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VISION

The vision of the Autism Alliance of Greater Kansas City is to enhance interagency
activities that provide funding and support to the Kansas City autism community by
creating, implementing and sponsoring local events while increasing public awareness.
The Alliance seeks to foster a collaborative community for all those involved with autism
spectrum disorders.

MISSION

The Autism Alliance of Greater Kansas City is a bi-state community organization
comprised of dedicated individuals committed to the development of a network of
resources targeted toward fostering an informed community that facilitates the
independence, acceptance, and emotional well-being of individuals with autism
spectrum disorders throughout their entire life span.

The Alliance will strive to be a collective voice for the Kansas City autism community by
implementing programs and events that will aid families while increasing public
awareness and acceptance of individuals with autism spectrum disorders. Those
involved in this united group believe that information is the most powerful tool for living
with autism spectrum disorders.

The Alliance will work on strengthening communication and sharing information about
programs and resources, promoting area support groups and new parent luncheons,
and raising public awareness about autism spectrum disorders by working to unite the
autism community to more effectively educate the public about this devastating disorder.

Autism Has No Borders
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MESSAGE

As many as 1 in 150 children in the United States are diagnosed with an autism
spectrum disorder. The Autism Alliance of Greater Kansas City works with and supports
several area non-profit organizations who work with children, adults and families who
struggle with this misunderstood disorder by raising funds and dispensing those monies
to the agencies.

As so many of you know, living life with autism can be an overwhelming experience.
There are a number of challenges to be faced on a daily basis — everything from basic
communication and behavioral challenges to health and education issues. Marriages,
siblings, finances, emotional health, and physical strength can all suffer as families are
stretched and drained under the pressures of autism. Parents and family members of
children with autism and related spectrum disorders understand how wearing these trials
can be.

The Autism Alliance of Greater Kansas City developed this resource directory of
services for autism for the Greater Kansas City metropolitan area and surrounding areas
(bi-state), including Lawrence, Kansas and Columbia, Missouri. We have received
several reports and heard many stories from parents who have recently received a
diagnosis of ASD for their child or have recently moved to the Kansas City area that
finding the available resources within the community is an overwhelming task. Even
parents who have lived here for years have told us that they do not know where to go in
order to find the services available to help their child(ren). The Alliance decided to create
this resource directory for you, the parent and family members, in hopes that families
can more easily navigate their way through life with their special needs child(ren). It was
also created for the service providers, physicians and other professional who assist our
families. We hope this directory will help them in working with families.

Each entry in this directory includes the name of the organization and/or person,
credentials, address, phone, e-mail, and website (if that information is available), along
with a brief description of the organization or experience of the professional. These
quick references are provided as a convenience in order to help families find the
services they need. The content is based largely on research and parent
recommendations.

There are undoubtedly things that have been missed. If you are a service provider,
professional, physician, or organization who works with individuals on the autism
spectrum, or if you know of any services that should be included in this directory, please
email Robin Russell at robin@autismalliancekc.org. The Alliance will update the
Resource Guide on a semi-annual basis. When sending information, if you are a private
consultant or if you have a company, please include information like the number of years
of experience you have had with children/adults with autism, your area of specialty (i.e.
verbal behavior, food refusal, in-home consulting, work with school districts, advocacy,
social skills, Asperger's Syndrome, etc.)

And Remember... Please don't be discouraged if you seem to spend an inordinate
amount of time making phone calls or searching the internet trying to find answers to
your questions. It does take a lot of time, but your loved one is worth the effort!
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DISCLAIMER

The Autism Alliance of Greater Kansas City, members of its Board of Directors, its
Advisory Board, the Walk Committee and others continually attempt to remain apprised
of information relating to Autism Spectrum Disorders. All information provided on the
Alliance website and in the Resource Guide is for informational purposes only. Such
information has been compiled from many independent sources and its reliability has not
been independently investigated or determined. It is your responsibility as a parent,
family member, service provider, caretaker, etc. to make the choice of any treatment,
therapy option or service provider that best meets your individual needs. Specific
treatment, therapy or services should be provided to an individual only at the direction of
the individual's doctor, caregiver, or other qualified professional. Any reference on the
Alliance website or in the Resource Guide to any treatment or therapy option or to any
program, service, or treatment provider is not an endorsement by the Alliance and is not
intended to be taken as a comprehensive statement of available options, programs,
services or providers. You should investigate any and all alternatives that may be more
appropriate for a specific individual. The Alliance assumes no responsibility for the use
made of any information provided on its website or in this Resource Guide. The Alliance
will post information on our website regarding meetings, presentations, etc. as a service
to our community families. Questions regarding treatments and therapies should be
discussed with a medical professional of your choice and with whom you are
comfortable. The Alliance’s Board of Directors reserves the right to determine what is
appropriate content for its website. The links provided on the Alliance website or in the
Resource Guide should not be construed as an endorsement, explicit or implied, of the
organization or facility. Parents and professionals are encouraged to thoroughly
investigate the various options available within the autism community in order to
determine which are appropriate for the person with autism spectrum disorders, based
on his or her individual needs.
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Influences on Behavior

Behaviors are influenced by the characteristics of ASD/PDD and by environmental
issues. Some behavioral influences include:

Stress/Anxiety - Stress and anxiety are often key factors triggering behaviors
characteristic of people with ASD/PDD. There are many worries that lead to stress. Such
worries may include changes (or anticipated changes) in schedule, interactions with
peers, and pressure to perform. Stressors need to be understood, monitored and
controlled with care and respect for the individual’'s perception and future needs.
Individuals with ASD/PDD may view causes of stress differently and have varied
reactions to stress. All caregivers/ providers must be aware of and manage their own
stress levels. Individuals with ASD/PDD experience awareness of and often negative
reactions to the stress of others.

Physiological Factors - Challenging behaviors may occur more frequently or intensely
when physiological difficulties are present. These factors may include lack of sleep,
medication changes, hunger, and illness (chronic or acute). An individual with ASD/PDD
may not understand why he is experiencing these difficulties and/or may not be able to
express these concerns in a functional manner. The functional analysis must assess if
these factors are present and their effect on the behavior.

Sensory Sensitivities - Many individuals with ASD/PDD present with sensory
sensitivities and/or sensory preferences that are very different from the typical
population. Behaviors may occur when an individual encounters a sensory experience
that is unpleasant or painful. These sensitivities may be auditory, tactile, taste, visual, or
others. Additionally, the sensory experiences that trigger a behavior for an individual with
ASD/PDD may be subtle and generally uneventful for others. At times, simply the
anticipation of the experience can trigger a behavioral response. The functional analysis
must consider the unique sensory profile of the individual when determining the function
of a behavior.

Finally, successful interventions targeting specific challenging behaviors may vary
greatly and include a blend of interaction strategies, structure, and medical support.
Some problems may need to be tolerated or set aside for a time while focusing on more
dangerous or interfering behaviors (e.g., pick your battles!). Successful interventions
sometimes require an adjustment period, during which the individual's behavior may
seem more challenging than it was prior to intervention. Seek agreement and
commitment from all team members and allow interventions to work by implementing
them consistently and giving them time.
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SOME COMMON BEHAVIORAL BARRIERS IN ASD/PDD

CHALLENGING

BEHAVIOR DEFINITION EXAMPLE INTERVENTION COMMENTS
Ritualistic & Highly repetitious Repetitive hand Intervene early, before the | Sometimes these
Compulsive activities. Often washing. habits are strengthened. rituals can be

used to structure Touching objects. | Teach meaningful beneficial. Often
time and interests alternatives that are ritualistic behaviors
incompatible with interfere with
ritualized behaviors (e.g. appropriate activities
structure when hand in severe cases. It
washing should occur; sometimes takes
cue stopping with a timer) | years to fade a
ritualistic behavior
Impulsivity Disruptive Diving to remove | Manage environment to Impulsive behavior

behaviors resulting
from a strong need
to do something
combined with the
lack of social
perspective of how
behavior impacts
others.

a piece of lint
from the floor;
stealing coffee at
the bowling alley;
public stripping;
sexually
motivated
behaviors.

limit tendency while
systematically teaching
the individual to stop,
think, and make decision.
Use of Social Stories,
teaching social skills, and
rehearsal of appropriate
alternatives.

issues may result in
compromising the
safety of the
individual.

Stereotypic

Behavior involving
physical
movements that
seem to serve no
purpose.

Flapping arms,
flicking fingers,
rocking, etc.

1. Have an OT evaluate

2. Present appropriate
sensory alternatives
that offer the same
sensory benefits but
with fewer negative
consequences. (e.g.,
swinging, trampoline,
squeezing "koosh" ball,
or playdough) Refer to
Sensory Motor
Processing.

These behaviors
may serve more of a
self-regulatory
function (e.g.,
sensory input) rather
than any function
that is apparent to
others.

Aggression

Aggression may be
toward self (SIB:
Self Injurious
Behavior) or others

Banging head
with hands or
against walls;
picking skin until
it is damaged;
targeting
individuals to hit
or kick.

Analyze stressors in the
environment, e.g.,
schedule changes,
noises, irritants, etc. and
remove them or structure
for comfort and clarity.
Redirect harmful
behaviors. Offer
alternative "rules" or
activities.

Persons with
ASD/PDD often
respond to stressors
in their environment
by acting out
towards themselves
and/or others.

Inappropriate
Social
Interactions

Ranges from
complete
indifference to
others, to socially
inappropriate.

Invading personal
space; social
isolation;
inappropriate
comments.

Train with a script for
social interactions.
Reward appropriate
behaviors. Use Social
Stories (see Carol Gray).
Refer to Social
Development.

Persons with
ASD/PDD often lack
social perspective
resulting in asocial
or inappropriate
social interactions.

This represents a sampling of frequently encountered behaviors and suggested strategies. These
should not limit other creative alternatives that consider the uniqueness of each individual.
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COMMUNICATION

The Communication section describes the unique patterns of communication associated
with individuals with ASD/PDD. Included are ideas on how to assess the purpose of
communication and strategies for improving communication. This section is best used in
conjunction with the rest of the document because the ability to communicate affects all
other areas of learning, socialization, and behavior and they in turn are affected by
communication abilities. The ability to communicate one’s feelings and thoughts to
others has a profound effect on quality of life both immediately and long-term. Without
an effective communication system, it is very difficult to navigate through life. In addition
to individuals who have obvious communication challenges, there are many individuals
with ASD/PDD who may only appear to be capable communicators. In fact, those
individuals may not be effective communicators and that can limit their ability to meet
their potential.

Communication difficulties both verbal and nonverbal are inherent to the diagnosis of
ASD/PDD. The normal developmental sequence of communication development is
disrupted in persons with ASD/PDD. Communication skills can range from non-verbal,
gestural, the use of single words to verbal conversation and may include the following
communication difficulties: Perseveration (repetitive verbal and physical behaviors),
Echolalia (immediate and/or delayed "echoing" of words, music, phrases or sentences),
Hyperlexia (precocious knowledge of letters/words or a highly developed ability to
recognize words without full comprehension) and to a lesser degree, Dactolalia
(repetition of signs), pronoun reversals, inappropriate responses to yes/no questions,
and difficulty responding to "WH" questions.

Communication difficulties impact all other areas of learning, socialization, and behavior.
When designing appropriate intervention strategies, it is important to understand the
individual’s receptive (comprehension) and expressive communication skills. Stressful
situations that increase anxiety often interfere with the individual’'s ability to
communicate. Difficulty understanding humor, idioms ("keep your eye on the paper"),
sarcasm and other complex forms of verbal and written expression is common. Even the
highly verbal individual may understand and use literal (concrete) language but have
difficulty with abstract concepts. A person’s communication ability usually changes over
time. Therefore, it is important to maintain an ongoing communication assessment from
diagnosis through adulthood as this provides current information, which is necessary to
support appropriate communication strategies.

It is important to understand the individual's unique communication style/skills which
lead to development of a method for communication. Supporting all forms of
communication - verbal, signing, pictorial, augmentative devices (and often a
combination of more than one) promote learning.

In addition to the development of an effective communication system, consider use of
the following modifications and strategies.
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Modifications

Decrease question asking and increase comments and descriptions of
activities, emotions, and environments that the person experiences.
The communicating partner needs to fully understand that situations, certain

individuals, sensory issues and stress will affect the quality of communication
and the communication intention.

Modify the speaker's language and provide visual supports if there is no
response or undesired response to a direction or question.

Allow time for auditory processing and formulation of information. For
example, instruction and conversation may need to move at a slower rate.
Develop a protocol to gain the individual’s attention. The protocol should
include how to initiate joint focused attention.

Strategies

Encourage meaningful imitation. Since imitation is one of the precursors to

the development of functional language, build in ample opportunities for
activities to develop imitative sKkills.

Help the individual focus attention on the speaker. This will maximize the
impact of any direction, question, or information.
Determine the communicative intent and other possible  functions of non-

verbal and verbal behaviors to establish their meaning. For example, if a
person hits when frustrated, teach an appropriate behavior that
communicates that they are frustrated, reduce the frustration or both.

Integrate communication strategies into all daily activities. Teaching

communication strategies in a step-by-step approach, starting in an
organized environment, will assist generalization to other environments.

Use vocabulary and grammatical structure at the individual’s comprehension
level.
Consider using rhythm and music.

Teach turn-taking and joint attention.

Provide the individual with multiple opportunities to initiate interactions, make

choices, and have peer-to-peer contact on a daily basis across all
environments.

Consider supporting receptive communication as well as expressive

communication through both nonverbal and verbal methods: visual supports
(object boards, pictures, gestures, sign language) and voice output
communication devices.

Facilitate the initiation of conversation and provide opportunities to practice
language rather than waiting for the individual to initiate contact.

During transitions from classes, buildings, work: offer a summary of
successful communication strategies to appropriate personnel.
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ASSISTIVE TECHNOLOGY

Assistive technologies are applications (either hardware or software) designed
specifically to assist individuals with disabilities to overcome barriers. In compliance with
IDEA, schools are responsible for determining what assistive technology(ies) is/are
appropriate for an individual with a disability in order that the individual may receive a
free and appropriate public education in the least restrictive environment. Assistive
technology is defined as..."any item, piece of equipment, or product system, whether
acquired commercially off the shelf, modified, or customized, that is used to increase,
maintain, or improve functional capabilities of individuals with disabilities" (IDEA). In
addition, assistive technology services must be provided in order that the individual with
a disability is able to successfully select, acquire, and use an assistive technology
device.

The varied use of technological systems with individuals with autism spectrum disorder
has received limited attention in spite of the fact that technology tends to be a high
interest level for many of these individuals (Stokes, Wirkus-Pallaske, and Reed. (2000)
Wisconsin Assistive Technology Initiative). Caution should be taken not to limit the
consideration of assistive technology to expressive communication only. While
augmentative communication devices can support a significant "breakthrough" for some
individuals with ASD, there are many other ways in which to use technology within an
educational program for individuals with ASD. These are categorized in several
categories. Examples follow.

"No" Tech Tools

® No tangible item or material is involved
® C(Clear physical and visual boundaries
e Elimination of extraneous visual stimulation

® Proximity of staff to individual

Low Tech Supports

These require the individual or staff person to utilize an item that typically is not
electronic or battery operated. These items are typically low-cost and easy to use.

® Dry Erase Boards

e C(Clipboards

® Three-ring binders

® Picture Symbol Cards

® Choice Board (no voice output)
e EarPlugs

e Use of a pointer

e Visual Schedules and Routines
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Mid-Tech Tools

These include battery-operated devices or simple electronic devices requiring limited
advancements in technology.

® Tape recorder

® Timers

e (Calculator

® Head Phones

® Assistive Listening Devices
e Portable Word Processor

e Simple Voice Output Devices

High Tech Tools

These complex, typically high cost devices require some training for effective use.

e Computer Software and Adaptive Computer Hardware
® Video Cameras

® Complex Voice Output devices

Educational teams should consider carefully the advantage of assistive technology in all
aspects of the individual’s program. Inclusion of "low tech", as well as "high tech" tools
should be considered. Finally, teams should identify how technology may assist the
individual not only to effectively communicate, but also to access the general curriculum
and to make progress on individual goals and objectives.

SENSORY MOTOR PROCESSING

This section describes issues in sensory motor processing for individuals with ASD/PDD.
It includes a definition and explanation of terminology in order to provide a common
understanding of the issues involved. It also includes practical strategies and guidelines
for developing sensory supports in all environments. This section is best used in
conjunction with the rest of the document because the individual's ability to process
sensory input from the environment affects all other areas of learning, socialization, and
behavior.

Sensory motor processing challenges limit the experiences and environments in which
an individual with ASD/PDD can function successfully. The identification of strategies to
address these challenges can expand the opportunities for relationships, work and
leisure in which individuals with ASD/PDD can participate.
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