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Signs and Symptoms of Autism Spectrum Disorder

KEY POINTS
e Autism spectrum disorder (ASD) is a developmental disability caused by differences in
the brain.

e People with ASD often have problems with social communication and interaction, and
restricted or repetitive behaviors or interests.

e People with ASD may also have different ways of learning, moving, or paying attention.

e |tis important to note that some people without ASD might also have some of these
symptoms. But for people with ASD, these characteristics can make life very
challenging.

Signs and symptoms

Social communication and interaction skills

Social communication and interaction skills can be challenging for people with ASD.

Examples of social communication and social interaction characteristics related to ASD can include

» Avoids or does not keep eye contact

* Does not respond to name by 9 months of age

» Does not show facial expressions such as happy, sad, angry, and surprised by 9 months of age

» Does not play simple interactive games like pat-a-cake by 12 months of age

» Uses few or no gestures by 12 months of age (for example, does not wave goodbye)

» Does not share interests with others by 15 months of age (for example, shows you an object that they like)
» Does not point to show you something interesting by 18 months of age

* Does not notice when others are hurt or upset by 24 months (2 years) of age

* Does not notice other children and join them in play by 36 months (3 years) of age

» Does not pretend to be something else, like a teacher or superhero, during play by 48 months (4 years) of age

» Does not sing, dance, or act for you by 60 months (5 years) of age

Keep Reading:
Screening for Autism Spectrum Disorder

Restricted or repetitive behaviors or interests

People with ASD have behaviors or interests that can seem unusual. These behaviors or interests set ASD apart from conditions defined by
problems with social communication and interaction only.

Examples of restricted or repetitive behaviors and interests related to ASD can include
* Lines up toys or other objects and gets upset when order is changed

» Repeats words or phrases over and over (called echolalia)

https://www.cdc.gov/autism/signs-symptoms/index.html 1/3
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» Plays with toys the same way every time

» |s focused on parts of objects (for example, wheels)
» Gets upset by minor changes

* Has obsessive interests

» Must follow certain routines

* Flaps hands, rocks body, or spins self in circles

» Has unusual reactions to the way things sound, smell, taste, look, or feel

Contact your child's doctor if you have any concerns about your child's development.

Other characteristics

Most people with ASD have other related characteristics. These might include
» Delayed language skills

» Delayed movement skills

» Delayed cognitive or learning skills

» Hyperactive, impulsive, and/or inattentive behavior

» Epilepsy or seizure disorder

* Unusual eating and sleeping habits

» Gastrointestinal issues (for example, constipation)

» Unusual mood or emotional reactions

» Anxiety, stress, or excessive worry

Lack of fear or more fear than expected

It is important to note that children with ASD may not have all or any of the behaviors listed as examples here.

Keep Reading:

Treatment and Intervention for Autism Spectrum Disorder

https://www.cdc.gov/autism/signs-symptoms/index.html 2/3
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MOVEMENT

Walks alone

Walks up stairs with two feet per step with hand held
Pulls toys behind while walking

Carries toy or several toys while walking

Begins to run

Stands on tiptoe

Climbs onto and down from furniture unassisted
Walks up and down stairs holding on to support
Squats to pick up objects

Sits in small chair

oooooooooo

HAND AND FINGER SKILLS

[J Scribbles spontaneously

[ Turns over container to pour out contents; takes objects in and out of
container

[J Builds tower of four blocks or more

[J Might use one hand more frequently than the other

[ Makes mark with crayon

[J Throws small ball a few feet while standing

Developmental Health Watch
Alert your child's doctor or nurse if your child displays any of the
following signs of possible developmental delay for this age range:

O Cannot walk by 18 months

O Fails to develop a mature heel-toe walking pattern after several
months of walking, or walks only on his toes

O Does not speak at least 15 words

O Does not use two-word sentences by age 2

O By 15 months, does not seem to know the function of common
household objects (brush, telephone, bell, fork, spoon)

O Does not imitate actions or words by the end of this period

O Does not follow simple instructions by age 2

O Cannot push a wheeled toy by age 2

O Experiences a dramatic loss of skills he or she once had

24 Months—36 Months

SOCIAL
O Imitates adults and playmates

O Engages in pretend or imitative play

O Plays alongside other children (parallel)

O Urinates in a potty or toilet

O Can remove some of his or her clothing

O Spontaneously shows affection for familiar playmates
O Can take turns in games

O Understands concept of ‘mine” and “his/hers”
EMOTIONAL

O Expresses affection openly

O Expresses a wide range of emotions

[0 Objects to major changes in routine

COGNITIVE

O Makes mechanical toys work

O Matches an object in her hand or room to picture in a book
O Plays make-believe with dolls, animals, and people

0 Sorts objects by shape and color
O Completes puzzles with three or four pieces
O Understands concept of “two”

LANGUAGE

Follows a two-or three-part command

Recognizes & identifies almost all common objects & pictures
Understands most sentences

Understands physical relationships (“on”, “in”, “under”)
Understands 50 words

Uses 4 to 5 word sentences

Can say name, age, sex

Uses pronouns (I, you, me, we, they) and some plurals (cars, dogs,
cats)

Strangers can understand most of his or her words

Ooooooooo

O

MOVEMENT

Climbs well

Kicks ball (wearing closed toe shoes)

Runs easily and with coordination

Pedals tricycle (be sure she wears a safety helmet)
Runs and bends over easily without falling

Jumps off ground with two feet

Begins to walk up steps alternating feet

ooooooo

HAND AND FINGER SKILLS

Makes up-&down, side to side & circular line with pencil/crayon
Catches large ball

Turns book pages one at a time

Stacks objects

Builds tower of more than six blocks

Holds pencil in writing position

Grasps crayon with thumb and fingers instead of fist

Screws and unscrews jar lids, nuts, and bolts

Turns rotating handles

ooooooooag

Developmental Health Watch
Alert your child's doctor or nurse if your child displays any of the

following signs of possible developmental delay for this age range:

O Frequent falling and difficulty with stairs

O Persistent drooling or very unclear speech

O Cannot build a tower of more than four blocks

O Difficulty manipulating small objects

O Cannot copy a circle by age 3

O Cannot communicate in short phrases

O No involvement in “pretend” play

O Does not understand simple instructions

O Little interest in other children

O Extreme difficulty separating from maother or primary caregiver
O Poor eye contact

O Limited interest in toys

O Experiences a dramatic loss in skill he or she once had

WHAT WILL AN EARLY INTERVENTION EVALUATION
TELL ME ABOUT MY CHILD?

During an evaluation, the early intervention team will gather information
to answer specific questions about your child’s development. An early
intervention evaluation will give you and the early intervention team
information about your child’s strengths and needs. The evaluation results
help decide if there is a need for ongoing early intervention services.

The early intervention evaluation will look at all areas of development
including communication, cognition, gross motor, fine motor, adaptive/
self-help, and social emotional skills.

WHO IS ELIGIBLE FOR EARLY INTERVENTION SERVICES?
In New Jersey, infants & toddlers under age 3 are eligible for early
intervention services if they demonstrate delays of at least:

0O 2.0 standard deviation below the mean in one developmental area OR

O 1.5 standard deviation below the mean in two or more of the
development areas OR

O Medically diagnosed physical or mental condition that typically results
in developmental delay (for example, Down Syndrome, Autism, Cerebral
Palsy, etc.)

WE'RE HERE TO HELP

Regional Early Intervention Collaboratives (REIC) are a partnership of
families and early intervention providers working together to ensure high
quality early intervention services for children with special needs (ages
0-3) and their families living in New Jersey.

The REIC work to assure access to & availability of individualized early
intervention services & assists families as they work to meet their
children’s needs in their home & community.

“Through our sameness we connect, through
our differences, we grow.” —Virginia Satir

If your child should be crawling, walking or talking, but isn't, call for
information about resources and services for your child under age 3.

STATEWIDE TOLL-FREE - 1-888-653-4463

NJ EARLY INTERVENTION SYSTEM J New Jersey Department of Health

BIRTH TO THREE

The Regional Early Intervention Collaboratives (REICs) are funded by the New Jersey
Department of Health, Early Intervention System with funds from Part C of the Individuals with
Disabilities Education Act (IDEA).

Reused with permission from the American Academy of Pediatrics, Caring For Your Baby and
Young Child: Birth To Age 5, Seventh Edition, by Tanya Altmann, MD, FAAP, David L. Hill, MD,
FAAP, copyright by the American Academy of Pediatrics, 2019. Published by Bantam Books, a
division of Random House, Inc., and the American Academy of Pediatrics.

The appearance of the name the American Academy of Pediatrics does not imply endorsement
of any product or service.
(REV 12/2020)

NJEIS

NJ EARLY INTERVENTION SYSTEM

BIRTH TO THREE

YOUR CHILD'S
DEVELOPMENT

Important
Milestones:
Birth to

36 Months

Regional Early Intervention
Collaborative—REIC

STATEWIDE TOLL-FREE
1-888-653-4463

www.njreic.org
http://nj.gov/health/fhs/eis




Children develop at their own pace, so it is impossible to tell exactly when your child will learn a given skill.
The developmental milestones listed below will give you a general idea of the changes you can expect, but
don't be alarmed if your own child's development takes a slightly different course.

Birth — 4 Months

SOCIAL AND EMOTIONAL

O
O

[] Becomes more expressive and communicates more with face and body

O

Begins to develop a social smile
Enjoys playing with other people and may cry when playing stops

Imitates some movements and facial expressions

MOVEMENT

O

O
O
O
O
O
O
O

Raises head and chest when lying on stomach

Supports upper body with arms when lying on stomach
Stretches legs out and kicks when lying on stomach or back
Opens and shuts hands

Pushes down on legs when feet are placed on a firm surface
Brings hand to mouth

Takes swipes at dangling objects with hands

Grasps and shakes hand toys

VISION

O
O
O
O

Watches faces intently

Follows moving objects

Recognizes familiar objects and people at a distance
Starts using hands and eyes in coordination

HEARING AND SPEECH

O
O
O
O

Smiles at the sound of your voice
Begins to babble

Begins to imitate some sounds
Turns head toward direction of sound

Developmental Health Watch
Alert your child's doctor or nurse if your child displays any of the
following signs of possible developmental delay for this age range:

Does not seem to respond to loud sounds.

Does not notice hands by 2 months

Does not follow moving objects with eyes by 2 to 3 months

Does not grasp and hold objects by 3 months

Does not smile at people by 3 months

Cannot support head well by 3 months

Does not reach for and grasp toys by 3 to 4 months

Does not babble by 3 to 4 months

Does not bring objects to mouth by 4 months

Begins babbling, but does not try to imitate any of your sounds by
4 months

Does not push down with legs when feet are placed on a firm
surface by four months

Has trouble moving one or both eyes in all directions

Crosses eyes most of the time (occasional crossing of the eyes is
normal in these first months)

O Does not pay attentions to new faces or seems frightened by new
faces or surroundings

OooooDooooo

m]

O
O

4 Months - 8 Months

SOCIAL AND EMOTIONAL

O
O
O

Enjoys social play

Interested in mirror images

Responds to other people’s expressions of emotion & appears joyful
often

COGNITIVE

O
O

Finds partially hidden object
Explores with hands and mouth

[J Struggles to get objects that are out of reach
LANGUAGE

[J Responds to own name

[ Begins to respond to "no’

[ Can tell emotions by tone of voice

[ Responds to sound by making sounds

[ Uses voice to express joy and displeasure

[J Babbles chains of sounds

MOVEMENT

[J Rolls both ways (front to back, back to front)

O
O
O
O
O

Sits with, and then without, support on hands
Supports whole weight on legs

Reaches with one hand

Transfers object from hand to hand

Uses hand to rake objects (not pincer)

VISION

O
O
O

Develops full color vision
Distance vision matures
Ability to track moving objects improves

Developmental Health Watch
Alert your child's doctor or nurse if your child displays any of the
following signs of possible developmental delay for this age range:

O Seems very stiff, with tight muscles

O Seems very floppy, like a rag doll

O Head still flops back when body is pulled into sitting position
Reaches with one hand only

Refuses to cuddle

Shows no affection for the person who cares for him or her
Doesn't seem to enjoy being around people

One or both eyes consistently turn in or out

Persistent tearing, eye drainage or sensitivity to light

Does not respond to sounds around him or her

Has difficulty getting objects to mouth

Does not turn head to locate sounds by 4 months

Does not roll over in either direction (front to back or back to
front) by 5-7 months

O Seems impossible to comfort at night after 5 months

O Does not smile on his or her own by 5 months

o I o o

O Cannot sit up with help by 6 months

O Does not laugh or make squealing sounds by 6 months

0O Does not actively reach for objects by 6 to 7 months

O Does not follow objects with both eyes at near (1 foot) and far
(6 feet) ranges by 7 months

O Does not bear weight on legs by 7 months

O Does not try to attract attention through actions by 7 months

O Does not babble by 8 months

O Shows no interest in games of peek-a-boo by 8 months

O Experiences a dramatic loss of skills he or she once had

8 Months — 12 Months

SOCIAL AND EMOTIONAL

[0 Shy or anxious with strangers

O Cries when mother or father leaves

O Enjoys imitating people in his play

0 Shows specific preferences for certain people and toys

O Tests parental responses to his actions during feedings

[ Tests parental responses to his behavior

O May be fearful in some situations

O Prefers mother and/or regular caregiver over all others

O Repeats sounds or gestures for attention

O Finger-feeds self

[0 Extends arm or leg to help when being dressed

COGNITIVE

O Explores objects in many different ways (shaking, banging, throwing,
dropping)

[ Finds hidden objects easily

[0 Looks at correct picture when the image is named

O Imitates gestures

O Begins to use objects correctly (drinking from cup, brushing hair,
dialing phone and (putting it to ear)

LANGUAGE

[0 Pays increasing attention to speech

[ Responds to simple verbal requests

[0 Responds to "no’

[0 Uses simple gestures, such as shaking head for ‘no”
O Babbles with inflection (changes in tone)

O Says "dada” and ‘mama”

0 Uses exclamations, such as “Oh-oh!”

O Tries to imitate words

MOVEMENT

[0 Reaches sitting position without assistance and can stay there without

support.
O Crawls forward on belly by pulling with arms & pushing with
legs
Assumes hands-and-knees position
Creeps on hands and knees
Gets from sitting to crawling or prone (lying on stomach) position
Pulls self-up to stand
Walks holding on to furniture
Stands momentarily without support
May walk two or three steps without support

ooooooo

HAND AND FINGER SKILLS

O Uses pincer grasp

[0 Bangs two objects together

O Puts objects into container

[ Takes objects out of container
O Lets objects go voluntarily

[ Pokes with index finger

0 Tries to imitate scribbling

Developmental Health Watch
Alert your child's doctor or nurse if your child displays any of the
following signs of possible developmental delay for this age range:

O Does not crawl/does not sit independently by 9 months of age

O Drags one side of body while crawling (for over one month)

O Cannot stand when supported by 12 months of age

O Does not search for objects that are hidden while he or she
watches

O Says no single words (‘mama” or “dada’)

O Does not learn to use gestures, such as waving or shaking head

O Does not point to objects or pictures

O Does not respond to name

O Does not make eye contact

O Experiences a dramatic loss of skills he or she once had

12 Months — 24 Months

SOCIAL

Imitates behavior of other, especially adults and older children
More aware of self as separate from others

More excited about company of other children

Points to ask for something or to get help

Engages with others for play

Helps dress and undress self

oooooo

EMOTIONAL

[ Demonstrates increasing independence

[J Begins to show defiant behavior particularly with adults with whom
they feel comfortable

[J Separation anxiety increases toward midyear then fades

COGNITIVE

[ Finds objects even when hidden under two or three covers
[ Begins to sort by shapes and colors

[ Begins make-believe play

LANGUAGE

[J Points to object or picture when it's named for him

[J Uses the names of familiar people, objects, and body parts (“What's
that?” "Who's that?”)

Uses six to ten words other than names (by 15 to 18 months)

Uses two to four word sentences

Follows a verbal command without a gesture

Repeats words overheard in conversation

Speaks in jargon

O
O
O
O
O
[ |dentifies at least two body parts



Some signs of autism

How your child socializes
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Doesn’t respond
to their name.

Toddler:
(9]
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Isn’t interested
in taking-turn
games.

L.
A

Prefers playing
alone.

»

Talks about a
narrow range
of topics.

School-aged child:
2 ?

3

Difficulty using
and interpreting
body language.

@
®

Speaks in a
monotone or
sing-song voice.

Avoids eye
contact.

Adolescent:

Finds it hard
to see others’
perspectives.

Doesn’t get
certain social
rules.

How your child acts

Repeats words
and movements.

Toddler:
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k:‘ﬂ} 45

Won't eat foods
of certain
textures.

Gets attached to
unusual objects.

School-aged child or adolescent:

Difficulty moving
from one task to
another.

Prefers familiar
routines.

L3 Cleveland Clinic
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Has highly
focused
interests.



SCREENING

FOR CHILDREN UNDER 5 YEARS OLD:
Early Developmental Screening (Quick Peek

RW.JBarnabas
Program) HEALTH
Free virtual screenings to assess development and identify Children'
children who may need further evaluation. Experts from Children’s gy < 0 =
. : ) : ) Specialized £4/S\a
Specialized Hospital provide quick and free virtual developmental Hospital | e,

screenings for children ages 1 to 5 years old via video or phone.

e https://www.rwjbh.org/treatment-care/pediatrics/conditions-treatments/pediatric-specialty-
programs/early-developmental-screenings/
Contact Name: Amy Norton
8:908-301-5498

e @: anorton@childrens-specialized.org

FOR CHILDREN UNDER 3 YEARS OLD with developmental delays:

Early Intervention Programs (EIPs)

Reach out if an infant or toddler is not meeting developmental milestones or if a family has other
developmental concerns. EIPs are designed to address a problem or delay in development as
early as possible.
e https://www.nj.gov/health/fhs/eis/for-families/when/
o X:888-653-4463
e |[f a family’s income is below 300% Federal Poverty Level (FPL), they will have no cost
participation. A family’s co-pay will never exceed the actual hourly cost of service. If the
family size is greater than 8, call DOH-NJEIS for the family’s monthly cost participation.

Health

New Jersey Department of Health

FOR CHILDREN UP TO 21 YEARS OLD:
Child Evaluation Centers (CECs)

N]

The goal of CECs is to provide comprehensive, developmental, medical, health focused
evaluations for children from birth through adolescence with or at risk for developmental and
behavioral disorders.

e General Information: nj.gov/health/fhs/specialpediatrics/

e Locations: https://www.nj.gov/health/fhs/specialpediatrics/child-evaluation/contacts/
e NJ State Contact B: (609)-292-5676




It’s never been easier to take a

Quick Peek

at your child’s early development

Get a FREE quick
Early Developmental Screening

Join the experts from Children’s Specialized Hospital for a
developmental screening for children ages 1 to 5 years old.

You will receive practical tools and resources about early
childhood development.

Call us to find out how to schedule a private appointment
through video or phone call from the comfort of your own home.

For more information or to register: Call 908-301-5498
or visit

RUTGERS  THE BOGGs CENTER RWJBarnabas

Robert Wood Johnson ~ ON DEVELOPMENTAL DISABILITIES HEALTH
Medical School

. I
This event is funded in part by The Boggs Center’s NJLEND program, Chlldren S

&) )
a designation of the Maternal and Child Health Bureau, Health Resources Specialized ;ﬁj:f,;?
and Services Administration, through grant # T73MC30120)

E—

Hospital QNG |




Nunca ha sido tan facil echar un

Vistazo Rapido

Al desarrollo temprano de su hijo

Obtenga un rapido examen
de desarrollo GRATUITO

Visite a los expertos del hospital para un examen del
desarrollo gratis para ninos de 1 a 5 anos.

Recibira herramientas y recursos practicos sobre el
desarrollo del nino de la primera infancia.

LIamenos para averiguar cmo programar una cita privada a través de un
video o una llamada telefénica desde la comodidad de su propio hogar.

Para mas informacién o para registrarse llama 908-301-5498
o visite

RUTGERS  THE BoGGs CENTER RYl\é.ETaHrnabas

Robert Wood Johnson ON DEVELOPMENTAL DISABILITIES
Medical School

4 1}
This event is funded in part by The Boggs Center’s NJLEND program, Chlldren -

a designation of the Maternal and Child Health Bureau, Health Resources Speaf;lllzed -
and Services Administration, through grant # T73MC30120) Hospltal




RWJBarnabas
HEALTH

Free Early Developmental Screenings

Children’s
FAQS Specialized £
Hospital :
What is a developmental screening? How long is an appointment?
A brief assessment designed to make sure The screenings last approximately 30
that a child is on the right developmental minutes.

path. It helps identify children who may
need further evaluation.

Do | need to have an appointment?

Who is the screening for? Yes, families need to schedule an
appointment and confirm if they would

Children (11-66 months) who are not like the screening conducted via

already receiving services. It is not telephone or video. Please visit
intended for children who already have a rwjbh.org/cshdevelopmentalscreenings

developmental or mental health diagnosis. or call 908.301.5498 to register.

What happens during a screening?

How much does it cost?

Do I need insurance? The parent/caregiver will be sent a
questionnaire and will need to fill it out to

The screenings are free to the community. the best of their ability before the
Insurance is not needed. appointment. At the time of the screening,

the questionnaire will be scored and
results will be shared with the
Can another adult be present for the parent/caregiver. If additional evaluations
screening? are recommended, the screener will
provide that information to the family and
assistin linking them to services. After the

If the parent/caregiver of the child is not Screening appointment, every fam|[y will
able to attend, another famlly member receive all recommendations and
over 18 years of age may participate in the resources via email or regular mail. If
screening with a signed letter from the additional evaluations have been
parent/caregiver indicating that we may recommended, the family will receive a
share the screening results with that follow up call approximately three weeks
family member. after the screening.

Who will be conducting the screening?

Where can | find more information?

Trained staff members from Children’s

Specialized Hospital will be conducting To learn more about our free early
the training. developmental screening program, visit
rwjbh.org/cshdevelopmentalscreenings
or call 908.301.5498.




RWJBarnabas
HEALTH

Analisis virtual gratis del desarrollo temprano
hildren”
FAQS gpecia?iz:d I

Hospital

¢Qué es un analisis de desarrollo? cCuanto dura la cita?
Un breve analisis disefiado para asegurar La cita dura aproximadamente 30
que el nino este en el camino de minutos.

desarrollo apropiado para su edad. Ayuda
a identificar ninos que pueden necesitar

una evaluacion adicional. ¢Necesito tener una cita?

¢Para quien es el analisis? Si, las familias deben programar una citay
confirmar se les gustaria que el analisis se

Para nifios (11-66 meses) que aun no estan realice por teléfono o video. Por favor visite:
recibiendo servicios. No es disefiado para rwjbh.org/cshdevelopmentalscreenings o
ninos que ya tienen algun diagnostico de llame al (908) 301-5498 para registrarse y

desarrollo o salud mental. hacer una cita.

¢Qué sucede durante el analisis?

¢Cuanto cuesta?

¢Debo llevar mi tarjeta de seguro? A los padres/cuidadores se les enviara un
cuestionario y deberan completarlo lo
Los analisis son gratuitos para la mejer que puedan antes de la cita. En el
comunidad. No es necesario tener seguro. momento del analisis, se calificara el

cuestionario y los resultados se
compartiran con los padres/cuidadores. Si
¢Alguien mas puede llevar se recomiendan evaluaciones adicionales,
a mi hijo al analisis? el evaluador proporcionara esa
informacién a la familia y ayudara a
vincularlos a los servicios. Después de la

Si el padre/cuidador del nifio no puede ir, cita del analisis, cada familia recibira
puede mandar a su hijo con otro miembro todas las recomendaciones y recursos por
de la familia que sea mayor de 18 afios de correo electrénico o correo postal. Si se
edad con una carta firmada que indique han recomendado evoluciones
que podemos compartir los resultados del adicionales, la familia recibira una llamada
analisis con ese miembro de la familia. de Seguimiento aproximadamente tres

semanas después de a evaluacion.

¢Quién administrara el analisis?

¢Donde puedo encontrar mas
informacion?

Personal calificado de Children’s
Specialized Hospital. Para obtener més informacién sobre
nuestro programa de analisis de desarrollo
temprano gratis, por favor visite
rwjbh.org/cshdevelopmentalscreenings o
llame al (908) 301-5498.




Early Intervention Program

RWJBarnabas
HEALTH

Children’s @
Specialized £4/S\6
Hospital ‘ ‘

Children's Specialized Hospital's Early Intervention
Program (EIP) provides early identification, evaluation
and intervention for children up to three years of age
who have a condition that impairs or has a high
predictability of impairing normal development and/or
who have measurable developmental delays

Services provided are: speech, occupational and
physical therapies, psychology, nursing, nutrition,
social work/family training and developmental
intervention (teaching). All of the services are
provided in the child's home or in a community
setting where the child is comfortable.

The Early Intervention Program:

e Promotes social, cognitive, language, and
physical development through a variety of fun
but educational and therapeutic activities.

e |s delivered in the child's natural environment
such as their home or child care or community
settings.

e Provides parent/caregiver training and
participation in EIP sessions.

e Provides parent support services.

To schedule an appointment
Call 888-244-5373

Click here
to find a RWJBH doctor
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Programa de Intervencion chirorst

Specialized Hoi’tl‘

Temprana

El Programa de Intervencion Temprana (EIP) de
Children’s Specialized Hospital proporciona deteccion,
evaluacién e intervencion temprana para nifios de hasta
tres aflos que padecen una afeccidon que perjudica o tiene
una alta probabilidad de perjudicar el desarrollo normal
0 que presentan retrasos mensurables en el desarrollo.

Los servicios que se prestan son los siguientes:
logopedia, terapia ocupacional y fisioterapia, psicologia,
enfermeria, nutricion, trabajo social/formacién familiar
e intervencion en el desarrollo (ensefianza). Todos los
servicios se prestan en el domicilio del nifio o en un
entorno comunitario en el que el nifio se sienta comodo.

El Programa de Intervencion Temprana:

e Promueve el desarrollo social, cognitivo, fisico
y del lenguaje mediante una variedad de
actividades divertidas, pero a la vez educativas
y terapéuticas.

e Se realiza en el entorno natural del nifio, como
su hogar, su centro de atencién o ambientes
comunitarios.

e Ofrece a los padres/cuidadores capacitacion
y participacion en las sesiones del EIP.

Ofrece servicios de apoyo a los padres.

Para programar una cita
llame al 888-244-5373

Haga clic aqui
para encontrar un médico
de RWJBH

Obtenga mas
informacion.
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Children’s Specialized Hospital
e B:(888)244-5373
e Real life videos, readings, and tips at_tinyurl.com/csh-autism or
o https://www.rwjbh.org/childrens-specialized-hospital/patients-visitors/patient-and-f

amily-resources/autism-resources/
e Virtual Workshops at rwjbh.org/events
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Understanding the Diagnosis
of Autism Spectrum Disorder

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder that is characterized by impairments involving
social communication and social interaction in many settings and restricted, repetitive patterns of behavior,
interests or activities. The symptoms are present in early childhood but may not be noticed until later.

The symptoms of ASD cause significant impairments but there is a wide range of functioning and need for support
across the spectrum. Many people with ASD can function well in various areas of life including living independently,
having mutually rewarding relationships, and meaningful employment and their need for support may be subtle.
Others with ASD may need very substantial support in all major areas of functioning.

Early diagnosis is important because early, specialized intervention helps improve functioning. Some red flags of
possible ASD include: no babbling by twelve months of age; no single words by eighteen months; no two words
used together by twenty-four months; no response to name or use of gestures by twelve months; or loss of skills at
any age. Poor eye contact and not sharing enjoyment or joint attention are also red flags. Talk to your healthcare
provider if you have concerns.

Concerns about possible ASD may first be noticed by a family member, healthcare professional, child care or school
staff, or at later ages by the person who suspects he or she has ASD. Talk to your healthcare provider about how to
get a diagnostic evaluation.

Children between the ages of birth and thirty-six months who have developmental concerns may qualify for
services through their state Early Intervention Program. A diagnosis is not necessary. Contact information can be
found on The Early Childhood Technical Assistance Center website at http://ectacenter.org/contact/ptccoord.asp.

There is value in getting a diagnosis when ASD is present. A formal diagnosis helps link to needed services, helps
understand and communicate what is going on, and may help link to support and reduce isolation.

It is possible to have ASD and other diagnoses, too. These are called “co-morbidities.” Some common co-morbidities
with ASD include anxiety, Attention Deficit/Hyperactivity Disorder, sleep or feeding issues, gastrointestinal
disorders, or seizure disorders.

There is a lot of information about ASD but not everything is accurate. Make sure the information source is credible.
Quality of life is important. Involvement in the community can improve quality of life. In addition to skill

development for the person with ASD, it is equally important that members of the community build awareness and
acceptance to promote positive inclusion.
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After your Child Receives a Diagnosis
of Autism Spectrum Disorder

Receiving a diagnosis of autism spectrum disorder (ASD) can be difficult for a family. Some parents may question
if the diagnosis is accurate. If parents have questions, they can ask the provider about his or her training and to
explain the types of diagnostic tools used. Discuss any concerns in diagnosing ASD. While some may seek a second
opinion, be mindful not to delay getting needed services.

Along with a diagnosis of autism, parents have many emotions and may feel overwhelmed with all the options for
treatment and therapies. After a child has received a medical diagnosis of autism spectrum disorder, parents
should seek a reputable healthcare provider, particularly a developmental pediatrician or advanced practice
nurse, who specializes in autism and has experience treating the disorder. After meeting with the physician,
parents should work together to develop a treatment plan that addresses the child’s specific speech and
language, occupational, physical, and behavioral needs.

Parents and caregivers can read books and search the internet to find information about autism as well as
resources such as local services, interventions, therapies, programs, and supports. Parents can explore
government agencies, organizations, research studies, and local groups that can provide information, guidance,
and support. Searches may also help to identify conferences, webinars, and workshops providing current
educational, medical, and therapeutic information. By attending, parents can also network to connect with other
families, professionals, and community service providers in their area.

Parents should contact either the early intervention program or the special services department in the local
school district as early as possible. These organizations are the primary source of academic and educationally-
based therapeutic intervention for the child.

Parents might find it helpful to set up some folders or large envelopes in a organizational bin or filing cabinet to
store information. It will be helpful to have a centralized location to keep information about service providers;
medical, therapy and school reports; schedules; receipts and financial information; reading material; and other
information related to the person with ASD.

Revealing the diagnosis of autism to others is a personal decision. Those who work with families of children with
ASD on a regular basis find that it is most helpful for families when others are aware of the child’s needs. Without
this knowledge, people may misunderstand the child’s behaviors. People tend to be more understanding when
they are educated about the disorder and aware of the child’s strengths and challenges. Disclosing the diagnosis
to those involved with the child helps them to support the child’s needs.

It’s important for children with ASD to be exposed to as many learning experiences as possible. Since many
children with ASD have difficulties with communication, social interaction and transitions, community experiences
are great opportunities for learning. It may be difficult for parents to bring their child with ASD to common places
like the grocery store and library because of the difficulties these children have. It may take additional planning
and support, but these experiences provide practice and help the child become more familiar with the community
and other people.

Children’s
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Explaining the Diagnosis of Autism
to Family and Friends

No matter what reaction parents have to their child’s diagnosis of Autism Spectrum Disorder (ASD), it's important to
give sufficient time to come to terms with what the diagnosis means to them and their family. Parents should
educate themselves about the disorder and discuss what information they feel comfortable sharing with family and
friends.

The diagnosis can be a challenging experience for parents as they may fear that they may not be accepted or
included as they were in the past. Honesty is usually the best policy. Initially, it can be easier for parents to tell
others about specific symptoms, rather than the full diagnosis. For example, a parent may initially choose to say
that the child is receiving speech therapy for a speech delay before disclosing the full diagnosis.

When ready to disclose the diagnosis to others, provide information specific to the child. Autism is a spectrum
disorder and affects every person differently. Find trustworthy information which describes the characteristics of
autism and offer information specific to the child’s challenges. Comprehensive information for family and friends
can be downloaded from www.childrens-specialized.org/KohlsAutismAwareness.

Family members and friends will have their own feelings about the child’s diagnosis. It’s all right to share these
feelings together. Even after they learn of the diagnosis, they may not know how to respond to or help the child.
Parents should take the time share suggested ways to communicate, interact, respond, to and care for their child.

Let friends and relatives know that it is important to be treated like other family members and friends, and not
excluded.

ASD symptoms may be subtle. Family members and friends may not realize that the child may have difficulty
tolerating lengthy visits, being touched by others, or involved in social demands. Parents should prepare family and
friends as well as the child; communicate needs; and establish rules and boundaries, so that gatherings can be more
pleasant.

To help improve the child’s social interactions and play skills, it's important to get cooperation and support of family
members on a regular basis, . Grandparents and other family members may have more time and energy to engage
with the child and help with a parent’s demanding schedule.

Family members may not understand special techniques or interventions that are being used for the child. Many
types of early intervention programs are structured to engage the child and family together in the home or a
familiar environment. This provides opportunities for other family members to participate in these techniques and
get exposure to the therapist working with the child. These interactions can help to demystify some of the
interventions that parents use to help their child, by learning directly from the professional. As a result, family
members and friends can better support the development of the child’s skills.
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Brothers and Sisters of a Child
with Autism

It is important to be aware of the different feelings that siblings of a child with autism spectrum disorder (ASD) my
be experiencing. These feelings can change throughout the sibling’s life. Although family life and schedules can be
time consuming, siblings of a child with ASD need to have time to express their emotions and needs. You may have
to initiate these conversations to show that it is all right to discuss and that you are interested in their needs and
perspectives.

Spend a consistent amount of time with the child’s siblings to talk and share. Short trips to the grocery store, a ride
to a friend’s house, and time before bed can be time shared just with them. It is important to recognize their needs
as well as to celebrate the successes and good things happening in their lives.

Provide the siblings with age-appropriate and reliable information about ASD. Without knowledge, brothers and
sisters may assume incorrect information. They will be able to better understand their sibling’s actions and needs if
their understanding is accurate. Ask what they know about ASD in order to correct possible inaccuracies.

Let the child’s siblings know that it’s alright to express their emotions honestly, without criticism. Brothers and
sisters of children with ASD need to be able to share the way they feel. Honestly share your emotions with the
siblings so that they can identify with them and be more open to share theirs, as well.

Although they will develop a relationship all their own, brothers and sisters may need help figuring out ways to
communicate and to play. Help the siblings learn how to interact with their brother or sister. Provide opportunities
and choices for sharing without forcing the brother or sister to engage in ways he or she may be uncomfortable.
Help them understand that they can interact with each other even if they are different. Find ways to protect the
belongings of the siblings. This may involve placing them in secure locations or teaching the children how to prevent
and respond to these situations.

Be careful not to place too many expectations and responsibilities on the child’s siblings. The brother or sister may
feel increased responsibility caring for the sibling with ASD. Caregivers can contact their local school district, college,
community organizations, neighbors, religious communities, family members, case manager, and their physician to
find people who could provide respite care. Governmental agencies may also be able to provide respite workers or
financial support for the respite needs of families.

Find ways for the siblings to engage in age-appropriate recreation and leisure activities with friends and family.
Develop ways for the siblings to feel comfortable brining friends to the home. Everyone needs to have some time to
have some fun and respite from the challenges that many families experience with a child with ASD.

It may seem to siblings that they have more responsibilities then their brother or sister with ASD. Involve the child
with ASD with household tasks that he or she is capable of accomplishing. Social stories, activity schedules, and
charts can be used as tools for these activities. A template for a social story as well as other resources are available
at www.childrens-specialized.org/KohlsAutismAwareness. Help the siblings understand that responsibilities may
seem unequal, but that they are fair.

Find ways for the siblings to connect with others their age who have brothers or sisters with ASD. This helps them to
feel linked with others who understand.

Help the child’s siblings learn methods to handle comments about their brother or sister. The siblings may help with
words to use as a response to questions or remarks from others. Work together so that they are comfortable with
what they say.



When a sibling expresses or shows anger or is upset by the brother or sister with ASD, provide ways for
the child to express these emotions in a healthy and safe manner. Support groups, counseling, art, music,
and sports are some ways to express these emotions.

Siblings of children diagnosed with ASD may be at higher risk of developmental problems. Talk to your
healthcare professional about developmental screening for the siblings.
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Tips for Caregivers

Sorting through the complex challenges and issues related to caring for a child or children with autism spectrum
disorder (ASD) can be challenging. Adding employment demands, the care of other family members, maintenance of
a household and other personal matters, caregivers have little time or energy

for self care and personal interests. Although it seems difficult to ask others for help, it is important for caregivers to
seek assistance to reduce these demands.

Try to identify the issues which are most difficult to handle. Local governmental agencies that focus on family
members who have disabilities can help. Local libraries and the special services department of school districts have a
list of these agencies readily available.

Life may be different for families caring for a child with ASD. With these differences, it is still possible to enjoy
various aspects of life with planning and support. As difficult as it may seem to involve a child with ASD in recreation,
leisure, and family activities, the more a child with ASD is out in the community, the more he or she has opportunities
to become familiar and comfortable. These outings can be pleasant diversions from many of the stresses of everyday
life.

Many children with ASD exhibit challenging behaviors and may not respond to discipline methods effective for other
children. Caregivers should seek professionals and resources to help modify these behaviors and develop coping
skills. Lists of local service providers can be found on many autism websites, from local libraries, or from the child’s
school district.

Connecting with other families who have children with ASD can help. Spending time with other caregivers who have
similar interests, challenges, and experiences can reduce anxieties and feelings of isolation. Look for people or
support groups that provide positive input and reliable resources. These connections can reduce isolation and help
caregivers feel empowered.

Many hospital and doctor offices have staff who are also parents of children with special needs. Caregivers can
contact a social worker or representative from the facility and ask to be connected with staff who have this
background and understanding.

It is helpful for caregivers to set consistent routines as part of daily life. As appointments and meetings are common,
try to let the child know about schedule changes ahead of time to help alleviate challenges with disruption in the
routine.

Find areas in the home where the child with ASD feels comfortable and engaged in an enjoyable activity. Caregivers
can find comfort near the child to read, exercise, write, or other activity of personal interest.

Respite care is a basic need for families living with ASD. Respite means finding the time to take a break from many of
life’s demands. This supports caregiver well being and helps preserve family balance. Respite, in small or large
amounts, can happen in or out the home. Caregivers can contact their local school district, college, community
organizations, neighbors, religious communities, family members, case manager, and their physician to find people
who could provide respite care. Governmental agencies may also be able to provide respite workers or financial
support for the respite needs of families.

When a respite care worker has been identified, start with small amounts of time. Both need to become familiar with
each other as well as preferences and routines. The respite time can be expanded once there is a comfort level.
Respite can begin while the parent or caregiver is in the house in another room. Then it can be expanded for a short
trip out. The goal is for caregivers to have multiple respite providers in place on order for the caregivers to have
sufficient time to get the rest and leisure activity they need and for the person with ASD to get used to a variety of
helpers.



Many times caregivers may not realize they are neglecting their health and well being. Family members and
friends may suggest counseling or medical intervention. It is all right for caregivers to get the help that they need.
Family and friends may want to help in many ways, but may not know how. Caregivers should let them know the
ways that they can be helpful in practical and meaningful ways. There is no shame in getting the help needed if it

makes the helper feel needed and wanted.
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Errands and Outings

Involve your child with autism spectrum disorder (ASD) on community outings as much as possible. Although it can
be challenging, it is worth it because it exposes the child to many learning experiences. It may take additional
planning and support, but this practice helps to make the experiences more comfortable and enjoyable.

Try to plan an agenda for the outing or for the day. Use a picture or written activity schedule to provide the child
with a plan. Try to include other options that may happen as a result of unexpected occurrences such as bad
weather or a store closing early. Explain the activities and expectations in understandable ways. A template to
create social stories, as well as other helpful resources, can be found at www.childrens-
specialized.org/KohlsAutismAwareness .

It is often helpful to give the child appropriate tasks to do during the outing. Let the child pick out items, help with
the grocery list, compare prices, or find a particular color or size. Create games during errands to help occupy the
child or distract him or her from other challenges that may arise.

Shopping experiences can be challenging for people with ASD. At first, it may be helpful to go for short trips or to
get familiar with the environment and social interactions. Going out with other families can provide additional
support if challenges arise.

Many things can happen during an outing, so try to be as prepared as possible. Bring along toys or activities that are
enjoyable in the car and during the outing. Understand it may be necessary to leave the location or change plans if
behaviors get too challenging.

When going to a restaurant, try to prepare ahead of time and have a plan. Let the child pick his or her food choice
before getting to the restaurant. Ask for the check as soon as possible after the food arrives to save time. It may be
helpful to ask to sit at a particular table that is most comfortable or away from distractions. It is acceptable to
remove items on the table that may be distracting.

It is helpful to return to familiar places, particularly those that have been accommodating to the needs of the child
and family. Get to know the owner, manager, or staff so that they can learn more about the interests and needs of
the child. Typically, the staff want to be helpful but may not know how to help. Open communication helps them to
provide support if negative situations arise.

People in the community may stare or have opinions about how the child with ASD is behaving. Decide ahead of
time how to respond. It may be helpful to use the opportunity to educate about autism, as a way to make a positive
community connection, or it can be ignored.

Social outings can be more positive if they can be related to an interest of the child. After a child gets used to these
experiences, the child can begin to explore other destinations.
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Building Social Skills

Many children with autism spectrum disorder (ASD) lack important social skills such as taking turns, sharing, and joining
in games. These skills are important in school and in life and are essential for developing meaningful peer relationships.
Although social skills are often difficult to learn, there are methods that can help to develop these skills to help children
with ASD lead full and social lives.

There are three general ways to approach social skill learning. (A) Request that the school offer social skill lessons
and activities in the child’s classroom, at lunchtime, and in after school programs. Formal goals and activities can
be part of the child’s IEP. (B) Seek out outpatient social skills programs from a local healthcare provider. (C) In
natural settings, role play and model various types of social interactions.

There may be social skills groups within the community that are appropriate for your child. Look on the internet,
ask your child’s pediatrician, contact your local library, or look in a local parent’s magazine for suitable groups in
your area. Seek out community groups which focus on an area of interest fort the child, such as an acting class,
chess group, or reading club.

There are generally four social skill areas that are targeted. (A) Work with the child on conversation skills. (B) Help
your child with the skills needed to develop and maintain positive relationships. (C) Share activities that help your
child express his or her feelings and emotions appropriately. (D) Develop practical conflict management skills.
These skills should be taught and practices among different people in different environments so that they can be
useful in all areas of the child’s life.

Take the time to prepare for social situations before they occur. Use pictures, television shows, and videos to
illustrate various scenarios. Watch the shows together to discuss the character’s actions, choices, and reactions of
others. During social interactions you can cue and reinforce appropriate social skills. Afterward, discuss the
interactions with your child and develop strategies to improve challenges that may have occurred. You can take
videos of your child and provide feedback and reinforcement.

Programs are available to help other children understand differences and be more inclusive of children with
different challenges. www.childrens-specialized.org/KohlsAutismAwareness has many resources available
teachers, after school providers, team coordinators, youth group leaders, and others who work with children.
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Communication Challenges

Motivating a child with autism spectrum disorder (ASD) to communicate may take some creativity. Playing or
activating a toy and waiting for a response is difficult but will be worth the wait. It allows

you to watch your child’s reactions and determine his likes/dislikes without a verbal cue. Create opportunities for
the child to initiate communication by avoiding leading questions such as, “Tell me what you want” or “Do you
want this or that?”

Place items which are highly desirable to the child in locations that are visible yet out of reach. This may stimulate
the child to communicate in some way to get what he wants. In time, begin to place the items in locations that are
not visible to the child in order to further develop communication.

As there are different forms of communication, take the time to observe behaviors. Movements, gestures, and
eye gazes often signal messages that may be overlooked.

Try to use visual prompts instead of verbal cues. When giving a direction, try to use hand motions or gestures
instead of speaking. Children with ASD respond more often to visual cues than to oral commands. Gestures are
easier to fade then verbal directions.

Choice making is part of communication. Instead of asking for the child to choose between items, present the
items visually and wait for a response. Watch to see if the child looks or points to the item
of choice.

Although a child may not speak, it is helpful to talk out loud about what he or she is doing and what you are doing.
If the child speaks with single words, expand what is said into a simple phrase.

It is important to know that sign language, picture communication systems, and other alternative forms of
communication do not inhibit a child’s verbal communication. These methods actually facilitate speech
production by relieving stressors from verbal speech difficulties and providing the child with a method to
communicate.

There are many apps that are available on electronic tablets. When using these devices, it is important that the
child differentiates which apps are specific for communication and which ones are designated for play or leisure.
One strategy is to have two covers for the tablet, each with a different color. Consistently change the cover on the
tablet when alternating from speech apps to leisure apps.

Speech therapists and other professionals provide their best suggestions to help a child with his or her
communication challenges. However, every family needs to balance the care of other family members,
maintenance of a household, employment demands, and other personal matters. To help you support your child
at home, it is very important to openly communicate your family’s needs, priorities, and how much time is
available to support the recommendations.
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Sensory Challenges

Many people with autism spectrum disorder (ASD) experience sensitivities to different types of sensations. Some
people may over-react to sensations and others may under-react. They may be overwhelmed by bright lights or loud
noises or may seek out sensory input such as active play or chewing crunchy foods. These sensitivities can change in
different environments and at different times of the day.

When going on errands and outings, let people know ahead of time about the child’s needs. Adaptations may be
able to be made to make it easier for the child to tolerate. Provide some suggestions of how they can help. If going
to a new place, try to make the first visit at a time when there are minimal crowds and other sensory challenges.
The child may only be able to tolerate a few minutes at the location, but try to increase the time each visit.

During sensory-challenging activities like hair cuts, you place a heavy toy on the child’s lap for comfort.

Provide the child extra time to listen or to complete tasks. He or she may need some extra time sorting through the
sensory input.

When the child seems to feel overwhelmed, provide him or her with a quiet area. The child may also be calmed by
a certain toy, object, or activity. A stress ball or heavy backpack may help to calm the child.

If a child has difficulty engaging in stimulating activities like craft projects, amusement parks, or hair cuts, try
activities such as playing with beans, rice, or pudding beforehand. This can help prepare the child for the
sensations in the following activity. If the child needs additional sensory stimulation or to help him or her before a
sensory-stimulating activity, arrange for outside play, exercise, or experiences with sensory stimulating activities
such as clay, squishy balls, instruments, swinging on a swing, or finger painting, jumping jacks, or running. Chewing
on crunchy or chewy snacks may be helpful. Children with ASD may need this extra sensory input to help them to
focus and remain calm.

Ear plugs or earphones may help reduce noises for those with sensitivity to sounds.

Prepare a social story or activity schedule to show what is involved in an activity or what the person can expect at a
location.

Occupational therapy can help identify those things that help to calm the child and work through challenging
sensations. It may take some time, but the child can become more aware of his or her body and find ways to
comfort themselves before, during, and after sensory-challenging experiences.
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Using Applied Behavior Analysis
in Daily Activities

Applied Behavioral Analysis (ABA) is an scientifically-based intervention which focuses on teaching new skills;
maintaining or increasing appropriate behaviors; helping to generalize skills in different environments; and
reducing or eliminating inappropriate or problem behaviors. ABA has been proven to be an effective intervention
for people with autism spectrum disorder (ASD) when supervised by a certified behavior analyst. ABA techniques
may sometimes seem un-natural, prompted, and rigid. However, these structured and consistent teaching
methods reduce distractions and allow for focused learning.

ABA techniques can be used in all aspects of life and can improve the quality of life for a child and his or her
family.

Often, children ASD need to learn appropriate skills for routine daily activities. When teaching and practicing
these skills, it is important to reinforce the child when he or she is successful to encourage these actions to
continue.

Larger activities may need to be broken down into smaller parts and reinforced before a full activity is learned.
Sometimes these rewards may seem out of place, as the child may not understand the efforts toward a larger
goal. These reinforcers motivate continued learning.

When working to change inappropriate or challenging behaviors, it is helpful to identify why the child may be
engaging in the behavior. See a challenging behavior from his or her point of view in order to intervene
effectively.

Prompting may be needed to assist the child in learning a skill, but should be reduced or eliminated as soon as
possible. Use the least amount of prompting necessary. If the child is not doing the activity independently, first
try to tell him or her to do it. If the verbal instruction doesn’t work, point or make a gesture. Then, if the
instruction is not followed, physically prompt to carry out the task but back away to allow the child to complete
the task without full assistance. Keep practicing and fading away your prompts to promote independence.

It is important to teach a child appropriate skills in order to replace inappropriate behaviors. Take the time to
observe what happens before and after the behavior occurs. Notice how you or others respond to this behavior
as that can be reinforcing the actions. You can use an “A-B-C” (Antecedent, Behavior, Consequences) worksheet
to identify behavior patterns and motivators for problem behavior and help to develop strategies to change the
behaviors. A blank worksheet can be found at www.childrens-specialized.org/KohlsAutismAwareness .
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Challenging Behaviors in Public Places

For children with autism spectrum disorder (ASD), challenging behaviors occur for many reasons. It is important for
them to have appropriate skills when trying to get, avoid, or cope.

Observe a behavior to determine where it happens most and least. Perhaps it happens with specific people, at
certain locations, during certain times of the day, or as a result of particular sensory experiences.

Consider the child’s perspective when attempting to determine what’s motivating the behavior. Seeing a
challenging behavior from his or her point of view can help to prevent or respond more effectively.

Teach appropriate skills when the child is not in then environment where the behavior occurs. For example,
teach walking together, waiting in line, sharing toys, or tolerating transitions at times when these skills can be
practiced without other demands. When the child behaves correctly, it can be helpful to provide immediate and
meaningful reinforcers to encourage appropriate behaviors and motivate continued learning.

Visual aids can help the learning process by illustrating and describing appropriate behaviors. These tools can
include social stories, schedules, and videos. Timers are helpful to give the child a sense of how long he or she
will be doing something. A template to create social stories, as well as other helpful tools, can be found at
www.childrens-specialized.org/KohlsAutismAwareness .

Routine errands such as going shopping can be challenging for children with ASD. At first, it may be helpful to go
for short trips or to get familiar with the environment and social interactions. Many things can happen during an
outing, so try to be as prepared as possible. Bring along toys or activities that are enjoyable.

Before you take the child to a new and unfamiliar place, it may be helpful to find out about the location before
you go. By going there first, reviewing the website, or calling the facility, you can ask about the location from the
perspective of the child’s challenges and needs. This information can help you prepare for potential issues at
that location.

People with ASD may need to take breaks when engaging in activities outside of their routine or comfort level.
Help the child establish a way to let you know they need a break, help, or a place to go to calm down.

Although it may be difficult, if challenging behavior occurs, try to remain as calm as possible. Adding additional
tension to the situation may aggravate it even more. Take a deep breath and think about what will protect the
child and those around and what will help calm him or her. Sometimes it may be finding a safe and quiet
location. Going out with other family members or friends can provide additional support if difficult challenges
arise. Having back-up from those who understand what to do can provide encouragement and assistance as
needed.

When in public places, people may not understand the behaviors that are related to autism. It may help to have
a card available that can be given to others in raise awareness.
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Preparing for Transitions
Between Activities

Transitioning between activities or locations can be difficult for people with autism spectrum disorder (ASD).
Anticipating some of the challenges and preparing ahead of time can help reduce these challenges.

Prepare things ahead of time to help to reduce the number of demands on the child during transitions. Having the
child’s clothes and food ready the night before can make the morning less stressful.

People with ASD may not understand time alerts, such as “We’ll be leaving in fifteen minutes.” It may be more
helpful to use other signals such as “after one more commercial on TV” or “after two more turns in the game.” Be
consistent and follow through with specified transition times. Resist the temptation to extend the timeframe as the
child will learn that he or she can delay or avoid the transition.

Try to anticipate what may happen during an expected transition and plan accordingly. For instance, if it is difficult
for a child to leave for school after watching TV, then don’t allow him or her to watch television during the morning
routine. Because you can’t always anticipate what might go wrong, communicate that the uncertainty of the next
activity and alternatives to the one planned. You never know if a store may be closed or an amusement park ride
may be broken.

When transitioning from an enjoyable activity to one that is less preferred, offer the child a toy, snack, or other item
that is interesting to him or her. This helps to distract and comfort the child and ease the transition process.

Visual aids and other tools such as social stories, activity schedules, timers, and transition cues can help a child
understand the transition before it happens. A template to create social stories, a visual countdown tool, and other
helpful resources, can be found at www.childrens-specialized.org/KohlsAutsimAwareness .

Families with multiple children often need to attend activities or appointments for the siblings of a child with ASD.
To help a child transition to an activity that may not be enjoyable to him or her, pack a bag of preferred items such
as toys and snacks to make it more exciting.

Transitions can be difficult at any time. However, after a long day or after challenging work, these changes can be
more difficult. There may need to be a few times when you need to change plans in order to prevent negative
reactions or to handle other critical matters.

. Children*
KOHLS RW.JBarnabas | specislized -
P
Careso Hospital 7

© 2014 Children’s Specialized Hospital

RWIJBH.org/CSH



|eydsoH paziferdads s,uaipiyd ¥10Z ®

HI1V3H

. 5 dso
HSJ/310°HEIMY %mm, pozyepads seqeulegri\y

S,usJpiyd

X9
SIAHOM

JUBYL SEM OYM
suaddey 1 pip arsym
i210)3q pauaddey yeym

$BIDUL SEM OYM
suaddey 1 pip arsym
ia10jaq pauaddey 1eym

$BIDUL SEM OYM
duaddey u pip assym
ia10jaq pauaddey 1eym

SIS SEM OUM

duaddey u pip assym
;310jaq pauaddey 1eym

FIBL SEM OYM
éuaddey u pip as3ym
;a10)aq pauaddey 1eym

§ PRLINJI0 JI0IABY3Y 3Y] JILE PIBS IO 3UOP SEM IBLYM

aouanbasuo u

¢ PA1IN220 e} JoIABYaq 40ads By s1IBYM

.E_.__...m_._mm
siolneyag Jo sIgV Syl

suaddey 11 pip 212yMm pUE 31311 SEM OUM
§PR1IN230 J0INEY3Y 3Y] 24043q pauaddey 1eym

u_._mﬂ.mumu_._q



HEAL LIFE

for kids with autism . . . .

Resources through Life




IPS ysmuenEnEns

Accessing Medical and
Therapeutic Services

Evaluations and services are available when there are concerns about a child’s early development. Through the
Early Intervention Program, parents can request assessments and services for their child between the ages of birth
and thirty-six months. Children found eligible for Early Intervention will receive an Individualized Family Service Plan
(IFSP) which sets goals to help children learn the basic skills that typically develop during the first three years of life.
Early intervention is authorized and available in every state and territory of the United States through the
Individuals with Disabilities Education Act (IDEA). The Early Childhood Technical Assistance Center website
(http://ectacenter.org/contact/ptccoord.asp) lists each state’s Early Intervention contact information.

After the age of three, children with autism spectrum disorder (ASD) and other disabilities can access services
through the school system. IDEA ensures that a child with a disability is offered a free appropriate public education
(FAPE) which provides special education and related services to meet his or her specific needs. Contact the local
school district representative who coordinates these special services for more information about evaluations and
services.

Therapeutic services are available for all children with autism and other disabilities. Access to these services is not
income based. Approach your healthcare provider and school district for evaluations to determine the services the
child needs. If it is determined the child needs specific therapies and/or supports, these should then be prescribed
by the physician or included within the child’s Individualized Education Plan (IEP.) Therapies received in school are
focused on educational goals. Those therapies received in a clinical setting can support educational goals, but are
meant to treat the child therapeutically.

Develop positive relationships with local agencies, physicians, therapists, and advocacy organizations. Having a
network of reliable resources can help to navigate through the complex system of care and education and connect
you with the services needed for the child. Because the child’s needs will change as he or she ages, it is important to
expand relationships with healthcare and educational service providers who are skilled in needs of that age group.

Laws and services vary by state. Contact the local library or search the internet for state-specific information about
medical and educational services and regulations in your state. Ask the child’s school or agency case manager for a
written document which specifies your child’s legal rights.

Ask questions and listen to healthcare providers, teachers, therapists, administrators, insurance representatives,
organizational leaders, and other parents. Listen carefully to determine and understand what is available and
possible for the child. Services that may not be available in one area, may be accessible through an alternate
method.
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Accessing Local Resources

When there are concerns that a child is not reaching typical developmental milestones or if a child has been
diagnosed with autism spectrum disorder or another disability, it is important to find local resources related to
educational programs, legal rights, and disability services in the community. Talk to the child’s pediatrician,
occupational therapist, physical therapist, and other credible healthcare providers to help identify and access
local resources.

If your child is under the age of thirty-six months and you have concerns about his or her development, contact
your local state Early Intervention Program for a needs assessment. Contact information can be found at
http://ectacenter.org/contact/ptccoord.asp.

If your child is diagnosed with a disability and is over the age of three, you can coordinate a needs assessment for
the child and your family. The evaluation process is guided by special education law requirements specified in the
Individuals with Disabilities Education Act (IDEA). A case manager can help you to locate and access educational,
medical, financial, and other resources based on the child’s needs.

Connect with families and therapists in your area who have or work with children with ASD of different ages. As
your child gets older, his or her interests and needs will change. It is helpful to have knowledgeable contacts who
have experienced similar issues in your community.

Revealing the diagnosis of autism to others is a personal decision. It is helpful when others are aware of the child’s
needs. Others may have similar experiences, needs, or challenges and may be able to share their tips and
resources with you. With more awareness, you can better understand what you need, expect, and want from
service providers.

Look at the websites of your town and local school and contact your local library to identify resources for children
with special needs in your community. There may be parent support groups, recreation programs, and other
helpful resources for your family.

There are national organizations with websites that map out resources by geographic area (see next page.) You
can click on your state or county to find a list of resources surrounding you.

Always examine the reliability of the source of information. Is the information current? Is the source related to an
organization that has reliable knowledge of Autism Spectrum Disorder (ASD)? Does the resource claim that the
information is applicable to everyone? Are they promoting or selling a product? Does the resource shoe personal,
social, or political bias? Resources should provide reliable information by those with knowledge and experience,
but should not claim they can cure or benefit everyone.
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Common Education Challenges

As part of the educational program of a child, there can be issues related to the amount, variety, or quality of
services provided. Every child, every school, and every community is different. It is important to advocate for your
child’s needs throughout his or her education.

The Individuals with Disabilities Education Act (IDEA) ensures that a child who has a disability is offered a free
appropriate public education (FAPE) which provides special education and related services to meet his or her
specific needs. Contact the school Director of Special Services with any questions or issues relating to the child’s
education program.

You can call a meeting to discuss issues that are of concern. Because parents are active participants in the
decision-making team, you can ask questions and make suggestions. You can provide recommendations from
healthcare providers or other professionals that may be valuable to the child’s educational program. The child’s
educational team may not agree with information or recommendations you have offered. However, many times,
with some negotiation, a compromise can be reached.

Take notes when meeting with a representative from the school or other professional who provides services for
your child. This lets them know that you are interested in your child’s education and what they have to offer. This
can also serve as a record of the discussion. You can use a recording device at a meeting, but must let them know
ahead of time.

Whether you agree or disagree with the school team, it is very important to document all communication related
to your child’s education. E-mail correspondence is an excellent way to communicate as there are times and dates
attached with each message. If sending a letter, request a return receipt in order to have confirmation of delivery.
When submitting a letter or documentation by hand, ask for a signature of receipt. When contacting the school by
phone, follow up with an e-mail to document the points that were made.

At each Individualized Education Program (IEP) meeting for your child, the school team should provide you with
access to a document which contains your child’s educational rights. If you disagree with a school’s decision and
can’t find a compromise, identify and review the process to file a complaint, request mediation, or due process.

There are advocates who can help with educational issues related to your child with ASD. Some advocates can
attend IEP and other meetings to help support the child’s rights. Credible advocates understand education
terminology and laws and can help negotiate with the school system to get the services the child needs.
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Transitioning for School to Adult Life

There are so many things to consider as a child with autism spectrum disorder (ASD) gets older and leaves school. As
complex as these changes can be, there’s a lot of helpful information available.

Contact your school district and local library for resources. You can search the internet for reliable tools to assist in
transition preparation and planning.

The sooner a parent or caregiver prepares for this transition, the better. From an early age, parents and teachers
can begin to teach skills which promote self care and independence.

It can be helpful to establish overall goals which are important to the family and individual with ASD. By prioritizing
a few long-term goals, ongoing decisions in the transition process can be made based on those which are most
important. This can keep short-term objectives in focus and help to reduce difficulties in immediate decision
making processes.

There are many skills which can be taught to lead to more independence. Children can learn small tasks with
supports and over time progress to more independent activities. Independent living skills include personal
hygiene; sleeping and waking independently; meal planning and food preparation; household maintenance;
organizational skills; money management; social skills; transportation; safety skills; self advocacy; and recreation
and leisure skills. Work with your child’s teachers and therapists for help developing these types of skills in school,
at home, and in the community.

As part of the IDEA, Individualized Education Plans (IEP) legally must contain transition plans which include
instruction, related-services, and community experience. The execution of IEP transition plans begins in early teen
years. IEP plans can include a functional vocational evaluation as well as instruction and supports for daily living
skills, employment, and other post-school adult living goals. Work with your child’s district to include goals to
support post-secondary education, vocational training, integrated employment (including supported
employment), continuing and adult education, adult services, independent living, recreation, and community
participation. These goals should always coincide with the child’s capabilities, needs, preferences, and interests.

When a child with a disability is in school, the Individuals with Education Act (IDEA) provides for his or her
educational rights. Once a child is out of school, the IDEA is no longer applicable. At this time, equal access and
reasonable accommodations for people with disabilities are the rights protected under the Americans with
Disabilities Act (ADA). Unlike the IDEA, the person or legal guardian must self-disclose the disability and take the
initiative to seek disability-related services that will meet his or her needs.

Volunteering, job shadowing, and internships can potentially lead to part-time and full-time employment for
adolescents with ASD.

Some adult services such as housing provisions can take a considerable length of time to coordinate and access.
Therefore, conversations and activities related to these long-range decisions should start early. These
considerations and action plans should be made among family members. Decisions can change based on the age,
interests, health, and needs of those involved.

Speak to a professional about long-term planning, guardianship, health insurance, and other financial matters.
These processes are often complex, lengthy, and expensive. Take the time to find a reputable source of support
and guidance to handle these personal and important matters.

It is important to speak with your child’s pediatrician and special healthcare providers about the transition of his or
her adult health care. Informational resources are available online. Take time to research and speak with medical
providers who understand and support the needs of the aging child with autism spectrum disorder. Work with the
child’s pediatrician to develop ways to encourage greater independence in managing health needs such as
directing questions directly to the child, when to examine the child without the parent in the room, encouraging
the child to prepare for health visits by bringing a list of questions or concerns, etc.
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Safety at Home

Common, everyday items in your own home could be dangerous for a child with autism spectrum disorder (ASD).
Some children with ASD may throw or break things. Your child may turn lights or stove pilots on and off repetitively.
Self-stimulatory behaviors that could be dangerous could involve such things as opening and closing scissors or
banging glass items. Work with your school or a behaviorist to help change these potentially dangerous behaviors.

Ordinary household items like cat litter, detergents, mouth wash, aftershave, and watch batteries are dangerous if
swallowed. People with ASD may not understand this danger or may mistaken these items for a similar edible item.
Be sure to secure or hide these items as well as medications and ointments. If your child has eaten something and
you are not sure if it is safe, you can call the poison control hotline any time to ask for help. If your child has a life-
threatening emergency as a result of eating any item, call 911 immediately.

You can make, print, or purchase visual supports that can be used to identify things that your child should not touch.
These signs could be printed with the word “NO” or “STOP” or a picture of the circle-backslash symbol (circle with a
diagonal line through it) to indicate when something is prohibited.

Families could use inexpensive magnetic alarms on doors, cabinets, or windows. These devices will alarm those in
the house when a person has opened something that was off-limits. Although some safety devices typically used for
toddlers may be helpful, older children with ASD are often too strong and resourceful for these items to protect
from dangers. Durable locks and other devices are often better options. Furniture and shelving may need to be
bolted to walls or floors. Breakable and sharp items may have to be removed to prevent injuries.

It is helpful for emergency responders to be aware of safety issues that may add additional challenges when
responding to an emergency at your home. Identify the agency that dispatches local 911 calls near your home.
Schedule a meeting to speak with a person and ask that a ‘911 identifier’ be associated with your home telephone
number. Provide critical information such as when you have additional locks or window bars, where your child may
run or hide, triggers for challenging behaviors, and alternate forms of communication used by your child. This
information would display on the screen when an emergency call is placed and helps responders be better prepared
to protect or rescue your child.

Children with autism may not recognize fire dangers or comprehend the damage a fire can cause. In addition, a child
may not understand fire drills and alarms. In fact, alarms may trigger unpredictable and potentially dangerous
behaviors. The child may run to a place where he or she feels comfortable which may be unsafe. Visual tools such as
picture cards, social stories, and video modeling can help a child learn fire safety skills and other safety skills in your
home. Role playing can also help children practice ways to act safely. Ask your child’s educational team to include
some safety goals as part of your child’s IEP. These skills should be practiced at home with different members of the
family to increase understanding and to reinforce the skills in multiple environments.

Before teaching your child to call 911 in an emergency, by sure he or she understands what a true emergency is.
Help him or her with the skills needed to provide information and to answer questions during this call. In addition,
the child needs to understand instructions and to follow the direction of the emergency dispatcher as well as first
responders.

People with ASD are often attracted to water and may not know how to swim. They may not understand the danger
of drowning. If you have a pool, secure it appropriately with fences and locks. Discuss potential water dangers with
your neighbors and relatives who have pools so that they are aware of your safety concerns. Work with community
recreation providers to coordinate swimming lessons and water-safety skills for your child.

Discuss your child’s safety challenges with your family, friends, and neighbors. Safety skills learned in your home
may not transfer to other locations. It is in your child’s best interest to have as many people as possible understand
information related to the safety of your child and the concerns of your family.
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Safety in the Community

Many children with autism spectrum disorder (ASD) have a tendency to run or escape suddenly from an area,
unlock or open protected environments, or wander away from a responsible caregiver. These children may find
themselves in an unsafe place or situation, involved in unfamiliar social situations, or lost without the ability to seek
or ask for help. It is important for children with ASD to carry a form of identification with them at all times.

If your child has communication challenges, teach him or her ways to answer simple questions like “What is your
name?” or “Where do you live?” You can also teach your child to present an identification card when asked these
guestions. Because a person’s reaching into clothing can be misinterpreted, you can fasten the I.D. card to a
retractable keychain and attach it to the outside of clothing so that it remains visible to all. A medical identification
bracelet with the person’s name and contact information can also be worn.

Many regions throughout the country have electronic tracking systems available which serve to help locate a
person who is wandering. These tracking devices can be purchased or rented. Once a family is enrolled, they can
notify the emergency team when the person is missing. The tracking device is worn on the person’s wrist or ankle
and emits a electronic signal so that a Search & Rescue team can find the person sooner.

Children with ASD are often attracted to water and may not know how to swim. These children may not
understand the danger of drowning. Work with community recreation providers to coordinate swimming lessons
and water-safety skills for your child.

Get to know some of your local police officers, firefighters, and rescue workers. Let them meet your child and help
them to understand some of his or her challenges. Help your child learn to recognize their uniforms, interact with
them, and know that they are “safe people” to go to for help and listen to during an emergency.

Many states, counties, and towns have established special needs registries which inform emergency responders
about the location and needs of people with disabilities in the area. These registries provide vital information for
emergency service agencies so that they can prepare necessary resources and respond appropriately. Register your
child by providing details about his or her particular challenges and needs before a disaster happens.

Discuss your child’s safety challenges with your family, friends, and neighbors. Safety skills may not be transferred
to other locations or with other people. It is in your child’s best interest to have as many people as possible
understand information related to the safety of your child and the concerns of your family.

As a means of preparation and prevention, purchase or compile a child identification kit containing your child’s
fingerprints, current photo, and other means of identifying your child. Your local police department may be able to
prepare a kit for your child.

Using visual tools such as picture cards, social stories, and video modeling can help teach and practice safety skills.
Role playing can also help children to practice ways to act safely and interact with people in various situations. Ask
your child’s educational team to include some safety goals as part of your child’s IEP. These skills should be
practices at school, at home, and in the community to increase understanding and to reinforce the skills in multiple
environments.
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Visits to a Doctor or Dentist Office

Ask other families who have children with autism spectrum disorder (ASD) about the dentists and doctors they
prefer. Every child is different, but it is helpful to find reputable healthcare providers who have experience
treating children with ASD.

Ask the healthcare provider if you can schedule a practice visit in order to meet and get to know the office staff
and healthcare provider. Discuss the child’s method of communication, interests, challenges, and things that calm
and motivate him or her. Because many people with autism have various levels of sensitivity to sound, touch, light,
and other sensations, it may be helpful for the child to become familiar with equipment that may be used, before
the appointment occurs.

Patience and time are especially important to successful medical appointments for people with ASD. Request an
appointment time at the end of the day so that it will not feel rushed and healthcare staff can focus on the needs
of the child.

When going to the appointment, let the child bring his or her favorite toy or video game. This will help him or her
feel more comfortable and occupied during the wait and office procedures. Ask the provider to interact with the
child before the examination and to permit the child to sit on the floor or on a parent’s lap to play with their toy or
game rather than sit on an exam table.

Visual aids can help to familiarize various medical and dental procedures. Social stories and activity schedules can
be used to describe and illustrate methods and equipment. It may also be helpful to role play with the child to
practice various medical and dental examinations such as using a stethoscope, getting an X-ray, and opening the
mouth while sitting in a chair. A template to create social stories, as well as other helpful resources, can be found
at www.childrens-specialized.org/KohlsAutismAwareness.

Ask the healthcare provider to explain a procedure before it happens and to specify each step as it happens. This
may help the person with ASD make sense of what is being done.

When emergency care is needed, it is important to tell the emergency healthcare providers about the child’s
overall health status, challenges, changes in behavior, and any related diagnoses or “co-morbidities.” These may
include anxiety, seizure disorders, gastrointestinal disorders, Attention Deficit/Hyperactivity Disorder, and sleep or
feeding issues. This information can help prevent misinterpretation of symptoms or suggest additional testing. In
addition, let them know if there are any specific triggers that may cause challenging behaviors to occur.

It may be helpful for school staff to target lessons that prepare the child for healthcare appointments. For
example, a procedure can be broken down into small steps by school-based therapists and staff and practiced with
family members at home.

When injections or blood draws are needed, it is common to request additional staff for the procedure. Locate a
phlebotomist who is familiar with working with people with ASD and discuss preferred reinforcers and challenges
related to the child to help make the procedure successful.

It may be helpful to work with a behavior therapist to assist in pre-teaching skills related to doctor and dentist
visits and procedures. Sometimes arrangements can be made for a therapist to accompany the family to assist in
these appointments.
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Feeding Challenges

Children with autism spectrum disorder (ASD) often have difficulty with feeding as it relates to rigid behaviors,
particularly the inability to change routines and foods. They may exhibit sensory challenges or have gastrointestinal
issues, as well.

In order to help the child ASD be able to sit at a table and participate in mealtime activities, parents and
caregivers should develop a consistent mealtime schedule. When children eat little bits “on the go” throughout
the day, they are often not hungry at mealtime. Parents should provide structured meals/snacks every one-and-a-
half to two hours, offering only water between meals and snacks. This helps to establish a hunger cycle, and
increases the likelihood that the child will be more interested in exploring and trying new foods.

Many times children with ASD want to eat the same foods, in the same way, all the time. To make sure children
eat a varied diet, families are encouraged to present foods not in the original containers — in bowls or plates — so
that the child doesn’t get used to seeing specific packaging. Use different cups, plates, and utensils so that the
child becomes less rigid and more likely to use a variety.

Present foods even if the child is unlikely to eat it. It may take up to twenty presentations of a new food before a
child will accept it. It is encouraged for children with ASD who have difficulties trying new foods to play with
various foods. This type of engagement helps to explore the sensory properties of foods — the look, taste, touch,
and smell. Touching food is often less challenging that eating it. Place foods on fingers and hands in fun ways, then
gradually progress toward the face and mouth. Include other families in these play experiences to reassure the
child that eating is pleasurable.

Sometimes children can have sensory responses to food, such as gagging or vomiting. Try not to over-react to
those vomiting behaviors as sometimes it is purposeful as a method to avoid eating. If the food is withdrawn
when the child vomits, the child will learn that he or she can get out of the feeding activity and demands by
exhibiting that behavior. Gagging is typical for all children as it is a protective way to make sure what is swallowed
is safe. Positively reinforce anything that the child does to try a new food. Try to ignore negative behaviors that
may be exhibited.

Parents can seek out comprehensive evaluations for their child who has feeding difficulties. Many hospitals and
other healthcare providers have feeding teams who can assess various issues related to feeding problems. These
evaluations may include a physician, occupational therapist, speech therapist, nutritionist, and/or mental health
professional, in order to assess the whole child and determine if there are medical, sensory, behavioral,
nutritional issues affecting the child.

If the child exhibits frequent episodes of constipation or diarrhea, or you suspect reflux or food allergies, discuss
with the child’s pediatrician or a pediatric gastrointestinal specialist who is familiar with children with special
needs.
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Toileting Skills

Toileting independently is an important skill that affects quality of life and social acceptance. Not being
toilet trained can create social barriers and prevent participation in recreation programs and impact
employment opportunities. Work with teachers and therapists to develop toileting skills.

Teaching this skill can be easier if a person shows readiness signs for toileting. Readiness signs include
staying dry for an hour at a time, following one step commands, and understanding cause and effect.
Looking uncomfortable when wet or soiled may not be a readiness sign for people with ASD due to
reduced body cue sensations.

Commit to toilet training. It can be challenging, but it is worth it.

When committing to toilet training, it is important that the person wear underwear instead of diapers or
pull-ups. The person needs to begin to recognize the sensation of feeling wet or soiled. Disposable
garments prevent a person from that sensation.

One method is to have the person practice sitting on the toilet for two minutes at a time, with five minute
intervals between practice sessions. Choose a time when the person is most likely to need to have to
“pee” or “poo.” During these times, provide cues for actions required for toileting.

Find a reward that is highly motivating for the person and only associated with toilet training. Let this
reinforcer be visible in the bathroom, but not accessible — indicating that it will be given as a reward for
successful toileting.

If the person wets or soils himself or herself, have him or her participate in the changing and cleaning
processes as much as possible. Be calm and remind the person that the “pee” and “poo” go in the toilet.
Have the person assist in undressing, cleaning, and washing hands.

Once signs of success have been observed, work on ways to encourage the person to self-initiate the
toileting skills.

Visual schedules and charts can be helpful for many people with ASD. A sample schedule is available at
www.childrens-specialized.org/KohlsAutismAwareness . Having this type of schedule laminated in the
bathroom can serve as a guide during the toilet training process.

A helpful teaching tool is to model appropriate toileting skills. A trusted family member could bring the
person into the bathroom to demonstrate the steps of toileting. If this is not comfortable, there are toilet
training videos available to use as visual models.

It is important to be consistent when teaching toilet training skills. Communicate among all the people
involved in the life of the person with ASD, including teachers, therapists, relatives, friends, and other
caregivers. It is helpful to have a written plan about how the person currently performs the skills, how
often he or she goes to the bathroom, what terminology is used, what rewards are given, and how to
handle toilet training accidents.
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IPS ysmuenEnEns

Personal Hygiene

Personal hygiene is essential for everyone as it affects health, socialization, and employment. When teaching
personal hygiene skills to a person with autism spectrum disorder (ASD), it is helpful to know what age-appropriate
skills are expected.

For individuals with ASD, learning hygiene skills can take time to learn and practice. There may be sensory
difficulties and anxiety related to completing hygiene tasks. It may be difficult for the person to remember the steps
to complete the task. In the beginning, the parent or caregiver, may need to help with some hygiene tasks such as
brushing teeth with hand-over-hand assistance. As a skill develops, prompts and support can be faded to promote
independence.

As the person first learns these new skills, it can be helpful to provide meaningful reinforcers to encourage good
hygiene practices and motivate continued learning. It can also be helpful to play familiar music in the background
that is enjoyable to the person during hygiene activities.

Visual aids can help the learning process by illustrating and describing methods. These tools can include social
stories, activity schedules, charts, and videos. A template to create social stories, as well as other helpful tools, can
be found at www.childrens-specialized.org/KohlsAutismAwareness .

To help make personal hygiene comfortable and to motivate, allow the person to choose personal care items of his
or her preference. For instance, he or she can select soaps, toothbrushes, toothpastes, and towels, deodorant
which are most tolerable and pleasant and relieve potential sensory issues.

For individuals who may not be able to practice independent personal care, it is important to provide the choice as
to who helps with hygiene and where that occurs. Everyone has a right to privacy, including people who may not be
able to care for themselves. Make sure personal hygiene takes place behind bathroom or bedroom doors,
maintaining the respect and privacy of the person involved.

Sometimes it’s helpful to pair a song or rhyme with a personal hygiene activity. This can make it easier to recall the
steps, keep pace, complete the task, and make it more enjoyable. Timers can also be used to ensure that sufficient
time is spent on a hygiene activity. Another helpful tip is to use two baskets or bins. One bin can contain items such
as the soap, toothbrush, toothpaste, deodorant, and brush. As each task has been completed, the person can place
the item into the “finished” basket on the other side. This method can cue which activities need to be done and
which have been completed.

It is important to help a person with ASD understand puberty as best they can, before it happens, so that he or she
knows what to expect as his or her body changes. Puberty changes can be frightening for the child as well as the
family. If parents are uncomfortable discussing such topics as penis growth, breast changes, menstruation, and
masturbation, they should find someone they can trust to have this conversation. Having important knowledge
about their bodies can help decrease fears and anxiety. There are also excellent books and videos available on
these topics. Choose those that would be appropriate for the cognitive and maturity level of the child.

Many personal hygiene skills can be built into a child’s IEP. These lessons could be conducted in the classroom or in
occupational or speech therapy sessions. Partner with the school to learn their methods of teaching and reinforce
these skills at home and in other places the child practices personal care.

Children’s

KOHLS RW.Barnabas | specialized
HEALTH Hospital
Careso

© 2014 Children’s Specialized Hospital

RWIJBH.org/CSH




|eydsoH pazije1dads s,usIp|iyd ¥T0Z @ OS @ P @ U

. NS 3 dsoH
HSD/8Jo'HarMmy B s I HLIV3IH SITHOM
< paziepadg euseqr;

| Juellodwl| s| ausIbAY |euos.ad

CEe

dynew
saoys Aw o

iueap sayiop
Aw 2y

|002 10 wem
29 1 I'M

i pood ||aws
I od

i1eau pue paysniq
Jrey Aw s

iuea|d ade} pue
Apoq Aw a1y

juea|d pue

paysnuiq
Yiean Aw aay

ileam afe Aw
AL IR
A

iynew
saylop Aw jo
s10]02 31 oQg

¢,|838] PUB 00| | Op Moy 4044w 8yl Ul 00| | usyp



Personal hygiene is important!

My Personal Hygiene

Check off each step when completed.

| am finished.

KOHLS RW.Barnabas
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IPS ysmuenEnEns

Recreation, Leisure, and Play Activities

Children with autism spectrum disorder (ASD) tend to have fewer recreation and leisure interests than others. In
order to help identify preferred play activities, parents, teachers, and therapists can help children explore a
variety of activities. Offer choices rather than forcing a child to engage in one activity. Recreation and leisure is
about finding an activity that a person enjoys.

When teaching a recreation skill, it is helpful to break down larger skills into smaller parts so that the child can
master them. As smaller skills are mastered, self confidence will grow and the child may be more likely to
participate with their peers.

Music and art activities are great forms of self expression. These activities can be done alone or with peers.

The park is a great place for a family to recreate, enjoying nature. Visit a local nature center outdoor recreational
area to have a supervised scavenger hunt. Partner with the child to search for items with different textures as well
as different nature sounds.

Visit www.childrens-specialized.org/KohlsAutismAwareness to get helpful tips for successful inclusion, ideas for
recreation accommodations, tips for adapting recreation programs, as well as other educational resources for
recreation and leisure for children with ASD.

Many families hesitate to let recreation providers know that their child has ASD and his or her specific recreation
needs because they don’t want to be turned away. It is beneficial to communicate openly with the provider
during registration in order to prepare, support, and include the child. The information provided is confidential
and can only be shared with those directly involved in supporting the child’s recreation programming.

Parents can arrange for their children to participate in specialized recreation programs. These are excellent ways
for children to learn play and social skills and become comfortable in different recreation environments. As a child
masters these skills, families and recreation providers can work together to broaden the child’s exposure to
general recreation and leisure activities.

The Americans with Disabilities Act (ADA) supports the rights of all individuals, including those with ASD, to
participate in recreation programs. The ADA protects the right to receive a needs assessment, participate in
integrated recreation programs, receive reasonable accommodations, and use adaptive equipment. When
registering a child for a recreation program, in most instances, the recreation provider cannot charge additional
fees for reasonable accommaodations or for participating in the most integrated setting.
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IPS ysmuenEnEns

Selecting Toys

There are so many toys and games available for play. For children with autism spectrum disorder (ASD), it is always
important to consider safety first. Many children with ASD may put toys in their mouths, throw, bang, or break
them. Consider all physical aspects of the toys before letting a child play with them.

Look for toys that appeal to the child’s senses. Sensory fun can include play with water, beans, rice, clay, sand, or
bubbles. There are also books and puzzles with various textures. Initially, touching these items can be
uncomfortable for children with ASD. But soon, children can become accustomed to touch and feel of these items
and begin to have fun.

When buying or using commercial toys and games, consider the developmental age of the child, not the actual age
range indicated on the package. Less complicated toys may be appropriate for lower functioning children, while
toys that provide opportunities for building, discovery, creativity, and social interaction may be enjoyed by higher
functioning boys and girls.

When engaging in play with a children with ASD, it can be helpful to have only a few toys in sight. Too many toys
can be overwhelming and distracting for a positive play experience.

Toys can be a great way to build social skills. Boards games, interactive video games, card games, and sports
activities are great ways to engage social interaction. Game rules may need to be simplified in order for the children
to enjoy interacting with each other instead of thinking about complex instructions. It may take several times to
practice before a child with ASD enjoys a game or activity.

Some children with ASD prefer physical play while others are more comfortable with less active leisure activities. It
is beneficial for the child to be exposed to both types of activities so that he or she has opportunities to experience
a full range of play activities.

Toys can be played with in different ways than initially intended. A child with ASD may enjoy playing with a toy in a
different way or play a game with rules of his or her own. Toys, games, and activities can be fun for all, without
following official instructions, provided the play is safe.

Teachers, therapists, and other parents can provide suggestions based on their play experiences with children with
ASD. Ask for recommendations based on a child’s individual interests and challenges.
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IPS sowenesEne
Play Dates

Play dates are opportunities for children with autism spectrum disorder (ASD) to practice social, play, and
communication skills in a natural environment. During these experiences, parents can observe their child’s
strengths and challenges in such skills as sharing and taking turns.

It can be difficult for children with ASD to understand how to behave in these types of social gatherings. They
may not have social skills that are common among their peers. It may be helpful to have a play date with one
other child, in order to help prompt and reinforce appropriate interactions.

When selecting a friend or friends for the play date, it is important for parents to choose children who exhibit
behaviors that they would like to have imitated. It is also helpful to select children who have some similar
interests with their child, such as video games, puzzles, or dancing to music.

Initially, play dates should be short. Perhaps a child can only tolerate five or ten minutes. Each time a play date
occurs, the child will become more familiar and comfortable with the environment and the friend. Parents may
have a sense of how long the child can tolerate a situation. If he or she gets upset after fifteen minutes of play,
use that as the measure when coordinating the play date so that a meltdown can be prevented before it starts.

Initially, supervised and structured activities such as baking cookies or a prearranged art project may work best.
Setting up a few organized play stations around the room can help the child recognize the activities before play
begins and transition better from one activity to another.

For the play date, try not to pick toys that the child fixates on, in order to prevent the child from getting upset
when a playmate has his or her turn with the toy. Keep these highly preferred toys hidden and out of reach.
Include toys, games, and activities that the child is familiar with and is somewhat comfortable sharing.

Social stories are excellent ways to familiarize children with ASD with the environment and expectations.
Photographs of the play area, toys, games, and people can be reviewed before the play date. Include alternative
toys and activities within social stories so that the child can be prepared for changes due to such things as bad
weather, broken toys, and other unforeseen changes or occurrences. These social stories can describe methods
of play, rules, and what behaviors are appropriate during the play date. A blank template for creating social
stories is available at www.childrens-specialized.org/KohlsAutismAwareness in order to create them as needed.

Parents and teachers can role play different types of play interactions. Practicing appropriate behaviors prior to
the play date will help the child be more comfortable when he or she is among friends.

At the beginning, play dates may need to be at home or in an environment that is familiar and comfortable for
the child. As he or she becomes more comfortable, play dates can take place in locations of interest such as the
park or a zoo. This may take more preparation and support to handle the responsibilities and potential challenges
of unexpected meltdowns or wandering.

Before the play date, parents and teachers can work with the child to establish a body gesture or words as a
signal when a situation may be overwhelming or if a break is needed. Over time, the child can learn self-help and
self-calming skills to use as needed. The parent or caregiver can also have a signal which can be used when the
child is behaving inappropriately — to help remind the child of the skills they practiced.

It is important to reinforce appropriate behavior as it happens during the play date. Reinforcers could be treats,
words, or small tokens of acknowledgment for good behavior.



Sometimes game rules or play activities need to be changed so that they are more understandable and
achievable by the child with autism. Let the playmates know that it is alright to find new ways to play so that
everyone has fun.

When the play date is over, talk with the child about what happened. Let him or her express what went well
and any challenges. Emphasize his or her appropriate behaviors and the positive things that happened. Develop
tools such as social stories, activity schedules, or rule sheets to help in the areas where support is needed.
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IPS ysmuenEnEns

Traveling and Vacations

Traveling to places which are unfamiliar or out of the ordinary routine can be difficult for children with autism
spectrum disorder (ASD). Try to select trips and vacation destinations that would be most tolerable for the child.
Keep in mind the length of the trip, seasonal weather, crowds, and available activities. Arrange vacation plans
during times that there may be less traffic and less crowds. This may help to reduce many challenges and provide
for more availability of staff to help at the location.

Many websites provide background information about the destination. If not, call to speak to a supervisor about
accommodations, the location of customer service at the location, bathrooms, and exits. Other questions can
include the least crowded times; the intensity of volume, sound, and lights; and a schedule of activities or events. It
can be helpful to use travel agencies that are familiar with travelers having special needs.

Before the trip, review pictures, videos, and maps together. This can help familiarize the child with the destination,
see different options, and build excitement.

Role play different situations to practice things like waiting in lines, going through security at an airport, remaining
in the vehicle, and wearing safety belts. Videos, social stories, and other visual aids help to prepare for the trip,
understand appropriate behavior, and can help to reduce anxiety.

When going on a trip, bring along favorite snacks, toys, and other items that can help make him or her feel more
comfortable. Video games and other electronic devices with headphones can help distract from increased sensory
challenges and help ease lengthy trips. Save a couple of highly preferred items in case something unexpected
happens along the way.

It is important to have the child carry identification when traveling. The identification should also include the child’s
method of communication and any challenges that are important to know in case he or she gets separated from
parents or caregivers.

Bad weather, broken rides, closed areas, detours, and other obstacles may change or cancel intended plans. When

talking about schedules, routes and activities, use expressions such as “we might visit,” “if it’s available,” and “we’ll
try to.” Let the child know there many be an alternative in case something may not go as planned.

During the vacation, transitioning from one activity or location to another may be difficult for someone with ASD.
Use toys, snacks, or other enjoyable items to help with these changes. Visual aids, activity schedules, or timers may
also help ease the transitions.

It is helpful to reveal the child’s challenges to people who can be helpful to the child and those with him or her.
Airport representatives, flight attendants, hotel staff, customer service representatives, and others in the travel
and hospitality industry rely on parents and caregivers for ways to help make the experience enjoyable and
comfortable for everyone involved. Honest communication may result in such things as alternate access, private
waiting areas, or extra time allowances.

Other travelers may have their own perceptions of the child’s behaviors. If someone shows or expresses difficulty
with the child’s behaviors, honestly communicating what’s going on. Most times people are sensitive and will be
more accommodating once they understand the situation.

Many hotel rooms have suites where families can prepare meals in the room or call for room service. This might be
a helpful option if a difficulty occurs at a public eating area.



Many hotel rooms have suites where families can prepare meals in the room or call for room service. This might
be a helpful option if a difficulty occurs at a public eating area.

When traveling by airplane, call the Transportation Security Commission (TSA Cares) toll free at 1-855-787-2227
72 hours prior to traveling with questions about screening policies, procedures and what to expect at the security
checkpoint. TSA Cares serves as an additional, dedicated resource specifically for passengers with disabilities,
medical conditions or other circumstances or their loved ones who want to prepare for the screening process
prior to flying. Public transportation providers cannot refuse to transport an person solely because involuntary
behavior offends, annoys, or inconveniences employees or other passengers unless the behaviors are unsafe or
injurious. The e-mail address for TSA Cares is TSA-ContactCenter@dhs.gov
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SERVICES NJ Children's System of Care

PerformCare NJ

Intellectual and Developmental Disability Resources for Families with children under 21 who
need help with daily life challenges or with developmental concerns.

e https://www.performcarenj.org/families/resources/idd.aspx

o B:1-877-652-7624

Above and Beyond Learning Group (ABLG) ?*4/0

Applied behavior analysis, speech and language services through DQ ®

center-based or home-based visits 2 3
e Website: https://www.ablg.ora/ oe

. o, B
e Email: therapy@ablg.org 'V/Na\'l"f\
e Phone: (973) 423-2254

Disability Allies
Coaching, mentorship and life skills education for adults and adolescents

e Email: info@disabilityallies.com
e Phone: (732) 360-8065

Autism Family Supports
Connects families with specific caregivers based on needs
e Email: contact@autismfamilysupports.com
e Address: 15 Corporate PI. S #333, Piscataway, NJ 08854



RECREATION
ACEing Autism
CEing

Tennis programming for children with autism

e \Website: https://aceingautism.org/programs/somerset-nj/

e Address: Rutgers Preparatory School A ti"’s m
1345 Easton Avenue, Somerset, New Jersey, 08873 -

(@]
e Email: somerset@aceingautism.org
Positive Outcomes Center (POAC) g P ) C

Recreational events around NJ for children with autism
Autism Services

e Website: hitps://www.poac.net/
e Email: info@poac.net

Phone: (732) 785-1099

LLL((]

Easterseals NJ
Camping and recreation activities, early childhood educational services, inclusive child care for

children with autism
e Website: https://www.easterseals.com/nj/
Phone: (732) 257-6662 eq Ste rsea l S
New Jersey




ADDITIONAL RESOURCES

Autism NJ ) (
e autismnj.org N I
o &:1-800-4-AUTISM AUt 1 S m

e &:1-609-588-8200 NEW JERSEY



Family Guide to Autism Services
Funded by Medicaid/NJ FamilyCare

FAM LY
CORE

Affordable health coverage. Quality care.

Early and Periodic Screening Diagnosis and Treatment (EPSDT) is a benefit made available to all
Medicaid-enrolled children under age 21 to ensure they receive appropriate preventive, dental, mental
health, developmental, and specialty services. New Jersey has amended its Medicaid State Plan to
adopt coverage of medically necessary autism services.

This resource offers parents, family members, and other caregivers of children with autism spectrum
disorders (ASD) information about autism services available through Medicaid/NJ FamilyCare, the
process for accessing them, answers to frequently asked questions, and resources to learn more and
provide assistance.
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How to Access Autism Services

Eligibility

Any Medicaid/NJ FamilyCare member (ages 0-21)
with an autism diagnosis made by a Qualified
Healthcare Professional (QHP).

A QHP is a healthcare provider with a license that
allows them to assess and diagnose conditions
like Autism Spectrum Disorder. QHPs generally
includes physicians, psychologists and Advanced
Practice Nurses (APNs).

Service Provision
and Monitoring

After a service is selected, a treatment plan will be
developed based on the child's needs.This plan
will be updated regularly. Providers work with the
family and the Managed Care Organization's
(MCO) care management unit to monitor the
child's progress and the effectiveness of those
services.

Family Guide to Autism Services Funded by Medicaid/NJ FamilyCare

Access

Once a child is diagnosed, access to services is
then based on the individual needs of the child.
Specific services will be determined based on
clinical evaluation and parental choice.

e Enrolled with an MCO: Medicaid/NJ

FamilyCare members who are currently
enrolled in a Managed Care Organization
(MCO) should contact their MCO using the
phone number on the back of their managed
care identification card.
Not Yet Enrolled with an MCO: Medicaid/NJ
FamilyCare Members who are not yet enrolled
in an MCO may wait until they are enrolled or,
they can contact a provider and ask what
managed care organizations they accept. This
may assist you in selecting a MCO.

Settings

Treatment may be provided anywhere in the
community including the home.




Medicaid/NJ FamilyCare Covered Services

The following autism services are currently available through Medicaid/NJ FamilyCare:

Applied Behavior Analysis (ABA)

ABA is an individualized, skill-based, and positive approach to understanding and improving people’s
behavior and quality of life. ABA offers a wide variety of techniques to teach new skills (e.g.,
communication, social interaction, daily living skills), decrease challenging behavior through more
functional communication, and help individuals use their new skills in different situations. In ABA
treatment, a behavior analyst will break down complex skills into smaller parts and encourage an
individual with autism to practice and combine those parts until they master the overall skill.

Approved providers: Board Certified Behavior Analysts and those under their supervision

Allied Health (Occupational, Physical, Speech and Language)

Allied health services include Occupational Therapy (OT), Speech Therapy (ST) and Physical Therapy
(PT) for the treatment of autism. Licensed Occupational, Physical or Speech Therapists work with
individuals with autism to improve motor skills, reciprocal play skills, the frequency and quality of
speech and overall communication skills to enhance daily living.

Approved providers: New Jersey licensed Physical and Occupational Therapists and Speech
Language Pathologists (frequently called speech therapists)

Augmentative and Alternative Communication

Communication methods and/or devices are used to supplement or replace speech or writing for
individuals with ASD. The devices and therapies assist children who are having difficulty speaking or
writing to communicate. Augmentative and alternative communication devices must be medically
necessary and ordered by a physician or advanced practice nurse.

Approved providers: Speech Language Pathologists may provide therapy and recommend the
appropriate equipment supplied by Durable Medical Equipment providers.

Clinical Interventions

Privately practicing clinicians can provide additional behavioral and/or developmental therapies to
assist children with autism. Assessments are completed to develop an integrated plan of care which
is designed to provide parent coaching, education and parent/family/caregiver support.

Approved providers: Psychologists, psychiatrists or psychiatric mental health Advanced Practice
Nurses (APNs) or any licensed behavioral health clinician contracted with your managed care
organization.



Developmental and Relationship-based Approaches

Relationship based approaches are part of a broader category of developmental approaches
designed to assist children with autism. Relationship based approaches focus on the importance of
relationships. Several types of relationship based models exist including the Developmental,
Individual-difference, Relationship-based (DIR) Floortime model. DIR Floortime is a child-led approach
during which an adult follows a child's lead and focuses on objects of interest to the child. This
service integrates psychodynamic and cognitive learning principles designed to address social
engagement, social communication, and broadening the individual’s interests.

Approved providers: Providers certified by the Greenspan Floortime Approach Credentialing Center,
the Interdisciplinary Council on Development and Learning (ICDL), or Profectum. Other DIR
approaches must be certified by a nationally recognized credentialing entity.

Sensory Integration Therapy

Sensory integration therapy is intended to provide a child with help receiving and processing input
from their senses. The therapy helps the child create an appropriate response to sight, sound, or
touch information encountered in their environment. By exposing children to sensory stimulation in a
structured, repetitive way, over time, the therapy may help the brain to adapt and allow the child to
process and react to sensations more efficiently. These changes may expand the child’s ability to
complete activities of daily living and improve their quality of life.

Approved providers: Specially trained Occupational Therapist certified by a nationally recognized
certification entity.

Skill Acquisition and Capacity Building

In addition to services available through Medicaid/NJ FamilyCare, children diagnosed with autism
who also have an intellectual/developmental disability (IDD), may also be eligible to receive skill
acquisition and capacity building services. The Department of Children and Families will evaluate your
child to determine if they are eligible for this type of intervention, and potentially other IDD services.
These services will assist children in actively participating in social, school and work activities and
strengthen their skills while building confidence. One can find out about these services by calling
PerformCare at 877-652-7624. Any Medicaid/NJ FamilyCare enrolled child is guaranteed access to
these services if they meet the eligibility requirements established by the Department of Children and
Families.

Approved providers: Providers contracted with the Children’s System of Care (CSOC) within the
Department of Children and Families (DCF).



Resources to Learn More about Autism Treatment and Intervention
Approaches

The following resources might be helpful in learning more about autism treatment and intervention
approaches:

Research Reviews on Effectiveness of Various Interventions

» Association for Science in Autism Treatment: Learn More About Specific Treatments
https://asatonline.org/for-parents/learn-more-about-specific-treatments/

o Autism New Jersey: Treatment
https://www.autismnj.org/understanding-autism/treatment/

« National Autism Center: National Standards Project, Phase 2
https://www.nationalautismcenter.org/national-standards-project/phase-2/

« National Clearinghouse on Autism Evidence and Practice: Evidence-Based Practices for Children,
Youth, and Young Adults with Autism Spectrum Disorder

https://ncaep.fpg.unc.edu/sites/ncaep.fpg.unc.edu/files/imce/documents/EBP%20Report%2020
20.pdf

Applied Behavior Analysis

» Behavior Analyst Certification Board (BACB)
https://www.bacb.com/

» New Jersey Association for Behavior Analysis (NJABA)
https://njaba.org/

Developmental and Relationship-based Approaches

« The Greenspan Floortime Approach
https://www.stanleygreenspan.com/

« Interdisciplinary Council on Development and Learning (ICDL)
https://www.icdl.com/

» Profectum Foundation DIR-FCD™ Resources
https://profectum.org/resources/




Frequently Asked Questions by Families of
Children with Autism Spectrum Disorder

Available Services

What services are available through the Medicaid/NJ FamilyCare ASD benefit?

o Applied Behavior Analysis (ABA)

Developmental relationship-based services, including DIR Floortime

Allied health services such as Physical Therapy (PT), Occupational Therapy (OT) and Speech Therapy (ST)
Sensory Integration

Skill Acquisition and Capacity Building

Approval of Services

How do | know if my child is eligible for autism treatment services covered by Medicaid/NJ FamilyCare?

All Medicaid/NJ FamilyCare members, up to age 21, with an autism diagnosis are eligible. After age 21, autism
treatment services are limited to physical, occupational, and speech therapy and communication assistance
devices only. Other services may be available through the Division of Developmental Disabilities (DDD).

Will the NJ Medicaid managed care organizations accept my child’s existing autism diagnosis?

The managed care organization will work with the qualified healthcare professional (QHP) and other medical
professionals to gather all the information necessary.

Can my managed care organization (MCO) require a prior authorization for autism treatments? If so, do | need to
do anything?

Yes. Autism related services are subject to prior authorization in NJ by the Medicaid MCO. The MCO and the
provider will work together to ensure services are approved and delivered to meet the needs of your child. As a
caregiver, you should not have to do anything.

What if my child has been previously diagnosed as being on the autism spectrum? Will the managed care
organization be able to exclude coverage or deny coverage because it is a pre-existing condition?

No. Medicaid/ NJ FamilyCare does not allow services to be denied based on pre-existing conditions.

How often can the managed care organization (MCO) require the treatment plan be submitted for review?

Each managed care organization will determine frequency of periodic review and treatment plan submission.

Can my managed care organization deny a claim based on medical necessity?

Yes. Like treatment for other conditions, treatment for autism and autism spectrum disorders are subject to
determinations of medical necessity.



Who determines what is medically necessary?

The qualified healthcare professional (QHP) and the managed care organization will determine medical necessity.

How does the qualified healthcare professional (QHP) determine what is medically necessary?

A QHP can diagnose a youth with an autism spectrum disorder. A QHP can also conduct the functional behavior
assessment (FBA) and develop the treatment plan for your child. This plan specifies what services they believe are
medically necessary.

If the managed care organization (MCO) denies or modifies the submitted request, what are my possible next
steps?

If the managed care organization has questions about the specific services being recommended, they will work
with the qualified healthcare professional to clarify if the services are medically necessary based on national
evidence based clinical guidelines. The managed care organization may deny or modify the submitted request but
you have the right to file a grievance (an internal review) and/or an appeal (an external review). You can contact
your MCO for more information about the submission process.

Who should | contact to request more hours?

Your health care provider or the agency providing your child’'s service can request additional hours if a clinical
need exists. They can submit a request to the managed care organization.

What if my child’s current provider is not contracted with Medicaid/NJ FamilyCare or my child’'s managed care
organization?

If your provider is willing, they can complete a single case agreement to continue providing services to your child
while they complete a contract with your child’s managed care organization. This will help ensure continuity of
care. If your child’s provider does not wish to participate, they can continue to provide services until the managed
care organization can authorize another provider to assume services.

What if my child’s school provides autism services like ABA for my child?

Receiving autism services through a school system does not prevent a child from receiving autism services
through Medicaid/NJ FamilyCare. Any autism services provided by a school system will be education-based and is
allowed to be provided through the school system. If a child needs autism services outside of those services
provided through the school system, services may be provided through the managed care organization and are
separate from the services provided through your child’s Individual Education Plan (IEP).

Providers

Can | pick my own provider?

Yes, as long as the provider is enrolled in your child's managed care organization.

Can | switch providers if | am not happy with the services they are providing?

Yes. You have the right to contact your child’'s managed care organization to request a change in provider if you
feel the provider you are using is not meeting your child’s needs.



Who can provide my child's treatment?

All autism services must be provided by a licensed or certified clinician practicing within the scope of their license
or certification. The provider must also be contracted with Medicaid/NJ FamilyCare and/or your managed care
organization.

How can I find out if an “autism service provider” is approved by Medicaid/NJ FamilyCare to provide services in
the state of NJ?

You should contact your managed care organization (MCO) by calling the number for member services on the back
of your Medicaid/NJ FamilyCare ID card to determine if the autism service provider is participating in your MCO's
contracted network.

For services provided by the Children’s System of Care (CSOC), such as skills acquisition and capacity building,
you can call PerformCare at 1-877-652-7624. PerformCare can tell you if your child qualifies for these services and
if the provider is contracted to provide them.

How can | find out if an “autism service provider” is licensed or certified in the state of New Jersey?

You can look online at https://newjersey.mylicense.com/verification/Search.aspx to determine if a provider is
licensed in the state of NJ.

You can use the Behavior Analyst Certification Board’s Certificant Registry to determine whether a Board Certified
Behavior Analyst (BCBA) is certified in the state of New Jersey:
https://www.bacb.com/services/0.php?page=101135

You will still need to contact your managed care organization to determine if the autism service provider is
participating in their contracted network (see previous question).

If my child’s provider is recommending Applied Behavior Analysis (ABA) therapy and additional therapies, will
the managed care organization pay for more than one service?

Yes. The managed care organization will work with the health care professionals for each service to develop and
monitor a treatment plan that offers medically necessary services.

Will | require a new authorization, or a new evaluation when switching providers?

Yes. Although the need for the service has already been established, a new authorization is required because
authorizations are provider specific.

Can my child receive Medicaid/NJ FamilyCare autism services in an outpatient clinic or other out-of-home
setting?

Yes. They can receive Medicaid/NJ FamilyCare services in an outpatient clinic or other out-of-home setting, but
cannot receive Medicaid/NJ FamilyCare covered services in a school setting during school hours.

Can my child receive crisis services through my managed care organization?

No. However, your child may be eligible for other Medicaid/NJ FamilyCare services, as well as Children’s System
of Care (CSOC) services. If your child requires crisis services, contact PerformCare for an assessment. They will
determine if your child meets their requirements for services. PerformCare can be reached at 1-877-652-7624.



Coordination of Care

My child has private insurance, but the services have copayments and deductibles. Will Medicaid/NJ FamilyCare
cover my copayments and deductible payments?

Medicaid/NJ FamilyCare and its managed care organizations (MCO) will cover any private insurance copayments
and deductibles up to what they would cover if they were the primary payer.

Medicaid/NJ FamilyCare and its MCOs are responsible for private insurance copayments and deductibles for
services provided by contracted providers. If your provider is not contracted with Medicaid/NJ FamilyCare, you
may be responsible for these payments. You should contact your MCO to verify if you are responsible for any
payments before making them.

My child has private insurance and the provider | want is not in the network of the private insurance plan, but is
in the network of my managed care organization (MCO). Will the MCO cover the services?

All members are expected to go to providers in network with their primary insurance carrier. Medicaid/NJ
FamilyCare is the payer of last resort so your provider will need to bill primary insurance first.

Language Barriers

If English is not my primary language, will | be able to receive translation services when speaking with the
managed care organization (MCO0)?

Yes. Each MCO has a language translation service that can facilitate three-way conversations via telephone.
In the home, efforts will be made to connect families with providers that speak the family’s primary language.
Translation services may be utilized to accommodate language barriers as well.

If my child is deaf or hard of hearing, will the managed care organization be able to provide accommodations?

Yes. Attempts will be made to obtain a provider who is fluent in American Sign Language and/or electronic
translation devices may be utilized.

Care Management

What is the role of my managed care organization's care manager?

The care manager is a resource available to Medicaid/NJ FamilyCare members. Care managers assist by
answering your questions and connecting you with available services. They can also connect families with other
providers when the child has a co-occurring condition. Their main goal is to oversee your child’'s care and to help
improve your healthcare experience through improved patient outcomes.



How do | know if my child has been assigned one of my managed care organization's care managers? Can |
request one?

The MCO care manager should reach out to the families once the need for a care manager is determined. If you
feel you need a care manager, or you are not sure if you have one, you can call your managed care plan and
request a contact. You should call the member services number on the back of your Medicaid/NJ FamilyCare ID
card and request care management. If your child meets the requirements, the care manager will give the family a
number where they can contact the care manager directly, as needed.

Where can | find a list of providers that are in network with my managed care organization (MC0)?

Each MCO website has a list of providers which can be located by geographic location. You can also call the
member services number on the back of your card and ask for assistance. MCOs send out a paper version of a
member handbook once a year.

What should I do if | don't think my child's treatment is working?

Contact your child's assigned managed care organization care manager to discuss other treatment options.

I'm not happy with the way my managed care organization is addressing my child's needs, who can | reach out
to?

First, you should contact your MCO directly. Your MCO should be given an opportunity to address your concerns. If
you need further assistance, you can contact the Medicaid/NJ FamilyCare Autism Inquiry Helpline at (609) 588-
8522 or send an email to MAHS.ASDinquiries@dhs.nj.gov.

| have multiple children with an Autism Spectrum Disorder diagnosis. Will we have to use the same provider?

No. However, when possible, it may be preferable to have one provider. If you have concerns, you can discuss this
with your managed care member services unit or your care manager.

Children's System of Care

What is the Children’s System of Care?

The Children’s System of Care (CSOC), within the New Jersey Department of Families, is a coordinated network of
services and supports that aims to support youth and families within the community and with an approach that is
mindful of cultural context, the social determinants of health, and how these impact on families. CSOC serves
youth with behavioral health, substance use, intellectual and/or developmental challenges through a system of
care approach.

How do | access services through the Children's System of Care (CSOC)?

CSOC'’s contracted services administrator, PerformCare, is an Administrative Services Organization (ASO) that
provides member services, medical necessity determinations, initial and continuing prior authorization of services,
quality management functions, as well as development and maintenance of CYBER, the electronic behavioral
health information record used across CSOC. NJ's Department of Children and Families contracts with
PerformCare to provide access to publicly funded services for youth up to age 21 through the CSOC.



PerformCare creates pathways for children by providing access to the right care at the right time. They are the
single point of access for youth up to age 21 and are available 24/7/365. The hotline number is 1-877-652-7624.

How do | obtain developmental disability eligibility for my youth?

In order to receive functional services, services for youth with intellectual/developmental disability, the youth must
first be determined to be eligible.

For individuals under age 18, eligibility is determined by the Children's System of Care (CSOC).
« Application materials for individuals under 18 available on PerformCare’s website: performcaren;j.org
« CSOC is responsible for providing services until age 21

For individuals age 18 and older, eligibility is determined by the Division of Developmental Disabilities (DDD).
« Application materials for individuals 18 and older available on DDD website:
state.nj.us/humanservices/ddd/home/
« DDD is responsible for providing services after age 21

What is the Children's System of Care's care management service?

Based in each county, Care Management Organizations are CSOC's local lead system partner that provide
comprehensive care coordination and planning for youth and their families with moderate and complex needs
through the Wraparound model. The model is an intensive, individualized care planning and management process.
The model brings together the family, the professionals working with the family, and informal and community
supports that create a child family team, who is responsible for developing and implement a plan to meet the
family’s needs.

| have a care manager through the Children's System of Care’s Care Management Organization (CMO). Will this
affect my child’s services through managed care?

No. The CSOC CMO care manager and managed care organization’s care manager will work in coordination to
ensure services are provided appropriately.

What other services are available through the Children's System of Care?

» Mobile Response Stabilization Services

« Family Support Organizations

« Intensive In-Community /Behavioral Assistant (IIC/BA)

« Intensive In-Home (IIH) and Family Support Services (FSS)
« Out of Home (O0H) Treatment Services

« Substance Use Treatment Services

 Respite



Resources

State Agencies

New Jersey Department of Human Services, Division of Medical Assistance and Health Services (DMAHS):

Administers Medicaid's state- and federally-funded NJ FamilyCare programs for certain groups of low- to
moderate-income adults and children. https://www.state.nj.us/humanservices/dmahs/home/

New Jersey Department of Children and Families, Children’s System of Care (CSOC):

Serves children and adolescents with emotional and behavioral health care challenges and their families; children
with developmental and intellectual disabilities and their families; and, children with substance use challenges and
their families. CSOC is committed to providing services based on the needs of the child and family in a family-
centered, community-based environment.

https://www.nj.gov/dcf/about/divisions/dcsc/

New Jersey Department of Education, Office of Special Education (NJ DOE, OSE):

Your local school district is responsible for providing special education services. The Office of Special Education
within New Jersey’s Department of Education supervises and monitors the implementation of special education
services. This includes providing professional development, technical assistance, coaching, and resources to
educators, parents and other stakeholders across the state to improve outcomes for students with disabilities,
ages 3 through 21. https://www.nj.gov/education/specialed/info/

New Jersey Department of Health, Early Intervention System (EIS):

Implements New Jersey's statewide system of services for infants and toddlers, birth to age 3, with developmental
delays or disabilities, and their families. https://www.nj.gov/health/fhs/eis/

New Jersey Department of Health, Special Child Health Case Management Units (SCHCMU):

Provide comprehensive, coordinated, culturally competent case management services to families of children and
youth with special health care needs from birth through 21 years of age.
https://nj.gov/health/fhs/specialneeds/case-management/

New Jersey Department of Human Services, Division of Developmental Disabilities (DDD):

Provides public funding for services and supports that assist New Jersey adults with intellectual and
developmental disabilities age 21 and older to live as independently as possible.
https://www.state.nj.us/humanservices/ddd/

New Jersey Department of Human Services, Division of Disability Services (DDS):

Serves as a single point of entry for disability-related information and provides self-directed, non-medical personal
care assistance for eligible individuals with permanent physical disabilities through its Personal Assistance
Services Program (PASP). https://www.nj.gov/humanservices/dds/home/index.html




Medicaid/NJ FamilyCare Autism Inquiry Helpline

Autism Benefit Questions and Concerns
(609)588-8522
MAHS.ASDinquiries@dhs.nj.gov

Medicaid Managed Care Organizations

Aetna Better Health of New Jersey
Member Services: 855-232-3596

Amerigroup New Jersey
Member Services: 800-600-4441

Horizon New Jersey Health
Member Services: 800-682-9090

UnitedHealthcare Community Plan
Member Services: 800-941-4647

WellCare
Member Services: 888-453-2534

Autism Organizations

Asperger/Autism Spectrum Education Network (ASPEN)
Provides families and individuals whose lives are affected by Autism Spectrum Disorders and Nonverbal Learning
Autism New Jersey

A nonprofit agency committed to ensuring safe and fulfilling lives for individuals with autism, their families, and
the professionals who support them through awareness, credible information, education, and public policy
initiatives. https://www.autismnj.org/

FACES 4 Autism

Provides autism education and resources to families and educators in the South Jersey area.
https://faces4autism.org/

Parents of Autistic Children (POAC)

Provides training for parents and educators, recreational and support services to children with Autism Spectrum
Disorder and their families, training for police and first responders, and addresses, supports, and promotes
legislative issues that affect those with autism and their families. https://www.poac.net/




Disability Resources in New Jersey New Jersey
Departmentiof Human Services

A comprehensive directory of organizations, programs,
and services available to assist and support New
Jersey's citizens with disabilities and their families is
published annually by the New Jersey Department of
Human Services, Division of Disability Services (DDS).
Available in both English and Spanish, New Jersey
Resources can be accessed electronically through the
DDS website (https://nj.gov/humanservices/dds/home/)
or printed copies can be requested by emailing
dds.publications@dhs.nj.gov.
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