normal growth and development in children. Keep in mind that foods containing
gluten and casein are major sources of protein as well as essential vitamins and minerals such as vitamin
D, calcium and zinc.

2. Bring the nutritionist or dietician a 3- to 5-day dietary history (writing down what was eaten and how much)
and have this reviewed to determine whether there is a risk for nutritional deficiency. The nutritionist or
dietician can then work with you to add foods or supplements that address potential gaps in nutrition.



3. Set up areliable way to measure your or your child’s response. This should start before the diet is begun,
with a list of the specific symptoms and/or behaviors that you would like to improve.

4. If you reach a consensus that improvements are occurring, continuing the diet may be worth the cost and
effort.

What is the available evidence for various CAM practices ?

Intervention Conclusion (Cochrane evidence)

B6 and Mg — No evidence for recommendation

Glutten — Autism might be explained by excessive opioid activity linked to these pep-
tides.

— Current evidence for efficacy of these diets is poor.

Acupuncture — Current evidence does not support the use of acupuncture for treatment of
ASD

Omega-3 fatty acids — No high qualityevidence that omega-3 fatty acids supplementation is effective
for improving core and associated symptoms of ASD

Auditory intergration — No evidence that auditory intergration

traning and other sound therapy or other sound therapies are

therapies effective as treatments.

Music Therapy — Quality of the evidence was moderate for social interaction outside of the

therapy context, initiating behavior, social adaptation, and the quality of the
parent-child relationship.

Hyperbaric oxygen — Safe and may be a potentially effective
therapy treatment, further studies are warranted.

What is the role of stem cell therapy for autism?

Stem cell therapy in autism is a promising option, but it is only in the research stage. At this juncture, stem cell
therapy cannot be recommended. Further research is warranted.

Summary for CAM in autism

Some CAM practices have evidence to reject their use, such as secretin

Some CAM practices have emerging evidence to support their use in traditional medical practice, like melatonin.
+  Most treatments, however, have not been adequately studied and do not have evidence to support their use.

+  We encourage families to share all interventions that they are pursuing, whether or not prescribed or endorsed,
by conventional practice.

CAM interventions should be discussed in an open dialogue, nonjudgmental manner

+  Treating physician should provide “balanced advice about therapeutic options” and information about potential
risks.

Discuss the importance of continuing pharmacologic or other therapeutic interventions while CAM therapy is
being used.



AUTISM: GOVERNMENT SCHEMES AND PROGRAMMES

Introduction

The Constitution of India includes persons with disabilities generically within the universal categories of person
and citizen; it does not even mention disability in the prohibited grounds. Consequently, in accordance with The
Constitution of India, and Rights of Persons with Disability Bill 2014, there are several government schemes and
programmes that can be availed by a person with disability in India. Mentioned below are the schemes and
programmes that are relevant to people with autism and their families. To avail all the schemes mentioned below
it is mandatory to have a disability certificate.

Certification for Autism

The disability certificate for autism is available under notification by The National Trust. The Gazette Notificationcan
be downloaded from the National Trust's website by the following link:
http://thenationaltrust.gov.in/upload/uploadfiles/files/25%20April%202016%20-%20Autism%20Natification.pdf

The National Trust for Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation
and Multiple Disabilities Act, 1999

The National Trust for Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities
Act, 1999 was constituted by the Central Government as a legal entity. This was set up in the year 2000. The
objectives of the Trust is to enable and empower persons with disability, facilitate support to registered
organizations, deal with problems of disabled persons who do not have family support, promote measures for
their care and protection in the event of loss of parents and guardians, evolve a procedure for appointment of
guardians and trustees so that equal opportunities, protection of rights and full participation of such persons is
ensured. The National Trust has several schemes and programmes available for persons with autism and their
families. Some basic information about some of these schemes are detailed below. The details are accessible
at http://www.thenationaltrust.gov.in.

Disha — Early Intervention & School Readiness

Scheme Description

e Day care facility for children with NT disabilities in the age group of 0-10 years for at least 4-6 hours per day
for a batch size 20

e Training and counseling to children and the parents to enable mainstreaming of children

e Professional services by special educators, therapists and counselors

¢ Availability of optional transport facility

e  Continuous evaluation of children and mapping of development chart

e Assistance and guidance for admission to schools

e KPIs monitored shall be — PwD strength, LIG:Non LIG ratio, PwD development, PwD mainstreaming, Parent

Counselling
Set-up 1,55,000 Immediately after enrolment
Sustenance 4,500 per Differential PwD per month  Monthly for 3 months (min.
PwD is 20% of batch size, i.e. 4)
Monthly 4,500 per eligible PwD per month Monthly on 1:1 ratio for LIG:Non LIG and All BPL
Recurring (+1000 Transport allowance)




Vikaas - Day Care

Scheme Description

Day care facility for PwD above 10 years of age for at least 6 hours in a day (between 8 am — 6 pm) for a
batch size 30

Training and counseling to PwDs in the age group of 10+ years for enhancing interpersonal and vocational
skills, besides mainstreaming

Professional services by special educators, therapists and counselors
Availability of optional transport facility

Enable family members to fulfill other responsibilities

Provision for setting up Work Centers

KPIs monitored shall be — PwD strength, LIG:Non LIG ratio, PwD development, Gainful employment of
PwD

Set-up 1,95,000 Immediately after enrolment

Sustenance 3,850 per Differential PwD per month ~ Monthly for 3 months (min. PwD is 20% of batch
size, i.e. 6)

Monthly 3,850 per eligible PwD per month Monthly on 1:1 ratio for LIG:Non LIG and

Recurring (+1000 Transport allowance) All BPL

Work Centre Rs. 25,000 to Rs. 1,00,000/- Case to case basis

Samarth — Respite Care Residential Scheme

Scheme Description

Residential facilities including meals for orphans/abandoned, families in crises, destitute, BPL and LIG
PwDs in all age groups for a batch size 30.

Provision to shift an adult resident to GHARAUNDA if stay in Samarth exceeds 5 years and PwD is an adult

Professional services by special educators, therapists and counsellors for age-specific vocational and pre-
vocational activities

RO should own the location or its should be on a lease of minimum 5 years with renewable clause
KPIs monitored shall be — PwD strength, LIG:Non LIG ratio, PwD registration with Niramaya scheme,
PwD development, Gainful employment of PwD, Inclusion events organized

Set-up 2,90,000

Sustenance 7,000 per Differential PwD per
month

Monthly 7,000 per eligible PwD per month

Recurring

Work Centre Rs. 25,000 to Rs. 1,00,000/-

Immediately after enrolment

Monthly for 3 months (min. PwD is 20% of batch
size, i.e. 6)

Monthly on 1:1 ratio for LIG:Non LIG and

All BPL

Case to case basis

GHARAUNDA - Group Home for Adults

Scheme Description

¢ Residential facilities including meals and all other facilities for life long stay of adult PwDs (>18 years of

age) for a batch size 20.

e Professional services by special educators, therapists and counsellors for age-specific vocational and pre-

vocational activities

e RO should own the location or its should be on a lease of minimum 10 years with renewable clause




Provision of crisis fund per Gharaunda Centre to be maintained with the National Trust—INR 10,00,000/-

KPIs monitored shall be — PwD strength, LIG:Non LIG ratio, PwD registration with Niramaya scheme,
PwD development, Gainful employment of PwD, Inclusion events organized

Set-up 2,90,000 Immediately after enrolment

Monthly 10,000 per eligible PwD per month Monthly on 1:1 ratio for LIG:Non LIG and
Recurring All BPL

Crisis Fund 10,00,000/- On need basis

Work Centre Rs. 25,000 to Rs. 1,00,000/- Case to case basis

Niramaya — Health Insurance

Scheme Description

Health Insurance for PwDs under NT Act
Full premium to be paid by the National Trust

Benefits include surgery, hospitalization, OPD, medicines, dentistry, medical tests, therapies etc. up to
Rs.1 Lakh

No requirement of health check-up or age proof

No bar for government or private hospitals/practitioners

Enroliment on monthly basis through Registered Organizations (RO)
Facilitation through 34 regional claim centers

Annual enrolment fee for BPL Rs. 250/-, Non BPL Rs. 500/- and PwD with Legal Guardian (Other than
natural parents) FREE.

KPIs monitored shall be: turnaround time for the application, Niramaya status report

Health
Insurance

1,00,000 per PwD per year As and when PwD will claim

Gyan Prabha — Education Support

Scheme Description

Encourage PwDs to pursue vocational training/higher education/ professional courses

Wide range of courses like medical, engineering, law, management and regular graduation and post graduation
covered

No age or income limit for eligibility

Recurring fixed amount for the specified courses covering course fees, transportation, books, OPEs (max
10%) etc. on presenting proofs except OPE

Funding shall be provided for maximum duration of course or till when course is completed by PwD as
applicable

KPIs monitored shall be: turnaround time for the application, Gyan Prabha status report

Professional 5,200 per PwD per month

Graduation/ Post Graduation
Vocational Course
Transportation allowance (for any course)

Depending on course structure:Monthly,
semester wise, trimester wise or annually.

2,000 per PwD per month
1,600 per PwD per month

20,000/- per PwD per annum or actuals,
whichever is less




Sahyogi — Care Associate Training

Scheme Description

Creating a pool of skilled care associates through theoretical and on-the-job training to support PwDs and

their families

Two types of courses — Primary (3 months), Advanced (6 months) having both theory and internship

Parents and guardians are also eligible to apply for the courses. However, they shall not be involved in
internship period of course

Meeting(s) for placement amongst families, institutions and trained care associates on a quarterly basis

KPIs monitored shall be — trainee strength, trainee attendance, internship opportunities, placement, RO visit

status report

Set up Cost

Trainee Cost

Trainee Stipend

1,00,000/- for both primary and On time on acceptance of proposal
advanced

Primary — 4,200 per trainee per batch  On completion of training
Advanced — 8,000 per trainee per

batch

Primary — upto 5,000 per trainee per  On completion of training
batch Advanced — upto 10,000 per

trainee per batch *Stipend for all,

including parents/ guardians of

PwD

Prerna — Marketing Assistance

Scheme Description

Funding for participation in fairs and/or exhibitions at district, state, regional and national level

NT to sponsor up to four events in a financial year

Minimum participation of 51% PwDs in production of saleable items/articles
An incentive of 10% for RO on sales turnover verified by Office of DC/DM/LLC/Social Welfare

NT shall also reimburse the expenses that ROs incurred in designing and publishing brochures marketing
the products prepared by PwDs

KPIs monitored shall be: Event participation and Growth rate of PwD supported

Support for
participation
in events

Incentive on
Sales Turnover
Reimbursement
for brochures

National Level — INR 30,000/- INR 10,000/- 50% on approval of event
Regional Level ( participation of proposal50% on completion of event
min 5 states) - INR 25,000/-State

Level - INR 20,000/- District

Level -
10% of total sales Annually
10,000 per RO per year Annually

Sambhav — Aids and Assistive Devices

Scheme Description

Additional centres to be set up in cities of India with population of more than 5 million (as per 2011 Census)

©



Demonstration of aids, assistive devices, software & an accessible model of Kitchen, Living Room & Bathroom
etc. for enabling and empowering the PwDs

Management coordinator at these Sambhav centres shall be deployed by NT
ROs to provide one demonstrator/facilitator and one maintenance staff

Sambhav centre can procure new aids/ assistive devices and same shall be reimbursed by NT within maximum
limit allowed

KPIs monitored shall be: increased no. of visitors, organizing visits to the centre (for ROs, educational
institute and Medical institute)

Set up Cost 10,00,000/- (Stage | —5,00,000 Stage | —on approval of application
and Stage Il —5,00,000) Stage Il — On completion of setup period
Monthly 40,000/- per month To be paid bi-annually

Recurring Cost

Reimbursement On actuals with maximum limit of Annually
for new devices INR 3,20,000/- per annum

Badhte Kadam — Awareness & Community Interaction

Scheme Description

Awareness generation for general public and community stakeholders through various activities for
example exhibition, rallies, workshops, media outreach etc.

Innovative/special proposals to be sanctioned separately

Create platforms for collaborative initiatives between govt. officials, medical fraternity, legal professionals &
educational institutes for the betterment of PwDs

Outreach activities in areas where NT is under represented
Maximize benefits of NT schemes
KPIs monitored shall be: activities completed, enabling changes in society and gathering feedback

Distributing Handouts, posters 20,000/- Workshops with govt officials, legal/ 17,000/-

etc. at Educational/ financial/ medical/ bank/educational

medical institutes professionals

Sessions with voluntary 15,000/- Social inclusion event like cricket 16,000/-

organizations like CRY or MAD match

Organize Roadshows 13,000/- Sessions in schools/ colleges/ 8,000/-
per day other educational institute

Travel Concessions

Railways allow disabled persons to travel at concession fares up to 75% in the first and second classes. Escorts
accompanying blind, orthopedically and mentally handicapped persons are also eligible to 75% concession in
the basic fare. Submission of disability certificate may be required.

Hotel Discounts

All India Tourism Development Corporation (ITDC) hotels in India offer 50% discount on room rent, and do not
charge extra for the accompanying person / attendant i.e. 50% on single room tariff for double room. In addition,
there is a 30% discount on food on the a-la-carte menu. It would be necessary to carry a disability certificate to
the hotel.



Autism Information and Resource Center

This establishment is specially dedicated to children with autism spectrum disorders, their families, teachers
and professionals. It provides information about the early signs of autism, education of these children, and their
legal rights among various other facts and research about autism. (http://autismresourcecenter.in).

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 resources 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 (http://www.rehabcouncil.nic.in).

Punarbhava Web Portal
Punarbhava web portal under rehabilitation council of India provides following information for persons with disability.
The details are available at their web portal (www.punarbhava.in).
Defining disability, diseases and conditions under disability
Disability certificate: process and authorized institutes
Benefits for disability certificate holder
+ Various schemes and programs by the government for persons with disability
+ Institutes and centers for training professionals

Role of NGOs

Non-governmental organizations play a major role in terms of services, advocacy and research. Action for
Autism (http://www.autism-india.org) and Autism Society of India (http://autismsocietyofindia.org) are national
level bodies and pioneers in this field. Local and regional bodies like CATCH (Bhubaneswar, http://
www.catchindia.org) and Apoorva Center (Bengaluru, http://saiautismcenter.org) apart from promoting these
activities also facilitate the formation of parent support groups.

INCLUSIVE EDUCATION

1. What is implied by the term “Inclusive Education”?

Simply put, an inclusive classroom is described as one hosting both general education students and students
with disabilities. Inclusion provides differently abled children with the necessary services and supports, within
the general education classroom.

Similarly, inclusive education implies that the differently abled students, including those with ASD, receive the
services and supports appropriate to their individual needs within the general education environment.

2. What are the benefits of inclusive education?

Inclusive environments can provide opportunities for children with autism to increase their social interactions and
in turn improve their social skills. Interacting with peers gives students with autism a chance to practice
communication skills, develop friendships, and see how peers behave in day to day situations.

The benefits of applying a structured framework for teaching students with ASD in inclusive settings include
consistency across people providing support; organized instructional settings; smoother transitions between
school-age programs (elementary to middle to secondary); a shared knowledge base among team members;
improved family-school partnerships; and enriched social experiences for all students.
3. What are the elements of inclusive teaching?

The key elements of inclusive teaching include the following:
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(@) Choose content that matters: Lessons should engage students in real-world problem solving, provide an
opportunity for active participation, allow students to direct their learning, provide challenge and interest and
be multidimensional.

(b) Use flexible groupings: Groups should be based on goals, interests, needs and skills. Grouping students
with similar needs and different needs should take place as appropriate to allow for students to share and
teach each other.

(c) Use awide range of materials: Some students with autism may find it difficult to use “traditional” teaching
materials. Using a wide range of materials offers every student a chance to be successful.

(d) Mix up lesson formats: Use of a wide variety of formats will benefit students with learning differences,
particularly those with autism, many of whom struggle during whole-class lecture formats, discussions, and
pencil/paper tasks.

(e) Use multiple assessments:Traditional tests can be problematic for many students, by providing other means
of assessment students can have an opportunity to share what they know in the manner that is most
appropriate for them.

4. What are the general teaching strategies for autism?

Although knowing the general characteristics of ASD is helpful, teaching strategies for students with ASD still
need to be individualized, and it is important for teachers to realize their expectations of their students. Children
with ASD often have visual-spatial strengths. Knowing this, teachers can modify their instructional strategies in a
number of ways. First, teachers should demonstrate and model expected skills. For example, if the teacher
wants a student with ASD to place his school bottle at a particular spot when he gets to class in the morning, the
teacher should demonstrate exactly how to do this.

Next, teachers should provide visual schedules of the day’s events in a location easily seen by the student. A
visual schedule can be written out and paired with picture symbols to increase understanding.

Additionally, teachers should work to make eye contact with the student and expect to acquire the student’s
attention. This can be challenging because students with ASD may have difficulty maintaining eye contact due to
difficulties with modulating visual input. Close proximity with a verbal reminder — a gentle, “look at me” — can
work well. However, even if the student is not looking directly at the teacher, the teacher should know that he or
she may still be listening. Checking frequently for understanding can give the teacher assurance that the student
is, in fact, paying attention.

Teachers can adopt other strategies to increase motivation in students with ASD, such as allowing short breaks
between teaching sessions and providing time for the student to be alone if needed. Some of these teaching
strategies have been highlighted in Figure 7.1.

5. What is the role of reinforcement in inclusive education?

Reinforcement is another crucial strategy in developing and maintaining motivation in a student with ASD. A
reinforcer is an object or activity that the student likes, which can be presented after a behavior to increase the
frequency of that behavior in the future.Teachers may reinforce a non-preferred activity with a preferred activity,
contingent upon task completion. For example, if a student has difficulty maintaining focus on a math assignment
(non-preferred activity), she can spend five minutes using the computer (preferred activity) after completing her
math work.

In order for reinforcement to work, a teacher must know a student’s preferred reinforcers. If the student is unable
to verbalize his preferred reinforcers, the child’s parent or other caregiver could provide this information. Alternatively,
the teacher can determine preferred reinforcers for the student by presenting one or more objects or activities
contingent on the desired behavior (such as the student’s completion of a math assignment) and examining their
effectiveness on increasing that behavior in the future. In other words, does giving the student time to work on the
computer after completing the math assignment increase the student’s motivation to complete another math
assignment in the future? If not, then the computer is not a reinforcer.



The quicker the reinforcement is given after a student with ASD has completed a teacher-requested activity, the
more powerful the reinforcer will be. If a teacher waits for two hours before delivering reinforcement for a completed
activity, the student with ASD might not make the connection.

6. What is the role of government policies for promoting 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 — XII. 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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ROLE OF AIIMS IN AUTISM CARE AND AWARENESS

1. What are the various research activities being conducted/ completed at AIIMS, New Delhi?

Over the past decade or so, Child Neurology Division has conducted and is also currently involved in various
research projects to explore various aspects of autism spectrum disorder including, the diagnostic strategies,
the etiologies and the impact on the family. These research includes:

(@ INCLEN Diagnostic Tool for Autism Spectrum Disorder (INDT-ASD): development and validation. (Published
in Indian Pediatr. 2014 May;51(5):359-65)
(b) Blood heavy metal level in children with autism — a cross sectional study.

(c) Comparison of Blood 25 hydroxy Vitamin D and Other Micronutrient levels between Children with Autism
Spectrum Disorder with Typically Developing Children: Analytical Cross-sectional Study

(d) AIIMS modified INDT-ASD tool for Autism spectrum disorder based on DSM 5 criteria: development
and validation

(e) A study to find out the prevalence of depression in mothers of children with autism spectrum disorders

(f) Effect of weighted compression Vest on hyperactivity of children aged 6-9 years diagnosed autism by
DSM-5 (In collaboration with IIT Delhi).

(@ Role of gut flora in etio-pathogenesis of ASD
(h) Quantitative EEG among children with autism

() Prevalence of sleep abnormalities in children with autism

2. What has been the role of AIIMS, in developing diagnostic tools for autism diagnosis?

Professor Sheffali Gulati, Chief, Child Neurology Division, AIIMS was the Site Pl and network co-ordinator for
the INCLEN Diagnostic Tool for Autism Spectrum Disorder. This tool was validated at multiple sites including
AlIMS.

This INCLEN tool was then modified at AIIMS and updated according to the current DSM-5 criteria. This modified
tool was thereafter validated at the Child Neurology Division of AIIMS. Thus in a nutshell, AIIMS has been at
forefront of developing and validating tools to facilitate diagnosis of autism spectrum disorders.

3. How can one access these diagnostic tools?

The initial INCLEN Diagnostic Tool for Autism Spectrum Disorder was published in Indian Pediatrics and can be
accessed online at Indian Pediatr. 2014 May;51(5):359-65.

The AIIMS modified tool has been developed as a mobile application. The same is available for free download at
the App Store (for iOS) and at the Google Play Store (for Android) by the name of “Diagnostic Tool for Autism
Spectrum Disorder”. This mobile application has straightforward questions with “yes” and “no” answers that may
help the user to reach a diagnosis.

In addition, this tool is available at the webpage of the Child Neurology Division: http://pedneuroaiims.org

4. What are the patient information material on autism published by AIIMS?

The following patient information booklets have been published by the Child Neurology Division, Department of
Pediatrics, AlIMS:
(@) Patient Information Booklet for Autism: Empowering the Children with Autism and their Families (2014)
(b) Autism awareness: bringing them in the mainstream (2015)

These booklets have a concise description
in easy to understand language to facilitate understanding of disease by parents and to learn and participate in



activities for benefit of the child. Also, various government related schemes and entitlements have been enlisted
in these aforementioned booklets.

5. How can these patient information materials be accessed?

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

6. How can one access the autism services at AlIMS?

The patients are first seen in the routine neurology OPD, where they are screened for autistic features. If there is
a suspicion of autism, then the child is requested to visit us in Autism Clinic. This Autism Clinic is conducted
every Thursday from 0900hours onwards. The appointments for the same can be taken from the following
telephone number: 011-26594679.

7. What is the role of webpage?

The webpage of the Child Neurology Division (http:/pedneuroaiims.org) was started with the aim to create a
platform to communicate with the parents of children with neurodevelopmental disorders. It contains training
modules, and educational and informational materials for parents and physicians. The webpage is updated with
any recent development in that particular disease field.

There is an endeavor to initiate an interactive forum for parents and physicians where they can ask their queries.
This is still under development and may be launched in months to come.

8. What is the role of and autism helpline?

Autism helpline with the telephone number 9868399037 was launched on 30 Apr 2015. The aim was to allow
parents to reach doctor in case of an unforeseen emergency in these kids. On 02-Dec-2015, the telephone
helpline was upgraded to include other neurodevelopmental disorders as well.

The helpline can be used 24x7 to ask for help in case of emergency. While this may not replace the physical
presence of a doctor which would be ideal and mandatory in most circumstances, but in certain scenarios like an
ongoing seizure, the doctor on telephone may be able to advise about positioning and administration of midazolam
nasal spray.

Also, this helpline can be used to take appointments for autism clinic. The appointments can be taken between
2:00PM and 5:00PM from Monday to Friday.

9. Has AIIMS collaborated with the government for any Autism related decisions?

AlIMS in collaboration with the Ministry of Health and Family Welfare, Government of India, came out with “Framework

for convergent action towards comprehensive care of children with developmental difficulties” in 2014.
FREQUENTLY ASKED QUESTIONS

What causes autism?

There is no single cause for Autism.It is believed that several genes, as well as environmental factors such as
viruses or chemicals or heavy metals, contribute to the disorder. Abnormalities in several regions of the brain,
including the cerebellum, amygdala, hippocampus, septum, and mamillary bodies have been found in these
children.In a minority of cases, disorders such as Fragile X syndrome, Tuberous Sclerosis, untreated
Phenylketonuria and Congenital Rubella are responsible for autistic behaviour.

Children with Autism are in India, are they common in other parts of world?

ASD is estimated to affect more than tens of millions worldwide. Government autism statistics suggest that
prevalence rates have increased 10 to 17 percentage annually in recent years.In a recent study by INCLEN to



study the prevalence of neurodevelopmental disorders in children, prevalence of autism spectrum disorder in India
was estimated at 1.4%. It is seen in all countries and ethnicities.
Is autism detectable in the baby during pregnancy?

At present, it is not possible to diagnose autism in the fetus during pregnancy.

Is it possible to prevent birth of children with Autism ?

In a family already with a child with autism, if they have a genetic diagnosis, then in subsequent pregnancies, the
mother can be antenatally tested in the first trimester and if the fetus is found affected, that pregnancy can be
prevented.

Is vaccination responsible for Autism ?

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

What is minimum age for diagnosing autism correctly?

Various studies have found that autism can be diagnosed at close to one year of age, which is the earliest the
disorder has ever been diagnosed. These studies evaluated social & communication development in autism
spectrum disorders (ASD) from 14 to 36 months of age, and as per their statistics approximately half of all
children with autism can be diagnosed around the first birthday. The remaining half will be diagnosed later, and
their development may unfold very differently than children whose ASD is diagnosable around the first birthday.
What are some common signs of autism?

The hall mark of Autism is impaired social interaction that is manifest by failure to respond to name and avoidance
of eye contact. These children often have unawareness about other people’s emotions. These children habitually
engage in repetitive movements such as rocking, hand flapping, spinning or head banging. These children also
have abnormal responses to sounds ,touch or sensory stimulation. These children also exhibit reduced sensitivity
to pain or there may be extraordinary sensitiveness to other sensations.

What are the red flag signs of autism?
The red flag signs of Autism include the following:

+ Impairment in Social Interaction: Lack of appropriate eye gaze, lack of warm, joyful expressions, lack of
sharing interest or enjoyment and lack of response to name.

Impairment in Communication: Lack of showing gestures, lack of coordination of nonverbal communication,
Unusual prosody (little variation in pitch, odd intonation, irregular rhythm, unusual voice quality)

+ Repetitive Behaviors & Restricted Interests: Repetitive movements with objects, repetitive movements or
posturing of body, arms, hands, or fingers

Early red flags signs include
No big smiles or other warm, joyful expressions by six months or thereafter
No back-and-forth sharing of sounds, smiles, or other facial expressions by nine monthsor  thereafter
No babbling by 12 months

+  No back-and-forth gestures, such as pointing, showing, reaching, or waving by 12 months

+ No words by 16 months

+ Loss of speech



+  No two-word meaningful phrases (without imitating or repeating) by 24 months

+ Any loss of speech or babbling or social skills at any age

Is Dyslexia same as autism or lower form of autism ?

Dyslexia is not the same as autism. It is learning disability. Children with dyslexia display a combination of
abilities and difficulties that affect the learning process in one or more areas of reading, spelling, and writing. They
generally do not have difficulty in communication and social interaction.

Can autism develop after teenage ?

Many children with autism spectrum disorder (ASD) are diagnosed in early childhood. But for others, the signs
might not be as clear. It might not be until they’re at primary school or even secondary school that the question
of ASD comes up. There is no single test to diagnose Autism spectrum disorder (ASD) in children & teenagers.
Diagnosis is based on watching how your child plays and interacts with others (where your child’s development
is now) & reviewing your child’s developmental history.

What are the sensory issues in a child with autism?

Hypersensitivities to sensory input may include: Extreme response to or fear of sudden, high-pitched, or
metallic noises like clanking silverware, easily distracted by background noises that others don’t seem to hear,
fearful of surprise touch, avoiding hugging and cuddling, fearful of crowds, doesn’t enjoy a game of tag, being
fearful of playground equipment, extremely fearful of climbing or falling, has poor balance and may fall often.

Hyposensitivities to sensory input may include: a constant need to touch people or textures, not understanding
personal space even when same-age peers are old enough to understand it, being clumsy &have uncoordinated
movements, an extremely high tolerance for or indifference to pain, harming other children and/or pets when
playing, being fidgety, enjoying movement-based play like spinning, jumping, etc..

What role does genetics play in Autism?

There have been recent studies which indicate that some children have a genetic predisposition to autism.
Various studies have estimated that in families with one autistic child, the risk of having a second child with the
disorder is approximately 5% which is definitely greater than the risk for the general population.

How can autism be treated?

There is no definite cure for autism at present. Various behavioural therapies &interventions have been designed
to remedy specific symptoms in each individual. Out of these, the best-studied therapies are educational/
behavioral and medical interventions. These interventions do not cure autism, they often bring about substantial
improvement.

Educational/behavioral interventions which are highly structured & often intensive skill-oriented training that
is tailored to the individual child. Behavioural therapists work with children to help them develop social and
language skills. Children develop most of their language & speech effectively and rapidly when very young.
Therefore , this type of therapy ideally should begin as early as possible. There is evidence to suggest that early
intervention has a good chance of favorably influencing brain development.

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

What is Applied Behavior Analysis ?

ABA is defined as the process of applying behavioral principles to change specific behaviors and simultaneously
evaluating the effectiveness of the intervention. ABA focuses on modification of physical environment and antecedent
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situations, which result in and maintain abnormal behavior. Numerous empirical studies have documented the
effectiveness of ABAin individuals with ASD. This intervention can be used with all ages and ability levels.

What is the procedure of getting appointment at Autism Clinic at AIIMS?

The patients are first evaluated in Tuesday, Friday morning children OPD at AIIMS and then referred to Autism
Clinic. Appointment for autism clinic can be taken by contacting the phone number 011-26594679 between 2-5
PM. You'll be given an appointment for Autism Clinic which is held on Thursday at 0900 hrs Room No: 12,
Children OPD.

Is there is any training module / website on Autism ?

Yes the Divison of Child Neurology has a microsite, http://m.pedneuroaiims.org, where training module for
autism is available.

Is Autism training included in MBBS curriculum ?

Yes.

What are the autism training guidelines for school employees and authorities?

Currently the focus is on mainstreaming autistic children with typically developing children as far as possible in
schools. All children have the right of going to a normal school and there should be positive facilitation in this
regard. Schools are directed to have special educators and counsellors to help in this regard.

How do autistic spectrum disorders adversely impact education?

The central deficits in Autistic Spectrum disorders include impairments in social reciprocity, repetitive behaviour
and social interaction.These are key to new learning and educational process. Therefore Autism may impact a
child’s performance in one or several areas including academics, social/emotional growth, life-skills acquisition,
communication, and the ability to use and maintain skills across a range of applications and settings. However
children with ASD respond well to highly structured educational settings that include appropriate supports and
accommodations tailored to meet their individual needs.

Can an autistic child be enrolled in normal school ?

Yes the autistic child can be absolutely enrolled in a normal school. In fact, it’s a child’s right: Your child
deserves access to a “free and appropriate” education.whether it be in a mainstream or special education
classroom.

Whether stem cell therapy is useful in Autism management? What is the mechanism of action
?

There is no convincing data to support that Stem cell therapy helps in autism at this point of time.

Does autism severity reduce over a period of time or it deteriorates?

Few children spontaneously may outgrow their symptoms in early life. Majority improve over time with appropriate
therapy and interventions. Treatment of comorbidities like epilepsy also help in improvement of the child.

People call autistic children crazy. How to handle such situations?

Famous people like Albert Einstein and Sir Issac Newton had autistic traits. They had difficulty in social
interactions, and communication skills. Yet these great people are world famous.Autism is not a visible physical
disability, therefore general public are quick to condemn this behaviour. Therefore many parents avoid taking
their children to public places rather than risk the behaviour difficulties and resulting public judgment when their
child becomes anxious. This causes social isolation of the autistic child and their family.This has a profound
effect on their social and emotional wellbeing. It is important for the autistic child and their family to be integrated

into the mainstream society.



At what age autistic children need psychiatric help? What is role of a psychiatrist in autism
management?

The management of an autistic child is a team effort with Pediatric Neurologist and Child Psychologist being the
central figures. So an affected child should be in contact with them from early years as soon as the diagnosis is
made.

Child care leave for working mothers is very difficult to avail in case of autistic child. Getting
reimbursement is also difficult in these case. How can government help them?

The mothers are entitled to child care leave which they have to avail judiciously in consultation with the treating
doctor. The government initiatives have been enlisted separately in a chapter in this book which talks about all
these things in details.

How effective are biomedical interventions in treating ASD? | have been advised MB-12
injections for my son. Are these available in India?

At this point of time, thereis no evidence for these therapies.
My child has been diagnosed as mild autism and psychologist says he should be admitted in
normal school. Normal schools are denying admission, can | admit him in special school?

Children with Autism can be admitted in a normal school wherein they can be integrated into the mainstream
class room teaching with certain adaptations as already mentioned.

Is there any Homeopathy treatment available for autism as many doctors are giving it ?

There is no published evidence for cure for autism in homeopathy.

How to handle episodes of hyperactivity and aggression in child with autism?

Episodes of hyperactivity can be managed with Behavioural therapy and if not controlled then certain medications
may be given.

How to toilet train a child with autism?

Toilet training of achild with autism begins a little later than the normal children when he/she has learnt certain
small skills like pulling down underpants,pulling up underpants and hand washing.lt is important to remember
that the parents have to be patient and consistent. Use behavioural therapy cues like picture cards for toilet
training.

My child is studying in class 7. His psycho assessment report says he is “dull normal”. He is
a slow learner. Is he suffering from autism?

Autism is not synonymous with intellectual disability or learning disability. It is a defect in communication and
socialization with presence of stereotypic behavior. Your child requires evaluation by a paediatrician or pediatric
neurologist.

My 12 year old does not speak. What do we do?
Delayed speech can result from different reasons. He or she should be evaluated by a Pediatric Neurologist.
Is there any special diet recommended for Autism?

There is no special diet recommended as such for autisticchildren. However there are preliminary studies which
have been shown to diets like Gluten free and casein free to be promising which requires further evaluation well

designed research studies.
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sleep problems and how to improve the sleep quality

Coping strategies for parents: A guide to parents how
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sTeseT T 1) Early identification

1

off autism
What is early identification of autism?

O Symptoms of autism are known to appear as early as infancy and in
first 2 years of life

D Identifying the child at early age is early identification of autism

D ge age at diagnosis of autism is 3 years

O Long delay between parent's initial concerns and eventual diagnosis

Why is early identification of autism difficult?

D Lack of sensitive tools to identify the symptoms at such early age
D Natural variability in the nature and timing of early signs of autism

Why do we need to identify autism at early age?

D Gives answer to parents concerned about their child's atypical
development

D Transition from unfocused worry to mobilized efforts to learn about
the disorder

O It allows the most appropriate treatment to be selected and
delivered

D Possibility of better outcomes for children when intervention begins
earlier

What are the early symptoms of autism in infancy?

D Decreased imitation

D Decreased social responses: responses to their name, looking at
other people, social smiles, fewer appropriate facial exp

D Increased sensory and stereotypic behaviors

o D d rbal communication and gestures

What are the early symptoms of autism in toddlers?

D Typical play for developmental level but little or no pretend play

O History of normal or near normal motor development

D Lack of expected language, social, and gestural development for
nonverbal developmental level

When to consult doctor?

D Early symptoms are identified among
siblings affected with autism

O To seek help of trained pediatric

D Early identification and early intervention

might have significant impact on overall

outcome of child's development

Microsite

D A mobile based technology (microsite) was HEM © ~ -
launched by Hon’ble Minister of health and family '
welfare Shri J P Nadda on 3rd December 2014

D This is a novel initiative for professionals to
browse the information on mobiles for ready
reference. !

O Objective: To sensitize the health professionals
for early detection and intervention of childhood :
neurodevelopmental disorder —

D It provides an insight into training modules for :
identification of NDD including autism, ADHD,
epilepsy and neuromotor impairment

Link: http://m.pedneuroaiims.org
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4 ekg | 4 months

Neuro-Developmental Behavioral
and Intellectual Disorders (NDBIDs)

Overview, Early detection and Diagnosis (Parl: I)

e B, e e e s o ) V
et & e dm b

Fines, follows and takes interest In
surroundings with eyes

o o apem Prfam, o el o
T o wew o 8
Good head control supports self on forearms:

T — TS R g B 8
Hearing - brightens to sounds Cooalng

9 ekg | 9 months

« & B, B e B 09 0w oaee
zrerm £ 1

- U quwe wite ) wE due dn
Eicodl

= wfw it wEt g f, e el
e 3 wawe Fw

» ol F dW B WA

* Sits, bears weight on legs

+ Vision and hearing as an adult
+ Babbles consonant and vowels,
modulates pitch and volume

» Stranger anxiety
+ Good pincer grasp

18 ekg | 18 months

* 10 - 20 ¥ FEA, B T IO

» Walks up stairs

+ Takes off shoes and socks
+ Opens box, puts toys in and takes them out
+ Says 10 - 20 words, understands phrases

30"kZ /| 3 years

« forfean wmefae @@ 4 8
= et # dvern (g, By o owg)
* W g 8 e 7 el 7 SR a7

* Rides a tricycle
+ Speaks in sentences (subject, verb, & object)
« Asks: What? Where? and Who? questions

T waftm sETad / fise (@) @1 ol B @ W T 3 e B
FrfEs 9 % UF A e wiE F arg @ i W A geen § Iy Rew
g ¢
m ¥ / wg Aiex (Gross / Fine motor)
m 4 (Speech / Language)
m s79f1/ (Cognition)
m s | @fdrm (Social / Personal)
m 2f® e e (Activities of daily living)

%‘u’ﬂﬂ?{ﬂ%ﬁﬂfaﬁﬁ%ﬁwﬁzwﬁwmwﬁmﬁ#
25 Wi Ya

(25% from the expected rate or a discrepancy of 1.5 to 2
standard deviations from the norm)

What is developmental delay ?

Developmental Disability / Delay (DD) is present when functional
aspects of a child’ s development in one or more domains are
significantly delayed sompared to tile expected level for age
mGross / Fine motor
mSpeech / Language
mCognition
mSocial / Personal (
mActivities of daily living -

(225% from the expected rate or a discrepancy of 1.5 to 2 sﬁn‘da;d
deviations from the norm)

Global Developmental Delay (GDD) is a subset of DD defined as
significant delay in two or more developmental domains (used for

children less than 5 years old)

GIEE G ED F G D E

@ wfias nem ol (Epilepsy)

@ dftaw @ A 4 /i f@wiE (Global developmental delay / Intellectual
disability)

O siffew waew fiww (Autism spectrum disorders)

@71 & 14 & (ADHD)

@ it @ fage (Learning disabilities)

@ =irrraet @ (Neuromuscular disorders)

@ zfiz 71 7 (Vision impairment)

@ % # Wil (Hearing impairment)

@i &7 41 A fiw (Speech & Language Disorders)

Neurodevelopmental disorders

@ Cerebral palsy

@ Epilepsy

@ Global developmental delay / Intellectual disability
@ Autism spectrum disorders

¢ ADHD

@ Learning disabilities

@ Neuromuscular disorders

@ Vision impairment

@ Hearing impairment

@ Speech & Language Disorders

@
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Neuro-Developmental Behavioral \(j
and Intellectual Disorders (NDBIDs): W\
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"~ Overview, Early detection and Diagnosis (Part II)

¥ Most obvious problems are the least prevalent
¥ “New morbidities”

& Cannot rely solely on clinical judgment for identification of
developmental problems

Neurodevelopmental
Screening Tool for
Children 2-9 years

CLEARLY") CLEARLY
NORMAL * ABNORMAL

1. aifer fere v @, wtw v & @F aEthe s Taieita owwl & 1. Neurodevelopment is a delicate, vulnerable, complex
Wi #1 process: influenced by genetic & environmental factors
2. Neurodevelopmental Behavioral Intellectual Disorders are
commeon in developing countries like India
3. @ T W U AgT qgr i A AR WA St #1 3. They carry an enormous economic and emotional impact on
societies

2. wien #d Remrerefia dot # afie ferw & o dfes Rome a@we o §)

4. v |nfaa WET © WM WO Wil SRt aret weesl @ Ughe, 3% o

4.These are largely preventable through a coordinated plan to
Wt st At @ for @ vg s @ e s w81

identify and mitigate relevant risk factors

b 113 o 'l:E'f [ T W®E Research work: completed & ongoing

E siifésT & wfae @=f & o F ARt gt & we

[POS——— F Blood heavy metal levels and quantitative EEG in

B e @ R A @ v F o At B children with Autism
i ¥ Blood heavy metal levels in children with ADHD

B ifsT @ wnfa st @t A § — ¥ Prevalence of sleep abnormality in autistic
o children

B St St @ s et F a3 AR B Constraint induced movement therapy in children
2% Frfe ] with hemiparetic cerebral palsy

Rt e siRs & T e i s ¥ Prevalence of depression among mothers with
T children with Autism

R ¥ Befin @ o s ge G wt @ ¥ Study of blood Vitamin D and other micronutrient
ST levels in children with autism spectrum disorder

i e o et o e B > ¥ Quality of life with children with Autism and their
S families

O S B T e A S R o o I Cardiovascular autonomic dysfunction in children
frases aged 2 to 18 years with Rett syndrome

P SR - it 2 %z ik A ey el ¥ Developing parent mediated therapy modules for
W e R children with Autism

arw e owm, areder fife B, sflrs sl s weemr, Rel, Child Neurology Divislon, Department of Pediatrics, AN, Delhi Designed & Printed ot KLWig CMET, ABMS
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Content: Child Neurology Division, Department of Pediatrics , AIIMS

Evidence based
management of autism:
Medical management

Medical
Management

Complementary

& Alternate

Educational

Interventions Medicine

CAM

> |

Intervention targets

« Core features: Social interaction, communication and
stereotypy

+ None-core features and challenging behaviors: Irritability,
aggression, insomnia, self-injury

» Comorbid states: OCD, ADHD, depression and anxiety, G|
disturbances, epilepsy, sensory issues etc

» Quality of life: Activities of daily living leading to
independence, individual and family life

Routine health issues come first

» Health promotion and disease prevention
» Immunizations (informed parental decisions)

= Nutrition (micro and macro) (meal time tantrums, extreme
food selectivity and ritualistic eating behaviors) (Iron and
zinc supplementation specially in pica)

» Growth (abnormal growth trajectory)

» Personal Hygiene (Dental, Genital, Menstrual)

Behavioral Disorders:
Aggression
Temper-tantrums
Self-injurious
bahavier

ADHD

Anxiety

Depression

oco

Sensory deficits

&l Dysfunction
Sleop Disturbances
Gait and Posture

{ Immune dysfunction

.

Seizures

¢ Epilepsy prevalence — 11 % to 39 %

+ High index of suspicion for seizure/seizure like spells

= Anti epileptic choice — same principles as normal children

+ Drug compliance should be given special emphasis

» No evidence-based recommendation for the treatment of
children with ASDs and epileptiform abnormalities on EEG,
with or without regression

+ Universal screening by EEG in the absence of a clinical
indication is not currently supported

Designed & Printed at KL Wig CMET, ATIMS
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Rilpeﬂdorae‘ for autism

Evidence based
management of autism:
Medical management

Sleep disturbance

» Sleep problems are common in children and adolescents
with ASDs at all levels of cognitive functioning

¢ Growing literature documenting that melatonin shows
promise for treating sleep-onset insomnia in ASD (Proven in
trials)

Evidence based drug therapy

Some evid of the benefits in irr

and social withdrawal SE: weight gain

Can be beneficial in some features of autism
Used in the
comorbidities

Further research is required before TCAs can be
recommended

Can be effective In treating some behavioral aspects of
ASD in children. After treatment children showed less
irritability, hyperactivity, and stereotypies

SE: weight gain, sedation, drooling, and tremor

F and citalopram
Depression, anxiety and s
Mo evidence of effect of SSRls in children
Methylphenidate for core and In ADHD this hal been shown to reduce impulsivity and
ADHD-like in ASD i

aged & to 18 years

spectrum disorder

and

Tricyclic antidepressants of autistic

Ymp

Aripiprazole

inhibitors

dle ¥ T Favy ed
(Sleep Hygiene)

-
1 Carssent Bechme Routne |

O 2 Bedtime at Spm or earfier

Brush Fecth \
3 Inchuding reading &s part of bedtime routne ,

! IIrink uf ‘Westar
G Pasty
=

B Read Stories

| | sfights Ot

TFaITd AE1S, ATCHAFATA
Personal hygiene, self esteem
&f=5» Taking Care of Yourself
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Content: Child Neur vision, Department of Pediatrics , AIIMS
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Behavioral interventions °
in ASD —
What is the evidence ?
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Several unsupported and often controversial interventions -

claim to be “miraculous”
Empowerment of parents and caregivers of ASD by
information regarding evidence base

No single universally effective intervention

Best programs several research-based
interventions
s Attend to the individual needs of children with ASD and their

families

incorporate

4 categories based on available evidence

1. Significant scientific evidence 3. Limited scientific evidence

2. Promising or emerging scientific 4. Not recommended

evidence

TRy e e ¥ wAifa SwER

YA FaeR fawery (td)
~TdY 7 fiy arER ¥ 95a[ 3 wErTa figidl B T 7 B @
wrasiiereT &1 qedid b w8
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el afdri F e g
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- Witgge ameia wTaR

Interventions Supported by Significant
Scientific Evidence
Applied Behavior Analysis (ABA)

= Applying behavioral principles to change specific behaviors
and simultaneously evaluating the effectiveness of the
intervention

«Focus on modification of physical environment and
antecedent situations which result in and maintain abnormal
behavior

* Numerous empirical studies have documented effectiveness

= Can be used at all ages and ability levels

~Discrete Trial Training (DTT)
~Funetional Communication Training (FCT)
~Pivotal Response Training (PRT)

~Antecedent-Based Interventions

- fawm W At & v | v I e @ o 8 R ameR,
W ol i el ¥ guw goi W §
g Pree vl
- 5! e & & wmive 39 Wi & 39 e u (Somw @ fov aigi @
WU, G S ST F, g ¥ At W v ) 91 e
sf¥wrr & e o ge@ g
~ATHE aEN TTER
- U fEr sk armeR @ wr Wi el @ Tenem ar s ted
P I T R Bfaa 2 €
7% 3N IaEE o1 § gER A B gy

Interventions Supported by Significant
Scientific Evidence

« Early Intensive Interventions
~Provide ABA strategies in combination with developmental
approaches - produce improvements in behavior, communication
and cognitive abilities
+ Social Skills Training
-Evidence that specific aspects of social interaction (e.g., eye
contact, joint attention, verbal greetings, etc.) can be learned with
focused training
+ Cognitive-Behavioral Therapy
~Focuses on replacing negative or ineffective patterns of thought
and behavior with structured strategies
~Effective in improving mood and adaptive functioning

inted at KL Wig CMET, AIIMS




ST WeagH Taew 3 Behavioral interventions 2,
'. aaERR ddHl Juar - in ASD — N/
s 2T FT What is the evidence ? X7¥
S g G'ITHTﬁEI' ELEIL Other Evidence-Based Interventions
a5 T ol dofeas waw (ooeh) * Augmentative and Alternative Communication (AAC)
) ~Interventions range from the wuse of sign
- Wb AT ¥ AR TR Jomel T AR language,picture systems and more complex electronic
IR TR TR TR communication devices
TR G JaH FE # HAR qumel ()

*Picture Exchange Communication System (PECS)

37 W&y 3Menld IUTR
xfefer
- R R A T @ T W @ Ry TRAR B oof R
ST &
«froparer wEwM
*HEX TARNT e
=Hra e gr1 Frifa SR

*Visual Supports
* Computer-Aided Instruction
= Parent-Implemented Intervention

Other Evidence-Based Interventions

* Modeling

~Especially using video technology to record actions
for later review

LTS AT ARG §Y e $ I SR

W § TR
- SR W & Y G amMRa ¥ Wie @ Arfelfa saw fed & W
A e SR &1 aew e §
*HEI® IUER
- HiTg 99 3R miaw IR
- e IuEr 3 e wdt /vy 9Er
- R 9 ATl AT WY HerE e

-3 nfafdferr wReE € ok gt Tres | wafdd A @ foy o, aRm
FY 3R yaad & oy fae §

.

Interventions with Promising or Emerging
Evidence

* Developmental Relationship-Based Treatment /Floor Time

* Play Therapy

~Providing guided opportunities for play-based interactions
with peers for social skills training

Supportive Therapies

~Music therapy and massage therapy as emerging treatments

- Other therapies with some support -art therapy and
pet/animal therapy

~Scientific evidence supporting these interventions not
strong

~Yet, they are fun and engaging will provide opportunities for
reinforcement, relaxation and social interaction

Wi dsnfe weg & aF STER

~HAGHAT BT TP (THATE)

- S fig Rafee

- UEE ¥ HIfdd B qe B W TSI IGRIHAGA B BT AT W &
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AR 0 TR 3 W6 T B (S B R T K @
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ar), dR § v e s %
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Interventions with Limited Scientific Evidence
» Sensory Integration (SI)

~Popular but controversial

~Common pathology in many children with ASD - sensory
integrative dysfunction

#In Sl, a child's individual sensory needs are evaluated, and a
program of sensory therapies (e.g., riding scooter boards,
swinging, jumping on trampolines) is developed and prescribed
as a “sensory diet”

~Impl ted by pational therapists

~Sensory integration therapy may result in improved mental
processing and organization of sensations - difficult to measure
objectively

~The American Academy of Pediatrics (AAP) -

“the efficacy of S|

TS W0 N ¥R 7 B T 2 therapy has not been demonstrated objectively.”
M a g e HIET & T SR Interventions with Limited Scientific Evidence
G B TP uRE () » Auditory integration training (AIT)
~gfan wfea wEm (qw) « Facilitated Communication (FC)
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ROLE OF COMPLEMENT

AND ALTERNATIVE
MEDICINE IN AUTISM

What is CAM?

= “a group of diverse medical and health care systems, practices, and
products that are not presently considered to be part of conventional
medicine”

Autism spectrum disorders & CAM

# Families of children with autism may turn to therapies that are not based in
the realm of tional medical i

W C at the goals of diagnosis, treatment, and
when possible, cure, of disease states

# CAM practices add promotion of health and involvement of the patient in a
process of healing

=N side for multiple approaches/internet
# Combination of ional practice and pl y techniques which
have soviie rifve evid “Integrative Medici

What are the CAM practices which have been
found to be of no benefit with evidence?

w ardd WD e gvaw wardt Tl # oty gud RreRe W ol @R = W is not and should not be recommended
. @ i Chelation therapy is not ded unless there is evidence for heavy
-:??:mm:gaﬁMWﬁaﬁﬂiﬂmmaﬁﬂWn@a% w1 metal toxicity
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Omega 3 fatty acids

# Important for patients and families to understand that there are significant
differences in the quality of the various types of omega-3 fatty acids
available over-the-counter

i R are yet to the dose of omega-3 fatty acids or
the optimal ratio of the two essential components of these supplements
(eicosapentanoic acid, or EPA, and docosahexanoic acid, or DHA)

# In light of this, further studies are needed before experts can make reliable
recommendations

Evidence for casein — gluten free diet

# Many parents of children with ASD report that behavior improves when their
children eat a diet free of the proteins gluten and casein

= Small dies i further h ded

# Consult with a dietary counselor such as a nutritionist or dietician

# Important for supporting | growth and develop it in chil

Summary of CAM practices

Intervention Conclusion (Cochrane evidence)

B6 and Mg _No for dati

A c vid does not rt the use of
acupuncture for treatment of ASD

Music Therapy -Quality of the evidence was moderate for social

of the py initiating
, social adag , and the quality of the

_parent-child relationship

Hyperbaric oxygen  Safe and may be a p effective

therapy .fullller studies are warranted

Stem cell therapy Promising results in small clinical studies, but larger

are required before further

Summary for CAM in autism

# Some CAM practices have evidence to reject their use, such as secratin

# Some CAM practi have ging evi to support their use in
traditional medical practice, like melatonin

# Most treatments, however, have not been adequately studied and do not
have evidence to support their use

# We should encourage families to share all interventions that they are
P g, whether or not p ribed or end. d, by tional practi

# Discuss the importance of continuing pharmacologic or other therapeutic
interventions while CAM therapy is being used

New horizons in research

arw At wwmn, e fafwen R, afae sl srgifse deum, R, Child Newrology Division, Department of Pediatrics, AIIMS, Delhi,
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Autism :
Government Schemes &

Programmes
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Introduction )‘
o In accordance with The Constitution of India, and Rights of Persons with Disability Bill 2014
+ S ] schemes and

m s s
The National Trust for Welfare of Persons with Autism, b
Cerebral Palsy, Mental Retardation and Multiple

.

to have disability

Disabilities
Constituted by the Central in year
2000
Aims

+ To enable and empower persons with disability

+ Facilitate support to registered organizations.

+ Deal with problems of disabled persons who do
not have family support

+ Promote measures for their care and protection in
the event of loss of parents and guardians

+ Evolve a for ap of
and trustees so that equal oppertunities,
protection of rights and full participation of such
persons is ensured

Samarth Scheme

Provides for residential facilities
+ Short term (Respite Care)
+ Long Term (Prolonged Stay)

o Activities include
+ Early intervention
+ Special education or integrated schools
+ Pre-vocational and vocational training

+ Employmant oriented training

GHARAUNDA Group Home And Rehabilitation
Activities Under National Trust Act for Disabled Adults

Scheme of Lifelong Sheiter & Care
Provide an assured minimum quality of care

)

& 5 wiawm o @ A @ faw o wfim o
& 5 o amfa & fam
+ wf ¥ 1 ar eI A= o wowee R s

e

© EEWE # FFH T4 Ve & & e R e f T + Throughout the life
+ .F—,Fm & IF??Iﬁ S + At an affordable price on a sustainable basis
& T amm W s g ) s o e B © Encourage assisted living
e ° of for the assured care system throughout the
=' R (Fareea T Ao ) Niramaya Health insurance Scheme )
o iww w fir oW @ B W 1 AR v o we Wites e g e e # ) s Insurance cover up to Rs. 1 lakh with a single premium across age bands
o T dmal A o Services covered
+ Praf fofdon win * e @ 9 Al 6 + Rogular medical check-up Pra & past haspRallition snparises
& A o T s A T By e g + Hospitalization L Mcepiats
. #| ims
« wH o 4 g S Relmbursement of claims of non-empanelled haspitals
4 RaE + Transportation
£ ""\I rr"i' § 3 By
( S 7T (BTFgR) Ao ) € Gyan Prabha Scholarship Scheme )
o orIh T weEEE § R 4w ° are for any one course
+ v @ wfh oft o 1000 @l o e oo uf wE o e & + Up to Rs. 1000/- per month per person for 1000 persans every year
¢ ot A oragt a /e ST g so ol st @ wn Rod o § mees 4 + Renewal of the scholarship for the following year depends on successful performance In the
T Promes w Pl ww @ ) caurse in the preceding year with minimum 50% marks
T8 T o o @ fv e & el i it aw e fm /s @ wh d + The schema is opan to families where the monthly family income is not more than  Rs. 15, 000/
o fimmeT 15000 U aftw ) from all sources income of the
f N @& Y
L SRR (Fﬂ?ﬂﬁ) ST y € Uddyam Prabha Incentive Scheme )
o afitfe wffifiat &g sifeen & wafde wfd o fda we & o ¢ o Financial incentives to persons with autism for undertaking economic activities for their self-
o thmA employment by availing loans.

Incentives of up to

+ 5% for BPL and 3% per annum

+ Period of 5 years

+ On a loan amount of up to Rs.1 lakh

i’ IfesH AT F=at FT JHTUTEHOT k

Certification for children with autism

o FIER A WA F ufEar & A 3 & & e S & awfie g

Government has approved the process of certification. Details will follow soon,

fawa o @ dfe 9WET, are 9 fawen, o

Content: Child Neurology Division, Department of Pediatrics, AIIMS
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Government Schemes &

Programmes

Spandan )

i famam afgag & ffe & o e foee & fay e o R & R mn m am #
i v T we ai T o

Special Performance Awards for contributing to the National Trust Centric Disabilities
(SPANDAN)

S 3 2wy R A " © The Mational Trust Awards
&1 et fadw e ¥ i T a8 ¢ @  For special performance In different sectors by people with disabilities
fadrst ®1 4w W WA S A 8 - s e welacted
¢ @ AR afEd @ ol T gw g e #) + Through a jury of eminent people
. =N 4 .
T Rard D € Travel Concessions )
W © Railways

+ R afi o wum ok Rl 4t 4 75 ofee as Rood R w g &6 @ gl &
Cind
fied, aftafieam dv sl R o & w0 o o3 afe @ 0 15 s o
Rt R w A @ gz g d

+ Concession fares up to 75% in the first and second classes.

+ Escorts accompanying blind, erthepedically and mentally handicapped persons are alse eligible to
T5% concession in the basic fare

+ Disability certificate mandatory
& o fn fawm @ wrE o e e g
e G AR FERE b )| Autism Information and Resource Center |
ArFTER @ & T x5 . o Provides Information about . P
» ﬂ'&&'ﬁﬁ' T + Early signs of autism
- + Education of these children
+ g 3l o sy R qeat -Mw:mu.;:wmnummnm

iften & a4 e

AR gf aRe )

o i

Rehabilitation Council of India

A A T i O T EEE A A ¥ ichabilitation Council of India
w0 @ fo o A Prem

+ fimm afterd & g

+ oftem @ e o ffem

g-—
+ [ AR e fen @ dm 4 arm

ll|m'|

e )

Apex body to enforce uniferm standards for
human resources development

of persons with

I =_pehabilitation Council of India

» For
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

— — | Punarbhava Web Portal |

fosamn wfire @1 @ el wem g ) . = =i
. _ﬁ_ @ Provides following information for persons with disability L
+ Reammm & aea P, 0 sl ol @ oftnfis s + Defining disability, diseases and conditions under disability m
+ Prsaimn wes - ufdan dn ofvgn dem = == - + Disability certificate: process and authorized institutes. == J—
& aTT e O ® B A - * Banefits for disability certificats holder
o P afl & g SR R RAR e 3t -mﬂm;mmnn-.mmm ,
& iR amEeiE & fon e AR de + Institutes and centers for training professionals E :_'.T'—.-_- R ———
R W W D @ i
RiALES Py @ Non-Governmental Organizations

mon lo: Autism ° CA'I'CH [Ghubanﬁwar}
v autrsm-incis org wwow catchingia, oog
ann SOCMYDI :Indla o

ADUDNB Ceﬂfef (Bmua!uru]

autismsocietofingla.org +  hipi//saiatismeenterorng

4

Action for Autism e  CATCH (Bhubaneswar)

o bt/ autism-indla, ctg & hittp:/fweny catchindla,org
Autism Society of India o nmm(marum}

+  hitp:/fautismsocietyolindia.ong »  httpalf SMGENLEROG

' AIIMS initiative in collaboration with Government of

India and UNICEF

Frame work for
convergent action

comp

care of chiIEren with
development disabilities
released December 2014

m
& U & A, T

Designed & Printed at KL Wig CMET, AIIMS
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Disability
< , certificate for

Autism
Introduction

Autism
disorder

lifelong neurodevelopmental

Typically appears in the first 3 years of life.
Marked by Pervasive impairments in the areas
of social skills and communication.

Often associated with hypo-or-hyper-reactivity

to sensory input and unusual interest in
stereotypical behaviors

Autism: Disability

Autism has been recognised as one of the
disabilities under Section 2 of National Trust

Act, 1999 with Persons with Disabilities
Act,1995

Recently guidelines have been developed for
assessment of Autism for the purpose of
issuance of Disability Certificate by the Ministry
of Social Justice & Empowerment, Govt of India
in consultation with Union Ministry of Health &
Family Welfare as per Gazette MNotification
dated 25th April 2016

I|'Np.h'dIsabilltya"airs.gov.m!upioad!u ploadﬂlesmlmAuhsm%EO

P

Disability Certificate

Certification process shall be carried out by a

AfFe a1 garRT T et

mﬁmsﬁﬂﬂmfk
m%‘rwﬂ

mﬁrsﬂé‘wtt

Autism Certification Medical Board.

» ldentification of Autism will be carried
out as per INCLEN tool.

» Severity will be assessed as per ISAA
tool.

» The Disability Certificate will be valid for

a period of 5 years in case of temporary

ﬁmﬂmm gt fAwarTar
tmﬁ#SW#m?ﬁmmm
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disability

In case of permanent disability the certificate
will be permanent.

Process of Certification

Assessment for Diagnosis as per DSM V
criteria/INCLEN tool.

Severity of Autism will be assessed as per ISAA
(Indian Scale for Assessment of Autism) tool.
Co morbid conditions will be identified.
Following Documents required for certification
5 Proof of residence
Recent pass port size photographs of the child
Proof of Identity
Diagnosis & Severity of Autism

Percentage disability as per ISAA tool duly
certified by the Autism Certification Board




Adulthood and (’7
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Adulthood and Autism

® Transition from childhood to adolescent to adulthood can create excitement
as well as nervousness in individuals with autism

B Par and can make them comfortable

The story of Donald Gary Triplett

First child diagnosed with autism by Leo Kanner,
faced many challenges, but with his bachelor's
degree and later worked in a bank

[ Roadmap to Adulthood I

Early dlagnmi;

Inclusive education

Transition to college

Suitable Job Optien

Problems faced at hlgh 5!:'100'

® Teachers and staff not ad Iy

m | istencies - different teachers, different rules and timings, school and
home environment

= Easy target for bullying

Problems faced by autistic persons in Job market
B inadequate] At aomant

® Poor social interaction

® Sensory overload

® Uncomfortable in crowd

Transition to college

B Understanding your child's abilities for autonomy
B Teaching self-advocacy

[ ] lore other post: dary

= Special colleges desi d for p

= Start by visiting a nearby college

® Familiarise with a campus atmosphere
B Include time for lunch in the cafetaria

with autism and other disabilities

“Autism"” an asset for some jobs
B information technology

B Scientists

® Creative works (Designer, artists)

® Banking and commerce

H Assistants

= Musician

Jobs not suitable for autistic adults
® Teaching

® Hospitality

B Sales and marketing

= Beautician

autism. They too need, acceptance,

“Adults with autism were once children with
understanding and awareness”

ey
er, Hyderabad
+ ¥

Satoshi Tajirl {Designer of Pokemon]
wranft Afdr (et W e |
Designed & Printed a1 KLWig CMET, ANMS



Sleep problems in

AUTISM
T = gl § 2 fﬁj}@ What is Sleep?

> Bhrak £ TR T w7y Sleep is an active physiologic brain process occupying 1/3rd of

e, warrar, R, 7z 3R cgagr ¥ v Ageaqot gdr human.life
& 0.- ~ Important for broad range of brain functions namely memory,
> AT o F H0T v RS e, Serad an o~ concentration, learning, mood and behavior
» e i gae snfess g gt 3 3a9F aiear & % ~ Sleep problems are very common in people on the autism
'ﬂlﬁl?? spectrum and in other members of their families

> Toler & w3t i gorg & anfesH AT a=at & aReEr @ @ » Sleep problems can cause stress, anxiety and depression in

Y delra AT BoE gy Srar § parents and carers of children on the autism spectrum

> e g afa gt & g 3t ﬁaﬁmﬂﬁm &, drs IT' ’TI + Sleep deprived child becomes tired, sick, irritated and has
E 1L ‘3.""'“?‘” A H m M % difficulties in learning and coping

> UFH H e 3euA # gy 9 § S, 9co anfesw RifEa

~ In a study at AlIMS, it was found that sleep problems affect upto
58 % of children with autism

Sleep problems in children with autism

Difficulty falling asleep — taking a long time to sleep
Waking during night
Erratic/irregular sleep patterns
Other arousals/disturbances

ol # a1 GREIT e §

Daytime sleepiness

- HifeoH 3 sle ysiay &te] g SR Factors affecting sleep in children with autism
T T A (ﬁ?\”ﬁr FHEAHT, S 3T A= fi Lack of communication (cannot tell bed time problems, thirst and toilet
SR T Gl ael 9T needs)
TS 'ﬁﬁ - FAY & dIAE |, G190, FER Fr aaEc Sensory issues — room temperature, light, texture of bed
AN # FAET &ar 9w Bed wetting
Torax frer &6 Nightmares
S HYe L
die & A # Rewat | e & Rv awdk &1 &1 59w # w iy gesta &1 gee wF
Follow bed time routines Use picture cards for sleep Follow proper Sleep hygiene
T

1" 3
1. Consstent Bedtme Routne | =

) [T — @ h m— 2 Bedime at pm o earier

2 |Brush Testh — — 1
| = .,,«;; = [ S e ry e s Al
APrisk af Al vatior .
o LY @ 4 Bedroomvord of TV
Gor Potty

[y e i

AR e
+

gansit & HiAwT ( AT ) Role of medications (Melatonin)

3 Growing literature documenting that melatonin shows promise
> IETEEUS H AE 9w A g i, A dig @ 9 a9 p

£) o : for treating sleep-onset insomnia in ASD (Proven in trials)
% iar H mgl ~ In severe cases of sleep disturbances, oral melatonin tablet
> &oR fHar gaem # gars & S §HAr .
! o &l may be prescribed by the doctor to be taken before the night
time

"UH A E's‘ﬁ‘ 3R v Fl ;ﬁa‘ﬁﬁh “A good laugh and a long sleep are
oft geITer A gIW AgcaYOr & the two best cures for anything”

v Division, Department of Pediatrics , AIIMS Designed & Printed at KL Wig CMET, AIIMS
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AUTISM:

Adolescent Issues and
Sexuality

Guidance for adolescence

+ Menstrual hyglene should be
taught
<+ Plcture cards can be useful

G

o Maursagy Divsan
gt 18 Pusaun, AT e D

<+ Teach about personal hyglene and self care skills
+ Encourage individual sperts rather than team
sports
Adolescence

+ Adolescence is defined as the period in human development that cccurs between the
beginning of puberty and adulthood

+ Lot of b result in phy
<+ Difficult time for children and parents

Expected behavior in adolescence
+ Iritability may increase
+ Moody and arrogant
<+ More non communicative
< Attention span may decrease

| and psy

< More insistence on sameness and
orderliness

< May have onset of seizures
< Pubertal changes may cause distress

Autism: A blessing during teenage?
< Mo peer pressure
< No demanding nature

< Most adol t develop that they are
different, that will motivate them to learn special skills

«Special skills develop

< Generally do not
develop bad habits like
king or drinki

ar § ; -
garaear # oRada & v R w8 |§% @? e | Picture cards for pubertal changes
dAffwar 3k T o § T{E © ‘Iﬂ L \i"‘\ Sexuality and menstrual issues
+ WA w mitw of 1 @Y F 2w q= 6 7Fa ‘_4_'7\\ ‘Ill ?:' @- | +ains may be stressed during periods of menstruation
»ta wwor & ode # I wwa # ‘L..- ‘f,{)} ﬁ-ﬁ m «\Vulnerable to sexual abuse
+ FEEY H A wgfea g wwd § ; @ﬁ"ﬂ’_ +May develop tendency to
¥ FifvFNE aEr 1 g @ T § = ‘ﬂ +Self injuri havior may i
AT Menstruation

+HIH® W &F A F Ty eI w0
319 wgl v ey awnfaw swtal & s & e §

“Fifaw 4" & R geos FeEt

+AY WK & &9 F wREda § § g Afwe 0 A

«+wfleE wa, §T 28 Rw #Y i & ww aw e #

aATeE A A, g A A & Aeaw § A o

+AT0F oH ¥ go fow vge 3w e, ReRee ik @A AwgE @ wa §

+ AL w4, 9T A 95 & Ped Rt f 2% Avgy o wwar € | 9 wART T@ b
+TF 4-7 AT & B o 7w ¥
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et o S W Feedrey e i vEneREw e
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“mifaw gd” & v genfes Feet
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»qfew® @ 4 F92 @e « AT FEA
+ufees # gewiy S T FHEa e ool s
S FE UTER F AT AN A G N H A e

s " § v anfas FeEr

+ Start talking early about periods
+ You can use the social stories like the one given here

Social story for “periods"

< As my body changes | will get my period

< A period is also known as menstruation. Most women have a period every 28
days. Sometimes it might be sooner or later, This is OK.

<When | get my period, blood comes out through my vagina

< A few days before | get my period, | might feel more upset about things. | might
feel angry, sad or frustrated, or | might feel other emotion

<My breasts, stomach and lower back might feel sore at this time. This is normal

< | might have my period for 4-7 days. It might be shorter. This is 0K

«| will need to use a cloth, pad or tampon so my clothes don't get stained

Abolition of menstruation in severely autistic kids

Medical options/ Surgical options
Depo-provera Continuous combined oral Mirena Endometrial
injecti t ptive pills insertion ablation
GnRH analogues Oral Progesterone Hysterectomy

Sexual behavioral problems in ASD

+Touching private body parts + Discussing inappropriate sexual
+Removing clothes in public .’"h}"“

+ Masturbating in public areas »
o g others inapprop
< Obscene gestures

ppropriat and sugg
that have sexual connotations

+Echolalic repetition of sexual terms

+3 3T T wREE W A T W § 3 ' I @ W W

HER # WO AT al

+qed & FAW & AT WivC IO 41 Ales TG W EAATH T a6 £
+ HTaeTeAs wiatear feame R smfa samer &) a9 @ s S
¥ TR T S & e @ e

+ TS & HIE FRAGES B, SOE  TAwAN A e AT

[——

Masturbation in adolescents

< If child is masturbating in front of others responses such as * You
have found that feels good but | would like you to wait until nap time
or when you are at home in privacy”

+ Provide a child with other ways to comfort themselves such as
carrying a cuddle toy or other sensory materials

< Aim to i pt the k without showing tional

< Redirect child to an activity that is i patible with

<+ Ensure that child's clothes are comfortable and not too tight, too
loose or twisted in order to avoid his attention to genital area

epartment of
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Psychological Health of Parents of Children with AUTISM

+ Parents of children with ASD experience higher levels of parenting stress
pared to ts of children with other healthcare needs

« Entire family is affected and
among p ts of

< Depression
< Anxiety
< Stress

~Stigma
< Aggression and anger

Coping Strategies for Parents
® Stay Positive
# Have the attitude that you're in it for the long haul.
# Collect as much information as possible for autism.
@ There is no right/ wrong method of parenting. De what works for your child.
# Join some support group/ meet parents of other children with autism
# share your feelings with them and
# listen to theirs
@ Accept your child
# Love your child
@ Put your child's happiness first

. the small

by your child
# Let your child meet other autistic people in positive settings
#» Work together with your child to treat symptoms

' @ Don't give up.

R ber all your negative feelings are not facts.

. @& Give yourself and your child a break.

@ Keep some time for yourself.
# Do not quit your job or profession; rather make feasible adjustments to
accommodate some time for your job.

# Pay attention to the other sibling too

# Talk about your fi gs with a trusted friend or rel;
& Be willing to ask for help

& Make an educational plan for your child

@ Make a financial plan for your family

Few things the sibling wishes that their parents knew !

« | need attention too

« | don't understand what's wrong with him/her 7

o | feel frustrated why he/she (autistic sib) do not play with me 7
o | feel embarrassed in front of my friends

.o Ifeel sad, my parents behave differently to my sibling

« | feel tensed, lot of expectations from me

Parenting tips for managing siblings

« Set aside some time everyday exclusively for the sibling,

» Give your child the feeling that he/ she is equally loved and equally
precious to you

« Give rewards and praise the good deeds of the typical child along with his/
her sibling

» Explain it to the typical child that he/ she is capable of doing much better
whereas his/ her brother/ sister has a limitation

« Depending upon the age of the sibling, try to explain autism to him/ her

« Avoid venting out frustration on your child and if it happens, apologize to
your child

« Invelve the sibling in creating picture cards or other teaching aids for his
brother/ sister

Designed & Printed at KL Wig CMET, AlIMS
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Albert Einstein

. AG Boin denl B

. mﬂmﬂﬁemlmmmﬂnhwmomwmmnlumﬂ

* Had difficulty W‘Ilﬂ !WIII interactions

+ Had tactile sensitivity

- Was very intelligent yet found his language difficult at times
+ Had learning difficulties at school

Isaac Newton
+ Newton was very quiet and not very good at ‘small talk’, or typical
day to day conversations.
+ Was extraordinarily focused on his work
- Was not good at keeping or making friends as he did not
appear friendly, nor did he know how to talk with friends
« These traits are very commonly found in autistics

Charles Darwin

+ Darwin was a selitary child
+ Even as he grew to be an adult, he avoided interaction with people
+ Writing letters was his means of similar

to other autistics who adopt other ways to communicate | inspite
of direct speaking)

+ Darwin collected many things like gadgets; This fixation on certain
toples and objects is another characteristic often seen in autistic
people

Satoshi Tajiri

« Growing up in rural Japan, Satoshi , the creator of “Pokemon”,
was obsessed with insects — to the point where he was dubbed
“Dr. Bug"” by other children.

+ He spent every spare and them, but
when he realized that some of them kill each other In captivity, he
let them go

* He was as when he was young

Marie Curie

= Marie Curie did not greatly care what impression she created,
feature commonly found among autistic individuals

« She was found difficult to engage in conversation

« Her famous determination to isolate radium had an obsessive

quality; likewise her practice of keeping a detailed record of
domestic expenditure

Wolfgang Amadeus Mozart
+ Mozart reportedly had repeated faclal expressions and
unintentional constant motion of his hands and feet

= Itwas also believed that Mozart's hearing was very sensitive and
intense and loud sounds made him feel physically sick

« Mozart was unable to carry on an intellectual conversation

+ Mozart's letters also Indicats of which may
be a way of v:ammunlca!ln' hr aulmle:

Tito Mukhopadhyay

+ Tite Rajarshi Mukhopadhyay (born 1989 in India) was diagnosed
in early childhood with severe or low functioning non-verbal
autism.

« Tite communicates through writing, and !nrmd to develop his
reading, writing, and abilities
method of his mother Soma,

= Tito Is an accomplished writer whose first book is Beyond the
Silence: My Life, The World and Autism, a collection of prose,
poetry and philosophical texts. In the book, he reflects on how his
autism affects his view of the world
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HifesH WaeH RFR & o) Mobile Application
1Y :113137.{“ Tt |, ;:‘ Diagnostic Tool for
Acfas IgHIor */ % Autism Spectrum Disorder

qAFEIES AqUZaATHTS THATT childhood Neurodevelopmental Workshop

v fwaEw, 2014 & wafsa *  Organized in Dec 2014
v fafiew Rt 4 e Bl o oot &g

® D various
FEW A AEEIEEE & w9 s wfEe o oW et o ®  Involved launch of microsite with inf ion on
AERT &Y T S 2 Aulism Spectyum Dizcrders ¥ deficit hyp
v Jifesw Twew fem ev @ T @t ¥ Epilepsy ¥ Cerebral palsy
v fEl B STt

ATEFIATES YHTEN: Microsite Launched: JiRTw wvew BER § A dafw sy ITFHIOT AT

hitp:/im.nddworkshop2014.org/ r ¥ifeew ¥ v s AoRT 3o o oamuiE Tool Modification
71 39 T/ New Web Address e
http:/im.pedneuroaiims.org Autism Spectrum Dlsur.der Diagnostic Tool ;.
R & Based on INCLEN diagnostic tool for Autism NG Bl T W A 3
@ s odifie -
m @ 4 AIIMS Modified INDT
ey i ASD tool
_ a3 » f ational Institute: National Trust AUTISM SPEAKS Developed at Child Neurology division,
e of Department of Pediatrics, ATIMS

¢ w0 e f d s & SR W RwR g

¥ Developed on the basis on AlIMS modified INDT tool
v @ e sew & s & gamo Bl & fae & gl & lw' ¥ Developed to facilitate diagnosis of epilepsy by use of hand-held devices
v Rsfae & o

Will be available on I0S and Android platforms
r F weg § wETw ¥ vgias Sewid o1 sewer @ st

App Store Google play

€ Autism Spectrum Disorder

€ Autizm Spectrum Disorder

€ Autism Spectrum Disorder

Section A1a Ouestion() Section A1b Ouestioniii) Section A1t Ouesbanii)

Do/ did your chid ever paint with his/her index Doves your child usually make eys contact wih you or * Daen your child wsuslly enjuy the company of other

finger ta bing your afiention s show the things that other people? chadren?

interest him/her 7 £ While playing, askng for things, tiling to you

Ex kite, plre flyiog in e sy, Cowidog on the road e4c Goservateon
Obrservation

Gbservation Gl interaction with other children
“Guality of eye contact

Obmerve ho 1he child deaws attention toward a foy/

Hew:Tool Developec By abpect of mberest, Look far coordinated pointing

i ho Crte
O Yes

O Yes

morder

Section ATa Duestion(y)

Does he/she incessantly repest thinga/T ¥ serisl
dilogue regarfiess of masning conbext, whatever
he/he hars hreard later on'

Autism Spectrum
Disorder is PRESENT

Ohiservation

Content: Chil

Division, Department of
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ArwEEe: m.nddworkshop2014.org

B AT SRSt s, e A R oew d 03-Rw, 2014
Ay smurfie st i) qw

B TR R AR s w0 S 0 T o ZER 4 1w
AFHIETSE (m.nddworkshop2014.erg), RrfFcast & fw s
Bl ST AR ATIE e & e v da wat )

B A SRR fwnl s aiffew, wivedt, Beff st
R #1 wgar & R R i s sfe sl
T whireor Afggw wfEw £

L4
Microsite and Webpage Dedicated ( 7"
to Neurodevelopmental Disorders

Microsite: m.nddworkshop2014.org

& The Child Neurology Division of Department of Pediatrics at
AlIMS had launched a mobile-based technology (microsite) on
03-December-2014,

® This {m. 14.0rg), I hed by Hon'ble
Minister of Health and Family Welfare Shri J P Nadda, was a
novel initiative for professionals to browse the information on

maobiles for ready reference.
@ It included training modules for identification of NDDs namely
autism, ADHD, and in
video based
demonstrations.

BN -

AR & fav afafea

AT F e el vd ard wffs Bl
® mmwﬁm*mmm#mmm
@ wF gt A e st & fAv dgg Tamor® AT

® amgnmm?,wmmmu‘vMW|

ABHNEE I=~ia: http:

[ /m.ped neuroaiims.org

® 02 fEEeE, 2015 1 AREERT U
AT AW T T FUnAT #1 ow s
w§ FREaRwies Rt & e #
A A A fifgar e
fodr o

@ & http://m.pedneurcaiims.org ¥
= # A W o R

7§ ASESE aur dadw & v
wfafear

B & ¥ ¥ 25,000 ¥ wftw fie o
W FgwrEEE ¥ T T 32,000 I

forsed
B Amwe A At & st
0 = &7 & & fwam aoat & amn R w defat st = f aaenst @it e
FEEA W F F A wwww s
0 Tt & T o Rt s Feer dewe St § A W F IET O au 3 g
it & dr P # ww aEen
mﬂtwﬁm#mﬁmﬁkﬂuﬂm@%#ﬁuwmﬁm#m#mm
m
m FEE HT Iea W & fav faew faet e o o & af o o eifeed A oo @ A
e & mAt w1 I & aw
Caontent: Child Neurology Division, Depa:

Response to Microsite

[ There was an P

There were more than thirty-seven thousand hits for the
microsite over the initial twelve months.

@ The feedback was that it was highly constructive and
informative for both parents and physiclans.

® There were a few lacunae, that were addressed and a new
version was launched.

Microsite upgraded:
http://m.pedneuroaiims.org

@ On 02-Dec-2015 the microsite was shifted to a new
web address and upgraded to Include fresh
academic information and new videos concerning
several neurodevelopmental disorders

T Itwas as hitp:lii

Response to new Microsite and Webpage
® More than 25,000 hits for the webpage
@ Nearly 32,000 visits to the microsite

Conclusion
E The aim of the microsite and webpage has been to
O Empower the parenis of these differently abled children to recognize the aliments and
behavioral problems and seek medical help
wamﬂmw.lﬂmﬁﬁuMWmde
professionals all through the country for early and
neurodevelopmental disorders
® Internct has been used as a media to reach out to parents and doctors from the
same platform
@ There are plans to further upgrade it In months to come and launch an
interactive platform to enable parents to ask their queries




e § IFa g<ar Connecting to families
F 9ERT ¥ 99% of children with Autism

» JieER gogase s-AW
FieEm @ weetla weat &1

Autism helpline email was

FIAT A 3T ATEHAT TG
F T 2023 F FaTAT AT AT

aTer T @HET SHST yeUa
Far § 3T RET wEEeh
URAT & 3T a1 Al

fous, safef@ee qur s

FadTfa® ganr g RER

-fawrel & @ faar aar ¥

1 created in April 2013 to answer
queries and improve awareness
about autism

Activity coordinated by Child
Neurology Division and queries
are being replied by pediatric
neurologist, geneticist and
clinical psychologist after
mutual consultation

autismhelp.pedsaiims@ gmail.co
pedneuroaiims@ yahoo.com

FBT AR JYEAAT FEU=T
JfeEs Sl geudnssT ardter
2015#@%!11:12!1!11

JifeTEw gouamsa e Swew

-

AFR 3R 39% aRaErt ik

@ w At & @y o

fAregar |, MuNT STEH 3T
HATE 9eled T &

AIIMS Autism telephone helpline
was launched in April 2015

Autism Helpline provides
impartial, confidential
information and advice to people
with autism spectrum disorders
and their families and carers

Boon for parents to take
appointments for autism clinic

e Fafas & Qv AygfEFaat Autism helpline will soon
aa & AT #Aa-far & Qv aw@s become nation wide toll free

ARTH Feuarsa sieg & & sTEan e
S9H TST ST W JAa

BIl: 9868399037 CALL: 9868399037 for

Aeg X Iy & v

help and information




Research and Advances

at AlIMS

of s, AlIMS has been at the forefront of Autism related

A o, o o R, sfaw st st weem st wEfte affft & wee R t
wEn dww Wb i s
Bl bl & The Division has been involved in the following Autism related activities: i
- <+ 2 T e R T o) . v 'p:u;mm via the telephanic
s ping and Vali i tools  + op
o darfrw SET @ RwiR wen SR PRI MR A @ afv sl % Daveloping Mobile Applications Mnimmd*me* "
& yeai

<« miitE FHEEA & AT AR e

< Hragw reEe sl s
Research
® Research includes aspects like diagnostic strategies, eticlogies and impact on the family.

u yrewT aftdte Aol o e it ofte o ool ) s
® Research done:

u R i B e
e - FrETE < INCLEN Diagnostic Tool for Autism Spectrum Disorder (INDT-ASD): development and validation.
: i ‘fﬂh‘ "“mm‘mﬂmﬁi ‘m“ _3w"ﬂa” m““*‘"“‘:" 3 A % Blood heavy metal lavel in children with autism — a cross sectional study.
- ot & % ﬁ’.ﬂt!l b 'm'ﬁ‘_ % Serum 25-hydroxy Vitamin D and Other Micronutrient levels in Children with Autism
e mwﬁ# bl ,” Fgr e _HW =l < Prevalence of sleep abnormalities in children with autism: A eross sectional study
+ ol o W‘hw ! < AIIMS modified INDT-ASD tool for Autism spectrum disorder based on DSM 5 eriteria:
< Mifeww wiwgw fwn & fiv o wifte (foaes 5 aeest 0 amoftE) and oe fF & oved development and validation
FowTr: e W wE g P 3 = 5 % Astudy to find out provalence of depression in methers of children with ASD
< = v fawt wanEt # frdve ® wEn -ungninglmnnn
suw At A R R E « Effect of welghted compression vest (WCV) on hyperactivity of children with autism (In
< it iy wout A v e wffrmr o o ardd Rt & e @ Ob &5 @ collabaration with IIT Delhi).
= i e et e 1 e o &0 o @ mhdnulwdm(mmumm-mum
i el % st & o 4 Analysis of and their in children with autism
i @ ﬂmnﬁhﬁni%muﬁlﬁnﬁuﬁmm

< sifesw ofie wonl A AvneRw fh

® INGLEN Diagnostic Tool for Autism Spectrum Disorder

"c‘:“ m; ‘:;ﬁ‘ e " zml T T & P A T A & B v % Professor Sheffali Gulati, Chief, Child Neurology Division, AlIMS was the Network Coordinater and
uaiethifg mt?!“ !d\ 36 (indian Pediatr, 2014 576;51(5):359-65 3 e ) site Pl for and this tool | in Indian Pediatr. 2014 May;51(5):359-65)
kot i 2 -ovmh SR W T A u AIMS Modification of INDT-ASD Tool
% The INCLEN tool was modified and updated as per DSM-5 criteria and age was expanded to include
- R I nmwm:ﬂmtmmmwﬁw:#ummtnﬁ 1106 14 ki g i, W miiitian +f sttty vl

® wfiw fem A s

= AIIMS Modification of INDT-ASD Tool

w g o B & - TeEd ST O g A 4 Has been converted to a mobile application
o Hrgw srdee & wgw f o B m < The same is available for free download at the App Store (for iDS) and at the Google Play Store

< mg = Ramiios ga o sifeew wiww BEstdT & w0 @ v w e & o {for Android) by the name of “Diagnostic Tool for Autism Spectrum Disorder”,

TR RN (v & R w o e & e e b . 4 This mobile application has q with “yes" and “no” answers that may

< ¥R Ahmw ariEa § @ mEw ¢ G ser g ot wfr F B oo awen b afe o help the user to reach a disgnosis.

g % wfa 51w ® In addition, this tool is available at the webpage of the Child Neurology Division:
BEEE MWW, W I AW g fidem & dwdtw oW o gweer & hitpy/impedngureaiims.org

/I ims.org
e

booklets have been published by Child Neurology
= Prfafla dh e g, oW St o, oW AW, e el e e " Mviﬂumhpumumulhmnﬂmlwmmu:lmm;‘;adlvhhnl.

wuw T g weie # ag § (R o e @ sowe g % Patient Information Booklet for Autism: Empowering the Children with Autism

o yfeww & v Wl gEen qEawe witew afim o R seE oREn & wwes s and thelr Families (2014)

¥ fAv (2014) +  Autism awareness: bringing them in the mainstream (2015)

< e SrTEwA: I AEIUM A W & WU (2015) ® The soft copy is available for free from: hitp:! i eduien2014-12-24-
ugfer wid s wuw e & fRe osweer b 07-16-28/neurclogy educatiohtml and microsite

2BMmourclogy_educatiohtml 3 AEtETE OT 5

ARFIARE | 3 9

AW FAETN AR 1 SAE (m.nddworkshop201d.org). REET 2014  OE R . = Webpage of Child Neurology Division was launched in December 2014
(m.nddworkshop2014.00q)

= g REaT 2015 # hitpsijpedneurcaiims.org & ¥ 3 Test@ @ T m -—a -
= - G it p— % | ® This was upgraded and changed in Dec 2015 to hitp://pedneuralims.org
far ¥ ® ® Microsite based interactive platform: to address queries of parents and healthcare

providers
wyE & afterr wfygw, ffva, iy e fe o Rfreeel & fao finn sk aoen st = |t contains training modules, videos, and and for
e §| parents and physicians.

Autim Telphone ielpine

= e AT 0868309037 (TESH FeTEnge) 30 wdW, 2015 W l;l(#rwc ot = Autism helpline with the telephone number 9868309037 was launched on 30 Apr 2015,

w02 BwER, 2015 ® G eeEEe e Aaawies el & e o sem e ’-‘I ® On 02-Dec-2015, the telephone helpline was upgraded to include other neurodevelopmental
ran m ‘ p|lI"IE disarders as well,

IO AT AR T J9 AR SR we
UFE B v SRER SR AN, SRS 8RR
F wed A, 2014 F Ry gl shemet &
afte aedl @ fwga daww @ 3w wfEor siad
¥ fiw vk % wrr angT amE

| AlIMS and Government of India Collaboration

AIIMS in collaboration with the Ministry of Health and Family

Welfare, Government of India, came out with “Framework for
action care of

with developmental difficulties” in 2014.

Fumcsiening and Feoding Bekasior: Key Tarpss _
P—

DUAGNOSTIC  AND  THIATMENT

Comparison of Blood 25-hydroxy Vitamin D and Other Micronutrient levels

OFTIONS IN AUTISTIC SPECTHUM
et IS GRIERS - A% OVERVIEW between Children with Autism Spectrum Disorder with Typically Developing
gt Shefl GHLIT] Children: Analytical Cross-sectional Study
i Ry Borwsrvop CHAKRARAETT Guide: Prol.5 Gulat, DM

Resident: Dr. Rachana Dubey
Methodaiogy: 51 children Mmﬂi!mmuﬂdmmm
afles appiying inclusion and exclusion criteria. Clinical paychelogical assessment and
Fasting
Conclusion: sarim 25 hydroxy vitamin D levels was sbsarved to be significantly low in 2-6
78 oid children with autism spectrum disorder

AN ok Bt of Mdical Schemcen
Sirw Dl It

wmmemqhm
Guest editors: Prol. §
dane Squires,
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Increasing Public
Awareness on Autism:
An AIIMS Initiative

Autism Awareness: Bringing them in the mainstream
30-Apr-2015
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¥ In addition to the print media, Child Neurology Division, Department of
Pediatrics, AlIMS has been promoting autism related via
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His Tears make my Eyes wet
Toils, Turmoils, Troubles Beset
Conflicts Abound, Contary we get
Old and New,a wary mind set

1 seek him out, He seeks me not

Stronger son, Self reliance sought

A Grown up stirring, once a Tiny tot
Adolescent offspring, how to handle, | know not

Bonds still tug, Longing is there

Urge to care, to Share still there

Do not tread on their Dreams, beware
Hearts are tender... so do not dare

Youth is Blossoming the first flush

Buds shall Bloom, He’ll open up, do not push
Take your time, do not rush

Nostalgia and new Hopes, rush and gush
Who knows, it may be his first crush

Love’s a roller coaster, his first brush

- Tugging at my Heart strings

Seeing him Growing, sure brings

A Flow of lovely Joy, my Heart sings
Motherhood a Bliss, Glad tidings

Family absorbs Shocks

Of life’s craggy Rocks

Buffeting waves, Bounding docks
Shared secrets, Opened locks

Boys will be boys, Full of jest and joys
Breaking and seeking Newer toys
Ups and downs, life’s shaky buoys
Voyages, ports, pauses and Ahoys

A Child yesterday, Tomorrow a man

Ever Smiling once,now a shade Wan
Give him Space, give him Span

Let him sail seas of Life as best as he can

Adolescent, an Adult nascent

Time is fleeting, Childhood evanescent
Parenting encourages young one’s Ascent
Mothering well done, my Son Happy, content

Tears of Joy at his Coming of Age
Soar high, Free of Human Bondage
Selfhood attained, Rites of passage
Love’s play reenacted on Life’s stage

Laugh my very own, Laugh and celebrate

The turbulence has gone, Life is more sedate
God has closed one Door, opened a new Gate
Behold the wonder, a Tryst of Fate ......

- Dr. Kavrwwoal Preet Koclrar
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Autism Public Health Lecture 28-Apr-2016




Autism Clinic
Every Thursday, Children's OPD Room No. 12, 13 & D, 09:00 AM

Helpline

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

Webpage

http://pedneuroaiims.org

Professor Sheffali Gulati,
Chief, Child Neurology Division,
Department of Pediatries,
All Inida Institute of medical Sciences, New Delhi

The National Trust
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Ministry of Social Justice & Empowerment, Government of India
TR 16B, Bada Bazar Road, Old Rajinder Nagar, New Delhi 110060 Phone: 011-43187878; Fax: 011-43187878 E-mail: contactus@thenationaltrust.in




