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It is good to have an end to journey toward,
but it is the journey that matters in the end.

— Ursula K. LeGuin

Autism Spectrum Disorder
Start
Here

Autism Spectrum Disorder (or ASD) is a
developmental disability characterized by
abnormal or impaired development in social
interaction and communication with the
presence of repetitive behaviors or restricted
interests.

Incidence
ASD occurs 4 to 5 times more often in boys
than in girls. Symptoms are most often
present before the age of three although
diagnosis may occur later. ASD affects
individuals from all racial, ethnic, and social
backgrounds.

Cause
Nobody knows what causes ASD. Scientists
believe that there are chemical and biological
differences in how the brain functions,
and there is increasing evidence of genetic
involvement. Parents do not cause Autism
Spectrum Disorder. No factors in a child’s
experience or in parenting styles are responsible for ASD.

Diagnosis
Until 2013, autism was one of several
categorical diagnoses under a broader
umbrella of Pervasive Developmental
Disorders (PDDs), which also included
Asperger syndrome, Rett’s Disorder,
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Childhood Disintegrative Disorder, and
Pervasive Developmental Disorder – Not
Otherwise Specified (PDD-NOS). Autism
itself was defined by impairments in three
core domains: communication, social interaction, and restricted or repetitive interests
and behaviors.
With the release of the 5th edition of the
Diagnostic and Statistical Manual (DSM5), all of the categories under PDD were
collapsed into a single diagnosis of Autism
Spectrum Disorder (ASD), with the previous
three core domains changed to two: 1)
evidence of both social and communication
impairments and 2) restricted & repetitive
behaviors. Although specific subtypes will
no longer be used by diagnosing professionals or the medical and scientific literature
to describe individuals with ASD, the labels
may still be used by individuals diagnosed
before 2013.
The “severity” of symptoms within each of
the two areas of diagnostic criteria is now
based on the level of support required for
those symptoms and, additionally, takes
into account the impact of other factors
such as intellectual disabilities, language
impairment, medical diagnoses and other
behavioral health issues.

Prognosis
ASD is a lifelong disability, but with intensive and early intervention, individuals with
ASD can and do make excellent progress
and improve their quality of life. While
there is no known cure for ASD, there are
many intervention strategies designed to
address the problems associated with ASD.

Characteristics
Social Communication and Social Many individuals with ASD are more
Interaction. An individual with ASD may comfortable with predictable routines and
approach others in unusual ways, such as
standing too close, smelling people, or other
behavior that seems inappropriate. He or she
may avoid eye contact or physical contact
altogether, or not respond socially to smiles or
greetings. A child with ASD may take others
by the hand and lead them to something he
or she wants, such as food in the refrigerator,
or a high cabinet. He or she may not initiate
communication, other than to get something
that is desired, and may not respond to his
or her name being called. Individuals who
are verbal may not engage in reciprocal
conversation – it may be all one-sided, and
on a topic of interest to the individual, not
necessarily to others. Individuals may not
bring, point to, or respond to attempts
to draw their attention to objects. The
individual may appear disinterested in
social or romantic relationships, may not
understand nonverbal communication from
others, and may appear unable to understand
another person’s point of view.

schedules, and may need extra support when
changes must be made in planned activities.
There may also be a high tolerance for pain,
so caregivers may need to watch for possible
illness or injury that is not immediately
apparent.
It is important to remember that these are
just some of many characteristics that can
be observed in children and adults with
ASD. It is also important as a parent or
caregiver to know that it is our job to focus
and build on the strengths of our children
and adults with ASD, and not see them
only in terms of deficits. Children and
adults with ASD can make a great deal of
progress in life, especially when families,
caregivers and teachers believe in them
and help support their development using
well-established, positive interventions and
educational strategies.

Restricted or Repetitive Interests
or Behaviors. A child or adult with

ASD may repeat words, phrases, or complete
songs or movie scripts, or may speak at
length with great authority on specific
topics of interest to himself or herself.
He or she may make repeated sounds
or speak words that have meaning
only to him or her; may reverse
pronouns, saying “you” instead
of “I”. The individual may
flap his or her hands,
flick fingers, open and
close doors, flip light
switches on and off, or
line up objects instead of
playing with or using them
for the purpose for which they
were intended.
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A Meaningful
Diagnosis
Diagnosis is a critical point on the
journey. It can be a useful tool in two
ways. First, identifying your child’s
unique strengths and weaknesses
will determine how to best help him/
her. Second, a diagnosis can open the
door to services. Insurance companies,
government agencies, and schools use
the diagnosis to determine eligibility
for programs and benefits. While it is
an important point in the journey, a

diagnostic label does not change who
your child is as an individual.
In seeking a diagnosis, your child may be
referred to a specialist: a developmental
pediatrician, a neurologist, a psychiatrist,
and/or a clinical psychologist. The type
of professional that you see is not as
important as the amount of experience
he or she has diagnosing ASD. Find
professionals who allow you to discuss
your concerns: no questions that you

have regarding your child are trivial
or unimportant.

Arriving at a diagnosis sometimes
involves medical tests. The tests may not
confirm that a child has ASD, but may
rule out other possible causes for the
developmental delay. Before agreeing to
testing, you may want to ask how and
why the test is performed and how the
test will influence a treatment plan. After
testing is complete, ask the professional
to explain the results in language that
you understand. Ask how the findings
can be used to develop a treatment plan.
Always ask for a copy of any test result,
report, or evaluation.
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Individualize
Treatment
Each person
Everybody makes his
with ASD has a
path differently.
unique profile
—Emanuel Ax
of strengths
and needs, so
treatment must be tailored to the individual.
There are dozens of intervention strategies
from which to choose. You can learn about
your options by going to trainings and
workshops, reading books and articles, and
talking to other parents and professionals.
You will want to find out whether or not the
treatment has been scientifically validated.
Because there is no cure for ASD, you will
want to be skeptical of treatments that claim
to cure autism. Also be wary of treatments
that promise quick results. Typically, good

treatment results in slow, steady progress
not miraculous transformation.
See CARD website addresses
on page 7

Connect with
Other Families
It is important to remember that you are
not alone. Many other families have come

before you and can share their experiences
with you. In addition to providing emotional
support, parents can offer insight on many
important matters. For example, they know
what help is available in your community
and how to access it. Parents can also

share information on which interventions
have worked for their family member.
CARD-USF maintains a directory of support
groups on our web site: http://card-usf.fmhi.
usf.edu/resources/groups/index.html

Families can lend each other a helping hand.

Build a Team
Developing and implementing a successful
treatment plan requires a team approach.
Usually, family members and teachers are
the core members of the team. Therapists,
doctors, day care providers, and friends
should all be invited to participate as
members of the team. In order for the team
to be effective, all team members need to
show respect for the individual with the
disability, regard parents as experts on
their children, and convey a sense of hope.

Working together, team members develop a
treatment plan. Team members need to set
up a way to share information about which
aspects of the plan are working and which
need to be rethought. Not all team members
will participate in every decision, but all
need to be kept informed with phone calls
or e-mail. As much as possible, encourage

the person with ASD to participate as a
member of the team.
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Explore Community Resources
Federal, state, and private agencies exist to help families of children with disabilities. Each
agency offers different kinds of help, has its own application process, and uses different criteria
to determine who is eligible. Since some agencies have a waiting list, apply as soon as possible,
ideally before you and your child really need help. Getting help often requires persistence.

Websites to visit:
http://www.ssa.gov — SSI assistance and Medicaid eligibility
http://www.apd.myflorida.com — Medicaid Waiver, respite and adult services
http://www.rehabworks.org — Vocational Rehabilitation (an important part
of transition planning)

Prioritize

Know
Your Rights
One of your main responsibilities as a
parent of a child with a disability is to
be an effective advocate for your child,
protecting his/her rights. In order to be
a good advocate, you need to know what
your child is entitled to by law. Two
important laws that concern the rights of
people with disabilities are the Individuals
with Disabilities Education Act (IDEA)
and the Americans with Disabilities Act
(ADA). In addition to knowing your
rights, you need to know how to ask for
help. Always try to be diplomatic, and
keep a record of each interaction. The
records will be useful if you need to move
up the chain of command.
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Website to visit:
http://www.disabilityrightsflorida.org

Perhaps the hardest thing to do is to decide
where to start. It may feel as if there is
so much to do that it could never all get
done; and it is true that there is a lot to do.
Overwhelmed by possibilities, you may feel
unable to act, but there are many ways to get
the ball rolling. Start by asking yourself, your
family members, and your child with ASD
to name the one issue that would improve
the child’s quality of life. Person Centered
Planning is another useful brainstorming
tool to help you prioritize and imagine your
child’s ideal future: is he/she living at home,
with a roommate or alone? Does he/she have
a job? Friendships? Now the Person Centered
Planning team works backwards and identifies what steps could be taken now that would
help build this
ideal future.
Small deeds done are better
For example,
than great deeds planned.
if friendships
— Peter Marshall
are an adult
priority, focus
on teaching your child how to share toys and
take turns. The most important thing to

remember is to take one step at a time.

CARD-USF Catchment Area
Currently, CARD-USF serves
14 counties in west, central,
and southwest Florida.

Where We A re:
University of South Florida
CARD-USF MHC2113A
13301 Bruce B. Downs Blvd.
Tampa, FL 33612-3899

Pasco
Hillsborough
Polk
Pinellas

Manatee Hardee
Sarasota

DeSoto

Highlands

Charlotte

813-974-2532 or 800-333-4530
http://card-usf.fmhi.usf.edu

Glades
Hendry

Lee

Collier

Other CARD Centers
Florida Atlantic University
Florida State University
University of Central Florida
University of Florida at Gainesville
University of Florida at Jacksonville
University of Miami
University of South Florida

http://www.autism.fau.edu
http://autism.fsu.edu
http://www.ucf-card.org
http://www.card.ufl.edu
http://www.hscj.ufl.edu/pediatrics/autism/
http://www.umcard.org
http://card-usf.fmhi.usf.edu

Contact a CARD Center Today!

1-800-9-AUTISM
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The Center for Autism & Related Disabilities (CARD)
provides support and assistance with the goal of optimizing
the potential of people with autism and related disabilities.

cardusf

cardusf

Center for Autism & Related Disabilities
College of Behavioral & Community Sciences
University of South Florida
13301 Bruce B. Downs Blvd., MHC 2113A
Tampa, FL 33612
In Florida: 1-800-333-4530 or 813-974-2532
http://card-usf.fmhi.usf.edu
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