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Resource Guide for Parents of Children with ASD

Purpose:
This resource guide was designed to assist and empower parents in their journey

toward researching optimal services for their children with autism. We have provided a
brief introduction to techniques and interventions commonly used in treating children
with Autism Spectrum Disorders, as well as information on local and national resources.
We do not expect to have covered all treatment areas or listed all providers. Please feel
free to contact us at (858) 966-7453 or (619) 298-1981 with additional programs and
information you would like to see listed.

For updates, you can also contact us via email: info@sd-autism.org

Disclaimer:

Rady Children’s Hospital, San Diego and The San Diego County Chapter Autism Society
of America Resource Guide was developed to provide information only and does not
recommend, endorse, guarantee, or promote the services and interventions included in
this guide.

Acknowledgments:
This Resource Guide represents a collaborative effort among many professionals,

parents, and organizations as well as generous donations. Thank you to everyone who
provided input and support for this ongoing project.
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Introduction to Autistic Spectrum Disorders

Introduction

Autism Spectrum Disorders

Definition:

An Autism Spectrum Disorder (ASD) is a developmental disorder that affects

multiple aspects of a child’s functioning. The disorder is characterized by

difficulties in communication, impairment in social interactions and imaginative

play, and behavioral symptoms involving repetitive behaviors and/or a restricted

range of interest in activities.

Autism is often referred to as a spectrum disorder due to the variety of

characteristics and the range of severity that is unique to each child. Even

though children diagnosed with ASD share a common set of behavioral

characteristics, no two individuals are alike. Each can act very differently from

one another and have a varying set of skills. Children may have milder or more

severe symptoms. Children with ASD may also exhibit different symptoms over

time, or from one situation to the next.

A variety of diagnoses may be used for children on this spectrum:

= Autistic Disorder- Children meet full criteria for the disorder according to
the Diagnostic and Statistical Manual of Mental Disorders (DSM-1V). Children
in this group vary quite a bit, however they each have difficulties in all three
areas of communication, social interactions, and repetitive behaviors that are
sufficient in number and severity to meet criteria for the disorder.

= Pervasive Developmental Disorder-Not Otherwise Specified (PDD-
NOS)- Children with this diagnosis typically have many features of autism,
such as severe and pervasive difficulties in social interactions and either
communication difficulties or restricted interests/repetitive behaviors, but do
not meet the full criteria for Autistic Disorder. This diagnosis may also be
given to very young children who do not yet meet full criteria for autism.

= Asperger’s Disorder- This is typically diagnosed in school aged children
who have social and behavioral symptoms of autism without a language
delay. Measured intelligence is in the average to above average range.
Frequently, these children show an almost obsessive interest that is unusual
in intensity and focus.

= Additional Disorders- Pervasive Developmental Disorders can occur by
themselves or in combination with other disabilities. Often, symptoms of
Attention Deficit Hyperactivity Disorder (ADHD) are present in children with
ASD. These symptoms may not require a separate diagnosis as they are
considered part of the pervasive developmental disorder. Children may also
experience learning disabilities (LD), anxiety disorders, obsessive-compulsive
disorder (OCD), blindness, deafness, epilepsy or mental retardation. It is
estimated that up to 70% of those diagnosed with an Autism Spectrum
Disorder are also diagnosed with mental retardation ranging from mild to
severe, although this number has recently been questioned.
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Characteristics:
A child with ASD may display only a few, or several, of the following
characteristics:

Communication

No speech or delayed speech

Lack of use of gestures (e.g., pointing) to compensate for delays in
communication

Repetitive speech or unusual use of language (such as repeating
strings of words from movies or things that others have said at other
times)

Limited imitation of others

Limited symbolic play

Social Interaction

Difficulty with back and forth interactions with adults and children
Minimal interest in pointing, sharing, showing, or getting others’
attention

Limited eye contact, poor use of eye contact, gestures, and facial
expressions for communication

Difficulty playing with other children

Difficulty in responding to teaching efforts; dislike of being directed in
play, being read to, etc.

Behavioral Symptoms

Restricted range of interests or a preoccupation with parts of objects
Strong attachment to particular objects

Repetitive behaviors such as jumping, walking on toes, hand flapping,
holding objects too close to eyes, etc.

Associated Features that may be present

Oversensitivity to sound, light or touch

Lack of sensitivity (to hearing hame, pain)
Eating limited variety of food

Highly developed memory skills

Abnormal sleeping patterns

Self-injurious behavior

Seizure disorder

Discrepancy between verbal and nonverbal IQ
IQ falling within range of mental retardation
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Incidence:
The number of children born or that develop ASD is estimated to be 1 in 150
births. It is the third most prevalent developmental disorder. It is four times
more likely to occur in males than females for unknown reasons.

Diagnosis:
ASD cannot, at this point, be diagnosed using any type of medical test (e.g.,
blood test, genetic test, brain scan). Instead it is diagnosed on the basis of
assessment of the child’s behavior. Parents are most likely to receive an
accurate diagnosis from an evaluation by an experienced professional that
spends time with the child in both play and formal testing situations combined
with careful interviewing of the parents regarding behaviors seen in the
observation and in other environments. A clinical psychologist and/or medical
doctor who has had training and experience in understanding ASD and other
developmental disabilities can make the initial diagnosis, based on the behavioral
characteristics listed in the Diagnostic and Statistical Manual of Mental Disorders
(DSM-1V). Once an initial diagnosis or concern is raised, it is helpful to obtain a
multidisciplinary assessment that includes a clinical psychologist, family members
and other professionals such as a speech therapist, an occupational therapist and
a consultation with a medical doctor.

An educational assessment with a team of qualified professionals will be needed
to determine eligibility for special education and related services. An educator
should be involved in the assessment to address the child’s educational needs.

Causes of ASD:
There is no single known cause for autism. There are many theories about
potential causes and it appears that multiple factors are involved. Autism
Spectrum Disorders are physical disorders of the brain that are neurologically-
based and are not emotional or behavioral disorders. Parents do not cause
autism. The exact cause remains unclear, as we still do not understand how
autism affects the structure of the brain, brain function, or brain chemistry.
There is some evidence of a genetic component, as studies have shown that if
you have one child with autism, you are at increased risk of having another child
with autism. Autism has also been associated with a wide range of pre-, peri-,
and postnatal difficulties.
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Course of the Disorder:
Receiving a diagnosis may alter your dreams for your son or daughter.
Remember to maintain your determination, obtain the support you need, and
don't lose hope. There are few guidelines for predicting outcomes for children
with ASD. Making clear predictions about your child’s developmental outcome
very difficult. Research into causes and interventions is currently growing at an
amazing rate. Certainly, there are successes that have been accomplished with
hard work, creativity and perseverance from the individuals themselves, their
family members, and the professionals and community members involved.
Intervention needs will change as your child develops. A clearer understanding of
your child’s long term needs will emerge as your child grows.

Obtaining Services:
Once a diagnosis is obtained it is important to begin to identify needed services
and resources. Each child with ASD is different and each family will have
different needs. This guide describes public and private agencies that may
provide services for your child depending upon your child’s age, diagnosis and
needs. Examples of services that individuals and families may require include
educational services, speech therapy, sensory integration therapy, physical and
occupational therapy, behavioral consultation, medical and dental care,
advocacy, respite care, parent education and support, sibling support and
education, socialization, recreation and employment training. There is no one
“right” way to serve children with autism. Work with your providers to determine
the appropriate type and intensity of services for your child and family.
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First Steps for Parents

A new diagnosis of autism and the many recommendations that come with it can
be overwhelming. There are several things you can do right away to begin your
journey. These recommendations are specific to San Diego.

1. The first step in beginning intervention is contacting the San Diego Regional
Center. If your child is under 3 years of age, call San Diego Regional Center’s Early
Start Intake Unit at (858) 496-4318. A Service Coordinator will be assigned to plan
for your needed services and supports. An Individualized Family Service Plan (IFSP)
is then developed in collaboration with your family and service providers.

If your child is older than 3 years, call San Diego Regional Center’s Intake Unit at
(858) 576-2938. During this initial contact, services will be explained and
information about your child will be gathered. You will attend an orientation where
the intake process is explained and initial application forms are completed. A plan
for services (Individual Program Plan) will then be developed in collaboration with
your family and intervention service providers.

2. If your child is over 3 years of age, your local school district will provide an
educational program. Contact your school district (phone numbers on page 9). If
you don't know your school district you can find that information at
http://www.sdcoe.net/schools.asp or by calling the San Diego County Office of
Education at (858) 292-3500. District personnel will set up a time to meet with you
and your child to determine eligibility and develop an Individualized Educational Plan
(IEP) in collaboration with your family.

3. Use this time as an opportunity to learn about the disorder and find support.
Entering ‘Autism’ into Google produces an overwhelming 20,000,000 plus hits. We
recommend choosing a good book (see recommendations for Introductory Books on
page 30) and finding a support group. Experienced parents can give you resources,
guidance, camaraderie, and above all, perspective (see Family Support, pg. 22-24).
The local Autism Society of America Chapter is an excellent place to start.

4. Many parents recommend starting a notebook to hold copies of all your child’s
diagnostic information, treatment reports, and medical tests. Keep things in
chronological order. Bring this with you to appointments to save time and help avoid
duplication of tests.

5. Don't forget to take care of yourself. Keep lines of communication open with your
spouse and family. Go out and do something unrelated to autism. Ask for help and
support when you need it.
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REFERRAL FOR SPECIAL EDUCATION SERVICES FOR CHILDREN 0-3

Key

EIP - early infervention program
IP - Infant Program

ARC - Assoc for Retarded
Cltizens

SIL - SpeechiLanguage

— - — . Likelypath for ASD

Public

Early Intervention Programs

“Low Incidence”

Single handicap
(deaf, blind, ortho, no MR)

A

/

District-ased

School

(school may fund Children'’s or other
vendor for OT, etc)

infant program

Allhigh risk (including risk for Autism)
(except “Low Incidence’)

v
Calfornia Early Start
Regional Center coordinates

Parent needs o call
858-496-4318

'

/ Services Provided by Regional Center \
Community team determines lead agency

Y

Monitoring in Children’s
units
San Diego
San Marcos
National City
Others?
Phone call once per year

Not qualified for Qualfied forinfant
infant program program & space available
L

See chart attached

'

Regional Center may
also fund OT/Speech/PT/
Behavioral mgmt/ respite

caref parent training

Case management

Early Intervention; Respite care

Behavioral consultation and programs
Diagnostic tests, e.0. neurology, genefics,
therapies, psychology; developmental; social

Qervcies j

Private
Early Intervention Programs

1. Rady Children's Hospital
a. Speech
b. OT
¢. PT
d. DEC
e. CAIC (Private pay)
2. Elks Major Project (last
resortino other funding)
a. Speech
b. QT
3. Private Preschools
4. Private El programs
5. Scottish Rite (no
developmental delay)
a. Speech
6. SDSU Communication
Disorders

\i

Eligible for infant program
with SIL emphasis

Y

Qualified for School Eligible for infant

District infant program, program and risk for

but full autism

Y
Y

, Children's Toddler School
Regional Center Funds (HOPEIRC funding
(PT, 0T, + private IP, i.e. CHEIP, HOPE Aloot, Children's EIP (e.g.In-
ARC, or home based) home program with communty

vendor)

Children’s SIL early intervention
program, eg Stepping Stones
orP

.0, First Step, Child Talk
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REFERRAL FOR SPECIAL EDUCATION SERVICES FOR CHILDREN 3 YEARS AND OLDER

Early Intervention Programs

Public

Private
Early Intervention Programs

\

Y

Regional Center (if eligible)evaluate, determine
eligibilty & available therapy)

1. MR: adaptive -230 and 1Q <70
2. Condition known to cause
8. Mental retardation (anticipated due to
lack of progress)
b, Anticipated in future, i.e. Down
3. Autism; Asperger's (if very impaired);
PDD if mentally refarded
4. Uncontrolled seizure disorder
5. Cerebral palsy that is significantly
Oebiltating
Parent needs to call
§58-496-4318

\

‘

1. Case management

2. Respite care

3. Behavioral consultation and programs

4. Diagnostic tests, e.g. neurology, genetics,

\

Services Provided by Regional Center

therapies, psych
N J
Key

SD = Standard deviations

11. Headstart (+ Speech, OT, PT)
QMAAC and Neighborhood House

School District
(whether or not Regional Center eligible)
(eligibility criteria, evaluation, & treatment differ by district)

Qualifying conditions for group programs;

8. 50% delay in one area
b 25% > two areas

Parent needs fo call

1. Children’s Hospita
a. Speech
b. OT
¢. PT
d. CAIC

2. Elks Major Project
(last resortino other
funding)
a. Speech

Y

@ices that may be provided by School District \

1. Adapted Physical Education

2. Qccupational Therapy

3. Physical Therapy

4, Speech (group and individual)

5. Behavioral program for Autism (sometimes in-home; more
often at school)

Special day class (>21SD)

Small group instruction (<2/SD)

Deaflhard of hearing program

Special Education-Early Childhood kindergarten - various
schools in SDCS

10. Resource specialist to regular preschool, especially SDCS

J

b. OT

3. Private Preschools

4. Private Vendors

5. Scottish Rite (no
developmental delay)
a. Speech

6. SDSU
Communication
Disorders

™ If Regional Center
eligible, then also eligible
for school services. f
eligible for school services,
may not be eligible for
Regional Center.

1



