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CHAPTER 1 

Autism Spectrum Disorders:                                         
What Is ASD, Diagnosis, and Screening  

What is an Autism Spectrum Disorder? 

The umbrella term pervasive developmental disorders (PDD) covers a group of five 
developmental disabilities that have a neurological basis; that is, they are caused by a 
brain disorder that affects how an individual thinks, communicates, and interacts with 
others. PDD includes the following categories of diagnosis: 
 

 Autism 

 Asperger Syndrome (AS) 

 Pervasive developmental disorder-not otherwise specified (PDD-NOS) 

 Rett Syndrome 

 Childhood disintegrative disorder 
 

All five of these disorders share these characteristics:  

 They are pervasive; that is, they affect all aspects of an individual‟s life.  

 They are developmental; that is, they occur early in life and affect a child‟s 
development. 

 

The following table lists the main defining characteristics of the five categories of 
diagnoses under PDD. 
 

A. Major Characteristics 

Autism - significant impairment in communication and socialization  

- restricted interests 

- stereotypic behaviors (e.g., rocking, spinning, finger or hand flapping)  

- characteristics appear prior to age 3 

- four times more common in boys than in girls 

Asperger (AS) - less severe impairment in socialization and communication than autism 

- typically language development at normal age (or earlier) 

- typically normal self-help skills and normal (or above) intelligence  

PDD-NOS - marked impairment in communication and socialization 

- restricted interests 

- stereotypic behaviors 

- full criteria not met for autism and/or onset after age 3 

Rett Syndrome - initial development normal  

- onset 6-18 mo.; may not be noticeable until 1-4 yrs  

- progressive degeneration (begins 1-4 yrs) 

- severe loss of communication and cognitive ability, as well as motor 

skills 

- distinctive hand movements (wringing) 

- almost exclusively affecting females  



Kentucky‟s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 1 2 

 

Childhood 

Disintegrative Disorder 

- initial development normal (2-4 yrs); onset can be gradual or sudden 

- progressive degeneration in all areas (e.g., motor, self-care, play) 

- severe loss of communication and cognitive ability 

- stereotypic behaviors 

- little improvement later (results in severe/profound mental retardation) 

 

Autism spectrum disorders (ASD) is a commonly used term that refers to three of the 
diagnoses under the PDD category: autism, Asperger Syndrome, and PDD-NOS. 
ASD will be used throughout this manual to refer to these three disorders, which 
represent a set of characteristics that appear in varying degrees. Individuals with 
ASD have challenges in areas of communication, behavior, and socialization, 
although the extent to which they are affected and the ways in which they are 
affected will differ from person to person. 

Due to the communication delay in children with autism, they are often diagnosed 
before the age of 4. Because there is typically no delay in developing basic language 
skills, individuals with Asperger Syndrome may not receive the diagnosis until much 
later.  

Although the focus of this manual is on ASD, the information and 

strategies provided may apply to individuals with Rett Syndrome and 

Childhood Disintegrative Disorder. Rett Syndrome (which 

predominantly affects females) and Childhood Disintegrative Disorder 

are the rarest PDDs. They are characterized by regression, a loss of 

skills previously acquired, and significant cognitive and developmental 

problems. 

 

B. History of the ASD Diagnoses 

The ASD diagnoses have evolved over time as research has provided a better 
understanding of the unique aspects.  Below is a timeline of this evolution. 
 

1911 Swiss psychiatrist Eugen Bleuler (1911) first used “autism” to describe the 
social withdrawal of adults with schizophrenia.   

1943 Dr. Leo Kanner (1943) first described autism as it is currently understood, 
basing his discovery on 11 children he observed between 1938 and 1943 
who appeared to share a number of common characteristics that he 
suggested formed a "unique 'syndrome' not heretofore reported."  The 
article characterized the children as possessing an “extreme autistic 
aloneness" from early in life. 

1944 Hans Asperger (1944) published, in German, "Autistic Psychopathy in 
Childhood."   

1940's 
- 

The medical community felt that children who had autism were 
schizophrenic.  In fact, “infantile autism” was listed as a form of 
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1960's schizophrenia in the International Statistical Classification of Diseases and 
Related Health Problems (WHO, 1980).  
  

1960s 
– 

1970‟s 

Research studies began to delineate autism as a distinct disorder with a 
possible neurological basis that was associated with developmental 
conditions and mental retardation.  This new research focus challenged the 
notion that autism was an early manifestation of schizophrenia.    

1980 With this increased awareness and clarity in diagnostic symptomology, 
autism was officially recognized as a developmental disorder in the 
Diagnostic and Statistical Manual of Mental Disorders DSM-III (APA, 1980).  
Within this classification, infantile autism was included in a new class of 
disorder, the pervasive developmental disorders (PDD). 

1987 Significant changes were made to the autism diagnosis with the revision of 
DSM-III to DSM-III-R (APA, 1987).  Although PDD was retained as the 
broad class to which autism was assigned, the term “infantile” autism was 
dropped to reflect the recognition that the symptoms continue into 
childhood, which also emphasized the need to take more of a 
developmental approach to the diagnosis.  Additionally, a new sub-
threshold category of PDD-NOS was added.   

1994 Research efforts continued to clarify diagnostic criteria and broaden the 
category.  With DSM-IV (APA, 1994), clearer criteria for autism and PDD-
NOS were presented to reduce the over identification nature of DSM-III-R 
criteria that resulted from a lack of clarity.  Additionally, with this revision, 
Asperger syndrome was included as a distinct disorder for the first time.  
This inclusion again broadened the PDD category.   

 

C. Possible Signs of an ASD 

ASD impacts three main areas of functioning: communication, socialization, and 
behavior. However, behaviors and functioning can vary widely within and across 
individuals even if they have the same diagnosis.  

John is a 7-year-old boy who received a medical diagnosis of autism when he 
was 3 years old. He does not speak, but uses gestures to make his needs 
known. When he is not understood, he shows frustration by squealing, throwing 
himself on the floor and crying. In school, he receives full-day instruction in a 
classroom for children with autism. He can complete simple puzzles and match 
blocks by color when asked and supervised directly. John does not interact with 
his peers. He prefers playing alone and does not play with toys in the way they 
were intended.  

Gracie is an 8-year-old girl who was identified by her school evaluation team 
under the category of autism. After her identification at school, her parents took 
her to a children’s hospital for evaluation where she was diagnosed with 
Asperger Syndrome. Gracie is very verbal and attends a regular second-grade 
classroom. While she can read words at a sixth-grade level, her comprehension 
skills are at a first-grade level. Her teachers report that Gracie has difficulty 
interacting with her classmates. She loves to talk about spiders and bugs and 
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has begun her own bug collection. She continually tries to dominate 
conversations with her peers around the topic of bugs. Gracie does not realize 
that her peers are not interested when they walk away while she is talking.  

While both of these students have an ASD, certainly, their characteristics in the 
areas of communication, behavior, and socialization vary greatly.  

The following is a list of some common behaviors or characteristics you might 
observe in your child. 

Communication 
 

 Difficulty in expressing needs (may use negative behavior instead of words) 

 Laughs, cries, or shows distress for reasons not always apparent to others  

 Delayed speech or no speech 

 Has difficulty processing language (may not understand and/or may take 
longer to respond) 

 Echolalic immediate or delayed repetition of the words of another person 
(family member, peers, TV character, singer, etc.)  

 Not responsive to verbal cues – acts as if deaf although tests prove hearing is 
in normal range 

 Does not use joint attention (showing or sharing something with another 
person); this is typically demonstrated by using eye gaze and gestures, 
particularly pointing, for social interaction  

 

Socialization  
 

 May prefer to be alone; appears aloof  

 Difficulty interacting with other children 

 May not want physical contact – cuddling, touching, hugging 

 Little or no eye contact 

 Difficulty initiating conversation or play with others 

 Acts or speaks in socially inappropriate manner (such as speaking too loudly 
or for too long) 

 Difficulty interpreting facial expressions and body language 

 Difficulty understanding and interpreting emotions (of self and others) 

 

Behavior 
 

 Difficulty transitioning from one activity or setting to another 

 Tantrums or meltdowns 

 Spins and/or lines up objects 

 Inappropriate attachments to objects 

 Frequently walks on tip toes (toe-walking) 

 Stereotypic or self-stimulatory behaviors – repetitive movement of the body or 
other objects such as hand flapping, rocking, flicking fingers in front of face 

 Restricted and persistent interests 
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CHAPTER 3 
 

Interventions: A Review of Therapies, Models, and Strategies 
 
Someone you love has been diagnosed with autism – what treatments are available for 
autism? What can you do to help them to reach their full potential?  How can you help 
them to cope in the world?  
 
Autism has no common cause and no known cure.  Be wary if someone claims to be 
able to “cure” autism, especially if the only information available is from the person 
promoting the “cure.”  This chapter will describe a variety of treatment options for 
autism, guidelines for choosing treatments, things to consider when choosing 
treatments, and how to determine if a treatment really helped. 

Because there is no common cause, because autism is a spectrum disorder – that is, 
symptoms range from mild to severe – and because each individual with autism is 
“uniquely autistic,” there is no “one-size-fits-all” treatment. This puts the burden of 
determining what treatments will work best for a particular individual directly on the 
family and the professionals working with the family. Treatments and therapies can vary 
widely in cost and focus.  

 

Choosing Interventions 

Choosing appropriate intervention(s) for your child can be confusing; the amount of 
information available in print and on the Internet is overwhelming.  The following are 
some important questions to help parents and caregivers make decisions regarding the 
best interventions for their child: 

 Does the program/therapy and anticipated outcomes address your specific 
concern?  

 Does the method meet the unique strengths/challenges/goals for my child? 

 Are there any harmful side effects associated with this treatment? What are the 
potential risks? Is there any risk involved in discontinuing the intervention? 

 Are there any activities, foods, and so on that will be restricted during treatment? 

 What positive effects of treatment would I hope to see? 

 What are the short-term and long-term effects? 

 Can the treatment be integrated into my child‟s current program? 

 How will the goals/outcomes be evaluated? How will I know if the child is making 
progress toward desired outcomes? What method will be used to evaluate the 
child‟s progress? 
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 What is the cost of treatment? Will my insurance company pay for the treatment? 

 How much time does the treatment take? Can I realistically devote the time 
required to the treatment? 

 Has this treatment been validated scientifically? Have I collected information 
about this from a variety of sources? 

 Was I able to interview other parents and professionals about the treatment? If 
so, did I list pros, cons, and other areas of interest? 

 Do proponents of the treatment claim that this procedure can help nearly 
everyone? If so, this should be seen as a “red flag” to slow down and be more 
careful in consideration of this technique, considering the wide range of abilities 
represented on the autism spectrum. 

 What do the professionals involved with my child think about the treatment‟s 
appropriateness? 

 Are there alternatives that are:  less restrictive or better supported by evidence? 

 

Determining Effectiveness 

Stephen M. Edelson, Ph.D., Center for the Study of Autism, Salem, OR (2007), offers 

these important tips for parents and caregivers to help determine if a particular 
treatment is effective: 

 Implement one treatment at a time   Change one thing at a time, allowing 
plenty of time to see the effects of a treatment.  (Edelson suggests at least two 
months) 

 Keep your own data   Keep a daily record prior to the intervention as well as 
during the intervention. Your personal record can help you determine if any 
changes are taking place.  

 Seek objective information   Consider, if possible, not telling other adults your 
child may come in contact with about the new treatment to prevent biased 
feedback. 

 Collect data from those involved in treatment implementation    Ask 
teachers or clinicians to keep written data.  After a period of time, compare 
others‟ data with your own. 

 Note unexpected or unanticipated changes    Make note of surprising or 
unexpected changes your child may exhibit.  

  



Kentucky‟s Family Guide to Autism Spectrum Disorders  2008 

 

 

Chapter 3 94 

 

 

 Educate yourself about the treatment   Be sure you learn as much about the 
treatment as possible before beginning. Look for both positive and negative 
information. Be aware of possible side effects. 

As mentioned, no one treatment will have the same impact on all individuals with ASD. 
For this reason, it is important to make informed choices and use written data to monitor 
effectiveness. 

 

Research on Autism Interventions 

Individuals with autism spectrum disorders require individually designed interventions 
that meet their needs. In fact, no one intervention has been universally identified as 
being effective for all children with ASD. It is important, however, that parents and 
school professionals work together as a team to select empirically valid techniques 
(National Research Council, 2001; Olley, 1999). 

You should conduct a careful research and review of the information available on the 
intervention you are considering. Many books and research journals can aid you in your 
search. As you read about various autism therapies, keep in mind the research that has 
been conducted on whatever therapy you intend to implement.  

To say that a methodology is grounded in scientifically-based research means there is 
reliable, independent evidence that a given program or practice is effective for some 
individuals on the autism spectrum.  To obtain reliable evidence about a reading 
strategy or instructional practice, for example, an experimental study may be done.   
Many studies involve using an experimental group that uses the intervention and a 
control group that does not to see if the method is effective in teaching children to read. 
Other studies on autism interventions use a single subject design. Ultimately, family 
members and professionals together must determine whether a particular strategy or 
method is effective or if a scientifically based method is suitable for an individual 
student.  

Research is derived from theory and practice. While not all methodologies are currently 
founded in empirically based research (studies that follow specific scientific rules), many 
are backed by anecdotal reports (observations of individual cases by parents, 
caregivers, and professionals) of effectiveness. Care must be taken to evaluate each 
methodology on its merits and appropriateness for the particular needs of the individual 
with ASD. 
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Definition of Evidence-based Practices  
 

The National Professional Development Center on ASD has developed the following 
definition of evidence-based practices. To be considered an evidence-based practice for 
individuals with ASD, a practice must be supported by research studies published in 
peer-reviewed scientific journals that use: 
 

 Randomized or quasi-experimental design studies   Two high quality 
experimental or quasi-experimental group design studies, 
 

 Single-subject design studies   Three different investigators or research 
groups must have conducted five high quality single subject design studies, or  
 

 Combination of evidence    One high quality randomized or quasi-experimental 
group design study and three high quality single subject design studies 
conducted by at least three different investigators or research groups, across the 
group and single subject design studies. 
 

High quality randomized or quasi-experimental design studies do not have critical 
design flaws that create confounds to the studies, and design features allow 
readers/consumers to rule out competing hypotheses for study findings. High quality in 
single subject design studies is reflected by a) the absence of critical design flaws that 
create confounds and b) the demonstration of experimental control at least three times 
in each study. This definition and criteria are based on: 
 
Horner, R., Carr, E., Halle, J., McGee, G., Odom, S., & Wolery, M. (2005). The use of 

single  subject research to identify evidence-based practice in special education. 
Exceptional Children, 71, 165-180. 

 
Nathan, P. & Gorman, J. M. (2002). A guide to treatments that work. NY: Oxford 

University Press. 
 
Odom, S. L., Brantlinger, E., Gersten, R., Horner, R. D., Thompson, B., Harris, K. 

(2004). Quality indicators for research in special education and guidelines for 
evidence-based practices: Executive summary. Arlington, VA: Council for 
Exceptional Children Division for Research. 

 
Rogers, S.J.,& Vismara, L.A. (2008). Evidence based comprehensive treatments for 

early autism. Journal of Child Clinical Psychology, 37(1), 8-38. 
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Evidence-Based Practices 
 
 
 
 
 

Prompting- a behaviorally-based teaching strategy in which learners are assisted in 
some way to complete a task or activity.  There are different kinds or levels of prompting 
that vary in the amount and type of assistance that are provided.  Physical prompts, for 
example, may be provided by touching learners (usually on the hand) and physically 
guiding them.  Verbal prompts may be provided by giving learners extra verbal 
instructions.  For example, when a learner is directed to “Throw the tissue in the trash,” 
he or she might be verbally prompted by an adult for each step of the task, e.g., “Stand 
up, pick up the tissue, walk to the trash can, and put the tissue in the trash can.”  Not all 
prompts are verbal. For instance, gesture prompts (e.g., pointing) provide nonverbal 
cues to learners regarding what they are to do next.   
 

Time Delay-a process for either fading prompt use or for preventing learners from 
becoming prompt dependent.  When implementing time delay, the teacher waits for a 
pre-determined period of time (typically between 5-10 seconds) after the instruction is 
given before the answer is prompted.  For example, with a learner who is dependent on 
verbal prompts to identify planets, a time delay procedure might be added with the 
instructor waiting several seconds after the instruction before they prompt the child to 
point.    
 

Reinforcement- a core behavioral principle and includes anything that a person does or 
says that increases the likelihood of a behavior happening again.  In other words, when 
people are reinforced, they are more likely to repeat the same behavior.  For example, if 
a learner performs a skill (let‟s say tying his/her shoe) and someone says “Great job, 
you are so grown up!” and the learner continues to work on tying the shoe, we can 
assume that the verbal praise was reinforcing.  
 

Task Analysis and Chaining-a teaching technique that consists of breaking a task 
down into small steps (i.e., task analysis) and then teaching each step until the learner 
can do the complete task.  This technique is especially useful with skills that are 
physical or routine (e.g., self-care, work tasks).  Chaining can be taught as either 
forward (i.e., start to finish) or backward (i.e., beginning at the last step of the task and 
then teaching the steps in reverse order).  The decision to use forward or backward 
chaining depends on the type of task and characteristics of learners.  
 

Shaping-involves the reinforcement of successive approximations of a desired behavior 
to assist learners in reaching a more appropriate level of skill attainment.  Shaping is a 
strategy used naturally by parents of typically developing children.  For example, when 

 
The National Professional Development Center on ASD has identified the 

following interventions as meeting the criteria for evidence-based practices 
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children first begin to use utensils to eat, parents praise them for utensil use, even when 
much of the food ends up on the child, the parent, or their surroundings.  Over time, 
parents praise the child only for actually getting the food to his or her mouth.  Shaping is 
often used for promoting speech development.  When children begin to speak, adults 
reinforce vocalizations and word approximations and then encourage children to say the 
word correctly.  For example, a child may say, “Nana.” The adult caregiver 
acknowledges and replies, “Nana. That‟s right, say, „Banana.‟”  Shaping is especially 
useful with learners who give up easily or who have a long way to go from initial skill 
use to actual skill proficiency.  
 

Computer-Assisted Instruction (CAI)- includes the use of computers to teach.  
Research in this area has shown an evidence-base for the use of CAI in teaching 
language/communication, reading (including spelling and vocabulary), and math. 
 
Differential Reinforcement of Other/Alternative Behaviors (DRO, DRA, DRI)-  
reinforcement is provided for desired behaviors while inappropriate behaviors are 
ignored.  Reinforcement can be provided when the learner is not engaging in the 
targeted inappropriate behavior (DRO), when the learner is engaging in a specific 
desired behavior other than the inappropriate behavior (DRA), or when the learner is 
engaging in a behavior that is physically impossible to do while exhibiting the 
inappropriate behavior (DRI).  
 

Discrete Trial Teaching (DTT) - a one-to-one instructional approach that teaches skills 
in a planned, controlled, and systematic manner. DTT is used when a learner needs to 
learn a skill best taught in small repeated steps. Each trial or teaching opportunity has a 
definite beginning and end, thus the descriptor discrete trial.  Within DTT the use of 
antecedents and consequences are carefully planned and implemented.  Positive 
praise, sometimes with tangible rewards, is applied to reinforce desired skills or 
behaviors.  Data collection is an important part of DTT and supports decision-making by 
providing the teacher with information about the learner‟s beginning skill level, progress 
and problems, skill acquisition and maintenance, and generalization of learned skills or 
behaviors. 
 

Extinction-a strategy based on applied behavior analysis and is used to reduce or 
eliminate unwanted behavior.  Extinction involves abruptly withdrawing or terminating 
the positive reinforcer that maintains an inappropriate target behavior.  This abrupt 
withdrawal results in the stopping or extinction of behavior.  The target behavior is likely 
to increase in frequency and intensity before it is extinguished as the learner seeks to 
elicit the reinforcers previously provided.  Extinction is often used with differential 
reinforcement to increase a learner‟s use of appropriate behaviors while discouraging 
their use of inappropriate behaviors.  
 

Functional Behavioral Assessment (FBA)-a systematic way of determining the 
underlying function or purpose of a behavior so that an effective intervention plan can 
be developed.  FBA consists of describing the interfering or problem behavior, 
identifying antecedent or consequent events that control the behavior, developing a 
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hypothesis of the behavior, and testing the hypothesis.  Data collection is an important 
part of the FBA process.  
 

Functional Communication Training (FCT)- emerged in the mid 1980s from the 
literature on functional behavioral analysis (FBA) as a systematic practice to replace 
inappropriate or ineffective behavior serving a communicative function with a more 
appropriate or effective behavior or skills.  It is widely used and promoted in the 
literature related to positive behavioral support (PBS).  Within FCT, the targeted 
behavior is analyzed to determine its communicative function and then an alternative 
behavior is taught to replace it.  In addition, the associated FBA identifies contingencies 
in the natural setting(s) that may be maintaining the undesired behavior. 
 

Independent Work Systems- promote independence by organizing tasks and activities 
in ways that are comprehensible to individuals with ASD.  Specifically, work systems are 
visually structured sequences that provide opportunities to practice previously taught 
skills, concepts, or activities.  These systems clearly communicate which activities to 
complete; how many activities to complete; how to know when the work is finished; and 
what happens after the work is completed. 
 

Naturalistic Interventions-include techniques that closely resemble typical interactions 
and occur in naturally occurring settings, routines and activities.  Naturalistic strategies 
are considered learner-centered, in that the learner plays an active role in determining 
multiple aspects of the instructional interaction (e.g., choice of location, materials, 
persons involved). 
 

Parent Training-Parents are often in a position to be the most effective teachers of 
their children with ASD.  Many of the studies in the evidence-base for other types of 
instructional practices include parents as facilitators.  There are some common 
guidelines for supporting parents to implement evidence-based practices outside of 
school settings. 
 

Peer-Mediated Instruction/Intervention (PMII)- designed to increase the social 
engagement of children and youth with autism spectrum disorders (ASD) by teaching 
their peers to initiate and maintain interactions with children with autism.  Specifically, 
the goals of PMII are to teach peers ways in which they can talk and interact with 
children and youth with ASD, increase the frequency with which children and youth with 
ASD interact with typically developing peers, extend peers' social initiations and focal 
children's interaction across activities in the classroom, minimize teachers'/adults' 
support (i.e., prompts and reinforcement), and promote interactions between typically 
developing peers and children and youth with ASD that are positive and natural in 
quality. 
 

Picture Exchange Communication System (PECS)-PECS has been used to help 
children and youth with ASD develop a system for communicating with teachers, 
parents, and peers.  PECS was initially developed at the Delaware Autistic Program by 
Andrew Bondy and Lori Frost as an alternative communication system and has since 
been demonstrated in the research literature to promote speech development and 
production. There are six phases of PECS instruction, with each phase building on the 
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last. The phases are: 1) Teaching the physically assisted exchange; 2) Expanding 
spontaneity; 3) Simultaneous discrimination of pictures; 4) Building sentence structure; 
5) Responding to, “What do you want?” and 6) Commenting in response to a question. 
 

Pivotal Response Training (PRT)- an approach that teaches the student to respond to 
naturally occurring learning opportunities and to seek out such opportunities.  PRT 
builds on children‟s initiative and their own interests, and it is particularly effective for 
developing communication, language, play, and social behaviors.  PRT was developed 
to create a more efficient and effective intervention by enhancing four pivotal learning 
variables: motivation, responsivity to multiple cues, social initiations, and self regulation.   
 

Positive Behavioral Support (PBS)-a tiered prevention and intervention approach that 
uses a variety of evidence-based practices to increase positive behaviors and reduce 
interfering behaviors. PBS is based on the principles of ABA and focuses on identifying 
specific conditions in the environment that trigger interfering behaviors as well as those 
that support appropriate behavior. 
 

Response Interruption &Redirection-the physical prevention (e.g., blocking) of a 
learner‟s presentation of an interfering behavior and immediate redirection to another, 
more appropriate activity. 
 

Self-Management-a method by which learners are taught to monitor and take data on 
their own behavior.  This method is typically used with older, high -functioning learners 
who are capable of reflecting on their actions.  Learners can be taught to self-monitor a 
variety of things such as alertness, activity level, concentration, and problematic 
behaviors.   
 

Social Skills Groups-Social skills are best learned in the context of social situations.  
Research has shown that teaching skills in a natural setting can lead to improvement in 
social skills. Teaching and applying social skills in a support group format where 
opportunities are provided for interacting and practicing social skills is also a successful 
approach in which participants (disabled and non-disabled) often report that they value 
the friendships they gain as much, if not more than, the skills learned during such 
programs. 
 

Social Stories- interventions that describe social situations in some detail (highlighting 
relevant cues and offering examples of appropriate responding) and are aimed at 
helping the individual adjust to changes in routine, adapt their own behavior based on 
the social and physical cues of a situation, or to teach specific social skills or behaviors. 
They are individualized and typically are quite short, perhaps including pictures or other 
visual aides. Sentence types used in constructing social stories include descriptive, 
directive, perspective, affirmative, control, and cooperative. Refer to the work of Gray 
(2005) for specific instructions on creating effective social stories. 
 

Stimulus Control and/or Environmental Modification- involves manipulating aspects 
of the environment that are known to impact a learner‟s behavior.  For instance, if a 
learner needs to access reading materials independently, then we place the materials in 
an obvious location and make sure that the learner has access to them.  If we know that 
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a learner is more likely to tantrum in classrooms with fluorescent lights, different lighting 
should be used.  
 

Video Modeling-a teaching method that uses assistive technology (computers, digital 
cameras, etc.) as the core component of instruction.  Video modeling is a growing 
evidence-based practice for teaching individuals with ASD and other disabilities. Video 
modeling has been used to teach a wide range of behaviors, including social/emotional 
skills, adaptive behavior, life skills, academics, and play skills.  Video modeling can be 
applied in several formats, but each involves the following basic components: (a) the 
individual being taught or other models are videotaped performing some targeted 
behavior, (b) the video recording is then played back to the learner, and (c) the learner 
is prompted or asked to perform the behavior. Variations of video modeling include self-
modeling, point-of-view modeling, and video prompting. 
 

Visual Supports-tools that enable a learner to independently track events and 
activities.  Visual supports may include any tool presented visually that is used to 
support an individual throughout his or her daily routine.  Visual supports include the 
use of pictures, written words, gestures, objects within the environment, arrangement of 
the environment or visual boundaries, schedules, maps, labels, organization systems, 
timelines, and scripts.  
 

Voice Output Communication Aids (VOCA)/Speech Generating Devices- 
sometimes referred to as Speech Generating Devices (SGD), are electronic devices 
that are portable in nature and can produce either synthetic or digital speech for the 
user. These devices may be used with graphic symbols, as well as with alphabet keys 
and are used to teach communication skills to learners with limited verbal ability. 
 

 
 
 

Elements of Effective Programs for Children with 
Autism 

 

Revised and organized by Nancy Dalrymple, 2004 
For STAR Program at Weisskopf Child Evaluation Center, Department of Pediatrics, 
School of Medicine, University of Louisville 
 
 
As part of the National Early Childhood Technical Assistance Center sponsored Forum 
on Autism Spectrum Disorders (1997-2001), a group of representatives from model 
programs reached consensus on core elements of effective programs.  These have 
been published in various formats since they were formulated. 
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Program Element        Brief Definition 

Earliest Possible Start to 
Intervention  
 

Children receive services appropriate to their needs as 
soon as they are identified as having ASD. 

 
Individualization of Services 
for Children and Families 

Adjustments to goals, intervention strategies, and 
evaluation criteria are made for each child and family 
receiving services, determined by the child‟s needs, 
strengths, and interests and the families concerns, 
priorities, and resources. 

 
 
Systematic, Planned 
Teaching 

Instruction or intervention that is carefully thought out, 
logical, and consistent with a conceptual or theoretical 
basis and involves planning, implementing, and 
assessing, intervention steps; each step is intentional, 
coordinated with an overall approach, and builds 
toward meaningful goals. 

 
Specialized Curriculum 

A core curriculum to address specific needs of children 
with ASD, includes these key areas: attending to 
elements of the environment, imitating others, 
language comprehension, use of language, playing 
appropriately with toys and interacting socially with 
others. 

 
 
 
Intensity of Engagement 

Engagement refers to the amount of time a child is 
attending to, and actively participating in, the social 
and nonsocial environment. Intensity of engagement is 
sometimes expressed as the percent of enrolled time 
that is spent in teaching interactions, or in activities in 
which the child is actively learning. The time that a 
child is engaged in learning opportunities may occur 
during program time and in home or community 
settings.  

 
Family Involvement 

Includes family involvement in their own child‟s 
program; services provided to families primarily 
because their child has ASD; services provided to 
families that are not directly related to ASD but may 
impact on overall family functioning; family support and 
networking; and family involvement in the overall 
program. 

Program Elements That Are Part of Some, But Not All Programs 

 
 
Structured Environments 

Arranging the environment, instructional materials, and 
teaching interactions to elicit, facilitate, or support 
specific skill attainment or development, including the 
use of environmental arrangements or visual cues to 
organize or schedule activities, to facilitate choices, 
and to define work, play, or rest spaces.     
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Developmentally 
Appropriate Practices 

Practices that have been designed for all young 
children; programs are guided by information about 
child development and learning, each individual child‟s 
strengths, needs, preferences, and knowledge of the 
social and cultural contexts in which children live. 

Intervention in Setting with 
Typical Children or in 
Natural Environments 

Some or all interventions occur in settings with typical 
children. This may include fully integrated settings in 
childcare, preschools, recreation activities, and other 
supports in home and community.    

 
 
Additionally the National Research Council’s Committee on Educational 
Interventions for Children with Autism (2001) as reported in Educating Children 
with Autism, Washington, DC: National Academy Press (available on-line at 
www.nap.edu/books) states: 
 

 Active engagement in intensive instructional programming should be provided 
for a minimum of an equivalent of a full school day for 5 days a week (minimum 
of 25 hours per week), including full year programming depending on the child‟s 
chronological and developmental age. 

 

 Teaching opportunities should be planned, repeated, and generally organized 
into brief periods of time for very young children (15 – 20 minute intervals), with 
sufficient amounts of adult attention in one-to-one and very small group 
instruction in order to meet individual goals. 

 

 There should be no more than two young children with ASD per adult in a 
classroom. 

 

 There should be mechanisms for ongoing assessment and program evaluation 
that are conducted in order to measure child progress and make adjustments in 
programming. 

 
Dawson and Osterling (1997) in a chapter, Early Intervention in Autism from Guralnick: 
Early Intervention, Brookes Publishing adds: 

 

 There needs to be a functional approach to behavior where the purpose of 
the behavior is understood and the necessary skills to replace the behavior 
are taught.  

 

 Transition planning and implementation are important for future success.  
 
 

There are many theories and approaches to early intervention for children with ASD, but 
there is agreement that it needs to be collaborative, able to be generalized to natural 
environments, and be family-centered. Further, effective intervention appears to be 
relatively intense, intrusive and interactional, requiring adaptations from both the child 
and others in the child‟s environment (Bristol & Schopler, 1993).  It‟s important that 

http://www.nap.edu/books
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families and the people providing services have accurate, current information about 
autism as well as an understanding of the child‟s individual needs.  These are then 
translated into individually appropriate strategies. Some of the debate in early childhood 
education for children with ASD stems from attempts to mesh strategies that are 
teacher-directed and behaviorally-defined with programs that are child-centered and 
teacher-facilitated where the environment provides much of the structure.  Most children 
benefit from a combination of approaches and need consistency across therapist, 
teachers, caregivers, parents, and all who teach and interact with them daily. Children 
with autism are diverse and more information is needed about what works with each 
child.  It is essential to continually assess needs and progress in a collaborative way so 
that the changing needs of the child are met.  This requires good data keeping through 
a variety of means, then data interpretation to make adjustments.  

 

Bristol, M. & Schopler, E. (1993). Introduction to preschool issues in autism. In E. 
Schopler, M. VanBourgondien, & M. Bristol (Eds)., Preschool Issues in Autism, (pp. 1-
16). New York: Plenum Press. 

 
 

Promising Practices 

 
 
 
 
 
 
 
 
 
 
 
 
 

Integrated Play Groups-The concept of Integrated Play Groups was developed by 
Pamela J. Wolfberg, Ph.D. Based on the nature of play among peers without disabilities 
Dr. Wolfberg established a format that promotes socialization and imagination in 
children with autism and other developmental delays.  Integrated Play Groups follow 
rules for creating an appropriate play environment, including play areas and selected 
materials; preparing the typical peers for play; use of assessments and measurements 
of progress; as well as play guidance. Integrated Play Groups focus on social 
communication, especially in the autistic deficit areas of imitation, joint attention, and 
imaginative and creative play.  
 
Wolfberg, P. J. (2003). Peer play and the autism spectrum: The art of guiding children‟s 

socialization and imagination. Shawnee Mission, KS: Autism Asperger Publishing 
Company. 

 
The following interventions do not meet the criteria for evidence based 

practices as determined by the National Professional Development Center on 
ASD.  Further research is needed to determine efficacy of these programs    

and /or models.  
 

The following programs and /or models may be effective in supporting 
individuals with ASD in a variety of settings, such as home, community, and 

educational settings. 
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SCERTS Model™-stands for Social Communication, Emotional Regulation, and 
Transactional Support. The SCERTS Model™ is a comprehensive model that is based 
on a developmental perspective and was designed to support individuals with ASD. The 
SCERTS Model™ is interdisciplinary in its approach, in that it addresses social 
communication and emotional regulation throughout the child‟s daily activities and 
routines, and guides and supports parents and caregivers through a multidisciplinary 
team effort.  The model uses the knowledge base and experience of general and 
special educators, speech language pathologists, occupational therapists, child 
psychologists, psychiatrists, and social workers.  The SCERTS Model™ is not 
prescriptive, nor is it a curriculum. Instead, it is based on fundamental beliefs and values 
that address the core deficits of ASD.  The model is systematic, semi-structured, but 
flexible, so that the individual goals of the family and child with ASD can be addressed 
at specific developmental levels. The model is based on the belief that children learn 
best when they are emotionally regulated and can communicate within a social context. 
The SCERTS Model™ was systematically developed to be implemented based on 
those beliefs. It is does not exclude other educational models, but accepts them within 
its framework of intervention as appropriate. 
 

Prizant, B., Wetherby, A., Rubin, E., Laurent, A., & Rydell, P. (2006). The SCERTS 
model™: A comprehensive educational approach for children with autism 
spectrum disorders. Baltimore: Brookes. 

Relationship Development Intervention (RDI)-created by Steven Gutstein, Ph.D. is 
modeled on how typical children become competent in the world of emotional 
relationships. It is an intervention approach quite different from the typical social skills 
programs currently available.  RDI uses assessment information to develop clear, 
specific, developmentally appropriate treatment objectives and customized activities.  
The RDI curriculum is composed of six levels, each representing a dramatic 
developmental shift in the central focus of relationships. The six levels are: Novice, 
Apprentice, Challenger, Voyager, Explorer, and Partner.  RDI provides a path for people 
on the autism spectrum to learn friendship, empathy, and a love of sharing their world 
with others.  Language comes alive when integrated with real emotion.  People with 
ASD learn not only to tolerate but to enjoy change, transition, and going with the flow.  
The path begins at the edge of each person‟s current capability and carefully, 
systematically teaches the skills needed for competence and fulfillment in a complex 
world. 
 

Connections Center: www.rdiconnect.com  
 

D.I.R./Floortime-Dr. Stanley Greenspan and his colleague Serena Weider created the 
Developmental-Individual Differences-Relationship (D.I.R.)-based model as an 
intervention for children with autism and other developmental delays.  Greenspan and 
Weider (1998) specify six functional milestones of development in this order: self-
regulation and interest in the world, intimacy, two-way communication, complex 
communication, emotional ideas, and emotional thinking.  According to the authors, 
these milestones lay a foundation for more advanced learning since they are based 
upon emotional interactions usually developed early in life.  The D.I.R. model uses a 
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comprehensive evaluation, including developmental history, biomedical assessment, 
current functioning, child-caregiver interactions, auditory processing, sensory 
processing, sensory modulation, motor and perceptual motor functioning, and family 
patterns, to develop a comprehensive intervention plan for the child and family.  The 
primary goal of the D.I.R.-based intervention is to enable children to form a sense of 
themselves as intentional, interactive individuals and to develop cognitive language and 
social capabilities from this basic sense of intentionally.  Part of the D.I.R. method uses 
“floortime,” which is an intensive, one-to-one experience during a 20- to 30-minute 
period when a caregiver physically gets down on the floor and interacts with the child.  
The focus is on relationships, based on Greenspan and Weider‟s belief that the more 
intellectual functions of the brain do not develop without a constant source of relating.  
During floortime, the adult follows the child‟s interest or intent, even if the interest is a 
self-regulatory behavior, in order to encourage interaction.  For example, if the child 
spins the wheels on a car, the adult may help him or spin a different wheel.  The adult 
may limit the number of toys available so that the child has to interact to get more toys.  
The goal is not just to follow the lead of the child but to help the child expand his 
interactions.  According to the authors, the four goals of floortime are two-way 
communication, logical thought, attention and intimacy, and the expression and use of 
feelings and ideas.  
Floortime/DIR Model:  www.play-to-learn.com/dir_floortime.htm  

Greenspan, S., & Weider, S. (1998). The child with special needs. Reading, MA: 
Addison-Wesley.  
 

Promising Practices: Individual Strategies  

 
 
 
 
 
 
 
 
 
 
Priming-a way of letting a child know what to expect or what is coming.  You can prime 
for a short or a long period of time.  For example, you may prime a child for a Saturday 
shopping trip by going over where you will go, when you will go, how long you will be 
there, and the things you need to accomplish at each place.  You may also identify what 
behavior is expected for each stop.  Typically, you would put the same information in a 
visual format to cue the child throughout the trip. For example, you may  
have a visual schedule for the day that you look at with the child as you discuss the day.  
 

www.autismnetwork.org 
www.iidc.indiana.edu/IRCA/education/ChangeGood.html 

 
The following interventions do not meet the criteria for evidence based practices 
as determined by the National Professional Development Center on ASD.  Further 

research is needed to determine efficacy of these programs and /or models. 
The following programs and /or models may be effective in supporting individuals 

with ASD in a variety of settings, such as home, community, and educational 
settings. 

 

http://www.autismnetwork.org/
http://www.iidc.indiana.edu/IRCA/education/ChangeGood.html


Kentucky‟s Family Guide to Autism Spectrum Disorders  2008 

 

 

Chapter 3 106 

 

The following books offer explanations and ideas for using priming:  
 

Children and Youth with Asperger Syndrome: Strategies for Success in Inclusive  
Settings by Brenda Smith Myles  
Finding Our Way by Kristi Sakai  
 

5-Point Scale-a technique used to help a child break down an abstract concept into a 
visual system that is easier to understand.  For example, a concept such as using 
appropriate voice volume can be broken down into a 5-point scale, with 1=no voice, 
2=whisper, 3=normal voice/dinnertime, 4=loud voice/playing outside, and 5=screaming. 
A visual representation of the scale is used as the scale is introduced and explained to 
the child.  It is reviewed repeatedly so it becomes very familiar.  A picture of the scale is 
later used as a visual support to remind the child to use an appropriate voice level.  The 
teacher points first to the level the student is using, and then slides her finger down to 
the appropriate level for a given situation.  For example, if the child was screaming while 
the family was in the store, the parent would point to number 5, then move her finger 
down to 3 – an acceptable level. 
 
More information about this technique, which was developed by Kari Dunn Buron and 
Mitzi Curtis, may be found at www.5pointscale.com 
 

Power Cards- developed by Elisa Gagnon, is a strategy to teach a child appropriate 
behavior for a particular situation.  The Power Card strategy relies on the power of a 
child‟s special interest. It includes a story in which the person or object of special 
interest behaves appropriately in a situation in which the child is having difficulty.  The 
child is given a small card, which includes approximately three points to guide 
appropriate behavior, along with a picture or some visual reference to the person or 
special interest to cue the child. 
 
Power Cards: Using Special Interests to Motivate Children and Youth with Asperger 
Syndrome and Autism. Elisa Gagnon 
 

Visual strategies (First ... Then Board, Visual Schedule)-For individuals with ASD 
visual learning is generally a strength. Therefore, it is often helpful to present 
information in some visual form in place of, or in addition to, verbal information or 
directions. There are a number of visual strategies, including first-then cards, visual 
schedules, visual lists, prompt/cue cards.  In addition, many other strategies include 
visual strategies, such as Power Cards and the 5-point scale.  
The following websites provide information on visual supports: 
 

www.polyxo.com/visualsupport/ 
www.autismspectrum.ilstu.edu/resources/factsheets/visualsupports.shtml  
 
Visual Strategies for Improving Communication by Linda Hodgdon  
Do-Watch-Listen-Say by Kathleen Quill 
Social Interpretation Strategies-are an important element of social skills instruction. 
Strategies involve systematically breaking down hypothetical or past social experiences 
of the child in a visual manner.  An adult facilitates this breakdown, and then discusses 

http://www.5pointscale.com/
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other choices the child could make in a similar situation, as well as the consequences of 
different choices.  Examples of social interpretation strategies include: social autopsies, 
Situation Options Consequences Choices Strategies Simulation (SOCCSS), cartooning, 
and flowcharts (i.e., The Way To A).  
 

The website www.autismnetwork.org offers information on these strategies. 
 

More information on social interpretations strategies may also be found in Do-Watch-
Listen-Say by Kathleen Quill, and Children and Youth with Asperger Syndrome: 
Strategies for Success in Inclusive Settings by Brenda Smith Myles 
 

Home Base-For many individuals with ASD, the world, in particular the school 
environment can cause a great deal of anxiety.  In such cases, a Home Base may be 
assigned.  The Home Base is a place where the child feels comfortable and can relax.  
The child is always allowed to leave her current setting and go to Home Base when she 
feels her anxiety level rising.  A self-calming technique, this strategy recognizes that a 
child may have to remove herself from an environment in order to calm down.   
 

www.autismnetwork.org describes the home base strategy and how it can be used for 
children and youth with ASD. 
 

Children and Youth with Asperger Syndrome: Strategies for Success in Inclusive 
Settings by Brenda Smith Myles  
 

Graphic Organizers-visual ways to organize information or materials. These can range 
from idea webs and Venn diagrams to color-coding folders and books for each school 
subject. Graphic organizers can be effective tools for helping a child organize the 
environment, as well as organize information to enable learning. 
 

Graphic organizers can be found at the following websites:  
 

www.edhelper.com/teachers/graphic_organizers.htm?gclid=CKD0qcz02IkCFRckSgodY
0LXzw 
 

www.teachervision.fen.com/graphic-organizers/printable/6293.html 
There is also information in the book Children and Youth with Asperger Syndrome: 
Strategies for Success in Inclusive Settings by Brenda Smith Myles. 
 

Related Services 
 

Communication Interventions 
 

Communication difficulties, both verbal and nonverbal, are inherent in the diagnosis of 
ASD.  The typical sequence of communication development is disrupted.  As a result, 
communication skills can range from nonverbal, gestural, word approximations, the use 
of single words, to verbal conversation.  When designing intervention strategies, it is 
important to understand both the individual‟s receptive (comprehension) and expressive 
communication skills.  Stressful situations that increase anxiety often interfere with the 
ability to communicate.  Challenging behavior can also serve as a means of 

http://www.edhelper.com/teachers/graphic_organizers.htm?gclid=CKD0qcz02IkCFRckSgodY0LXzw
http://www.edhelper.com/teachers/graphic_organizers.htm?gclid=CKD0qcz02IkCFRckSgodY0LXzw
http://www.teachervision.fen.com/graphic-organizers/printable/6293.html


Kentucky‟s Family Guide to Autism Spectrum Disorders  2008 

 

 

Chapter 3 108 

 

communication for children with delayed communication.  A Functional Behavior 
Assessment (FBA) can identify the function of behavior and functional communication 
training can be conducted.   

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 needed for higher order thinking skills. 

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.  

Supporting all forms of communication – verbal, signing, pictorial, augmentative devices 
(and often a combination of more than one) – promotes learning.  

Speech-Language Therapy -During therapy, the child‟s functional communication 
skills, or the child‟s intent (such as requesting and protesting), are assessed.  Programs 
are then developed to address communication deficits and improve communication 
skills.  Therapy may occur in natural and individual settings or in small groups.  Families 
will always be involved in the therapy process in order to facilitate functional 
communication across various situations. Parent and caregiver training is a vital 
component of speech-language therapy, ensuring maximization of its benefits. 
Be sure to choose a speech-language pathologist (SLP) who holds a Certificate of 
Clinical Competence from the American Speech-Language-Hearing Association 
(ASHA). The SLP is a skilled professional who can address the following areas of 
concern: 

Receptive language – the understanding of spoken or written messages as well as 
other forms of language. This includes such components as the identification of  
objects, actions, adjectives, prepositions, and people.  

Expressive language – the production of language. This includes such things as 
sentence structure, verb tenses, regular/irregular plurals, and length of utterance. 

Articulation/phonology – includes developing speech sound production, the use of 
tongue, lips, and teeth to produce speech sounds.  

Oral-motor skills – includes improving the range, rate, complexity, strength, and 
coordination of oral motor movements.  This strategy may also include massaging of 
cheeks, lips, and gums, brushing teeth, and methods to decrease teeth grinding.  

Feeding and swallowing – includes ability to close lips, manipulate food with tongue, 
age-appropriate chewing pattern, and safe swallowing.  Other areas that can be 
addressed include oral desensitization to different tastes, textures, smells, 
temperatures, and consistencies of foods.  
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Social skills/play skills – includes appropriate social language, the ability to read facial 
expressions, the ability to understand social cues/body language, and age-appropriate 
play skills such as sharing, taking turns, and playing independently or with others.  

Pragmatics – the use of language in social context. 

Cognition – the mental process of knowing, including aspects such as awareness, 
perception, reasoning, and judgment. (Source: dictionary.com)  

Alternative or augmentative communication (AAC) – the use of any device, 
technique, symbol system, or combination thereof to supplement, enhance, or increase 
a person‟s communication abilities.  

Sign language – use of signs alone or paired with speech.  

Picture Exchange Communication System (PECS) – involves using picture symbols 
to communicate wants and needs, as well as to label items.  The child goes through a 
learning process that teaches initiation of communication and then expands to the use 
of sentences.  Many children who use PECS develop some verbal skills and may 
graduate to speech as the primary form of communication.  

Communication boards – can be made with pictures or objects that the child points to 
or removes from the board to communicate wants and needs.  

Other communication devices – a wide range of devices designed to enable the user 
to create longer messages.  These devices can also act as a universal remote, allowing 
the user to operate electronic devices in the environment such as the TV, lights, and so 
on. The speech-language therapist can assess the child‟s abilities to use high-tech 
devices and make recommendations about the type of device that is best suited for the 
child‟s individual needs. 

Facilitation – involves holding the child‟s hand or having the child hold the facilitator‟s 
hand to help her write or keyboard messages.  

Total communication – a communication system that pairs simultaneous production of 
speech with manual signs or another augmentative devices or symbol systems. The 
child is encouraged to use the words/phrases that he is capable of producing and 
supplementing communication with signs and symbols for those thoughts he cannot 
communicate verbally.  

Enhanced Milieu Teaching (EMT) - is a naturalistic teaching strategy which 
incorporates both the principles of incidental teaching (Hart & Risely, 1968) and 
systematic principles for responsive conversational style (Kaiser & Grim, 2006).  EMT is 
used by caregivers and professionals to teach communication skills in the context of 
daily routines and activities.  Adults arrange the environment with materials of interest to 
the child and follow the child‟s lead.  EMT consists of a set of prompting techniques 
which support turn taking and the child‟s use of language.  EMT is especially useful with 
individuals on the autism spectrum because it focuses on the development of functional 
communication skills in the context of typical social interaction and utilizes behavioral 
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techniques that are effective in teaching new skills to students with autism (Kaiser & 
Grim, 2006).    
 

Hart, B.M. & Risley, T. R. (1968). Establishing the use of descriptive adjectives in the    
spontaneous speech    of disadvantaged preschool children. Journal of Applied 
Behavior Analysis, 12, 407-432. 
 

Kaiser, A. P. & Grim, J. C. (2006). Teaching functional communication skills. In M.E. 
Snell & F. Brown (Ed.) Instruction of students with severe disabilities. (6th ed. pp. 447-
488). 

 

American Speech-Language-Hearing Association: www.asha.org 

Kentucky Speech Language Hearing Association: www.kysha.org 

 

Physical Therapy 
 
Physical therapists (PT) are specialists in sensorimotor development, muscle and joint 
function, posture, balance and coordination, as well as gait and functional mobility. They 
are knowledgeable about orthotic and prosthetic devices and assistive technology. 
Physical therapists identify movement problems and determine what issues may be  
interfering with a child‟s ability to develop age-appropriate gross-motor skills. 

Physical therapists help young children with autism learn to walk, run, jump, ride a 
tricycle, and catch a ball. They assist preschoolers and school-aged children in 
becoming safe in their environments, walking up and down stairs and climbing.  They  
help children acquire the gross-motor skills necessary to play on the playground or 
participate in physical education classes with their peers. 

Physical therapy may work closely with occupational therapy, sensory integration and/or 
speech therapy to help maximize the effects of each therapy.  

American Physical Therapy Association: www.apta.org 

Kentucky Physical Therapy Association: http://www.kpta.org/ 

 

Occupational Therapy  
 

Occupational therapy (OT) is concerned with an individual‟s ability to participate in 
desired daily life tasks, or “occupations,” that give life meaning.  If a person‟s ability to 
perform life tasks is impacted by an illness, disease, and/or disability, occupational 
therapy can be important.  

Performance areas include:  

http://www.asha.org/
http://www.kysha.org/
http://www.apta.org/
http://www.kpta.org/
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 Activities of daily living  such as grooming, oral hygiene, toilet hygiene, dressing,  
feeding and eating, socialization, functional communication, and functional 
mobility 

 Work and productive activities (educational and vocational activities) and home 
management such as meal preparation, shopping, or clothing care; 

 Play or leisure activities (play or leisure exploration and play or leisure 
performance).  

Following an evaluation of the child‟s functioning, OT intervention is focused on those 
areas that are interfering with the child‟s ability to function.  Tasks that may be targeted 
include writing, improving hand-eye coordination, buttoning a shirt, tying one‟s shoes, 
getting dressed, and feeding oneself.  OT intervention with persons with autism often 
includes a sensory-integrative approach which focuses on providing controlled sensory 
input during specific activities (see next section on Sensory Integration).   School-based 
occupational therapy is focused on educationally relevant goals and is tied to curriculum 
standards.  For school-based therapy to be effective, a consultative approach is 
necessary. Therapy may encompass the more traditional “pull-out”, direct service 
approach. This approach is comprised of working with the student within the classroom, 
consulting with the parent, student and educational team to ensure that interventions 
and accommodations (in the home as well as in the classroom) are effective. 

Areas addressed by occupational therapy may include the following: 

 Fine-motor control/written output   The OT may implement a fine-motor 
strengthening and coordination program, and recommend adaptations (i.e., use 

of pencil grips, specially lined paper, use of keyboard, extended time, shortened 
work load, use of note-taker or adapted software programs).  

 Visual-motor and visual-perceptual skills   Occupational therapists may also 

address the student‟s ability to control eye movements to smoothly shift visual 
focus, track objects across midline, and perform the visual motor control needed 
to read and write text . Accommodations may include slant boards, copy of all 
work on chalkboard available at desk, paper window guided work, and colored 
transparencies.  

 Postural stability and control   Occupational therapists may address difficulties 
students may have in maintaining efficient seating postures. Recommendations 

may include dynamic seating using a partially inflated beach ball or camping 
pillow or a Move n‟ Sit Cushion.  

 

Sensory Processing  
 

A. Jean Ayres, Ph.D., an occupational therapist, first researched and described the 
theories and frame of reference that we now call sensory integration.  Briefly, sensory 
integration is a process used by the brain to locate, sort, and make sense out of 
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incoming sensory information. This process is important to the successful 
accomplishment of life tasks.  

Ayres described sensory integrative dysfunction as a sort of “traffic jam” in the brain. 
Some bits of sensory information get “tied up in traffic” and certain parts of the brain do 
not get the sensory information they need to do their jobs.  Children who have ASD may 
experience this. 

For example, a child may scream when wearing certain clothing because her sensory 
system is hypersensitive to the sense of touch. This same child may crave bear hugs 
(deep touch) because her proprioceptive system is hyposensitive. (See “Proprioception“ 
below.) These hypersensitive and hyposensitive sensations impact the child‟s 
independent functioning in many facets of life, including peer interaction, attention at 
school, and activities of daily living at home.  

Proprioception (sensation from joints, muscles and tissues that lead to body 
awareness) obtained by lifting, pushing and pulling heavy objects as well as by 
engaging in activities that compress (push together) or distract (pull apart) the joints. It 
is the sense that allows a person to guide his arm or leg movements without having to 
observe the movement to make sure it is happening. 

Vestibular (the sense of movement, centered in the inner ear) obtained by spinning and 
swinging and, to a lesser extent, any type of body movement or change in head 
position. It coordinates the movement of one‟s eyes, head, and body and tells the body 
where it is in space. The vestibular sense is central in maintaining muscle tone, 
coordinating two sides of the body, and holding the head upright against gravity.  

Tactile (sense of touch) obtained by providing a variety of input from textures, 
temperature, and pressure.  

Auditory (what we hear and closely connected with the vestibular sense) obtained by 
listening to various types of music or natural sounds. Some auditory input can have an 
organizing and calming effect. Music containing 60 beats per minute can be particularly 
organizing, whereas irregular beats and contrasts in volume may be energizing. 

Visual (what we see), can be used to calm or alert the system. Care must be taken that 
the child‟s environment is not too visually stimulating or distracting. 

Olfactory (smell) input can stimulate, calm, or send a child into sensory overload.  

Taste, obtained by the use of sweet, salty, crunchy, or chewy foods, can help calm, 
alert, or organize the system.  

*Sensory Gang used with permission from the Autism Asperger Publishing Company; 
www.asperger.net 

Sensory Diet-Once the child‟s sensory processing abilities and needs have been 
evaluated, the therapist may work with the educational team as well as the family to 
develop a sensory diet, a term coined by Patricia Wilbarger, OT. The sensory diet is a 

http://www.asperger.net/
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carefully designed personalized activity schedule that provides the sensory input a 
person‟s nervous system needs to stay focused and organized throughout the day. 
Because sensory needs vary from individual to individual and from day to day, careful 
monitoring and collaboration is crucial.  Components of a sensory diet might include 
brushing, swinging, heavy work (lifting, carrying), swimming, wearing weighted vests, 
wrist or ankle weights, wearing earphones, tactile play, trampoline jumping, chewing 
hard or crunchy objects, among many others.   Occupational therapists may also elect 
to use a system of tactile and proprioceptive input called the Wilbarger Protocol. This is 
a system using a soft bristle brush to provide carefully controlled sensory input, always 
followed by a deep pressure/joint compression system. While this protocol has been 
anecdotally reported to be effective in regulating sensory processing for some 
individuals, if done incorrectly, it can have harmful or dangerous results. Therefore, this 
procedure should only be used by trained personnel, and under the supervision of a 
trained occupational therapist. 
 

Cohn, E. S. (2001). Parent perspectives of occupational therapy using a sensory 
integration approach. American Journal of Occupational Therapy, 55, 285-294.  

Kranowitz, C. S. (1998). The out-of-sync child. New York: Perigee Book.  

Linderman, T. M., & Stewart, K. B. (1999). Sensory integrative-based occupational 
therapy and functional outcomes in young children with pervasive developmental 
disorders: A single subject study. American Journal of Occupational Therapy, 53, 

207-213.  

Myles, B. S., Cook, K.T., Miller, N. E., Rinner, L., Robbins, L. A. (2000). Asperger 
Syndrome and sensory issues: Practical solutions for making sense of the world. 

Shawnee Mission, KS: Autism Asperger Publishing Company. 

VandenBerg, N. L. (2001). The use of a weighted vest to increase on-task behavior in 
children with attention difficulties. American Journal of Occupational Therapy, 55, 
621-628.  

Action Based Learning: www.actionbasedlearning.com  

Brain Gym: www.braingym.com 

Junction of OT Function: http://junctionof-ot-function.com/ 

The Kid Foundation: www.spdnetwork.org www.spdconnection.com  

Occupational Therapy and Autistic Children: www.autism.ca/occther.htm  

Occupational Therapy Innovations: www.ot-innovations.com/sensorimotor.html  

The Kentucky Occupational Therapy Association: http://www.kotaweb.org/ 

OT Exchange: www.OTExchange.com/ 

http://www.actionbasedlearning.com/
http://www.braingym.com/
http://junctionof-ot-function.com/
http://www.spdconnection.com/
http://www.autism.ca/occther.htm
http://www.ot-innovations.com/sensorimotor.html
http://www.kotaweb.org/
http://www.otexchange.com/
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SI Focus magazine: www.SIFocus.com  

 

Recreational Therapies  
 
Recreational therapy is a general term used to describe the practice of using leisure 
activities as therapeutic interventions.  Such therapies provide opportunities for 
supporting and enhancing communication and social and motor activities, and may 
include, but are not limited to, the following.   

Additional research is needed to determine the efficacy of recreational therapies 

Aquatic Therapy- the use of water and specifically designed activities to help restore, 
maintain, and increase function.  Aquatic/swimming therapy focuses on therapeutic play 
activities that improve range of motion and increase balance, endurance, and body 
awareness. Swimming provides movement that can help enhance motor planning. 
Water pressure can be soothing and calming for individuals with ASD. 
Aquatic Resources Network: www.aquaticnet.com 
 

Aquatic Therapy and Rehabilitation Institute: www.atri.org 

Art Therapy-an established profession that uses the creative process of art to improve 
and enhance the physical, mental, and emotional well-being of individuals of all ages.  It 
can increase fine-motor, visual motor, visual perception skills, organization, planning, 
and artistic expression. 
American Art Therapy Association, Inc.: www.arttherapy.org 

Art Therapy Credentials Board: www.atcb.org 

Music Therapy-the prescribed use of music and musical interventions to work toward 
specific therapeutic goals and objectives.  Goal areas include communication, 
academic, motor, emotional, and social skills.  Music therapy can also have a positive 
effect on self-esteem and reduce anxiety while developing appropriate expression of 
emotions.  Music is a nonverbal form of communication.  It is a natural reinforcer – it is 

immediate in time and provides motivation for practicing nonmusical skills.  Parallel 
music activities are designed to support the objectives of the child as observed by the 
therapist or as indicated by a parent, teacher, or other professional.  A music therapist 
might observe the child‟s need to socially interact with others.  Musical games like 
passing a ball back and forth to music or playing sticks and cymbals with another 

person might be used to foster such interaction.  Eye contact might be encouraged with 
imitating clapping games near the eyes.  Preferred music may be used contingently for 
a wide variety of cooperative social behaviors like staying in a chair or remaining with a 
group of children in a circle.  
 

American Music Therapy Association, Inc.: www.musictherapy.org  

Therapeutic Horseback Riding-Hippotherapy, or therapeutic horseback riding, uses 
horses as a source of treatment to improve balance, posture, and mobility.  It can also 

http://www.sifocus.com/
http://www.aquaticnet.com/
http://www.atri.org/
http://www.arttherapy.org/
http://www.atcb.org/
http://www.musictherapy.org/
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improve the cognitive, behavioral, and communication functions of individuals of all 
ages.  Riding enables an individual to participate in an enjoyable activity while 
increasing attention span, independence, and self-esteem.  While learning from the 
horse, riders often bond with the horse as well as the other riders, thus providing a good 
foundation on which to build relationships with others.  
American Hippotherapy Association: www.americanequestrian.com/hippotherapy.htm  

North American Riding Association, Inc.: www.narha.org 

Other possibilities for recreational therapies include tumbling/dance, camping, 4H, 
animal therapy, peer play groups, community sports activities, swimming/aquatics, 
yoga, martial arts, and tae kwon do. 

 

 
 
 
 
 

Biomedical Interventions 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
When deciding on recreational therapies, the child’s needs and interests 

must be considered. 

Policy Statement from the AMERICAN ACADEMY OF PEDIATRICS: 
Counseling Families Who Choose Complementary and Alternative Medicine for 

Their Child with Chronic Illness or Disability 

Committee on Children with Disabilities 

PEDIATRICS VOL. 107 NO. 3 MARCH 2001, PP. 598-601 

A statement of reaffirmation for this policy was published on May 1, 2005. 

 

The use of complementary and alternative medicine (CAM) to treat chronic 
illness or disability is increasing in the United States. This is especially evident 
among children with autism and related disorders. It may be challenging to the 
practicing pediatrician to distinguish among accepted biomedical treatments, 

unproven therapies, and alternative therapies. Moreover, there are no 
published guidelines regarding the use of CAM in the care of children with 

chronic illness or disability. To best serve the interests of children, it is 
important to maintain a scientific perspective, to provide balanced advice 

about therapeutic options, to guard against bias, and to establish and maintain 
a trusting relationship with families. 

 
More information at:  http://aappolicy.aappublications.org 

 

http://www.americanequestrian.com/hippotherapy.htm
http://www.narha.org/
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Medications 
 

A variety of medications have been prescribed for individuals with ASD, and several 
have been researched.  However, no one medication works for every person with ASD. 
Hyperactivity, sleep problems, obsessive tendencies, anxiety, aggression, and          
self-injury are some of the symptoms that may be targeted with specific medications. 
When medication is being discussed or prescribed, it is important to ask:  
 

 What is the safety of its use in children with autism?  

 What is the appropriate dosage?  

 How is it administered (pills, liquid)?  

 What are the long-term consequences?  

 Are there possible side effects?  

 How will my child be monitored and by whom?  

 What laboratory tests are required before starting the drug and during 
treatment?  

 Are there possible interactions with other drugs, vitamins, or foods?  

Given the complexity of medications, drug interactions, and the unpredictability of how 
each patient may react to a particular drug, parents should seek out and work with a 
medical doctor with expertise in the area of medication management.  Medications 
should be given on a trial basis with close monitoring of positive and negative effects. 
Since there are few objective measures of a person‟s response to a medication, 
reliance on subjective information (parent, teacher, and caregiver reports) is common. 
This is particularly important for children with ASD, who have difficulty understanding 
and expressing feedback from their bodies and their emotions.  The observations of 
parents and caregivers should be systematically collected by logs, charts, scales, or 
other accepted behavioral documentation.  Occasionally, a trial of medication tapering 
and discontinuation is a way to determine its efficacy and/or whether it is still needed. 
Like any medical treatments, medications should be reviewed at every follow-up visit. 

Nutritional and Dietary Interventions 
 

Individuals with autism may exhibit low tolerance or allergies to certain foods or 
chemicals.  While not a specific cause of autism, food intolerances or allergies may 
contribute to behavioral issues.  Nutritional therapies may be used for a variety of 
reasons.  Some parents and professionals have reported changes when specific 
substances are eliminated from the child‟s diet.  

 
 
 
 
 
 
 
 
 
 
 

 
Parents wishing to pursue dietary interventions should consult a 

gastroenterologist or nutritionist who can help ensure proper nutrition.  Be sure 
to consult with a doctor, nutritionist, or dietician before beginning any dietary or 

nutritional supplement interventions. 
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The Gluten-Free/Casein-Free Diet (GFCF)-According to theory, some individuals are 
unable to completely digest the protein in cereals (gluten) or in dairy products (casein).  
The molecular structure of the partially undigested proteins, known as peptides, 
resembles opiates.  Such peptides are thought to have an effect much like opiates on 
the brain and nervous system.  From this premise it follows that long-term exposure to 
these peptides can have damaging effects on the developing brain and can also affect 
behavior, just as any narcotic would. 
 
Beginning a GFCF diet can be difficult but not impossible. Gluten is most commonly 
found in wheat, rye, and barley, and sometimes contaminates oats grown nearby or 
processed on the same equipment as gluten-containing cereals.  Casein is found in 
dairy products. Wheat and dairy make up a large proportion of the Western diet.  One of 
the biggest obstacles parents face is that children needing GFCF diets often crave 
these foods.  In fact, parents often report withdrawal symptoms when gluten and casein 
are eliminated from their child‟s diet. 

Although there are reports of immediate improvement, it may take as long as six months 
for gluten and one month for casein to clear out of the system.  Advocates of the diet 
recommend trying it for at least a year as it can take that long for some children to show 
improvement.  The diet affects changes in the body at a cellular level and promotes 
healing of the stomach and intestinal lining, both of which can take time.  Calcium is 
very important in bone development and maintenance.  Most people get their calcium 
from dairy sources.  If your child is on a dairy- or casein-free diet, a calcium supplement 
may be necessary. 

Autism Network for Dietary Intervention: www.autismndi.com 

GFCF Diet Support Group: www.gfcfdiet.com  

Specific Carbohydrate Diet (SCD)-a strict grain-free, lactose-free, and sucrose-free 
dietary regimen.  Initially developed for individuals with celiac disease and other 
intestinal disorders, the diet may help individuals with ASD who experience 
gastrointestinal problems.   The theory behind this diet is that carbohydrates, being 
forms of sugar, promote and fuel the growth of bacteria and yeast in the intestines, 
causing an imbalance of and eventual overgrowth of bacteria and yeast.  Bacterial 
overgrowth can prevent the digestion and absorption of carbohydrates.  This causes the 
carbohydrates to remain undigested in the intestines, providing even more fuel for 
bacteria and yeast.  Toxins and acids can be formed by the bacteria and yeast and 
injure the small intestine lining.  Excessive mucus may be produced as a defense 
mechanism against the irritation caused by toxins, acids, and undigested 
carbohydrates. 
 

Horvath, K. (1999). Gastrointestinal abnormalities in children with autistic disorder. 
Journal of Pediatrics, 135, 533-535. 

Anti-Yeast Diet-This diet was developed to address the overproduction of or allergies 
to Candida albicans, a single-celled yeast that is impossible to keep out of the body.  
Normally, it does no harm, because it is kept in check by beneficial bacteria, but if there 

http://www.autismndi.com/
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is an imbalance in the beneficial bacteria, Candida can grow uncontrolled, releasing 
extremely acidic toxins into the bloodstream.  These chemicals slow the brain down so 
that it no longer works correctly.  The chemicals should be cleared by the liver so that 
they never reach the brain.  However, in some, they are apparently not cleared, causing 
problems. The anti-yeast diet consists of removing fermented foods from the diet. T he 
worst offenders are alcoholic beverages and non-alcoholic beer, vinegar, barley malt, 
chocolate, pickles, soy sauce, and aged cheese.  Some believe that individuals with 
ASD are likely to have an allergy to or overproduce Candida albicans. 
Nutrition Institute: www.nutritioninstitute.com 

Supplements-Over the past 10 years or more, claims have been made that vitamin and 
mineral supplements may improve the symptoms of autism in a natural way.  If you are 
considering adding vitamins or minerals to your child‟s diet, a laboratory and clinical 
assessment of her nutritional status is highly recommended.  The most accurate 
method for measuring vitamin and mineral levels is a blood test.  It is also important to 
work with someone knowledgeable about nutritional therapy.  While large doses of 
some vitamins and minerals may not be harmful, others can be toxic. Once 
supplements are chosen, they should be phased in slowly (over several weeks), and the 
effects should be observed for one to two months. The reported benefits of supplements 
range from behavioral changes, to improved language.  Supplements can include the 
following: 
 

 B6 and Magnesium  
B6, often combined with magnesium, is reported to help improve language, eye 
contact, brain electrical activity, behaviors, and immune system function. 
Magnesium is needed with high doses of B6 because, when taken alone, B6 may 
cause a deficiency in magnesium and other B vitamins.  Also, magnesium may 
decrease some possible side effects, such as irritability, bed-wetting, and 
sensitivity to sound.  

 Vitamin B12 
Vitamin B12 deficiency is characterized by the inability to absorb food. Vitamin 
B12 is essential for metabolism of fats and carbohydrates and the synthesis of 
proteins.  Vitamin B12 is involved in the manufacture of the myelin sheath, a fatty 
layer that insulates nerves in the brain.  

 DMG/TMG 
Dimethylglycine (commonly known as DMG) is classified as a food substance  
rather than a vitamin. It is found in very small amounts in brown rice and liver.   
Parents have reported positive results with a similar product, tri-methyl-glycine 
(TMG).  TMG breaks down into DMG and SAMe in the body.  SAMe is a 
nutritional supplement and is sometimes used to treat mood disorders such as 
depression.  There are, as yet, no published reports on the efficacy of DMG or 
TMG for individuals with ASD. 

 
 

http://www.nutritioninstitute.com/
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 Melatonin 
Melatonin is a hormone made by a part of the brain called the pineal gland. 
Melatonin may help our bodies know when it is time to go to sleep and when it is 
time to wake up. Melatonin supplements come in two pill forms, natural and 
synthetic (man-made). Natural melatonin is made from the pineal gland of 
animals.   Children with ASD often have sleep disturbances, which suggests that 
there may be some problem associated with the body‟s production and use of 
melatonin. Children receiving melatonin regularly exhibit benefits that cannot be 
explained in simple terms, like better sleep. It may be a combination of better 
sleep and better control of biological rhythms.  Especially in children, melatonin 
should be given only under the supervision of the regular physician. 

 Vitamin A 
For years, high doses of this vitamin have been used successfully to treat the 
measles virus.  Using cod liver oil, Megson (2004) began vitamin A therapy with 
some of her patients and observed some positive results. Some patients spoke 
more frequently and clearly; others made gains in eye contact.  Megson has 
reported that vitamin A in the natural form, such as cod liver oil, helps to rebuild 
areas in the brain, called receptors which are dramatically affected by ASD.  The 
natural form of vitamin A is claimed to also improve cell growth, repair of 
epithelial cells found in the gut wall, immune system function, and gene 
expression and transcription.  Consult your doctor if you are considering a 
Vitamin A supplement as too much vitamin A or D, which is also found in cod 
liver oil, can be toxic.  

 Vitamin C 
The benefits of vitamin C are widely known in the general public, and it may be of 
help for children with autism as well.  Vitamin C is an antioxidant that helps the 
brain utilize oxygen.  Without this vitamin, confusion and depression can develop.  
Vitamin C can also help support the immune system, aid in detoxification, and 
fight viruses and bacteria. Vitamin C is nontoxic, even in high doses. 

 Folic Acid 
Folic acid is a nontoxic B vitamin, and a nutrient essential to the brain‟s health.  It 
has been reported as helpful in treating autism.  It is widely recommended that 
pregnant women take extra folic acid during their pregnancy to help prevent 
some birth defects.  It is most effective when taken with vitamins B12 and C.  
Other supplements can include essential fatty acids, zinc, probiotics, and cod 
liver oil, but should be carefully researched and taken only under the supervision 
of a physician. 

Kirkman Labs: www.kirkmanlabs.com 

Megson, M. (2004). Autism and vaccination. Retrieved January 7, 2007, from 
www.newmediaexplorer.org/chris/2004/09/20/cod_liver_oil_to_heal_autism_vaccination
s.htm  

http://www.kirkmanlabs.com/
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Defeat Autism Now! Protocol (DAN) 
 
The Defeat Autism Now!, or DAN, protocol is a guide for clinical assessment of 
individuals with autism developed by participants in the DAN conferences organized 
originally by the Autism Research Institute.  ARI is the Autism Research Institute, a non-
profit organization, founded in 1967 by Dr. Bernard Rimland.  ARI is focused on 
conducting research and providing information on ASD to both parents and 
professionals.  Some practitioners who know the DAN! protocol regularly use the 
medical tests to assess a child‟s health.  There are also practitioners who will be willing 
to read the DAN! protocol and implement it.  The basic premise of the DAN! protocol is 
that heavy metal toxicity in the form of thimerosal in vaccines, amalgams, or some other 
source, is the cause of the symptoms of autism. Most also recommend the use of the 
GFCF diet. 

Autism One: www.autismone.org 

Center for the Study of Autism: www.autism.org 

Defeat Autism Now!: http://www.autism.com/ 

Generation Rescue: www.generationrescue.org  

Resources 

Anderson, E., & Emmons, P. (1996). Unlocking the mysteries of sensory dysfunction: A 
resource for anyone who works with or lives with, a child with sensory issues. 
Arlington, TX: Future Horizons. 

Ayers, A. J. (1979). Sensory integration and the child. Los Angeles: Western 
Psychological Services.  

Bundy, A. C., Lane, S. J., Fisher, A. G., & Murray, El. A. (2002) Sensory integration: 
Theory and practice (2nd ed.). Philadelphia: F.A. Davis. 

Hannaford, C. (1995). Smart moves. Arlington, VA: Great Ocean. 
Heller, S. (2002). Too loud, too bright, too fast, too tight: What to do if you are sensory 

defensive in an overstimulating world. New York: Harper Collins. 
Kranowitz, C. S., & Silver, L. B. (1998). The out-of-sync child: Recognizing and coping 

with sensory integration dysfunction. New York: Skylight Press. 
Kranowitz, C. S., Sava, D. I., Haber, E., & Balzer-Martin, L. (2001). Answers to 

questions teachers ask about sensory integration. Las Vegas, NV: Sensory 
Resources. 

Kranowitz, C. S. (2003). The out-of-sync child has fun: Activities for kids with sensory 
integration dysfunction. New York: Pedigree. 

Kranowitz, C. S. (1995). 101 activities for kids in tight spaces: At the doctor’s office, on 
car, train, and plane trips, home sick in bed. New York: St Martin‟s Press. 

Miller-Kuhaneck, H. (2002). Autism: A comprehensive occupational therapy approach. 
Orlando, FL: Harcourt School. 

http://www.autismone.org/
http://www.autism.org/
http://www.autism.com/
http://www.generationrescue.org/
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Miller-Kuhaneck, H. (2001). Combining intervention approaches in occupational therapy 
for children with pervasive developmental disorders. AOTA Continuing 
Education. 

Myles, B. S., Cook, K. T., Miller, N. E., Rinner, L., & Robbins, L. (2000). Asperger 
Syndrome and sensory issues: Practical solutions for making sense of the world. 
Shawnee Mission, KS: Autism Asperger Publishing Company. 

Schneider, C. C. (2001). Sensory secrets: How to jump-start learning in children. 
Akroyo, CA: Concerned Communications. 

Williams, M., & Shellenberger, S. (1994). How does your engine run? The alert program 
for self-regulation. Albuquerque, NM: Therapy Works.  

http://rrtcpbs.fmhi.usf.edu/  The Rehabilitation Research and Training Center on 
Positive Behavior Support (RRTC-PBS) is a national research and training effort to 
develop and disseminate effective, practical, and empirically validated procedures for 
improving support for individuals with disabilities and problem behavior. 

http://www.users.qwest.net/~tbharris/prt.htm  This site is an online version of the 
publication, “How to Teach Pivotal Behaviors to Children with Autism: A Training 
Manual” through the University of California, Santa Barbara and the 
University of California, San Diego. 
 

www.OTExchange.com/  This is the site for the OT Exchange providing a central place 
where therapists can exchange ideas, share experiences and brainstorm together. 

www.SIFocus.com  This is the website for S.I. Focus, the International Magazine 
Dedicated to Improving Sensory Integration. 

www.visiontherapy.org  This site from the Optometrists Network discusses vision 
therapy. 

www.atri.org  The website for Aquatic Therapy and Rehab.  

http://www.arttherapy.org/    The site for the American Art Therapy Association. 
 

www.atcb.org  The site for the Art Therapy Credentials Board, Inc., a national 
credentialing body for art therapy. 
 

www.musictherapy.org   The site for the American Music Therapy Association, Inc. 

www.abainternational.org   The Association for Behavior Analysis InternationalTM (ABA 

InternationalTM) is a nonprofit professional membership organization with the mission to 

develop, enhance, and support the growth and vitality of behavior analysis through 

research, education, and practice. 
 

www.americanequestrian.com/hippotherapy.htm   The site for the American 
Hippotherapy Association. 
 

www.narha.org  The site for the North American Riding Association, Inc. 
 

www.lovaas.com  The website for The Lovaas Institute for Early Intervention. 

http://rrtcpbs.fmhi.usf.edu/
http://www.users.qwest.net/~tbharris/prt.htm
http://www.otexchange.com/
http://www.sifocus.com/
http://www.visiontherapy.org/
http://www.atri.org/
http://www.atcb.org/
http://www.musictherapy.org/
http://www.narha.org/
http://www.lovaas.com/
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CHAPTER 4 

Accessing Educational Services:  Navigating Through the  
School System in Kentucky 

 
Through collaboration between parents and schools, excellence is fostered in education 
for all students.  Hence, cooperative team efforts such as:  Admissions and Release 
Committee (ARC), informal round table discussions, and daily communication, can help 
to identify student’s strengths and needs for effective programming.  Areas to consider 
when planning might be: communication, social skills, stereo typical/ repetitive 
behaviors, sensory needs, and academic issues.  Working as a team, we can put the 
pieces of the ASD puzzle together one piece at a time. 
 
This chapter describes how a child receives an educational identification of autism to 
qualify for special education services under the Individuals with Disabilities Education 
Act (IDEA). In addition, it provides an explanation of the Individualized Education 
Program (IEP) and offers tips for participating successfully in the ARC meeting, 
including suggestions for communicating effectively with school personnel. 
 
 
 

 
 
 
 
 
 
 
 

Educational Identification 
 

Under the Individuals with Disabilities Education Act (IDEA), all children with disabilities 
have the right to a free and appropriate public education (FAPE). The local school 
district is responsible for locating, identifying, and evaluating all children who may be 
eligible for special education services from 3 to 21 years of age. This process is called 
Child Find.  
 
If you are concerned about your child's development and the child is 3 years old or 
younger, you can contact the First Steps program in your county, as discussed in  
Chapter 2. If you are concerned about a child who is 3 and older, you can request 
support from your local school district. If your child is in preschool or kindergarten, 
request a meeting with your child's teacher to discuss your concerns. Ask the teacher  

 
Please refer to the Glossary at the end for a description of the terms used 

in this chapter 



 
Kentucky’s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 4 123 
 

to observe your child's performance in social as well as academic situations and 
compare those observations with your own. 
 

Pre-Referral 
 
If your child does not attend school and does not currently have a diagnosis, discuss 
your concerns with your pediatrician or contact your local school district. Your school 
district is responsible for identifying all children with disabilities. Ask to speak to 
someone in the special education department. When you explain your concerns, your 
child will be referred for screening to determine if further evaluation is necessary. If your 
child is in school and needs help to be successful in the classroom, school personnel 
will initiate one of the following to identify the type of support your child needs: 

 
• Assistance Team (AT) This is a group of school personnel who meet to support 

classroom teachers in addressing issues with an individual student, whether the 
issues are behavioral or educational. The team identifies supports the student 
may re-quire to be successful in the classroom. Parents are included in the AT 
process for their child. 

 
• Student Intervention System (SIS) This is the process of identifying and 

assessing the effectiveness of interventions identified to support a student who is 
experiencing learning difficulties. The interventions will be identified and carried 
out by school personnel. 

 
In both instances, the accommodations and supports are carried out for a specific 
length of time while data is being collected on the student's progress. The AT/SIS team 
will meet to review the data and then determine whether to continue the intervention 
process by adding and/or adapting supports. If the team feels that the student is not 
responding to the intervention or showing expected progress, the team must request a 
multi disciplinary evaluation. 
 

The Admissions and Release Committee (ARC) 
 
The ARC team is a group of individuals responsible for making all decisions about the 
identification, evaluation, placement of a child, and the provisions of FAPE.  The ARC 
team can also be called the Individual Education Program (IEP) team.  The ARC team 
consists of the following people: 
 

• You as the parents 
• The child, if appropriate 
• The child’s general education teacher 
• The child’s special education teacher 
• A school district representative who is qualified to provide or supervise the 

specially designed instruction, is knowledgeable about the general education 
curriculum, and can commit resources (i.e., school principal, counselor, 
specialist) 
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• A person who can interpret test results and how the results may impact 
instruction, if applicable 

• Related service personnel (Speech/language pathologist, Occupational 
Therapist) 

• If the child is being served in early intervention programs, a representative from 
the preschool program. 

  
Identification, Evaluation, and Placement Process 
 
Federal and state laws and regulations have specific steps to make sure the rights of 
children with disabilities are protected.  These rights include making sure that you have 
a chance to work as part of a team with the school district in making decisions about 
your child’s education.   
 
The following steps are carried out in the process of identification, evaluation, 
placement and provision of FAPE: 
 

1. Referral 
2. Evaluation 
3. Eligibility 
4. Development of the IEP 
5. Placement 
6. Implementation 
7. Program Review 

 

Referral 
 
When parents, school staff, or other individuals think that a child might have a disability 
and need special education services, they give that information to the office of the 
Special Education Director.  This is known as a referral. 
 
If your child is referred for special education services, you will be notified in writing, you 
will be invited to attend an Admissions and Release Committee (ARC) meeting, and will 
be asked for permission to evaluate your child.   
 

Evaluation 
 
In order to best serve the needs of your child the ARC team uses the information from 
the full and individual evaluations to decide if you child has a particular type of disability, 
how your child is currently doing in school and whether your child may need special 
education and related services. 
 
The school collects information about your child from many different people and in many 
different ways.   The evaluation process includes: 
 

• Your child’s educational history 
• The observations and opinions of professionals who have worked with your child 
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• Your child’s medical history when is related to their performance in school 
• Psychological evaluations 
• Your knowledge of your child in relationship to his/her school experiences, 

abilities, strengths, challenges, and behavior outside of school 
 

The evaluation process involves several tasks: 
• Reviewing existing information 
• Deciding if more information is still needed 
• Collecting more information about your child 

 
Once you have given your written consent for your child to be individually evaluated 
qualified professionals will be chosen to help evaluate your child's abilities and needs. 
Professionals will observe your child.  They may give your child standardized written 
tests or talk personally with your child.  They are trying to get a picture of the "whole 
child." 
 
In most cases, your school district will be able to conduct your child's entire evaluation 
within the district.  In a few cases, a school district may not have the staff to do all of the 
evaluations needed.  These districts will have to hire or contract with outside people or 
agencies to do some or all of the evaluation.  If your child is evaluated outside the 
school, the school must make the arrangements at no cost to you.  The school will tell 
you in writing exactly what type of testing is to be done.  Evaluations done at the 
recommendation of the ARC are done at no cost to parents. 
 
The total amount of time from the date the school receives your written consent to 
evaluate your child until the date the individual education program is started cannot 
exceed sixty (60) school days.  When the evaluation is completed, you will receive 
written notice of an ARC meeting to discuss the results of the evaluation.  As a member 
of the ARC, you and other members of the ARC should have access to the evaluation 
information to be used for making educational decisions prior to the ARC meeting.  Ask 
to obtain your copy of the evaluation report before the ARC meeting.  You have the right 
to have the results of your child's evaluation explained to you.  You may ask any 
questions you have in order for you to fully understand the results and help make 
decisions for your child. 
 

Eligibility 
 
If the ARC decides your child is eligible--which means that your child has a disability 
and needs specially designed instruction (SDI) and related services-- you will be given a 
written notice explaining that decision.  The ARC must develop a written IEP.  The ARC, 
with parents as members, uses the full and individual evaluation results to determine if a 
child is eligible under the IDEA.  The school district will do its best to have you take part 
in all decisions about your child.  This includes asking you to attend the ARC meeting to 
discuss the results of the evaluation and to decide if your child is eligible under the 
IDEA. 
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Development of the Individual Education Plan 
 
If the ARC decides that your child has an educational disability and needs SDI and 
related services, the ARC will develop an IEP for your child. An IEP is a written plan of 
action describing the specially designed instruction and related services needed to meet 
the individual educational needs of your child.  The district is obligated to provide a 
FAPE for all children with disabilities.  Remember, you should always be given the 
opportunity to be a part of the ARC process that plans and reviews the IEP.  The ARC 
should include you, your child (when appropriate), staff from the school district and 
other people invited by you or the school.  The district will want to ensure you are able 
to fully participate by arranging for an interpreter or a translator if needed.   
 

Placement 
 
After the IEP is written, the ARC will decide how the IEP will be implemented.  The ARC 
will consider what the least restrictive environment (LRE) is for your child based on 
his/her IEP.  This is called placement.  Remember, the LRE is not the same for every 
child.  Your child has the right to receive instruction and to take part in school activities 
in the LRE.  This means that, as much as possible, your child has a right to participate 
in school programs and activities with children who do not have disabilities.   
 
The KEY questions in determining the least restrictive environment are: 

• What does the IEP say your child needs? 
• Where can your child receive the programming he/she needs and can this be 

with other children who do not have disabilities?  If not, why? 
 

The ARC will consider a number of classrooms and schools or facilities where your child 
could receive specially designed instruction and related services, but the first place 
considered is always general education classes in a regular school. 
 
Where your child receives educational services depends on the kind of support he/she 
needs, the supports that are given to the teacher, and the changes that can be made 
within the classroom setting.  Some children with disabilities will receive educational 
services in general education classes in regular schools, while other children may 
receive educational services in separate special education classes or schools. 
 

Implementation  
 
Once you have given written permission for placement, your child will begin to receive 
specially designed instruction and related services based on the IEP.  Qualified 
teachers and related service providers will provide the instruction and services stated in 
the IEP.  “Qualified” means that the individuals are certified or licensed by the state to 
perform the services.  Specific names of IEP implementers are not written on the IEP; 
only the titles of the persons who will be providing the service(s) (e.g. teacher of special 
education, teacher of general education, OT, PT) are listed. 
 
Implementers are responsible for providing instructional activities to help your child 
achieve the goals stated in the IEP.  Implementers are also responsible for keeping 
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records and reporting on how your child is progressing during the year.  These records 
show that services were provided and how your child progressed toward reaching goals 
and objectives.  These records also are used to make decisions at the annual ARC 
meeting when the IEP is reviewed. 
 

 Review 
 
Federal and state regulations require the ARC to periodically review your child's IEP.  
This ARC meeting must be held at least once per year to determine if annual goals 
have been met.  This review is called the annual review. 
 
Even though an ARC meeting must be held at least once a year to review your child's 
IEP and placement, you or any member of the ARC may request a review at any time, 
should a new issue arise. The parent may request an ARC meeting to discuss 
issues/questions regarding the evaluation, eligibility, IEP, or placement.   The parent 
may call the school counselor, special education teacher, or principal to arrange the 
meeting. 
 
When it is time for the annual review of your child's IEP, the school district will notify you 
in writing about the ARC meeting.  The ARC reviews your child's IEP and recorded data 
kept by teachers and related service providers to decide if goals have been met.  The 
ARC also must decide if your child still needs specially designed instruction and related 
services. If services are still needed, the ARC reviews your child's IEP, revises it if 
necessary and decides where services will be provided. 
 
Regulations also require the school district to re-evaluate your child on or before the 
third anniversary of the meeting when the ARC determined your child eligible for 
specially designed instruction and related services.  You or any ARC member may ask 
for a re-evaluation sooner than every three (3) years, but not more often than once a 
year unless agreed upon by the parent and local district, under the 2004 IDEA 
Reauthorization. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

If you do not understand the evaluation, you cannot give informed consent.  
Parents must know what the evaluation results mean to make good decisions 

about their child’s identification and the IEP. 
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What is an IEP? 
 
When your child is determined to be eligible for special education services, an Individual 
Education Program (IEP) is written.  The IEP is a plan developed by the ARC to identify 
the services and supports necessary for a child to be successful in school.  It is a written 
agreement between parents and the school of what constitutes FAPE for the child, 
which is required by IDEA. 
 
ARC Members-The IEP is developed by a team that consists of the following: 
 

• Parents/guardians 
You, the parent(s), are a very important and equal member(s) of the ARC.  There 
is no other person who knows your child better. 

 

• General education teacher 
Under IDEA, a general education teacher should attend the meeting to share 
information about the general curriculum or same aged peers if the child is or 
may be participating in the general education environment. 
 

• Special education teacher 
This should be your child’s special education teacher or a special education 
teacher with knowledge of the suspected disability.  He/she should attend to 
share information about how your child learns.  The special education teacher 
will help the general education teacher assess what accommodations and/’or 
modifications your child will need to be successful in the general education 
classroom 
 

• Representative of the school district or Placement Specialist 
The district representative/placement specialist is able to provide or supervise 
the provision of specially designed instruction, has knowledge of the general 
curriculum, and has the ability to commit resources. 
 

• Psychologist/Individual who can interpret test results 
For any testing or evaluation that may have been done, IDEA requires that 
someone attend the meeting who can interpret test results and how the results 
may impact instruction.  The results must be explained so that everyone involved 
understands their implications. 
 

• Individual with expertise of child 
At your discretion, an individual with knowledge or special expertise of your child 
should attend. 
 

• Related service personnel 
If the ARC identifies a need for related services, such as speech-language 
therapy, occupational therapy, social work services, etc., it is important that the 
relevant related service personnel attend the meeting.  His or her expertise is 
vital to planning a program.   
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• Your child 
When appropriate, the child should be a member of the team. Students should 
be involved when they are capable of participating in the decision-making, and 
should always be involved when issues regarding transition are discussed.  If the 
student cannot be present or does not want to attend, efforts must be made to 
establish the interests and concerns of the child before the meeting. 
 

• Representative of public agency 
When appropriate, a representative of a public agency to discuss community 
programs and transition services may attend.  This agency may be involved in 
paying for transition services. 
 

• Representative of preschool program 
When the child is in the preschool program a representative of that program 
should be included in the meeting. 
 

While each of these people may not be in attendance at your child’s ARC, the team 
needs his/her expertise.  If your child’s needs indicate that a specific area of knowledge 
is needed, the team can request their input in writing prior to the meeting. 
 
 
 
 
 
 
 
 
 
 
 
 
Components of the IEP 
 
 
The IEP form is broken into several sections, and discussion of each section provides 
an agenda of topics to be addressed at the meeting.  After members of the ARC have 
discussed each topic, the information is added to the form.  The team may come with 
draft information written, but anything can be added or changed as the team discusses 
each section. The components of the IEP and the information they include are as 
follows: 

 

• Present Levels of Educational Performance (PLEP) – information from the 
evaluation or from prior IEP data and from observation must be retrieved to address 
your child’s strengths, areas of need, current level of functioning, and how the 
disability may impact his/her involvement in and progress in the general curriculum.  
If your child is in preschool, the IEP will state how the disability affects participation 
in appropriate preschool activities. 

 

Who else can attend ARC meetings? 
 

IDEA allows parents or the school district to bring anyone to a meeting 
who has working knowledge about the child or the child’s disability. 
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• Special Factors – This is a list of factors that fundamentally affect a child’s 
educational performance.  The team should consider and discuss how these factors 
will be addressed if they are pertinent to the child’s needs.  Special factors include:  

 

• Behavior 
• Limited English proficiency 
• Visual impairment 
• Communication 
• Assistive Technology 
• Extended School Year Services 

 

• Measurable annual goals – goals developed to address each of the significant needs 
identified in the PLEP.  These are goals that your child should reasonably 
accomplish in one school year.  Goals should be written according to your child’s 
current level of functioning as the measurable starting point and identify where the 
child will be functioning after one school year.  There must be a description of how 
the district is going to measure progress on the goals. 

 

• Special education – specially designed instruction (SDI) and related services must 
be stated in the IEP.  SDI means changing and/or adapting the content or delivery of 
instruction to address the unique needs of your child and make sure your child has 
access to the general curriculum in order to meet the educational standards that 
apply to all children.  This includes stating the supplementary aids and services, 
modification to the program, and supports for personnel that will be provided to 
assist your child.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

• Related services – all related services included on the IEP should be accompanied 
by a designation of the amount of time per week/month the child will be receiving the 
services and where the services will take place.  Related services can include:  
speech-language pathology and audiology services; psychological services; social 
skills training; physical and occupational therapy; recreation; counseling services; 

 

Educationally Relevant   
 

When a child has related services on his/her IEP, the goal is to enable that child 
to benefit from special education services in order to ensure FAPE.  Related 

services should be educationally relevant, meaning that they ensure that the child 
benefit from services.  There are some factors to consider with educational 

relevance:  educational program, eligibility, present levels of performance, and 
skill levels.  The goal of the services is to enable a child to complete instructional 

activities and to make the child independent in the educational environment. 
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orientation and mobility services; transportation; and other services.  The related 
service personnel should be included in the development of the IEP.   

 

• Participation with non-disabled children – this identifies the least restrictive 
environment (LRE) for your child to receive his/her educational program. 

 
 

 

 

 

 
 
 
 
 
 
 
If the district representative/placement specialist states that he/she is unable to commit 
resources during the meeting, the ARC may have to reconvene another meeting when 
he/she can commit resources. 
 

Accommodations vs. Modifications 
Accommodations refer to "whatever it takes" to make sure that a child with a disability 
can participate as fully as possible in the general education curriculum and achieve the 
academic content standards.  Accommodations are changes in the way that material is 
presented (for example, a child may listen to a reading passage on tape instead of 
reading it) or in the way a student responds to the material (a student may dictate their 
responses to questions instead of writing them), as well as changes in setting, timing, 
and scheduling. 
 
Accommodations involve many kinds of techniques, strategies, and support systems. 
They help students work around limitations related to their disability. An accommodation 
refers to "how" the general education curriculum will be presented to the student with 
disabilities so that he can understand the general education curriculum. 
Accommodations may include: 
 
• Visual schedules  
• Scribe 
• Note-taker/assistive technology  
• Calculator 
• Sensory regulation items  
• Paraphrase 
• Visual organizers  
• Reader 
 

 

Autism Speaks offers a School Tool Kit to provide information about 
autism – the features, challenges and strengths -- as well as some of the 
tools and strategies that may result in more positive interactions for all 

members of a school community. 
 
 

http://www.autismspeaks.org/community/family_services/school_kit.php 
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Modifications are changes that can be made to "what" students are expected to learn. 
For most students with disabilities, modifications should be considered only after all 
types of accommodations have been exhausted. Modifications involve partial 
completion of program or course requirements. When determining a modification, the 
IEP team should ask the following question:  “What part of the curriculum does this child 
need to know that will help them in their adult life?”  Because the purpose of special 
education services is to prepare children with disabilities for further education, 
employment, and independent living…that is, for life as adults. 
 
Participation in state and district-wide tests – Individual modifications and 
modifications that will be provided for your child to participate in state and district-wide 
assessment must be stated on the IEP.  There are three ways that children can 
participate in assessment: 
 

 Take the test without accommodations 
 Take the test with allowable accommodations that are provided daily in 

the general education classroom 
 Take an alternate assessment as determined by the ARC 

 
Dates and places – A statement of when the services and modifications will begin, how 
often they will be provided, where they will be provided, and how long they will last. 
 
Transition service needs – The ARC identifies a set of activities that promote 
movement from: 
 

 preschool to school 
 school to school 
 school to post secondary education 
 vocational training 
 integrated or supported employment 
 continuing adult education 
 adult services 
 independent living 
 community experiences and participation. 

 
If the child is 14 years or older, the IEP transition service statement will focus on the 
child’s course of study.  The purpose of the transition plan is to assist students with 
disabilities in becoming independent adults, making a smooth transition from school to 
competitive employment and/or postsecondary education, independent living, and 
community involvement. 

 
Measuring and reporting your child’s progress – A statement of how often you will 
be informed (at least as often as students without disabilities) and how you will be 
informed of his/her progress. 
 
The IEP concludes with signatures of all participants.  Your signature does not indicate 
that you agree or disagree with the IEP, but that you attended the meeting. 
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Extended School Year 

 
There is considerable information regarding the need for consistency, structure, and 
routine when teaching children with autism. It is also known that most children with 
autism require extended periods of time to adapt to change, especially in routines. They 
tend to have restricted repertoires of activities and interests that we are continually 
helping to expand, while using their interests and strengths to teach. Studies report that 
young children with autism benefit most from intensive (25+ hours a week throughout 
the entire year) intervention on an on-going basis. Instruction for students with autism 
must be individualized and those who teach them must understand autism and how it 
affects the learning, behaviors, and needs of each particular student. 
 
Therefore, it makes little sense to suspend instruction for long periods of time. Students 
with autism are generally inconsistent with their progress due to a number of factors that 
include the neurological base of the disability.  Educators and parents are constantly 
seeking ways to increase the child’s competency. Consistency across time, people, 
settings, and instructional strategies is vital to the learning of children with autism. 
The courts have established guidelines in determining eligibility for ESY that support the 
child’s rights under IDEA. Although regression/recoupment is a major factor in 
determining eligibility, no one single criterion may be used as a sole qualifying factor in 
determining ESY eligibility. As established by the courts, there are many factors that 
must be considered when deciding on eligibility for Extended School Year (ESY), 
including, but not limited to the following: 
 

Regression/Recoupment 
 

The IEP team must look at the child’s rate of learning when determining eligibility 
based on regression/recoupment. If the child learns 50% of what typical children 
learn in a year, it may be detrimental to stop services for the summer 
because it would take twice as long to recoup these skills when the child is 
already behind others of the same age. When looking at data one must look at 
data just after breaks in services, such as weekends and school vacations. If a 
child regresses over the weekend or after school vacations, then this may make 
a child eligible for ESY. If a child regresses over short breaks and it is hard for 

 
The format of the IEP document is designed specifically to guide a step-by-step 
process of development with each section building on the previous section.  It is 
important to remember that the information listed in the PLEP must be accurate 

in order for the team to write appropriate measurable goals.  When written 
properly, the IEP documents the provision of a free, appropriate public education 

(FAPE). 
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him/her to recoup those skills, then a summer vacation will be detrimental to the child. 
This makes it imperative that the teacher take data daily. Parents should also take data 
to be able to establish regression over short breaks in programming; this data should 
include data on critical life skills, as well as academics. If skills can not be recouped in a 
reasonable period of time, ESY eligibility should be determined. 
 

Emerging skill/Breakthrough Opportunity/Critical Point of Instruction 
 

The IEP team must review whether a child is at a breakthrough point in developing a 
skill that would increase self-sufficiency. If the child is at a breakthrough point, 
interruption in programming may lead to loss of the child’s current level of acquisition. 
This needs to be reviewed on an individual basis for each objective. The team will need 
to review data on all IEP objectives targeting critical life skills and look at past 
performance on skill achievement. 
 

Rate of progress 
 

The IEP team must review the expected amount of progress on any IEP goals 
and objectives targeting critical life skills. Then they need to determine whether, 
without ESY services, the student’s amount of progress on those IEP goals and 
objectives is likely to prevent the student from receiving educational benefit from 
his/her educational program during the regular school year. 
 

Lack of progress 
 

If the child has not made progress on the IEP goals and objectives, then ESY  
eligibility should be determined. If no progress is made,  the child is not 
benefiting from his/her school program. 
 
Age 

 
The National Research Council (NRC) has recommended that intervention start 
as early as possible for children with autism. Early intervention is important to 
success for these children. When they are young it is extremely important for 
programming to be consistent and intense. Young children with autism need to 
have the equivalent of 25 hours a week of intervention throughout the year. 
 
Nature/severity of disability 

 
The team must decide if the nature or severity of the child’s disability will prevent 
the child from receiving benefit from the educational program throughout the 
year. Children with autism have a need for sameness, do not react well to 
transitions, and have a hard time generalizing skills. All of these characteristics 
lead to a need for ESY. The transitions that summer vacation brings, the change 
in every aspect of a child’s life, and the need to help children generalize skills 
make it necessary for children with autism to have continuous programming. 
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Interfering behaviors 
 

The IEP team must determine if any interfering behaviors (stereotypic, ritualistic, 
aggressive or self-injurious) targeted by the goals/objectives would have 
prevented the student from receiving some benefit from his/her educational 
program during the regular school year. The team must also determine whether 
interruption of programming for these behaviors is likely to impact the child’s 
ability to benefit from educational programming without ESY services. 
 
Ability of the family to provide educational structure at home 

 
If the family pays for educational services at home, the school district cannot use 
this as a reason for denying ESY eligibility. There may be a change in the family 
In which they are unable to continue providing educational structure in the home. 
This would be a necessary discussion topic in the ARC/IEP meeting to discuss ESY. 
 
During your child’s initial ARC /IEP meeting and at all annual reviews, ESY should be 
addressed.  If previous data indicates regression after breaks in programming, ESY 
should be included in the IEP.  The team should also look at the progress on the current 
IFSP/IEP, nature/severity of the disability, the child’s age, interfering behaviors, 
emerging skills, and/or any other factors that could help determine eligibility for ESY. 
The child’s need for structure, consistency, and routine to improve attention and 
learning of skills should also be considered. The team should consider the child’s social 
interaction and social communication. The child cannot afford to risk regression in these 
areas. 
 
One problem often stated regarding providing ESY, is that summer programs are 
different than school year programs. The goals, objectives, and instructional strategies 
delineated in the student’s IEP are the consistent guide that should be continued year 
round, regardless of the difference in personnel and location.  In fact, this may help the 
student with autism generalize skills. Additionally, instructional strategies that have been 
proven successful should be specific enough that they can be explained and used by 
others.  Consistency across time, people, settings, and instructional strategies are vital 
to the learning of children with autism. Although some of these may be different during 
an ESY program, goals, objectives, and instructional strategies should be consistent 
and the changes would help a child with autism generalize skills across people and 
environments if the supports remain in place. 
 
Summary of Student’s Performance upon Leaving School 
IDEA requires that school personnel develop a Summary of Performance (SOP) 
document upon a student’s departure from high school to identify the student’s level of 
achievement in academic and non-academic areas.  This is a separate document and is 
not considered part of the IEP. 
 

Nancy Dalrymple, M.A     
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Resources 
Instruction 

California Departments of Education and Developmental Services. (1997). Best 
practices for designing and delivering effective programs for individuals with 
autistic spectrum disorders. Sacramento, CA: Author. 

Chance, P. (2006). Learning and behavior: Activity learning edition (with workbook). 
Stamford, CT: Thomson/Wadsworth. 

Cooper, J. O., Heron, T. E., & Heward, W. L. (2006). Applied behavior analysis (2nd ed.). 
New York: Macmillan.  

Fouse, B. (1996). Creating a “Win-Win IEP” for students with autism. Arlington, TX: 
Future Horizons.  

Harris, S. L., & Handleman, J. S. (2000). Preschool education programs for children 
with autism (2nd ed.). Austin, TX: Pro-Ed.  

Krantz, P. J., & McClannahan, L. E. (1993). Teaching children with autism to initiate to 
peers: Effects of a script-fading procedure. Journal of Applied Behavior Analysis, 
26, 121-132.  

Myles, B. S. (2005). Children and youth with Asperger Syndrome: Strategies for 
success in inclusive settings. Thousand Oaks, CA: Corwin. 

Myles, B. S., Adreon, D., & Gitlitz, D. (2006). Simple strategies that work! Helpful hints 
for all educators of students with Asperger Syndrome, high-functioning autism, 
and related disabilities. Shawnee Mission, KS: Autism Asperger Publishing 
Company. 

 

Curricula 

Circles I, II, and III. Intimacy and Relationships (teaches appropriate social distance 
skills), Stop Abuse (an abuse prevention curriculum), and Safer Ways (HIV/AIDS 
prevention education). Leslie Walker-Hirsch, M.Ed. and Marklyn Champagne, 
R.N., M.S.W. 

Life Horizons I and II, Sexuality Education for Persons with Severe Developmental 
Disabilities, Life Facts – Sexuality and Sex Abuse Prevention. 

These curricula are available from: 
James Stanfield Co. Inc. 
Drawer 189 
PO Box 41058 
Santa Barbara, CA 93140 
Phone: (800) 421-6534; Fax: (805) 897-1187 
YAI’s Relationship Series: Friendship Series, Boyfriend/Girlfriend Series, and Sexuality 

Series 
YAI/National Institute for People with Disabilities 
Tapes and Publications 
460 West 34th Street 
New York, NY 10001-2382 
Phone: (212) 273-6517 fax: (212) 629-4113 
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Special Education 

Kentucky Autism Training Center:  http://louisville.edu/education/kyautismtraining 
 
Kentucky Special Education Cooperatives 
 
 Big East Educational Cooperative   http://www.kedc.coop.k12.ky.us/kedc.htm 
 Caveland Educational Support Center   http://www.cksec.org/ 

Jefferson County Exceptional Child Education Services 
http://www.jefferson.k12.ky.us/Programs/ECE/Index.html 
Kentucky Valley Educational Cooperative 
http://www.kentuckyvalley.org/test/c_Index_5_English.htm 
Northern Kentucky Cooperative for Educational Services                                                           
http://www.nkces.org/nkces/site/default.asp 
Ohio Valley Educational Cooperative http://www.ovec.org/ 
River Region Cooperative   http://www2.daviess.kyschools.us/rrc/ 
Upper Cumberland Special Educational Cooperative http://www.ucsec.org/ 
West Kentucky Education Cooperative    http://wkec.org/dev/ 
Wilderness Trail Educational Cooperative   http://www.wildernesstrail.org/ 

 

Special Education Law  

COPAA (Council of Parent Advocates and Attorneys):  www.copaa.net  
 
National Center for Learning Disabilities: www.ncld.org 
 
Kentucky Protection & Advocacy:  http://www.kypa.net/drupal/node 
 
Wrightslaw:  www.wrightslaw.com  
 

State Agencies  

Kentucky Disability Resources:   
http://kentucky.gov/health/Pages/disabilityResources.aspx 

Kentucky Government      http://kentucky.gov/government/Pages/default.aspx 
Hart Supported Living   http://mhmr.ky.gov/mr/supportedliving.asp?sub1 
Kentucky Department of Education    http://www.kde.state.ky.us/KDE/  
Kentucky Department of Health:   http://chfs.ky.gov/dph/  
Kentucky Department of Community-Based Services   http://chfs.ky.gov/dcbs/ 
Kentucky Department of MR/DD: http://chfs.ky.gov/dms/mhmr.htm 
Kentucky Council on Developmental Disabilities   http://chfs.ky.gov/kcdd/ 
Kentucky General Assembly:    http://www.lrc.ky.gov/ 
 
Jackson, M.  (2008). Extended school year services. Autism-Asperger’s Digest, 
March/April 2008. 
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Helpful Hints for Preparing for the IEP Meeting 

• Talk to a parent mentor or an advocate before the meeting. They can give you 
suggestions on how to work effectively with the team at the meeting and explain 
your rights under IDEA.  

 

• Familiarize yourself with educational jargon and acronyms; ask for clarification of 
any you don’t fully understand. 

 

• Ask for and review evaluation and present levels of educational performance (PLEP) 
data before the IEP conference.  Ask the school for clarification of anything you do 
not understand.  If necessary, meet with evaluator/teacher before meeting to 
discuss. 

 

• Before the meeting, write down your priorities and questions. 
 

• Make an agenda for the IEP meeting to guide the discussion of the points you want 
to cover. 

 

• Tell the school who you will bring to the meeting and ask who will attend from the 
school. This information should be on the meeting notice.  As a courtesy, inform the 
school as soon as you know of a new participant; surprise guests are usually not 
appreciated. 

 

• Gather information you want to share, including medical or other assessments. If 
possible, disseminate this information to participants prior to meeting.  

 

• Bring a friend to the meeting to help in taking notes and clarifying information that is 
discussed. 

 

• Let the school know if the meeting time or location does not work for you. Offer 
alternative suggestions in writing to the school. 

 

• Ask the question "How is this going to help my child?" This will help focus the 
discussion of services and supports being considered. 

 
 

IEP Questions to Consider 
• Are my child’s goals measurable?  That is, does the IEP state his/her level of 

functioning now so that is can be compared to his/her functioning in the future to 
determine how much progress has been made? 
 

• Does the IEP identify the modifications, accommodations, and other supports my 
child needs to succeed? 
 

• Does the IEP identify who will provide what service and how much time will be 
spent on those goals? 
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• How do you measure where my child is currently performing now? 
 

• Are we setting reasonable and realistic expectations of progress for my child? 
 
 

• How often will my child’s IEP goals be reviewed and how often will we meet to 
review progress? 

 
 

Education: Navigating the Rough Waters 
 
When You Disagree with the School District’s Decisions 
 
The Individuals with Disabilities Education Act (IDEA) values the input of parents 
regarding their child’s education.  It provides for actions parents can take when they 
disagree with school district personnel about their child’s educational program. The 
following are options parents have: 

1. Request a case conference – This is a meeting with school personnel to discuss 
concerns and explore how to resolve the issues.  

2. Request an administrative review – This is a meeting that will include the 
district superintendent or designee to review the issues of disagreement. This 
person is able to reverse the decision of school personnel.  

3. Request mediation – This occurs when parents and schools cannot agree after 
both the case conference and administrative review. You and the school must 
both agree to mediation. A trained, qualified and impartial representative hired by 
the Kentucky Department of Education will be assigned to conduct the mediation 
between you and the school district representatives. A mediation time that you, 
the mediator, and the school district representatives agree upon will be 
scheduled.   

4. File for an impartial due process hearing – This is a formal, administrative 
procedure that is held to resolve disagreements between the parents and the 
school district. The district will contact the Kentucky Department of Education 
and a list of potential impartial hearing officers will be sent to the district. In 
Kentucky, all hearing officers must be attorneys and all hearing officers must 
have completed training on the process through the Kentucky Department of 
Education. Parents and the school have to agree upon a hearing officer to hear 
the case. 

 
Complaint Process 
 
Parents may also file an official complaint with the Kentucky Department of Education. 
This is an official notice that a school district may have violated one or more of the 
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federal or state special education laws. Complaints must be about students, or groups 
of students who are eligible or thought-to-be eligible for special education services.  

This does not require a hearing officer. The complaint is reviewed by staff of the 
Kentucky Department of Education who investigates the complaint by talking with both 
the parent and the school districts to establish the facts of the case. An official decision 
is made regarding the complaint and the parent and the school district are informed in 
writing of the decision of the Kentucky Department of Education. If the district is found in 
violation of federal or state law, the district is required to correct the violation.  

Complaints must be made in writing and sent to the Kentucky Department of Education, 
Division of Exceptional Child Services (DECS), 8th Floor Capital Plaza Tower, 500 Mero 
Street, Frankfort, Kentucky 40601.   

Types of Disagreements 
 
School district denies the request to perform a multi-factored evaluation (MFE)- 
In order for a child to be eligible for special education services, the child must meet two 
conditions. The child must: 
 

• Have a disability under one of the 13 IDEA categories 
• The disability must have a documented adverse affect on the child’s educational 

program 

If the school does not observe an adverse affect on the child’s educational performance 
based upon educational data, the school may refuse to perform an evaluation when 
parents request one. 

If the school district refuses to perform an MFE, it must provide the parents with a prior 
written notice letter. The letter must contain information regarding why the evaluation 
will not be provided and what documentation was used to determine that an evaluation 
is not needed.  

In response the parents may do one of the following: 
 

• Request a mediation with an Kentucky Department of Education-appointed 
mediator to review the issues of disagreement and make a decision  

• File a complaint with the Department of Education, Office for Exceptional 
Children. 

School district determines that the child is not eligible for special education ser-
vices after the MFE is performed-If this happens, parents can refuse to agree with the 
results of the MFE and request an independent educational evaluation at public 
expense.  A request for an independent evaluation should be made in writing. 
The district can agree to provide for an independent educational evaluation and provide 
parents with a list of approved evaluators that parents can use at the school’s expense. 
Parents may choose an evaluator from the list or choose someone else.  
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For a publicly funded evaluation, the school must agree to the evaluator that the parent 
chooses. IDEA requires that the school agree to the location of the evaluation and the 
qualifications of the examiner (they must be the same as the criteria for evaluators that 
the district uses (such as a licensed psychologist). 

The school district can initiate a due process hearing to show that its first evaluation is 
appropriate and, therefore, deny the independent educational evaluation. In this case, a 
hearing is scheduled before a hearing officer while the school presents evidence to 
support its position and the parents do the same.  The hearing officer then decides if the 
school must provide for an independent educational evaluation. 

Any time a district refuses the independent evaluation at the school’s expense, parents 
have the option of obtaining an independent evaluation at their own expense. When the 
parents receive the results of any independent educational evaluation, they must 
request a case conference in writing with school district personnel to consider (and 
discuss) the results of the evaluation. At this meeting, parents are requesting school 
district personnel to review any decisions related to the child’s eligibility or educational 
programming based on the new information provided.  

If parents and the school district disagree after a review of the independent eval-
uation results-If you and the district cannot come to an agreement about how to 
address your child’s needs, parents can file for an impartial due process hearing, as 
described in option number 4 above.  
 
The IEP is not appropriate or is not being implemented appropriately-If this is the 
case, request in writing a review of your child’s Individual Educational Program with the 
team and identify your concerns. At this meeting the team can address your concerns 
and make revisions to the IEP, if appropriate, or identify additional areas of assessment 
and programming needed to address your concerns.  
 

In addition, IDEA funds parent training and information centers in every state and 
territory specifically to answer parents’ questions about special education issues and 
provide training to give parents the information they need to advocate for their child’s 
educational interests. In Kentucky, parents can call the Kentucky Parent Information 
and Resource Center (KYPIRC) at (800) 251-4676 or visit the website at 
http://www.ovpirc.org/index.htm 

Section 504 
 
If you do not want to pursue a due process hearing to challenge the school district’s 
decision about your child’s eligibility for special education services, another mechanism 
is available to obtain accommodations for your child. When a child has an identified 
disability that does not meet the criteria under one of the 13 IDEA categories or that 
does not adversely affect the child’s educational performance, parents can request that 
the district provide the child with a 504 Plan. This may be the case for children with 
Asperger Syndrome. 



 
Kentucky’s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 4 142 
 

Section 504 of the Rehabilitation Act is a broad civil rights statute that prohibits 
discrimination on the basis of disability. It states that no person with a disability can be, 
by reason of his or her disability, denied access to or excluded from participation in or 
denied the benefits of a public program or service.  

Upon request, a 504 Plan is developed to provide the accommodations necessary for 
the individual with a disability to access an identified service or program. Each local 
district is required to identify procedures to implement the requirements of Section 504. 
A district is also required to identify individual(s) responsible for the coordination of 
Section 504 services. Ask for information regarding your district’s procedures for 
compliance with Section 504. 

 

The Importance of Knowing Your Educational Rights 
 
It is important to approach the educational planning for your child with the school team 
from a positive perspective. Be open to ideas and solutions as long as they meet your 
child’s needs. Still, understand that you have the right under IDEA to question the 
school district’s decisions and that there are procedural safeguards written into the law 
to help you protect your child’s right to a free and appropriate public education. 

Several resources are available to help parents understand their rights regarding the 
education of their child. The KY PIRC, the Autism Society of Kentucky, and other local 
autism groups provide parent trainings on educational rights on a regular basis. These 
groups also offer assistance to families by phone and through their websites. There are 
many websites available that also provide information for parents on advocating for their 
child’s educational rights.  

(Information adapted from materials developed by the Kentucky Coalition for the 
Education of Children with Disabilities, Marion, Kentucky. Used with permission). 

Resources 
 
National Center for Learning Disabilities : www.ncld.org/ 

National Dissemination Center for Children with Disabilities:www.nichcy.org/ 

Wright, P., & Wright, P. (n.d.). From emotions to advocacy – The special education 
survival guide. Hatfield, VA: Harbor House Law Press, Inc. (Available from 
wrightslaw.com) 

Wrights Law Special Education Law and Advocacy: www.wrightslaw.com 

An Educator’s Guide by the Organization for Autism Research 
http://www.researchautism.org/resources.OAR_EducatorsGuide.pdf 
 
An Educator’s Guide to Asperger Syndrome by the Organization for Autism Research 
http://www.researchautism.org/resources/OAR_Guide_Asperger.pdf 
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Educating Children with Autism on Educational Interventions for Children with Autism 
National Research Council    http://www.nap.edu/catalog/10017.htm 
 
The Puzzle of Autism    National Education Association and the Autism Society of 
America      http://www.nea.org/specialized/images/autismpuzzle.pdf 
 
http://louisville.edu/education/kyautismtraining/resources/0607NetworkMembershipList.
doc  The Kentucky Autism Training Center’s site mapping the Kentucky Statewide 
Network of Special Education Cooperatives. 
 
http://www.kde.state.ky.us/KDE/Instructional+Resources/Exceptional+Children/  The 
Kentucky Department of Education’s site includes information on all aspects of special 
education programs in public schools.  
 
http://www.cec.sped.org/ The Council for Exceptional Children (CEC) is the largest 
international professional organization dedicated to improving educational outcomes for 
individuals with exceptionalities, students with disabilities, and/or the gifted. 
 
http://louisville.edu/education/kyautismtraining/resources/tips.pdf  The Kentucky Autism 
Training Center’s link to the PDF copy of “Tools, Tips, Information, Ideas and Inspiration 
For Working with Students with Autism”.  
 

General Instructional Resources 
 
http://www.chartjungle.com/  The site for Chart Jungle with free printables: calendars 
and charts for baby, toddler, children, behavior, checklists, chores, Christmas, 
schedules, education, day care, school, holidays, homeschool, awards, business, car, 
computer, garden, health, holidays, home, internet, money, music, pets, safety, science, 
shopping, sports, teachers, travel, and webmasters. 
 
http://www.gigglepotz.com/  Gigglepotz.com offers teachers, students and parents the 
best downloadable resources on the Web. 
 
http://www.handwritingforkids.com/  The Handwriting for Kids provides handwriting 
worksheets and printable worksheets. 
 
http://www.preschoolprintables.com/   The website for Preschool.com provides 
printables and worksheets. 
                                     
http://www.polyxo.com/  Polyxo.com is a resource for parents, professionals, or anyone 
interested in teaching children with autism or other related developmental disorders. 
 
http://www.practicalmoneyskills.com/english/at_school/teachers/specialneeds/  This 
website, provided by Visa, provides teacher resources and student activities relating to 
the Practical Money Skills for Life curriculum. 
 
http://www.superkids.com/aweb/pages/features/pdd/  SuperKids is a website for parents 
and teachers who want the best in education for their children. The site provides 
reviews and ratings of software as well as online tools.  
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http://www.coping.org/intervention/ftpres/index.htm  The site for Coping.org, home of 
the Tools for Coping Series - onsite manuals for coping with a variety of life's stressors, 
including the presentation “Floor Time-Stanley Greenspan’s Model”. 

http://www.teacch.com/  The website for Treatment and Education of Autism and related 
Communication-handicapped Children.  TEACCH is an evidence-based service, 
training, and research program for individuals of all ages and skill levels with autism 
spectrum disorders. 

http://www.teacch.com/structureteach.html  The TEACCH site’s link to educational 
resources. 

http://cast.org/index.html  This is the site for Universal Design for Learning (UDL), a 
framework for designing curricula that enable all individuals to gain knowledge, skills, 
and enthusiasm for learning. 
 
http://www.difflearn.com/   This is the site for Different Roads to Learning providing over 
300 products, including books, flashcards, and videos, along with other materials critical 
to Applied Behavior Analysis and Verbal Behavior programs. 
   
http://www.do2learn.com/  This site for Do 2 Learn provides educational resources for 
students with special needs. 
 
http://www.enchantedlearning.com/Home.html  This site is provides a subscription 
service for Enchanted Learning. 

http://www.shoeboxtasks.com/ Centering on Children is dedicated to providing creative 
learning experiences for autistic individuals or those with learning disabilities who are 
beginning the process of “learning how to learn.”  

http://www.tinsnips.org/index.html  Tinsnips is a special education resource that strives 
to share a variety of specialized teaching tools, techniques, worksheets, and activities 
with teachers of students who have autistic spectrum disorders and related 
developmental disabilities. 
 
http://www.bry-backmanor.org/ Bry-Back Manor provides toys and educational 
resources for children with special needs. 
 
http://www.blaine.wednet.edu/bes/class/Klemmt/html%20file/workjobs.html  Workjobs 
provides specially designed materials to teach students independent work skills, 
increase fine motor abilities, provides hands-on problem solving and opportunities to 
practice basic academic skills. 
 
http://www.iidc.indiana.edu/irca/ftrainpapers.html  This site, the Indiana Resource 
Center for Autism, offers written articles that provide thoughtful discussions and 
practical recommendations on a wide range of topics, including behavior, sensory 
programming, education, communication, and other issues. 
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http://www.researchautism.org/resources/OAR_EducatorsGuide.pdf  This site provides 
a PDF version of “Life Journey through Autism: An Educator’s Guide” by the 
Organization for Autism Research. 
 
http://www.researchautism.org/resources/OAR_Guide_Asperger.pdf  This site provides 
a PDF version of “Life Journey Through Autism: An Educator’s Guide to Asperger’s 
Syndrome” by the Organization for Autism Research. 
 
http://www.nap.edu/catalog.php?record_id=10017  The site of the National Academies 
Press offering an online version of “Educating Children with Autism”. 
 
http://www.ocali.org/aim/  The Ohio Center for Autism and Low Incidence offers Autism 
Internet Modules for education and training about autism. 
 
http://www.autismnetwork.org/  The Interactive Collaborative Autism Network (ICAN) is 
a project supported by a U.S. Department of Education Grant H324M000047. The site 
is a collaborative effort among three states: the State Departments of Education of 
Connecticut (CT) and Minnesota (MN) and the University of Kansas (KU). 
 
http://depts.washington.edu/pdacent/courses.html  This site is for the PDA Center 
offering online courses for professional development in autism. 
 
http://www.kde.state.ky.us/KDE/Instructional+Resources/Exceptional+Children/  The 
Kentucky Department of Education’s site includes information on all aspects of special 
education programs in public schools.  

http://www.vanderbilt.edu/csefel/  The Center on the Social and Emotional Foundations 
for Early Learning (CSEFEL) is focused on promoting the social emotional development 
and school readiness of young children birth to age 5. CSEFEL is a national resource 
center funded by the Office of Head Start and Child Care Bureau for disseminating 
research and evidence-based practices to early childhood programs across the country. 

http://www.users.qwest.net/~tbharris/prt.htm  This site is an online version of the 
publication, “How to Teach Pivotal Behaviors to Children with Autism: A Training 
Manual” through the University of California, Santa Barbara and the 
University of California, San Diego. 
 
http://www.ldonline.org/bulletin_boards/index.htm  LD OnLine offers accurate and up-to-
date information about learning disabilities and related issues. 

http://www.cast.org/pd/resources/masterref.html  The site for the Center for Applied 
Special Technology (CAST), a nonprofit educational organization whose mission is to 
expand learning opportunities for all individuals, especially those with disabilities, 
through the development and use of innovative, technology-based resources. 

http://www.cast.org/publications/ncac/ncac_techsupport.html  A link on the Center for 
Applied Special Technology (CAST) providing information on technologies supporting 
curriculum access for students with disabilities. 
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http://www.mayer-johnson.com/  The Mayer-Johnson Building Blocks site provides 
information on communication tools. 
 
http://www.ttoolbox.com/ The site for the Teacher’s Toolbox provides information and 
professional resources to teachers. 
 
http://www.vsartsky.org/  VSA arts of Kentucky provides opportunities for people with 
disabilities to be part of the life of their communities and make our world more 
accessible and enjoyable. Arts education, community arts programming, and 
professional development are vital elements of our service to Kentucky. 

www.actionbasedlearning.com  This is the site for Action Based Learning. 

Behavior 

http://rrtcpbs.fmhi.usf.edu/  The Rehabilitation Research and Training Center on 
Positive Behavior Support (RRTC-PBS) is a national research and training effort to 
develop and disseminate effective, practical, and empirically validated procedures for 
improving support for individuals with disabilities and problem behavior. 

http://www.users.qwest.net/~tbharris/prt.htm   This site is an online version of the 
publication, “How to Teach Pivotal Behaviors to Children with Autism: A Training 
Manual” through the University of California, Santa Barbara and the University of 
California, San Diego.   
                
Assistive Technology 

 
http://www.closingthegap.com/  The Closing the Gap site provides information on 
assistive technology resources for children and adults with special needs. 
 
http://www.ldonline.org/bulletin_boards/index.htm  LD On-Line offers accurate and up-
to-date information about learning disabilities and related issues. 
 
http://www.wati.org/  The site for the Wisconsin Assistive Technology Initiative. 

http://www.assistivetech.com/  The site for Tobii ATI, a developer of hardware and 
software solutions for people with physical, cognitive, and speech disabilities.  
 
http://www.baltimorecityschools.org/boardmaker/adapted_library.asp  The site of the 
Assistive Technology Team of the Baltimore City Public School System. 
 
Accessibility 

 
http://www.apple.com/accessibility/  Apple Computer’s site for accessibility resources. 
 
http://www.microsoft.com/enable/  Microsoft’s site for accessibility resources. 
 
http://www.webable.com/  The site for the Paciello group provides information on 
accessibility resources. 
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http://aware.hwg.org/  AWARE stands for Accessible Web Authoring Resources and 
Education with the mission of to serving as a central resource for web authors for 
learning about web accessibility. 
 
Communication 

 
http://trackstar.4teachers.org/trackstar/index.jsp  TrackStar is a starting point for online 
lessons and activities. 

http://www.thegraycenter.org/store/index.cfm?fuseaction=page.display&page_id=30  
The Gray Center for Social Learning and Understanding is a non-profit, 501(c)(3) 
organization dedicated to individuals with autism spectrum disorders (ASD) and those 
who work alongside them to improve mutual understanding. 
 
 
Visual 

 
http://www.usevisualstrategies.com/  The site for Use Visual Strategies. 
 
 
Social Skills 

http://www.thegraycenter.org/  The Gray Center for Social Learning and Understanding 
is a non-profit, 501(c)(3) organization dedicated to individuals with autism spectrum 
disorders (ASD) and those who work alongside them to improve mutual understanding. 

 
Images for learning 

 
http://pics.tech4learning.com/  The site for Teach 4 Learning. 
 
 
Paraprofessionals 
 
http://www.ed.gov/pubs/Paraprofessionals/index.html  A PDV version of “Roles for 
Education Paraprofessionals in Effective Schools”. 
 
http://www.nectac.org/topics/personnel/paraprof.asp  The National Resource Center for 
Paraprofessionals in Education and Related Services provides technical assistance and 
information about policy questions, management practices, regulatory procedures, and 
training models. 
 
http://www.paraeducator.com/ Paraeducator.com is a cost-effective way to provide high 
quality training and regularly updated information and services to paraeducators and the 
teachers with whom they work. The site provides the tools and information needed to 
help districts meet state and federal mandates for paraeducators. 
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Glossary of Terms 
 
Admissions and Release Committee Meeting (ARC) - The ARC is made up of 
the parent, child (if appropriate), regular education teacher, special education 
teacher, administrator or designee and others as appropriate.  This group is 
responsible for identification, evaluation, placement and developing, reviewing, or 
revising an individual Education Program for a child with a disability. 
 
Alternate Assessment (Portfolio) - The alternative assessment is an option for 
children who have the cognitive inability to complete a regular course of study 
leading to a traditional diploma. 
 

Assistive Technology Device - any piece of equipment or product system, 
whether acquired commercially, off the shelf, modified, or customized, that is 
used to increase, maintain, or improve the functional capabilities of individuals 
with disabilities. 
 
Assistive Technology Service - is any service that directly assists an individual 
with a disability in the selection, acquisition, or use of an AT device. 
 
Free Appropriate Public Education (FAPE) - public education provided at no 
cost to the parent, and in accordance with an Individual Education Program.  
 
Individuals with Disabilities Education Act (IDEA) - The federal law that 
requires states to provide children with disabilities a free appropriate public 
education that modifies and extends the Education for all Handicapped 
Children’s Act. 
 
Individualized Educational Program - A written plan of action which includes a 
student’s present levels of performance; annual goals directly related to each 
area of need;  short-term instructional objectives; all necessary specially 
designed instruction and related services; transition services; extent of 
participation in regular education; dates for initiation and anticipated duration of 
services; amount of time child shall spend receiving each service; evaluation 
procedures; implementers or persons responsible. 
 
Related Services - transportation and such developmental, corrective, or 
supportive services required to assist a child with a disability to benefit from 
special education.  For example, speech therapy is considered a related service. 
 
Least Restrictive Environment - The educational setting in which the child with 
a disability can learn effectively, based upon unique needs and capabilities. 
 
Present level of Performance (PLOP) - the first component of the IEP that 
describes the current performance level, abilities, and disabilities of a child with a 
disability. 
 
Referral - written information about a student suspected of having a disability 
that may include:  personally identifiable data; a description of the areas of 
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concern; an appropriate instruction; support services and interventions provided 
for any area of concern that adversely affects educational performance. 
 
School Records - (cumulative and other available records) are documents and 
other written information directly related to a child, which are collected, 
maintained or used by the school district to make IEP decisions.   
 
Specially Designed Instruction (SDI) - adapting, as appropriate, the content, 
methodology, or delivery of instruction to address the unique needs of the child 
with a disability and to ensure access to the general curriculum. 
 
Transitions - a coordinated set of activities for a child with a disability that is 
designed within an outcome-oriented process, promotes movement from school 
to post-school activities, and is based on the student’s needs. 
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CHAPTER 5 
Social Service Programs: Kentucky Resources 

 
This chapter will discuss ways to explore and access resources specific to the state of 
Kentucky.  The main focus is to provide easy-to-read information concerning 
available resources and to provide immediate contact information for the purpose of 
applying for resources and/or locating additional information.  You may notice that many 
of the resources listed in this manual are directly linked to regional Comprehensive Care 
Centers. Often (and especially with children under the age of three and adults), a local 
Comprehensive Care Center will be the point of entry for an individual to gain access to 
many programs and services. For school-aged children and adolescents, the most 
direct route to services is often through the local public school system. 
 
This product is a version of the resource manual created by the Human Development 
Institute. The list of resources provided here is not meant to be exhaustive. The purpose 
is to focus on resources available to individuals with developmental disabilities, though 
other related resources have been included. 
 
This chapter is organized in the following sections:  Services for Youth and 
Children, Services for Adults, and Services for All Ages.  You may wish to consult 
all of the sections as you look for potential services and programs within this 
Guide. 

 
 
 
 
 

The Commission for Children with Special Health Care Needs 
 
What is the CCSHCN? 
The Commission for Children with Special Health Care Needs is an agency that 
provides diagnosis and treatment for persons with certain disabilities, both congenital 
and acquired (i.e. cerebral palsy, spina bifida, etc…). 
 
Do I qualify for services from CCSHCN? 
You must be a resident of Kentucky.  You must be under the age of 21 years 
(exception: adults with Hemophilia).  You must have a condition usually responsive to 
medical treatment provided by our program.  You must meet financial guidelines. 
 

 

Services for Children and Youth 
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How do I apply? 
To find the regional office that serves your area: 
 
Commission for Children with Special Health Care Needs 
982 Eastern Parkway 
Louisville, KY 40217 
Phone: (800) 232-1160 or (502) 595-4459 
Fax: (502) 595-4673 
 
How can I learn more? 
Web site address: http://chfs.ky.gov/dms/Consumer+Directed+Option.htm 

 
Early Periodic Screening Diagnostic and Treatment Special Services (EPSDT) 

 
What is EPSDT? 
The EPSDT Screening Program provides routine physicals or well-child check-ups for 
Medicaid eligible children at certain specified ages. It is considered preventive care. 
Children are checked for medical problems early. Specific tests and treatments are 
recommended as children grow older.  The areas of health care that are checked 
include: preventive check-ups, growth and development assessments, vision, hearing, 
teeth, immunizations, and laboratory tests. 
 
Do I qualify? 
You must be age 21 or under and be eligible for Medicaid.  Services must be deemed 
medically necessary by peer review organizations and must be prior authorized by 
these organizations. 
Medical necessity is determined by Kentucky Health Choices. 
 
How can I apply for EPSDT services? 
Application forms must be submitted by the service provider. Required information for 
patient application of services includes a physician's order, product information, prices 
from different providers with comparable products, and a letter from the physician or 
other professional including: 
 

• Patient history 
• Diagnosis and prognosis 
• Medical justification for each item/service 
• Description of the benefit to the patient 
• Length of time that the patient will need the item/service. 

 

Often, the application process can be facilitated through a home health agency, nurse’s 
registry, dental agency, or equipment provider. Your local Comprehensive Care Center 
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(see Appendix A) may have a listing of local EPSDT providers.  If you are refused 
service through EPSDT, there is an appeal process. For questions about appealing a 
decision, contact Kentucky Protection and Advocacy at (800)-372-2988 or (502) 564-
4527 (Voice/TTY). 
How can I learn more? 
Department of Medicaid Services 
Phone: (800) 635-2570/TTY (800) 775-0296 
Website address: 
Web site address: http://chfs.ky.gov/dms/epsdt.htm 
 

 
First Steps 

 
What is First Steps? 
First Steps is an early intervention program that serves children from birth to age three 
who have a developmental delay or a physical or mental condition that may cause a 
delay in development. Services include, but are not limited to, evaluation of the child’s 
development, home visits, and an Individual Family Services Plan (IFSP). 
 
Does my child qualify? 
Child must be younger than age 3. 
Child must have a developmental delay or disability, or 
   an established risk condition (Down Syndrome, etc…). 
 
Areas of concern in child development: 

• Communication 
• Motor skills 
• Cognitive development 
• Personal social skills 
• Adaptive or self-help skills 

If you have a concern about your child in any of the areas listed above, you can apply 
for the First Steps program. An evaluation of your child’s development will be available. 
 
How do I apply? 
Contact the First Steps Program: (800) 442-0087 or TTY: (502) 564-5777 
You will then be directed to your local point of entry office. 
 
How can I learn more? 
Web site address: http://chfs.ky.gov/dph/firststeps.htm 
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IMPACT Plus 
 

What is IMPACT Plus? 
IMPACT Plus is a collaborative effort of the Department of Mental Health, 
Developmental Disabilities and Addiction Services (DMHDDAS). This program provides 
a network of short-term care and services for Medicaid/K-CHIP-eligible children with 
complex treatment needs.  Services include behavioral health evaluations, individual & 
group therapy, child support services, after school or summer programs, day treatment 
services, partial hospitalization, intensive outpatient behavioral health services, 
therapeutic foster care, parent-to-parent support, and targeted case management. 
Services also include short-term placements in a hospital, psychiatric treatment facility, 
group or foster home or other court-placed facility. 
 
Does my child qualify? 
Must be under the age of 21 and fit one of the following requirements: 

• Currently in the custody or under the supervision with risk of being in the custody 
of the Department for Community Based Services or Department of Juvenile 
Justice; or 

• Must be at risk for immediate and extensive institutionalization (hospitalization,           
out-of-home placement). 
 

Must have documentation to prove: 
• A severe and continuing DSM-IV-R Axis I diagnosis, other than dementia or 

substance abuse 
• A serious behavioral health problem related to the diagnosis that has lasted in 

the home, school, and community for the past 6 months and has been 
determined by a behavioral health professional to be at high risk of continuing for 
6 months 

• A plan of medically-necessary community based behavioral health services that 
can reasonably be expected to improve the child’s condition so that the child may 
discontinue the intensive services and be discharged to a less intensive 
behavioral health service or program within 6 months 

• Other intensive services within the child’s community are not enough to meet the 
child’s needs or are not available. 
 

How do I apply for IMPACT Plus services for my child? 
Contact the IMPACT Plus Program Office, DMHDDAS:  Phone: (502) 564-4797 /TTY 
(502) 564-5777 
Fax: (502) 564-4826 
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How can I learn more? 
IMPACT Plus Web site address: http://www.mhmr.ky.gov/mhsas/Impact%20Plus.asp?sub1 
 
 

Kentucky Children’s Health Insurance Program (K-CHIP) 
 

What is K-CHIP? 
K-Chip’s mission is to provide health insurance coverage to low income, uninsured 
children in Kentucky.  The K-CHIP staff understands that access to health care is very 
important and that preventive care is a large part of health care. Immunizations, well 
child checkups and other preventive services help children get and stay healthy. 
 
Does my child qualify for K-CHIP? 

• Must be less than 19 years of age 
• Must not be eligible for Medicaid 
• Must not have had health insurance for at least six months 
• Must not have voluntarily dropped child's insurance within the past 6 months 
• Family income must be at or below 200% of the Federal Poverty Line. 

 
How can I apply for my child to obtain medical coverage through K-CHIP? 
Contact the K-CHIP Program, Department for Medicaid Services where eligibility and 
services are determined by local offices in the county where the applicant resides: 
Phone: (877) 524-4718 
Spanish: (800) 662-5397 

 
Kentucky IMPACT Program 

 
What is the Kentucky IMPACT Program? 
Kentucky IMPACT is a statewide program which coordinates services for children with 
severe emotional disabilities and their families.  Service coordination between teachers, 
physicians, individual counselors, and the family is offered; intense in-home family 
services are available; and the IMPACT team is sometimes able to provide funds for the 
purchase of miscellaneous items needed by the child. Support groups are also 
available. 
Do I qualify? 

• Child must be younger than 18. 
• Must have a diagnosis of a psychiatric disorder. Diagnosis of chemical 

dependency, mental retardation, or other brain disorder may be present, but 
cannot be the primary diagnosis 

• Must be severely limited in at least two of the following areas: self-care, 
interpersonal relationships, difficulty in daily life activities, self-direction, must 
have been disabled for at least one year 
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• Must require service planning from two or more agencies. 
 

How can I apply for IMPACT services for my child? 
You may contact the state office for Kentucky IMPACT, and you will be directed to the 
appropriate regional office: 
100 Fair Oaks Lane, 4E-D 
Frankfort, KY 40621-0001 
Phone: (502) 564-4456 
TTY: (502) 564-5777 
Fax: (502) 564-9010 
Or you may contact your local Comprehensive Care Center  
 
How can I learn more? 
Kentucky IMPACT Web site address: http://mhmr.ky.gov/mhsas/KY%20Impact.asp 
Or you may contact your local Comprehensive Care Center to determine if there are 
providers in your area.  
 
 

 

 
 
 

Acquired Brain Injury Waiver Program 
 

What is the ABI Waiver Program? 
This program is designed to provide intensive services and supports to adults with 
acquired brain injuries as they work to re-enter community life. Services include case 
management, personal care, respite care, environmental modifications, behavior 
programming, counseling and training, structured day programs, specialized medical 
equipment and supplies, supported employment, community residential services, 
occupational services, and speech and language services. Services can only be 
provided in community settings. 
 
Do I qualify for ABI? 
You Must: 

• Be 21 to 65 years of age and require nursing facility level of care; 
• Have a primary diagnosis of an acquired brain injury; 
• Meet nursing facility level of care; 
• Be expected to benefit from waiver services; 

 

Services for Adults 
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• Be able to remain in the community upon discharge; and 
• Be financially eligible for Medicaid services. 

 
How do I apply for ABI? 
You may call for an application: (502) 564-5198 or toll free: (866) 878-2626 
Or you may write: Brain Injury Services Branch, 275 E. Main Street, 6W-B 
Frankfort, KY 40621. 
 
How can I learn more about ABI? 
Web site address: http://chfs.ky.gov/dms/Acquired+Brain+Injury.htm 
For members who would like to choose Consumer Directed Option Services for ABI, 
visit the DMS CDO page: http://chfs.ky.gov/DMS/Consumer+Directed+Option.htm 

 
 

Centers for Independent Living (CIL) 
 

What are Centers for Independent Living? 
CILs are typically non-residential, private, non-profit, consumer-controlled, community-
based organizations providing services and advocacy by and for persons with all types 
of disabilities. The goal is to assist individuals with disabilities achieve their maximum 
potential within their families and communities. 
 
What services to CILs offer? 
CILs work to assure physical and programmatic access to housing, employment, 
transportation, communities, recreational facilities, and health and social services. 
CILs offer services including: information and referral, peer counseling, advocacy, and 
independent living skills training which teach self-help skills, inform people about other 
disability programs, and create new services. CILs treat housing, transportation, 
attendant services, employment and discrimination as the interlocking problems that 
they are.  CILs can help you learn more about transportation in your community and 
how to use it, as well as provide assistance in completing the Assistive Technology 
Loan Board application. 
How can I learn more? 
Center for Accessible Living 
305 W. Broadway, Suite 200, 
Louisville, KY 40202 
(502) 589-6620 / (800) 813-8497(voice) 
(502) 589-6690 (TTY) 
(502) 589-3980 (fax) 
Email: Louisville Info@calky.org 
Web site: http://www.calky.org 
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Center for Accessible Living 
1051 N. 16th Street, Suite C 
Murray, KY 42071 
(270) 753-7676 (voice)/ 888-261-6189 
(270)753-7729 (TDD) 
(270)753-7729 (fax) 
Email: calmur@kih.net 
Web site: http://www.calky.org 
 

Disability Coalition of Northern Kentucky 
525 W Fifth Street, Ste 219 
Covington, KY 41011 
(859) 431-7668 
(800) 648-6057 (TTD/TTY voice) 
(859) 431-7688 (fax) 
Email: dcnky@fuse.net 
Web site: www.dcnky.org 
 

BEST CIL Inc 
624 Eastwood Avenue 
Bowling Green, KY 42103 
(270) 796-5992 
(270)796-6630 (fax) 
Email: Bestcil@bestcil.org 
Web site: www.bestcil.org 
 

Pathfinders for Independent Living, Inc. 
105 E. Mound Street 
Harlan, KY 40831 
(606) 573-5777 
Fax: (606) 573-5739 
Email: pathfinders@harlanonline.net 
Independence Place 
836. Euclid Avenue, Suite 101 
Lexington, KY 40502 
(859) 266-2807 
Email: info@independenceplaceky.org 
Web site: www.independenceplaceky.org 
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Homecare Program 
 

What is the Homecare Program? 
The Homecare Program helps adults who are at risk of institutional care to remain in 
their own homes by providing supports and services to ensure daily needs are provided 
by. This is accomplished primarily by coordinating the help of caregivers and provider 
agencies. Assessment and case management, home management and personal care, 
home delivered meals, chore services, home repair, and respite for family caregivers 
and home health aide service are among the assistance provided. 
 
Do I qualify for this resource? 
You must be 60 or older and unable to perform two activities of daily living or three 
instrumental activities of daily living You must be at risk of going to an institution; or 
You must be in an institution, but would able to return to a private home environment if 
needed services are provided. 
 
How do I apply? 
You may request an application from the Office of Aging Services in Frankfort by calling: 
(502) 564-6930, or you may contact your local Comprehensive Care Center to 
determine if there are Homecare Program providers in your area.  
 
How can I learn more? 
Department for Aging and Independent Living 
275 E. Main St., 3W-F 
Frankfort, KY 40621 
Phone: (502) 564-6930/TTY (888) 642-1137 
Fax: (502) 564-4595 
 

Medicare 
 

What is Medicare? 
Medicare is the nation's largest health insurance program, which covers more than 
thirty-nine million Americans 65 or over, some people with disabilities under 65, and 
people of all ages with End State Renal Disease. Medicare has two parts: 
Part A (Hospital Insurance) - Most people do not have to pay for Part A. 
Part B (Medical Insurance) - Most people pay monthly for Part B. 
 
Do I qualify for Medicare? 

• Must be a citizen or permanent resident of the United States 
• Must be 65 years of age and older OR 
• You or your spouse must have worked for at least 10 years in Medicare-covered 

employment 
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• Be under 65 with End Stage Renal Disease OR 
• Have received Social Security or Railroad Retirement disability for 24 months. 

If you are not a U.S. citizen or a lawfully admitted alien who has lived in the U.S. 
continuously for a five-year period, please contact the Social Security Administration at 
(800) 772-1213 for your Medicare enrollment and eligibility. 
 
How can I apply for Medicare coverage? 
If you are not yet 65 and already getting Social Security or Railroad Retirement Board 
benefits, you do not have to apply for Medicare.  If you are disabled and have been 
receiving disability benefits under Social Security or Railroad Retirement Board for 24 
months, you will be automatically enrolled in Part A and Part B beginning the 25th 
month of benefits.  If you are not receiving Social Security or Railroad Retirement Board 
benefits you must apply for Medicare Part A and Part B. You can apply by contacting 
the Social Security Administration (or Railroad Retirement Board).  You should apply 
three months before the month you turn 65. 
 
How can I learn more? 
Social Security Office: 
Phone: (800) 772-1213 
TTY: (800) 325-0778 
Medicare Web site: http://www.medicare.gov/Basics/Overview.asp 
 

 
Michelle P. Waiver 

 
What is the Michelle P. Waiver? 
In 2002, some people with developmental disabilities sued the Commonwealth of 
Kentucky because the state didn’t provide enough help for them to live in the community 
instead of an institution. Kentucky finally agreed to provide extra services and settled 
the suit. It then created the Michelle P. Waiver. The Michelle P. Waiver is a Medicaid 
program that helps people live in the community or go back to the community after living 
in an institution. It is for anyone with mental retardation or a developmental disability 
who is eligible to receive services at an ICF/MR, like Oakwood, Hazelwood, or Cedar 
Lake Lodge. To get the waiver, you must also have a medical card or be eligible for 
one. 
 
What services are provided through the Michelle P. Waiver? 

• Case Management Supported Employment * 
• Homemaker * Attendant Care * 
• Personal Care * Behavioral Supports * 
• Respite Assessment/Reassessment 
• Adult Day Health * Occupational Therapy * 
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• Adult Day Training * Physical Therapy * 
• Environmental and Minor Home Adaptations Speech Therapy * 
• Community Living Supports * 

 
A case manager or support broker will help you decide the services you need. The 
services with a star are limited to 40 hours a week altogether.  There are no residential 
services with the Waiver. It was designed to help people who live in their own homes or 
a family member’s home, but need help to continue living in the community. 
 
Who provides the services? 
Once you receive the Waiver, you can get services from any Supported Community 
Living (SCL), Home and Community Based Waiver (HCBW) or Adult Day Health Care 
(ADHC) provider.  You can even hire someone you know to provide some of the 
services through the Consumer Directed Option. For more information about the 
Consumer Directed Option, see the Services for All Ages section in this Guide. 
 
How do I apply? 
To apply, contact your local Community Mental Heath Center. It will provide an 
assessment to determine if you are eligible. You can find your Center by visiting 
http://mhmr.ky.gov/cmhc  or by calling (502) 564-5560. 
 
How can I learn more? 
For more information on the Michelle P. Waiver, please call Protection and Advocacy at 
(800) 372-2988 or visit our Web site: www.kypa.net. 
 

Personal Care Attendant Services Program 
 

What is the Personal Care Attendant Services Program? 
Attendant services are provided for people 18 and older with functional loss of two or 
more limbs and who have the ability to hire and supervise an attendant. Services 
include assistance with personal care, housekeeping, shopping, travel, self-care 
procedures, meal preparation, and other daily activities. State and local funds are used 
by local organizations to provide services and programs that help maintain older 
persons in their own homes. Please contact the Department Aging and Independent 
Living to determine whether or not there is a waiting list for services. 
 
Do I qualify? 

• Must be 18 years of age or older 
• Must be severely physically disabled with permanent or temporary recurring 

functional disabilities 
• Loss of two or more limbs 
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• Must need at least 14, but no more than 40, hours of personal care attendant 
services per week 

• Must be mentally capable of instructing and supervising attendants 
• Must be able to prepare attendant payroll reports and employer tax statements 

 
How can I apply for these services? 
Contact the Office of Aging Services, Cabinet for Health Services: 
Department for Aging and Independent Living 
275 E Main St., 3W-F 
Frankfort, KY 40621 
Phone:(502) 564-6930 
TTY: (888) 642-1137 
Fax: (502) 564-4595 
 

Supplemental Security Insurance (SSI) 
 

What is SSI? 
SSI is a need-based program designed to provide a minimum income to people unable 
to work due to disability or retirement who are otherwise uninsured or underinsured and 
have insufficient income from other sources. 
 
Do I qualify for SSI? 
To receive SSI, you must be 65 or older or blind or disabled.  SSI is based on financial 
need.  You must be determined disabled by the Social Security Administration Disability 
Determination Office.  SSI recipients are automatically eligible for Medicaid. 
 
How can I apply for SSI? 
Call the Social Security Administration (SSA) office to schedule an appointment at your 
local office:  Phone: (800) 772-1213. 
 
How can I learn more? 
Social Security Administration Web site: http://www.ssa.gov 
 

Supported Employment 
 

What is Supported Employment? 
Supported Employment service assists persons with severe disabilities find and 
maintain employment in an integrated setting with long-term support. This program is 
meant for individuals who need ongoing support to be successful in their job. 
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Do I qualify for Supported Employment services? 
If you receive SSI benefits, you qualify.  It is not necessary to receive SSI to qualify for 
this program.  If you have a severe mental or physical disability, you can apply.  If your 
disability has interfered with getting and/or keeping a job, you may be eligible for 
this service. 
 
How can I apply for these services? 
Call the Kentucky Office of Vocational Rehabilitation in Frankfort: 
Phone: (800) 372-7172 or (502) 564-4440 
 
What can I expect during this phone call? 
An appointment will be made for you to meet with a counselor.  You will apply for DVR 
services, specifying Supported Employment.  You can also access a list of service 
providers by calling the number above. 
 
How can I learn more? 
Supported Employment Web sites: 
http://ovr.ky.gov/programs_services/supported_employment_program.htm 
http://www.ihdi.uky.edu/kyseweb 
 

Supports for Community Living (SCL) 
 

What is the Supports for Community Living Program? 
SCL provides services to individuals with disabilities that enable them to live in the 
home or in the community rather than in an institution. SCL services include the 
following: support coordination, residential supports, supported employment, behavior 
supports, psychological services, occupational therapy, physical therapy, speech 
therapy, respite care, as well as specialized medical equipment and supplies. 
There is often an extended waiting list for SCL, so it is very important to contact the 
Supports for Community Living Office to have your name added to this list. 
 
Do I qualify for SCL? 
You must have a developmental disability or mental retardation.  You must meet 
Medicaid requirements. 
 
How can I apply for SCL? 
The first step is to complete an application form. 
You can get an application form by calling or by visiting the Web site. 
 
How can I learn more? 
Phone: (502) 564-7702 
TTY: (502) 564-5777 
Supports for Community Living web site: http://mhmr.ky.gov/mr/scl.asp 



Kentucky’s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 5 

 163 

 

 

 
 
 

Assistive Technology 
 

What is Assistive Technology? 
Assistive technology refers to devices and tools that are created to help those with 
disabilities participate more fully in the activities of daily life.  Assistive technology can 
be funded by private insurance, public funding, other private sources, or through loans. 
 
How can I apply for Assistive Technology? 
Assistive technology may be provided through several agencies, each with its own 
application process. Call the Kentucky Assistive Technology (KATS) Network for 
information on local providers in your area: 
KATS Network 
Charles McDowell Center 
8412 Westport Rd 
Louisville, KY 40242 
Voice: (502) 429-4484 / (800) 327-5287 
 
What can I expect from KATS NETWORK? 
KATS helps people of all ages.  A KATS representative will ask a few questions to help 
determine your need.  KATS will direct you to the right agency or service provider. 
KATS publishes a handbook which is available upon request. 
 
How can I learn more? 
Web site addresses: 
http://www.katsnet.org (Kentucky KATS Network) 
http://katlc.ky.gov/ (Assistive Technology Loan Corporation) 
 

Consumer Directed Option 
 

What is the Consumer Directed Option? 
The Consumer Directed Option (CDO) gives Medicaid waiver members more choices in 
the way some Medicaid services are provided. With CDO you can choose who will 
provide services you need as well as how, when and where services will be provided. 
You can choose a friend, family member, or support broker to help you direct your 
services. You can blend services and may return to traditional service delivery at any 
time with no loss of services. A support broker will help you design your plan of care 
which is based on your particular needs. 
 
 

Services for All Ages 
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Do I qualify for services from Consumer Directed Option? 
You must be a Medicaid eligible and enrolled in one of the following Medicaid Waiver 
programs: 

• Home and Community-Based (HCB) waiver 
• Supports for Community Living (SCL) waiver 
• Acquired Brain Injury (ABI) waiver 

 
Residential and medical services are not covered under the Consumer Directed Option. 
Your support broker can advise you about CDO eligible services. 
 
How do I apply? 
To find the office of Aging and Independent Living that serves your area: 
KY Health Choices 
Consumer Directed Option 
Department for Aging and Independent Living 
275 E. Main St., 3W-F 
Frankfort, KY 40621 
(877) 293-7447 
 
How can I learn more? 
Web site address: http://chfs.ky.gov/ccshcn/ 
 
 

Home and Community-Based Waiver (HCB Waiver) 
 

What is the HCB Waiver? 
The Home and Community-Based Waiver program provides Medicaid coverage to 
eligible persons who are aged or disabled, who would otherwise require nursing facility 
level of care.  Services include but are not limited to the following: assessment and 
reassessment, case management, homemaker services, personal care services, respite 
care, minor home adaptations, attendant care, and adult day health care. 
Do I qualify for this service? 
If you receive Medicaid, you qualify for this program. (Qualifying for HCB may enable 
you to become eligible for Medicaid. Some families choose to pay for the first month of 
HCB. The second month of service eligibility is determined by the financial eligibility of 
the individual instead of the family.)  A physician must certify that without these 
services, the physician would order nursing facility care.  There is no age requirement 
for the HCB Waiver. 
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How can I apply for the HCB Waiver? 
Your local Comprehensive Care Center may have a listing of Home Health Agencies 
that perform as HCB providers in your area. You may contact your local Comprehensive 
Care Center or the Department for Medicaid Services: (502) 564-5707. 
 
How can I learn more? 
Web site address: http://chfs.ky.gov/dms/hcb.htm 
 
 

Hart-Supported Living Program 
 

What is Hart-Supported Living? 
The Hart-Supported Living program is for Kentuckians with disabilities to request grants 
for supports so they can live in, contribute to and participate in their communities. Any 
Kentuckian with a disability recognized under the Americans with Disabilities Act (ADA) 
is eligible to apply for a Hart-Supported Living grant. The program is administered 
through the Department of Mental Health, Developmental Disabilities, and Addiction 
Services (DMHDDAS), but it is a program for people with all disabilities. 
 
Do I qualify? 
You (and your family, friends, and the people who support you) should consider 
applying for a Hart-Supported Living grant if: 

• You want to live in a home of your choice that is typical of the homes where 
people without disabilities live 

• You want to participate in your community with all members of the community. 
• You want to decide for yourself what supports and services you need to live in 

the community 
• You want to arrange for and manage your own supports 

 
How can I apply for Supported Living Services? 
Contact your Regional Supported Living Coordinator for an application and for 
assistance in completing the application.  Applications must be received by April 1st in 
the office of Regional Hart-Supported Living Coordinator for funding for the upcoming 
fiscal year, beginning July 1st. 
Contact the State Hart-Supported Living Coordinator: 
DMHDDAS 
275 E Main St., 3W-F 
Frankfort, KY 40621. 
Phone: (502) 564-6930 
Fax: (502-564-4595 
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How can I learn more? 
Visit the Kentucky Hart-Supported Living Web site: 
http://mhmr.ky.gov/mr/supportedliving.asp?sub1 
 

Medicaid (KyHealth Choices) 
 

What is Medicaid? 
KyHealth Choices is the new name for Kentucky Medicaid, which is a joint federal-
state program that pays for medical services on behalf of certain groups of low-income 
persons.  Members of families with children, pregnant women, elderly, blind, or persons 
with a disability are eligible for Medicaid if they meet certain financial criteria. 
 
Do I qualify? 
Individuals or families with dependent children may be eligible for Medicaid if they meet 
one of the following requirements: 

• a pregnant woman 
• a dependent child under age 19 
• a parent of a dependent child, if one parent has left the home, cannot work due 

to sickness or disability or has died 
• Parents (both) living with the dependent child, if the parent who earned the most 

income in the last 24 months is unemployed 
• Income requirements are based on family size, pregnancy, and age of the 

youngest child. 
 
How can I apply for Medicaid coverage? 
An application for Medicaid may be filed at your local Department for Community Based 
Services Office. Applicants will be required to show proof of identity, proof of citizenship, 
proof of health insurance, proof of income, Social Security number, and a doctor’s 
statement verifying pregnancy, if applicable.  For more information, call the Cabinet for 
Health Services of Kentucky, Department for Medicaid Services: (800) 635-2570. 
 
 
How can I learn more? 
Visit the Kentucky State Medicaid Web site: 
http://chfs.ky.gov/dms/ 
 

Additional Medicare and Medicaid Guides 
 

The Kaiser Family Foundation released new guides that explain the role of Medicare 
and Medicaid for roughly 20 million children, adults and seniors with disabilities. 
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These guides offer basic introductions to the Medicare and Medicaid programs, 
including things such as: 

• How do people with disabilities apply for coverage under Medicare or Medicaid? 
• What is Medicare's policy for covering durable medical equipment? 
• Where can people with disabilities turn if they need help in applying for 

Medicaid? 
• How do people with disabilities appeal Medicare coverage decisions? 
• Can a person with a disability who has Medicare and/or Medicaid be employed 

and still keep their coverage? 
 

How can I learn more? 
The guides and additional information are available in PDF and HTML formats at: 
http://www.kff.org/medicare/disabilities.cfm 
 
 

Social Security Disability Income (SSDI) 
What is SSDI? 
Social Security Disability Insurance (SSDI) is a federal cash benefit that may be 
available if a person is disabled. 
 

Do I qualify for SSDI? 
Social Security Disability eligibility is determined on having a disability and SSDI 
payments are based on your prior work. Your spouse and other dependents may be 
eligible for SSDI payments based on your work history. Their income may affect their 
amount, but their income does not affect the amount that you draw for yourself. 
Eligibility for both SSI and SSDI is possible if SSDI benefit rates are low enough. 
If you qualify for SSDI benefits you will be eligible for Medicare after receiving benefits 
for two years.  At age 65 your SSDI benefits automatically roll over to Social Security 
Retirement benefits. 
 
How can I apply for SSDI? 
Call the Social Security Administration (SSA) office to schedule an appointment at your 
local office: Phone: (800) 772-1213. 
 
How can I learn more? 
Social Security Administration Web site: http://www.ssa.gov 
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State General Funds 
 

What are State General Funds? 
State General Funds are dollars that Comprehensive Care Centers can use flexibly. 
These versatile dollars can fund short term supports that include but are not limited to 
respite, crisis intervention, and case management. 
 
Do I qualify and how do I apply? 
Due to the flexible nature of these funds, you will need to contact your local 
Comprehensive Care Center to determine if funds are available for the services you 
need.  A Comp Care Center listing is included later in this chapter.  
 

 
Traumatic Brain Injury (TBI) Trust Fund and Benefit Management Program 

 
What is TBI? 
This program offers flexible, funding and support for people with traumatic brain injuries. 
 
Do I qualify? 
Must have: 

• Partial or total disability caused by injury to the brain. 
• Damage to the brain from physical trauma, lack of oxygen, allergic conditions, 

toxic substances and other medical incidents. 
• Impaired cognitive abilities or impaired brain function resulting from allergic 

conditions, toxic substances, or other acute medical clinical incidents. 
• There is a benefit limit of $15,000 per individual per year, with a lifetime 

maximum of $60,000. 
Exclusions-The following services are not covered under this program: 

• Medications 
• Institutionalizations 
• Hospitalization  
• Services for anyone who is a hospital or institutional resident. 

 

How can I apply for TBI? 
Contact Eckman-Freeman, the program administrator, for additional information: 
Phone: (800) 447-4984. 
 

 
How can I learn more? 
TBI Email address: info@kybraininjuryfund.org 
TBI Web site: http://www.kybraininjuryfund.org/ 
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Vocational Rehabilitation (Voc Rehab) 
 

What is Voc Rehab? 
The Kentucky Office of Vocational Rehabilitation assists Kentuckians with disabilities to 
achieve suitable employment and independence. 
 
Do I qualify for Vocational Rehabilitation services? 
If you receive Social Security disability benefits, you are considered to be an individual 
with a significant disability and are presumed to be eligible for services.  Your 
impairment must result in a substantial impediment to employment.  It is not necessary 
to receive SSI to qualify for this program.  You must be of employable age by 
completion of rehabilitation. 
 
How can I apply for Vocational Rehabilitation? 
Contact the Office of Vocational Rehabilitation: 
Office of Vocational Rehabilitation 
209 St. Clair 
Frankfort, KY 40601 
Voice: (502) 564-4440 / (800) 372-7172 (in Kentucky) 
(TTY) (888) 420-9874 
 
What can I expect during this phone call? 
An appointment will be made for you to meet with a counselor.  Your eligibility will be 
determined within 60 days of your application. 
 
How can I learn more? 
Vocational Rehabilitation Web site: http://ovr.ky.gov/index.htm 
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Kentucky Comprehensive Care Centers 
 
 
 
Four Rivers Behavioral Health 
425 Broadway 
Paducah, KY 42001 
(270) 442-7121 
24 hour Crisis and Information Line: 
(800) 592-3980 
Web site: http://www.4rbh.org 
Counties served: Ballard, Calloway, Carlisle, Fulton, Graves, Hickman, Livingston, 
Marshall, and McCracken. 
 
Pennyroyal MH / MR Board 
735 North Drive 
Hopkinsville, KY 42240 
(270) 886-5163 or 
24-hour line: (877) 473-7766 or in Christian County (270) 881-9551 
Web site: http://www.pennyroyalcenter.org 
Counties served: Caldwell, Christian, Crittenden, Hopkins, Lyon, Muhlenberg, Todd, 
and Trigg. 
 
River Valley Behavioral Health 
1100 Walnut Street 
Owensboro, KY 42301 
(800) 737-0696 
Web site: http://www.rvbh.com 
For all first appointments and referrals to RiverValley Behavioral Health outpatient 
services, call Point of Entry: (270) 683-4039 or (800) 737-0696 
Counties served: Daviess, Hancock, Henderson, McLean, Ohio, Union, and Webster. 
 
LifeSkills 
380 Suwanee Trail Street 
Bowling Green, KY 42102 
(270) 901-5000 
24 hour Crisis line: (800) 223-8913 (Outside Warren County) 
Web site: http://www.lifeskills.com/ 
Counties served: Allen, Barren, Butler, Edmonson, Hart, Logan, Metcalfe, Monroe, 
Simpson, and Warren. 
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Communicare, Inc. 
107 Cranes Roose Court 
Elizabethtown, KY 42701 
(270) 765-2605 
Web site: www.communicare.org 
Counties served: Breckinridge, Grayson, Hardin, Larue, Marion, Meade, Nelson, and 
Washington. 
 
Seven Counties Services, Inc. 
101 W. Muhammad Ali Blvd. 
Louisville, KY 40202-1451 
24-hour crisis line: (800) 221-0446 or (502) 589-4313/ TDD (502) 589-4259 
Web site: http://www.sevencounties.org 
Counties served: Bullitt, Henry, Jefferson, Oldham, Spencer, Shelby, and Trimble. 
 
North Key Community Care 
503 Farrell Dr. 
Covington, KY 41011 
(859) 781-5586 
24-hour crisis line: (859) 331-1792 or toll-free (877) 331-3292 
Web site: www.northkey.org 
Counties served: Boone, Campbell, Carroll, Gallatin, Grant, Kenton, Owen, and 
Pendleton. 
 
Comprehend, Inc. 
611 Forest Ave. 
Maysville, KY 41056 
(606) 564-4016 
After Hours Emergency: (877) 852-1523 
Web site: www.comprehendinc.com 
Counties served: Bracken, Fleming, Lewis, Mason, and Robertson. 
 
Pathway, Inc. 
P.O Box 790 
Ashland, KY 41105-0790 
(606) 329-8588 or (800) 562-8909 
Web site: www.christiancarecommunities.org/p_centralKY.asp 
Counties served: Bath, Boyd, Carter, Elliott, Greenup, Lawrence, Menifee, Montgomery, 
Morgan, and Rowan. 
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Mountain MH / MR Board 
150 South Front Ave. 
Prestonsburg, KY 41653 
(606) 886-8572 
Web site: www.mtcomp.org 
Counties served: Floyd, Johnson, Magoffin, Martin, and Pike. 
 
Kentucky River Community Care 
115 Rockwood Lane 
Hazard, KY 41701 
(800)262-7491  TTY/TDD: (800) 787-5043 
Web site: http://www.krccnet.com 
Counties served: Breathitt, Knott, Lee, Leslie, Letcher, Owsley, Perry, and Wolfe. 
 
 
Cumberland River MH / MR Board 
P.O Box 568 
Corbin, KY 40702 
(606) 528-7010 
Web site: www.cumberlandriver.com 
Counties served: Bell, Clay, Harlan, Jackson, Knox, Laurel, Rockcastle, and Whitley. 
 
Adanta MH / MR Board 
259 Parkers Mill Rd. 
Somerset, KY 42501 
(606) 679-4782  Emergency Crisis Line (TDD/TTY): (800) 633-5599 
Web site: http://www.adanta.org 
Counties served: Adair, Casey, Clinton, Cumberland, Green, McCreary, Pulaski, 
Russell, Taylor, and Wayne. 
 
Bluegrass MH /MR Board 
1351 Newtown Pike 
Lexington, KY 40511 
(859) 253-1686, Fax: (859) 255-4866  24-hour crisis line: (800) 928-8000 
Web site: http://www.bluegrass.org 
Counties served: Anderson, Bourbon, Boyle, Clark, Estill, Fayette, Franklin, Garrard, 
Harrison, Jessamine, Lincoln, Madison, Mercer, Nicholas, Powell, Scott, and Woodford. 
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Advocacy Resources 
 

AUCD - Association of University Centers on Developmental Disabilities- American 
Association of University Affiliated Programs for persons with Developmental 
Disabilities. 
(301) 588-8252 Web site: http://www.aucd.org/ 
 
Americans with Disabilities Initiative - This is a good site for general information on 
the ADA as well as other resources. 
(502)564-6606; Toll free: (877) 423-2933  TDD: 711  Fax: (502)564-2316 
Web site: http://www.usdoj.gov/crt/ada/  or http://ada.ky.gov/ 
 
Bluegrass Regional Mental Health and Mental Retardation Board  
(859) 253-1686; Fax: (859) 255-4866 
1351 Newtown Pike. 
Lexington, KY 40511 
Web site: http://bluegrass.org 
 
Arc of Kentucky  
706 E. Main Street, Suite A 
Frankfort, KY 40601 
(800) 281-1272 or (502) 875-5225; Fax: (505) 875-5226 
Email: ArcofKy@aol.com               Web site: http://www.arcofky.org 
 
Arc of the United States - The national organization of and for people with mental 
retardation and related developmental disabilities and their families. 
(800) 433-5255 / (301)565-3842 
Email: info@thearc.org 
Web site: http://www.thearc.org/ 
 
The Council for Exceptional Children - is the largest international professional 
organization dedicated to improving educational outcomes for individuals with 
exceptionalities, students with disabilities, and/or the gifted. 
(888) 232-7733   TTY: (866) 915-5000 
Web site: http://www.cec.sped.org/ 
 
The Council on Mental Retardation (CMR) - is an association of families and friends 
of persons with mental retardation with a 50 year history of advocacy involvement 
including parent outreach and citizen advocacy programs. 
(502) 584-1239 
Email: info@councilonmr.org 
Web site: www.councilonmr.org 
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Human Development Institute at the University of Kentucky - The mission of HDI is 
to promote independence, productivity, and integration of all people through numerous 
research, training, and outreach activities. 
(859) 257-1714 
Web site: http://www.ihdi.uky.edu 
 
Kentucky Autism Training Center - works to enhance supports for persons with 
autism by providing information and technical assistance to families and services 
providers across Kentucky. 
(800) 334-8635 / (502) 852-5555 
Web site: http://louisville.edu/kyautismtraining/ 
 
Family Voices - a national grassroots network of families and friends, advocates for 
health care services that are family-centered, community-based, comprehensive, 
coordinated and culturally competent for all children and youth with special health care 
needs; promotes the inclusion of all families as decision makers at all levels of health 
care; and supports essential partnerships between families and professionals. 
(888) 835-5669  (National office) or (502) 595-4459, Ext. 279 (KY office)  
Email: kidshealth@familyvoices.org 
Web site: http://www.familyvoices.org 
 
FIND (Family Information Network on Disabilities) of Louisville is a Community 
Parent Resource Center, which is a federal grant program of the US Dept. of Education. 
FIND of Louisville serves families with children who have disabilities and attend 
Jefferson County Public Schools. FIND of Louisville serves all disabilities.  
(502) 587-6500 
Web site: http://www.findoflouisville.org/ 
 
Kentucky Disabilities Coalition - A statewide alliance of consumer, family, and 
professional groups for a better life for all Kentuckians with disabilities. 
(502) 875-1871 
Web site: http://www.geocities.com/kydisabilitiescoalition/ 
 
Kentucky Consumer Advocate Network - “Building Better Lives Together” 
A non-profit state funded organization that offers services for people statewide. 
(800) 564-8034 / (502) 245-5281 
Email: kycan@iglou.com 
 
Kentucky Education Rights Center, Inc. - is comprised of individuals who as 
advocates and attorneys have represented children with disabilities with school-related 
problems for a number of years. The endeavor of this organization is to provide this  
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identical assistance, but to do so without families incurring financial hardships. 
(859) 983-9222 
Email: kerc@edrights.com 
Web site: http://www.edrights.com 
 
Kentucky Council on Developmental Disabilities – The mission is to create change 
through visionary leadership and advocacy so people have choices and control over 
their own lives. 
Toll Free: (877) 367-5332 
TTY: 800-627-4702 
Web site: http://chfs.ky.gov/kcdd/ 
 
KY ADA – The State office of the Americans with Disabilities Act provides technical 
assistance, consultations and training to government agencies and programs regarding 
the Americans with Disabilities Act. Technical assistance and training areas include: 
employment, programs, services, and facilities. The office also responds to inquiries by 
local governments, businesses and individuals throughout the Commonwealth. 
(877) 423-2933 / (502)564-3850      TDD: 711 
Web site: http://ada.ky.gov/ 
 
KY SPIN – Located in Louisville, works to empower and support individuals with 
disabilities and their families to effectively advocate for and access needed information, 
resources, and support networks in order to enhance the quality of their lives. 
(800) 525-7746 / (502) 937-6894 
Email: spininc@kyspin.com 
Web site: http://www.kyspin.com/ 
 
KY Protection and Advocacy – an independent state agency, mandated by federal 
law, whose mission is to protect and promote the rights of Kentucky residents with 
disabilities through legally-based individual and systemic advocacy and education. 
(800) 372-2988 (Message Line & TTY) / (502) 564-2967 
Web site: http://www.kypa.net 
 
PASRR Preadmission Screen and Resident Review - the Department of Mental 
Health, Developmental Disabilities and Addictions Services (DMHDDAS) mandates the 
state mental health and mental retardation authority to establish a preadmission 
screening and resident review (PASRR) for all persons applying for admission to or 
residing in a nursing facility. 
(502) 564-4527 
TTY: (502) 564-5777 
Web site: http://mhmr.ky.gov/KDMHMRS/pasrr.asp 
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TASH Disability Advocacy Worldwide – An international association of people with 
disabilities, family members, other advocates and professionals working for a society in 
which inclusion of all people in all aspects of society is the norm. 
(202) 263-5000 
Web site: http://www.tash.org 
 
TASH, Kentucky Chapter – Located in Louisville. 
(502) 239-4805 
Web site: http://www.tash.org/dev/TashPublic/Chapters.aspx 
 

Accessibility Information 
 

Often, the most immediate issue facing an individual with disabilities is accessibility.  
 
Employment Services 
 
Office of Vocational Rehabilitation provides services to individuals with disabilities to 
prepare for, secure, retain or regain appropriate employment. 
Web site: http://ovr.ky.gov 
 
KY Cabinet for Workforce Development: Connecting Kentucky to employment, 
workforce information, education and training. 
Web site: http://www.state.ky.us/agencies/wforce 
 
Supported Employment assists persons with disabilities to find and maintain 
employment. 
Web site: http://ovr.ky.gov/programs_services/supported_employment_program.htm 
 
Assistive Technology refers to devices and tools that may be available to persons with 
disabilities that allow them to participate more fully in the activities of daily life. 
Web site: http://www.katsnet.org or http://katlc.ky.gov 
 
 

Accessible Faith Organizations 
 
Issues to consider when looking for a place of worship: 

• Are the buildings and sanctuary accessible? 
• Are the programs and ministries accessible? 
• Are the social activities accessible? 

 
Contact the following for further information: 
Catholic Diocese of Lexington: (859) 253-9803 
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Coordinator for Ministries for Persons with Disabilities: 
Mary Petry: jmpetry@mis.net 
Web site: www.cdlex.org 
 
Temple Adath Israel: (859) 269 2979 
Rabbi Marc Kline 
Web site: www.lextai.org 
 
 

Accessible Housing 
 

 
HUD Federal Rental Assistance - HUD funds several rental assistance programs. 
Web site: http://www.hud.gov/renting/index.cfm 
 
Kentucky Assistive Technology Loan Program – Loan program for individuals with 
disabilities for the purpose of vehicle modifications (van lifts, etc…) 
Web site: http://www.katlc.ky.gov 
 

Accessible Transportation 
 
Human Development Institute at the University of Kentucky - Getting around town 
for either medical or personal ventures can be fulfilling for someone with a disability 
when the right services are available. The HDI staff has worked diligently to locate and 
list these accessible services. We have compiled a list of statewide transportation 
services available to individuals with disabilities, constructed the list by county to enable 
individuals to quickly and efficiently find their area and transportation services provided 
within it. In addition we have listed the transportation services offered through Medicaid. 
These services are categorized by region and county. With the ever changing size and 
quality of transportation services, we will routinely update and modify any changes 
necessary. To obtain a hard copy of the transportation manual, please call HDI at (859) 
257-2569 or (859) 257-1714. 
Web site: www.ihdi.uky.edu 
 
Kentucky Assistive Technology Loan Corporation – Loan program for individuals 
with disabilities for the purpose of vehicle modifications (van lifts, etc...) 
Web site: http://www.katlc.ky.gov 
 
Special Services and Equipment Fund – The State General Fund may have funds 
available for vehicle modifications or transportation services. 
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Accessible Education 
 
Schools cannot discriminate based on disability. If you have a child with a 
developmental disability and have concerns about educational programs that your child 
may be entitled to or eligible for, contact your local public school system. 
If you have concerns about state laws and education, contact: 
Kentucky Department of Education 
500 Metro Street, 6th Fl. CPT 
Frankfort, KY 40601. 
(502) 564-2000 
Web site: www.kde.state.ky.us/KDE 
 
If you wish to file a dispute over educational programs that you believe you child is 
entitled to but does not receive, contact: 
Kentucky Protection and Advocacy 
100 Fair Oaks Lane, Third Floor 
Frankfort, KY 40601 
(800) 372-2988 / (502) 564-2967 (Voice and TTY) 
Fax: (502) 564-0848 
Web site: www.kypa.net 
 

Accessible Recreation 
 

Accessible recreational activities are available through a variety of agencies and 
organizations.  The Human Development Institute does offer a Recreation Manual with 
available activities offered across the state. For more information or to request a copy, 
call (859) 257-1714 or visit the Web site at www.ihdi.uky.edu 
 
Contact your local Parks and Recreation Department or your local YMCA for 
information about the programs and activities that they offer. 
Web site: http://www.ymca.net/maps  to find the YMCA closest to your location. 
 
Kentucky Horse Park - also offers some accessible recreational activities, and its 
campus is widely accessible for touring. 
4089 Iron Works Parkway 
Lexington, KY 40511. 
(800) 678-8813 / (859) 233-4303 
Web site: http://www.kyhorsepark.com 
 
 
Please Note - 
When asking about accessible recreational activities, you may want to remember to ask 
whether the activity is integrated or segregated. 
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Accessible Respite Care 
 

Respite Care consists of short term and temporary care to families with members who 
have disabilities so that the caregivers and other family members can take a break from 
their daily routine of care giving. Respite care can also be offered overnight or for an 
extended period of time. Respite care help alleviate the stress and consistent nature of 
caring for relatives with disabilities. Respite care also helps assuage burnout on behalf 
of the caregiver and family members. Furthermore, respite care also provides a change 
of daily schedule for the child cared for which can help strengthen both their 
independence and relationships with others.  
 
Most respite care programs are managed by The Arc, The Easter Seal Society and 
United Cerebral Palsy in cooperation with local hotels. Depending on the organization or 
volunteer(s), respite caregivers either visit the homes of these families or require visiting 
a day care center or a respite group home. “Host families” or exchange programs 
consist of other families who also have a member with a disability temporarily caring for 
a friend or neighbor’s child and vice versa. 
 
LifeSkills, Inc - offers respite care relief for individuals and families affected by mental 
illness, developmental disabilities and substance abuse. For more information, please 
call (270) 901-6499 
Corporate Office 
992 State St., PO Box 6499 
Bowling Green, KY, 42102-6499 
(270) 901-5000 
Web site: www.lifeskills.com 
 
Bluegrass Regional Mental Health and Mental Retardation Board - can arrange 
respite care services for individuals with developmental disabilities. 
1351 Newtown Pike 
Lexington, KY 40511 
(859) 253-1686 
Web site: http://bluegrass.org. 
 
Wells Health Systems Inc - provides short stay respite care services for individuals 
with special needs. 
(270) 926-9355 
725 Harvard Drive 
Owensboro, Kentucky 42301 
Web site: www.wellshealthsystems.com 
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Christian Appalachian Project Rainbow Respite Center’s CAP Disabilities Service 
in Lancaster - provides respite care either in their residential setting or within the 
family’s home or community. 
(866) 270-4227 / (859) 792-3051 
The Christian Appalachian Project 
P.O. Box 511 
Lancaster, KY 40444-0511 
Email: capinfo@chrisapp.org 
Web site: www.christianapp.org 
 
Audubon Area Community Services, Inc - offers respite care services for families 
receiving benefits from KTAP. 
800 W Fourth Street 
Owensboro, KY 42304 
(270) 686-1600 
Email: mail@audubon-area.com 
Web site: www.audubon-area.com 
 
Seven Counties Services, Inc – located in Louisville.  Provides respite care services 
for children with developmental disabilities. 
101 W. Muhammed Ali Blvd. 
Louisville, KY 40202-1451 
(800) 221-0446 / (502) 589-4313 
Web site: www.sevencounties.org 
 
Independence Place - accepts information and makes referrals for families seeking 
respite care services. 
824 Euclid Ave., Suite 101 
Lexington, KY 40502 
(859) 266-2807 
Email: info@independenceplaceky.org 
Web site: www.independenceplaceky.org 
 
BEST CIL Inc - offers personal care attendants for individuals 18 years or older who 
have lost the use of two or more limbs. 
624 Eastwood Ave. 
Bowling Green, KY 42103 
(270) 796- 5992 
Email: bestcil@bestcil.org 
Web site: www.bestcil.org 
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Cumberland River Comprehensive Care Center - in Corbin, KY offers respite care for 
individuals supported by Cumberland River Care Center. Emergency respite care 
request is accepted and handled on a case by case basis. 
Kim Wake or Chad Jackson: (606) 528-7010 
Web site: http://www.cumberlandriver.com/crccc.html 
 
First Steps - Kentucky’s Early Intervention System which offers respite care for children 
with developmental disabilities (aged 0-3 years). Also offers emergency respite care 
services. 
First Steps 
275 E. Main St., - HS2W-C Frankfort, KY 40621     (502) 564-8003 

 
 

Legislator Information 
 

Some of the resources listed in this manual include excellent programs that are 
unfortunately limited in availability. It is important to let your legislators know your 
thoughts about these programs and services as well as your thoughts about future 
services. 
 
State Legislators: 
For a complete listing of State Legislators: 
Web site: http://www.lrc.state.ky.us 
 
Federal Legislators: 
 
Jim Bunning (Senate) (202) 224-4343     Email: Jim_bunning@bunning.senate.gov 
 
Mitch McConnell (Senate) (202) 224-2541    Email: senator@mcconnell.senate.gov 
 
Edward Whitfield (House) (202) 225-3115         Web site: www.house.gov/whitfield 
 
John Yarmuth (House) (202) 225-5401    Web site: http://yarmuth.house.gov/ 
 
Geoff Davis (House) (202) 225-3465                  Web site: www.house.gov/geoffdavis 
 
Harold Rogers (House) (202) 225-4601                      Email: talk2hal@mail.house.gov 
 
Ben Chandler (House) (202) 225-4706       Web: 
http://chandler.house.gov/hor/ky06/home.htm 
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Kentucky Autism Training Center (KATC) 
The mission of the Kentucky Autism Training Center is to enhance supports for persons 
with autism by providing information and technical assistance to families and service 
providers across Kentucky.  The serves as a statewide clearinghouse for information 
about ASD; maintains a collection of resources, including books, CDs and DVDs for 
loan at no cost to parents and professionals. It provides professional development 
opportunities on ASD and; maintains a service and supports database that is 
searchable online. For more information, contact KATC at 502-852-4631 or check the 
website:  http://louisville.edu/education/kyautismtraining 

 
Federal Assistance Programs 

Supplemental Security Income (SSI) 
Based on parents’ income, some children with disabilities are eligible to receive a cash 
benefit through Supplemental Security Income (SSI). Eligibility requirements are related 
to family income, including income from salary or wages, as well as savings and 
property. In other words, the amount of money or property a family has determines how 
much SSI a child can receive each month. Children may become eligible to receive 
benefits themselves when they reach the age of 18 if they cannot work.  

To be eligible under the disability rules, a child must have a “marked and severe” 
functional limitation from a physical or mental condition. Children who are eligible for 
SSI benefits are also eligible for medical care under Medicaid. 

Apply for SSI for your child by contacting your local Social Security Administration office 
or by calling the following toll free number (800) 772-1213. Have your social security 
number available when you call. 

Social Security Disability Insurance (SSDI) 
Social Security Disability Insurance (SSDI) is a program that provides for a worker who 
becomes disabled and who has paid into social security. Sometimes SSDI also pays for 
the worker’s dependents. When a worker retires, becomes disabled, or dies, any 
dependent children will get monthly cash benefit. How much the child receives depends 
on the size of the benefit the worker received. There is a cap or a maximum amount one 
family can receive, when both the worker and dependent children get benefits. 

Apply by contacting your local Social Security Administration office or by calling the 
following toll free number (800) 772-1213.  
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Internal Revenue Service: Tax Deductions and Tax Credits for Families 
According to IRS rules, a federal tax credit is available for eligible low- and moderate-
income individuals and families who work. The Earned Income Tax Credit (EITC) 
reduces the amount of tax you owe. In 2001, workers with one eligible child could apply 
if their income was less that $27,413. You can complete an assessment online to 
determine if you are eligible at:  
http://apps.irs.gov/app/eitc2005/SetLanguage.do?lang=en 
 

Tax Deductions for Medical Expenses 
Eligible medical expenses may be used as a tax deduction under IRS rules. The 
deduction can be taken only for unreimbursed medical expenses that amount to more 
than 7.5% of the adjusted gross income. To be eligible, parents must itemize deductions 
and not take the standard deductions.  

Eligible expenses include health insurance payments, dental payments, transportation 
and hotel costs associated with getting medical care, and costs for assistive technology 
and durable medical equipment. You can combine the costs of medical care for 
yourself, your child with a disability, and any other family member to reach the 7.5% 
limit required.  

For more information, contact the IRS at (800) 829-3676 or visit the IRS website at 
www.irs.gov/taxtopics/tc502.html 

Non-Profit Organizations 
Lions Club International                                                                                            
Since 1917, Lions Clubs have offered people the opportunity to give something back to 
their communities. Lions tackle problems like blindness, drug abuse prevention, and 
diabetes awareness. The organization has a rich history of helping low-income 
individuals with disabilities, mostly with vision and hearing disorders, by providing grants 
for medical equipment, surgeries, glasses, hearing aids, and so on.  

To find the club closest to you, visit www.lionsclubs.org/EN/index.shtml  

You may also contact the Lions Club headquarters at (630) 571-5466. 

Rotary International 
Rotary is a worldwide organization of business and professional leaders that provides 
humanitarian service, encourages high ethical standards in all vocations, and helps 
build goodwill and peace in the world. Rotarians worldwide provide individuals with 
disabilities with education, employment, accessibility, and equal participation 
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opportunities. Each club develops its individual service program from nine areas – one 
of which is helping people with disabilities. Several clubs have donated medical 
equipment and helped fund surgeries to low-income individuals with disabilities. 
Rotarians also work with children with disabilities in community programs like sporting 
events.  

To find the club nearest you, contact the headquarters at (847) 866-3000 or visit 
http://www.rotary.org/en/Members/RunningAClub/Pages/ridefault.aspx 

Kiwanis Club 
Founded in 1915, Kiwanis International is an organization of service- and community-
minded individuals who support children and young adults around the world. Service 
projects also address other needs within the community, such as working to stop 
substance abuse, helping the elderly, promoting literacy, supporting youth sports and 
recreation, responding to disasters, and supporting specific persons in need.  

Aktion Clubs are community service groups made up of adults with mental and physical 
disabilities who perform service to help others. It is a sponsored organization of the 
Kiwanis Club. The purpose of the clubs is to provide a way for adults with disabilities to 
develop leadership skills, to serve their communities, to be integrated into society and to 
demonstrate the value and dignity of citizens living with disabilities.  

Contact the Kiwanis headquarters for more information, (317) 875-8755 or visit the 
website to find a Kiwanis Club or Aktion chapter near you: www.kiwanis.org/clubloc/. 

 
Parent and Family Support Programs 

Regional and Local Autism Groups 
Several regional and local autism organizations and parent support groups exist around 
the state. Contact the KATC at (502) 852-4631 for a list of local groups. 

KY-Spin  
The mission of KY-SPIN, Inc. is to empower and support individuals with disabilities 
and their families to effectively advocate for and access needed information, resources 
and support networks in order to enhance the quality of their lives. 
http://www.kyspin.com/ 

United Partners in Kentucky (UP in KY)                                                                     
UP in KY members are committed to work together , and share information and 
expertise in order to enhance and improve the quality of life of persons with disabilities 
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and their families. We are dedicated to providing accurate, timely, and pertinent 
information to children, youth, and young adults with disabilities and their families so 
they can make informed decisions.     http://www.up-in-ky.com/ 

The Arc  
The Arc of the United States advocates for the rights and full participation of all children 
and adults with intellectual and developmental disabilities.  Together with our network of 
members and affiliated chapters, we improve systems of supports and services; 
connect families; inspire communities and influence public policy. http://www.thearc.org 

Partnership for Families and Children                                                                      
The Kentucky Partnership for Families and Children (KPFC) has a 30-member board 
that consists of agency-affiliated professionals and caregivers of children with 
emotional, behavioral, and/or mental health challenges.    http://www.kypartnership.org 

http://louisville.edu/education/kyautismtraining/resources/Services%20for%20Youth%20
and%20Childern.pdf  A Kentucky Autism Training Center’s link to the guide to 
“Kentucky Services for Children and Youth”, a Directory of Services for Children and 
Youth with Special Health Care, Educational, and Vocational Rehabilitation Needs 
through the Kentucky Commission for Children with Special Health Care Needs. 
 

http://louisville.edu/education/kyautismtraining/resources/flowchart.pdf   The Kentucky 
Autism Training Center’s link to a PDF “Flowchart on Access to Mental Health Services 
for Children Birth to Age 5” by Kentucky Child Now. 
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CHAPTER 6 
 

Advocacy: Raising Awareness and Influencing Service 
Delivery  

   
 
 
 
 
 
 
 

The above definition of advocacy is plain, simple, and easy to understand.  
However, the “process” of advocating is not that simple unless you are well 
educated about your child’s disability, knowledgeable about your child’s rights 
especially within the educational system, and firmly believe that that you are your 
child’s natural advocate.  No one can be a better advocate for your child than 
you. 
 
We all have heard the saying, “I had no choice in the matter.”  Well, this is 
certainly the case with respect to advocacy.  As parents, we have no choice but 
to advocate for our children.  We cannot sit and wait for someone else to do it for 
us. As parents, we need to develop a sense of urgency that will help set the 
standards for our child’s future.   
 
One choice you do have is the "level" of advocacy you want to take on.  You can 
advocate at the individual level (e.g., for your child only) or at a local or state-
wide level.   Advocating at a local or state level takes more time and coordination 
with other advocates for the same disability.  You can take on a very important 
role in your community by getting more actively involved in this manner and 
create real change for all individuals affected with autism. 
  
You will always receive advice from others around you…….family, doctors, 
teachers, and other professionals who have your child’s best interest at heart.  
While the advice of others is important, always remember, “You know your child 
the best.”  You are living and breathing your child’s disorder on a daily basis.  As 
a result, you should feel confident and competent about what you should be 
advocating for--whether it’s during structured meetings with professionals or 
casual conversations with family members.   
 

 

Believe not only in your child, but in your ability to advocate at all 

times! 

Definition of Advocate:   
 

To ad-vo-cate:    1. to speak or plead the cause of another 

         2. to support or promote the interests of another 
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How Do I Become a Strong Advocate for My 
Child? 

 

Become informed –learn what resources exist to help your child 
 

 Join groups who have meetings and newsletters- they have lots of 
information to share  

 Attend trainings-to find out about upcoming training opportunities, visit the 
KATC website http://louisville.edu/education/kyautismtraining or contact 
your local parent support group 

 Visit websites  

 
Know and understand your rights 
 

Contact Protection & Advocacy for free information and assistance  
www.kypa.net 
 
Read books such as From Emotions to Advocacy by Wrightslaw 
www.wrightslaw.com 

 

Learn how to play the role of advocate 
 

 Be prepared 

 Write down your thoughts: prepare an agenda and speaking points before 
a meeting 

 Keep your files and records organized 

 Know what you want…and be specific  

 Build positive, respectful relationships with professionals 

 Ask questions about anything you don’t understand 

 Be a good listener  

 Write down details 

 Practice beforehand what you’re going to say in meetings  

 Get professional opinions in writing 

 

“Parents are the true educators of their children. Teachers, psychologists, 

and other support staff are consultants to those parents.”    

-Nichols Hobbs 

 

http://louisville.edu/education/kyautismtraining
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 Don’t personalize statements made by others…focus on your child and 
not the personalities of others 

 Offer help and support to professionals when you can  

 Pick your “battles” wisely 

 Realize that sometimes advocacy fails.  Know when to stop and try 
something else  

 Thank people for their time 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Advocacy by parents and family members is essential to ensure that children 
with ASD have an opportunity to achieve their fullest potential. As important as 
professionals are in furthering our knowledge of individuals with ASD and how to 
meet their needs, parents and family members have been critical in the role of 
educating professionals and policy makers.  

As parents, we evolve from the time we first encounter the diagnosis of our child-
-from needing information and support to becoming educated and providing 
support and information to others. Because we communicate what is important to 
us, we naturally become advocates as we talk with other parents about our 
experiences.  

Levels of Advocacy 

Advocating for your child 
  

The first step in becoming an advocate is learning to advocate for one’s own 
child. Parents must learn about the diagnosis and what it means for their child’s 
development.  We must be aware of the services and supports available to 

Parents go through many normal feelings when they have child with a 

disability. There may be anger, denial or depression. Becoming an 

advocate can help with some of the feelings of powerlessness that you 

may feel. Even after coming to acceptance we can find ourselves 

experiencing negative feelings at different times in our child’s life. 

 

Know that this is normal and understand that your ability to be an 

effective advocate can be challenging at these times. You may need to 

reschedule meetings or make sure you have a strong, supportive 

advocate to help you. 
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address our child’s needs, and about how to work with professionals to ensure 
that our child’s needs are met. These skills are learned by: 
 

 Learning to ask appropriate questions 

 Reading pertinent articles, books, and websites  

 Participating in IEP meetings and other service planning meetings  

 Talking with other parents who are willing to share what they know  

 Attending training and discussions offered by parent support groups 
and parent organizations  

 

Sharing information with other parents  
 

The next level of advocacy is sharing information with another parent who needs 

it. This can be done informally in the hallway at school, in a parent support group, 
or over the phone. It can also be done more formally by leading a parent support 
group discussion on a topic or by providing a training session to a group of 
parents on a particular topic. 

Supporting a parent in a service planning meeting  
 

The third level of advocacy is when a parent chooses to attend an IEP meeting 
with another parent.  This support can help a parent who is unfamiliar with the 
process or is feeling that concerns are not being fully addressed.  

Participating in activities to influence how services are delivered  
 

At this level parents advocate to change or influence the laws, regulations, and 
policies that affect the provision of services needed by their child and other 
children with ASD or other disabilities.  At that point, child advocacy becomes 
systems advocacy.  

Encouraging your child to advocate for himself  
 

It is important that parents of a child with autism work with their child to be his/her 
own advocate. Individuals with autism need to be encouraged to share their 
strengths and unique talents with others. One such venue for self-advocacy is 
the IEP meeting. According to the provision under IDEA 1997, the student with a 
disability should be a member of the IEP Team when the focus is on transition 
services, which is required when the child reaches age 14. This will allow others 
to better understand what individuals with ASD can contribute to their 
communities.  

We need advocates at all levels. Parent-to-parent support is critical for parents 
when all they have is a diagnosis and a lot of questions. No one is more effective  
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at answering those questions than another parent who has been in the same 
place. The Individuals with Disabilities Education Act (IDEA) acknowledges the 
importance of parents providing information to other parents by providing funding 
to support at least one parent training and information center run by parents in 
each state. Many parents have served in an advocacy role by helping to create 
this document to provide information to other parents.  

When parents are educated about their child and about the service system, they 
are able to take an active role in supporting other parents.  They are also able to 
provide input to public agencies and policy makers about effective ways of 
supporting individuals with ASD. By making their voices heard, parents can help 
create the schools and communities where the people they love can live, work 
and play.  

 

 

Kentucky Protection and Advocacy 

P&A provides information/technical assistance, education and training on legal 

rights of person with disabilities and written material on a variety of disability 

issues. They provide some legal counsel based on yearly priorities. 

Website: www.kypa.net 

Toll free: 800-372-2988 

502-564-2967 
 

The Arc of Kentucky 

The Arc advocates for persons with intellectual and developmental disabilities. 

They have a newsletter, HOT STUFF (an e-news letter), Family to Family (a 

network for families that have children with special health care needs), and 

Advocates in Action (training for people to become advocates) 

Website: arcofky@aol.com 

Toll free (800) 281-1272 

(502) 875-5225 
 

FIND of Louisville 

Community Parent Resource Center (CPRC) 

Funded by the Department of Education provides training and information related 

to education laws. 

Website: www.findoflouisville.org 

502-594-6813 

 

 

http://www.kypa.net/
mailto:arcofky@aol.com
http://www.findoflouisville.org/
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Kentucky SPIN 

Parent Training and Information Center (PTI) 

Is the state agency supported by the Department of Education to assist families 

with concerns related to educationWebsite: www.kyspin.com 

502- 937-6894  
 

 

Where to Advocate 

There are many areas related to aspects of service delivery where parents’ 
voices need to be heard. At the local school district or at the state level, here are 
some issues that parents have identified as important: 

Education 
 

 Increasing the number of educators who understand the complexities of 
ASD 

 Providing placements to students with ASD that best support their needs 

 Providing accommodations and/or modifications tailored to the student’s 
needs  and not according to the student’s label 

 Using research-based methods for instruction 

 Providing social skills training and development  

 Encouraging the full participation of children with ASD during the school 
day as well as in after-school activities 

 

 Providing effective transition services to ensure jobs and community living 
outcomes 

 Provide more opportunities for parental involvement in schools 
 

 Increasing partnerships with families  

Medical 
 

 Increasing early screening and diagnosis opportunities 

 Educating medical personnel who may come in contact with children with 
ASD  

 Increasing the availability of specialists knowledgeable about ASD 

 Encouraging medical personnel to work in partnership with families  

 

http://www.kyspin.com/
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Social Services 
 

 Increasing the number of providers who specialize in the unique needs of 
children and adults with ASD 

 Making providers more easily accessible  

 Encouraging providers to work in partnership with families  

 Providing government-funded programs that assist families in addressing 
ASD needs 

 
The Importance of Parent-to-Parent Support 

In Advocacy 

Parent-to-parent support offers not only emotional support, but also serves as a 
step in learning to advocate effectively. Many organizations working to improve 
supports for those with disabilities were originally created by concerned family 
members.  In any way you can, online or through parent support groups, stand 
with other parents and family members. When you do that, you become involved 
in systems advocacy.  

We make countless decisions in the process of living with ASD. Since such 
decisions are individualized, you may find yourself choosing different treatment 
options than other parents.  You may become involved with an organization that 
is different from what other parents or family members prefer. Your child may be 
significantly affected by autism and you may know families who have children 
that are only mildly affected and, therefore, feel you do not have that much in 
common.  

It is unrealistic to expect everyone to agree on every choice and it is important to 
respect each family’s decisions.  However, there are probably many issues that 
you agree on, even if at least partially. It is imperative that we seek commonality 
that will enable us to stand together to support policy and legislative changes that 
can make a difference in our communities, our state, and our nation. A strong, 
united voice cannot be ignored. Here are some pointers for systemic advocacy. 

 Get involved in efforts that impact the entire ASD community 

 Be publicly supportive of programs and services that may help any person 
affected by ASD, even if it does not affect your family directly 

 Respect each individual’s level of commitment to advocacy, however 
small or large it may be 
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 Give first priority to being the best advocate you can for your child and 
family.  

Individuals with ASD are entitled to rights and services. This statement sounds 
simple and straightforward, but as many parents and family members know, it 
can get complicated and frustrating when you are working with a system that 
does not understand your family member’s needs. People with their own 
agendas are often urging law-makers to make decisions that are not appropriate 
for our ASD community, such as mandating one specific type of intervention be 
used with all children with ASD. At these times, your voice needs to be heard. 
You have the personal experience that others may not. Let your locally elected 
officials know how you feel on certain issues and suggest how they should vote 
on proposed policies, budgets, and legislation.  

There Are Many Ways You Can Advocate: Home, School, and 
Community:  

 Advocate for your child  

 Advocate for other children 

  Join an advocacy organization  

 Call/write/email your legislators 

 Vote 

 Call a radio station to explain your position on a particular topic 

 Write a letter to the Editor of your local paper  

 Hold a town meeting to discuss issues of concern 

 Attend a school board meeting to discuss your concerns 

 Attend local/state social services board meetings to discuss your 
concerns 

 Join local or state committees that address what you are trying to 
accomplish 

 Visit your senator  

 Attend a rally at the State House to raise awareness of ASD 

Tips for Talking with Leaders 
 

 Always be respectful, courteous, and professional 

 Thank them for the job they are doing 

 Educate yourself on the issues 

 Be brief and to the point 

 When possible, bring your child or a photo of your child with you. 

 Ask for reasonable objectives 

 Don’t be negative 
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 Get to know contacts on their staff 

 Write letters thanking them for their time and efforts 

 Offer to serve as their “autism expert.” 

 

Grassroots Advocacy 

“Grassroots advocacy” refers to people working together to write letters, place 
calls, send emails, and visit officials to communicate ideas and opinions to 
government officials. Most of the time, efforts are concentrated to Senators, 
Representatives, and agency personnel. As a constituent, you have the right to 
express your opinion and advise your elected officials about the issues that you 
are knowledgeable about. 

Start small. Begin with your own child. This means working with your child’s 
teacher, school district and/or even school board on issues that arise regarding 
your child’s educational progress.  

Awareness Campaigns 

An awareness campaign is slightly different from advocacy work because it is 
geared toward educating a particular group of people or the general public.  A 
good example of an awareness campaign is the annual Autism Awareness 
Month promoted by the Autism Society of America (ASA) and celebrated every 
April.  Each ASA chapter is encouraged to hold events, obtain proclamations, 
and distribute literature to the local community to inform them of the issues 
related to autism. 

Local organizations often plan public events like runs and walks, community 
festivals, or open houses to help community members learn about autism and 
raise money for research or other projects. If you are interested in planning an 
event in your town, talk with other parents and family members to get their 
support.  You may also contact a state organization like the Kentucky Autism 
Training Center. They can link you with national organizations that may provide 
materials and guides for planning and staging events. Some national 
organizations are the Autism Society of America http://www.autism-society.org 
and Autism Speaks (www.autismspeaks.org) 

 

Ways to Spread Autism Awareness 
 

Sponsoring a community-wide campaign is a major undertaking. But there are 
many other less time-consuming ways to spread awareness, including the 
following: 

http://www.autism-society.org/
http://www.autismspeaks.org/
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 Arrange to give a presentation to students at your local public school 

 Volunteer to educate local first responders (police, firefighters and 
paramedics) on how to handle individuals with ASD 

 Take time to educate your own family so they can also become advocates 
for your child with ASD 

 Write a letter to the Editor of your local paper during Autism Awareness 
Month to outline the severity of the problem and what needs to be done 

 Wear the autism awareness ribbon, autism awareness bracelets, or 
awareness pendants every day 

 Stick an autism awareness ribbon magnet or bumper sticker on all your 
vehicles. 

 Buy a Kentucky autism awareness license plate  

 Distribute informational literature from national groups like ASA and 
Autism Speaks to local doctors, human service agencies, professionals, 
therapists, etc. 

 

On March 18, 2005, the Governor signed House Bill 296 into law establishing the 

Kentucky Commission on Autism Spectrum Disorders. Sponsored by state Rep. 

Scott Brinkman (Louisville), the legislation charges the agency with the 

development of a comprehensive statewide plan for an integrated system of 

training, treatment and services for individuals of all ages with an ASD. 

 

The 22-member commission first met August 22, 2005 and named subcommittees 

to address the following issues: identification and intervention; services/transition; 

best practices and training; and funding.  The commission is composed of members 

from key state agencies and nine appointed community members. The appointed 

members ensure broad representation of Kentucky's citizens concerned with the 

health and quality of life for individuals with an ASD. 

Learn more about the Kentucky Commission for Autism Spectrum Disorders 

at: 

http://chfs.ky.gov/kcdd/HB+296+KY+Commission+on+Autism+Spectrum+Diso

rders.htm 
 

 

It is important for you to make your voice heard by your state and federal 
legislators. You can identify your current state legislators by visiting 
http://www.lrc.state.ky.us/Legislators.htm .  Contact your legislators and make 
them aware that you have a family member with ASD. Describe the challenges 

http://chfs.ky.gov/kcdd/HB+296+KY+Commission+on+Autism+Spectrum+Disorders.htm
http://chfs.ky.gov/kcdd/HB+296+KY+Commission+on+Autism+Spectrum+Disorders.htm
http://www.lrc.state.ky.us/Legislators.htm
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faced by individuals with ASD and their families in Kentucky and the barriers they 
encounter in getting needed services. Remember to always be constructive and 
considerate.  

Our legislators represent us – and they want to hear from us. The best way to do 
so is via post card, letter, or fax. They are bombarded with email so it is not 
always effective.  

You can also hold a “candidates’ forum” and invite several candidates to meet 
with families dealing with autism in their district to hear their stories and learn 

about their needs. Don’t invite legislators in for a complaint session, but for 
positive dialogue on the issues. Remember, we want them thinking about how to 

be a part of the solution.  

Finally, when you find candidates who support your positions you might help 
them with their campaigns or support them financially.  

Resources 
 

http://www.kypa.net/drupal/node  The site for Kentucky Protection and Advocacy, 
whose mission is to protect and promote the rights of Kentuckians with 
disabilities through legally based individual and systemic advocacy, and 
education. 
 

http://www.councilonmr.org/ The Kentucky Council on Mental Retardation site 
provides information about local services, programs, and advocacy.   
 

http://www.thearc.org/NetCommunity/Page.aspx?&pid=1386&srcid=183  The site 
for The Arc, the world’s largest community based organization of and for people 
with intellectual and developmental disabilities. 
 

http://www.nichcy.org/ NICHCY stands for the National Dissemination Center for 
Children with Disabilities. We serve the nation as a central source of information 
on disabilities in infants, toddlers, children, and youth; IDEA, which is the law 
authorizing special education; No Child Left Behind (as it relates to children with 
disabilities); and research-based information on effective educational practices.  
 

http://www.cec.sped.org/ The Council for Exceptional Children (CEC) is the 
largest international professional organization dedicated to improving educational 
outcomes for individuals with exceptionalities, students with disabilities, and/or 
the gifted. 

http://www.kypa.net/drupal/node
http://www.councilonmr.org/
http://www.thearc.org/NetCommunity/Page.aspx?&pid=1386&srcid=183
http://www.nichcy.org/
http://www.cec.sped.org/
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CHAPTER 7 

Future Planning: Growing into Adulthood 
 

 
 
 
 
 
 
 
 
 
 
 
This chapter is critical for planning for the future related to your child’s life after 
high school. Parents should work with school personnel throughout the middle 
and high school years to develop a person-centered plan for the future. This 
chapter includes many suggestions for planning for the transition of your child 
from a school program to adult services, including employment and living in the 
community. It also introduces important legal and financial planning issues that 
every family should think about.  

Life after High School 

Thinking about the future should begin immediately, and it is important to 
formulate plans for the future throughout your child’s school experience. 

One of the most challenging times for individuals with ASD and their families is 
when an adolescent is about to transition from a school program to the 
uncertainty of adult services. Questions about postsecondary education, 
vocational training, employment, community living, and sources of financial 
support for the individual with ASD must be addressed.  

The Individuals with Disabilities Education Act (IDEA) requires that transition 
planning for this shift to adulthood and adult service systems begin by age 16, 
although it may begin earlier than age 16 if the IEP team agrees.  

The student, parents, and members of the IEP team should work together to help 
the student make choices about his path for the future. This will involve 
discussions about where he wants to live, what kind of work he wants to do, and 
what recreation and leisure time activities he would like to be involved in when 
not working. Transition planning through the IEP process identifies the student’s 
goals and a plan for reaching these goals in each of these areas: 

 

My sons have reached the age where we need to plan for their future, 

but this process is only happening on a limited basis. I have to push 

for all these services, and I’m not sure what is all available for them.        

I am frustrated as this is critical for their future! 

 

Donna Littrell 
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Mandated Services versus Eligibility-Driven Services 

One of the biggest changes that parents face at the time of their child’s transition 
from education to community services is the shift from the mandated services of 
education to  

the eligibility-driven services of the adult service system. All children are entitled 
to educational services.  In the adult service system, however, there are no 
entitlements. Individuals must “qualify” or be determined eligible for services. 
Transition services within education should support parents and their children in 
applying for the services for which they are eligible. 

In addition to the transition planning within the IEP process, IDEA also requires 
that the school develop a document called the Summary of Performance (see the 
chapter about Education) to help with this planning. When a student is no longer 
eligible for educational services, the school district must provide the student with 
a summary of their academic achievement and functional performance. This 
summary of performance must include recommendations on how to assist the 
child in meeting the student’s postsecondary goals  (IDEA §300.305(e)(3). 

As mentioned in the chapter about Social Service Programs under the section of  
the Kentucky Department of Mental Retardation and Developmental Disabilities 
(MRDD), at age 16 a child who has been determined eligible for MRDD services 
will have to be    re-evaluated using adult standards. Your child’s Service and 
Support Administrator should discuss this re-evaluation with you.  If not, or if your 
child has not received MRDD services, call the MRDD intake worker to schedule 
an appointment for evaluation for eligibility.  

Remember, you have the right to be present during this assessment.  If your 
child is deemed eligible, he/she will be assigned a Service and Support 
Administrator who will serve as a case manager.  The case manager will assist 
you in identifying the range of services needed and in helping you establish 
his/her eligibility.  

Ask your service and support administrator to explain all of the services your 
child may be eligible for. Make sure you ask to have your child placed on 
waiting lists as early as possible for any services your child may wish to 
access in the future. You can always decline these services when they are 
offered if he/she does not need them. These lists are very long so it is never 
too early to be placed on these waiting lists.  
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Transition Planning 

All students receiving special education services in public schools have regular 
meetings with family and school staff to discuss the student’s IEP.  Once a 
student is in high school, these meetings should begin the planning for transition 
from high school to adult life. This may be an area that you will need to advocate 
for your child.  If transition planning is not discussed, please do not hesitate to 
discuss this important topic with your child’s IEP team.  

 

IDEA defines transition services as a coordinated set of activities for a student 
that promotes movement from school to post-school activities, including: 

 Education after high school 

 Job training  

 Range of employment opportunities 

 Help with coordinating support services (“case management”)  

 Preparation for living independently in the community 

 Recreation and volunteer opportunities  

According to IDEA, these activities must be based on the individual student’s 
needs, preferences and interests and include activities in the areas of:  
 

 Instruction  

 Community experiences  

 The development of employment and other post-school adult living 
objectives 

 Acquisition of daily living skills and functional vocational evaluation 

It is important that families and schools begin planning early to ease the 
transition for the person with ASD to increase success and independence in 
adult life. According to IDEA, this should begin by age 16. Beginning earlier, 
however, can only benefit the child and is highly encouraged.  
 

 

The Ohio Center for Autism and Low Incidence (OCALI) has published          
“Transition to Adulthood Guidelines for Individuals with ASD” 

 

You can read and download the guide at: 
 

http://www.ocali.org/transition/trans_guidelines.php 
 

http://www.ocali.org/transition/trans_guidelines.php
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Individualized Transition Planning 

Because transition planning is the foundation for a student’s adult life, IDEA has 
provided much guidance to school districts on the content and process for 
developing an individualized transition plan to support students with disabilities.  

In transition planning the following four points should be considered: 

 The plan, including goals and services, must be based on the individual 
needs, preferences, and skills of the person with an ASD.  

 Planning should be oriented to life after high school, not limited to what will 
be accomplished before leaving school 

 There should be a master plan that includes long-range goals and a 
coordinated set of activities for each goal. 

 The services provided should promote positive movement toward a life 
after school (Autism Society of America) 

Interagency Planning 

Interagency collaboration is an important part of a student’s transition planning. 
Other agencies and organizations may provide training or direct services to 
individuals with disabilities that will help schools support a student’s transition to 
community life. Ask your school district to involve other agencies in developing 
your child’s plan for transition. This can include the local office of the Bureau of 
Vocational Rehabilitation (BVR) and the county board of MRDD (see the Social 
Services chapter for more information on these agencies). 

Schools may also seek support from other local agencies and organizations such 
as independent and supported living centers if they are located in your area. 
Parents should strongly encourage interagency collaboration as part of transition 
planning.  

Transition planning can involve finding opportunities for job experiences for your 
child. These can be arranged for the school year and during summer breaks. 
When a student is given the opportunity to experience different settings and 
develop work-appropriate skills, he will be able to choose the best path. A good 
transition plan will allow the student’s parents, school officials, and agency 
personnel to work together to make these opportunities available. 

Questions to Guide the Transition Process 

Parents can begin thinking about transition planning as early as when the child 
enters middle school. It can be helpful to start the process with a list of questions 
to act as a springboard for discussion. These questions can be similar questions 
parents develop when preparing for an IEP meeting (see the chapter about 
Education).  Some families hold family meetings with siblings and the adolescent 
with ASD so that they can all share in the planning.  



Kentucky’s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 7 
 201 

 

 

Below is a list of questions developed by a mother whose son has autism 
(Autism Society of America):  
 

 What can your child do? 

 What does your child like to do? 

 What are your child’s interests? 

 What does your child need to explore? 

 What does your child need to learn to reach his/her goals? 

 What about college (four-year University, two-year community college), 
vocational education, or adult education? 

 How about getting a job (competitive or supportive employment)? 

 Where can your child go to find employment and training services? 

 What transportation will your child use? 

 Where will your child live? 

 What living skills has your child mastered? 

 How will your child make ends meet? 

 Who will be involved in your child’s life? 

 Where will your child get health insurance? 

 Many people think of adulthood in terms of getting a job and living 
independently, but having friends and a sense of belonging in a community are 
also important. Transition planning through the IEP process is designed to help 
students and parents plan for this aspect of community life as well. To address 
these areas, additional questions have been included to guide discussion and 
decision-making in this area. 

 Are supports needed to encourage friendships? 

 Do people in the community know your son or daughter? 

 Are supports needed to structure time for recreation?  Exercise? 

 Does your child have any special interests that others may share as a 
hobby? 

 Can you explore avenues for socializing such as religious affiliations or 
volunteer work? 

  
 
 
 
 
 
 
 
 
 
 
 

 
Make sure the IEP team is reminded that the pattern of strengths and 

weaknesses in ASD is unique. Don’t design a plan that relies heavily on the 
individual’s weaknesses. 
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Taking Action 

It is also important that the transition process involve taking action even though it 
may be a number of years before your child graduates. After identifying areas of 
interest and setting goals, school personnel, parents, and the student should take 
active steps to meet those goals.  

For example, the Vocational Rehabilitation representative arranges a job 
experience for a student with ASD who has particularly sharp computer skills. 
The student is dismissed from school early a few days a week and is 
accompanied by a job coach to work at a data processing office.  In preparation 
for this job, the student’s school program is designed to teach the student 
appropriate office skills, office procedures ( such as using a time clock), and 
social skills. 

Another student, who prefers to be outdoors, would be better suited to work with 
a community clean-up project than in an office. Her school program is designed 
to teach landscaping and horticultural skills, as well as social and job skills. The 
team would identify a job experience site that would allow the student to work in 
a local nursery. The transition plan must be tailored to each individual’s skills and 
preferences.  

Experience with three or four different work activities during transition planning is 
helpful in assessing a student’s interests and capabilities while she is still in high 
school. For some students, transition activities will be designed to prepare them 
for further education. The transition plan should address the student’s goals for 
life after high school-whatever the goals may be. 

The National Information Center for Children and Youth with Disabilities 
(NICHCY) has published a Transition Summary series to help families and 
students with disabilities focus on taking definite steps toward a successful 
transition. Below we have adapted a portion of NICHCY Transition Summary 
page:  This is an excellent site to visit for more information besides transition. 
www.nichcy.org/resources/transition_students.asp    

Middle School: Start Transition Planning 
 

 Involve your child in career exploration activities  

 Visit with a school counselor to talk about interests and capabilities  

 Have your child participate in vocational assessment activities 

 Along with your child, use information about interests and capabilities to 
make preliminary decisions about possible careers (academic versus 
vocational or a combination of the two).  

http://www.nichcy.org/resources/transition_students.asp
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 Along with your child, make use of books, career fairs, and people in the 
community to find out more about careers of interest.  

Keep in mind that while self-determination needs to be considered, students 
with ASD may mature more slowly than others. Therefore, their timetables for 
independence may be longer. Beware of eliminating options too early based 
on academic and behavioral expectations they may not have been achieved 
at the same age as their peers.  

 

High School: Define Career/Vocational Goals 
 

 Make sure the IEP includes a transition plan and work with school staff 
and community agencies to define and refine the transition plan.  

 Help identify and make sure your child takes high school courses that are 
required for entry into college, trade schools, or careers of interest.  Also, 
make plans for taking college entrance assessments, such as the ACT 
starting in the junior year of high school (These tests can be taken with the 
required modifications as outlined on his/her IEP).  

 Help identify and make sure your child takes vocational programs offered 
in high school, if a vocational career is of interest.  

 Encourage your child to become involved in early work experience, such 
as job try-outs, summer jobs, volunteering, or part-time work.  

 Reassess interests and capabilities based on real-world or school 
experiences. (Is the career field still of interest?  If not, redefine goals).  

 Make sure your child participates in ongoing vocational assessment and 
identify gaps of knowledge or skills that need to be addressed. Address 
these gaps.  

 

After High School:  Achieve Your Goals 
 

 If eligible for VR services, make sure your child works with a VR counselor 
to identify and pursue additional training or to secure employment 
(including supported employment) in her field of interest.  

 If your child is not already receiving Supplemental Security Income, 
contact the local Social Security Administration office shortly before she 
turns 18. Family income is no longer considered in determining eligibility 
for benefits after the person’s 18th birthday. If eligible for social security 
benefits such as Supplemental Security Income, find out how work 
incentives apply. 
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 Contact you county board of MRDD to determine your child’s eligibility for 
services, including Medicaid and waiver services. (See Chapter 6 for 
contact information.) Even if your son or daughter can be maintained on 
your medical insurance plan, Medicaid can be useful as supplemental 
insurance. In addition, Medicaid eligibility is required for many adult MRDD 
services. 

 Contact agencies that can help, like disability-specific organizations such 
as the state or local chapter of the Autism Society of America. Ask about 
all services the student may be eligible for. 

 Continue to work through the plan by following through on decisions to 
attend postsecondary institutions or obtain employment.  

Education and Training Prior to Employment 

 Have the IEP team and other disability support organization help identify 
postsecondary institutions (colleges, vocational programs in the 
community, trade schools, etc.) that offer training in a career of interest for 
your child. 

 Identify the accommodations that would be helpful to support your child. 
Make sure that documentation is current on your child’s IEP. This will 
support your child’s request for accommodations at an educational 
institution. Find out if the educational institution makes, or can make, 
these accommodations. Some colleges such as Western Kentucky 
University, through the Kelly Autism Program, offer additional assistance 
for individuals with ASD.   

 Write or call for catalogues, financial aid information, and request an 
application.  

 Help identify and make sure your child takes any special tests (e.g., 
PSAT, SAT, ACT) necessary for entry. Deadlines to apply for this testing 
are generally earlier when accommodations are requested.  

 Visit the institution, contact the office of disability services at the institution, 
and confirm that the accommodations needed for college coursework are 
available. 

 

Other Future Planning Issues 

There are other aspects of planning for your child’s future that are not covered in 
the transition planning process through the IEP. These address issues like 
quality-of-life support for your child if you are not available and legal issues such 
as guardianship, and financial planning to protect government benefits.  
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Despite the growing number of persons with ASD in this country, fewer than 20% 
of families have done any futures planning to address these issues. Like all of us, 
your child with a disability will be an adult longer than she will be a child, so 
futures planning is critical.  

The following planning topics need to be addressed: 
1. Quality-of-life issues 
2. Legal 
3. Financial 
4. Government benefits 

To guide decision-making when you are not available, discuss information 
regarding the needs and desires of the child with ASD and compose a directive 
document. This document should address lifestyle, financial, legal, and 
government-benefit issues. Whether people with ASD function entirely on their 
own or need assistance, such a directive can provide instruction for their daily 
care, as well as provide guidance for unexpected contingencies. Some of the 
questions this directive should cover include: 
 

 How would your child like to be bathed and dressed?  

 Does your child have special dietary needs and requirements?  

 Does your child have any chronic medical conditions? Who monitors your 
child’s medication?  

 What leisure activities (music, computer, hobbies) does your child enjoy?  

 What things can help your child live with dignity, quality, self-esteem and 
security?  

While most people realize they need to plan, for a variety of reasons many fail to 
do so. Some believe the task is overwhelming and don’t know where to find 
qualified professionals who understand their needs and how to resolve their 
concerns. The cost of professional services can also be an issue, as can privacy 
concerns.  

Establishing an Advisory Team 

As families begin to develop their plan, they should begin by identifying a group 
of people who will act as an advisory team. This should include, when possible; 
family members, the person with an ASD, an attorney, a financial advisor, 
caseworkers, medical practitioners, teachers, therapists, and anyone involved in 
providing services to the individual. Having input from each of them can help 
ensure that all parts of the plan are coordinated and complete (Stevens, n.d.). 
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Letter of Intent 

Lifestyle planning is a process in which a family records what they want for the 
future of their loved one in a document called the “letter of intent.” Although not a 
legal document, it is as important as a will and a special needs trust. This letter of 
intent will include information on a variety of important issues. 

Quality of Life  
Quality-of-life issues are those everyday things that need to be in place for each 
of us to be comfortable in our daily lives. Addressing quality-of-life issues for our 
loved one with ASD requires decisions and information regarding: 

 Where the person will live  

 Religious affiliation 

 Continuing education programs desired 

 Employment preferences 

 Social activities preferred 

 Medical care required 

 Behavior management practices  

 Advocacy and/or guardianship needs 

 Trustees identified for financial planning purpose 

 Final arrangements desired 

 Detailed instructions for assisting the person with the typical activities of 
daily living such as bathing, dressing, feeding, and toileting 

 Description of any special ways of communicating that only the immediate 
family knows and understands are included 

 
 
 
 
 
 
 
 

Should parental support no longer be available, imagine how much easier and 
less traumatic it will be for the person with ASD and his or her care providers if 
they have detailed instructions immediately available, rather than having to figure 
things out on their own. What could take weeks or months to adjust to, could be 
shortened to a few days.  

The ultimate goal of the letter of intent is to make the transition from parental 
care to independent or supported living or moving in with other family members 
as easy as possible, bearing in mind the comfort and security of the individual. 

 

TIP: Use videotape to record the individual performing activities of daily 
living, including communicating. Consider taping the individual having a 

meltdown and demonstrate the best ways of responding if that tends to be 
a relatively common occurrence. 
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Guardianship 
 

As each child approaches age 18, parents need to research guardianship issues 
and decide which options are appropriate for their young adult. Guardianship is a 
legal determination that involves your child’s ability to make decisions regarding 
her own affairs, including financial, medical, and educational decisions. If you do 
nothing when your child turns 18, you legally lose the right to make decisions and 
sign legal documents for your child. Determining guardianship can sometimes be 
a difficult decision. Parents should discuss the issue with professionals and with 
other parents to learn about all the implications.  

Estate Planning 

“Who will care when you are no longer there?” is an overwhelming question that 
parents of children with disabilities must address, but solutions and help are 
available.  

Estate planning allows the family to state its wishes regarding the distribution of 
the family’s assets and to appoint executors to settle the estate. In conjunction 
with estate planning, a trust should be established to provide supplemental funds 
for the individual with ASD, but in a way that maintains the individual’s eligibility 
for government benefits. An estate planning team should include:  

 Attorney 

 Accountant 

 Life underwriter/financial services provider 

 Trust officer 

A comprehensive estate plan should:  

 Provide lifetime supervision and care if necessary  

 Maintain government benefits  

 Provide supplementary funds to help ensure a comfortable lifestyle  

 Provide for management of funds  

 Provide dignified final arrangements  

 Avoid family conflict  

Once you have decided to prepare a plan, find someone to help you or hire a 
professional planner. Referral sources are available through governmental 
agencies, organizations, or local support groups. Use a life-plan binder. Place all 
documents in a single binder and notify caregivers/family where they can find it. 
At least once a year, review and update the plan and modify legal documents as 
necessary.  

Establishing a Trust  

Government entitlements play a key role in the lives of many persons with autism 
spectrum disorders by providing money and health care benefits under SSI 
(Supplemental Security Income), SSDI (Social Security Disability Insurance), 
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Medicaid, and/or Medicare. A basic understanding of federal and state 
entitlement programs is essential in order to be sure that an individual gets all 
that he or she is qualified to receive. That said, laws change, so it is crucial to 
hire professionals with up-to-date legal expertise. 

In establishing a trust, financial planning is used to determine the supplemental 
needs of the person over and above the government benefits they may receive. 
First, a monthly budget is established based on today’s needs while projecting for 
the future. Then, by using a reasonable rate of return on the principal, the family 
identifies how much money is needed to fund the trust. The life expectancy of the 
person must be considered and then the need projected into the future using an 
inflation factor. 

Once this is done, the family must identify the resources to be used to fund the 
trust. They may include stocks, mutual funds, IRAs, 401(k)s, real estate, and 
home or life insurance. Professional management for investing the assets may 
be done by the trustee, or the trustee may hire advisors. 

Legal language has changed over time as state policies and legal decisions have 
evolved. When carefully drawn according to strict legal guidelines, trusts have 
been able to provide spending money to enhance the individual’s daily life. Trusts 
can be a valuable tool for families, regardless of the size of their estate.  

Make sure that the attorney and other planning professionals you hire have 
specific expertise in planning for people with disabilities. 
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Transition Resources 
 

Students with Disabilities Preparing for Postsecondary Education: Know Your 
Rights and Responsibilities (booklet). Available from the U.S. Dept. of 
Education, Office for Civil Rights. 

To order copies, write: 
ED Pubs 
Education Publications Center 
U.S. Dept. of Education 
P.O. Box 1398 
Jessup, MD 20794-1398 
Fax: 301-470-1244 



Kentucky’s Family Guide to Autism Spectrum Disorders  2008 

 

Chapter 7 
 212 

 

 

Email: edpubs@inet.ed.gov 
Call: 1-877-433-7827; TDD or TTY 1-800-437-0833 
Go online www.ed.gov/pubs/edpubs.html or go to the website: 
www.ed.gov/ocr  
You can also get it in alternative formats from 202-260-9895.  

Help for College Students with Disabilities from Wrightslaw.com 
 

Lots of links: www.wrightslaw.com/flyers/college.504.pdf  
 

Asperger Syndrome: Transition to Work  
This program lists essential preparation for students with AS to find and hold a 

job. For high school age and above.  
 

Asperger Syndrome: Transition to College and Work 
This program includes two sections: How to get ready for college and how 
to prepare to go from high school or college to the workplace. (Note: this 
video includes all the information in the “Transition to Work” video and 
also includes college prep information.) For high school age and above. 

 

College Prep Portfolio  
The right tool to help high school students identify, collect and organize the 

documents required in the college application process – and those that 
highlight their accomplishments to give them an edge in applying to the 
college of their choice. For high school students. 

 

Article: This is for Universities – “Good Practice Guidelines for Universities”:  
 

www.users.dircon.co.uk/~cns/guidelines.html  
Article: Preparing for College: Tips for Students with HFA/Asperger’s Syndrome:  
 

www.teacch.com/college.html  
Article: Understanding College Students with Autism:  
 

www.dol.gov/odep/pubs/brochures/wrp1.html 
Chamberlain, C. E., & Strode, R. M. (1999). The source for Down syndrome, 

East Moline, IL: LinguiSystems. 
Self-Employment and Social Security Work Incentives for Persons with 

Disabilities  
(Consulting and Training on Employment and Transition to Work):  
www.griffinhammis.com 
 

Autism Society of America website: www.autism-society.org 

Kentucky Office of Supported Employment 
http://ovr.ky.gov/programs_services/supported_employment_program.htm 
 
Kentucky Office of Vocational Rehabilitation 

http://www.ed.gov/pubs/edpubs.html
http://www.wrightslaw.com/flyers/college.504.pdf
http://www.users.dircon.co.uk/~cns/guidelines.html
http://www.teacch.com/college.html
http://www.dol.gov/odep/pubs/brochures/wrp1.html
http://www.autism-society.org/
http://ovr.ky.gov/programs_services/supported_employment_program.htm
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http://ovr.ky.gov/ 
 

Transition 
www.socialsecurity.gov/work/ 
 

www.socialsecurity.gov/disabilityresearch/wi/generalinfo.htm 
 

www.socialsecurity.gov/disability/electronic_disability.htm 
 

www.socialsecurity.gov/work/Ticket/ticket_info.html  
 

Autism Organizations  

Asperger Syndrome Coalition of the US: www.asperger.org  
 

Autism National Committee: www.autcom.org  
 

Autism Network International www.ani.ac  
 

Autism Society of America: www.autism-society.org/site/PageServer 
 

Autism Speaks: www.autismspeaks.com  
 

Collaborative on Health and the Environment: www.protectingourhealth.org 
 

Environmental Factors – Cure Autism Now: www.cureautismnow.org 
 

FEAT (Families for Early Autism Treatment): www.feat.org 
 

Friendship Ministries: www.friendship.org 
 

Human Genome Project Information: www.ornl.gov   www.genome.gov  
 

More Advanced Individuals with Autism, Asperger: www.maapservices.org  
 

National Apostolate for Inclusion Ministry: www.nafim.org  
 

Neuro Immune Dysfunction Syndromes www.nids.net 
 

OASIS - Online Asperger Syndrome Information and Support 
www.udel.edu/bkirby/asperger  

 

Bookstores /Videos  

Autism Asperger Publishing Company: www.asperger.net/bookstore.htm 
 

Autism Related Books: www.autism-resources.com/books.html 
 

Autism Society of America Bookstore:  
www.autism-society.org/site/PageServer?pagename=give_bookstore 
 

http://ovr.ky.gov/
http://www.socialsecurity.gov/work/
http://www.socialsecurity.gov/disabilityresearch/wi/generalinfo.htm
http://www.socialsecurity.gov/disability/electronic_disability.htm
http://www.socialsecurity.gov/work/Ticket/ticket_info.html
http://www.asperger.org/
http://www.autcom.org/
http://www.ani.ac/
http://www.autism-society.org/site/PageServer
http://www.protectingourhealth.org/
http://www.cureautismnow.org/
http://www.feat.org/
http://www.friendship.org/
http://www.ornl.gov/
http://www.genome.gov/
http://www.maapservices.org/
http://www.nafim.org/
http://www.nids.net/
http://www.udel.edu/bkirby/asperger
http://www.asperger.net/bookstore.htm
http://www.autism-resources.com/books.html
http://www.autism-society.org/site/PageServer?pagename=give_bookstore
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Autism Web Bookstore: www.autismweb.com/books.htm 
 

Future Horizons: www.futurehorizons-autism.com  
 

Jessica Kingsley Publishers: www.jkp.com 
 

Michigan ASA: www.autism-mi.org  
 

North Carolina ASA: www.autismsociety-nc.org 
 

Stanfield Publishing, Specialists in Special Education: www.stanfield.com 
 

Federal Agencies 

Centers for Disease Control and Prevention: Autism Information Center:  
www.cdc.gov/ncbddd/autism/index.htm 
 
Congressional Information: www.congress.org  
 
National Institute of Health: www.nih.gov 
 
Office of Special Education Programs (OSEP): 

www.ed.gov/about/offices/list/osers/osep/index.html 
 
U.S. Department of Education: www.ed.gov  
 
U.S. House of Representatives: www.house.gov  
 
U.S. Senate: www.senate.gov  
 

Other Disabilities Organizations 

American Association of People with Disabilities: www.aapd.com  
 

ARC of Kentucky: http://www.arcofky.org/ 
 

ARC of the United States Home Page: www.thearc.org 
 

Attention Deficit Disorder: www.chadd.org  
 

Autism Spectrum Disorders (Pervasive Developmental Disorders) by National 
Institute of Mental Health and National Institute of Health: 
www.nimh.nih.gov 

 
Council for Exceptional Children – Kentucky:  http://www.kycec.us/ 
 

Disability Solutions: www.disabilitysolutions.org 
 

http://www.autismweb.com/books.htm
http://www.futurehorizons-autism.com/
http://www.jkp.com/
http://www.autism-mi.org/
http://www.autismsociety-nc.org/
http://www.stanfield.com/
http://www.cdc.gov/ncbddd/autism/index.htm
http://www.congress.org/
http://www.ed.gov/about/offices/list/osers/osep/index.html
http://www.ed.gov/
http://www.house.gov/
http://www.senate.gov/
http://www.arcofky.org/
http://www.thearc.org/
http://www.chadd.org/
http://www.nimh.nih.gov/
http://www.kycec.us/
http://www.disabilitysolutions.org/
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Easter Seals of Kentucky 
http://eswky.easterseals.com/site/PageServer?pagename=KYWS_locatio
ns 

 

Learning Disabilities Association: www.LDOnLine.org  
 

Mental Health NAMI Kentucky:  
http://www.nami.org/MSTemplate.cfm?micrositeID=157 

 
National Info Center for Children and Youth with Disabilities (NICHCY): 

www.nichcy.org  
 

National Institute for People with Disabilities: www.yai.org 
 

National Organization on Disabilities: www.nod.org  
 

National Parent Network on Disabilities: www.npnd.org  
 

Kentucky Speech, Language, and Hearing:  http://www.kysha.org/  
 
Technical Assistance Alliance for Parent Centers – The Alliance: 

www.taalliance.org  
 

The Association for Persons with Severe Handicaps (TASH): www.tash.org  
 

Tourette Syndrome: http://www.kypartnership.org/tourette_syndrome 
 
CareGuide@Home. (2003). A profile of informal and family caregivers. In Care 
for Caregivers. Retrieved January 10, 2007, from 
www.careguideathome.com/modules.php?op=modload&name=CG_Resources&f
ile=article&sid=861 

Kentucky Workforce Investment (2007). http://workforce.ky.gov. 

Kentucky Office of Vocational Rehabilitation (2007). Website: http://ovr.ky.gov 
 

Social Security Administration website: www.ssa.gov 

Stevens, B. (n.d.). About you.  Special Needs Planning. Retrieved January 10, 
2007, from www.bssnp.com/AboutYou.asp 

http://www.councilonmr.org/leadership_manual.htm  The Council on Mental 
Retardation, a private non-profit association of families and friends of persons 
with mental retardation, has been advocating for persons with mental retardation 
in Jefferson County, Kentucky since 1952.  
 
http://louisville.edu/education/kyautismtraining/resources/adult_resources.html  
The Kentucky Autism Training Center’s link listing resources for transition/adult 
issues in autism. 

http://eswky.easterseals.com/site/PageServer?pagename=KYWS_locations
http://eswky.easterseals.com/site/PageServer?pagename=KYWS_locations
http://www.ldonline.org/
http://www.nami.org/MSTemplate.cfm?micrositeID=157
http://www.nichcy.org/
http://www.yai.org/
http://www.nod.org/
http://www.npnd.org/
http://www.taalliance.org/
http://www.tash.org/
http://www.kypartnership.org/tourette_syndrome
http://www.careguideathome.com/modules.php?op=modload&name=CG_Resources&file=article&sid=861
http://www.careguideathome.com/modules.php?op=modload&name=CG_Resources&file=article&sid=861
http://workforce.ky.gov/
http://ovr.ky.gov/
http://www.ssa.gov/
http://www.bssnp.com/AboutYou.asp
http://www.councilonmr.org/leadership_manual.htm
http://louisville.edu/education/kyautismtraining/resources/adult_resources.html
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http://www.researchautism.org/resources/reading/documents/TransitionGuide.pdf  
A link to the PDF copy of “Life Journey Through Autism: A Guide for Transition to 
Adulthood” through The Organization for Autism Research. 
 

www.worksupport.com  The website provides information, resources, and 
research about work and disability issues.  
 

www.teacch.com/college.html  Information from TEACCH about preparing for 
college. 
 

www.dol.gov/odep/pubs/brochures/wrp1.html  The Office of Disability 
Employment Policy’s Workforce Recruitment Program for College Students with 
Disabilities. 
 

www.griffinhammis.com  Information on Self-Employment and Social Security 
Work Incentives for Persons with Disabilities (Consulting and Training on 
Employment and Transition to Work). 

http://www.researchautism.org/resources/reading/documents/TransitionGuide.pdf
http://www.worksupport.com/
http://www.teacch.com/college.html
http://www.dol.gov/odep/pubs/brochures/wrp1.html
http://www.griffinhammis.com/
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Chapter 8 

Introducing Your Child to ASD:  How and When 
to Talk to Your Child About the Diagnosis  

I received my diagnosis of Asperger syndrome as an adult. This was a turning point in 
my life, as it explained the relationships between what I had previously seen as a large 

collection of strange behaviors, thoughts and preferences. Realizing that I was 
neurologically different helped me to finally see myself as a whole person. It also gave 
me a purpose and direction for my life. Advocating for respect and resources for adults 
on the autism spectrum has become my primary interest. I am a student in the College 

of Social Work at the University of Kentucky, and will graduate in May, 2008. I 
coordinate the statewide Social Club for Teenagers with Asperger Syndrome through 

Kentucky Partnership for Families and Children. I have presented information on autism 
to a variety of groups and maintain an advocacy related blog, Asperger Square 8. 

 
Autism is not a detachable part of a person and it is not an outer shell behind which 

someone entirely different hides, waiting to be set free. Autism is intrinsic and cannot be 
removed. Even if it could, this would alter every aspect of the individual’s being; he or 

she would no longer be recognizable as the person you know. This is the very meaning 
of the word “pervasive.” 

 
There can, then, be no “war on autism” without waging war on the person who is 

autistic. This does not mean that I don’t believe parents should do everything possible 
to improve their autistic child’s quality of life. But promises to “cure” autism should be 

viewed through a lens of skepticism. There are many schemes waiting to drain the bank 
accounts of parents. Worse yet, some of these unproven “treatments” may actually 

cause harm to children. The best source of information is peer reviewed literature found 
in established journals and written by scientists who have no financial interest in any 

particular therapy or treatment. 
 

Without a doubt, being viewed by one’s family as a tragedy is harmful. Many people 
believe that if a child does not respond verbally or show obvious signs of understanding 
speech, that this indicates he is “in his own world,” oblivious to what is said about him. 

This is not true. Many, many reports exist from autistic people who have acquired 
means of communication later in life, revealing the extent of harm done by this belief. 

Lack of speech or of typical response does not indicate lack of understanding. 
 

Autistic adults need to have a voice in all discussions concerning autism services. This 
has not been the policy of the large, well-known “charity” groups. A slogan borrowed 
from the general Disability Rights Movement expresses this most succinctly, “Nothing 

About Us Without Us.”  This is what I believe. 
                                                                                                          Bev Harp 
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A frequently discussed topic on autism message boards is “How and when do I tell my 
child about his or her diagnosis of an autism spectrum disorder?”   How young is too 
young?  Will my child understand?  Will it add to his/her anxiety?  Will it help him/her 
understand his/her differences?   What about explaining to others, siblings and other 
family members, teachers, and peer groups?  How does a parent go about helping 
others to understand autism without creating stigma or contributing to false beliefs about 
the condition? 
 

These are a few of the questions parents will need to answer for themselves before 
approaching the subject with the child or teen that has been diagnosed.  A growing 
collection of literature addresses this subject and is available to aid in the discussions. 
Included here are a few of the best resources for talking about the diagnosis.  
 

For Children: 
 

Elder, J and Thomas, M. (2005). Different Like Me: My Book of Autism Heroes. London: 
Jessica Kingsley Press.  

This book introduces historical figures and other famous persons who fit the profile we 
now know as autism. Included are Einstein, Newton and Kant as well as Andy Kaufman, 
Andy Warhol and Temple Grandin. Suggested for ages 8 to 12, this book is also a joy to 
read as an adult, and would make an ideal introduction to the autism spectrum for a 
newly diagnosed child.  Illustrated. 
 

Elder, J and Thomas, M. (2007).  Autistic Planet. London: Jessica Kingsley Press. 
A rhyming book for the younger set, this one is recommended for ages 4 to 8. Autistic 
Planet is a great book for building positive perspective from an early age, and would be 
appropriate for siblings of ASD kids, too. Here Elder envisions a world where children 
matter-of -factly prefer the weather report to cartoons, and where “We don't do 
something one time, when we can do it over and over again!" Illustrated. 
 

Faherty, C. (2004). Asperger’s: What Does it Mean to Me? Arlington, TX: Future 
Horizons. 

This is an excellent workbook for older children, pre-teens and young teenagers. The 
sections are well formatted and designed to help the child explore issues of identity, 
self-esteem, learning styles and more. At just over 300 pages, the book is thorough, a 
great resource for teachers and parents as well. Foreword by Gary Mesibov.  
 

Hoopman, K. (2006). All Cats Have Asperger Syndrome. London: Jessica Kingsley 
Press. 

This is a small picture book which uses cats to illustrate some features of people with 
Asperger syndrome. It’s cute and well-intentioned if not terribly informative.  If you are 
going to buy just one kid’s book about AS, this probably is not the one.  However, it 
does a good job of what it sets out to do, and would be a nice addition to a small library 
or to leave on the coffee table for curious visitors to flip through.  
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Schnurr, R. (1999). Asperger’s, Huh?: A Child’s Perspective. Ontario: Anisor.  
Some children with Asperger syndrome will relate to this first-person narrative, while 
others will find its language too simplistic. While the publisher recommends this for ages 
8 to 12, it is most appropriate for the younger end of that scale. It might be good for 
siblings of the AS child. 
 

Strand, V.(2006). I am Utterly Unique: Celebrating the Strengths of Children Asperger 
Syndrome and High Functioning Autism. Shawnee Mission, KS: Autism Asperger 
Publishing. 

This is an alphabet book for kids on the spectrum, ages 4 to 8. It presents a very 
positive perspective, celebrating the strengths and unique qualities of autism with humor 
and respect. 56 pages with color illustrations. 
 

Welton, J., Newson, E., and Telford, J. (2004). Can I Tell You About Asperger 
Syndrome?: A Guide for Friends and Family. London: Jessica Kingsley Press.  

Told from the perspective of a ten year old boy, this is a great little book for “bridging the 
gap” between AS kids and their peers or siblings. The author does an excellent job of 
explaining how people with AS struggle to learn those things which seem so automatic 
to others—body language, tone of voice, etc.  Simple and direct without being 
condescending.  For ages 8-13.  
 

For Teens: 
 

Ledgin, N. (2002). Asperger’s and Self Esteem: Insight and Hope through Famous Role 
Models. Arlington, TX: Future Horizons. 

Many teens on the autism spectrum could use a good self-esteem booster. Ledgin 
suggests that a number of scientists, artists and musicians have had much in common 
with young people now diagnosed with Asperger syndrome. Autistic traits of Marie Curie 
and Albert Einstein are discussed, as well as those of Glenn Gould and Mozart. For 
teens and adults.  Foreword by Temple Grandin. 
 
Jackson, L. (2002).  Freaks, Geeks and Asperger Syndrome. London: Jessica Kingsley 

Press.  
Luke Jackson wrote this book when he was just 13 years old, and offers one of the best 
and most thorough explanations to be found in the popular literature on AS. Jackson 
offers his experience and advice to other teens on such topics as class work, bullying, 
dating and hygiene. A great introduction for a young teen exploring the meaning of the 
Asperger diagnosis from a peer who writes with confidence and self-acceptance. 
Foreword by Tony Attwood. 
 

For Teens and Adults: 
 
Attwood, T. (2006). The Complete Guide to Asperger’s Syndrome. London: Jessica 

Kingsley Press. 
 

More than an expanded version of Attwood’s 1996 Asperger’s Syndrome, this book 
combines up to date research and clinical experience with personal insights from people 
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on the spectrum. Chapters on marriage and career acknowledge the often ignored fact 
of AS in adulthood. Written in accessible terms, this is a must have guide for family 
members, therapists and educators by one of the world’s most respected authorities on 
the subject. 
 
Attwood, T , Grandin, T., Bolick, T. and Faherty, C. (2006). Asperger’s and Girls. 

Arlington, TX: Future Horizons. 
Asperger syndrome, like other conditions on the autism spectrum, is thought to occur 
four times more frequently in boys than girls. Therefore, the bulk of the research so far 
has focused on males. This book considers the questions specific to girls with AS as 
well as the possibility that AS is frequently overlooked or misdiagnosed in this 
population. Girls and young women with Asperger syndrome will appreciate this 
opportunity to read the personal perspectives included here. 
 
Murray, D. (2005). Coming Out Asperger: Diagnosis, Disclosure and Self-confidence. 

London: Jessica Kingsley Press. 
This important book explores the impact of diagnosis and offers a number of strategies 
for disclosing autism. Learn the art of the “soft” disclosure and how to evaluate the level 
of risk for disclosing in various situations.  This is an anthology offering viewpoints from 
professionals, family members and people on the autism spectrum. 
 
Prince-Hughes, D. (2002). Aquamarine Blue 5: Personal Stories of College Students 

with Autism. New York: Swallow. 
For the young adult considering college, here are some terrific first-hand reports of 
autism at the university level. Addressing social, communication and sensory issues 
from a variety of perspectives, each student describes his or her own experience with 
college life. Editor Prince-Hughes has a PhD in anthropology and is autistic as well.  
 
Grandin, T.(1986). Emergence: Labeled Autistic. New York: Warner. 
The first published book by the world’s most famous autistic woman, Dr. Temple 
Grandin. Grandin talks about her childhood, sensory issues and her mother’s work to 
have her included in mainstream schools.  
 
Grandin, T.(1995). Thinking in Pictures: My Life with Autism. New York: Random 

House.  
Further descriptions of life with autism from animal scientist Dr. Temple Grandin. This 
book includes more details of Grandin’s thought processes and her work to bring more 
humane practices to the cattle industry. 
 
Grandin, T. and Barron, S., (2005). The Unwritten Rules of Social Relationships. 

Arlington, TX: Future Horizons.   
 

What are autistic people thinking? What do neurotypicals (non-autistic people) expect? 
This is the book that explains it all. This is the key to understanding the “other” across 
the spectrum, separating the “musts” from the “shoulds” in social relationships, the 
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secret codes everyone “just knows” but people with autism must be taught. Important. 
Invaluable. Every family with an autistic member should have this one. 
 
Kearns-Miller, J. (2003). Women from Another Planet?: Exploring Our Lives in the 

Universe of Autism. First Books Library. 
This anthology, written by women on the spectrum, offers a range of insight you rarely 
find in a single book. In addition to the individual chapters representing each author, 
there is a section in which several of the women discuss their perspectives on issues of 
importance to autistic women. In depth, varied and unique; highly recommended.  
 
Newport, J. (2001). Your Life is Not a Label: A Guide to Living Fully with Autism and 

Asperger’s Syndrome. Arlington, TX: Future Horizons. 
Practical advice from an adult with Asperger syndrome. Much of this book focuses on 
basic life skills—riding a bus, opening a checking account, etc. Also included are 
chapters on dating and marriage. Not everyone will appreciate the author’s emphasis on 
self-reliance and or his disdain for “labels.” Newport also wrote the novel, Mozart and 
the Whale.  
 
O’Neill, J.L. (1999). Through the Eyes of Aliens: A Book about Autistic People. London: 

Jessica Kingsley.  
A book about acceptance by an autistic woman. The author views autism as a 
neurological difference to be respected, not marginalized or eradicated. Read this only if 
you love someone with autism and want to understand him or her better. 
 
Williams, D. (1994). Nobody Nowhere: The Extraordinary Autobiography of an Autistic. 

New York: Times Books. 
This is a unique story of one autistic individual and her ways of coming to terms with a 
world which often seems harsh and confusing. Williams has written a number of books 
on autism and consults widely on related topics.  
 
Zaks, Z. (2006). Life and Love: Positive Strategies for Autistic Adults. Shawnee Mission, 

KS: Autism Asperger Publishing. 
 

Zosia Zaks shares her strategies on everything from grocery shopping with sensory 
issues to dressing for job interviews. Step by step details on subjects like cleaning an 
apartment will appeal to linear thinking Aspies who are struggle with executive 
functioning problems.  
 

Web Resource List 

GRASP: Global and Regional Asperger Syndrome Partnership: 
http://www.grasp.org/ 
  
Autistic Self-Advocacy Network:  
http://www.autisticadvocacy.org/ 

http://www.grasp.org/
http://www.grasp.org/
http://www.autisticadvocacy.org/index.php
http://www.autisticadvocacy.org/
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ANI: Autism Network International: 
http://ani.autistics.org/ 
 
Autistics.org 
http://www.autistics.org/ 
 
AANE: Asperger Association of New England 
http://www.aane.org/ 
 
Autism Hub 
http://www.autism-hub.co.uk/ 
 
Neurodiversity 
http://www.neurodiversity.com/main.html 
 
Research Based Resources 
 
Division TEACCH, University of North Carolina 
http://www.teacch.com/ 
 
Morton Ann Gernsbacher’s Laboratory: 
http://psych.wisc.edu/lang/index.html 
 
Yale Developmental Disabilities Clinic 
http://www.med.yale.edu/chldstdy/autism/index.html 
 

 

 
 

  

http://ani.autistics.org/
http://ani.autistics.org/
http://www.autistics.org/
http://www.aane.org/
http://www.autism-hub.co.uk/
http://www.neurodiversity.com/main.html
http://www.teacch.com/
http://psych.wisc.edu/lang/index.html
http://www.med.yale.edu/chldstdy/autism/index.html

