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Welcome to the Missouri Developmental Disability
Resource Center (MODDRC). You are receiving this
letter with an enclosed packet of information because a
request was made by you (or someone on your behalf) to
the MODDRC.

We have compiled information from a number of
sources and have included them in this packet, which is
divided into the following sections:

* Overview of a specific disability, special health care
need, or other major topic

* Current practices

* Personal Stories

* Family support, advocacy and services

* Missouri Service Systems

The MODDRC, which has now expanded to include
Missouri’s Family-to-Family Health Information Center,
seeks to inform and connect individuals with disabilities
or special health care needs and/or their families to peer
support. We also provide opportunities for leadership
development and volunteerism. When contacting the
MODDRC, you are connecting to staff that have first-
hand knowledge about disability related issues because
they have the experience of living with the disability,
either as an individual, parent or family member.

Thank you for using the MODDRC. This packet of
information is one of the many ways that the MODDRC
can support you in your journey with disability. We hope
you will connect with us again.




Section 1

Overview

The purpose of this section is to help you gain a
better understanding of a specific disability or
special health care need. It is intended to provide
a basic explanation of the disability and possible
causes and characteristics.

If you would like more in-depth information on

this topic, other topics of information or if it is not
the topic you requested, please feel free to contact
us again.
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Overview:; Autism

Autism.) 06 O A see m@dandknfore of 7TEA080 OAAI T U EIi Bl OOAT Oe
these days in hewspapers, magazines, television For the most part people who haveASDsdo not

AT A 11T OGEAOh AO 1T 00 AT AOT Qdkany dfeEmA aOdtherdafodnd theinBit E 1
government hearings.Some argue that autism is autism and related disordersdo affect theway

finally getting the attention it has always peoplethink, learn, behave, and interact with tle
deserved, while others believe that thenumbers world around them and others; sometimes in a

of people with autism arenow growing too noticeable way, sometimes invisibly.

rapidly to ignore. Researchers say the rate of new

cases of autism igruly on the rise in the Unied 1330 AOA AAI 1T AA OOPAAOOODI o
States and around the world, withthe Centers for the wide range of abilities and struggles shown
Disease Controbnd Prevention (CDC) reporting by different persons who haveautism. For

1 in every 110 children being diagnosed with an example, thosevho have ASDs can havenuch

Autism Sped¢rum Disorder.! higher than normal intelligencein certain areas

or have a cognitive disability
Why do | hear different words used?

Autism (sometimescalled OAT AOOEAAT A O ®igid hodv, nb @edical test (like a blood test or
Qutistic dE O1 O A Ac@allyjusfoie of several genetic testing) can show that a child has

co AEOETT O 1T £ZOAT OAAEAOOAA altism. ingtead AXpetEitiithe Aisdiidk OO O |
dEOT OAAOOS | ! 3308 4rhlde® C Oishotharikiods oftestsitd |GbA #rGigns of

forms of autism calledO! OB A &y@dkotn860 autism in three major parts of child
and (pervasive developmental dsorder z not development: communication, social skills, and
otherwise sb A A E £E ANOS) TjvaDoshér rarer behavior. These tests look atthin@ 1 EEA A AEE
forms of ASD are called 2 A yddoded h AT A eye contact, pretend play skills, amount of
G@hildhood disintegrative dE OT OAA 086 interest in other kids, and speech skills. They also

look for unusual or repetitive behaviors (things a
Sometimes thisgroup of candition s is called child does over and over again).

OO0 AOORDEHAT i AT OAT $&fO1 OAAOCOCSe ET bl AAA
autism spectrum disorders.! O OEEO D1 ET OmhatBd ok fofPA OU
likely you feel a bit confused. A child with an autism spectrum disader might:

« not be interested in playing with other kids
his or her own age;

« play in strange ways with toys or ordinary
things, like lining up cars or animals in a row,
spinning objects, or playing with a piece of
string for long amounts of time;

« notlook people in the eye unless they are told
to do so

- want to be alone or to not be touched;

« not know how to play pretend games, like
feeding a dollor playing firefighter;

1 (Rice, 2006)
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her, but respond to other sounds;

. O1T1T 0 EAAOO

« repeat words orsentences over and over
again,called echolalia(ek-o-lay-lee-uh);

« only be interested in thinking and talking
about one subject, not noticing when another
PDAOOI 1T EOI
them anymore;

« always want things b be done the same way,

and have trouble with changes in his or her
routine;

« have a hard time understanding their own
feelings or guessing how others may feel in
different situations;

« reactin strange ways to sounds, smells,
tastes, sights, or touch;

o lose skills they once were able to do, like
forgetting words they already knew

Other concerns

Children and adults with ASD aretagreater risk

for other conditions, such adearning disabilities,
ADHD, Fragile X syndromelourette syndrome,
and tuberoussclerosis (which causes brain
tumors). Also, 20 to 30 percent of children with
ASD willbegin experiencing epileptic seizures by
the time they reach adulthooc? Adolescents with
ASD may be more likely to suffer from depression
than others their same age

What can | do?

If you think your child or a child you know may

have an ASD, it is very important to find out for
certain as soon as possible. Acting quickly can make
a big difference in the life of a child with autism. If
you see warning signs, talk to youdoctor and ask

for a referral to a developmental specialist

Autism Spectrum Disorders are diagnosed by
teams of health professionals, often including a
doctor, psychologist, speech theraptsand
occupational therapist.They can also be diagnosed
byA OPAAEAI EETA

2 (Autism Fact Sheet (Publication No. 04877), 2009)
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signs of autism, and can tell a family if their child

has any one of the autism spectrum disorders,

something else, or nothing at all.

From there, parentsof a child who has an ASD can
connect with teachers, doctors and therapists to

a tre@t HEJEE TEl‘]IIS/zQaA/ il Ibe~n£}§@ ARBE

are many ch0|ces to consider, so it is important for

parents to do their homewolk. Be cautious about

Al AET O T £ x AU Ghat@atk atadkOOA 6 A
record proven helpful by science

Effective programs will focus on teaching the child

new tasks in simple steps, building structure into

his/her day, and giving positive reinforcement

(praise or rewards) when the child shows desired
behaviors.Children with ASD make the most

progress when parents, school, and therapists

xT OE AlT OAI U Ol(@ddEAtd AO A
Practices section

If the child is under age 3, contact the Missouri
First Steps program for felp in finding out if a
child may beshowing signs ofASD If the child is
over the age of 3, you can contact your local
public school to begin the same procestsee
Missouri Service Systemsection)

Learning abou autism can ke confusingDond O A A
afraid to ask questions ofyour doctors, other

families who have gone through it too, and our

staff here at the Missouri Developmental

Disability Resource CentefFamily -to-Family

Health Information Cente8 7 A8 OA EAOA Ol
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Section 2

Current Practices

The purpose of this section is to provide you with
the most current techniques and procedures for
supporting people with developmental disabilities
or special health care needs. These could include
such things as:

* Information on therapies
* Medical treatment

» Accommodations

* Interventions

If you would like more information on current
practices, please feel free to contact us again.
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On the following pages, you will find more information on autism from sources the MODDRC
regard s as respected and trustworthy. All information has been reprinted with permission and is
for educational purposes only. For more information regarding your personal situation, please

consult your team of medical professionals.

CERYERSE FOR DISEASE "
COMTROL AMD PREYEMTION

Autism Spectrum Di sor Beatment ( ASDO s)

There is no single best treatment for all children
with ASDs. However, welplanned, structured
teachingof specific skills is very important. Some
children respond well to one type of treatment
while others have a negative response or no
response at all to the same treatment. Before
deciding on a treatment program, it is important
01 OAl E x Etedlthcar&phovideisbl A S
understand all the risks and benefits.

It is also important to remember that children
with ASDs can get sick or injured just like
children without ASDs. Regular medical and
AAT OAI
plal 8 / £FO0AT EO EO EAOA OIi
related to the ASD or is caused by a separate
health condition. For instance, head banging

could be a symptom of the ASD, or it could be a
sign that the child is having headaches. In those
cases, a thoragh physical exam is needed.
Monitoring healthy development means not only
paying attention to symptoms related to ASDs,
AOGO Al o1 Ol

health, as well.

Missouri Developmental Disability Resource Center
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Early Intervention Services

Research shows that early intervention

treatment services can greatlyinprove A AEET A8 (
developmentt2 Early intervention services

help children from birth to 3 years old (36

months) learn important skills. Services

include therapy to help the child talk, walk, and

interact with others. Therefore, it is important

01 OAITE O Ui 00 AEEI A3O Al
if you think your child has an ASD or other
developmental problem.

Even if your child has not been diagnosed with an

AgAi 6 OET O1 A AA DA hd ofshédmapie Eligidiedi®eaOA A OT AT O
b rventioretvEatient Adrvicds ATBeOndifiduddsA OET O

with Disabilities Education Act (IDEA) says that
children under the age of 3 years (36 months)
who are at risk of having developmental delays
may be eligible for services. These services are
provided through an early intervention system in
your state. Through this system, you can ask for
an evaluation.

AT A 1 AT OAI

In addition, treatment for particular symptoms,
such as speech therapy for language delays, often
does not need to wait for a formal ASD diagnosis.
While early intervention is extremely important,
intervention at any age can be helpful.

Types of Treatments

There are many different types of treatments
available. For example, auditory training,
discrete trial training, vitamin therapy, anti-yeast
therapy, facilitated communication, music
therapy, occupational therapy, physical therapy,
and sensory integration

WWW.MODDRC.ORG | MODDRC@UMKC.EDU



The different types of treatments can generally be
broken down into the following categories:

e Behavior and Communication Approaches
e Dietary Approaches

e Medication

e Complementary and Alternative Medicine

Behavior and Communication Approaches
According to reports by the American Academy of
Pediatrics and the National Research Council,
behavior and communication approaches that
help children with ASDs are those that provide
structure, direction, and organization for the

child in addition to family particip ation.

Applied Behavior Analysis (ABA)

A notable treatment approach for people with an
ASD is called applied behavior analysis (ABA).
ABA has become widely accepted among
healthcare professionals and used in many
schools and treatment clinics. ABA encouges
positive behaviors and discourages negative
behaviors in order to improve a variety of skills.

4EA AEEI A6O DPOI COAOGO EO

There are different types of ABA. Following are
some examples:

e Discrete Trial Training (DTT)-DTT is a
style of teaching that uses a series of trials
to teach each step of a desired behavior or
response. Lessons are broken down into
their simplest parts and positive
reinforcement is used to reward correct
answers and behaviors. Incorrect
answers are ignored.

e Early Intensive Behavioral Intervention
(EIBI) - This is a type of ABA for very
young children with an ASD, usually
younger than five, and often younger than
three.

e Pivotal Response Training (PRTIPRT
AEI O Oi

learn, monitor his own behavior, and
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initiate communication with others.
Positive changes in these behaviors
should have widespread effects on other
behaviors.

e Verbal Behavior Intervention (VBI)- VBI
is a type of ABA that focuses on teaching
verbal skills.

Other therapies that can be part of a complete
treatment program for a child with an ASD
include:

Developmental, Individual Differences,
Relationship -Based Approach (DIR; also called
O0&l 11 O00EI AdQ

Floortime focuses on emotional and relational
development (feelings, relationships with
caregivers). It also focuses on how the child deals
with sights, sounds, and smells.

Treatment and Education of Autistic and
related Communication -handicapped CHildren

IBARERA AL Aed AESAGA A

example,picture cards can help teach a child how
to get dressed by breaking information down into
small steps.

Occupational Therapy

Occupational therapy teaches skills that help the
person live as independently as possible. Skills
might include dressing, eatingbathing, and
relating to people.

Sensory Integration Therapy

Sensory integration therapy helps the person
deal with sensory information, like sights,
sounds, and smells. Sensory integration therapy
could help a child who is bothered by certain
sounds or does not like to be touched.

Speech Therapy

Speech therapyhe DO O1
communication skills. Some people are able to
learn verbal communication skills. For others,

ET AOAAOA A AE ESing gedurds brQigtudetoGrEds is moge|realistic.
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The Picture Exchange Communication System
(PECS)

PECS uses picture symbols to tea
communication skills. The person is taught to use
picture symbols to ask and answer questions and
have a conversation.

Dietary Approaches

Some dietary treatments have been developed by
reliable therapists. But many of these treatments
do not have thescientific support needed for
widespread recommendation. An unproven
treatment might help one child, but may not help
another.

Many biomedical interventions call for changes in
diet. Such changes include removing certain types

16-year-old children with ASDs who have severe
tantrums, aggression, and cause seilfijury.

Complementary and Alternative Treatments

To relieve the symptoms of ASDs, some parents
and healthcare professionals use treatments that
are outside of what is typically recommended by
the pediatrician. These types of treatments are
known as complementary and alternative
treatments (CAM). They migt include special
diets, chelation (a treatment to remove heavy
metals like lead from the body), biologicals (e.g.,
secretin), or body-basedsystems (like deep
pressure)3

These types of treatments are very controversial.
Current research shows that as mny as one third

I £ A 1T AO AOTahd uding Aitenkii oA 8 O  AoEpArénts of children with an ASD may have tried

mineral supplements. Dietary treatments are

based on the idea that food allergies or lack of
vitamins and minerals cause symptoms of ASDs.
Some parents feel that dietary changes make a
difference in how their child acts or feels.

fUi &6 AOA OEET EEI C AAI 0O
diet, talk to the doctor first. Or talk with a
nutritionist to be sure your child is getting

important vitamins and minerals.

Medication

There are no medications that can cure ASDs or
even treat the main symptans. But there are
medications that can help some people with
related symptoms. For example, medication

might help manage high energy levels, inability to
focus, depression, or seizures. Also, the U.S. Food
and Drug Administration approved the use of
risperidone (an antipsychotic drug) to treat 5 to

"ﬁgﬁgian

7on Medication

el

-

WMFL

Missouri Developmental Disability Resource Center

complementary or alternative medicine
treatments, and up to 10% may be using a
potentially dangerous treatment# Before starting
such a treatment, check it out carefully, and talk
toyourcEE1 A0 AT AOT O8
AEAT CET C Ui 60 AEEI ABO
To read this article and others like it, visit:
www.cdc.gov/ncbddd/autism/
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National Dissemination Center for Children with Disabilities

NICHCY

What Abo

ut School?

Early diagnosis and intervention are very
important for children with autism/PDD. Under
the Individuals with Disabilities Education Act
(IDEA), children with autism/PDD may be
eligible for early intervention services (birth to
3) and an educational programappropriate to
their individual needs. In addition to academic
instruction, special education programs for
students with autism/PDD (ages 3 to 22) focus
on improving communication, social, academic,
behavioral, and daily living skills. Behavior and
communication problems that interfere with
learning often require the assistance of a
professional who is particularly knowledgeable
in the autism field to develop and help
implement a plan which can be carried out at
home and school.

The classroom environmentshould be

structured so that the program isconsistent and
predictable. Students with autism/PDD learn
better and are less confused when information is
presented visually as well as verbally. Interaction
with nondisabled peers is also
important, for these students
provide models of appropriate =
language, social, and behavioral /(
skills. Consistency and
continuity are very important
for children with autism/PDD,
and parents should always be
involved in the development of
OEAEO AEEI AGO b
learning activities, experiences,
and approaches will be most
effective and can be carried
over into the home and
community.

With educational programs
AAOGECGT AA O1 1 AA
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individual needs and specialized adult support
services in employment and livingarrangements,
many children andadults with autism/PDD grow
to live, work, and participate fully in their
communities.

Tips for Parents

Learn about autism/PDD. The more you know,

the more you can help yourself and your child.

91 OO0 3 O PardndTeainidgiand Information
CentenAAT AA AOPAAEAI T U EAI DA
OAOI OOAAOG AT A T OCAT EUAQET T
State Resources Shedfind the sheetat:
(www.nichcy.org/PagedStateSpecificInfo.aspy

(MODDRC notevissoui Parents ACTNMIPACY
servesMissourifamilies as the statewide PTI. Find

contact information forMPACT in the Family

Supports sectiomf this packet)

Be mindful to interact with and teach your child
in ways that are most likely to get a positive
response. Learn what is likely to trigger mek
downs for your child, so you can try
to minimize them. Remember, the
earliest years are the toughest, but it
does get better!

Learn from professionals and other

parentsEl x OT 1 AAO Ul 60O A
special needs, but remember your

son or daughter is first and foremost

A Ga child; life does not need to become

a never ending round of therapies.

Y £ UIT O xAOAT 80 Al O1 1
structured, consistent schedules and

routines, askfor help from other

parents and professionals on how to

make it second nature for you.

Behavior, communication, and social

Family-to-Family Health Information Center | WWW.MODDRC.ORG | MODDRC@UMKC.EDU
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skills can all be areas of concern for a child with Family Service Plan, a written plan for providing
autism and experience tells us that maintaining a services to families with a child (age-8) with an
solid, loving, and structuredapproach in caring identified developmental delayor an IEP
for your child, can help greatly. (Individualized Education Plan)that reflects

Ul 60 AEEI A0 TAAAO AT A AAE
Learn aboutassistive technologythat can help include related services, supplementary aids and
your child. This may include a simple picture services, AT, ana positive behavioral support
communication board to help your child express plan, if needed(for information on positive
needs and desires, or may be as sophisticated as behavioral support plans,visit: www.pbis.org),
an augmentatve communication device.
Work with professionals in early intervention or Be patient, and stay optimistic. Your child, like
in your school to develop an IFSPIndividualized every child, has a whole lifetime to learn and grow.

To view this article and additional information online,
visit the NICHCY website athttp://www.nichcy.org/

Missouri Developmental Disability Resource Center Family-to-Family Health Information Center | WWW.MODDRC.ORG | MODDRC@UMKC.EDU
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Positive Behavior Supports

An excerpt from theTexas Autism Resource Guide for Effective Teaching

Positive behavior supports (PBS) or positive
behavior interventions and supports (PBIS) is not
a discrete set of interventions but involves
assessing student needs, strengths and skills, and
planning a series of positive interventions that

can help the stuent meet her potential (Horner,
Carr, Strain,Todd, & Reed, 2002).

Description

According to Odom and colleagues (2003), PBS is
a group of procedures designed primarily to
address the problem behaviors of children with
autism (AU).The procedures includdunctional
assessment, prevention of problem behavior, and
differential reinforcement of alternative

behaviors that replace the problem behavior.

Dunlap and Fox (1999) described an
individualized support model incorporating all of
these elements and its #ects on children with AU
engaging in serious problem behavior. In another
study, Lorimer, Simpson, Myles, and Ganz (2002)
used functional assessment and the Social
StoriesA techniques developed by Gray and
Garland (1993) as a prevention technique to
reduce the problem behavior of a child with AU.
Keen, Sigafoos, and Woodyatt (2001) used
functional assessment to determine the functions

I £# AEEI AOAT 80 DPOAI ET COEO

functional communication behaviors that lead to
more frequent communication.

PBS and applied behavior analysis (ABA) share a
foundation in the science of behavior. In fact, PBS
has its roots in ABA. However, it has many
additional features. These include:

e Placing a high value on embracing
person-centered planning approaches
when addressing problem behaviors

e Examining a broad range of variables
affecting behavior

QL
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e Making changes in natural life
environments and multiple settings to
influence behavior

e Adopting non-aversive intervention
techniques to help an individual change
his/h er behavior

e Focusing on producing positive changes
in quality of life for the individual with
problem behavior and his/her family
(Beach Center on Disability, 2008).

The Association for Positive Behavior Supports
(APBS; 2008) defines PBS as a set of resgar

based strategies designed to increase quality of
life and decrease problem behavior by teaching

TAx OEEIT O AT A 1T AEET ¢ AEAT

environment. Positive behavior support

combines (a) valued outcomes, (b) behavioral
and biomedical science, (c)alidated procedures,
and (d) systems change to enhance quality of life.

Procedures that fall under the PBS model include
(a) functional behavioral assessment, (b)
collaborative teaming, (c) proactive support
strategies, (d) positive consequence strategies
(e) teaching replacement skills, (f) systems
Achange,(%]addressjng competing behaviars

h) .
bAiF d @ dddtesdihg QiR

and economic diversity.

Almost all of the interventions in this guide find

at http://www.txautism.net/manual.html ), used
individually or in combination meet the above
criteria and thus are considered PBS interventions.
Just as there is no one intervention called ABA,
there is no one intervention known as PBS.

Summary

PBS is an individuaicentered approach that looks
specifically and broadly at student needs and
plans interventions that facilitate life success.

Family-to-Family Health Information Center | WWW.MODDRC.ORG | MODDRC@UMKC.EDU
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Interventions References Resources and Materials

Association for Positive Behavior Supports. e Association of Positive Behavior Support:
(2008). Positive behaviorsupports. Retrieved http://www.apbs.org  APBSpromotes the
August 1, 2008, from http:// www.apbs.org use of positive behavior supportsThis
Beach Center on Disability. (2008). Positive .

. . website has a member resource center
behavior supports. Retrieved August 1, 2008,
http://www.beachcenter.org/pbs/default.aspx that offers a large number of resources

for parents, teachers, administrators, and

Dunlap, G., & Fox, L. (1999).A demonstration of professionals.

behavioral support for young children with

autism. J_ournal of Positive Behavior e Beach Center on Disability:
Interventions, 1, 7787. http://www.beachcenter.org/pbs This
Gray, C.A., & Garand, J. D. (1993). Social StoriesTM link enables users to access information
improving responses of students with autism about using PBS in the home and at
with accurate social information. Focus on school, as well as a PBS newsletter and
Autistic Behavior, 8,1-10. training opportunities.

Horner, R., Carr, E. G., Strain, P. S.,Todd,A.W., &
Reed, H. K. (2002). Problem behavior
interventions for young children with autism:A

e Positive Behavior Interventions and
Supports: http://www.pbis.org

research synthesis. Journal of Autism and This website offers resources for parents
Developmental Disorders, 32, 423146. and teachers as well as information

concerning PBS and the law and the use of
Keen, D., Sigafoos, J., & Woatly G. (2001). PBS in school districts.

Replacing prelinguistic behaviors with functional
communication. Journal of Autism and

Developmental Disorders, 31, 385398. * Positive Behavior Supports:

http://www.nasponline.org/resources/fa

Lorimer, P.A., Simpson, R. L., Myles, B. S., & Ganz, ctsheets/pbs This website offers

J. B. (2002).The use of Social Storiess a resources for parents and teachers as well
preventative behavioral intervention in a home as information concerning PBS and the
setting with a child with autism. Journal of law and the use of PBS in school disttig.

Positive Behavior Interventions, 4, 5360.

Odom, S. L., Brown,W. H., Frey,T., Karasu, N.,
Smith-Canter, L. L., & Strain, P. S. (2003).
Evidencebased practices foryoung childrenwith
autism: Contributions for single-subject design
research. Focus on Autism and Other
DevelopmentalDisabilities, 18, 166174.

e
e
A
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Section 3

Personal Stories

The purpose of this section is to provide you
with the perspective of parents, family members
and those living with the disability or special
health care need. These stories give you insight
of what life was like growing up and what life
looks like now, as well as some of the joys and
challenges that were experienced.

Written personal stories are one way of
connecting to others who have similar
experiences. Another way of connecting with
others is through the Sharing Our Strengths peer
support network. This service of the MODDRC
provides you with an individualized match
specific to what you want. This may include
being matched to mentors with a similar
disability experience, a mentor located in a
similar part of the state or around a specific
issue. If you are interested in being matched or in
becoming a mentor for someone else, please
contact us.

MODDRC/F2F | 1-800-444-0821 | MODDRC@UMKC.EDU
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From Waiting and

Wonderingé to Living

and Learn

By Danielle mother of a ten year old boy with autism

| just knew something was different. He was a
beautiful blond-haired, blue-eyed, smiling boyz
our first child. But something was off.

First, it was his reaction to lights and sounds as
an infant. Restaurants became a thing of the past
for my husband and me. Any loud, boisterous
environment would set him off in crying spells
that refused to be soothed. Then it walis failure
to meet normal developmental milestoneg

rolling over, sitting up, crawling (never did),
walking, and talking. He spoke no words until age
two and a half.

The funny thing was, every time | voiced my
AT 1T AAOT O Oi
to trust Z our pediatrician (at that time, but no
more), a child psychiatrist in the family, early
intervention therapists, teachers, and more, | got
blank looks or lousy explanations.

O1T 1 AT 1 AblexET

could say | dove headlong into a selducation
AOAT UU AAT OO Al1 OEETCO AO
held me hostage. Regret #2.

He was bright. We knew it. He could point to
every animalin our deck of animal cards as |
named them. He would smile and giggle as |
cheered for him on every correct answer. He was
a delight. | showed him my love, and haccepted
it and loved me backHe connected with us, but
always on his own terms.

Socially, he paid no attention to otherkids around
him. He went to an early education
developmental preschool four days a week, and

) neveriedred bbAud GhA elsk Wal therd We joined

a weekly play group with a small group of friends
Z six kids his own age. Every wek, he found a toy
to pushz mowers, strollers, shopping carts. He
would walk around and around the perimeter of
the playroom, ignoring the other children. They

O0"TUO AOA O1li xAO QEABADOAARBOAG TASIOBXAAROU EEI 8 (A EO
talk eventually.( A6 O EOOO Ci EzC AObemdpy. | x1T DAAA
AA PAOEAT 086 37T h ) AOOCEAOIT U A 111TxAA OEAEO AAOEAAS

Regret #1.

After several years of uncomfortable motherly
EAAT ET CO )
xEOE 11 ODBOI £ZAOGOGEI T Al

approval from some governing board laid it out.

Then someone told me about diagnostic clinic at
one of our state universitiesz a place where we
could find out for sure. We made the call, waited

AT O1 AT 60 A@bi Adt paperwbrk, gbiledibackitethidge packbt/Andi ET A
A A gvaitedagainANindmontfis toav@itAGadyod /A&

imagine waiting nine months just to be seenBut
that was the deal. In many places it still is the

O(AOGA UT O AOGAO Al 1 OEAAOA Adeabeaveh @daly. rediokss tithd for Enter@ention

AOOEOi ed6 OEA AOEAAS
like a load of bricks. She pulled out an article from
Time or Newsweek or some other popular semi
scientific news source. Italked about the

growing concern about autism in the United
States and around the world. For the first time, |
read a list of symptoms for autism. It fit. | hated it,
but it fit.

| was stunned and confused. | was questioning. |
was analyzing every actio | saw him do. Some

( AO mitks by Athilé familissOAitGoD &diagnosisE O 1 A

We were getting towards the end of our wait
when my husband was transferred for his job. We
moved severa states away and started a new
round of waiting for the diagnostic clinic there.
Nine more months. Regret #3.

Finally, we received a provisional diagnosis of
PDDNOS, meaning they thought he had some A
Al Oof T &£ AOOEOIi h AOO xAOAT &

things made senseO1 | A OEET ¢CO AEAT &dn&badk agaill O & yedr, they told us. Our son

Q,
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was already in kindergarten by the next visit.
Autistic Disorder, they said this time. Strangely, |
actually felt relief. All that waiting and wondering
was finally settled. Now I felt free to move on.

Our son is now about to turn ten years old. Over
the years, we learned a lot. He has grown and
changed so much. He has overcome obstacles and
encountered new ones. Most everything we
discovered along the way made life with autism
just a little better, more peaceful, or more
manageable. We found out that other parents are
an awesome resource. Every family has a story to
OEAOA AT A xEOAT I OI
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OAl EAE Ol
way with someone else. It becomes evenare

OEAOA OEET CO xAd
xT OOExEEI A xEAT xA [ AEA AT’
just a little smoother z the trip to understanding

just a little shorter.

There is camaraderie between families where
autism resides. We know how special every child
with autism is, and how difficult a day can be. We
know how to understand behaviors that other
people in the world might not accept. Mostly, we
share the belief thd there is hope for our kids to
have meaningful futures. We work together to
EOGO A
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A Right to our Own Life, Our Own Way

An excerpt,By JeanPaul Bovee

At this time, | am a 31year-old man with autism.

| have had many years to really understand what
autism is to me. That has been a growing process,
of which many things have had to be learned at
their own speed. | found out that | was a @rson
with autism at age 9, but the real knowledge
about what it all means is a lifelong process. It
requires getting the skills to really understand

how you work, think, and live.

There are many issues within autism that should
be addressed from thgyerson with autism's point
of view. The first is the subject of "fixing" or
"curing" autism. First, autism is a developmental
disability. We do not talk about curing mental
retardation, Down syndrome, or cerebral palsy.
Why, then, talk about curing autism™ it is a part
of that person, then it is not realistic to talk about
curing it.

Second, to talk about autism as all bad all of the
time, and as something to eradicate, is making a
value judgment on myself and other people with
autism. It is saying thatwe have less value
because of what we deal with. God made all of us
equal and made all of us good. Where we go with
what He has given us is up to us!! | don't want
anyone's "fix," nor do most people with autism |
know. It would take away what makes us whaeve
are, and it would make us little robotic clones
who would have none of their humanity left.
Cure is a word that does not belong in the
autism consciousness.

I do want to stress that people with autism

should be helped to the point where they can

help themselves. We need the best treatment and
education we can get. We need to learn to cope in

Qf
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a world where we are a minority. | do not
embrace or attack blindly any methodology that
works with autism. But | do attack aspects of
treatments that are harmfulas well as any
methods that treat persons with autism as if they
were all alike. | also attack false promises, false
messiahs, and people who would sell their souls
for money to get rich off of autism. The focus
should be not on "cure" but on helping peod
with autism to function and to cope in a world
where discrimination, prejudice, and hate exist
for those who are not in the majority.

Education should be equal for all, and
appropriate for all, but it must be chosen
individually. If adaptations and supports are
needed so that children with autism can learn,
make them. If methods or materials need to be
provided so that children with autism can
succeed, provide them. Education for all in
their own way of learning should be the rule,
not the exception.

Employment of people with autism is an issue of
great concern. | have a good job with all of the
benefits that come with it, but | am in a very small
minority. Most people with autism are
unemployed or working in "sheltered

workshops" or in jobs that don't fit their talents
and skills. In fact, the statistics show that 95% of
people with autism are unemployed. Is it because
we do not have the skills to work? | do not think
so. What is keeping us unemployed is the lack of
neurotypical social skills. It is thegetting along
with people, and all of the talking. That is 80% of
a work day, while the other 20% consists of work.
We don't do so well on the 80%, and that is what
gets people fired.
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Section 4

Family Support,
Advocacy and Services

The purpose of this section is to provide you with
a listing of organizations specifically designed to
meet the support needs of individuals with
developmental disabilities or special health care
needs and their families. This listing includes
parent organizations, support groups or other
advocacy organizations.
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