Asperger Syndrome
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Asperger Syndrome or Asperger’s Disorder is a newly recognized bio-neurological disorder that is a
part of the Autism Spectrum (Pervasive Developmental Disorders). The disorder is named for the
Viennese physician, Hans Asperger. In a1944 paper, he described a group of young boys who displayed
normal intelligence and language development, but who also demonstrated serioux social, behavioral
and communication impairments. Han Asperger’s paper was not translated until the 1980’s. Hence,
Asperger Syndrome was not added to the Diagnostic and Statistical Manual of Mental Disorders-
Fourth Edition (DSM-1V) until 1994.

Due to the relatively recent identification of the disability, some professionals, parents, individuals
dealing with the disability and the general public have really only begun to become aware of the needs
and concerns associated with the disorder. However, Asperger awareness is increasing. The number of
individuals affected is approximately within the range of 1 in 200 or 250 individuals (Kadesjo, Gillberg,
& Hagberg, 1999).

Because research at this point indicates that the disability impacts so many people, researchers and
practitioners have gone to great lengths to identify and develop strategies that can facilitate school and
home success.

Overview of the DSM-1V diagnostic criteria

Impairment in social interaction

Restricted, repetitive and stereotyped patterns of behavior, interests and activities
Clinically significant impairment in social, occupational or other areas of functioning

No clinically significant general delay in language (single words by two and phrases by three)
No clin ically significant delay in cognitive development or adaptive skills (outside social
challenges).

BRIBRD

Real World Examples:
Children, young people and adults with Asperger Disorder may display some and/or all of the
following characteristics.

@ Socially awkward ¢ Unusually accurate memory for details
¢ Naive and gullible (easy target for bullies) ¢ Difficulty with sleeping or eating
¢ Often unaware of others’ feelings ¢ Trouble with organizational skills
¢ Difficulty taking the perspective of others ¢ Easily upset by changes in routine
@ Literal in speech and understanding @ Intense areas of interest
¢ Limited play and leisure skills ¢ Lacking peer and friendship establishment
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¢ Less developed conversational skills and ¢ Inappropriate body language or facial
difficulties with the “give and take” in expressions
conversations

¢ Difficulty managing stress and emotionally ¢ Unusual speech patterns (repetitive and/or
vulnerable irrelevant remarks)

¢ Unusually loud, high or monotonous voice or ¢ Lacking an understanding of human
stilted manner of speaking relationships

With the push toward more appropriate program development, a whole host of new resources relating
to Asperger Syndrome has emerged. This is very exciting, but can be precarious for individuals looking
for good places to begin. The following resources can be extremely helpful in terms of describing the
dis ability, providing background information and outlining helpful supports and strategies for home
and classroom implementation.

In addition, if anyone has concerns about whether or not an individual may have Asperger Syndrome,
The Australian Scale for Asperger Syndrome (ASAS) can be accessed via the internet (see Tony
Attwood’s web site listed below) or in Tony Attwood’s text, Asperger Syndrome. This assessment tool
can help families and professionals make decisions related to the need for referral for further
assessment related to Asperger Syndrome, and can help initial identification of areas of concern that
need to be addressed. For more information, contact the Center for Disabilities Autism and Related
Disorders Program.

Asperger’s Disorder Resources
Asperger’s Syndrome: A Guide for Parents and Professionals by Tony Attwood (also on video)

What Does it Mean to Me? A Workbook Explaining Self Awareness and Life Lessons to the Child or
Youth with High Functioning Autism or Asperger by Catherine Faherty

Do-Watch-Listen-Say: Social and Communication Intervention for Children with Autism by Kathleen

Quill

Asperger Syndrome: A Guide for Educators and Parents by Brenda Smith Myles and Richard L.
Simpson

Asperger Syndrome and Difficult Moments by Brenda Smith Myles

Asperger Syndrome and Adolescence: Practical Solutions for School Success by Brenda Smith Myles
and Diane Adreon

Making Visual Support Work in the Home and Community: Strategies for Individuals with Autism and
Asperger Syndrome by Jenniver Savner and Brenda Smith Myles

The resources cited above can be obtained through the Wegner Health Science Information Center at
1-800-521-2987.

Websites: www.udel.edu/bkirby/Asperger and www.aspie.com and www.tonyattwood.com

This document is available in alternative format upon request.



AUutism
]

Autism is a lifelong developmental disability that affects an individual’s abilities in the areas of
communication and social interaction. Leo Kanner first described Autism in the literature in 1943.
In his study of 11 boys, he distinguished it from childhood schizophrenia.

When an individual is suspected of having autism, a review of the person’s developmental history
In areas such as speech, communication, social and play skills is critical as part of an evaluation.
Ideally, a multidisciplinary team of professionals including, but not limited to, a psychiatrist, a
psychologist, an educator, and a speech language pathologist should evaluate the individual and
work together to determine an appropriate diagnosis.

A diagnosis of Autism is made when the person meets specific criteria outlined in the Diagnostic
and Statistical Manual of Mental Disorders, Fourth Edition (DSM-IV). It is one of the five specific
diagnoses that come under the heading Pervasive Developmental Disorders. Criteria for diagnosis
are arranged under three categories: social interaction; communication; and restricted, repetitive
and stereotyped behaviors and interests. Additionally, the onset of the behaviors must have
occurred prior to the age of three.

Autism is 3-4 times more common in boys than girls, and occurs in 2-5 per every 10,000 people.
Cognitive impairment often co-occurs with autism; 70-75% of people with autism also have mental
retardation (IQ below 70). Half of all individuals with autism do not develop functional and
communicative language. Several characteristics are also often associated with autism, but are not
included in the diagnostic criteria. Some people with autism have odd or extreme responses to
sensory stimuli such as textures, sounds, lights and smells. They may have abnormal eating and
sleep patterns, and behavioral symptoms such as hyperactivity, self -injury, temper tantrums, and
aggressive behaviors. Most often the behavioral symptoms can be attributed to the person’s lack of
an effective communication system.

Identification and an accurate diagnosis are important because effective specialized approaches have
been developed for individuals with autism. While many “alternative” treatment strategies exist,
educational treatment is the most beneficial. There are many different educational strategies,
however; no one strategy has proven totally successful. Research has proven that early intervention
Is critical. Effective early intervention often results in the increase of developmental gains and long-
term skills for the person with autism.

References:
Cohen, D., & Volkmar, F. (Eds.). (1997). Handbook of Autism and Pervasive Developmental
Disorders, 2nd Edition. New York: John Wiley and Sons, Inc.
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Mesibov, G., Adams, L., & Klinger, L. (1997). Autism: Understanding the Disorder. New York:
Plenum Press.

Resources:

Autism Society of America (ASA)

7910 Woodmont Avenue, Suite 300
Bethesda, MD 20814-3015

800-3AUTISM ext. 150 or (301)657-0881
WWW.autism-society.org

Center for Disabilities

Autism and Related Disorders Program
Department of Pediatrics

University of South Dakota School of Medicine
1400 West 22nd Street

Sioux Falls, South Dakota 57105
1-800-658-3080 (Voice/TTY)
www.usd.edu/cd
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Comic Strip Conversations
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Developed by Carol Gray, a Comic Strip Conversation is a conversation between two or more
people that incorporates the use of simple drawings. They provide a visual representation of a
conversation in order to enhance the person’s understanding and comprehension. While the
conversation takes place or a situation is recounted, illustration is added. The illustration can
include symbols, drawings and written words. The joint attention of the individuals involved with
the conversation is focused on the drawing surface. While this strategy is helpful in sharing
information with the person with autism, it is also helpful in obtaining their perspective and
assisting them in communicating their own feelings and ideas.

A specific structure is followed to organize a social exchange and build in predictability. Comic
Strip Conversations are not intended to be used for every conversation. They are most helpful
when there is a need to convey important information, when there is a misunderstanding, or to
solve a problem. A Comic Strip Conversation may also be used to teach a social skill. The
Illustrations usually consist of stick figures and bubbles where the figures’ words and thoughts are
written. When a person gains experience with using Comic Strip Conversations, colors can be
associated to express feelings such as green for happy, blue for sad, or black for anger.

The conversation usually begins with small talk, just as any conversation usually does. The person
with autism takes the lead in a Comic Strip Conversation, and the parent, professional, or peer
serves as a guide to the conversation. The interaction is illustrated as it progresses. The
conversation then moves from small talk to talking about the situation. Information such as where
and when the situation takes place, who is there, and what is done and said is covered. Next,
Comic Strip Conversations focus on what people in the situation may be thinking. Often the person
with autism may have difficulty interpreting what someone else may be thinking, or they may
interpret something that was said literally. This presents an opportunity to assist them in
understanding the situation or another person’s perspective. Finally, the conversation is
summarized and, if necessary, concluded with the identification of a new solution.

References
Gray, C. (1994). Comic Strip Conversations. Arlington, TX: Future Horizons, Inc.

Fullerton, A., Stratton, J., Coyne, P., and Gray, C. (1996). Higher Functioning Adolescents and
Young Adults with Autism. Austin, TX: Pro-Ed, Inc.
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Discipline Strategies for Children with
Disabilities - prepared by Tracy J. Stephens Ph.D.

Prevention Strategies

Solve any medical or sleep problems

Increase supervision and structure

Establish set daily care routines

Have set places where activities always occur

Establish a reward system

Work on simple directions - following them everyday
Increase your efforts to “catch them being good”

Use picture schedules - if helpful

Use of stop sign/universal no symbol

Allow plenty of time (exercise patience)

Pick your battles and follow through

Increase consistency between care givers (work together)
Be consistent and firm (not 100%)

May need “down time” following school/daycare

Have a set community outing each week that occurs just for “teaching” and practicing good
behavior

PRAIBIIIFIIIDIDIDIIIND

Reactive Strategies

Ignore/redirect

Guided compliance (small steps)
Time-out (use sparingly)

It’s okay to say, “No”

Give specific directions for compliance
Teach an acceptable alternative behavior
It’s okay to “bribe”

PRI

Key Points to Remember
@ Remember with some behaviors the goal should not be zero! (Consider the child’s
developmental level: whining, noncompliance, temper tantrums, and talking back are
normal for kids in general!)
Don’t be afraid to discipline
Don’t be afraid to discipline while out in the community
Have a set plan for car mishehavior
Don’t feel guilty if you are not 100% consistent
Establish a safety net of support around yourself
Attend parent support group meetings
Use respite care!!
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Discrete trial training
- 0000000000000

Discrete trial training is usually associated with the work of O. Ivar Lovaas, a professor of
psychology at the University of California, Los Angeles (UCLA). It is based upon the principles of
Applied Behavior Analysis (ABA), which may also be referred to as behavior modification, behavior
therapy, or behavioral intervention. Discrete trial training consists of a series of distinct repeated
lessons or trials taught one-to-one. Each trial consists of an antecedent, a “directive” or request for
the individual to perform an action; a behavior, or “response” from the person; and a consequence,
a “reaction” from the therapist based upon the response of the person. Positive reinforcers are
selected by evaluating the individual’s preferences. Many people initially respond to tangible or
concrete reinforcers such as food items. These concrete rewards are faded as fast as possible and
replaced with rewards such as praise, tickles, and hugs.

Early intensive behavioral intervention such as the Lovaas program is usually implemented when
the person is young, before the age of six. Services are highly intensive, typically 30-40 hours per
week, and conducted on a one-to-one basis by a trained therapist in the family’s home. Parent
training is an integral part of an effective Lovaas-based program. The person’s progress is closely
monitored by the collection of data on the performance of each trial. After a skill has been
mastered, another skill is introduced, and the mastered skill is placed on a maintenance schedule. A
maintenance schedule allows for periodic checking so the person does not regress in mastered
skills.

Discrete trial training is a technique that can be an important element of a comprehensive
educational program for the individual with an autism spectrum disorder. In some cases, a much
less intensive, informal approach of discrete trial training may be implemented by a knowledgeable
professional to teach specific skills such as sitting and attending.

References:
Cohen, S. (1998). Targeting Autism: What We Know, Don’t Know, and Can Do to Help Young
Children with Autism and Related Disorders. Berkley, CA: University of California Press.

Harris, S., and Weiss, M.J. (1998). Right From the Start: Behavioral Intervention for Young
Children with Autism. Bethesda, MD: Woodbine House, Inc.

Maurice, C. (1996). Behavioral Interventions for Young Children with Autism: A Manual for
Parents and Professionals. Austin, TX: Pro-Ed, Inc.
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Early Indicators of autism Spectrum Disorders
1

Communication

Uses behavior to express feelings.

Lack of development or delayed development of speech.

Loss of speech.

Echolalia (questions, statements, sounds): repeats what hears either directly after hearing it or
with a time delay).

Perseverates on one topic.

Atypical tone or rhythm of speech.

Lack of or infrequent initiation.

Expresses emotions inappropriately.

Displays a narrow range of emotion, may have a flat affect.

Lack of conventional nonverbal gestures (i.e., pointing, head shakes and nods).
Doesn’t orientate to another person speaking.

BRRIRIBIIF BIDID

Social Interaction (relating to adults, interacting with peers, and imitating the actions of others)
¢ Lacks understanding of social cues.

¢ Inability to engage in simple social games such as pat-a-cake or peek-a-boo.

¢ Difficulty in forming interpersonal relationships.

¢ Avoids or uses eye contact in odd ways.

@ “Looks through” people.

¢ Prefers to be alone or plays parallel to others.

¢ Lack of pretend or symbolic play.

¢ Deficit in the ability to pay attention to an interesting object or event with another person.
¢ Inability to imitate (body movement, vocal, motor).

Behavior (play and use of objects, insistence on sameness and routines, stereotyped body
movements, unusual sensory interests)

Uses toys in odd ways such as lining them up, spinning.

Engages in perseverative/repetitive, unconstructive play.

Engages in repetitive body movements such as rocking, pacing, hand flapping, toe walking,
twirling, spinning.

Develops attachments to inanimate objects.

Resists change or shows a strong reaction to change in routine, people or environments (insists
0N sameness).

2D BRI
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Evaluating Interventions
1

Treatment approaches and nontraditional therapies identified for autism spectrum disorders are
debated by researchers, parents and professionals on a regular basis. Many approaches exist that
promise cures or, at the very least, dramatic improvement. While some of these strategies are
effective for some, there is no one approach that is effective for all people with autism spectrum
disorders. Most importantly, autism cannot be cured. However, early intervention and appropriate
educational planning can minimize the effects of autism on a person’s life by teaching them skills to
enhance their ability to communicate and socialize.

Parents are strongly encouraged to investigate thoroughly any treatment approaches or
nontraditional therapies prior to implementing them with their child. The following is a list of
questions that should be considered:

1) What is the treatment/therapy?
A. Is there written information, a program description, or detailed brochure?
B. Exactly what is involved for the family and the child?
C. What is the length of treatment?
D. What is the frequency of sessions?
E. How much parent time is required?
F. What are the financial costs?
G. Is there training required for parents, care providers, teachers and others?
H. Is there follow-up and/or support after treatment termination?

2) Is there reliable evidence of the effectiveness of the technique/intervention?
A. Does the treatment promise a cure?
B. Does the treatment claim to be effective and appropriate for everyone?
C. Does research support these claims? Is there quality empirical evidence?
D. Do the claims made correspond to what is known about autism, language, and
neurological functioning?

3) What is the rationale, philosophy, or underlying purpose of the treatment program?
A. Does the treatment address important aspects of the autistic disorder (e.qg., social
interaction, cognitive issues, and language)?
B. How is the philosophy tied to the specific treatment techniques?
C. How were the philosophy and treatment methods developed (e.g., scientific research
or clinical experience)?

4) How is the determination made that the treatment/therapy is warranted and appropriate?
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5) Does the treatment focus on one particular aspect or is it a general comprehensive
approach?
A. Does it allow the integration of other techniques?
B. Are the components of the treatment program compatible?
C. Are the treatment goals individualized for each person and their family?

6) What are the credentials of the program director and the staff?
A. What are the background, training and credentials of the program staff?
B. What are the staff’s understanding, training and experience in autism?
C. How much experience have they had in providing the treatment?
D. Are they open to questions and input from family members and other professionals
involved with the child?

7) Is there evidence that supports the effectiveness of the treatment/therapy?
A. Is there independent confirmation of the effectiveness?
B. What are the possible negative effects or side effects of the treatment?
C. What impact might the treatment have on the family’s lifestyle (e.g., time, finances)?

8) Does the treatment/therapy promise a cure?

9) Is there excessive hype surrounding the treatment?
There are many people that claim to have a cure for autism. However, the majority of treatments
and claims of cures that exist have yet to be scientifically documented. Treatment decisions are best
made following a comprehensive assessment and after thorough investigation of the various
treatment options being considered. Education and investigation will help parents arrive at the
conclusion of what is the best treatment option for their child and family.

References:

Sasso, G. (1995, November). Choosing Interventions for Individuals with Autism. Presentation
conducted at the Midwest Autism Conference.
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Feeding Concerns for individuals with autism
-]

1) Medical Sensory
Rule out any medical concerns, including but not limited to:
Reflux
Esophageal Ulcers
Ear Infection
Sinus Infection
Ulcers
Constipation
Urinary Tract Infection
Yeast Infection
Allergies
Symptoms of Allergic Response

@ Pain @ Vomiting @ Wheezing
@ Diarrhea @ Cough ¢ Runny Nose
@ Headache  # Rash/lItching

ST U VO VO VR VR VR M

Investigate sensory based concerns. Be aware of changes in behavior as indicator of pain,
comfort-level and association with eating history.

2) Behavioral

Typical Parental Response to Food Refusal
Increasing attention during food refusal
Coaxing, bribing, pleading, threatening
Feeding too quickly - trying to trick them
Not allowing individual to self-feed
Using a distracter and sneaking food in
Preparing only preferred food choices
Switch menu items
Increasing frustration, anger, stress at meals

B O VO VR VR VR VS

These responses can produce inappropriate attention-seeking behaviors, escape behaviors and
reliance on tangible rewards.

What to do:
@ Establish a set eating routine, for example - 3 meals, 2 snacks a day
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Make the routine visually clear

Require the individual to sit at the table (No grazing)
Limit time at table

Limit availability of food between set meals or snacks
Be firm about what is available to eat at meal/snack times
Prepare food ahead of time (Be READY!)

Limit portion size

Seat in high chair, if possible/appropriate

Do not allow misbehavior (i.e., food gone, meal done)
Shut off T.V.

Increase daily exercise

Repeat exposure to new foods

Dessert, only if the individual finished meal
Concentrate calories if necessary

End each meal with a reinforcer

3) Daily Food Record
Record total intake for a week to determine nutritional content of the individuals diet.

Substitutes for meat:

¢ Casseroles @ Hearty Soups @ Hamburger Patties
@ Eggs @ Fish @ Cottage Cheese
@ PeanutButter ¢ Legumes

4) Recommended Reading

©
g
©
g

Child of Mine: Feeding with Love and Good Sense by Ellyn Satter, 1991

Feeding and Swallowing Disorders in Infancy by Lynn S. Wolf, 1998

“Feeding Dynamics: Helping Children to Eat Well”, Satter, Journal of Pediatric Health Care,
July - August 1995

“Feeding Guidelines: Developmental Guidelines for Feeding Infants and Young Children”,
Satter, Food and Nutrition, September/October 1984, Vol. 56, Number 4

See next page for a Daily Food Record.
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Journals and Newsletters
]

Journal of Autism and Developmental
Disorders

Plenum Publishing Corporation

233 Spring Street

New York, NY 10013-1578

Phone 1-800-221-9369

Focus on Autism and Other
Developmental Disabilities
Pro-Ed

8700 Shoal Creek Boulevard
Austin, TX 78757-6897

The Advocate: Newsletter of the Autism
Society of America

8601 Georgia Avenue, Suite 503

Silver Spring, MD 20910

Autism Research Review International
Autism Research Institute

4128 Adams Avenue

San Diego, CA 92116

Phone (619) 563-6840

The MAAP

More Advanced Autistic People
c¢/o Carol Gray

2140 Bauer Road

Jenison, MI 49428

Phone (616) 457-8955

The Communicator
Autism National Committee
7 Teresa Circle

Arlington, MA 02174

The Source Newsletter

ASPEN of America, Inc. (Asperger’s Syndrome
Education Network, Inc.)

P.O. Box 2577

Jacksonville, FL 32203-2577

Phone (904) 765-6741
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Managing Sleep Difficulties in individuals with
Autism: Practical Guidelines

1) Medical Considerations
¢ Rule-out medical/illness based reasons for irregular sleep patterns (e.g., seizures, irregular
EEG activity)

¢ Review medications that the individual is currently taking and their side effects

2) Behavioral Considerations
¢ Establish a high degree of stimulus control with the individual at bedtime. This can be done
by setting up a very consistent sleep routine that is carried out in exactly the same manner,
order, etc., prior to every sleep period. This includes putting pajamas on, brushing teeth,
going to the bathroom, singing/stories, and such in addition to changing the room from light
to dark, putting shades up/down. An alarm can also be used to signal the end of “sleep
time.” After this alarm goes off, the lights are turned on, the shades are put up.

¢ As stated before, it is very important to establish a very structured bedtime routine.

Example:
Bedtime Routine
8:00 Meds
8:15 Snack
8:30 Sit on toilet
Brush teeth
Put on pajamas
Climb into bed
Hug/Kkiss - say same thing every night
9:00 Lights out

¢ Typically children 5 to 12 years of age require an average of 10-11 hours of sleep at night
and do not require an additional nap during the daytime. An appropriate bedtime sho uld be
determined by how quickly the individual falls asleep. An appropriate bedtime is one in
which sleep onset occurs within 20 minutes of laying down. If he is falling asleep within 5
minutes of laying down this is a good indicator that the bedtime should be moved up another
15 minutes. If it is taking him longer than 20 minutes to fall asleep, then the bedtime needs
to be mo ved back 15 minutes, etc. Regardless of the bedtime, the individual’s waking time
should remain the same even on weekends, holidays, vacations--unless of course he is ill.

¢ Unless developmentally (age) appropriate, the individual should not be allowed to nap or lay
down at all during the day. It may be helpful to schedule favorite activities, games, or
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movies during "high risk" times. Preventing her from falling asleep outside of the set sleep
times is probably going to be more effective than trying to awaken her once she has fallen
asleep. If she does fall asleep, every effort should be made to awaken her as soon as it is
possible. The individual’s bedtime and awakening times should not be shifted if she does
nap. In other words, she should still be put to bed at the set bedtime and awakened at the
same time each day. Again, the individual should not be allowed to sleep in past the set
waking time.

Resources for Solving Sleep Difficulties
Books:
Sleep Better!: A guide to improving sleep for children with special needs. V. Mark Durand (1998)

Solve your child’s sleep problems. Richard Ferber, M.D. (1986)

Articles:

Didden, R., Curfs, L., Sikkema, S., & de Moor, J. (1998). Functional assessment and treatment of
sleeping problems with developmentally disabled children: 6 case studies. Journal of Behavior
Therapy and Experimental Psychiatry, 29, 85-97.

Durand, V. M., Gernet Dott, P., & Mapstone, E. (1996). Treatment of sleep disorders in children
with developmental disabilities. Journal of the Association for Persons with Severe Handicaps, 21
(3), 114-122.

Johnson, C. R. (1996). Sleep problems in children with mental retardation and autism. Child and
Adolescent Psychiatric Clinics of North America, 5, 673-684.

Patzold, L. M., Richdale, A. L., & Tonge, B. J. (1998). An investigation into sleep characteristics
of children with autism and Asperger's Disorder. Journal of Pediatric Child Health, 34(6), 528-33.

Piazza, C. C., Fisher, W. W., Kiesewetter, K., Bowman, L., & Moser, H. (1990). Aberrant sleep
patterns in children with the Rett syndrome. Brain and Development, 12(5), 488-493.

Piazza, C. C., Fisher, W. W., & Moser, H. (1991). Behavioral treatment of sleep dysfunction in
patients with the Rett syndrome. Brain and Development, 13 (4), 232-237.

Piazza, C. C., & Fisher, W. W. (1991). A faded bedtime with response cost protocol for
treatment of multiple sleep problems in children. Journal of Applied Behavior Analysis, 24(1) 129-
140.
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Myths about autism
1

There are many myths about autism. These myths include:

Myth #1: Children with autism never make eye contact. They do not look at you.
Myth #2: Inside a child with autism is a genius.

Myth #3: Children with autism do not speak.

Myth #4: Children with autism cannot show affection.

Additional myths:

Progress means that the child doesn’t have autism.

Behavior change from maladaptive to adaptive isn’t autistic.

Children with autism do not smile at you.

Children with autism do not participate in physical affection.

Children with autism do not notice othe rs and don’t pick up cues from peers/adults.
Children with autism do not want friends.

Children with autism do not relate to peers/adults.

Children with autism are very manipulative.

Children with autism could talk if they wanted to.

When a child with autism does not respond to a question/direction to which he has shown a
previous correct response, he is being stubborn/non-compliant/obnoxious.

Autism can be outgrown.

Autism is an emotional disability.

Underneath all of the difficult behaviors is a normal child.

2B BIIIIIIDIDD

Adapted from “Myths and Misunderstanding,” printed inTHE ADVOCATE, January 1985.
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Organizations
- 0000000000000

Autism Society of America (ASA) The Division for Treatment and
7910 Woodmont Avenue, Suite 300 Education of
Bethesda, MD 20814-3015 Autistic and Related Communication
Phone (800) 3AUTISM or (301) 657-0881 Handicapped Children (TEACCH)
WWW.autism-society.org The University of North Carolina at Chapel Hill
310 Medical School Wing E
Center for Disabilities CB #7180
Autism and Related Disorders Program Chapel Hill, NC 27599-7180
1400 West 22nd Street Phone (919) 966-2174
Sioux Falls, SD 57105 www.unc.edu/depts/teacch
Phone (800) 658-3080 (Voice/TTY) or (605)
357-1431 Clinic for the Behavioral Treatment of
www. usd.edu/cd Children
O. Ivar Lovaas, Director
Indiana Resource Center for Autism University of California
(IRCA) Department of Psychology
Institute for the Study of Developmental 1282A Franz Hall, P.O. Box 951563
Disabilities Phone (310) 825-2319
2853 East 10th Street www.lovaas.com
Bloomington, IN 47405
Phone (812) 855-6508 Pyramid Educational Consultants

www.isdd.indiana.edu/~irca/Welcome.html 5 Westbury Drive
Cherry Hill, NJ 08003

The Autism Services Center Phone (609) 489-1644

P.O. Box 507 www.pecs.com/index.html

Huntington, WV 25710-0507

Phone (304) 525-8014 Sensory Integration International
1602 Cabrillo Avenue

Autism Research Institute (ARI) Torrence, CA 90501-2701

4182 Adams Avenue Phone (310) 320-2335

San Diego, CA 92116 home.earthlink.net/~sensoryint/

Phone (619) 281-7165

www.autism.com/ari/contents.html#toc Autism Resource Network

5123 Westmill Road
Minnetonka, MN 55345
Phone (612) 988-0088
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Autism National Committee (AUTCOM)
635 Ardmore Avenue
Ardmore, PA 19003

National Alliance for Autism Research
(NAAR)

414 Wall Street, Research Park

Princeton, NJ 08540

Phone (888)777-NAAR

WWW.Naar.org

ASPEN of America, Inc.
P.O. Box 2577

Jacksonville, FL 32203-2577
Phone (904) 745-6741

The Family Connection — Beach Center
on Families and Disability

University of Kansas

3111 Haworth Hall

Lawrence, KS 66045

Phone (800) 854-4938

www. Isi.ukans.edu/beach/beachhp.htm

National Parent Network on Disabilities
1130 17th Street, NW, Suite 400
Washington, DC 20036

(202) 463-2299 (V/TDD)

www.npnd.org

South Dakota Parent Connection
3701 West 49th Street, Suite 2008
Sioux Falls, SD 57106

Phone 1-800-640-4553

Sibling Information Network
Papanikou Center on Special Education and
Rehabilitation

1776 Ellington Road

South Windsor, CT 06074

Phone (203) 648-1205

Sibling Support Project

Children’s Hospital and Regional Medical
Center

P.O. Box 5371, CL-09

Seattle, WA 98105

(206) 527-5712

National Information Center for Children www.chmc.org/departmt/sibsupp/default.htm

and Youth with Disabilities (NICHCY)
Box 1492

Washington, DC 20013-1492

Phone (800) 659-0285 (Voice/TTY)

www. nichcy.org/index.html

This document is available in alternate format upon request.



Other Services of Interest to Families
]

Family Support Program

The Family Support Program is a combination of services and supports, customized to meet the
varied and changing needs of individuals with disabilities and their families. The goal of the
program is to maintain and strengthen the family’s ability to provide care at home. Supports are
centered on the entire family, not just the child with the disability. Families receiving family
support services often comment that it allows them to “just be a family.” Most areas of the state
have local programs with a designated coordinator. These local coordinators assist families in
developing their individualized plans and in accessing a broad range of services and supports to
meet their needs. The coordinator also provides follow-along support and is available to assist
during crises or when the needs of the family change. Often times, the coordinator will act as an
advocate for the family, reducing stress that accompanies this task. In addition to service
coordination and advocacy, families in local programs also receive financial assistance with
extraordinary expenses as identified in their plan. Eligibility for this program requires that the
family must have a child with a developmental disability, the child must live in the family home and
be under the age of 22. There are no family income guidelines for participation.

For more information on the Family Support Program, contact:
Statewide Family Support Program
Division of Developmental Disabilities
¢/0 500 East Capitol
Pierre, South Dakota 57501
(605) 773-3438
Website: www.state.sd.us/dhs/dd/family

Independent Living Services

Independent living services are those services that allow individuals who have a significant disability
(physical, mental, cognitive, or sensory impairment) to im prove their ability to function, continue
functioning, or move towards functioning independently in the family or community. These
services are also available to those whose ability to obtain, maintain or advance in employment is
substantially limited. Services available include 1) information and referral services, 2) independent
living skills training, 3) peer counseling services, 4) individual and systems advocacy, 5) housing
related services and adaptive equipment, and 6) transportation. Independent living services are not
limited in age requirements, but some services are based on economic need.

Currently there are several Centers located across the state (Prairie Freedom Center - Sioux
Falls,Yankton, Madison and Mitchell, Opportunities for Independent Living - Aberdeen,
Watertown and Huron, Western Resources for dis -ABLED Independence - Rapid City, and
Tateya Topa Ho - Winner and Pine Ridge).
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For more information, please call your local Independent Living Center or your local Division of
Rehabilitation Services District Office.

Adjustment Training Centers

Adjustment Training Centers (ATC) are private not-for-profit agencies receiving funding from
numerous state agencies that provide both day and residential services to individuals with
developmental disabilities. The agencies primarily support individuals sixteen years old and older,
although some ATC’s also provide services for children. Among servic es offered are: home/
community based services, prevocational training, community living training, follow-along
services, special education, vocational rehabilitation services, and intermediate care services.

To be eligible for services from a community adjustment training center, an individual must be
eligible for funding assistance through the Division of Developmental Disabilities, Division of
Rehabilitation Services, Office of Medical Services, local school districts, or other government
programs or be able to pay privately.

There are currently 16 Centers located across the State of South Dakota. For more information on
accessing services, please contact your local Adjustment Training Center or
Division of Developmental Disabilities
Hillsview Plaza, East Highway 34
¢/0 500 East Capitol
Pierre, South Dakota 57501
(605) 773-3438

South Dakota Parent Connection
South Dakota Parent Connection, Inc. (a Parent Training and Information Center) is a non-profit
organization formed by parents, educators and service personnel to provide

+ information and training to parents of children with disabilities or special
- needs throughout the state of South Dakota. They believe a child’s needs are
' “‘ best met by parents who are informed and active in the development of
services for their children.

The Circuit is a quarterly newsletter that contains articles about disability
issues including legislation and statewide activities and is free to parents of children with
disabilities. The Lending Library has numerous videos, tapes, audio tapes and books available. In
addition to conducting various workshops around the state, they assist parents with personal phone
consultants and referrals to other agencies.

For more information contact:
South Dakota Parent Connection
3701 West 49th Street Suite 200B
Sioux Falls, South Dakota 57106
(605) 361-3171
In-State Toll Free: (800) 640-4553
Website: www.sdparent.org

This document is available in alternate format upon request.



Picture exchange Communication System
-]

The Picture Exchange Communication System (PECS) was developed in 1987 by Lori Frost, MS,
CCC/SLP and Dr. Andrew Bondy. PECS is primarily used with individuals who are nonverbal or
use speech with limited effectiveness to assist them in acquiring functional communication skills.
PECS has received international recognition. It does not require complex or expensive materials
and can be easily implemented by educators and family members.

The system emphasizes the importance of an individual with a communic ation deficit learning to
approach a communicative partner. A variety of prompting, shaping, and fading techniques are
incorporated to gradually improve and modify an individual’s use of the system. PECS begins with
teaching the person to exchange a picture of a desired item or activity with another person, a
communication partner, who immediately honors the request. Verbal prompts are not used, thus
building immediate initiation and avoiding prompt dependency. Once this step is mastered, the
individual advances to the next phase of the system, which teaches discrimination of symbols, and
then puts them together in simple sentences such as “I want .” The final of the six phases
teaches the individual to respond to a question.

The system can be successfully implemented with people as young as 2 years of age. Some parents
worry that the introduction of a communication system other than speech will interfere with the
individual’s development of speech. However, research demonstrates that the opposite is true. The
implementation of the PECS enhances the person’s language development. In summary, there are
many advantages to PECS including:

1) the communication exchange is clearly understood,

2) the individual initiates the interaction, therefore eliminating prompt dependency, and

3) the communication is meaningful and highly motivating.

References:
Frost, L. and Bondy, A. (1994). The Picture Exchange Communication System Training Manual.
Cherry Hill, NJ: PECS, Inc.

Bondy, A. and Frost, L. (1994). The Picture Exchange Communication System. Focus on Autistic
Behavior 9,1-19.

Bondy, A. and Frost, L. (1998, September — October). The Picture Exchange Communication
System. Advocate, 31 (5), 7-9.
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Positive behavioral support
- 0000000000000

Challenging or problem behaviors result when an individual is not able to communicate their needs
or desires effectively. Behaviors are messages. Therefore, the challenging behavior serves a purpose
for communicating, or a communicative function. Generally, there are two categories of functions
that a challenging behavior serves: 1) to obtain something, or 2) to avoid something. The behavior
becomes a very effective means of communication and to the individual seems very reasonable and
logical. Challenging behaviors significantly interfere with an individual’s learning, social acceptance
and opportunities for inclusion in their community. Extreme challenging behaviors can be
dangerous or even life threatening to an individual and others. Challenging behavior that occurs
over a long span of time often results in punitive interventions and segregation.

Positive Behavioral Support (PBS) is an approach that has evolved from the traditional behavioral
management approaches. Rather than attempting to eliminate the challenging behavior, the PBS
process results in a multi-component behavioral plan that seeks first to understand the
communicative function of the behavior. The plan incorporates methods for changing the behavior
that are respectful of the person’s dignity, enhance their strengths and capabilities, and expand
their opportunities, while overall enhancing the quality of a person’s life. The process is team-
driven and person-centered. Therefore, any outcomes are meaningful from the perspective of the
person’s likes and dislikes, strengths and weaknesses. A person’s team should not only consist of
professionals, but should include family members and anyone who can assist in providing support
such as community members, employers, or even peers.

There are five phases necessary to develop a comprehensive positive behavioral support plan. First,
it must begin with a functional assessment of the problem behavior. The goal of a functional
assessment is to understand the person and the nature of the challenging behavior in the context of
their environment. There are several assessment tools to aid in the collection of information about
the variable and events that surround the occurrence (or nonoccurrence) of the challenging
behavior. When conducting a functional assessment, it is also necessary to examine the person’s
likes, dislikes, strengths, weaknesses, quality of life, program issues, and dreams and expectations
for the future. Next, the team gathers to examine the results of the functional assessment and
develop hypothesis statements based upon the information. In other words, the hypothesis is the
team’s best guess as to why the person engages in the challenging behavior. Once the hypothesis is
developed, it must be tested to ensure that the plan will address the function(s) the behavior is
serving. The functional assessment and hypothesis provide the foundation for the development of
intervention strategies. The focus of intervention is not only behavior reduction. There are four
intervention strategies to make the challenging behavior ineffective and inefficient and to teach the
person new skills that serve the same communicative function as the behavior. Therefore, the need
for the person to engage in the challenging behavior is eliminated. Once the plan has been
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implemented, the team constantly evaluates the effectiveness of the plan and makes modifications
as needed.

References:

Carr, E.G., Levin, L., McConnachie, G., Carlson, J.l., Kemp, D.C., and Smith, C.E. (1994).
Communication-based Intervention for Problem Behavior: A User’s Guide for Producing Positive
Change. Baltimore, MD. Paul H. Brookes.

Fleming, S., and George, H. (1997). Louisiana Positive Behavioral Support: Participant Manual.
Unpublished manuscript, Louisiana State University at Baton Rogue

Koegel, L.k., Koegel, R.L., and Dunlap, G. (Eds.). (1996). Positive Behavioral Support: Including
People with Difficult Behavior in the Community. Baltimore: Paul H. Brookes.

Pennsylvania Department of Education. (1995). Guidelines: Effective Behavioral Support.
Harrisburg, PA: Pennsylvania Department of Education, Bureau of Special Education.

Reichle, J., and Wacker, D.P. (1993). Communicative Alternatives to Challenging Behavior:
Integrating Functional Assessment and Intervention Strategies. Baltimore: Paul H. Brookes.
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Publishers
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Autism Resource Network

Business Office Mayer-Johnson Co.

5123 Westmill Road P.O. Box 1579

Minnetonka, MN 55345 Solana Beach, CA 92075-7579
Phone: (612) 988-0088 Phone: (800) 588-4548
www.autism-pdd.net WWW.mayer-johnson.com
Brookes Publishing Co. PRO-ED, Inc.

P.O. Box 10624 8700 Shoal Creek Boulevard
Baltimore, MD 21285-0624 Austin, TX 78757

Phone: (800) 638-3775 Phone: (800) 897-3202
www.brookespublishing.com www.proedinc.com

Future Horizons, Inc. Quirk Roberts Publishing
721 W. Abram St. PO Box 71, Ste. 10
Arlington, TX 76013 Troy, M1 48099-0071

Phone: (800) 489-0727 Phone: (248) 879-2598

www.FutureHorizons-autism.com
Woodbine House

Janelle Publications 6510 Bells Mill Road

PO Box 811 Bethesda, MD 20817

1189 Twombley Road Phone: (800) 843-7323
DeKalb, IL 60115 www.woodbinehouse.com

Phone: (800) 888-8834

LinguiSystems, Inc.
3100 4th Avenue

East Moline, IL 61244-9700
Phone: (800) 776-4332
www. linguisystems.com

This document is available in alternate format upon request.
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Resources for Starting and Running an ABA
Program

Books and information on
¢ Language
@ Social and play
¢ Academic
# Recreation
¢ Educational Materials and software

The following books (and many other good things) are available from:
@ e Pro-Ed, (800)897-3202. www.proedinc.com
¢ e Different Roads to Learning, (800)853-1057. www.difflearn.com/books.htm
¢ Jessica Kinsley Publishers, www.jkp.com/catalogue/autism/index.html

""How-to" books, videos, and information

Behavioral Intervention for Young Children with Autism, edited by C. Maurice, G. Green, S. Luce
(1996). A "how-to" manual on ABA, including research, curriculum, teaching methods, and legal
information

Making a Difference: Behavioral Intervention for Autism, edited by C. Maurice, G. Green, & R.
Foxx (2001).

Teaching Developmentally Disabled Children: The ME Book, O. Ivar Lovaas (1981). The original
how-to book

Teaching Children with Developmental Delays: Basic Intervention Techniques, O. Ivar Lovaas
(2002) *New and Revised!

Right From the Start: Behavioral Intervention for Young Children with Autism by Sandra Harris
and Mary Jane Weiss (Woodbine Press, 1998), is reported to be another helpful guide

A Work in Progress: Behavior Management Strategies and a Curriculum for Intensive Behavioral
Treatment of Autism, John McEachin, Ron Leaf, and other authors. McEachin and Leaf have
decades of experience in this area.
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Parents' Education as Autism Therapists: Applied Behavior Analysis in Context Edited by Mickey
Keenan, Ken P. Kerr and Karola Dillenburger

Help us Learn: A Self-Paced Training Program for ABA (Training Manual and Program Manager’s
Guide) by Kathy Lear

Recommended by another parent: *“There is a very good ABA handbook” written by
Marge Penning, Ph.D., of Grand Rapids, Michigan. The Citizens Alliance Upholding
Special Education sells copies for $90 each. It is a 3 inch, 3 ring binder with very detailed
instructions and examples for carrying out [ABA, behavioral intervention]." From
Citizens Alliance to Up Hold Special Education, 3303 W. Saginaw Rd., Suite F-1,
Lansing, MI 48917, (517)886-9167 or (800)221-9105 (US Only), Fax: (517)886-9775

Websites
Autism Society of America: Information Packages
http://www.autismsociety.org/packages/

Sumlin Program Notes describes how to manage an intensive program:
http://members.tripod.com/~RSaffran/aba.html#professional _links

Pretty much the most comprehensive website out there! Has over 50 links to ABA
information cites. Happy reading!
www.isn.net/~jypsy/aba.htm

Mak Home Therapy. Source for photo flashcards and communication aids.
http://www.makhomether.com

The Me-list databases is a set of parent-contributed searchable databases of ABA
curriculum, resources, general support, school district information, and staff
wanted/available

www2.addr.com/~me-list/

Autism Academy Behavioral Programming for Children with Autism. "Digital Vista, Inc.
has partnered with Eden 1l Programs to create and develop the first interactive- ABA
course on CD-ROM for teaching educators and parents how to effectively educate
children with autism.

www.d-vista.com/autism/

A Maine Family's Early Intervention Program for Autism/PDD includes info on service providers,
sources of materials, articles, state agencies. Has a very nice personal account of the difficulties and
rewards of running a home program.

www.gwi.net/goplay/home.htm




Kathy & Calvin's Page is another source of how-to tips and resources, including a list of
126 reinforcers! (Oregon)
members.home.net/keyharris/

The new site, http://www.do2learn.com, offers tested and proven special education
programs that were previously expensive and difficult to find. The do2learn.com site was
designed originally for individuals with autism and other learning disabilities. It has also
been found to benefit anyone with a need to learn or relearn basic language and daily
living skills - from young children to adults. Free resources on do2learn.com include
printable picture cards, learning helpers such as math grids and number- and letter-tracing
images, coloring pages, art projects, and a children’'s magazine. The site provides teacher
tips for classroom organization, disability guides and links, and a product guide for
teachers and caregivers.

Just Released...a Pro version of the Flash! CD-ROM packed with over color photo 7500 learning
flashcards that parents can print from a home PC. There are plenty of samples and one can also
make an order at their website:

http://shops.looksmart.com/aba

PALS is a learning system delivered entirely on the internet. The mission of PALS is to provide
parents and school districts access to affordable learning opportunities for children with autism
regardless of location or training. The program is based on the presentation of material in a discrete
trial /ABA format, and has been carefully designed to teach material in a specific order. The
Progressive Academic Learning System can be reached at 770-892-1235 or
http://www.palsl.com.

We are a small company that produces software to assist parents of special
children, in particular those with learning disabilities.
http://aba-materials.com

Videos
Bridges sells ABA training videotapes and manuals, PO Box 35, Burnt Hills, NY 12027,
(888)222-8273 www.bridgesabatapes.com

ACCESS (Autism Coalition for Creative Educational and Social Services) produces training and
information videotapes by Dr.John McEachin and others, 92 Corporate Park, Suite C-500, Irvine,
CA 92714, (714)856-012S. Or contact The Autism Exchange, Fax (949)361-0623, or call (949)
623-8219, or mail to The Autism Exchange, 769 Calle Vallarta San Clemente, CA, 92673.
www.smsu.edu/access/

DISCRETE TRIAL TEACHING (Vol.1) This video is geared towards parents and professionals as
well and offers lectures, examples and recaps of different discrete trial teaching programs and
methods. Covered in this video are: Reinforcers, Gross motor Imitation, Receptiveand Expressive
language, Teaching a New Skill, Data, Prompting, Modeling, Errorless Learning, No-No
Prompting, Shaping, Generalization and more.....$59.99 + $5 shipping in U.S." www.nyfac.org




IMPROVING PLAY SKILLS (Vol. 2): The second video in NYFAC Video Education Series covers
the six different stages of play, Scripting, Schedules, Video Modeling,Basic, Intermediate and
Advanced Target Skill, Task Analysis, Reinforcers, Language Masters and much more....$59.99 +
$6 shipping in U.S." www.nyfac.org

Princeton Child Development Institute Tapes, Teaching Independence and Choice: How
to Use Photographic and Written Activity Schedules in Autism Intervention. 2 hours and
45 minutes of detailed information about how to teach first activity schedules and

choice making, how to fade prompts, how to use schedules at home, how to troubleshoot
procedures and more. Available from: Princeton Child Development Institute 300 Cold
Soil Road Princeton, NJ 08540 (609) 924-6280; Fax: (609) 924-4119;

email: njpcdi@earthlink.net www.pcdi.org

“Teaching Verbal Behavior: An introduction to parents teaching language” Video by

Dr. James Partington (Available through the Wegner Health Science Information Center by calling
1-800-658-3080 (Voice/TTY)).

This document is available in alternate format upon request.



Sensory integration
1

Sensory integration is the process by which the nervous system receives, organizes, files, and
integrates sensory information in order to make an appropriate response to a particular situation.
The development of the sensory integrative process begins in utero and continues after birth
through ordinary childhood activities. There are three major sensory systems: vestibular (response
to movement and gravity), tactile (touch), and proprioceptive (muscle and joint input). Sensory
integration provides a foundation for more complex learning and behavior. People respond to
touch, movement, sights, smells and sounds. Some self -stimulation behaviors such as spinning,
rocking, and hand flapping that are common for individuals with autism may also be the result of
sensory integrative dysfunction.

Dr. A. Jean Ayres, an occupational therapist, developed the theory of sensory integration to
explain a variety of neurological disorders in children. Literature from the fields of
neuropsychology, neurology, physiology, child development and psychology has contributed to the
development of the theory and resultant intervention strategies. Sensory integration is just a
theory, and there is limited research that supports it. However, there is a vast amount of anecdotal
support that sensory integration therapy does work for some individuals.

If an individual is suspected of having difficulty processing sensory information correctly, a qualified
occupational or physical therapist can conduct an evaluation. An evaluation usually consists of both
standardized testing and structured observations of responses to sensory stimulation, posture,
balance, coordination, and eye movements. If necessary, the therapist will make recommendations
for appropriate therapy intervention based upon the test results. Sensory integration therapy does
not usually focus on the development of specific skills. Rather, therapy involves a variety of
activities that provide sensory stimulation to aid in the maturation of the sensory systems to make
appropriate automatic responses.

References:
Anderson, E., and Emmons, P. (1996). Unlocking the Mysteries of Sensory Dysfunction.
Arlington, TX: Future Horizons, Inc.

,SAyre_s, J. (1979). Sensory Integration and the Child. Los Angeles, CA: Western Psychological
ervices.

Sensory Integration International, Inc. (1991). A Parent’s Guide to Understanding Sensory
Integration. Torrance, CA: Sensory Integration International.

Trott, M.C., Laurel, M.K., and Windeck, S.L. (1993). SenseAbilities: Understanding Sensory
Integration. Tucson, AZ: Therapy Skill Builders.
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Sibling Issues
1

1. Positive Qualities Gained
A. Increased patience, ability to nurture, acceptance and tolerance of others
B. Increased compassion and empathy

2. What can we do to help?

A. Educate your children
1. Developmental considerations
2. Open Discussion
3. Encourage talking about feelings, wishes/fears, sibling self-stimulation,
aggression,
okay to wish sibling weren’t there, seizures very scary
4. Allow the sibling to observe child with autism at their school and in therapies
5. Kids - Books and resources

B. Balance Time - Arrange for help around the house, sibling support groups, and pen pals
1. Set time every week that is “their time”

C. Let them help and teach the child with the disability

D. Privacy — safe place to keep belongings/replace damaged possessions
1. Need time for self
2. Bringing friends home to play (arrange time to selves)

E. Beware of placing too much responsibility and independence
1. Don’t pressure them or make them feel guilty for not helping
2. Don’t discuss guardianship issues - let them make their own decisions
3. Don’t talk about their increased risk genetically

F. Encourage writing, i.e.: journal, diary, story, lists

G. Reinforcement for siblings successes as well; reinforcement for frequency also
1. Make a list of things they do already or can do together

H. Teach how to respond to teasing/bullying; embarrassment

|. Watch for signs of depression, anxiety, increased stress, lower grades
1. Concern for parents emotional state, marriage
2. Inside the family want to be special and unique; outside want to be like everyone
else and fit in
3. Seek counseling

Sibling Resources
Siblings of Children with Autism: A guide for Families by Sandra L. Harris
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Everybody is Different: A Book for Young People who have a Brother or Sister with Autism by
Fiona Beach

Autism by Fiona Beach

All About my Brother by Sara Peralta

Joey & Sam by lllana Katz

Brothers and Sisters of Children with ASD, The Morning News Vol 13(3), Jenison Public
Schools, Michigan

Children with Autism: A Parent’s Guide by Michael D. Powers

Effects of Autism on the Family by Eric Schopler and Gary Mesibov

Raising a Child with Autism: A Guide to ABA for Parents by Shira Richman

Sibshops: Workshops for Siblings of Children with Special Needs by Donald Meyer &
Patricia Vadasy

Helpful Website
www.thearc.org/siblingsupport

This document is available in alternate format upon request.



Social security administration
]

Since its inception in 1935, the Social Security Administration (SSA) has provided benefits for the
retired and disabled, as well as their families. SSA currently provides benefits to about 44 million
Americans. One out of every three people receiving Social Security benefits is a person with a
disability or a dependent or survivor of a worker (many of them also with disabilities).

Social Security Disability Insurance (SSDI) and Supplemental Security Income (SSI) are SSA’s two
disability programs. The disability eligibility criteria for both programs are the same and require
that a person have a medically determinable disabilit y that prevents them from working at a
substantial level. Additional eligibility criteria for each of the programs follow:

Social Security Disability Insurance (SSDI)

This is an insurance program, and in order to qualify, one must meet an insured status test. In
other words, the individual must have contributed a sufficient amount to the program through past
employment in Social Security covered job(s). Individuals with disabilities who do not have insured
status may also qualify as a dependent of an insured worker. The dollar amount of the monthly
SSDI benefit received depends on the level of contributions made to the program. Therefore, the
amount varies from person to person.

Supplemental Security Income (SSI)

This is a program that provides monthly cash benefits for people with disabilities who have limited
income and resources. SSI is intended to supplement any other income a person may have to
ensure they are afforded aminimum level of monthly income to meet expenses. The amount of
earnings a person has from work, as well as any other unearned income they may have from other
sources, determines the amount of their monthly SSI cash benefit.

Student Earned Income Exclusion

This allows a person who is under age 22 and regularly attending school to exclude up to $400 of
earned income per month: the maximum annual exclusion is $1620. The person must be taking
classes at a college or university for at least 8 hours per week; or at a high school for at least 12
hours per week. This exclusion is applied before the general income and earned income exclusions.

PASS

This is for SSI recipients who need additional financial resources in order to help them get or
maintain employment. This work incentive enables an individual to set aside a portion of their
earned income or unearned income (i.e., SSDI) in order to pay for services that will help them
achieve their employment goal. A PASS can be written to cover almost anything that is determined
work related. Some examples include specialized transportation, attendant care, uniforms, job
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coaching services, and safety equipment. A PASS may be written at any time during a person’s
employment if it is a means for achieving self-support.

For more information contact:
Social Security Administration
Toll-Free from Anywhere - 1-800-772-1213 or 1-800-288-7185 (TDD)
Local (Sioux Falls) - (605) 330-4334 or (605) 330-4519 (TDD)

Social Security website - www.ssa.gov

References:
Shelley, R., Hammis, D., and Katz, M. (1999) It Doesn’t Take a Rocket Scientist. The University
of Montana, Rural Institute.

Work Incentives Transition Network (www.vcu.edu/rrtcweb/witn)

Dakota Works. Supported Employment: What It is and How to Obtain Services.

This document is available in alternate format upon request.



Social stories
]

Social stories are written by parents or professionals to describe social situations that are difficult
and/or confusing for an individual with autism. They assist the individual with identifying relevant
social cues, understanding, and responding appropriately to specific social situations. When writing
a social story, the person’s interests, learning styles, and abilities should be considered.

Carol Gray has developed a formula for writing effective social stories. She has identified types of
sentences contained in a basic social story.
¢ Descriptive sentences define where a situation occurs, who is involved, what they are
doing and why.
@ Perspective sentences describe the reactions and feelings of others in a given situation.
¢ Directive sentences are positively stated, individualized statements describing desired
responses. They often begin with “I can try...,” “l will try...,” or “I will work on...”
Directive sentences that are inflexible, or that require absolute compliance, should be
avoided. The formula for an effective social story is two to five descriptive and/or
perspective sentences for every directive sentence.

Social stories are usually written in the first person and the present tense as though the person is
describing the situation as it occurs. It can be written in the future tense to describe an upcoming
event or situation. Words like “always” and “never” are avoided since they may lead to inaccurate
information. The desired responses must be stated very carefully and specifically. Ambiguous or
abstract terms must be functionally defined. For example, instead of “I will talk quietly,” write “|
will talk so that only the person sitting next to me can hear what | say.” Additionally, it is
iImportant to write in reality and mention variations that may occur in the routine. Illustrations
accompanying the story can also aid the person’s comprehension. However, illustrations may
define a situation too narrowly or be distracting.

There are four steps to writing a social story:
1. Target a situation — identify and describe the situation.
2. Gather information.
3. Share observations.
4. Support new responses and/Zor revise the story based on the person’s responses.

While social stories are a generic strategy, following Carol Gray’s guidelines can increase the
quality and effectiveness of the story.
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Successful Transitions
]

Change is an inevitable part of life. For many students with autism spectrum disorders, adjusting to
change is challenging. One specific change that may occur every year is the transition from grade to
grade. Each year the student must adjust to changes in staff, schedules, routines, peers, programs,
buildings and expectations. In order to maximize a student’s success, the student, parents and
professionals must work together to facilitate a smooth transition. In addition, individualized
planning is required when integrating students into a more inclusive environment.

The following are guidelines to plan for a successful transition:
¢ Begin to prepare for transition early in the spring. It is beneficial to identify the teacher
who will have primary responsibility for the student.

¢ Once the upcoming teacher is identified, involve them in the IEP process. This will help
the teacher to gain information about the student’s current level of functioning and give
them an opportunity to provide input into new goals and objectives.

¢ The student with autism and possibly helpful peer(s) should be included in all transition
planning efforts.

¢ Develop a written plan to assist in facilitating the transition. The written plan could be
the final result of a meeting during which the key participants exchange relevant
information. Responsibilities and timelines for each individual involved in the transition
should be clearly stated in the written plan.

¢ Information exchanged should cover:

A. Personal information regarding the student’s likes and dislikes, motivators,
strengths and weaknesses including the student’s communication system,
Effective instructional strategy,

Needed modifications and adaptations,
Positive behavior support strategies, and
Methods of communication between home and school.

mgoow

@ Itis especially important that the upcoming teacher learn about the strategies that have
worked (and have not worked) in the past so that time is not lost at the beginning of the
new school year.

¢ Observing the student in his/her current classroom is beneficial. If this cannot be done
in person, videotapes may be helpful.
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¢ Anyone working with the student, including paraprofessionals, bus drivers, and the
principal, need basic information about autism, the impact on the student with whom
they will be working, and strategies for supporting the student in the situations that

apply.
¢ Ongoing consultation from a person knowledgeable about autism is recommended.

¢ Disability awareness for the student’s classmates is a very important part of transition
from year to year. This allows classmates to ask questions and learn how they can help
the student with autism. It also facilitates the creation of a social support system, both
in and out of the classroom, for the student. The student may be introduced to his/her
classmates through the use of a book that is created about the student. The book may
include illustrations of the student’s family, pets, favorite things and activitie s. It
should describe the student as someone very similar to his/her peers, with autism being
one of their many attributes.

¢ Visits to the new classrooms, locating the locker, bathrooms, office, and meeting new
teachers are helpful for the student prior to the beginning of the year. Sometimes it is
helpful if the student can walk through the school several times during the summer.
Providing the student with photos of new teachers including their names, a copy of the
new schedule, a list of their new classmates’ names, or a map of the school with the
student’s classrooms highlighted that they can refer to over the summer can aid in
preparation of the new school year.

Taking these steps can greatly reduce the anxiety of the student and parents and facilitate a
successful transition for everyone involved.

References:
Tuttle, J. Transition Planning Guide for Students with Autism. Highland Park, IL.: Northern
Suburban Special Education District.

This document is available in alternate format upon request.



Transitioning from school to adulthood -
and the IEP

There are many decisions to be made as students with disabilities prepare to leave high school and
begin living on their own as an adult. One way to ensure a successful move to adulthood is to
address the transition services needed.

Transition services are defined as:

(A) A coordinated set of activities for a student, designed within an outcome-oriented
process that promotes movement from school to post-school activities. Includes post-
secondary education, vocational training, integrated employment (including supported
employment), continuing and adult education, adult services, independent living, and
community participation.

(B) The coordinated set of activities described in paragraph (A) of the action must:

(1) Be based on the individual student’s preferences and interests, and

(2) Include instruction, community experiences, the development of employment
and other post-school adult living objectives, and if appropriate, acquisition of
daily living skills and functional vocational evaluations.

The emphasis of transition services should be on developing plans that work and make sense for
each individual student and their family. The Individualized Education Program (IEP) is the vehicle
for this plan and should reflect the needs of the student, taking into account preferences, interests
and goals after high school.

Transition-focused IEPs need to address all five transition areas (post-secondary, community
participation, employment, independent living, and adult services) by the age of 14. Assessment
tools and interviews need to be used to determine a student’s skills and interest in each of the
areas. Assessment tools used (including those administered through regular education and informal
interviews) should be documented and summarized in the assessment summary report.

The IEP should also build on the skills developed the previous year and experiences and resources
needed to develop skills for the future. Each transition area needs to include a student’s vision or
dream for his or her life after high school, a positive statement about how far a student has
progressed toward meeting that future outcome and what they still need to do or learn in order to
achieve their dreams for adult life.

Every IEP (whether the student is transitioning to adulthood or not) must include

the following:

@ A statement of the child’s present levels of educational performance (including how the
disability affects involvement and progress in the general curriculum).
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A statement of measurable annual goals including measurable benchmarks or short-term
objectives.

A statement of the special education and related services and supplementary aids and services to
be provided to the child, or on behalf of the child.

An explanation of the extent, if any, to which the child will not participate with non-disabled
children in the regular class and extracurricular activities.

A statement of any individual modifications in the administration of state or district-wide
assessments of student achievement that are needed in order for the child to participate in such
assessment. If the IEP team determines that the child will not participate in such assessments, a
statement of why that assessment is not appropriate for the child and how the child will be
assessed.

A projected date for beginning of services and modifications and anticipated frequency,
location, and duration of the services.

Beginning at age 14 and updated annually, a statement of the transition service needs of the
child that focuses on the child’s courses of study (such as participation in advanced-placement
courses or a vocational education program).

Beginning at age 16 (or younger, if determined appropriate by the IEP team), a statement of
needed transition services for the child, including, when appropriate, a statement of the
interagency responsibilities or any needed linkages.

Beginning at least one year before the child reaches the age of majority under state law, a
statement that the child has been informed of his or her rights under this title, if any, that will
transfer to the child on reaching the age of majority, a statement of how the child’s progress
toward annual goals will be measured, how the children’s parents will regularly be informed of
progress toward the annual goals and the extent to which that progress is sufficient to enable
the child to achieve them by the end of the year.

The Transition Team

The transition-focused IEP team is made up of people who can assist and support students and their
families through the critical transition from school to adult life. Required team members include:
student, student’s family, special education teacher, general education teacher, individual who can
interpret results of evaluations, and related service provider. Each student’s IEP team expands to
include non-school agencies, service providers, vocational rehabilitation counselors, Service to the
Blind and Visually Impaired counselors, university disability service coordinators, Independent
Living Center staff, Adjustment Training Center staff, and others as the transition process begins.

When choosing people to assist students with their plans for the future, a team should first consider
the types of services and supports students may need to meet their adult goals. The composition of
each student’s planning team can have a significant impact of the ultimate effectiveness of a
transition-focused IEP.

References:
Connecting Transition Partners, (1998-1999) South Dakota Transition Project
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Visual schedules
]

A visual schedule presents the abstract concept of time in a concrete form. The schedule
communicates to the person with an autistic spectrum disorder when events/activities will take
place and what will come next in a clear, stable, concrete and uncluttered manner. This strategy
assists them in predicting and planning. Successful implementation of a visual schedule will often
decrease challenging behaviors due to the increase in effective communication.

There are several steps to implementing an effective individual visual schedule. The first step is to
assess the individual’s level of understanding of different forms of visual communication. If, for
example, the individual understands some photos, but generally is at an object level, the schedule
may consist of a combination of objects and photos. As the individual demonstrates understanding
of the objects, they may be paired with the photo to teach the individual the meaning of the photo.
The object may be faded or removed when the individual is able to demonstrate understanding of
the photo. Always pair the written word with photos and picture symbols.

The hierarchy of vis ual communication (least abstract to most abstract):
1. Objects (whole object, miniature object, partial object)
2. Photos or labels from the item
3. Picture Symbols (line drawings such as Mayer Johnson Picture Symbols)
4. Written Words

Once the type of visual communication has been selected, the schedule can be constructed. Specific
information, such as how the schedule will be used, should first be considered. Where will it be
managed? Who will manage it? How will the individual transition between the schedule and the
activities/places on the schedule?

The schedule should be easy to create and use, accessible to the individual, durable, inexpensive,
flexible, visually clear (free of unnecessary details and decoration), and appropriate to their age and
skill level. Depending upon the skill level of the individual, the schedule may need to be presented
In parts rather than the whole day at once. They may need the schedule posted on the wall, or they
may be able to carry the schedule in a binder with them wherever they go. The schedule may be
arranged left to right or top to bottom. The variety of materials that can be used to create a
schedule is endless. Individual schedules may look and be implemented very differently depending
upon the person using it. A visual cue is necessary to communicate to the individual when it is time
to check the schedule. For example, this may be an arbitrary object such as a red block or a koosh
ball for the individual who needs objects. Another example is a 3x5 index card with the person’s
name written on it. This is always paired with the verbal phrase, “check schedule.” For a person
who is able to follow a written schedule, they may only need the verbal phrase; however, for
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anyone who is not at this level, a transition object is critical to the successful implementation of the
schedule.

The following is an example of the implementation of a schedule. Joe’s schedule is mounted on the
wall just inside the classroom door. Joe is given an index card with his name on it that indicates he
needs to check his schedule. When he arrives at the schedule, there is a place for him to put the
card. The schedule is arranged left to right, and the picture symbols are attached with Velcro. He
removes the picture symbol farthest to the left that says it is time for P.E. class. Joe takes the
picture symbol with him to class and when he arrives at the gym, there is a place for him to match
the symbol. When class is over, the teacher gives him another card with his name on it, which takes
him back to the schedule and the process begins again.

Mini-schedules are used to supplement the daily schedule. For example, the daily schedule
indicates that it is time for reading class. The mini-schedule tells the individ ual that he is going to
1) read a book, 2) listen to the teacher, and 3) do a worksheet. When the person has completed the
activities on the mini-schedule, he is prompted to transition back to the daily schedule.

Joe’s Schedule (A partial example of a Visual Schedule.)

e N N ™)
math class recess art class
-l-2 3
5 72
\ J N J \ J
~ . N 7 Y
lunch reading class bus
\_ AN AN .
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websites
]

Center for Disabilities Family Village
www.usd.edu/cd/autism www.familyvillage.wisc.edu
The Autism Society of America Sibling Support Project
WWWw.autism-society.org www.thearc.org/siblingsupport/
Autism Resources Autism Online
WWW.autism-resources.com www.autismonline.org

National Alliance for Autism Research
WWW.Naar.org

Asperger Syndrome:
Autism Frequently Asked Questions

(FAQ) Online Asperger’s Syndrome Information
www.autism-resources.com/autism.fag.ntml and Support

www. ude.edu/bkirby/asperger
Center for the Study of Autism
WWW.autism.com Aspie.com
WWW.aspie.com
Future Horizons
www . futurehorizons-autism.com Tony Attwood
www. tonyattwood.com
Division TEACCH
www.unc.edu/depts/teacch Asperger Syndrome Coalition of the U.S.

WWW.asperger.org
The Lovaas Institute for Early

Intervention
www.lovaas.com

This document is available in alternate format upon request.

Center for Disabilities (605) 357-1439
S 1400 West 22nd Street 1-800-658-3080 (V/TTY)
Sioux Falls, South Dakota www.usd.edu/cd

the wniversity of south dakota.
SCHOOL OF MEDICINE & HEALTH SCIENCES 57105
CENTER FOR DISABILITIES



Writing a good iep for a student with autism
1

Prepared by Tracy J. Stephens, Ph.D.

What is the purpose of an IEP?

The purpose of the IEP is to provide an individualized document that will guide the programming
for the student with Autism and will allow the team to determine if the student is really making
progress. The IEP is like a blue print that is used to build a new house. The exact plan is drawn up
ahead of time including what the final product should look like, what materials are going to be
needed, and provides the instructions for the builder to go ahead and create the final product. The
blue print needs to include each room’s exact measurements and guides the actions of those
carrying out the plan. That is what we need our IEP to do as well.

The Issue of Minimum VS. Maximum Services

If you have ever heard the phrase “The law says we do not have to provide you the Cadillac model
in services” you know what | am talking about here. The correct interpretation of the law states
that if given two equally appropriate programs or strategies the school district has the right to
choose the less expensive of the two. However, if the program being offered by the school can be
shown to not be appropriate for the student or does not have any data to support the
methodologies or strategies being used, then the law, in the past, has required schools to provide
the more effective program option for the student regardless of cost factors.

Does the IEP need to be perfect before | sign it?

Yes! and No! As stated above, the IEP is the blue print for the student’s education. The team needs
to work together to come up with a plan that is easily understood by all possible team members
(including the parent, the Para and a substitute!) Goals and the methods used to teach the skills
should be clearly outlined so that we can objectively measure if the student is making progress. We
certainly do not want to waste an entire school year working on a skill that the child is just not
capable of performing or realize too late that we were using the wrong teaching strategy.

We need to be careful in not writing an IEP that is too complicated, large and overwhelming to the
people implementing it. The IEP needs to be as clear and concise as possible. Sometimes for
students that make very quick progress and long term goals are difficult to write, rather than take a
blind stab at an annual goal that is very vague | have suggested that the team write very specific
short term goals and meet quarterly to amend the IEP.

The IEP needs to be as “perfect” as the team can humanly get it however it is almost always
necessary in any document drawn up by a group of people that there is going to need to be a lot of
negotiating and compromising by all the parties. Parents should know though that if they are in
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disagreement about something that is written in the plan they need to speak up immediately and
make sure that the disagreement is noted in the document. By not noting disagreement and by
allowing the IEP to go into effect has been viewed by some courts in the past as assent on the
parent’s part. The signature page on the front of the IEP is just a list of those in attendance. There
currently is not a signature designation in the IEP form that talks about agreement and assent of the
team members.

Serving the Entire Spectrum of Autism

This is not easy to do! The needs of students with Autism are very unique and can vary 180 degrees
from one student to the next. Students with Autism often take the term “individualized” to the Nth
degree. There is no cookie cutter approach or template for these IEPs! That is why it is absolutely
critical to do good assessments so we know exactly what the child can and can not do. For the
student with Autism this means that the “present level of performance” section on the IEP is
probably going to be the most important part. Because once we know where they currently are at
in each of the identified skill areas, it is pretty easy to write goals to get them to the next skill level.

| usually recommend to teams that | work with that there be at least one major goal in each of the
following areas for a student with Autism:
Lower functioning or younger students with Autism:
1. Functional communication skills
Play skills
Social skills
Adaptive behavior skills
Academic skills
6. Behavior support plan for difficult situations
Higher functioning and older students with Autism or Aspergers Syndrome:
1. Social skills/friendship skills
Pragmatic language and conversation skills
Organizational skills
Academic skills
Independence & adult readiness (adaptive behavior skills)
Employability skills/ Self Advocacy/Determination
Behavior support plan for difficult situations

oL
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Behavior Intervention Plans
If the box on your IEP “This student’s behavior is impeding learning” is checked then a second
document should be drawn up that is an appendix of sort to the original IEP. This appendix is
called a behavior intervention plan and should lay out in a very clear manner the following
information:

@ Description of the problem behavior

@ Hypothesis statement regarding function of behavior:

@ Triggers/Setting Events/Antecedents

@Prevention strategies

@ Alternative skills to be taught which should replace the inappropriate behavior

@Proactive Instructional Strategies

@ Reactive Consequence Strategies



Safety Plan
@Long Term Prevention Strategies
An example template of a behavior intervention plan is provided as an attachment to this handout.

Creating Equal Partnerships between Parents and Teachers

This is a critical component for developing good IEP’s and providing the highest level of assistance
to the student. As much time and energy that goes into actually preparing for and writing the IEP
should go into building positive relationships between the home and school environments. It is a
must that school administrators and teachers view the parents of the student with a disability as an
equal partner in this process and as an expert on Autism and this particular student. There is
nothing more disconcerting to a parent than to come to an IEP meeting where the IEP is already
written and very little input was solicited or discussed prior to the meeting or being told at the
onset of the meeting that there is a strict time limit for the meeting as the professionals are very
busy. This is likened to a business partnership where two partners come to a meeting and one
partner has just signed a major merger deal without even talking to the other partner. These types
of situations will almost always lead to decreased communication and long term collaboration
difficulties. Excellent home-school communication on the part of the professionals is very
important for facilitating active involvement of parents in the education of their child. Much of this
communication can be done quite effectively prior to the actual IEP meeting in order to cut down
on lengthy meetings where not much gets accomplished (which we have all sat in on before!)

It is the parent’s job and responsibility in this partnership to become a knowledgeable advocate for
their child. Although not always a desirable position, and often an unwanted role, it is just a fact if
you are to help your child and obtain the needed resources and services. No one is going to do it
for you and your child can not do it for themselves!

An excellent leadership and advocacy training opportunity for parents and people with disabilities
themselves to attend is offered each year through the SD Advocacy Services. The workshop series is
titled “SD Partners in Policymaking”. Additional information and an application can be obtained by
contacting the Pierre office: 1-800-658-4782 or www.sdadvocacy.com

Websites that offer Special Education Law information and other resources:
http://www.wrightslaw.com/info/autism.index.htm
http://www.mayerslaw.com

http://www.reedmartin.com
http://www.ideapractices.org/litigationlog.htm
http://www.specialchild.com/legal.html
http://www.nclid.unco.edu/Hvoriginals/Advocacy/Popup/popup.html
http://cecp.air.org/familybriefs

References:
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Name:
Date of Birth:

Age:

Date of Development:

Review Date:

POSITIVE BEHAVIORAL SUPPORT PLAN
Parents:
Attendance Center:
Classroom teacher:

Psychologist:

Problem Behavior:

Hypothesis statement regarding function of behavior:

Triggers/Setting Events/Antecedents: According to data collected during a functional behavioral

assessment:

Prevention strategies:

Alternative skills to be taught which should replace the inappropriate behavior:

1.

2.

3.



Proactive Instructional Strategies: (How to teach and reinforce the identified appropriate
alternative skills identified above):

1.

2.

3.

4,

5.

Reactive Consequence Strategies: (What to do when problem behaviors occur):

1.

2.

Safety Plan:

Example: When (child), other students or staff are placed in imminent danger, Time Out will be
used. The following procedure for Time Out should be used consistently.

Time Out Procedure
STEP 1

STEP 2.
STEP 3.
STEP 4.

Long Term Prevention Strategies: (Permanent adaptations to the student’s day, educational
program and quality of life while at school)

1.

2.
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