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Learning Objectives
• Describe clinical manifestations of Autism Spectrum 

Disorders (ASD)

• Discuss role of multi-disciplinary team and technology 
in comprehensive assessment and management of ASD

• Describe psychosocial-environmental-nutritional-
sensory-behavioral interventions and pharmacologic 
interventions to treat behavioral disturbances and 
primary mental health disorders in individuals with 
ASD
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Pre-Test

• Question 1: All of the following are thought to 
be etiologic factors for Autism Spectrum 
Disorders except:
– (a) Genetics
– (b) Prenatal complications
– (c) Restricted development
– (d) Faulty parenting



Pre-Test

• Question 2: The prevalence of ASD in 8-year 
old children in the U.S. is thought to be:
– (a) 1 in 230
– (b) 1 in 115
– (c) 1 in 59
– (d) 1 in 40



Pre-Test

• Question 3: What is the ratio of prevalence of 
ASD in males and females?
– (a) 4 males to 1 female
– (b) 2 males to 1 female
– (c) The prevalence is equal in males and females
– (d) 2 females to 1 male



Pre-Test

• Question 4: Which of the following two are 
key symptoms criteria for diagnosis of ASD?
– (a) persistent deficits in social communication and 

social interaction; persistent anxiety symptoms
– (b) restricted, repetitive patterns of behaviors; 

persistent irritability
– (c) persistent deficits in social communication and 

social interactions; restricted, repetitive patterns 
of behaviors

– (d) persistent anxiety; persistent irritability



Pre-Test

• Question 5: Which of the following is currently 
the gold standard tool for screening ASD in 
toddlers?
– (a) M-CHAT
– (b) ADOS
– (c) Rapid Interactive Test for Autism in Toddlers
– (d) There is no gold standard tool for screening 

ASD in toddlers.



Pre-Test

• Question 6: Which of the following is currently 
the gold standard tool for diagnosis of ASD in 
children?
– (a) M-CHAT
– (b) ADOS
– (c) Rapid Interactive Test for Autism in Toddlers
– (d) There is no gold standard tool for diagnosing 

ASD in children.



Pre-Test

• Question 7: What is the earliest age that ASD 
can be reliably diagnosed?
– (a) 1-year
– (b) 2-years
– (c) 3-years
– (d) 4- years



Pre-Test

• Question 8: Which of the following two are 
the most common co-morbid psychiatric 
disorders in individuals with ASD?
– (a) Intellectual disability and OCD
– (b) ADHD and Bipolar disorder
– (c) Intellectual disability and ADHD
– (d) ADHD and OCD



Pre-Test
• Question 9: Which of the following best describes 

Applied Behavior Analysis?
– (a) It is the practice of using the principles of behavior to 

produce socially meaningful change.
– (b) It is a type of cognitive behavioral therapy  for 

individuals with ASD that is supported by randomized 
controlled trials.

– (c) It is generally provided by psychiatrists but can also be 
provided by nurse practitioners and physician assistants.

– (d) It is an experimental treatment that needs more 
research before it can be recommended for individuals 
with ASD.



Pre-Test

• Question 10: Which of the following 
supplements have the most high quality 
research to support it’s use in ASD?
– (a) Melatonin for insomnia
– (b) N-Acetyl Cysteine for tamper tantrums
– (c) SAM-e for depression
– (d) Probiotics for gastrointestinal distress



Pre-Test

• Question 11: Which two medications are 
approved by the U.S. Food and Drug 
Administration for the management of ASD 
with irritability?
– (a) oxytocin and vasopressin
– (b) sertraline and fluoxetine
– (c) risperidone and aripiprazole
– (d) methylphenidate and atomoxetine



Stigma, Bias, Prejudice
• In research settings, in clinical practice and in general, there is 

considerable stigma, bias, and prejudice faced by individuals with ASD.
• Even when they get the answer right or perform better in research setting, 

many well-educated and respected professionals interpret the findings as 
something “wrong” with the individual with ASD rather than defective 
functioning of individuals without ASD (the so-called “normal”).

– Liz Pellicano PhD, Professor of Autism Education and Director, Center for Research in Autism and 
Education (CARE), University College Institute of Education, University College London. 
https://www.youtube.com/watch?v=VGR6fDeR--0



Harnessing the seven forces of 
wellness and healing

• Mindfulness 
• Narratives
• Biomedical
• Creativity
• Spirituality
• Community
• Nature



Case
• SS was a 15-month old boy. Parents reported: SS would not engage in 

pretend play; rarely responded to his name; preoccupied with things that 
spin. On exam: poor eye contact, preoccupied with rolling and chasing a 
ball, did not respond to examiner’s prompt to include him in the game. 

• At age 18-months, given diagnosis of ASD. 
• Rx: Early intensive behavioral intervention (EIBI), speech and language 

therapy, augmentative communication, occupational therapy, special 
education with 1:1 paraprofessional. 

• Outcome: Improved receptive language, well adapted at home, non-
aggressive, responsive to parents’ requests.

– Constantino and Charman. Diagnosis of Autism Spectrum Disorder: reconciling the syndrome, its diverse origins, and 
variations in expression. Lancet Neurology 2016;15:279-291.



Conceptualizing ASD
• Neurodevelopmental disorder (traditional view).

• Whole-body disorder (new view: Dr. Robert Hendren and other top experts).
– Intestinal inflammation
– Digestive enzyme abnormalities
– Metabolic impairment
– Oxidative stress
– Mitochondrial dysfunction
– Immune-system dysfunction (deficiency, hypersensitivity, autoimmunity)

– Hendren R. Nevada Psychiatric Association Annual Psychopharmacology Conference, 2019, Las Vegas 
Nevada.

– Eissa et al. Current enlightenment about etiology and pharmacological treatment of Autism Spectrum 
Disorder. Frontiers of Neuroscience 2018;12:304.



Etiology of ASD
• First hit: Genetics
• Second hit: Environment (Rx: High quality prenatal and postnatal care 

[Universal Prevention Strategies / Primary Prevention])
• Third hit: Restricted development
• NOTE: FAULTY PARENTING DOES NOT CAUSE ASD

– Hendren R. Nevada Psychiatric Association Annual Psychopharmacology Conference, 2019, Las Vegas 
Nevada.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



Neurobiology of ASD
• Deficient oxytocin function.

• Vasopressin dysfunction (vasopressin antagonists in Phase 3 research study).

• Social reward system impaired.

• Impaired TOM (Theory of Mind neurocircuits [mentalizing neurocircuits]), 
mirror neuron system, executive function, and weak central coherence.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



Gut Microbiota
• Follow up of 18 research participants over two years after treatment with 

fecal transplant: improvement of autism-related symptoms and 
gastrointestinal symptoms persisted; important changes in gut microbiota 
persisted (increased bacterial diversity, relative abundance of 
Bifidobacteria and Prevotella.

– Kang et al (Arizona State University): Long-term benefit of microbiota transfer therapy on autism 
symptoms and gut microbiota. Scientific Reports 2019;9:5821.



Oral Microbiome
• Microbes in the mouths of children with ASD differ from those of other 

children.
• These microbial changes resulted in increased lysine degradation, which 

may lead to increased production of neurotransmitter glutamate, and 
increased energy metabolism.

– Hicks et al. Oral microbiome activity in children with ASD. Autism Research. August 14, 2018.



Neuroimaging
• Atypical trajectory of brain maturation
• This gives rise to differences in neuroanatomy, functioning, and 

connectivity.
• These in turn mediate autistic symptoms and traits

– Ecker et al. Neuroimaging in Autism Spectrum Disorder: brain structure and function across the 
lifespan. Lancet Neurology 2015;14:271121-34.



Functional Neuroimaging
• Adolescents with ASD showed atypically increased functional connectivity 

involving the mentalizing and mirror neuron systems.

– Fishman et al. Atypical cross talk between mentalizing and mirror neuron networks in Autism 
Spectrum Disorder. JAMA Psychiatry 2014;71(7):751-760.



Functional Neuroimaging
• Increased functional connectivity between subcortical and cortical resting-

state networks (primary sensory cortex networks) have been found in 
individuals with ASD and may explain increased occurrence of 
hyposensitivity and or hypersensitivity and of difficulties in top-down 
regulation of behavior.

– Cerliani et al. Increased functional connectivity between subcortical and cortical resting-state 
networks in Autism Spectrum Disorder. JAMA Pediatrics 2015;72(8):767-777.



Spectrum of Autism
• ASD – Mild, Moderate, Severe. With and without Intellectual disability

• Replaces Pervasive Developmental Disorders

• Asperger’s disorder is ASD without Intellectual Disability (aka High 
functioning Autism)

• Social Communication Disorder

• Autism traits

– Diagnostic and Statistical Manual of Mental Disorders 5. DSM-5. American Psychiatric Association 
2013.

– Nazeer et al. Autism Spectrum Disorder: A Concept in Evolution. Psychiatric Annals 2019:49(3):103-
108.



Prevalence

• Approximately one in 59 school age children meet 
the criteria for ASD.

• Autism has increased in incidence by at least 700% 
since 1996.

– Baio et al. Prevalence of autism spectrum disorder among children aged 8 years – Autism and 
Developmental disabilities Monitoring Network, 11 sites, United States, 2014. MMWR Surveill 
Summ. 2018;67(6):1-23.



Genetics
• One of the most heritable psychiatric disorders. Twin concordance rates: 

77%-95%.
• Referral to a clinical geneticist for genetics evaluation may be helpful.
• Chromosomal microarray and DNA testing for fragile X syndrome for male 

patients may be considered.
• At least nine monogenic (single gene) “Syndromic Autism” have been 

identified (e.g., Fragile X syndrome, Angelman syndrome).

– Malik S et al. Genetics of Autism Spectrum Disorder: An Update. Psychiatric Annals 2019;49(3):109-
114.



Genetics
• Children with older sibling diagnosed with ADHD is at increased risk of 

both ADHD and ASD.
• Children with older sibling diagnosed with ASD are at increased risk of 

both ASD and ADHD.

– Miller et al. JAMA Pediatrics December 10, 2018.



Clinical Manifestations
• Symptoms typically visible between 12 and 24 months (e.g., delayed 

language patterns, unusual communication patterns, lack of social 
interest, atypical social interactions, odd patterns of play).

• Median age of diagnosis is after age 4 years.

• Four times more common in males compared to females.

• High variability in symptoms from one person to another.

• Many individuals show global improvement in adolescence.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.
– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



Clinical Manifestations
• Social impairment is the hallmark symptom – social motivation/drive, social 

cognition, social communication

• Restricted and repetitive behaviors and interests

• Sensory sensitivities (hypo and hyper)

• Behavioral disturbances (e.g., anxiety related to change, intense and 
prolonged outbursts/temper tantrums, self-injurious behaviors, aggression-
irritability)

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



Social cognition deficits
• Adults with ASD showed large impairments in theory of mind and emotion 

perception and processing cognitive domains.
• These findings may assist in the identification of targets for cognitive 

interventions.

– Velikonja et al. Patterns of nonsocial and social cognitive functioning in adults with ASD. A systematic 
review and meta-analysis. JAMA Psychiatry. January 2nd, 2019.



Repetitive Behaviors
• Lower-order behaviors: lining up toys, spinning objects
• Higher-order behaviors: insistence on sameness (e.g., same routines, 

rituals)

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Restricted Interests 
• Narrow interests that may not serve any function
• Example: preoccupation with trains (make, model, schedule)

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Reliability of early diagnosis
• Diagnosis from as young as 2 years of age is relatively stable.
• Requires direct clinician-to-child observation and generally takes several 

hours.
• The judgment of experienced clinicians is more reliable than that of 

existing diagnostic instruments for this age group.

– Constantino and Charman. Diagnosis of Autism Spectrum Disorder: reconciling the syndrome, its diverse origins, and 
variations in expression. Lancet Neurology 2016;15:279-291.



Artificial Intelligence for Early 
Diagnosis?

• Feature tagging of home videos for machine learning classification of 
autism can yield accurate outcomes in short time frames, using mobile 
devices.

– Tariq et al. Mobile detection of autism through machine learning on home video: A development and 
prospective validation study. PLOS Medicine. November 27, 2018.



Questions to ask Parents
• When did you first become worried about the way your child is 

communicating?
• Does your child have unusual behaviors?
• Does your child get upset if you change their routines unexpectedly? How 

do they show this distress?
• Is your child interested in what other children do? Does your child play 

with toys appropriately?.

– Vikram Patel and Charlotte Hanlon. Where There is No Psychiatrist. 2nd Edition. Royal College of 
Psychiatrists, 2017. London.



Screening Tools
• The American Academy of Pediatrics recommends universal screening for 

Autism features between ages 18 and 24 months.
• Modified Checklist for Autism in Toddlers (M-CHAT) is recommended for 

screening.
• Regular communication with parents about developmental concerns 

should start by age 6 months.
• Rapid Interactive (Screening) Test for Autism in Toddlers can be done in 

addition to M-CHAT
• Repetitive and Stereotyped Movements Scales

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Diagnosis
• The Autism Diagnostic Observation Schedule (ADOS) is the gold standard 

for diagnosis (to characterize the presence and severity of Autism 
features)

• Mullen Scales for Early Learning may be done additionally.
• Bayley Scales of Infant Development may be done additionally.
• Stanford-Binet Intelligence Scales – 5th Edition may be considered in 

children 3-years and older

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Comprehensive Diagnostic Evaluation
• Medical evaluation (includes co-ordination of multidisciplinary assessment) by Primary Care Provider, 

needs to be an appropriately extensive assessment

• Specialist assessment (Child psychiatrist, Developmental pediatrician, Pediatric neuropsychologist, some 
pediatricians, some psychiatrists)

• Neuropsychological assessment

• Functional behavior assessment (FBA)

• Psychiatric evaluation

• Use of technology (e.g., telemedicine)

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.
– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.
– Volkmar et al. Practice parameters for the assessment and treatment of children and adolescents with Autism Spectrum Disorder. Journal of 

the American Academy of Child and Adolescent Psychiatry 2014;53(2):237-257.
– https://www.autismspeaks.org/sites/default/files/2018-08/Challenging%20Behaviors%20Tool%20Kit.pdf



Testing
• Metabolic testing (liver, kidneys, electrolytes, vitamin levels, micronutrient 

levels)
• Genetic testing
• EEG (overnight or long-term EEG)
• Evoked response testing (to address hearing concerns)
• Testing for inborn errors of metabolism
• Testing for heavy metal toxicity
• Sleep study
• Note: Routine brain imaging has no role currently.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Medical Assessment: The Top 7
• Allergies (e.g., food, allergic rhinitis) and food sensitivities
• Gastrointestinal problems (e.g., constipation, diarrhea, GERD, pancreatic 

enzyme deficiencies)
• Seizures (as many as one in three)
• Pain (e.g., headache, migraine)
• Eczema
• Ear and respiratory infections
• TBI-related
• Macro and Micro-nutrient deficiencies due to restricted diets

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– http://nationalautismassociation.org/pdf/MedicalComorbiditiesinASD2013.pdf
– Holingue et al 2018. Autism Research. 
– Volkmar et al. Practice parameters for the assessment and treatment of children and adolescents with 

Autism Spectrum Disorder. Journal of the American Academy of Child and Adolescent Psychiatry 
2014;53(2):237-257.



Medical Management
• Pain sensitivity and perception may be less in some individuals with ASD, 

making it difficult to localize problems (e.g., inflammation, injury, 
infection).

• Food diary may be helpful in identifying food allergies and food 
sensitivities.

• Migraine headaches often emerge in early to middle adolescence.
• 20% of older individuals with ASD due to Fragile X syndrome may develop 

Parkinson’s disease!

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Food Allergies
• At least 10.8% (26 million) of US adults have food allergies (e.g., allergies 

to shellfish, milk, peanut, tree nuts).
• 51.1% have severe food allergies.
• 45.3% have allergies to multiple foods
• 48% develop food allergies as an adult
• 38.3% have gone to ED at least once for food-allergy related symptoms.

– Gupta et al. Prevalence and severity of food allergies among US adults. JAMA Network Open. 
2019;2(1):e185630.



Gastrointestinal symptoms
• Constipation 22%
• Diarrhea 13%
• Any GI symptom 46.8% (includes abdominal pain, nausea, vomiting).

– Holingue et al. Gastrointestinal symptoms in Autism Spectrum Disorder: A review of literature on 
ascertainment and prevalence. Autism Research 2018;11:24-36.



Success Story
• MS was a 5-year old boy with ASD. He was brought for assessment of new 

onset of self-injurious behaviors (e.g., hitting his jaw, jumping from 
heights). He was found to have bilateral ear infection that responded to 
antibiotics. His SIBs were understood as his attempts to unblock his ear.



Psychiatric Assessment: The Big 12
• Medical causes
• Medication induced behavioral problems
• ADHD (one in three)
• Sleep disorders
• ASD related persistent aggression and or self-injurious behaviors
• ASD with persistent anxiety
• Major Depression
• Psychotic disorders
• Bipolar disorder
• OCD
• Personality disorder (e.g., Schizotypal personality disorder)
• Trauma-related disorders

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



Mental Health Co-morbidity
• 53% of children age 4-years with ASD and 69% of children age 8-years with ASD 

have four or more co-occurring medical and or mental health conditions (Soke et 
al 2018).

• 32% of children with ASD have intellectual disability; 25% have borderline 
intelligence and 44% have average or above average intellectual ability (CDC 2016)

– Soke et al. Prevalence of co-occurring medical and behavioral condition/symptoms among 4- and 8-
year-old children with ASD in selected areas of the United States in 2010. Journal of Autism and 
Developmental Disorder 2018;48(8):2663-2676.

– CDC. Prevalence and characteristics of Autism Spectrum Disorder among children aged 8-years –
Autism and Developmental Disability Monitoring Network, 11 sites, 2012. Surveillance Summaries. 
2016;65(3):1-23. 



Challenging Behaviors
• Approximately 70% of school-age children meet criteria for at least 1 non-

ASD co-occurring psychiatric disorder.
• Children with ASD represent one in eight children in psychiatrically 

referred population.
• The primary presenting problems are challenging behaviors and more 

than 80% of these children meet criteria for ADHD and or Oppositional 
Defiant Disorder.

– Brookman-Frazee et al. Effectiveness of training therapists to deliver an individualized mental health 
intervention for children with ASD in publicly funded mental health services. JAMA Psychiatry March 
6th, 2019. Researchers from UCSD



Sleep disturbances
• Sleep disorders are more than twice as common in children with ASD 

compared to children without ASD (Reynolds et al 2019).
• 30% of children with ASD had difficulties with sleep onset and 43% with 

difficulties in sleep maintenance (Trickett et al 2018).
• 50-80% of children with ASD have sleep difficulties (Veatch et al 2015).

– Reynolds et al. Pediatrics. February 2019.
– Trickett et al. A cross-sectional cohort comparison of sleep disturbances in children with Smith-

Magenis syndrome, Angelman syndrome, Autism Spectrum Disorder and Tuberous Sclerosis complex. 
2018;10:9.

– Veatch et al. Sleep in Autism Spectrum Disorders. Current Sleep Medicine Report 2015;1(2):131-140.



Self-Injurious Behaviors
• SIB prevalence averaged 27.7% in children with ASD.

– Soke et al. Prevalence of self-injurious behaviors among children with Autism Spectrum Disorder: A 
population-based study. Journal of Autism and Developmental Disorders 2016;46(11):3607-3614.



Self-Injurious Behaviors and Ideation

• Adults with ASD are twice as likely to be hospitalized for self-harm.
• 28% of children with ASD experience Self-injurious behaviors (SIB) compared to 

8%.
• 13% of hospitalizations of adults with ASD are secondary to SIB compared to 6%.
• ASD with SIB have longer stays (average 2 days) compared to controls - incurring 

higher costs.
• Individuals age 50 and older more likely to be hospitalized for SIB compared to 

controls.

– Shields et al. Psychiatric Services, March 7, 2019.



Suicide
• High-functioning adolescents and adults with ASD (Asperger’s syndrome) 

are at high risk of contemplating suicide (up to 66% in specialty clinics).

– Cassidy et al. Suicidal ideation and suicide plan or attempts in adults with Asperger’s 
syndrome attending a specialist diagnostic clinic: a clinical cohort study. The Lancet 
Psychiatry 2014;1(2):142-147.



Heartbreaking stories
• “Once I told my school counselor I had taken pills to kill myself, she 

wouldn’t let me leave. Then the police came, put handcuffs on me and 
took me out of the school in front of all the other kids. They took me to 
the emergency room where they kept me for 12 hours. Then they sent me 
to the hospital. It was awful. One thing I learned was never tell anyone if 
you are thinking of killing yourself.”

– Asarnov et al. Child and adolescent suicide and self-harm: Treatment and Prevention. Psychiatric 
Services Special Report. December 2018.



ASD and Depression
• Young adults with ASD have more than 2-fold risk of a depression 

diagnosis.
• Risk of depression is higher in individuals with ASD without Intellectual 

disability than in individuals with ASD and intellectual disability.

– Rai et al. Association between Autism Spectrum Disorders with and without intellectual disability 
and depression in young adulthood. JAMA Network Open 2018;1(4).



Obsessive Compulsive Symptoms 
• Cleaning
• Checking
• Counting
• Yale-Brown Obsessive Compulsive Scale
• Individuals with ASD have a 2-fold higher risk of developing OCD
• Individuals with OCD have higher prevalence of Autism traits or Disorder

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



OCD
• OCD is more prevalent in individuals with high-functioning ASD (Asperger’s 

syndrome) compared to controls.
• Cognitive Behavior Therapy may be useful.

– Russell et al. Obsessions and compulsions in Asperger syndrome and high functioning Autism. British 
Journal of Psychiatry 2005;186:525-8.



Bipolar Disorder 
• Around 7% of individuals with ASD may have Bipolar disorder (higher than 

general population)
• Many individuals with Bipolar disorder have Autism traits or Disorder but 

this is under-recognized.
• Children with ASD and Bipolar disorder have higher rates of ADHD and 

OCD.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



ASD and Bipolar Disorder
• A diagnosis of ASD is associated with a substantially increased risk of non-

affective psychotic disorder and Bipolar disorder.

– Selten et al. Risks for nonaffective psychotic disorder and Bipolar disorder in young people with 
Autism Spectrum Disorder: A Population-based study. JAMA Psychiatry 2015:72(5);483-489.



ASD and Schizophrenia
• Both ASD and Schizophrenia share multiple etiologies, phenotypic feature 

similarities, and risk factors, and reported to co-occur at elevated levels.

– Chisholm et al. The association between autism and schizophrenia spectrum disorders: a review of 
eight alternate models of co-occurrence. Neuroscience Biobehavior Review 2015;55:173-183.



Trauma
• Over 50% of youths had experienced at least one trauma.
• Nearly one half had clinical-level mood symptomatology.
• 90% of youth with clinical-level mood symptomatology had at least one 

trauma compared to 40% without clinical-level mood symptomatology.

– Taylor and Gotham. Cumulative life events, traumatic experiences, and psychiatric symptomatology 
in transition-aged youth with Autism Spectrum Disorder. Journal of Neurodevelopmental Disorder. 
2016;6:28.



Sexual orientation
• Individuals with ASD report increased homosexuality, bisexuality, and 

asexuality.

– George & Stokes. Sexual orientation in Autism Spectrum Disorder. Autism Research 2018;11:133-141.



Treatment
• Comprehensive approach includes education (of ASD symptoms and course, 

local and web resources), support and guidance of parents, addressing 
physical and mental co-morbidities.

• Interventions to improve function (e.g., Applied Behavioral Analysis, speech 
and language therapy, occupational therapy).

• Nutritional therapies.
• Complementary and alternative medicine approaches.

– Calles JL. Psychopharmacology of Autism Spectrum Disorder. Psychiatric Annals 2019;49(3):120-124.
– Williamson et al. Medical therapies for children with Autism Spectrum Disorder – an update. Comparative 

Effectiveness Review No. 189. AHRQ May 2017.
– Volkmar et al. Practice parameters for the assessment and treatment of children and adolescents with 

Autism Spectrum Disorder. Journal of the American Academy of Child and Adolescent Psychiatry 
2014;53(2):237-257.

– Eissa et al. Current enlightenment about etiology and pharmacological treatment of Autism Spectrum 
Disorder. Frontiers of Neuroscience 2018;12:304.



Multidisciplinary Interventions
• Education and training of family (parents) and professional caregivers/care 

partners
• Occupational therapy: Sensory integration strategies
• Speech and language pathologists: Communication strategies including PECS 

(Picture Exchange Communication System)
• Dietician: Nutritional approaches
• Nidotherapy (modifying environment to match the strengths of the person 

with ASD with four key ingredients: structure, predictability, sameness, 
continuous activity programming [minimize surprises])

• Social skills group

– Alateeqi et al. Evidence-based treatments of Autism Spectrum Disorder. 2019;49(3):115-119.
– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 

Publishing. 2018.
– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.



High-Tech Approaches
• Approaches using screen-based media (e.g., tablets and smartphones) to 

capitalize on visual perception and visual search strengths
• Telemedicine and EMR
• Behavior Imaging (https://behaviorimaging.com )
• Technology-based augmentative communication devices and strategies 

(including speech generating devices using apps)
• Monitoring technology (e.g., GPS, medical alert)
• Access to healthcare provider notes and their input
• Virtual reality based approaches
• Other (e.g., video modeling)

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.

– McDougle CJ. Editor. Autism Spectrum Disorder. Oxford University Press, 2016.
– https://www.healthychildren.org/English/health-issues/conditions/Autism/Pages/default.aspx



Applied Behavior Analysis (ABA)
• Under the supervision of Board Certified Behavior Analysts.
• Today’s ABA programs are very different from those 20 years ago. ABA is 

now much more flexible, functional and fun for the child.
• It can address every behavior relevant to the child (both excesses and 

deficits) and Behavior Analysts are not distracted by the many theories of 
the causes of ASD.

– Behavior Analysis Certification Board. https://www.bacb.com/bcba/
– Association of Behavior Analysis International https://www.abainternational.org/welcome.aspx



EIBI
• Providing timely access to EIBI (early intensive behavioral intervention) 

optimizes outcomes, improves future independence, and lessens costs 
from governmental and societal perspectives.

• More than 20 hours per week, more than $30,000 per year per child.

– Piccininni et al. Cost-effectiveness of wait time reduction for intensive behavioral 
intervention services in Ontario, Canada. JAMA Pediatrics 2017;171(1):23-30.



The Early Start Denver Model
• A variant of EIBI that is supported by high quality research.
• A separate training “manual” for parents is available, An Early Start for 

Your Child with Autism.

– Dawson et al. Randomized, controlled-trial of an intervention for toddlers with autism. 
The Early Start Denver Model.. Pediatrics 2010;125(1):17-23.



Sexual education
• Individuals with ASD have greater difficulty adhering to privacy norms, 

engaging in less appropriate sexual behavior and receive less formal and 
informal sexual health education.

– Hancock et al. Socio-sexual functioning in Autism Spectrum Disorder. A systematic review and meta-
analysis of existing literature. Autism Research 2017;10:1823-1833.



Mental Health Interventions
• AIM HI (An Individualized Mental Health Intervention)
• Therapists were trained: Training and consultation process took 6 months

– Introductory workshop
– Eleven structured consultation meetings as the therapist delivers AIM HI to a client

• Case-specific performance feedback provided to trainees.
• Significant reductions in problem behaviors occurred in the intervention 

group.

– Brookman-Frazee et al. Effectiveness of training therapists to deliver an individualized mental health 
intervention for children with ASD in publicly funded mental health services. JAMA Psychiatry March 
6th, 2019. Researchers from UCSD



Success stories
• DP was diagnosed with ASD at age 8 years. 
• He was enrolled in group-based social skills training, which gradually 

helped to resolve his more stigmatizing behaviors (e.g., blurting out 
inappropriate comments to peers which DP that was funny).

• He received psychiatric care for an interval during adolescence when he 
became depressed.

• He is now enrolled in his third year of undergraduate studies at a college 
that provides social support to students on the autism spectrum.

– Constantino and Charman. Diagnosis of Autism Spectrum Disorder: reconciling the syndrome, its diverse origins, and 
variations in expression. Lancet Neurology 2016;15:279-291.



Success stories
• “The support I receive is very relevant….Due to my condition, I was in a 

position where I thought the idea of killing myself was better than carrying 
on.”

– Camm-Crostic et al. “People like me don’t get support”: Autistic adults’ experiences of support and 
treatment for mental health difficulties, self-injury and suicidality. Autism. 2018:1-11.



Improving Outcomes
• “In many cases, improvement of autistic symptoms is achieved by a 

combination of nutritional recommendations, prescription medications, 
and addressing the underlying medical conditions seen in these 
individuals.”

• “I hope that by thinking of making the body healthier, we can help kids 
have the very best outcomes.”

– Robert Hendren DO,  Professor, Department of Child and Adolescent psychiatry, University of 
California San Francisco. Nevada Psychiatric Association Annual Psychopharmacology Conference, 
2019, Las Vegas Nevada. 



Complementary and Integrative 
Approaches

• Melatonin
• Omega 3
• N Acetyl Cysteine
• Methyl B12
• Sulforaphane
• Pancreatic digestive enzymes and Probiotics
• Diets 
• Massage
• Meditation
• Exercise
• Sensorimotor enrichment
• Music therapy
• Animal-assisted / Equine therapy
• Neurofeedback

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. 
American Psychiatric Association Publishing. 2018. 



Melatonin 
• Best studied supplement in individuals with ASD
• Primarily given for insomnia
• Dose tested in studies: 1-9 mg at bedtime
• Long-term use is not recommended.

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.

– Calles JL. Psychopharmacology of Autism Spectrum Disorder. Psychiatric Annals 2019;49:3;120-124



N-Acetyl Cysteine 
• Low quality studies have found some benefits (reductions in disruptive 

behaviors, skin picking behaviors, trichotillomania)
• Dose: 600-1200mg twice daily
• May cause increased agitation and irritability in some.

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Probiotics and Digestive enzymes 
• Anecdotal reports of some benefits
• May be considered to treat gastrointestinal symptoms (and these 

symptoms may manifest as anxiety, irritability, physical aggression and 
self-injurious behaviors)

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Omega-3 fatty acids 
• Low quality studies indicate that a subset of individuals with ASD may 

benefit from Omega 3 fatty acid supplementation.
• Dose tested in studies: around 750mg of DHA and 750mg of EPA

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Methyl B12 
• Low quality studies have found some benefits
• Dose: subcutaneous injection of methyl B12; 75 micrograms / kg

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



CFSFGF Diets: Anecdotal evidence
• Dairy/Casein free diet (CF) (may need supplements like calcium and 

magnesium as dairy is a source of these elements in many individuals)
• Soy free (SF) diet
• Gluten free (GF) diet (may also need a variety of supplements to compensate; 

will make it difficult to diagnose Celiac disease [Gluten sensitive enteropathy])
• Routine use of CFSFGF diet NOT recommended
• Guidance from a dietician is recommended if parents want to give these diets 

a try.

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. Autism 
Spectrum Disorder. American Psychiatric Association Publishing. 2018.

– Pangborn JB. Nutritional Supplement Use for Autism Spectrum Disorder. Autism Research Institute, San 
Diego, CA, 2013. 



Yoga-Meditation
• Low quality evidence support benefits of manualized daily yoga program

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Exercise
• Anecdotal reports indicate that horse-back riding and martial arts 

interventions may produce some benefits.

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Music therapy
• Low quality studies indicate that music therapy may produce some 

benefits (e.g., improved social skills).

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Animal-assisted/Equine therapy
• Low quality studies indicate that animal-assisted/equine therapy may 

produce some benefits.

– Hendren et al. Complementary and Integrative Approaches. Hollander, Hagerman and Fein. Editors. 
Autism Spectrum Disorder. American Psychiatric Association Publishing. 2018.



Cannabidiol (CBD)
• Lack of high quality evidence to support its use.
• Anecdotal reports from some parents that CBD was helpful in relieving 

anxiety and improving sleep.



Therapies to Avoid
• Stem cell therapy
• Hyperbaric oxygen

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Pharmacological Interventions
• Currently, there is no medication that is approved by the U.S. Food and 

Drug Administration for the treatment of core deficits of ASD.
• Unproven therapies (e.g., stem cell therapies) may carry substantial harm 

(emotional, physical health, financial).

– Calles JL. Psychopharmacology of Autism Spectrum Disorder. Psychiatric Annals 2019;49(3):120-124.
– Williamson et al. Medical therapies for children with Autism Spectrum Disorder – an update. 

Comparative Effectiveness Review No. 189. AHRQ May 2017.
– Volkmar et al. Practice parameters for the assessment and treatment of children and adolescents 

with Autism Spectrum Disorder. Journal of the American Academy of Child and Adolescent Psychiatry 
2014;53(2):237-257.

– Eissa et al. Current enlightenment about etiology and pharmacological treatment of Autism 
Spectrum Disorder. Frontiers of Neuroscience 2018;12:304.



Psychiatric Medications
• ADHD medications (stimulants [methylphenidate has the best data], 

atomoxetine, clonidine, guanfacine)
• Aripiprazole and risperidone approved by FDA for treatment of ASD 

related persistent aggression and or self-injurious behaviors
• Appropriate psychiatric medications for co-morbid major mental illnesses 

(e.g., True moderate to severe major depression, True Bipolar disorder, 
True Schizophrenia).

– Calles JL. Psychopharmacology of Autism Spectrum Disorder. Psychiatric Annals 2019;49(3):120-124.
– Williamson et al. Medical therapies for children with Autism Spectrum Disorder – an update. 

Comparative Effectiveness Review No. 189. AHRQ May 2017.
– Volkmar et al. Practice parameters for the assessment and treatment of children and adolescents 

with Autism Spectrum Disorder. Journal of the American Academy of Child and Adolescent Psychiatry 
2014;53(2):237-257.

– Eissa et al. Current enlightenment about etiology and pharmacological treatment of Autism 
Spectrum Disorder. Frontiers of Neuroscience 2018;12:304.



SSRIs 
• Often used to treat co-morbid Major Depression, OCD, disabling anxiety 

disorders in individuals with ASD.
• SSRIs associated with activation syndrome (agitation, insomnia, increased 

anxiety)
• Start low and increase slowly.

– Hollander, Hagerman and Fein. Editors. Autism Spectrum Disorder. American Psychiatric Association 
Publishing. 2018.



Variable Trajectories
• Autistic symptoms:

– Group 1 (11.4%): less severe symptoms, improving trajectory
– Group 2 (88.6%): more severe symptoms, stable trajectory

• Adaptive functioning:
– Group 1 (29.2%): lower functioning, worsening trajectory
– Group 2 (49/9%): moderate functioning, stable trajectory
– Group 3 (20.9%): higher functioning, improving trajectory

– Szatmari et al. Developmental trajectories of symptom severity and adaptive functioning in an 
inception cohort of preschool children with Autism Spectrum Disorder. JAMA Psychiatry 
2015;73(3):276-283.



Undertreatment Prevalence
• Almost 30% of children with ASD did not receive behavioral or medication 

treatment.

– Xu et al. Prevalence and treatment patterns of Autism Spectrum Disorder in the U.S. 2016. JAMA 
Pediatrics December 13, 2018.



Reason to hope
• At least some forms of ASD involve time-specific developmental deficits as 

well as ongoing alterations in CNS functioning that might present targets 
for treatment, even well after the first emergence of symptoms.

– Geschwind and State. Gene hunting in Autism Spectrum Disorder: on the path to precision medicine. 
Lancet Neurology 2015;14:271121-34.



Reason to hope
• Although many high-confidence ASD risk genes are most highly expressed 

during fetal brain development, a group of risk genes is involved in 
neuronal signaling, the expression of which coincides with neuronal 
maturation, providing another potential postnatal treatment window.

– Geschwind and State. Gene hunting in Autism Spectrum Disorder: on the path to precision medicine. 
Lancet Neurology 2015;14:271121-34.



Key Points
• Early diagnosis key to achieving optimal 

outcomes
• Multidisciplinary team using telemedicine key to 

achieving optimal outcomes
• BCBAs and Psychiatrists working together with 

Primary Care Providers is key to minimizing 
psychiatric medication use and improving mental 
health outcomes

• Support from local community, state and federal 
government is key to achieving optimal 
outcomes.
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Post-Test

• Question 1: All of the following are thought to 
be risk factors for development of ASD except:
– (a) Genetics
– (b) Prenatal complications
– (c)Restricted development
– (d) Faulty parenting

– Answer: d. Faulty parenting is NOT a risk factor for 
development of ASD.



Post-Test

• Question 2: The prevalence of ASD in 8-year old 
children in the U.S. is thought to be:
– (a) 1 in 230
– (b) 1 in 115
– (c) 1 in 59
– (d) 1 in 40

– Answer: c. The latest research indicates the 
prevalence of ASD in 8-year old children in the U.S. is 
around 1 in 59.



Post-Test

• Question 3: Which is thought to be the ratio of 
prevalence of ASD in males and females?
– (a) 4 males to 1 female
– (b) 2 males to 1 female
– (c) The prevalence is equal in males and females
– (d) 2 females to 1 male

– Answer: a. Most recent research indicates that 
male to female ratio for prevalence of ASD is 4:1.



Post-Test
• Question 4: Which of the following two are key 

symptoms criteria for diagnosis of ASD?
– (a) persistent deficits in social communication and 

social interaction and persistent anxiety symptoms
– (b) restricted, repetitive patterns of behaviors and 

irritability
– (c) persistent deficits in social communication and 

social interactions and restricted, repetitive patterns 
of behaviors

– (d) persistent anxiety and irritability symptoms

– Answer: c. 



Post-Test
• Question 5: Which of the following is currently 

the gold standard tool for screening ASD in 
toddlers?
– (a) M-CHAT
– (b) ADOS
– (c) Rapid Interactive Test for Autism in Toddlers
– (d) There is no gold standard tool for screening ASD in 

toddlers.

– Answer: a. M-CHAT (Modified Checklist for Autism in 
Toddlers) is the gold standard tool for screening ASD 
in toddlers.



Post-Test
• Question 6: Which of the following is currently 

the gold standard tool for diagnosis of ASD in 
children?
– (a) M-CHAT
– (b) ADOS
– (c) Rapid Interactive Test for Autism in Toddlers
– (d) There is no gold standard tool for diagnosing ASD 

in children.

– Answer: b. ADOS (Autism Diagnostic Observation 
Scale) is currently the gold standard tool for 
diagnosing ASD in children.



Post-Test

• Question 7: What is the earliest age that ASD
can be reliably diagnosed?
– (a) 1-year
– (b) 2-years
– (c) 3-years
– (d) 4- years

– Answer: b. At 2-years of age, ASD can be reliably
diagnosed.



Post-Test

• Question 8: Which of the following two most 
common co-morbid psychiatric disorders in 
individuals with ASD?
– (a) Intellectual disability and OCD
– (b) ADHD and Bipolar disorder
– (c) Intellectual disability and ADHD
– (d) ADHD and OCD

– Answer: c



Post-Test
• Question 9: Which of the following best describes Applied 

Behavioral Analysis?
– (a) It is the practice of using the principles of behavior to 

produce socially meaningful change.
– (b) It is a type of cognitive behavioral therapy  for individuals 

with ASD that is supported by randomized controlled trials.
– (c) It is generally provided by psychiatrists but can also be 

provided by nurse practitioners and physician assistants.
– (d) It is an experimental treatment that needs more research 

before it can be recommended for individuals with ASD.

– Answer: a



Post-Test
• Question 10: Which of the following supplements 

have the most high quality research to support 
it’s use in ASD?
– (a) Melatonin for insomnia
– (b) N-Acetyl Cysteine for tamper tantrums
– (c) SAM-e for depression
– (d) Probiotics for gastrointestinal distress

– Answer: a. Melatonin has been studied in several 
randomized controlled trials and found to be useful 
for treatment of insomnia in individuals with ASD.



Post-Test
• Question 11: Which two medications are approved by

the U.S. Food and Drug Administration for the
management of ASD with irritability?
– (a) oxytocin and vasopressin
– (b) sertraline and fluoxetine
– (c) risperidone and aripiprazole
– (d) methylphenidate and atomoxetine

– Answer: c. Risperidone and aripiprazole is approved by the
U.S. FDA for the management of ASD with irritability.
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The purpose of this docum
ent is to inform

 decision-m
aking regarding the use of A

pplied Behavior 

A
nalysis (A

BA
) to treat m

edically necessary conditions so as to develop, m
aintain, or restore, to the 

m
axim

um
 extent practicable, the functioning of individuals w

ith A
utism

 Spectrum
 D

isorder (A
SD

) in 

w
ays that are both efficacious and cost effective. 1 

The docum
ent is based on the best available scientific evidence and expert clinical opinion regarding 

the use of A
BA

 as a behavioral health treatm
ent for individuals diagnosed w

ith A
SD

. The guidelines 

are intended to be a brief and user-friendly introduction to the delivery of A
BA

 services for A
SD

. 

These guidelines are w
ritten for healthcare funders and m

anagers, such as insurance com
panies, 

governm
ent health program

s, em
ployers, am

ong others. The guidelines m
ay also be useful for 

consum
ers, service providers, and regulatory bodies. 

This docum
ent provides clinical guidelines and other inform

ation about A
BA

 as a treatm
ent for 

A
SD

. A
s a behavioral health treatm

ent, A
BA

 includes a num
ber of unique clinical and delivery 

com
ponents. Thus, it is im

portant that those charged w
ith building a provider netw

ork understand 

these unique features of A
BA

. 

This is the second edition of this resource m
anual and it w

ill continue to be periodically updated to 

reflect changes in clinical practice and research findings. A
dditional references and inform

ation can 

be found in the appendices.

PA
R

T I:

O
verview
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W
h

at is A
SD

?

A
SD

 is characterized by varying degrees of difficulty in social interaction and verbal and nonverbal 

com
m

unication, and the presence of repetitive behavior and
/or restricted interests. 2 D

ue to the 

variability and sym
ptom

 presentation, no tw
o individuals w

ith an A
SD

 diagnosis are the sam
e 

w
ith respect to how

 the disorder m
anifests and its im

pact on fam
ilies. Because of the nature of 

the disorder, people w
ith A

SD
 often w

ill not achieve the ability to function independently w
ithout 

appropriate m
edically necessary treatm

ent.  

W
h

at is A
B

A
?

A
BA

 is a w
ell-developed scientific discipline am

ong the helping professions that focuses on the 

analysis, design, im
plem

entation, and evaluation of social and other environm
ental m

odifications 

to produce m
eaningful changes in hum

an behavior. A
BA

 includes the use of direct observation, 

m
easurem

ent, and functional analysis of the relations betw
een environm

ent and behavior. A
BA

 

uses changes in environm
ental events, including antecedent stim

uli and consequences, to produce 

practical and significant changes in behavior. These relevant environm
ental events are usually 

identified through a variety of specialized assessm
ent m

ethods. A
BA

 is based on the fact that an 

individual’s behavior is determ
ined by past and current environm

ental events in conjunction w
ith 

organic variables such as their genetic endow
m

ent and physiological variables. Thus, w
hen applied 

to A
SD

, A
BA

 focuses on treating the problem
s of the disorder by altering the individual’s social and 

learning environm
ents. 

The current guidelines are specific to A
BA

 as a behavioral health treatm
ent of A

SD
. N

evertheless, 

A
BA

 has also been dem
onstrated as effective for treating the sym

ptom
s of a variety of conditions, 

including severe destructive behavior, substance abuse, dem
entia, pediatric feeding disorders, 

traum
atic brain injury, am

ong others.

12
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This docum
ent contains guidelines and recom

m
endations that reflect established research 

findings and best clinical practices. H
ow

ever, individualized treatm
ent is a defining feature and 

integral com
ponent of A

BA
, w

hich is one reason w
hy it has been so successful in treating this 

heterogeneous disorder. 

Som
e individuals diagnosed w

ith A
SD

 have co
-occurring conditions including, but not lim

ited to, 

intellectual disabilities, seizure disorders, psychiatric disorders, chrom
osom

al abnorm
alities, feeding 

disorders, sleep disorders, elim
ination disorders, destructive behavior (for exam

ple, self-injury, 

aggression), and a variety of other conditions that require additional m
edical treatm

ent. Th
ese 

g
u

id
elin

es ap
p

ly to
 in

d
ivid

u
als d

iag
n

o
sed

 w
ith

 A
SD

 w
ith

 th
ese co

-o
ccu

rrin
g

 co
n

d
itio

n
s, 

as research
 h

as estab
lish

ed
 A

B
A

 as effective fo
r th

ese clien
t p

o
p

u
latio

n
s as w

ell. 

The guidelines in this docum
ent are pertinent to the use of A

BA
 as a behavioral health treatm

ent 

to develop, m
aintain, or restore, to the m

axim
um

 extent practicable, the functioning of an 

individual w
ith A

SD
.

These guidelines should not be used to dim
inish the availability, quality, or frequency of currently 

available A
BA

 treatm
ent services. 

C
overage of A

BA
 treatm

ent for A
SD

 by healthcare funders and m
anagers should not supplant 

responsibilities of educational or governm
ental entities. 

Specification of A
BA

 in an educational or governm
ent program

 should not supplant A
BA

 coverage 

by healthcare funders and m
anagers. 

A
BA

 treatm
ent m

ust not be restricted a priori to specific settings but instead should be delivered 

in those settings that m
axim

ize treatm
ent outcom

es for the individual client. 

This docum
ent provides guidance regarding A

BA
 treatm

ent only; other behavioral health 

treatm
ents are not addressed. 

SEC
TIO

N
 3:

CO
N

SID
ER

A
TIO

N
S

The successful rem
ediation of core deficits of A

SD
, and the developm

ent or restoration of abilities, 

docum
ented in hundreds of peer-review

ed studies published over the past 50 years, has m
ade A

BA
 

the standard of care for the treatm
ent of A

SD
 (see A

ppendix B).

W
hat is A

BA
?, cont.
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A
BA

 is a specialized behavioral health treatm
ent approach and m

ost graduate or postgraduate 

training program
s in psychology, counseling, social w

ork, or other areas of clinical practice do not 

provide in-depth training in this discipline. Thus, an understanding of the credentialing process of 

Behavior A
nalysts by the Behavior A

nalyst C
ertification Board

® (BA
C

B
®) can assist health plans and 

their subscribers in identifying those providers w
ho m

eet the basic com
petencies to practice A

BA
. 

The form
al training of professionals certified by the BA

C
B is sim

ilar to that of other m
edical and 

behavioral health professionals. That is, they are initially trained w
ithin academ

ia and then begin 

w
orking in a supervised clinical setting w

ith clients. A
s they gradually dem

onstrate the com
petencies 

necessary to m
anage com

plex clinical problem
s across a variety of clients and m

edical environm
ents, 

they becom
e independent practitioners. In sum

m
ary, Behavior A

nalysts undergo a rigorous course 

of training and education, including an “internship” period in w
hich they w

ork under the direct 

supervision of an experienced Behavior A
nalyst. 

It should be noted that other licensed professionals m
ay have A

BA
 included w

ithin their particular 

scope of training and com
petence. In addition, a sm

all subset of clinicians m
ay be licensed by 

another profession and also hold a credential from
 the BA

C
B, thereby providing additional evidence 

of the nature and depth of their training in A
BA

. 

A
lthough healthcare funding and m

anagem
ent of behavioral health treatm

ents supervised by 

Behavior A
nalysts is relatively recent, Behavior A

nalysts– like other m
edical and behavioral health 

providers– rely upon strategies and procedures docum
ented in peer-review

ed literature, established 

treatm
ent protocols, and clinical decision-m

aking fram
ew

orks. They continually evaluate the current 

state of the client and custom
ize treatm

ent options based on the results of direct observation and 

data from
 a range of other assessm

ents. Behavior A
nalysts also solicit and integrate inform

ation 

from
 the client and fam

ily m
em

bers and coordinate care w
ith other professionals.

PA
R

T II:

U
niqu

e Features of
A

p
plied

 Behavio
r A

nalysis
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Th
e B

eh
avio

r A
n

alyst C
ertifi

catio
n

 B
o

ard

The BA
C

B is a nonprofit 501(c)(3) corporation established to m
eet professional credentialing needs 

identified by Behavior A
nalysts, governm

ents, and consum
ers of behavior analysis services. The 

m
ission of the BA

C
B is to protect consum

ers of behavior analysis services w
orldw

ide by system
atically 

establishing, prom
oting, and dissem

inating professional standards. The BA
C

B has established uniform
 

content, standards, and criteria for the credentialing process that are designed to m
eet: 

The legal standards established through state, national, and case law
; 

The accepted standards for certification program
s; and 

The “best practice” and ethical standards of the behavior analysis profession. 

Th
e BC

BA
 and

 BC
aBA

 certificatio
n

 pro
gram

s are currently accredited
 by th

e N
atio

nal 

C
o

m
m

issio
n

 fo
r C

ertifying
 A

g
encies (N

C
C

A
), th

e accreditatio
n

 arm
 of th

e Institu
te fo

r 

C
red

entialing
 Excellence. N

C
C

A
 review

s and
 oversees all asp

ects related
 to

 ensuring
 th

e 

d
evelo

pm
ent and

 ap
p

licatio
n

 of ap
pro

priate cred
entialing

 pro
cesses. 

Th
e BA

C
B

 cred
entials and

 reco
gnizes practitio

n
ers at four levels: 

Practitioners credentialed at the BC
BA

-D
 and BC

BA
 levels are defined as Behavior A

nalysts. The BA
C

B 

requires that BC
aBA

s, or A
ssistant Behavior A

nalysts, w
ork under the supervision of a BC

BA
-D

 or BC
BA

. 

RBTs m
ust w

ork under the supervision of a BC
BA

-D
, BC

BA
, or BC

aBA
. N

ote: requirem
ents for the RBT 

credential are described in Section 5 (Tiered Service-D
elivery M

odels and Behavior Technicians).

H
IG

H
 SC

H
O

O
L

R
eg

istered
 B

eh
avio

r 
Tech

n
ician

™

B
A

C
H

ELO
R

’S

B
o

ard
 C

ertifi
ed

A
ssistan

t B
eh

avio
r

A
n

alyst
®

M
A

STER
’S

B
o

ard
 C

ertifi
ed

B
eh

avio
r

A
n

alyst
®

D
O

C
TO

R
A

L

B
o

ard
 C

ertifi
ed

B
eh

avio
r

A
n

alyst – D
o

cto
ral ™

R
B

T
™

B
C

aB
A

®
B

C
B

A
®

B
C

B
A

-D
™
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Elig
ib

ility R
eq

u
irem

ents fo
r B

eh
avio

r A
n

alysts &
 A

ssistant B
eh

avio
r A

n
alysts

A
pplicants w

ho m
eet the degree, coursew

ork, and supervised experience eligibility requirem
ents 

described in the next section are perm
itted to sit for either the BC

BA
 or BC

aBA
 exam

ination (see 

figure below
). Each exam

ination is professionally developed to m
eet accepted exam

ination stan-

dards and is based on the results of a form
al job analysis and survey. In addition, all BA

C
B exam

ina-

tions are offered under secure testing conditions and are professionally adm
inistered and scored.

Prim
ary requirem

ents for certification by the BA
C

B.

EX
A

M

D
EG

R
EE

SU
PERV

ISED
EX

PER
IEN

C
E

CO
U

R
SEW

O
R

K
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D
iscip

lin
ary Pro

ced
u

res

A
ll certificants m

ust regularly report any m
atter that m

ight im
pact their ethical com

pliance. The 

BA
C

B’s ethical requirem
ents m

ay be found at w
w

w
.BA

C
B.com

.

The BA
C

B uses an online com
plaint system

 by w
hich the organization is alerted to potential 

disciplinary violations. Each com
plaint is evaluated by the BA

C
B legal departm

ent and then, 

based on its m
erit, is forw

arded to a com
m

ittee for review
 and processing. The com

m
ittee 

m
em

bers are senior BC
BA

s or BC
BA

-D
s selected for their know

ledge and independence, 

and w
hen advisable includes a m

em
ber from

 the certificant’s region. D
isciplinary actions for 

certificants include, but are not lim
ited to, advisory consultation, m

andated continuing education, 

suspension of certification, or revocation of certification. Resulting disciplinary actions are publicly 

reported online. 

Licen
su

re o
f B

eh
avio

r A
n

alysts 

BA
C

B certification credentials or standards are currently the basis for licensure in the U
.S. states 

w
here Behavior A

nalysts are licensed. Basing licensure on BA
C

B credentials is cost effective and 

ensures that critical com
petencies regarding practice and research are periodically review

ed and 

updated by practitioners and researchers. W
hether it is used as the basis for licensure or as a 

“free-standing” credential, BA
C

B certification credentials are recognized in those states w
here 

insurance reform
 law

s have been enacted and in other states as w
ell.

C
o

n
tin

u
in

g
 Ed

u
catio

n
 an

d
 M

ain
tain

in
g

 C
ertifi

catio
n

*continuing ed. credits every 2 years

BA
C

B certificants are required to attest to their 

com
pliance w

ith the organization’s ethical and 

disciplinary rules (see below
) on a biennial basis 

and obtain 20 (BC
aBA

) or 32 (BC
BA

, BC
BA

-D
) 

hours* of continuing education every tw
o years, 

4 hours of w
hich m

ust relate to professional 

ethics. O
rganizations that em

ploy Behavior 

A
nalysts and A

ssistant Behavior A
nalysts should 

support and provide this training as needed.

BC
aBA

BC
BA

BC
BA

-D

20  h
o

u
rs*

32 h
o

u
rs*
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1

SEC
TIO

N
 2:

A
PPLIED

 B
EH

A
V

IO
R

 A
N

A
LY

SIS IN
 TH

E TR
EA

TM
EN

T
O

F A
U

TISM
 SPEC

TR
U

M
 D

ISO
R

D
ER

A
pplied Behavior A

nalysis is a w
ell-developed discipline am

ong the helping professions, w
ith a 

m
ature body of scientific know

ledge, established standards for evidence-based practice, distinct 

m
ethods of service delivery, recognized experience and educational requirem

ents for practice, and 

identified sources of requisite education in universities. Professionals in A
BA

 engage in the specific 

and com
prehensive use of principles of learning, including operant and respondent learning, to 

address the needs of individuals w
ith A

SD
 in diverse settings. Services are provided and supervised 

by Behavior A
nalysts w

ith expertise and form
al training in A

BA
 for the specific treatm

ent of A
SD

.

Id
entifyin

g
 A

B
A

 

H
ealthcare funders and m

anagers m
ust be able to recognize the follow

ing core characteristics of A
BA

:

1. A
n objective assessm

ent and analysis of the client’s condition by observing how
 the 

environm
ent affects the client’s behavior, as evidenced through appropriate data 

collection

2. Im
portance given to understanding the context of the behavior and the behavior’s 

value to the individual, the fam
ily, and the com

m
unity

3. U
tilization of the principles and procedures of behavior analysis such that the client’s 

health, independence, and quality of life are im
proved

4. C
onsistent, ongoing, objective assessm

ent and data analysis to inform
 clinical 

decision-m
aking
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2
Essential Practice Elem

ents of A
B

A

The four core characteristics listed above should be apparent throughout all phases of assessm
ent and 

treatm
ent in the form

 of these essential practice elem
ents:

1. C
o

m
p

reh
en

sive assessm
en

t that describes specific levels of behavior at baseline and inform
s 

subsequent establishm
ent of treatm

ent goals 

2. A
n em

phasis on u
n

d
erstan

d
in

g
 th

e cu
rren

t an
d

 fu
tu

re valu
e (or social im

portance) of 
behavior(s) targeted for treatm

ent

3. A
 practical focus on estab

lish
in

g
 sm

all u
n

its o
f b

eh
avio

r w
hich build tow

ards larger, m
ore 

significant changes in functioning related to im
proved health and levels of independence 

4. C
ollection, quantification, and analysis of d

irect o
b

servatio
n

al d
ata on behavioral targets 

during treatm
ent and follow

-up to m
axim

ize and m
aintain progress tow

ard treatm
ent goals 

5. Efforts to d
esig

n
, estab

lish
, an

d
 m

an
ag

e th
e so

cial an
d

 learn
in

g
 enviro

n
m

en
t(s) to 

m
inim

ize problem
 behavior(s) and m

axim
ize rate of progress tow

ard all goals 

6. A
n approach to the treatm

ent of problem
 behavior that lin

ks th
e fu

n
ctio

n
 of (or the reason 

for) the behavior to the program
m

ed intervention strategies 

7. 
U

se of a carefu
lly co

n
stru

cted
, in

d
ivid

u
alized

 an
d

 d
etailed

 b
eh

avio
r-an

alytic 
treatm

en
t p

lan
 that utilizes reinforcem

ent and other behavioral principles and excludes the 
use of m

ethods or techniques that lack consensus about their effectiveness based on evidence 
in peer-review

ed publications 

8. U
se of treatm

en
t p

ro
to

co
ls th

at are im
p

lem
en

ted
 rep

eated
ly, freq

u
en

tly, an
d

 
co

n
sisten

tly across environm
ents until discharge criteria are m

et 

9. A
n em

phasis on o
n

g
o

in
g

 an
d

 freq
u

en
t d

irect assessm
en

t, an
alysis, an

d
 ad

ju
stm

en
ts 

to
 th

e treatm
en

t p
lan

 (by the Behavior A
nalyst) based on client progress as determ

ined by 
observations and objective data analysis 

10. D
irect su

p
p

o
rt an

d
 train

in
g

 o
f fam

ily m
em

b
ers an

d
 o

th
er invo

lved
 p

ro
fessio

n
als 

to prom
ote optim

al functioning and prom
ote generalization and m

aintenance of behavioral 
im

provem
ents 

11. A
 co

m
p

reh
en

sive infrastru
ctu

re fo
r su

p
ervisio

n
 of all assessm

ent and treatm
ent by a 

Behavior A
nalyst
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Treatm
ent M

o
d

els 

A
BA

 treatm
ent program

s for A
SD

 incorporate findings from
 hundreds of applied studies focused on 

understanding and treating A
SD

 published in peer-review
ed journals over a 50

-year span. Treatm
ent 

m
ay vary in term

s of intensity and duration, the com
plexity and range of treatm

ent goals, and the 

extent of direct treatm
ent provided. M

any variables, including the num
ber, com

plexity, and intensity 

of behavioral targets and the client’s ow
n response to treatm

ent help determ
ine w

hich m
odel is m

ost 

appropriate. A
lthough existing on a continuum

, these differences can be generally categorized as one 

of tw
o treatm

ent m
odels: Focused or C

om
prehensive A

BA
 Treatm

ent. 3 

Fo
cu

sed
 A

B
A

 Treatm
ent

Service D
escriptio

n
 

Focused A
BA

 refers to treatm
ent provided directly to the client for a lim

ited num
ber of behavioral 

targets. It is not restricted by age, cognitive level, or co
-occurring conditions. 

Focused A
BA

 treatm
ent m

ay involve increasing socially appropriate 

behavior (for exam
ple, increasing social initiations) or reducing problem

 

behavior (for exam
ple, aggression) as the prim

ary target. Even w
hen 

reduction of problem
 behavior is the prim

ary goal, it is critical to 

also target increases in appropriate alternative behavior, because the 

absence of appropriate behavior is often the precursor to serious 

behavior disorders. Therefore, individuals w
ho need to acquire skills 

(for exam
ple, com

m
unication, tolerating change in environm

ents and 

activities, self-help, social skills) are also appropriate for Focused A
BA

. 

Focused A
BA

 plans are appropriate for individuals w
ho (a) need treatm

ent only for a lim
ited num

ber of 

key functional skills or (b) have such acute problem
 behavior that its treatm

ent should be the priority. 

Exam
ples of key functional skills include, but are not lim

ited to, establishing instruction-follow
ing, 

social com
m

unication skills, com
pliance w

ith m
edical and dental procedures, sleep hygiene, self-care 

skills, safety skills, and independent leisure skills (for exam
ple, appropriate participation in fam

ily 

and com
m

unity activities). Exam
ples of severe problem

 behaviors requiring focused intervention 

3

Fo
cu

sed
 A

B
A

 treatm
en

t 

m
ay in

vo
lve in

creasin
g

 

so
cially ap

p
ro

p
riate 

b
eh

avio
r …

 o
r red

u
cin

g
 

p
ro

b
lem

 b
eh

avio
r.
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include, but are not lim
ited to, self-injury, aggression, threats, pica, elopem

ent, feeding disorders, 

stereotypic m
otor or vocal behavior, property destruction, noncom

pliance and disruptive behavior, 

or dysfunctional social behavior. 

W
hen prioritizing the order in w

hich to address m
ultiple treatm

ent targets, the follow
ing should 

be considered:

Treatm
ent M

odels › Focused A
BA

 Treatm
ent, cont.

B
eh

avio
r th

at th
reaten

s th
e h

ealth
 o

r safety o
f th

e clien
t o

r o
th

ers o
r th

at 
co

n
stitu

te a b
arrier to

 q
u

ality o
f life (for exam

ple, severe aggression, self-injury, 

property destruction, or noncom
pliance); 

A
b

sen
ce o

f d
evelo

p
m

en
tally ap

p
ro

p
riate ad

ap
tive, so

cial, o
r fu

n
ctio

n
al skills th

at 
are fu

n
d

am
en

tal to
 m

ain
tain

 h
ealth

, so
cial in

clu
sio

n
, an

d
 in

creased
 in

d
ep

en
d

en
ce 

(for exam
ple, toileting, dressing, feeding, and com

pliance w
ith m

edical procedures). 

W
hen the focus of treatm

ent involves increasing socially appropriate behavior, treatm
ent m

ay be 

delivered in either an individual or sm
all-group form

at. W
hen conducted in a sm

all group, typically 

developing peers or individuals w
ith sim

ilar diagnoses m
ay participate in the session. M

em
bers 

of the behavior-analytic team
 m

ay guide clients through the rehearsal and practice of behavioral 

targets w
ith each other. A

s is the case for all treatm
ents, program

m
ing for generalization of skills 

outside the session is critical.

W
hen the focus of treatm

ent involves the reduction of severe problem
 behavior, the Behavior 

A
nalyst w

ill determ
ine w

hich situations are m
ost likely to precipitate problem

 behavior and, based 

on this inform
ation, begin to identify its potential purpose (or “function”). This m

ay require 

conducting a functional analysis procedure to em
pirically dem

onstrate the function of the problem
 

behavior. The results enable the Behavior A
nalyst to develop the m

ost effective treatm
ent protocol. 

W
hen the function of the problem

 behavior is identified, the Behavior A
nalyst w

ill design a 

treatm
ent plan that alters the environm

ent to reduce the m
otivation for problem

 behavior and
/

or establish a new
 and m

ore appropriate behavior that serves the sam
e function and therefore 

“replaces” the problem
 behavior. 
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In som
e cases, individuals w

ith A
SD

 display co-occurring severe destructive behavior disorders that 

require focused treatm
ent in m

ore intensive settings, such as specialized intensive-outpatient, day-

treatm
ent, residential, or inpatient program

s.  In these cases, these behavior disorders are given 

separate and distinct diagnoses (for exam
ple, Stereotypic M

ovem
ent D

isorder w
ith severe self-

injurious behavior).  The A
BA

 services delivered in these settings typically require higher staff-to-client 

ratios (for exam
ple, 2 to 3 staff for each client) and close on-site direction from

 the Behavior A
nalyst.  

In addition, such treatm
ent program

s often have specialized treatm
ent environm

ents (for exam
ple, 

treatm
ent room

s designed for observation and to keep the client and the staff as safe as possible).

C
o

m
p

reh
en

sive A
B

A
 Treatm

ent

Service D
escriptio

n
 

C
om

prehensive A
BA

 refers to treatm
ent of the m

ultiple affected developm
ental dom

ains, such 

as cognitive, com
m

unicative, social, em
otional, and adaptive functioning. M

aladaptive behaviors, 

such as noncom
pliance, tantrum

s, and stereotypy are also typically the focus of treatm
ent. 

A
lthough there are different types of com

prehensive treatm
ent, one exam

ple is early intensive 

behavioral intervention w
here the overarching goal is to close the gap betw

een the client’s level 

of functioning and that of typically developing peers. These program
s tend to range from

 30
-40 

hours of treatm
ent per w

eek (plus direct and indirect supervision and caregiver training). Initially, 

this treatm
ent m

odel typically involves 1:1 staffing and gradually includes sm
all-group form

ats as 

appropriate. C
om

prehensive treatm
ent m

ay also be appropriate for older individuals diagnosed w
ith 

A
SD

, particularly if they engage in severe or dangerous behaviors across environm
ents. 

Initially, treatm
ent is typically provided in structured therapy sessions, w

hich are integrated w
ith 

m
ore naturalistic m

ethods as appropriate. A
s the client progresses and m

eets established criteria for 

participation in larger or different settings, treatm
ent in those settings and in the larger com

m
unity 

should be provided. Training fam
ily m

em
bers and other caregivers to m

anage problem
 behavior 

and to interact w
ith the individual w

ith A
SD

 in a therapeutic m
anner is a critical com

ponent of this 

treatm
ent m

odel.

Treatm
ent M

odels › Focused A
BA

 Treatm
ent, cont.
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4

Typ
ical Pro

g
ram

 C
o

m
p

o
n

ents

Treatm
ent com

ponents should generally be draw
n from

 the follow
ing areas (ordered alphabetically):

 For inform
ation on treatm

ent intensity and duration for various Focused and C
om

prehensive 

Treatm
ents, see Section 4 (Service A

uthorization and D
osage).

V
ariatio

n
s W

ith
in

 Th
ese M

o
d

els 

Treatm
ent program

s w
ithin any of these m

odels vary along several program
m

atic dim
ensions, 

including the degree to w
hich they are prim

arily provider- or client-directed (som
etim

es described 

as “structured vs. naturalistic”). O
ther variations include the extent to w

hich peers or parents are 

involved in the delivery of treatm
ent. Finally, som

e differ in term
s of the degree to w

hich they are 

“branded” and available com
m

ercially. 

D
ecisions about how

 these various dim
ensions are im

plem
ented w

ithin individual treatm
ent plans 

m
ust reflect m

any variables, including the research base, the age of the client, specific aspects of 

the target behaviors, the client’s rate of progress, dem
onstration of prerequisite skills, and resources 

required to support im
plem

entation of the treatm
ent plan across settings.

adaptive and self-care skills

attending and social referencing

cognitive functioning 

com
m

unity participation 

coping and tolerance skills 

em
otional developm

ent

fam
ily relationships

language and com
m

unication

play and leisure skills 

pre-academ
ic skills 

reduction of interfering or inappropriate behaviors 

safety skills 

self-advocacy and independence

self-m
anagem

ent

social relationships 

vocational skills

Treatm
ent M

odels › C
om

prehensive A
BA

 Treatm
ent, cont.
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5
A

B
A

 Pro
ced

u
res Em

p
loyed

 In
 Th

ese M
o

d
els 

A
 large num

ber of A
BA

 procedures are routinely em
ployed w

ithin the m
odels previously described. 

They differ from
 one another in their com

plexity, specificity, and the extent to w
hich they w

ere 

designed prim
arily for use w

ith individuals diagnosed w
ith A

SD
. A

ll are based on the principles of 

A
BA

 and are em
ployed w

ith flexibility determ
ined by the individual’s specific treatm

ent plan and 

response to treatm
ent. If one A

BA
 procedure or com

bination of A
BA

 procedures is not producing 

the desired outcom
es, a different one m

ay be system
atically im

plem
ented and evaluated for its 

effectiveness. 

These procedures include different types of reinforcem
ent and schedules of reinforcem

ent, 

differential reinforcem
ent, shaping, chaining, behavioral m

om
entum

, prom
pting and fading, 

behavioral skills training, extinction, functional com
m

unication training, discrete-trial teaching, 

incidental teaching, self-m
anagem

ent, functional assessm
ent, preference assessm

ents, activity 

schedules, generalization and m
aintenance procedures, am

ong m
any others (see the BA

C
B Fourth 

Edition Task List). The field of behavior analysis is constantly developing and evaluating applied 

behavior-change procedures.
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6
Lo

catio
n

s W
h

ere Treatm
ent is D

elivered
 

The standard of care provides for treatm
ent to be delivered consistently in m

ultiple settings to 

prom
ote generalization and m

aintenance of therapeutic benefits. N
o A

BA
 m

odel is specific to a 

particular location and all m
ay be delivered in a variety of settings, including residential treatm

ent 

facilities, inpatient and outpatient program
s, hom

es, schools, transportation, and places in the 

com
m

unity. Treatm
ent across settings w

ith m
ultiple adults, siblings, and

/or typically developing 

peers, under the supervision of a Behavior A
nalyst, supports generalization and m

aintenance of 

treatm
ent gains. It should be noted that treatm

ent m
ight occur in m

ultiple settings (for exam
ple, 

hom
e, com

m
unity, and transportation) on the sam

e day. Treatm
ent should not be denied or 

w
ithheld because a caregiver cannot be at the treatm

ent location consistently. 

To ensure continuity of care, sufficient A
BA

 treatm
ent and consultation should be delivered in 

subsequent educational and therapeutic settings (for exam
ple, residence to school, hospital to 

hom
e) to successfully support and transition individuals.

H
O

M
E

SC
H

O
O

L &
C

O
M

M
U

N
ITY

C
LIN

IC
/

O
U

TPA
TIEN

T

LO
C

A
TIO

N

TREATMENT MODEL

FO
C

U
SED

C
O

M
PR

EH
EN

SIV
E

R
ESID

EN
TIA

L
H

O
SPITA

L/
IN

PA
TIEN

T

PO
SSIBLE TREA

TM
EN

T LO
C

A
TIO

N
S

TREATMENT MODELS
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8 7
C

lien
t A

g
e 

Treatm
ent should be based on the clinical needs of the individual and 

not constrained by age. C
onsistent A

BA
 treatm

ent should be provided 

as soon as possible after diagnosis, and in som
e cases services are w

ar-

ranted prior to diagnosis. There is evidence that the earlier treatm
ent 

begins, the greater the likelihood of positive long-term
 outcom

es. 

A
dditionally, A

BA
 is effective across the life span. Research has not 

established an age lim
it beyond w

hich A
BA

 is ineffective.

C
o

m
b

in
in

g
 A

B
A

 W
ith

 O
th

er Fo
rm

s O
f Treatm

ent 

Findings from
 several studies show

 that an eclectic m
odel, w

here A
BA

 is com
bined w

ith non-

evidence-based treatm
ent, is less effective than A

BA
 alone. Therefore, treatm

ent plans that 

com
bine A

BA
 w

ith additional procedures that lack scientific evidence as established by peer-

review
ed publications should be considered eclectic and do not constitute A

BA
 treatm

ent.  

Th
ere is evid

en
ce 

th
at th

e earlier 

treatm
en

t b
eg

in
s, 

th
e g

reater th
e 

likelih
o

o
d

 o
f p

o
sitive 

lo
n

g
-term

 o
u

tco
m

es.
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TIO

N
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A
SSESSM

EN
T, FO

R
M

U
LA

TIO
N

 O
F TR

EA
TM

EN
T

G
O

A
LS, A

N
D

 M
EA

SU
R

EM
EN

T O
F C

LIEN
T PRO

G
R

ESS

Th
e A

ssessm
ent Pro

cess 

A
 developm

entally appropriate A
BA

 assessm
ent process m

ust identify strengths and 

w
eaknesses across dom

ains and potential barriers to progress. The inform
ation from

 this 

process is the basis for developing the individualized A
BA

 treatm
ent plan. A

n A
BA

 assessm
ent 

typically utilizes inform
ation obtained from

 m
ultiple m

ethods and m
ultiple inform

ants, 

including the follow
ing

: 

File R
eview

Inform
ation about m

edical status, prior assessm
ent results, response to prior treatm

ent 

and other relevant inform
ation m

ay be obtained via file review
 and incorporated into the 

developm
ent of treatm

ent goals and intervention. Exam
ples of assessm

ents that should be 

review
ed include intellectual and achievem

ent tests, developm
ental assessm

ents, assessm
ents 

of com
orbid m

ental health conditions, and evaluations of fam
ily functioning and needs. In som

e 

cases, if assessm
ent inform

ation is incom
plete, the Behavior A

nalyst should refer the client to 

other professionals for needed assessm
ents.

Interview
s an

d
 R

atin
g

 Scales

C
lients, caregivers, and other stakeholders, as appropriate, are included w

hen selecting 

treatm
ent goals, developing protocols, and evaluating progress. Behavior A

nalysts use 

interview
s, rating scales, and social validity m

easures to assess perceptions of the client’s skill 

deficits and behavioral excesses, and the extent to w
hich these deficits and excesses im

pede 

the life of the individual and the fam
ily. Exam

ples of rating scales include adaptive-behavior 

assessm
ents, functional assessm

ents, am
ong others.
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D
irect A

ssessm
ent an

d
 O

b
servatio

n

D
irect observation and data collection and analysis are defining characteristics of A

BA
. The analysis 

of such data serves as the prim
ary basis for identifying pretreatm

ent levels of functioning, developing 

and adapting treatm
ent protocols on an ongoing basis, and evaluating response to treatm

ent 

and progress tow
ard goals. Behavior should be directly observed in a variety of relevant naturally 

occurring settings and structured interactions. Exam
ples of structured direct assessm

ents include 

curricular assessm
ent, structured observations of social interactions, am

ong others.

A
ssessm

ent fro
m

 O
th

er Professio
n

als

Periodic assessm
ents from

 other professionals m
ay be helpful in guiding treatm

ent or assessing 

progress. Exam
ples m

ight include assessm
ent of general intellectual functioning, m

edical status, 

academ
ic perform

ance, am
ong others. 

Selectin
g

 an
d

 M
o

n
ito

rin
g

 Pro
g

ress Tow
ard

 Treatm
ent G

o
als 

G
oals are prioritized based on their im

plications for the client’s health and w
ell-being, the im

pact on 

client, fam
ily and com

m
unity safety, and contribution to functional independence. A

BA
 treatm

ent goals 

are identified based on the previously described assessm
ent process. Each goal should be defined in a 

specific, m
easurable w

ay to allow
 frequent evaluation of progress tow

ard a specific m
astery criterion. 

The num
ber and com

plexity of goals should be consistent w
ith the intensity and setting of service 

provision. The appropriateness of existing and new
 goals should be considered on a periodic basis.

The m
easurem

ent system
 for tracking progress tow

ard goals should be individualized to the client, the 

treatm
ent context, the critical features of the behavior, and the available resources of the treatm

ent 

environm
ent. Specific, observable and quantifiable m

easures should be collected for each goal and 

should be sensitive enough to capture m
eaningful behavior change relative to ultim

ate treatm
ent goals.

The results of standardized assessm
ents m

ay be used to m
onitor progress tow

ard long-term
 treatm

ent 

goals. H
ow

ever, IQ
 scores and other global assessm

ents are not appropriate as sole determ
iners of 

an individual’s response or nonresponse to A
BA

 treatm
ent. M

any individuals m
ay show

 substantial 

progress in im
portant characteristics of the disorder (for exam

ple, language functioning, social 

functioning, repetitive behavior, adaptive behavior, safety and w
ellness, and co-m

orbid m
ental health 

2 The A
ssessm

ent Process, cont.
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3

conditions) w
ithout a substantial change in m

easures of intellectual functioning. Thus, scores on such 

assessm
ents should not be used to deny or discontinue A

BA
 treatm

ent. 

Fun
ctio

n
al A

ssessm
ent of Pro

b
lem

 B
eh

avio
r

W
hen a client exhibits problem

 behavior at a level that is disruptive to the environm
ent or dangerous 

to the client or others, a functional assessm
ent is w

arranted. Functional assessm
ent refers to the 

overall process of identifying the aspects of the environm
ent that m

ay contribute to the developm
ent 

and continued occurrence of problem
 behavior. That is, functional assessm

ent is designed to identify 

w
here, w

hen and the likely reasons w
hy a problem

 behavior occurs. Such inform
ation is then directly 

incorporated into the problem
 behavior treatm

ent plan in the form
 of a function-based intervention.

The functional assessm
ent process typically includes m

ultiple sources of inform
ation such as 

interview
s w

ith caregivers, structured ratings scales, and collection of direct observation data 

and consideration of potential m
edical conditions that m

ay im
pact problem

 behavior. 

D
irect observation m

ay take the form
 of assessm

ent of ongoing interactions in the natural 

environm
ent or the form

 of a functional analysis.

Functional analysis refers to directly changing environm
ental events and evaluating the im

pact 

of those changes on the level of problem
 behavior via direct observation. Functional analyses 

can be com
plex and m

ay require higher staffing ratios and m
ore direction by the Behavior 

A
nalyst.

D
u

ratio
n

 an
d

 Freq
u

en
cy of A

ssessm
ent

The assessm
ent process required for the initial developm

ent of C
om

prehensive treatm
ent program

s m
ay 

take 20 hours or longer. Subsequent assessm
ents and assessm

ents for Focused treatm
ents that involve 

a sm
all num

ber of uncom
plicated goals often require few

er hours. The functional assessm
ent process 

for severe problem
 behavior is often com

plex and m
ay require considerably longer durations.

A
ssessm

ent of overall progress tow
ard com

prehensive treatm
ent goals should be sum

m
arized at 

regular intervals (for exam
ple, on a sem

iannual basis). 

4 Selecting and M
onitoring Progress Tow

ard Treatm
ent G

oals, cont.
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SEC
TIO

N
 4:

SERV
IC

E A
U

TH
O

R
IZA

TIO
N

 A
N

D
 D

O
SA

G
E

Service A
u

th
o

rizatio
n

 

A
uthorization periods should not typically be for less than 6 m

onths and m
ay involve som

e or all 

of the follow
ing services. If there is a question as to the appropriateness or effectiveness of A

BA
 

for a particular client, a review
 of treatm

ent data m
ay be conducted m

ore frequently (for exam
ple, 

after 3 m
onths of treatm

ent). In addition, if third-party clinical review
 (also know

n as peer review
) 

is required by a healthcare funder or m
anager, the review

er should be a Behavior A
nalyst w

ith 

experience in A
BA

 treatm
ent of A

SD
.

The follow
ing list represents com

m
on services* that should be authorized for optim

al treatm
ent 

outcom
e. O

thers m
ay be appropriate.

1. Behavior-A
nalytic A

ssessm
ent

2. Treatm
ent Plan D

evelopm
ent and M

odification 

3. D
irect Treatm

ent to Individuals or G
roups w

ith Im
plem

entation by Behavior A
nalysts and

/or 

Behavior Technicians.

4. Supervision (both direct and indirect) by Behavior A
nalysts

5. Travel to Ensure Equitable A
ccess to Services (for exam

ple, rural and underserved areas)

6. Parent and C
om

m
unity C

aregiver Training to Individuals or G
roups

7. 
C

onsultation to Ensure C
ontinuity and

/or C
oordination of C

are 

8. D
ischarge Planning 

*These services m
ay be effectively delivered via telehealth in jurisdictions that perm

it such delivery system
s.

1
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C
ritical Featu

res of a Treatm
ent Plan

 fo
r Service A

u
th

o
rizatio

n
 (p

ag
e 1 o

f 2)

I. Patient Info
rm

atio
n

II. R
easo

n
 fo

r R
eferral

III. B
rief B

ackg
ro

u
n

d
 Info

rm
atio

n

a.  D
em

ographics (nam
e, age, gender, diagnosis)

b.  Living situation
c.  H

om
e/school/w

ork inform
ation

IV
. C

lin
ical Interview

a.  Inform
ation gathering on problem

 behaviors, including developing operational definitions         
of prim

ary area of concern and inform
ation regarding possible function of behavior

V
. R

eview
 of R

ecent A
ssessm

ents/R
ep

o
rts (fi

le review
)

a.  A
ny recent functional behavior assessm

ent, cognitive testing, and
/or progress reports

V
I. A

ssessm
ent Pro

ced
u

res &
 R

esu
lts

a.  Brief description of assessm
ents, including their purpose

 
 

› Provide sum
m

ary of findings for each assessm
ent (graphs, tables, or grids)  

 
 

› Provide sum
m

ary of findings for each assessm
ent (graphs, tables or grids)

b.  Target behaviors are operationally defined, including baseline levels

V
II. Treatm

ent Plan
 (Fo

cu
sed

 A
B

A
) 

a.  Treatm
ent setting 

b.  O
perational definition for each behavior and goal

c.  Specify behavior m
anagem

ent (that is, behavior reduction and
/or acquisition) procedures:

d. D
escribe data collection procedures

e.  Proposed goals and objectives*
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C
ritical Featu

res of a Treatm
ent Plan

 fo
r Service A

u
th

o
rizatio

n
 (p

ag
e 2 o

f 2)

V
III. Treatm

ent Plan
 (Skill A

cq
u

isitio
n

 – C
o

m
p

reh
en

sive A
B

A
)

 
a. Treatm

ent setting 
 

b. Instructional m
ethods to be used

 
c. O

perational definition for each skill
 

d. D
escribe data collection procedures

 
e. Proposed goals and objectives*

IX
. Paren

t/C
areg

iver Train
in

g

 
a. Specify parent training procedures

 
b. D

escribe data collection procedures
 

c. Proposed goals and objectives*

X
. N

u
m

b
er of H

o
u

rs R
eq

u
ested

 
a. N

um
ber of hours needed for each service

 
b. C

linical sum
m

ary that justifies hours requested
 

c. Billing codes requested (for exam
ple, C

PT, H
C

PC
S)

X
I. C

o
o

rd
in

atio
n

 of C
are

X
II. Tran

sitio
n

 Plan

X
III. D

isch
arg

e Plan
 

X
IV

. C
risis Plan

* Each goal and objective m
ust include: 

 
   w

hich it m
ust be dem

onstrated and m
astery criteria (the objective or goal)
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Treatm
ent D

o
sag

e

Treatm
ent dosage, w

hich is often referenced in the treatm
ent literature as “intensity,” w

ill vary 

w
ith each client and should reflect the goals of treatm

ent, specific client needs, and response to 

treatm
ent. Treatm

ent dosage should be considered in tw
o distinct categories: intensity and duration. 

Inten
sity

Intensity is typically m
easured in term

s of num
ber of hours per w

eek of direct treatm
ent. Intensity 

often determ
ines w

hether the treatm
ent falls into the category of either Focused or C

om
prehensive.

Fo
cu

sed
 A

B
A

 Treatm
ent 

Focused A
BA

 generally ranges from
 10-25 h

o
u

rs p
er w

eek of direct treatm
ent (plus 

direct and indirect supervision and caregiver training). H
ow

ever, certain program
s for severe 

destructive behavior m
ay req

u
ire m

o
re th

an
 25 h

o
u

rs p
er w

eek of direct therapy (for 
exam

ple, day treatm
ent or inpatient program

 for severe self-injurious behavior). 

C
o

m
p

reh
en

sive A
B

A
 Treatm

ent 
Treatm

ent often involves an intensity level of 30
-40 h

o
u

rs o
f 1:1 d

irect treatm
en

t to
 th

e 
clien

t p
er w

eek, not including caregiver training, supervision, and other needed services. 
H

ow
ever, very young children m

ay start w
ith a few

 hours of therapy per day w
ith the goal 

of increasing the intensity of therapy as their ability to tolerate and participate perm
its. 

Treatm
ent hours are subsequently increased or decreased based on the client’s response to 

treatm
ent and current needs. H

ours m
ay be increased to m

ore efficiently reach treatm
ent 

goals. D
ecreases in hours of therapy per w

eek typically occur w
hen a client has m

et a 

m
ajority of the treatm

ent goals and is m
oving tow

ard discharge. 

A
lthough the recom

m
ended num

ber of hours of therapy m
ay seem

 high, this is based on 

research findings regarding the intensity required to produce good outcom
es. It should also 

be noted that tim
e spent aw

ay from
 therapy m

ay result in the individual falling further behind 

typical developm
ental trajectories. Such delays w

ill likely result in increased costs and greater 

dependence on m
ore intensive services across their life span.

D
u

ratio
n

Treatm
ent duration is effectively m

anaged by evaluating the client’s response to treatm
ent. This 

evaluation can be conducted prior to the conclusion of an authorization period. Som
e individuals 

w
ill continue to dem

onstrate m
edical necessity and require continued treatm

ent across m
ultiple 

authorization periods. See Section 8 for inform
ation on discharge planning.

2
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B
C

B
A

B
C

B
A

-D

R
B

T
R

B
T

R
B

T
R

B
T

SEC
TIO

N
 5:

TIER
ED

 SERV
IC

E-D
ELIV

ERY
 M

O
D

ELS
A

N
D

 B
EH

A
V

IO
R

 TEC
H

N
IC

IA
N

S

M
ost A

BA
 treatm

ent program
s involve a tiered service-delivery m

odel in w
hich the Behavior

A
nalyst designs and supervises a treatm

ent program
 delivered by A

ssistant Behavior A
nalysts

and Behavior Technicians. 

D
escrip

tio
n

 of a Tiered
 Service-D

elivery M
o

d
el

Behavior A
nalyst’s clinical, supervisory, and case m

anagem
ent activities are often supported by other 

staff such as A
ssistant Behavior A

nalysts w
orking w

ithin the scope of their training, practice,

and com
petence. 

Follow
ing are tw

o exam
ples of tiered service-delivery m

odels (am
ong others), an organizational 

approach to treatm
ent delivery considered cost-effective in delivering desired outcom

es.

In the first exam
ple (below

), the Behavior A
nalyst oversees a treatm

ent team
 of Behavior Technicians.

1

B
O

A
R

D
 C

ER
TIFIED

 B
EH

A
V

IO
R

 A
N

A
LY

ST
provides clinical direction, supervision, 

and case m
anagem

ent

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 A
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 B
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 C
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 D
delivers treatm

ent
protocol



27

 

 

®

B
C

B
A

B
C

B
A

-D

R
B

T
R

B
T

R
B

T
R

B
T

R
B

T
R

B
T

Such m
odels assum

e the follow
ing: 

1. The BC
BA

 or BC
BA

-D
 is responsible for all aspects of clinical direction, supervision, and case 

m
anagem

ent, including activities of the support staff (for exam
ple, a BC

aBA
) and Behavior Technicians. 

2. The BC
BA

 or BC
BA

-D
 m

ust have know
ledge of each m

em
ber of the treatm

ent team
’s ability to 

effectively carry out clinical activities before assigning them
. 

3. The BC
BA

 and BC
BA

-D
 m

ust be fam
iliar w

ith the client’s needs and treatm
ent plan and regularly 

observe the Behavior Technician im
plem

enting the plan, regardless of w
hether or not there is clinical 

support provided by a BC
aBA

. 

B
C

aB
A

B
O

A
R

D
 C

ER
TIFIED

 B
EH

A
V

IO
R

 A
N

A
LY

ST

B
O

A
R

D
 C

ER
TIFIED

 A
SSISTA

N
T 

B
EH

A
V

IO
R

 A
N

A
LY

ST

provides clinical direction, supervision, 
and case m

anagem
ent

provides clinical and case m
anagem

ent
support under supervision of Behavior A

nalyst

In the second exam
ple (below

), the Behavior A
nalyst is supported by an A

ssistant Behavior A
nalyst; 

the tw
o of them

 jointly oversee a treatm
ent team

 of Behavior Technicians.

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 A
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 B
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 C
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 D
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 E
delivers treatm

ent
protocol

R
EG

ISTER
ED

 
B

EH
A

V
IO

R
 

TEC
H

N
IC

IA
N

 F
delivers treatm

ent
protocol
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R
atio

n
ales fo

r a Tiered
Service-D

elivery M
o

d
el

Tiered service-delivery m
odels that rely on the use of A

ssistant Behavior A
nalysts and 

Behavior Technicians have been the prim
ary m

echanism
 for achieving m

any of the significant 

im
provem

ents in cognitive, language, social, behavioral, and adaptive dom
ains that have 

been docum
ented in the peer-review

ed literature. 4  

The use of carefully trained and w
ell-supervised A

ssistant Behavior A
nalysts and Behavior 

Technicians is a com
m

on practice in A
BA

 treatm
ent. 5,6  

Their use produces m
ore cost-effective levels of service for the duration of treatm

ent. 

The use of tiered service-delivery m
odel enables healthcare funders and m

anagers to ensure 

adequate provider netw
orks and deliver m

edically necessary treatm
ent. 

It additionally perm
its sufficient expertise to be delivered to each client at the level needed 

to reach treatm
ent goals. This is critical as the level of supervision required m

ay shift rapidly 

in response to client progress or need. 

Tiered service-delivery m
odels can also help w

ith treatm
ent delivery to fam

ilies in rural and 

underserved areas, as w
ell as clients and fam

ilies w
ho have com

plex needs.

2
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Selectio
n

, Train
in

g
, an

d
 Su

p
ervisio

n
  

of B
eh

avio
r Tech

n
ician

s

Behavior Technicians should receive specific, form
al training before providing treatm

ent. O
ne 

w
ay to ensure such training is through the Registered Behavior Technician credential (see 

page 30
).

C
ase assignm

ent should m
atch the needs of the client w

ith the skill level and experience 

of the Behavior Technician. Before w
orking w

ith a client, the Behavior Technician m
ust 

be sufficiently prepared to deliver the treatm
ent protocols. This includes a review

 by the 

Behavior A
nalyst of the client’s history, current treatm

ent program
s, behavior reduction 

protocols, data collection procedures, etc. 

C
aseloads for the Behavior Technician are determ

ined by the: 

 
- com

plexity of the cases 

 
- experience and skills of the Behavior Technician 

 
- num

ber of hours per w
eek the Behavior Technician is em

ployed 

 
- intensity of hours of therapy the client is receiving

Q
uality of im

plem
entation (treatm

ent integrity checks) should be m
onitored on an ongoing 

basis. This should be m
ore frequent for new

 staff, w
hen a new

 client is assigned, or w
hen a 

client has challenging behaviors or com
plex treatm

ent protocols are involved. 

Behavior Technicians should receive supervision and clinical direction on treatm
ent protocols 

on a w
eekly basis for com

plex cases or m
onthly for m

ore routine cases. This activity m
ay 

be in client briefings w
ith other m

em
bers of the treatm

ent team
 including the supervising 

Behavior A
nalyst, or individually, and w

ith or w
ithout the client present. The frequency 

and form
at should be dictated by an analysis of the treatm

ent needs of the client to m
ake 

optim
al progress. 

A
lthough hiring qualifications and initial training are im

portant, there m
ust be ongoing 

observation, training, and direction to m
aintain and im

prove the Behavior Technician’s skills 

w
hile im

plem
enting A

BA
-based treatm

ent. 

3
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R
eq

u
irem

ents fo
r th

e R
eg

istered
 B

eh
avio

r Tech
n

ician
 (R

B
T) C

red
ential

Elig
ib

ility R
eq

u
irem

ents

A
p

p
lican

ts fo
r th

e R
B

T cred
en

tial m
u

st:

 
❏

 Be at least 18 years of age

 
❏

 Possess a m
inim

um
 of a high school diplom

a or national equivalent 

 
❏

 Successfully com
plete a crim

inal background registry check at the tim
e of application

 
❏

 C
om

plete a 40
-hour training program

 (conducted by a BA
C

B certificant) based on the RBT                     

 Task List

 
❏

 Pass the RBT C
om

petency A
ssessm

ent adm
inistered by a BA

C
B certificant

O
n

g
o

in
g

 Practice R
eq

u
irem

ents

R
B

Ts m
u

st:

 
❏

 Receive ongoing supervision by a BA
C

B certificant for a m
inim

um
 of 5%

 of the hours spent  

 providing applied behavior-analytic services per m
onth (including at least 2 face-to

-face,  
 

 synchronous supervisory contacts.

 
❏

 A
bide by a subset of the BA

C
B’s Professional and Ethical C

om
pliance C

ode for Behavior  
 

 A
nalysts identified as relevant for RBTs.
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SEC
TIO

N
 6:

C
A

SE SU
PERV

ISIO
N

A
BA

 treatm
ent is often characterized by the num

ber of direct treatm
ent hours per w

eek. H
ow

ever, 

it is also critical to consider the required levels of additional case supervision (aka clinical direction) 

hours by the Behavior A
nalyst. C

ase supervision begins w
ith assessm

ent and continues through 

client discharge. A
BA

 treatm
ent requires com

paratively high levels of case supervision to ensure 

effective outcom
es because of (a) the individualized nature of treatm

ent, (b) the use of a tiered 

service-delivery m
odel, (c) the reliance on frequent collection and analysis of client data, and (d) the 

need for adjustm
ents to the treatm

ent plan. 

This section w
ill describe the case supervision activities that are individualized for the client and 

m
edically necessary to achieve treatm

ent goals. Routine organizational activities (for exam
ple, 

tim
ekeeping, em

ployee evaluations, am
ong others) that are not involved in individualized clinical 

treatm
ent are not included here. 

1
C

ase Su
p

ervisio
n

 A
ctivities

C
ase supervision activities can be described as those that involve contact w

ith the client or 

caregivers (direct supervision, also know
n as clinical direction) and those that do not (indirect 

supervision). Both direct and indirect case supervision activities are critical to producing good 

treatm
ent outcom

es and should be included in service authorizations. It should be noted that direct 

case supervision occurs concurrently w
ith the delivery of direct treatm

ent to the client. O
n average, 

direct supervision tim
e accounts for 50%

 or m
ore of case supervision.
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D
irect Su

p
ervisio

n
 A

ctivities 

D
irectly observe treatm

ent im
plem

entation for potential program
 

revision

M
onitor treatm

ent integrity to ensure satisfactory im
plem

entation of 

treatm
ent protocols

D
irecting staff and

/or caregivers in the im
plem

entation of new
 or 

revised treatm
ent protocols (client present)

In
d

irect Su
p

ervisio
n

 A
ctivities  

 

D
evelop treatm

ent goals, protocols, and data collection system
s 

Sum
m

arize and analyze data
8 

Evaluate client progress tow
ards treatm

ent goals 

A
djust treatm

ent protocols based on data 

C
oordination of care w

ith other professionals 

C
risis intervention 

Report progress tow
ards treatm

ent goals 

D
evelop and oversee transition

/discharge plan 

Review
 client progress w

ith staff w
ithout the client present to refine 

treatm
ent protocols

D
irecting staff and

/or caregivers in the im
plem

entation of new
 or 

revised treatm
ent protocols (client absent)

The list below
, w

hile not exhaustive, identifies som
e of the m

ost com
m

on case supervision activities:

C
ase Supervision A

ctivites, cont.

O
B

SERV
E

M
O

N
ITO

R

D
IR

EC
T

EV
A

LU
A

TED
EV

ELO
P

C
O

O
R

D
IN

A
TE

R
EV

ISE

A
N

A
LY

ZE
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Supervisory Staff Q
ualifications:

B
EH

A
V

IO
R

 A
N

A
LY

ST

Q
u

alifi
catio

n
s

 
❏

BC
BA

-D
/BC

BA
 or License in related field

 
❏

C
om

petence in supervising and developing A
BA

 treatm
ent program

s for clients w
ith A

SD
9

R
esp

o
n

sib
ilities

 
❏

Sum
m

arize and analyze data

 
❏

Evaluate client progress tow
ards treatm

ent goals

 
❏

Supervise im
plem

entation of treatm
ent

 
❏

A
djust treatm

ent protocols based on data

 
❏

M
onitor treatm

ent integrity

 
❏

Train and consult w
ith caregivers and other professionals

 
❏

Evaluate risk m
anagem

ent and crisis m
anagem

ent

 
❏

Ensure satisfactory im
plem

entation of treatm
ent protocols

 
❏

Report progress tow
ards treatm

ent goals

 
❏

D
evelop and oversee transition

/discharge plan

A
SSISTA

N
T B

EH
A

V
IO

R
 A

N
A

LY
ST

Q
u

alifi
catio

n
s

 
❏

BC
aBA

 (preferred)

R
esp

o
n

sib
ilities

 
❏

Various supervisory tasks that have been delegated and are overseen by the Behavior 

A
nalyst

C
ase Supervision A

ctivites, cont.
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3 2
M

o
d

ality

Som
e case supervision activities occur in vivo; others can occur rem

otely (for exam
ple, via secure 

telem
edicine or virtual technologies). H

ow
ever, telem

edicine should be com
bined w

ith in vivo 

supervision. In addition, som
e case supervision activities are appropriate for sm

all groups. Som
e 

indirect case supervision activities are m
ore effectively carried out outside of the treatm

ent setting.

D
o

sag
e of C

ase Su
p

ervisio
n

 

A
lthough the am

ount of supervision for each 

case m
ust be responsive to individual client 

needs, 2 h
o

u
rs fo

r every 10 h
o

u
rs o

f d
irect 

treatm
en

t is the general standard of care. W
hen 

d
irect treatm

en
t is 10 h

o
u

rs p
er w

eek o
r 

less, a m
in

im
u

m
 o

f 2 h
o

u
rs p

er w
eek of case 

supervision is generally required. C
ase supervision 

m
ay need to be tem

porarily increased to m
eet 

the needs of individual clients at specific tim
e pe-

riods in treatm
ent (for exam

ple, initial assessm
ent, 

significant change in response to treatm
ent).

This ratio of case supervision hours to direct treatm
ent hours reflects the com

plexity of the client’s A
SD

 

sym
ptom

s and the responsive, individualized, data-based decision-m
aking w

hich characterizes A
BA

 

treatm
ent. A

 num
ber of factors increase or decrease case supervision needs on a shorter- or longer-term

 

basis. These include: 
treatm

ent dosage/intensity 

barriers to progress

issues of client health and safety (for exam
ple, certain skill deficits, dangerous problem

 behavior) 

the sophistication or com
plexity of treatm

ent protocols 

fam
ily dynam

ics or com
m

unity environm
ent 

lack of progress or increased rate of progress 

changes in treatm
ent protocols 

transitions w
ith im

plications for continuity of care

for every

2
H

O
U

RS O
F

SU
PER

V
ISO

N

10
H

O
U

RS O
F

TR
EA

TM
EN

T

+
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C
aselo

ad
 Size

Behavior A
nalysts should carry a caseload that allow

s them
 to provide appropriate case supervision 

to facilitate effective treatm
ent delivery and ensure consum

er protection. C
aseload size for the 

Behavior A
nalyst is typically determ

ined by the follow
ing factors: 

com
plexity and needs of the clients in the caseload 

total treatm
ent hours delivered to the clients in the caseload

total case supervision and clinical direction required by caseload

expertise and skills of the Behavior A
nalyst 

location and m
odality of supervision and treatm

ent (for exam
ple, center vs. hom

e, 

individual vs. group, telehealth vs. in vivo)

availability of support staff for the Behavior A
nalyst (for exam

ple, a BC
aBA

) 

4

The recom
m

ended caseload range for one (1) Behavior A
nalyst supervising

Fo
cu

sed
 treatm

en
t

 
› w

ith
o

u
t su

p
p

o
rt o

f a B
C

aB
A

 is 10 - 15.*

 
› w

ith
 su

p
p

o
rt o

f o
n

e (1) B
C

aB
A

 is 16 - 24.*

 
A

dditional BC
aBA

s perm
it m

odest increases in caseloads.

The recom
m

ended caseload range for one (1) Behavior A
nalyst supervising

C
o

m
p

reh
en

sive treatm
en

t
 

› w
ith

o
u

t su
p

p
o

rt b
y a B

C
aB

A
 is 6 - 12. 

 
› w

ith
 su

p
p

o
rt b

y o
n

e (1) B
C

aB
A

 is 12 - 16.

 
A

dditional BC
aBA

s perm
it m

odest increases in caseloads.

* Focused treatm
ent for severe problem

 behavior is com
plex and requires considerably greater 

levels of case supervision, w
hich w

ill necessitate sm
aller caseloads.
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1

SEC
TIO

N
 7:

W
O

R
K

IN
G

 W
ITH

 C
A

R
EG

IV
ER

S
A

N
D

 O
TH

ER
 PRO

FESSIO
N

A
LS

Fam
ily M

em
b

ers/O
th

ers as Im
p

o
rtant

C
o

ntrib
u

tors to
 O

u
tco

m
es 

Fam
ily m

em
bers, including siblings, and other com

m
unity caregivers should be included in various 

capacities and at different points during both Focused and C
om

prehensive A
BA

 treatm
ent 

program
s. In addition to providing im

portant historical and contextual inform
ation, caregivers 

m
ust receive training and consultation throughout treatm

ent, discharge, and follow
-up. 

The dynam
ics of a fam

ily and how
 they are im

pacted by A
SD

 m
ust be reflected in how

 treatm
ent 

is im
plem

ented. In addition, the client’s progress m
ay be affected by the extent to w

hich 

caregivers support treatm
ent goals outside treatm

ent hours. Their ability to do this w
ill be partially 

determ
ined by how

 w
ell m

atched the treatm
ent protocols are to the fam

ily’s ow
n values, needs, 

priorities, and resources. 

The need for fam
ily involvem

ent, training and support reflects the follow
ing:

C
aregivers frequently have unique insight and perspective about the client’s functioning, 

inform
ation about preferences, and behavioral history. 

C
aregivers m

ay be responsible for provision of care, supervision, and dealing w
ith 

challenging behaviors during all w
aking hours outside of school or a day treatm

ent 

program
. A

 sizeable percent¬
age of individuals w

ith A
SD

 present atypical sleeping 

patterns. Therefore, som
e caregivers m

ay be responsible for ensuring the safety of their 

children and
/or im

plem
enting procedures at night and m

ay, them
selves, be at risk for 

problem
s associated w

ith sleep deprivation. 

C
aring for an individual w

ith A
SD

 presents m
any challenges to caregivers and fam

ilies. 

Studies have docum
ented the fact that parents of children and adults w

ith A
SD

 

experience higher levels of stress than those of parents w
ith typically developing children 

or even parents of children w
ith other kinds of special needs. 
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Train
in

g
 o

f p
aren

ts an
d

 

o
th

er careg
ivers u

su
ally 

in
vo

lves a system
atic, 

in
d

ivid
u

alized
 

cu
rricu

lu
m

 o
n

 th
e

b
asics o

f A
B

A
.

2

The behavioral problem
s com

m
only encountered w

ith persons diagnosed w
ith A

SD
 (for 

exam
ple, stereotypy, aggression, tantrum

s) secondary to the social and language deficits 

associated w
ith A

SD
, often present particular challenges for caregivers as they attem

pt to 

m
anage their behavior problem

s. Typical parenting strategies are often insufficient to enable 

caregivers to im
prove or m

anage their child’s behavior, w
hich can im

pede the child’s progress 

tow
ards im

proved levels of functioning and independence. 

N
ote that w

hile fam
ily training is supportive of the overall treatm

ent plan, it is not a 

replacem
ent for professionally directed and im

plem
ented treatm

ent. 

Paren
t an

d
 C

areg
iver Train

in
g

Training is part of both Focused and C
om

prehensive A
BA

 treatm
ent m

odels. A
lthough parent and 

caregiver training is som
etim

es delivered as a stand-alone treatm
ent, there are relatively few

 clients for 

w
hom

 this w
ould be recom

m
ended as the sole or prim

ary form
 of treatm

ent. This is due to the severity 

and com
plexity of behavior problem

s and skill deficits that can accom
pany a diagnosis of A

SD
. 

Training of parents and other caregivers usually involves a system
atic, individualized curriculum

 on the 

basics of A
BA

. It is com
m

on for treatm
ent plans to include several objective and m

easurable goals 

for parents and other caregivers. Training em
phasizes skills developm

ent 

and support so that caregivers becom
e com

petent in im
plem

enting 

treatm
ent protocols across critical environm

ents. Training usually involves 

an individualized behavioral assessm
ent, a case form

ulation, and then 

custom
ized didactic presentations, m

odeling and dem
onstrations of the 

skill, and practice w
ith in vivo support for each specific skill. O

ngoing 

activities involve supervision and coaching during im
plem

entation, problem
-

solving as issues arise, and support for im
plem

entation of strategies in new
 

environm
ents to ensure optim

al gains and prom
ote generalization and 

m
aintenance of therapeutic changes. Please note that such training is not 

accom
plished by sim

ply having the caregiver or guardian present during 

treatm
ent im

plem
ented by a Behavior Technician.

Fam
ily M

em
bers / O

thers as Im
portant C

ontributors to O
utcom

es, cont.



38

 

 

®

3

The follow
ing are com

m
on areas for w

hich caregivers often seek assistance. These are typically 

addressed in conjunction w
ith a Focused or C

om
prehensive A

BA
 treatm

ent program
.

G
eneralization of skills acquired in treatm

ent settings into hom
e and com

m
unity settings 

Treatm
ent of co

-occurring behavior disorders that risk the health and safety of the child or 

others in the hom
e or com

m
unity settings, including reduction of self-injurious or aggressive 

behaviors against siblings, caregivers, or others; establishm
ent of replacem

ent behaviors 

w
hich are m

ore effective, adaptive, and appropriate 

A
daptive skills training such as functional com

m
unication, participation in routines w

hich help 

m
aintain good health (for exam

ple, participation in dental and m
edical exam

s, feeding, sleep) 

including target settings w
here it is critical that they occur 

C
ontingency m

anagem
ent to reduce stereotypic, ritualistic, or perseverative behaviors and 

functional replacem
ent behaviors as previously described 

Relationships w
ith fam

ily m
em

bers, such as developing appropriate play w
ith siblings

C
o

o
rd

in
atio

n
 w

ith
 O

th
er Professio

n
als  

C
onsultation w

ith other professionals helps ensure client progress through efforts to coordinate care 

and ensure consistency including during transition periods and discharge.

Treatm
ent goals are m

ost likely to be achieved w
hen there is a shared understanding and 

coordination am
ong all healthcare providers and professionals. Exam

ples include collaboration 

betw
een the prescribing physician and the Behavior A

nalyst to determ
ine the effects of m

edication 

on treatm
ent targets. A

nother exam
ple involves a consistent approach across professionals from

 

different disciplines in how
 behaviors are m

anaged across environm
ents and settings. Professional 

collaboration that leads to consistency w
ill produce the best outcom

es for the client and their fam
ilies. 

D
ifferences in theoretical orientations or professional styles m

ay som
etim

es m
ake coordination 

difficult. If there are treatm
ent protocols that dilute the effectiveness of A

BA
 treatm

ent, these 

differences m
ust be resolved to deliver anticipated benefits to the client.

Parent and C
aregiver Training, cont.
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The BA
C

B’s ethical codes (the current G
uidelines for Responsible C

onduct for Behavior A
nalysts 

and the im
pending Professional and Ethical C

om
pliance C

ode for Behavior A
nalysts) require 

the Behavior A
nalyst to recom

m
end the m

o
st effective scientifically supported treatm

ent for 

each client. The Behavior A
nalyst m

ust also review
 and evaluate the likely effects of alternative 

treatm
ents, including those provided by other disciplines as w

ell as no treatm
ent. 

In addition, Behavior A
nalysts refer out to professionals from

 other disciplines w
hen there are 

client conditions that are beyond the training and com
petence of the Behavior A

nalyst, or w
here 

coordination of care w
ith such professionals is appropriate. Exam

ples w
ould include, but are 

not lim
ited to, a suspected m

edical condition or psychological concerns related to an anxiety or 

m
ood disorder. 

C
oordinate w

ith O
ther Professionals, cont.
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SEC
TIO

N
 8:

D
ISC

H
A

RG
E, TR

A
N

SITIO
N

 PLA
N

N
IN

G
,  

A
N

D
 CO

N
TIN

U
ITY

 O
F C

A
R

E

The desired outcom
es for discharge should be specified at the initiation of services and refined 

throughout the treatm
ent process. Transition and discharge planning from

 a treatm
ent program

 

should include a w
ritten plan that specifies details of m

onitoring and follow
-up as is appropriate for 

the individual and the fam
ily. Parents, com

m
unity caregivers, and other involved professionals should 

be consulted as the planning process accelerates w
ith 3-6 m

onths prior to the first change in service. 

A
 description of roles and responsibilities of all providers and effective dates for behavioral targets that 

m
ust be achieved prior to the next phase should be specified and coordinated w

ith all providers, the 

client, and fam
ily m

em
bers. 

D
ischarge and transition planning from

 all treatm
ent program

s should generally involve a gradual step 

dow
n in services. D

ischarge from
 a C

om
prehensive A

BA
 treatm

ent program
 often requires 6 m

onths 

or longer. For exam
ple, a client in a C

om
prehensive treatm

ent program
 m

ight step dow
n to a Focused 

treatm
ent m

odel to address a few
 rem

aining goals prior to transition out of treatm
ent. 

D
isch

arg
e

Services should be review
ed and evaluated and discharge planning begun w

hen: 

The client has achieved treatm
ent goals; O

R

The client no longer m
eets the diagnostic criteria for A

SD
 (as m

easured by appropriate 

standardized protocols); O
R

The client does not dem
onstrate progress tow

ards goals for successive authorization periods; O
R

The fam
ily is interested in discontinuing services; O

R

The fam
ily and provider are not able to reconcile im

portant issues in treatm
ent planning and 

delivery.

W
hen there are questions about the appropriateness or efficacy of services in an individual case, including 

pursuant to any internal or external appeal relating to insurance benefits, the review
ing body should include a 

Behavior A
nalyst w

ith experience in A
BA

 treatm
ent of A

SD
.
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A
PPEN

D
IX

 A
:

ELIG
IB

ILITY
 R

EQ
U

IR
EM

EN
TS FO

R
 B

A
C

B
 C

ER
TIFIC

A
TIO

N

B
C

B
A

 Elig
ib

ility R
eq

u
irem

ents 

A
. D

eg
ree R

eq
u

irem
ent (effective 2016) 

Possession of a m
inim

um
 of a m

aster’s degree from
 an accredited university that w

as (a) conferred 

in behavior analysis, education, or psychology, or (b) conferred in a degree program
 in w

hich the 

candidate com
pleted a BA

C
B approved course sequence.

B
. C

o
u

rsew
o

rk an
d

 Exp
erien

ce R
eq

u
irem

ents

1. C
o

u
rsew

o
rk:

The applicant m
ust com

plete 270 classroom
 hours of graduate level instruction in the follow

ing 

content areas and for the num
ber of hours specified: 

 
a. Eth

ical an
d

 Pro
fessio

n
al C

o
n

d
u

ct – 45 h
o

u
rs

 
   and professional conduct.

 
b

. C
o

n
cep

ts an
d

 Prin
cip

les o
f B

eh
avio

r A
n

alysis – 45 h
o

u
rs

 
c. R

esearch
 M

eth
o

d
s in

 B
eh

avio
r A

n
alysis

 
d

. A
p

p
lied

 B
eh

avio
r A

n
alysis

 
   Procedures – 45 hrs

 
e. D

iscretio
n

ary – 30 h
o

u
rs

 
(any one or m

ore of the content areas above O
R for any applications of 

 
behavior analysis)

PA
R

T III:

A
p

p
en

dices
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2
: Exp

erien
ce.

Tw
o additional pathw

ays to the BC
BA

 credential exist for university faculty and senior, doctoral-level 

practitioners. D
etails on these pathw

ays are available at w
w

w
.BA

C
B.com

.

B
C

B
A

-D
 Elig

ib
ility R

eq
u

irem
ents

The BC
BA

-D
 is a designation that recognizes doctoral-level BC

BA
s w

ho:

1. A
re actively certified as a BC

BA
; A

N
D

 

2. H
ave earned a doctoral degree from

 a graduate program
 accredited by the A

ssociation for 

Behavior A
nalysis International; O

R 

3. H
ave earned a doctoral degree from

 an accredited university in w
hich he or she conducted a 

behavior-analytic dissertation (including at least 1 experim
ent); A

N
D

 passed at least 2 behavior 

analysis courses as part of the doctoral program
 of study; A

N
D

 m
et all BC

BA
 coursew

ork 

requirem
ents prior to receiving the doctoral degree.

B
C

aB
A

 Elig
ib

ility R
eq

u
irem

ents

A
. D

eg
ree R

eq
u

irem
ent 

Possession of a m
inim

um
 of a bachelor’s degree from

 an accredited university.

B
. C

o
u

rsew
o

rk an
d

 Exp
erien

ce R
eq

u
irem

ents

1. C
o

u
rsew

o
rk:

The applicant m
ust com

plete 180 classroom
 hours of instruction in the follow

ing content areas and 

for the num
ber of hours specified:

 
a. Eth

ical an
d

 Pro
fessio

n
al C

o
n

d
u

ct – 15 h
o

u
rs

 
b

. C
o

n
cep

ts an
d

 Prin
cip

les o
f B

eh
avio

r A
n

alysis – 45 h
o

u
rs

1500 hours
Sup

ervised
 In

d
ep

en
d

ent
Fieldw

ork
(non-university based);

biw
eekly supervision required

1000 hours
Practicum

(university based);
w

eekly supervision
required

750 hours
Inten

sive Practicum
(university based);

tw
ice-w

eekly supervision
required

O
R

O
R
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c. R

esearch
 M

eth
o

d
s in

 B
eh

avio
r A

n
alysis

 
d

. A
p

p
lied

 B
eh

avio
r A

n
alysis

   – 45 hrs

 
e. D

iscretio
n

ary – 15 hours
 

(any one or m
ore of the content areas above O

R for any applications of behavior analysis)

2. Exp
erien

ce
:

1000 hours
Sup

ervised
 In

d
ep

en
d

ent
Fieldw

ork
(non-university based);

biw
eekly supervision required

670 hours
Practicum

(university based);
w

eekly supervision
required

500 hours
Inten

sive Practicum
(university based);

tw
ice-w

eekly supervision
required

O
R

O
R
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A
PPEN

D
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 B:
SELEC

TED
 B

IB
LIO

G
R

A
PH

Y

in a com
m

unity setting. D
evelopm

ental and Behavioral Pediatrics, 27, S145
-S155.

Eikeseth, S. (2009
). O

utcom
e of com

prehensive psycho-educational interventions for young children w
ith autism

. Research 
in D

evelopm
ental D

isabilities, 30, 158-178.

w
ith autism

: A
 1-year com

parison controlled study. Behavior M
odification, 26, 46

-68.

evidence base for intensive behavioral intervention for children w
ith autism

. A
m

erican Journal on Intellectual and D
evelop-

m
ental D

isabilities, 115, 381-405.

-
vention for children w

ith autism
. Journal of C

linical C
hild and A
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Foxx, R. M
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m
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M
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m
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V
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eta-analysis, m
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es. C
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ill, N
C

: The U
niversity of N
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G
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A
PPEN

D
IX

 C
:

FO
O

TN
O

TES
1 Throughout this docum

ent the term
 A

utism
 Spectrum

 D
isorder (A

SD
) is used to refer to a group of com

plex neurological 
disorders that are som

etim
es referred to as A

utistic D
isorder, Pervasive D

evelopm
ental D

isorder N
ot O

therw
ise Specified, 

A
sperger’s Syndrom

e, H
igh Functioning A

utism
, am

ong others. 

2 IC
D

 and D
SM

 system
s for A

utistic D
isorder and A

utistic Spectrum
 D

isorder.  

3 Focused and C
om

prehensive A
BA

 exist on a continuum
 that reflects the num

ber of target behaviors and hours of direct 
treatm

ent and supervision.

4 These staff are com
petent to adm

inister treatm
ent protocols and are often referred to by a variety of term

s including A
BA

 
therapist, senior therapist, paraprofessional tutor, or direct line staff. 

5 The training and responsibilities of Behavior Technicians w
ho im

plem
ent treatm

ent protocols are distinctly different from
 

those of w
orkers w

ho perform
 caretaking functions.

6 W
hen possible, several Behavior Technicians are often assigned to each case to prom

ote generalized and sustained 
treatm

ent benefits for the client. This also helps prevent a lapse in treatm
ent hours due to staff illness, scheduling 

availability, and turnover, etc. Intensive, com
prehensive treatm

ent program
s m

ay have 4
-5 Behavior Technicians assigned to 

a single case. Each Behavior Technician m
ay also w

ork w
ith several clients across the w

eek.

7 D
epending on the needs of the individual client, Behavior Technicians m

ay also require training in com
m

ercially available 
risk m

anagem
ent program

s for aggression and assaultive behavior. O
ther trainings m

ay relate to inform
ing em

ployees of 
policies and procedures at the agency, state, and national levels.

8 G
iven the intensity of the program

, frequent review
 of the data and the treatm

ent plan are needed. The Behavior A
nalyst 

should generally review
 direct-observation data at least w

eekly.

9 See also consum
er guidelines for identifying Behavior A

nalysts w
ith com

petence in treating A
SD

s from
 the A

utism
 Special 

Interest G
roup of the A

ssociation for Behavior A
nalysis International: http://w

w
w

.asatonline.org
/research-treatm

ent/book-
review

s/abai-autism
-special-interest-group-consum

er-guidelines.
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D
evelo

p
m

ent of th
e G

u
id

elin
es

The BA
C

B Board of D
irectors authorized the developm

ent of practice guidelines for A
BA

 

treatm
ent of A

SD
 in early 2012. The follow

ing procedures w
ere follow

ed to develop the initial and 

revised versions of the guidelines. 

V
ersio

n
 1.0

: A
 coordinator w

as appointed w
ho then created a five-person oversight com

m
ittee 

that designed the overall developm
ent process and content outline. The oversight com

m
ittee 

then solicited additional content-area leaders and w
riters from

 a national pool of experts that 

included researchers and practitioners to produce a first draft of the guidelines. The coordinator, 

oversight com
m

ittee, and BA
C

B staff then generated a second draft that w
as review

ed by dozens 

of additional review
ers, w

hich in addition to being com
prised of experts in A

BA
, also included 

consum
ers and experts in public policy. This second draft w

as also sent to all BA
C

B directors for 

additional input. The project coordinator and BA
C

B staff then used this feedback to produce the 

final docum
ent, w

hich w
as approved by the BA

C
B Board of D

irectors. The professionals w
ho 

served as coordinator, oversight com
m

ittee m
em

bers, content-area leaders, content w
riters, and 

review
ers w

ere all subject m
atter experts in A

BA
 as evidenced by publication records, substantial 

experience providing A
BA

 services, and leadership positions w
ithin the discipline.

V
ersio

n
 2.0

: The original project coordinator and BA
C

B leadership identified a team
 of doctoral-

level behavior analysts, all of w
hom

 w
ere experts in the A

BA
 treatm

ent of A
SD

. The team
 carefully 

review
ed the initial guidelines and, using a consensus process, proposed revisions and additions to 

the docum
ent to enhance clarity and supplem

ent existing guidance. BA
C

B staff then generated a 

revised draft that w
as sent to the project coordinator, revision team

 m
em

bers, and public policy 

experts for additional feedback, after w
hich the guidelines w

ere finalized.



®

B
eh

avio
r A

n
alyst C

ertificatio
n

 B
o

ard
, In

c.

 Shaffer Parkw
ay

Littleton, C
O

 80127 U
SA

T: 1-720
-438-4321

F: 1-720
-468-4145

info
@

bacb.com

w
w

w
.BA

C
B.com



O
riginal V

ersion A
dopted: M

ay, 1998 
1

st Revision A
dopted: Septem

ber, 2004 
2

ndRevision A
dopted: M

ay, 2007 
3

rdRevision A
dopted: O

ctober, 2013 
ParentV

ersion A
dopted: January, 2018 

2
ndRevision A

dopted: M
ay, 2007 

3
rdRevision A

dopted: O
ctober, 2013 

ParentV
ersion A

dopted: January, 2018 

1



2



3



4



5



6



7



8



9



10



11



12



13



14



15



16



17



SupervisionD
eterm

inationC
hecklistforParents

A
ccordingtoA

utism
SIG

G
uidelines

Part A
 (C

ertifications)
Q

uestion
Y

es
N

o
Is the professional a BC

BA
 or a BC

BA
-D

? 
Is the

professional licensed by
a

governing agency to 
practice behavioranalysis and m

eets all other requirem
ents

from
option tw

o (p.
)?

Isthe
professionala

licensed psychologist and m
eets

all other requirem
entsfrom

option three (p. 
)?

D
id the professional com

plete a graduate program
 that is 

accredited by A
BA

I and all other requirem
ents from

 option 
four(p. #)?

If you have one check m
ark in the yes box then proceed to Part B. If all four row

s have a “N
o” 

then the professional is not qualified to supervise according to these guidelines. 

Part B
 (Initial T

raining)
Q

uestion
Y

es
N

o
D

id the professional have at least 1000 hours of initial 
training?
D

id the initialtraining consist of im
plem

enting A
BA

-based 
interventions w

ith
individuals w

ith A
SD

? 
W

asthe
initialsupervision conducted by a

supervisorfrom
one

ofthe
fouroptionsstated above (p

)?

If you have one check m
ark in the yes box then proceed to Part C. If any of the row

s have a 
“N

o” then the professional is not qualified to supervise according to these guidelines. 
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Supervision D
eterm

ination C
hecklist for Parents A

ccording 
to A

utism
 SIG

G
uidelines 

Part C
 (C

ontinuing T
raining) 

Q
uestion

Y
es

N
o

D
oes the

professional have
atleast 5

years ofproviding 
A

BA
-based intervention under the

supervision of another
professional w

ho
m

eets the qualifications
?

D
id the training include the use of assessm

ent and 
interventions found in peer review

ed studies or that have 
not been review

ed in peer review
ed studies?

D
id the training include how

 to teach learning how
 to learn, 

social, language/functional com
m

unication, reduction of 
disruptive behaviors, play and leisure, pre-academ

ic and 
academ

ic, school readiness, vocational, m
otor, com

m
unity 

living, personal safety, self-care, self-m
anagem

entskills?

If you have one check m
ark in the yes box then proceed to Part D

. If any of the row
s have a 

“N
o” then the professional is not qualified to supervise according to these guidelines. 
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Supervision D
eterm

ination C
hecklist for Parents A

ccording 
to A

utism
 SIG

G
uidelines

Part D
 (A

dditional T
raining)

Q
uestion

Y
es

N
o

H
as the professional had experience im

plem
enting m

ultiple 
A

BA
-based procedures? 

H
as the professional had experience teaching m

ultiple target
behaviors?
H

as the professional w
orked w

ith at least 8
individuals 

diagnosed w
ith A

SD
?

H
as the professional w

orked w
ith a variety of individuals 

diagnosed w
ith A

SD
 across age and functioning levels? 

H
as the professional had experience w

ith the 18 teaching 
procedures (p. 

; note: som
e m

ay not be applicable for
all clients)?
H

as the professional had
experience im

plem
enting A

BA
-

based procedures in a one-to-one teaching form
at? 

H
as the professional had

experience im
plem

enting A
BA

-
based proceduresin a group teaching form

at? 
H

as the professional im
plem

ented teaching in a w
ay that the 

student can display the behavior in different environm
ents 

or w
ith different people?

H
as the professional m

odified
interventions based upon

objective data? 
H

as the professional had experience w
ith conducting 

functional assessm
ents? 

H
as the professional trained at least 5 different fam

ily 
m

em
bers?

H
as the professional trained w

ith other professionals 
collaboratively? 

If you have one check m
ark in the yes box then proceed to Part E. If any of the row

s have a 
“N

o” then the professional is not qualified to supervise according to these guidelines. 
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Supervision D
eterm

ination C
hecklist for Parents A

ccording 
to A

utism
 SIG

G
uidelines 

Part E
 (C

ontinuing E
ducation)

Q
uestion

Y
es

N
o

Can the professional provide proof of CEU
s?

D
id som

e ofthe continuing education consist of A
BA

-based
intervention as it applies to individuals diagnosed w

ith 
A

SD
?  

D
id som

e of the CEU
s relate to ensuring ethical behavior? 

If you have one
check m

ark in the yes box,then
the professional has m

et all of the criterion set 
forth on this docum

ent. A
lthough, the A

utism
 SIG

 cannot determ
ine if any professional is truly 

qualified or not; having checking m
arks in allyes colum

ns and row
s show

s thatthe criteria set 
forth by

these guidelines has been
m

et. 

If there w
as a “N

o” m
arked on any of the row

s then the professional is not qualified to 
supervise according to these guidelines.
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W
hat is applied behavior 

analysis? 
Applied behavior analysis (ABA) is a 
m

ethodology that involves the ap-
plication of basic behavioral practices 
(positive reinforcem

ent, repetition, 
and prom

pting) to facilitate the devel-
opm

ent of language, positive skills, and 
social behavior. ABA also helps reduce 
everyday social problem

s and serious 
behavior disorders.

Data collected and analyzed at M
ay 

Institute support the findings of 
hundreds of other studies that indicate 
ABA is the m

ost effective m
ethod to 

teach children and adolescents with 
autism

 spectrum
 disorders (ASD) and 

other developm
ental disabilities, as 

well as brain injury and other traum
as. 

Is ABA safe?
Tested by research and experience for 
m

ore than 40 years, ABA practices 
have been endorsed by the Surgeon 
General, the National Institutes of 
Health (NIH), and the Association for 
Science in Autism

 Research. The skills 
and experience of an ABA professional 
are essential for success. Continuous 
and system

atic evaluation of effective-
ness is a fundam

ental com
ponent of 

the ABA m
ethodology.

W
hat type of problem

s can 
ABA address?
ABA can be used to teach a variety of 
skills and positive behaviors, including 
functional living skills, language, read-
ing, social skills, positive peer support, 
academ

ic engagem
ent, and m

ore. ABA 
m

ethodology is also effective in de-
creasing inappropriate behaviors such 
as noncom

pliance, tantrum
s, bed-

wetting, feeding problem
s, aggression, 

and self-injury. 

At what age can m
y child 

benefit from
 the ABA 

approach? 
ABA can be effective in working 
with individuals of all ages. However, 
research shows that skill developm

ent 
program

s that are provided at a young 
age foster better outcom

es and can 
often reduce the likelihood of m

ore 
severe or dangerous behaviors later in 
life. 

W
hat is an exam

ple of 
ABA?
Professionals at M

ay Institute used 
ABA to successfully teach a 4-year-old 
boy with ASD to share toys with other 
children. Before intervention, Andy 
tended to play by him

self and hoard 
his toys. W

hen a peer or adult would 

ask him
 to share, he would vigorously 

refuse. This behavior left him
 very 

m
uch isolated.

Using ABA techniques, clinical staff 
and teachers at a M

ay Center School 
helped Andy learn to share and be 
m

ore agreeable to giving up a toy 
when asked. At the start of play op-
portunities, teachers practiced sharing 
with Andy, gently guiding him

 to share 
and praising him

 each tim
e he did so. 

Later, when he was with his peers, 
teachers periodically prom

pted shar-
ing. As Andy began sharing m

ore, they 
faded the intervention. 

The teachers also m
easured sharing 

am
ong 4-year-olds without ASD in 

Andy’s class. They found that, before 
intervention,  Andy shared far less 
than his peers. After intervention, 
however, he shared as often and 
som

etim
es m

ore often than the other 
children. In this case, ABA was used to 
teach an essential social skill that was 
otherwise undeveloped as a conse-
quence of ASD.

In what environm
ents are 

ABA techniques used?
ABA techniques work across all envi-
ronm

ents�—
�work, hom

e, and school.

Hom
e-based services require a signifi-

cant com
m

itm
ent of tim

e and energy 

 ©
 2016 M
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M
ay Institute is a nonprofit organization that provides educational, rehabilitative, and behavioral healthcare services to individuals with autism

 spectrum
 disorder and 

other developm
ental disabilities, brain injury, and behavioral health needs. Since its founding m

ore than 60 years ago, M
ay Institute has evolved into an award-winning 

national network that serves thousands of individuals and their fam
ilies every year at nearly 140 service locations across the country. The Institute operates several schools 

for children and adolescents with ASD and other developm
ental disabilities. They are located in Randolph, W

est Springfield, and W
oburn, M

assachusetts; and Santa Cruz, 
California. Its also operates a specialized school for children and adolescents with brain injury and neurobehavioral disorders; it is located in Brockton, M

ass. 

For m
ore inform

ation, contact M
ay Institute at 800.778.7601 or info @

m
ayinstitute.org.

w
w
w
.m

ayinstitute.org

from
 parents and other caregivers. Som

e of the advantages 
of working in the hom

e are the early identification of prob-
lem

s, the ability to incorporate elem
ents that are relevant to 

the child into practice, and the opportunity to include those 
people who are closest to the child as teachers. At M

ay 
Institute, in-hom

e therapists assist parents as they learn 
how to help their child acquire appropriate com

m
unication 

skills and functional living techniques.

Likewise, children in school benefit from
 being in a fam

iliar 
setting and doing activities that are relevant to them

. M
ay 

Institute professionals work with hundreds of schools across 
the country to provide services using ABA techniques to 
help individual students, teachers, and entire classroom

s.

M
ay Institute also em

ploys ABA m
ethodology in its four pri-

vate schools that serve children and adolescents with ASD 
and other developm

ental disabilities. M
ay Institute also uses 

ABA techniques in its school for children and adolescents 
with brain injury. 

How can I identify a qualified ABA 
professional and what should I expect?
Professionals utilizing ABA techniques should have solid 
practical experience in the field and m

eet high educational 
and professional standards�—

�ideally a Ph.D. or Psy.D., 
licensure, and board certification by either the Behavior 
Analyst Certification Board (BACB) or the Am

erican Board of 
Professional Psychology (ABPP). M

ay Institute em
ploys som

e 
of the m

ost highly trained and experienced ABA profession-
als in the country. Our nationally recognized ABA experts 
teach at top universities, publish regularly in professional 
journals, and m

ake presentations at national and interna-
tional conferences. 

Before utilizing ABA practices, qualified professionals should 
evaluate a child with behavioral problem

s to identify his or 
her specific needs for intervention and support. They will 
observe a child in several situations to determ

ine where 
and why the problem

 behavior occurs. Once an evaluation 
is com

plete, a recom
m

endation can be m
ade regarding the 

type of program
 and setting that is best for the child and 

the fam
ily.

Is ABA right for m
y child?

Parents who feel their child m
ight be helped by ABA-based 

procedures should take several things into consideration: 
the tim

e and resources of the fam
ily, the severity of the 

behaviors, and the help available in the com
m

unity. 

Proven Effectiveness
Hundreds of scientific studies have shown that ABA 

is the m
ost effective m

ethod to teach children and 

adolescents with autism
 and other developm

ental 

disabilities, and neurological problem
s. ABA has been 

endorsed by the National Institutes of Health and 

the Association for Science in Autism
 Treatm

ent, and 

has been identified by the Surgeon General of the 

United Sates as the m
ost effective way to treat autism

. 

According to the National Autism
 Center’s National 

Standards Report (2009, 2015), data collected through 

hundreds of studies indicate that ABA is a highly 

effective m
ethod to teach children and adolescents 

with ASD.
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Spectrum

D
isorder

The
U
S
Preventive

ServicesTask
Force

(U
SPSTF)haspublished

new
recom

m
endations

on
screening

forautism
spectrum

disorder(ASD
).

W
hatIsAutism

Spectrum
D
isorder?

Autism
spectrum

disorderis
a
disorderofbrain

developm
entin

children.Itaffects
a
child’s

behaviorand
his

orherability
to

inter-
actw

ith
others.Children

w
ith

ASD
have

trouble
com

m
unicating

w
ith

and
relating

to
others

and
m
ay

have
differentinterests

than
children

w
ithoutASD.Som

e
signs

and
sym

ptom
s
ofASD

include
avoiding

eye
contact,notplaying

w
ith

otherchildren,repetitive
behaviors,language

difficulties,and
show

ing
an

intense
focus

on
certain

objects
w
hile

having
no

interestin
otherthings.Autism

spectrum
disordercan

range
from

m
ild

to
severe.Sym

ptom
s
of

ASD
are

usually
firstseen

in
the

second
yearoflife

butcan
start

earlierorlater.The
February

16,20
16,issue

ofJAM
A
contains

the
new

U
SPSTF

recom
m
endationson

screening
forASD.

W
hatTestsAre

U
sed

to
Screen

forASD
?

Severaltests
can

be
used

to
screen

forASD
in

children
younger

than
30

m
onths.A

com
m
only

used
toolis

the
M
odified

Checklist
forAutism

in
Toddlers—

Revised
W
ith

Follow
up

(M
-CH

AT-R/F),
w
hich

is
a
questionnaire

filled
outby

parents,w
ith

a
follow

-up
questionnaire

given
by

a
health

care
professionalifneeded.Ifthe

results
ofthese

screening
tests

are
positive,furtherdiagnostic

testing
isrequired.

W
hatIsthe

PatientPopulation
U
nderConsideration

forScreening
forASD

?
The

U
SPSTF

recom
m
endation

applies
to

children
aged

18
to

30
m
onthsw

ho
do

nothave
a
priordiagnosisofASD

ordevelopm
en-

taldelayand
forw

hom
no

concernsaboutASD
have

been
raised

by
parents,othercaregivers,orhealth

care
professionals.

W
hatAre

the
PotentialBenefitsand

H
arm

s
ofScreening

forASD
?

The
potentialbenefitofscreening

forASD
is
thatdiagnosing

ASD
atan

earlieragem
aylead

to
earlierintervention

and
treatm

ent,w
hich

typically
includes

behavioral,educational,and
speech/language

therapy.There
isevidence

thatearlierintervention
and

treatm
ent

m
ay

lead
to

betteroutcom
es

in
children

w
ith

autism
detected

because
ofsym

ptom
s.The

harm
s
ofscreening

and
subsequent

interventionsforASD
are

likely
to

be
sm

allbutm
ay

include
anxiety

and
financialcostsassociated

w
ith

m
isdiagnosis,furthertesting,and

potentialinterventions.

H
ow

Strong
Isthe

Recom
m
endation

to
Screen

forASD
?

Although
there

is
evidence

supporting
the

benefitofearly
treat-

m
entforASD,there

are
currently

no
studies

thatfocus
on

out-
com

esin
youngchildren

identified
w
ith

ASD
through

screeningalone
in

w
hom

no
concerns

forASD
have

been
raised

by
fam

ily
m
em

-
bers,caregivers,orhealth

care
professionals.

Bottom
Line:CurrentRecom

m
endation

forScreening
forASD
TheUSPSTFconcludesthatthecurrentevidenceisinsufficient(called
an

“I”recom
m
endation)to

assessthebalanceofbenefitsand
harm

s
ofscreening

forASD.

A
uthor:

JillJin,M
D,M

PH

Source:Siu
AL;U

S
Preventive

ServicesTask
Force.Screening

forautism
spectrum

disorderin
young

children:U
S
Preventive

ServicesTask
Force

recom
m
endation

statem
ent.JAM

A.doi:10.10
0
1/jam

a.20
16.0

0
18.

The
JAM

A
PatientPage

isa
publicservice

ofJAM
A.The

inform
ation

and
recom

m
endationsappearing

on
thispage

are
appropriate

in
m
ostinstances,butthey

are
nota

substitute
form

edicaldiagnosis.Forspecificinform
ation

concerning
your

personalm
edicalcondition,JAM

A
suggeststhatyou

consultyourphysician.Thispage
m
ay

be
photocopied

noncom
m
ercially

by
physiciansand

otherhealth
care

professionalsto
share

w
ith

patients.To
purchase

bulk
reprints,call312/464-0776.
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Intro
d

u
ctio

nW
hat is A

SD? Autism
 spectrum

 
disorder (ASD) is a developm

ental 
disorder characterized by problem

s 
w

ith social com
m

unication, unusual behaviors 

repetitive behaviors, or abnorm
al responses to 

sensations. Com
m

unication problem
s include 

social cues and nonverbal com
m

unication 

In recent years, it has becom
e clear that 

from
 one another. Som

e people w
ith ASD 

or not at all. Previous attem
pts to subdivide 

research. Thus, people in the sam
e fam

ily 

sym
ptom

s and outcom
es. 

W
hy consider m

edication in A
SD

? People 

difficulties that can be as problem
atic 

m
ood instability, im

pulsivity, hyperactivity, 

self-injurious behavior can occur in som
e 

people. Just as it w
ould be for other m

edical 
problem

s, m
edication m

ay be helpful in 

use of m
edication is m

ore often aim
ed at 

conditions, w
hich w

e can characterize 

than for core sym
ptom

s of ASD
 itself, as 

no m
edications have show

n clear benefit 
for social com

m
unication im

pairm
ent or 

restricted, repetitive behaviors.

for certain troublesom
e sym

ptom
s in your 

sym
ptom

s m
ay not include m

edication, it 
can be helpful to learn about various options 

 
 

 
m

edication treatm
ent. 



A
ssessm

ent of the C
hild

 w
ith  

A
S

D
 E

xp
eriencing

 E
m

otio
nal  

o
r B

ehavio
ral P

ro
b

lem
s

W
hen a challenge presents itself, it 
is tim

e for an assessm
ent.

factors m
ay contribute to these em

otional 
and behavioral problem

s in a child w
ith ASD, it 

is ideal to have the child assessed by a team
 

w
hose m

em
bers can consider different causes 

and approaches. In reality, m
ost children w

ill 

child’s em
otional or behavioral problem

s are 

for the clinician w
ho evaluates the child to 

consider m
ultiple sources for the problem

, and 
refer the child for further assessm

ent if needed.

the possible role of com
m

unication, fam
ily 

to com
m

unicate should be considered and a 

social com
m

unication abilities. M
ental health 

fam
ily and how

 fam
ily relationships could relate 

m
ental health disorders in the child such as 

m
aintain or reinforce the problem

 behavior(s), 
and can use applied behavioral analysis 

or behavioral sym
ptom

s can be assessed by 
a physician or other m

edical provider. Finally, 
an occupational therapist can assess the role 

Autism
 Spectrum
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P
rim

ary N
o

n-M
ed

icatio
n Treatm

ent 
S

trateg
ies fo

r E
m

otio
nal and

 
B

ehavio
ral C

halleng
es

S
o

cial skills are
 ve

rb
al 

and
 no

n-ve
rb

al 

b
e

havio
rs ne

ce
ssary fo

r 

so
cial inte

ractio
ns, and

 

inclu
d

e
 eye

 co
ntact, 

sm
iling

, and
 asking

  

and
 re

sp
o

nd
ing

  

to
 q

u
e

stio
ns.

A
p

p
lied

 B
ehavioral A

nalysis (A
B

A
) 

As dem
onstrated in a num

ber of w
ell 

how
 it w

ill help their child.

an educational and therapeutic approach that 

the relationship betw
een a certain behavior, 

the factors that w
ere present before the 

behavior (“antecedents”) and the results of 

com
m

unication, academ
ic perform

ance, social 

1 

C
om

m
u

nication su
p

p
orts

of com
m

unication in our society, not all children 
w

ith ASD can use speech effectively. For children 
w

ho have lim
ited or no verbal ability, alternative 

developed to im
prove com

m
unication.

Com
m

unication supports are tools to help 
children w

ith ASD com
m

unicate. A non-
electronic m

ethod that has been show
n to 

increase com
m

unication in children w
ith 

to com
m

unicate. 2

com
m

unication devices include speech 

an electronic voice that com
m

unicates w
ords. 

can be used on personal com
puters, tablets, or 

m
obile phones. 

an assistive com
m

unication system
 after 

child. Prelim
inary studies have show

n that 

com
m

unication in children w
ith ASD. 3

C
og

nitive B
ehavioral T

herap
y

4

therapist, but parents and teachers m
ay also 

S
ocial S

kills/
 

S
ocial C

og
nitive Training

 

necessary for positive and effective social 
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w
ell-docum

ented and can boost academ
ic 

perform
ance, m

ental health, and positive 
developm

ental outcom
es. 5

environm
ents. 6 There is also prelim

inary 7 

Life S
kills

each day. As children becom
e adolescents 

trade. An occupational therapist and other 
providers can help establish routines and 

S
ensory Interventions 

behavior in a child w
ith ASD include 

abnorm
al sensory responses. Children 

or tantrum
s. Interventions for sensory-

especially to the shoulders. The evidence 

far, how
ever, due to problem

s w
ith study 

 O
ccupational 

therapists can assess the child’s sensory 
system

 and direct these interventions to 
help address sensory factors.

Treatm
ent of  

M
ed

ical P
rob

lem
s

or em
otional problem

 in ASD, consideration 

should be decided in collaboration w
ith an 

problem
s m

entioned here do not represent 

behavioral problem
s in children w

ith ASD.

• Sleep problem
s are present in m

any 

can certainly contribute to behavioral 
problem

s and should be considered prior 

to m
ore rare causes. Poor sleep patterns 

and video screens from
 the bedroom

, 

a parent present. 

• M
edication side effects them

selves can 
contribute to problem

 behaviors. Possible 

• 
pain, yet is 

or source and intensity of the pain, 

O
ccu

p
atio

n
al th

e
rap

ists  

can
 asse

ss th
e

 ch
ild

’s  

se
n

so
ry syste

m
 an

d
 d

ire
ct 

th
e

se
 in

te
rve

n
tio

n
s to

 h
e

lp
 

ad
d

re
ss se

n
so

ry facto
rs.
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instance, headaches m
ay cause  

   
and a low

 pain threshold.

• G
astrointestinal discom

fort m
ay 

be caused by constipation or 

or inflam
m

atory bow
el diseases. 

C
onstipation is by far the m

ost 

children w
ith ASD

 and should alw
ays 

be considered as a possible source  
of problem

s.

• Seizures are m
ore prevalent in 

population. Sym
ptom

s of seizures 

m
ovem

ents, confusion, or headaches. 
Less com

m
on features are sleep 

Fam
ily Interventions

Interventions intended to provide 
support and education for fam

ilies 
of children w

ith ASD
 can provide 

stress reduction to reduce tension in 
the hom

e environm
ent, w

hich in turn 
m

ay positively im
pact the behavioral 

8

C
om

prehensive treatm
ent should attend 

less alone. Supportive therapy for 
parents or fam

ilies can address the 

needs. Fam
ily therapy aim

s to create 

new
 interactions or aw

areness that 

successes. At the sam
e tim

e, fam
ily 

fam
ily m

em
bers that m

ay accidentally 

The m
ost researched parent 

interventions are those that help parents 

are also treatm
ents that foster parent-

child em
otional connections in order 

em
otional balance. Fam

ilies should be 

and their providers about different 
treatm

ent options. They should also 

therapist as an evaluation in w
hich they 

learn w
hat can be offered and w

hether 
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M
ed

icatio
n as a Treatm

ent  
To

o
l fo

r E
m

otio
nal o

r  
B

ehavio
ral C

halleng
es

T
he

se
 co

-o
ccu

rring
 

d
iso

rd
e

rs are
 m

o
re

 

co
m

m
o

n than o
nce

 

tho
u

g
ht, and

 inclu
d

e
 

A
D

H
D

, anxie
ty and

 

d
e

p
re

ssio
n,  

am
o

ng
 o

the
rs. 

I
n addition to the interventions outlined in 
the previous chapter, m

edication is another 
tool that m

ay play a role in the treatm
ent of 

how
ever, that the m

edications currently used 
to treat sym

ptom
s and behaviors associated 

w
ith ASD have not at this point in tim

e been 
show

n to im
prove the core features of autism

. 
In other w

ords, there is no m
edication to treat 

the autism
 itself. 

M
edication m

ay be recom
m

ended to reduce 
sym

ptom
s of an em

otional or behavioral disorder 

to understand som
e of the reasons for use 

of m
edication in children w

ith ASD. Use of 
m

edication in ASD is com
m

on, but the num
ber 

of children w
ith ASD that are prescribed 

som
e doctors and parents. A study in 2013

9 
reported that nearly tw

o out of three children 
w

ith ASD had been prescribed a psychoactive 

and one in seven children had been treated w
ith 

three or m
ore m

edications at the sam
e tim

e. 

and providers, and clear inform
ation about w

hen 
to use and not use m

edication for sym
ptom

s in 

about m
edication use in their children, they 

and fam
ily physicians often see m

any children 
w

ith ASD, and m
any tim

es can appropriately 
recom

m
end a m

edication for sym
ptom

s. Others 

developm
ental-behavioral pediatricians. Parents 

Im
p

ortant Factors to C
onsid

er for  
M

ed
ication Treatm

ent
• Inform

ed consent.

 
sym

ptom
s, non-m

edication treatm
ent options, 

the provider can obtain his/her perm
ission 

the m
edication is m

eant to treat. These 

to m
eet the child’s needs. 

• (if studied in children and adolescents), adult 
use side effects (m

ay have different side 
effects than in youth), published research, and 
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• W
hich m

edication w
ill w

ork? M
edication 

to predict w
hich m

edication w
ill be the 

best option for each individual child. A 
m

edication trial is a tim
e-lim

ited period 

child. M
ost clinicians start at a low

 dose 
to m

inim
ize side effects and increase 

tolerated dose, for m
any m

edications, 
the prescriber w

ill then w
ait four to 

that tim
e period, it is tim

e to reassess 
the situation, taper off the ineffective 

child on an alternate m
edication. 

• Level of evidence supporting the use of 
a particular m

edication for a particular 
problem

. 
m

edication to use for a particular set of 
sym

ptom
s, clinicians and fam

ilies can 
refer to several sources of inform

ation 

m
edications are approved by the Food 

irritability in autism
: aripiprazole and 

risperidone. Other m
edications m

ay have 

w
ithout autism

. 

• Understanding “off-label” uses of 
m

edication. W
hen the FDA approves a 

m
edication, it allow

s a pharm
aceutical 

com
pany to advertise that m

edication for 

not FDA-approved for a particular clinical 
purpose, it is term

ed “off-label.” There 
are num

erous off-label m
edications 

that physicians use to treat problem
s 

associated w
ith ASD. The provider 

w
hether or not a m

edication is off-label. 
This does not m

ean the m
edication 

should not be prescribed to the child 
w

ith ASD. The decision to use a certain 
m

edication should be based on available 
research, but w

hen research is lim
ited, it 

m
ay be based on evidence from

 studies 
on children or adults w

ithout ASD and 

• Adequate dose and length of 
m

edication trial. 
w

ith your child’s provider about how
 

predict the duration of treatm
ent needed, 

prescriber and fam
ily.

• Understanding placebo effects. In 

often the patients them
selves w

ould 

a positive response. This is a natural 
reaction. It is im

portant to understand 

studies w
here fam

ilies and prescribers 

treatm
ent-associated im

provem
ent. 

this fact, it is im
portant to try to be as 

Som
etim

es it can be helpful to receive 

child, such as teachers, therapists, or 
other fam

ily m
em

bers. Fam
ilies w

ill 

school adm
inistrators or teachers about 

and the need to have others observe 
the child for adverse effects, this option 
can be considered. Som

e providers m
ay 

• W
hen to stop a m

edication. First, it is 

a m
edication w

ith the prescriber before 

T
he

re
 are

 nu
m

e
ro

u
s   

that p
hysicians u

se
 to

 tre
at 

p
ro

b
le

m
s asso

ciate
d

 w
ith  

A
S

D
. T

he
 p

rovid
e

r sho
u

ld
 

exp
lain to

 a p
are

nt o
r  

g
u

ard
ian w

he
the

r o
r no

t  

a m
e

d
icatio

n is  
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w
ithdraw

al effects. It is also im
portant 

prescriber about w
hat criteria w

ill be used 
to determ

ine success and w
hen to stop 

it is im
portant for fam

ilies to understand 
w

hat sym
ptom

s and/or behaviors the 

to the m
edication, and discuss this w

ith 
the prescriber at the tim

e the m
edication is 

started and at follow
-up visits. 

a m
edication: the m

edication m
ay have 

adverse effects on the child, the child’s 
sym

ptom
s m

ay not respond to the 
m

edication, or the child’s fam
ily m

ay not 

a m
edication is a personal decision best 

m
ade in consultation w

ith the prescriber.

• Com
bining m

edication treatm
ent 

w
ith other form

s of treatm
ent. W

e 

behavioral issues w
ith interventions such 

as occupational, speech, physical, and 
behavioral therapies m

ay provide the best 
chance for som

e patients and fam
ilies 

to achieve the best outcom
es. It w

ould 

com
pletely replaces the need for other 

types of therapies. In m
any instances, 

from
 other types of therapy. 

• It is im
portant to share inform

ation 
about the use of all natural rem

edies 
and/or alternative treatm

ents w
ith your 

child’s clinician. Certain supplem
ents and 

alternative treatm
ents can interact w

ith 
prescription m

edicines. For instance, St. 

natural treatm
ent to alleviate depression 

interaction w
ith prescribed selective 

a com
plete list of supplem

ents and other 
alternative treatm

ents your child m
ay be 

increase safety and effectiveness.

W
hat if m

edications fail? 

m
edication fails, it is tim

e to reassess the 

therapy, or m
edication m

ay be helpful. If 
the child’s sym

ptom
s do not im

prove after 
m

ultiple m
edications and other treatm

ent 
trials, other options m

ay be considered, 

injurious behaviors pose a threat to the child 
or others.

• 
specialized 

child psychiatry hospital units in the 
U.S. These specialized psychiatric 
units for children and adolescents w

ith 
developm

ental disabilities typically use 
a m

ulti-m
odal approach that com

bines 
m

edication and behavioral treatm
ent w

ith 
com

m
unication and occupational therapy 

evidence that such an intensive approach 
can be helpful. 10 There are also m

any 
day treatm

ent, specialized school, and 

on children w
ith developm

ental disabilities 

W
hile evidence for the effectiveness of 

practices, such as applied behavioral 

 

• Electroconvulsive therapy (ECT) In rare 

the treatm
ent of patients w

ho have very 

behaviors that do not respond to other 
interventions and are driven by a co-

a m
ood disorder or catatonia (a state 

evidence, several case studies have 

initial course of treatm
ent.

Are there treatm
ents that should not 

be used? 

of m
elatonin for sleep), m

any of these 
popular rem

edies, such as diet or vitam
ins, 

are relatively harm
less. It should be noted, 

that could be used for m
ore evidence-based 

treatm
ents. There are som

e treatm
ents, 

how
ever, that parents should not consider. 

• Chelation
the blood and is used to treat cases 

iron associated w
ith particular blood 

a treatm
ent for ASD have not show

n it to 
be effective and the procedure can have 

and liver failure, cardiac arrest, and has 
even resulted in the deaths of at least 
tw

o children w
ith autism

. 

• H
yperbaric oxygen treatm

ent

in a pressurized cham
ber, and is used 

procedure in children w
ith autism

, w
hich 

as w
ell as rupture of the m

iddle ear. 

• Secretin is the m
ost studied m

edication 
in children w

ith autism
, and has 

repeatedly been show
n in m

ultiple 

fever and blood clots.

• Stem
 cell re-im

plantation is a 

cautioned that the field is at least a 
decade aw

ay from
 the developm

ent 
of effective treatm

ents. There is no 
scientific evidence for the use of 
stem

 cell procedures in autism
, costs 

person can cause potentially fatal side 
 

brain inflam
m

ation. 
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S
ym

p
to

m
s and

 M
ed

icatio
ns 

C
linicians sho

u
ld

 

evalu
ate

 the
 p

o
te

ntial 

co
ntrib

u
ting

 facto
rs 

to
 irritab

ility and
 

ag
g

re
ssio

n in a 

p
articu

lar child
 b

efo
re

 

p
re

scrib
ing

 m
e

d
icatio

n, 

as d
e

taile
d

 in the
 

asse
ssm

e
nt se

ctio
n  

o
f this g

u
id

e
.

M
in children and adolescents w

ith 
ASD, som

e of w
hich are listed below

. A table 

for m
edications in children w

ith autism
 is 

• Irritability, tantrum
s, and aggression: 

treatm
ent for their child w

ith ASD. Children 
w

ho are irritable are prone to becom
e upset or 

problem
 is that a child cries m

ore easily than 
peers w

hen frustrated; to severe, w
here a child 

M
edication can be considered to reduce 

Tw
o anti-psychotic m

edications, risperidone 
(Risperdal) and aripiprazole (Abilify) have been 

children w
ith ASD, but each of them

 can also 

in cholesterol, sedation, and m
ovem

ent 

in children w
ith ASD. Little evidence supports 

effects associated w
ith antipsychotics can 

lead parents and physicians to try m
edications 

• Self-injurious behavior (SIB) can be a 

and their fam
ilies. Alm

ost 11%
 of children w

ith 
ASD in a com

m
unity survey w

ere stated to 

directed at them
selves. 11

over tim
e they eventually produce an injury. 

object, but m
ay do it w

ith such force, that even 

injury that is part of a suicidal episode (such as 

The best evidence for effective treatm
ent of 

In this m
ethod, the provider perform

s an 
analysis to try to determ

ine the source of the 

input or pain. 12 Functional com
m

unication 
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injury. 13 M
edication m

ay play a role in 

determ
ined to be related to other m

ental 

depression.

The atypical anti-psychotics, risperidone and 
aripiprazole, have been studied for treatm

ent 
of irritability in children w

ith ASD, w
hich can 

include self-injury. 14,15 

• Inattention, hyperactivity, and im
pulsivity, 

the cluster of sym
ptom

s referred to as 

ASD and can be a treatable source of 

of children w
ith autism

. 16 W
hile reduced 

interest and attention to the social 
environm

ent is a typical feature of ASD, 

school and hom
e, are not typical of ASD 

alone and could indicate the presence of 

There are a num
ber of reasons a child could 

be very hyperactive, im
pulsive, or inattentive 

day, or do not have a functional m
eans of 

com
m

unication. Inattention m
ay occur 

distracted by their w
orries or are overly 

sensitive to stim
uli in the environm

ent. In 

careful consideration of w
hy the child m

ay 
be hyperactive, im

pulsive, or inattentive 
should precede treatm

ent.

For children w
ith inattention, hyperactivity, 

or im
pulsivity that do not respond 

to environm
ental and/or behavioral 

approaches, m
ethylphenidate (Ritalin 

and sim
ilar form

s) has been show
n to 

17 Appetite 
suppression is com

m
on, and headaches, 

insom
nia, or irritability can occur. W

hile it 

w
ith autism

, a sim
ilar type of m

edication, 
am

phetam
ine salts (Adderall and sim

ilar 

form
s), has been show

n to be effective 

m
ay be helpful if m

ethylphenidate is 
ineffective. 18

also been researched in controlled studies 

autism
, and show

ed som
e im

provem
ents, 

particularly for hyperactivity and 
im

pulsivity, 19, 36 and com
m

on side effects 

ASD. 20

21 and clonidine
22 show

ed 

• Repetitive behavior and insistence 
on sam

eness: In their play activities 
and daily routines, children w

ith ASD 
m

ay display repetitive behaviors 
and insistence on sam

eness. These 
behaviors can m

anifest as:

• Repeated m
otor m

annerism
s (such 

• Atypical sensory interests 

• • m
any tim

es

Interruption of these repetitive patterns 
or the daily environm

ents of children 

It is im
portant to note that repetitive behaviors 

others m
ay do so constantly. Therefore, 

it is essential to determ
ine w

hether these 
behavioral patterns are a problem

 or not. 
Repetitive behaviors can be unobtrusive or 

inhibitor (SSRI) m
edications have been 

of obsessive com
pulsive disorder (OCD) 

in children w
ithout ASD, clinicians have 

attem
pted to treat repetitive behaviors in 

in ASD.
 The atypical antipsychotics, 

risperidone and aripiprazole, have show
n 

behavior in children w
ith ASD. 

There are a num
ber of other areas that 

can be a focus of clinical concern in 
children w

ith ASD, and practitioners and 

there is little or no controlled evidence for 
effectiveness. These areas include anxiety 
and depression, inappropriate sexualized 
behavior, insom

nia, pica, psychosis, 
bruxism

, and social com
m

unication. 

• Anxiety or depression can occur 

behavioral therapy has been show
n to be 

depression in ASD, m
ost practitioners 

w
ill consider the use of a SSRI, such as 

and depression in children w
ithout 

possibility of post-traum
atic stress 

should be considered.

• Inappropriate sexualized behavior 
(ISB): W

hen a person does not follow
 

unacceptable behaviors often occur, and 
som

etim
es this includes disinhibited 

im
portant to note that people w

ith 
developm

ental disabilities are particularly 26 

approaches. 27 There are case reports 
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M
edications such as antidepressants 

(SSRIs) or antipsychotics m
ay 

decrease libido, w
hich could be helpful, 

31,32 Leuprolide 
w

as described in one case report to 

ASD, 33 but has potential side effects of 

as w
ell as ethical considerations.

• Insom
nia (sleep problem

s) appears 
to be prevalent in children w

ith 

show
n in a num

ber of controlled 
studies to im

prove sleep in som
e 

children w
ith ASD. 

• Social com
m

unication is a core 

of psychosocial treatm
ents have 

been developed to address this area. 
M

edication is lim
ited to the possible 

use of m
ethylphenidate, w

hich w
as 

show
n in one study to potentially 

im
prove social com

m
unication,  

and focus. 

• Pica
substances and can have serious 

historically attributed to nutritional 

do not have dem
onstrable vitam

in 

typically evaluated. N
evertheless, iron 

of pica, and pica behaviors usually 

corrected. 34 Applied behavior analysis 

evidence for treatm
ent of pica.

• Bruxism
 is the repetitive  

patients w
ith developm

ental delays, 
35 To date, behavioral 

interventions rem
ain the m

ainstay  
of treatm

ent.

• Psychosis (the loss of reality-based, 

in children w
ith ASD. Antipsychotic 

m
edications that have evidence of 

typically used in these cases.

R
esou

rce links:
• AACAP practice param

eter  
http://w

w
w

.jaacap.com
/article/ 

S0890-8567%
2813%

2900819-8/pdf

• 
 

• CDC w
ebsite 

• Others 
• C

hildTrends http://w
w

w
.childtrends.

 
autism

-spectrum
-disorders

• health/publications/a-parents-

• 
 https://w

w
w

.
fam

ily-services/

• 
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CONTROLLED MEDICATION STUDIES IN ASD

Medication Participants Dose (mg/day)
Treatment 
Response Side effects Associated with Study Medication FDA Approval Status 

Target
Symptom(s)

Generic Name
(Trade Name)

Controlled Trial
in ASD

Age Range 
(years)

Study
Duration

Mean Dose
(Dose Range) Target symptom Side Effects (SEs) Serious SEs

A=Approved in autism, 
B=Approved in youth

Serotonin Reuptake Inhibitor

Repetitive 
behaviors

Fluoxetine 
(Prozac) 2005

Youth Short-term

[once a day]

None 
less

None B 
• Major 

Depressive 

• 

Repetitive 
behaviors

Citalopram 
(Celexa)

Youth Short-term

[once a day]

NO (Irritability) 97% on study medication 

• Insomnia (38%)
• 
• Diarrhea (26%)
• 
• Impulsivity (19%)
• 
• Stereotypy (11%)
• 

medication terminated 

• 

Repetitive 
behaviors

Clomipramine 
(Anafranil) 1993

Youth Short-term

[in 2 divided doses 
a day]

• Irritability
• 

• Insomnia (29%)
• Constipation (25%)
• Sedation (25%)
• 
• Tremor (17%)
• 
• Dry mouth (13%)
• Decreased  

appetite (13%)

• Seizure  B 

Autism
2001

Youth + Adults Short-term

[in 2 or 3 divided 
doses a day]

NO NR
medication terminated 

• 
• Tremors (6%)
• Tachycardia (3%)
• Insomnia (3%)
• Diaphoresis (3%)
• Nausea/ 

• 

Typical Antipsychotic Agents

ASD Haloperidol
(Haldol)

Anderson et al., 
1984

Children Short-term

on study 
medication]

[in 2 divided doses 
a day]

• Withdrawal
• Stereotypies
• Relatedness
• 
• Temper tantrums

• Sedation (78%)
• Irritability (28%)
• 

None B
• Psychosis
• Tourette’s 

Disorder

Anderson et al., 
1989

Children Short-term

on study 
medication]

[in 2 divided doses 
a day]

• Withdrawal
• Stereotypies
• Relatedness
• 
• Temper tantrums

• Sedation
• 

None
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CONTROLLED MEDICATION STUDIES IN ASD

Medication Participants Dose (mg/day)
Treatment 
Response Side effects Associated with Study Medication FDA Approval Status 

Target
Symptom(s)

Generic Name
(Trade Name)

Controlled Trial
in ASD

Age Range 
(years)

Study
Duration

Mean Dose
(Dose Range) Target symptom Side Effects (SEs) Serious SEs

A=Approved in autism, 
B=Approved in youth

Atypical Antipsychotic Agents

Irritability** Risperidone
(Risperdal)

RUPP, 2002 Youth Short-term

[in 2 divided doses 
a day]

• 
• Stereotypies
• Repetitive 

behaviors

• Increased appetite (73%)
• 
• Sedation (49%)
• 
• Dizziness (16%)
• 

None A 
Irritability 

B
• Schizophrenia 

• 
Disorder  

Shea et al., 2004 Children Short-term
[once a day] • 

• 
• Inappropriate 

speech
• Social withdrawal
• Stereotypies

All participants (100%)  
on study medication 

• Somnolence (73%)
• 
• Increased appetite (23%)
• 
• Constipation (13%)
• 

None

RUPP Open-label Continuation Trial

RUPP, 2005
(6-month) (up to 4.5) • Repetitive 

behaviors
• Stereotypies
• Affectual reaction
• Sensory response

• Increased appetite (6%)
• Drowsiness (2%)
• 

• 

Williams et al., 
2006

Adaptive behaviors:
• Socialization
• Communication
• 

Irritability** Aripiprazole
(Abilify)

Marcus et al., 
2009

Youth Short-term
• 
• Stereotypies

 

• Inappropriate 
speech

• Repetitive 
behaviors 

88% on study medication 

• Sedation (24%)
• 
• 
• Increased appetite (12%)
• Tremors (10%)
• 
• 
• 

10% on study medication 
terminated treatment 

• 
• 
• 

A
Irritability 

B
• Schizophrenia 

• 
Disorder  

• Tourette’s 
Disorder  

Owen et al., 2009 Youth Short-term
• 
• Inappropriate 

speech
• Stereotypies
• Repetitive 

behaviors 

• 
• 
• Somnolence (17%)
• 
• 
• Increased appetite (15%)
• Sedation (11%)
• 
• Diarrhea (9%)
• 

11% on study medication 
terminated treatment 

• 
• 
• 
• 
• 
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CONTROLLED MEDICATION STUDIES IN ASD

Medication Participants Dose (mg/day)
Treatment 
Response Side effects Associated with Study Medication FDA Approval Status 

Target
Symptom(s)

Generic Name
(Trade Name)

Controlled Trial
in ASD

Age Range 
(years)

Study
Duration

Mean Dose
(Dose Range) Target symptom Side Effects (SEs) Serious SEs

A=Approved in autism, 
B=Approved in youth

Marcus et al., 
2011a
Marcus et al., 
2011b

• 
• Inappropriate 

speech
• Stereotypies
• Repetitive 

behaviors

87% on study medication 

• 
• 
• 
• 
• Increased appetite (13%)
• 
• URI (12%)
• Insomnia 10%)

11% on study medication 
terminated treatment 

• 
• 
• 

ASD Olanzapine
(Zyprexa) 2006

Children Short-term • Sedation (67%)
• 
• Increased appetite (50%)
• Constipation (50%)

None B
• Schizophrenia 
• 

Anti-ADHD Agents

Impulsivity
Methylphenidate
(Ritalin)

RUPP, 2005 Children Short-term
[in 3 divided doses 
a day]

• Decreased appetite (18%)
• Insomnia (15%)
• Irritability (10%)
• 

18% on study medication 
terminated treatment 

• Irritability (8%)

B

1 participant 
discontinued study 

2009
Pre-schoolers Short-term

[in 2 divided doses 
a day] 

50% on study medication 

• Increased  
stereotypy (21%)

• Upset stomach (21%)
• 
• 

• 

Atomoxetine
(Strattera)

Arnold, et al., 2006 Children Short-term 
(divided into 2 
doses a day; total of 

• 
• Decreased appetite (38%)
• Upset stomach (31%)
• 
• 
• 
• Insomnia (19%)
• 
• Rash (13%)
• Restlessness (13%)
• Constipation (6%)
• Diarrhea (6%)
• Dry mouth (6%)

• 
• 

with violence and 

B

Atomoxetine
(Strattera) al., 2013

Youth Short-term 

[in 2 divided doses 
a day] 

81% on study medication 

• 
• Decreased appetite (27%)
• 
•  

• B
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CONTROLLED MEDICATION STUDIES IN ASD

Medication Participants Dose (mg/day)
Treatment 
Response Side effects Associated with Study Medication FDA Approval Status 

Target
Symptom(s)

Generic Name
(Trade Name)

Controlled Trial
in ASD

Age Range 
(years)

Study
Duration

Mean Dose
(Dose Range) Target symptom Side Effects (SEs) Serious SEs

A=Approved in autism, 
B=Approved in youth

Guanfacine
(Tenex) 2008

Children Short-term

[in 3 divided doses 
a day]

• Drowsiness (50%)
• 

None B

Guanfacine
(Intuniv)

Scahill et al., 2015 Children Short-term • Drowsiness (86.7%)
• 
• Decreased appetite (43.3%)
• 
• Dry mouth (40%)
• Irritability (36.7%)
• 

• B

symptoms
Clonidine
(Catapres) 1992 

Children Short-term
 

[in 3 divided doses 
a day]

NO
• Irritability

• Drowsiness (38%)
• 
• Decreased activity

None B

Anticonvulsants / Mood Stabilizers

Repetitive 
behaviors

Divalproex 
sodium
(Depakote)

2005
Youth

Included 
participants 
with ID

Short-term 77% on study medication 

• Irritability (33%)
• 
• 
• 

None B
Seizure Disorder 

Irritability/ 
2010

Youth

Majority

Short-term
(dosed to mean serum 

[in 2 divided doses 
a day] 

• 
• 
• Polyuria (13%)
• 

• Irritability & insomnia 

Autism Lamotrigine
(Lamictal)

Children

NR

Short-term

on study 

NO • Insomnia
• 

• 
• Insomnia+ 

• 

B
Seizure Disorder 

ASD Levetiracetam
(Keppra)

Wasserman et al., 
2006

Children

Majority

Short-term
2500)

NO • None B
Seizure Disorder 

Cholinergic Agents

Irritability Galantamine
(Razadyne)

Niederhofer et al., 
2002

Children

Majority

Short-term
(Duration 
NR)

NR
Parent-rated (and 
not Clinician-rated) 
improvement in:
• 
• Social withdrawal
• Inappropriate 

speech

None None
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CONTROLLED MEDICATION STUDIES IN ASD

Medication Participants Dose (mg/day)
Treatment 
Response Side effects Associated with Study Medication FDA Approval Status 

Target
Symptom(s)

Generic Name
(Trade Name)

Controlled Trial
in ASD

Age Range 
(years)

Study
Duration

Mean Dose
(Dose Range) Target symptom Side Effects (SEs) Serious SEs

A=Approved in autism, 
B=Approved in youth

Core 
Symptoms

Donepezil
(Aricept)

Chez et al., 2003 Children

NR

Short-term NO
(Refer to 
comments)

• Irritability (22%)
• Diarrhea (11%)

• 
• 

Core 
Symptoms

Mecamylamine
(Inversine)

Arnold et al., 2012 Children Short-term NO • Constipation 50% None

Glutamate Modulating Agents 

Irritability + Amantadine
(Symmetrel)

Youth Short-term

divided doses a day]

NO
Clinician-rated (and 
not parent-rated) 
improvement in:
• 
• Inappropriate 

speech

74% on study medication 

• Insomnia (21%)
• Somnolence (11%)

None B

Irritability N-acetylcysteine
(Mucomyst, 
Acetadote)

2012
Children Short-term

or thrice a day for 
• Stereotypies
• 
• Social motivation

• 
• Constipation (21%)
• Diarrhea (21%)

• 

GABAergic Agents

Core 
Symptoms

Bumetanide
(Bumex)

Lemonnier et al., 
2012

Children Short-term • • 
• 

Miscellaneous Agents 

Core 
Symptoms

L-Carnitine
(Carnitor)

Children Short-term • Irritability
• Stomach discomfort

1 participant 
discontinued study 

Insomnia Melatonin Cortesi et al., 
2012

Children Short-term
(Controlled-release 
formulation)

None None
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M
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Side Effects
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Challenging Behaviors Tool Kit



A
utism

 S
peaks does not provide m

edical or legal advice or services. R
ather, A

utism
 S

peaks provides
general inform

ation about autism
 as a service to the com

m
unity. The inform

ation provided in this tool kit
is not a recom

m
endation, referral or endorsem

ent of any resource, therapeutic m
ethod, or service 

provider and does not replace the advice of m
edical, legal or educational professionals. A

utism
 S

peaks 
has not validated and is not responsible for any inform

ation or services provided by third parties. You are
urged to use independent judgm

ent and request references w
hen considering any resource 

associated w
ith the provision of services related to autism

.

for endorsem
ent, advertising, prom

otional and sales m
aterial is prohibited by law

.



A
ggressive and 

Challenging Behaviors Tool K
it

Johnny runs aw
ay and requires constant supervision. Susie scream

s and covers her ears w
henever an airplane is

overhead—
and she alw

ays hears them
 before anyone else. She scream

s other tim
es too and it is hard to get her to stop.

T
om

m
y refuses to w

ear shoes and throw
s them

 at anyone w
ho tries to get him

 to put them
 on. M

aria doesn’t like riding
the bus, and bites her m

om
 each day as it rolls up to the bus stop. Jose w

ill only eat three foods, and they can never touch
each other on his plate or everybody is sorry. Sally hits herself in the head w

henever som
eone tells her ‘no.’

Som
etim

es the difficulties of autism
 can lead to behaviors that are quite challenging for us to understand

and address. M
ost individuals w

ith autism
 w

ill display challenging behaviorsof som
e sort at som

e point in their
lives. T

hese behaviors can often be the result of the underlying conditions associated w
ith autism

.

Purpose and Scope of this Tool K
it

C
hallenging behaviors represent som

e of the m
ost concerning and stressful features of autism

. T
hese behaviors

can often cause harm
 or dam

age, fam
ily and staff stress, isolation, and caregiver burnout. Parents m

ay feel guilty
or responsible, but it is im

portant to know
 that you should not blam

e yourself for behaviors that you find difficult .
Som

etim
es, the extraordinary steps parents go through for their children w

ith com
plex needs m

ight not be
enough, and additional supports and resources m

ight be necessary. It is im
portant not to think of your child, or

these behaviors, as ‘bad,’ but to learn how
 to better understand and respond to challenging situations to m

ake
them

 m
ore m

anageable for everyone. H
opefully this kit w

ill help provide you w
ith strategies and resources, and

lead you to professionals w
ithin your com

m
unity. 

For the purposes of this tool kit, w
e classify challenging behaviors as behaviors that: 

■
are harm

ful (to the individual or others)

■
are destructive

■
prevent access to learning and full participation in all aspects of com

m
unity life

■
cause others to label or isolate the individual for being odd or different

C
hallenging behaviors can occur throughout the lifespan of an individual w

ith autism
. T

he core and associated
sym

ptom
s of autism

 can adjust over tim
e and as a result, m

any individuals w
ith autism

 experience changes at
various stages of life that m

ight result in new
 behaviors. A

n individual’s behavior can often vary considerably
even m

inute by m
inute in response to internal (such as stom

ach pain) or external (people, places, noises, activity
levels, etc.) issues. In addition, m

any individuals w
ith autism

 experience other associated concerns and co-occurring
(co-m

orbid
) conditions that can layer on additional concerns, such as those described here

and here. 

A
s tim

e passes, fam
ilies and caregivers adapt to m

eet the needs and dem
ands of their loved ones. A

t tim
es

their responses and expectations can drift into a place that becom
es difficult for everyone. T

hese feelings often
increase stress levels and m

ay even lim
it access to their ow

n friends and com
m

unity. 
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Som
etim

es as children age and becom
e stronger, challenging behaviors can reach crisis levels. M

any fam
ilies

w
ho have previously m

anaged the trials presented by autism
 m

ight experience crisis situations w
hen their child

hits older childhood or the teenage years. T
his m

ay be because the challenges have grow
n as the child becom

es
bigger and stronger, or because of new

 factors that accom
pany grow

ing up or puberty. To address m
ore significant

concerns that m
ight create risk to the child or others, later in the kit there is section to help w

ith M
anaging a C

risis.

“W
hen Jam

es reached age 18, he w
as 6’2” and 210 pounds, and strong. H

e w
as learning that aggression w

as an 
effective w

ay to avoid tasks that he didn’t like because it w
orked – I w

as afraid of him
. E

very m
orning w

hen I asked
Jam

es to m
ake his bed, he w

ould usually begin doing it correctly but w
ould often m

ake m
istakes. W

hen I told him
 that

he had m
ade a m

istake, he w
ould start biting him

self and hitting m
e, so I w

ould back aw
ay and leave the room

. B
ut

this allow
ed Jam

es to escape the task of m
aking his bed and taught him

 (and m
e) that his aggression w

orked! W
ith a

little help from
 a behavioral consultant, I decided that w

henever Jam
es began to get upset w

hile m
aking his bed, I w

ould
prom

pt him
 to say, “H

elp m
e please.” It w

as explained to m
e that this behavior served the sam

e purpose as his aggression
and self-injury. W

hen Jam
es asked for help, I’d give him

 som
e assistance, w

hich m
ade us both a lot less frustrated.”  

– A
G

, m
other

T
he guiding principle used in developing this kit is that each individual w

ith autism
 and his fam

ily should
feel safe and supported, and live a healthy life filled w

ith purpose, dignity, choices, and happiness. W
ith this 

in m
ind, positive approaches and suggestions are highlighted throughout the kit. T

he general fram
ew

ork and 
intervention

principles included are relevant at any stage of life, and w
e have included basic background inform

ation,
w

ith links to further inform
ation and resources on a variety of topics. 

In this tool kit, the term
 autism

 w
ill be used to include all A

utism
 Spectrum

 D
isordersthat result in the social,

com
m

unication and behavioral differences characteristic of this population. W
hile w

e recognize that the autism
spectrum

 encom
passes both m

ales and fem
ales, for the sake of sim

plicity, w
e have used ‘he’ throughout to represent

an individual of either gender.

T
he kit is broken into different  sections. You m

ay w
ant to read the kit in its entirety or w

ork through a 
section at a tim

e. P
lease visit the A

utism
 Speaks R

esource G
uide

to find services, contacts or resources in 
your area, as w

ell as inform
ation specific to your state. If you have resources to share, you can add them

 to the
R

esource G
uide here. 
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D
ocum

ent Key
■

T
he definitions of the w

ords highlited in the clay colored italic textcan be found in the G
lossary.

■
T

he
blueberry italic text are quotes from

 Targeting the B
ig T

hree: 
C

hallenging B
ehaviors, M

ealtim
e B

ehaviors, and T
oileting

by H
elen Yoo, P

h.D
, N

ew
 York State Institute for B

asic R
esearch

A
utism

 Speaks Fam
ily Services C

om
m

unity G
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■
T

he
blue text are links you can click on for furt her inform

ation.
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A
s a com

panion to the inform
ation in this kit, w

e have tw
o video series of frequently asked questions regarding

challenging behaviors. O
ne is from

 a legal perspective and the other from
 a clinical perspective. You can find them

on the hom
epage of the C

hallenging B
ehaviors T

ool K
it. T

he questions addressed in these videos are listed below
.

Legal FA
Q

’s
G

eneral Crisis Inform
ation:

■
C

an you tell m
e w

hat a crisis is?

■
W

hat’s m
y first objective in a crisis situation?

Crises &
 Schools:

■
W

hat is a school’s im
m

ediate responsibility if a crisis happens in school?

■
W

hat about after the crisis?

■
C

an m
y child get kicked out of school for this kind of behavior?

■
W

hat should I do if m
y child does get kicked out of school?

■
W

hat is a m
anifestation hearing?

■
W

hat is a school’s responsibility if the crisis happens at hom
e?

■
I f m

y school isn’t helping or can’t help w
ith the situation, w

hat should I do?

A
dults &

 G
uardianship:

■
Is there anybody responsible for helping adults w

ho are having crisis behavior?

■
W

hat happens in a crisis situation if the fam
ily has no guardianship and the individual is over 18?

■
Is there em

ergency or tem
porary guardianship for a situation like this?

■
If I w

ant to obtain em
ergency or tem

porary guardianship, how
 w

ould I do that?

■
W

hat’s the advantage of seeking guardianship before a child turns 18?

H
ospitals &

 Residential Placem
ent:

■
W

hat are the responsibilities of a hospital and your rights regarding m
edical interventions?

■
Is the hospital required to provide behavioral supports?

■
If m

y child is in the hospital, w
hat happens to their schooling?

■
W

hat happens if m
y child is being repeatedly kicked out of school and sent to hospital settings? 

A
re there any other options?

■
If an adult is in residential placem

ent, w
hat is the responsibility of the facility or hom

e in a crisis situation?
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Calling 911:
■

If I call 911 for an em
ergency, w

hat should I tell the dispatcher?

■
A

re there specific term
s or phrases that should be used to get help in a crisis situation?

■
W

hen the first responders arrive, w
hat inform

ation should I give them
?

O
ther A

dvice:
■

W
hat other legal advice do you have for fam

ilies in crisis?

Clinical FA
Q

’s:
U

nderstanding Challenging Behaviors:
■

W
hat are challenging behaviors?

■
W

hat’s the m
ost im

portant thing to know
 about challenging behaviors?

■
W

hat’s im
portant to know

 about aggressive or self-injurious behaviors?

A
ddressing Challenging Behaviors:
■

W
hy is it im

portant to address challenging behaviors?

■
W

hat should I know
 before addressing challenging behaviors?

■
H

ow
 im

portant is consistency in addressing challenging behaviors?

■
W

hat if I’m
 having trouble carrying out a behavior plan?

D
ealing W

ith A
 Crisis A

t H
om

e:
■

W
hat should fam

ilies do in a crisis situation?

■
W

here can fam
ilies turn if they feel unsafe in a crisis situation?

O
ther A

dvice:
■

C
an you use A

pplied B
ehavior A

nalysis (A
B

A
) on adolescents and adults w

ith autism
?

■
W

hat role can m
edication play in addressing challenging behaviors?

■
W

hen should I consider residential placem
ent?

■
W

here do siblings fit in w
ith all of this?

■
D

o you have any general advice for fam
ilies dealing w

ith challenging behaviors?
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W
hy is A

utism
 A

ssociated W
ith 

A
ggressive and Challenging Behaviors?
A

utism
 itself does not cause challenging behaviors.It is likely, how

ever, that som
e of the underlying biological

processes that result in autism
 m

ight also result in behaviors that are outside of a person’s control—
sim

ilar to
how

 the trem
ors associated w

ith Parkinson’s D
isease are brought on by im

pulses that the person cannot direct.
In addition, som

e behavioral responses are sim
ply reflexes—

no m
ore of a choice for your child than w

hen your
leg jerks upw

ard w
hen the doctor uses his ham

m
er on your kneecap. 

“Som
e of those behaviors that m

ost professionals and m
any fam

ilies w
ould not consider challenging, such as m

aking 
odd noises, repeating phrases over and over, closing and opening doors in a repetitive fashion, m

ight not be dangerous
or destructive. B

ut they sure can be annoying, and raise everyone’s stress levels. A
nd w

hen the individual is told to 
stop again and again but still doesn’t, those little things can lead to big things. T

hey can create a tension that m
akes

everyone behave in w
ays that becom

e problem
atic. L

earning how
 to think about and deal w

ith these low
-level, 

irritating behaviors certainly changed how
 w

e functioned as a fam
ily and im

proved our quality of life.” 
– N

M
, m

other

In addition, the core features of autism
 are areas in w

hich difficulties can lead to feelings of frustration, confusion,
anxiety or lack of control, resulting in behavioral responses. Since behavior is often a form

 of com
m

unication,
m

any individuals w
ith autism

 (as w
ell as those w

ithout autism
) voice their w

ants, needs or concerns through 
behaviors, rather than w

ords . T
his does not m

ean that they are alw
ays know

ingly com
m

unicating. For exam
ple,

running aw
ay from

 a barking dog m
ight be the child’s biological fight or flight response to scary situations, or

even to som
ething that you m

ight not view
 as frightening. Sim

ilarly, shutting dow
n and retreating to a quiet

place m
ight be a child’s w

ay of saying ‘this situation is far too noisy and crow
ded for m

e to handle.’ T
his m

ay be
an autom

atic response in the m
om

ent, not a choice he is m
aking.

C
hallenging behaviors are m

ore likely to appear w
hen a person is feeling unhappy or unhealthy. M

edical
concerns, m

ental health issues, or sensory responses that w
e cannot see m

ight bring pain or discom
fort to a 

person w
ith autism

 that w
e m

ight not understand, especially w
hen he is unable to say so. 

“A
ll of a sudden w

hen M
ark w

as about 8 years old, he needed order. T
he change cam

e overnight. If w
e opened a cabinet,

he closed it. L
oading and unloading the dishw

asher w
as im

possible—
he could not tolerate the door being open. It w

as
m

addening to us, and so clearly com
pulsive for him

. H
e becam

e anxious and acted out if the order w
as not m

aintained.
T

hankfully, our doctor ran som
e tests and determ

ined that he had high antibodies to strep, and the com
pulsiveness

w
as likely due to a sort of obsessive com

pulsive disorder called PA
N

D
A

S. T
he biological factors w

ere not easy to treat
and took a long tim

e to resolve, but how
 w

e responded to his behavior changed com
pletely w

hen w
e realized that he

w
asn’t doing this to drive us crazy, and that he w

as no m
ore in control of w

hat he w
as doing than w

e w
ere. W

e w
orked

a lot on building his tolerance for flexibility, in tiny bits and using positive rew
ards. E

ventually, he returned to his
flexible self, but w

e had to adapt our behavior to help him
 through this in a w

ay that w
orked for all of us.” 

– SP, father
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M
any behaviors are also responses to previous experiences. A

 baby w
ho gets a sm

ile w
hen he coos usually

learns to coo m
ore often. T

he sam
e is true for challenging behaviors. If a child has learned that scream

ing gets
him

 out of a difficult task, he m
ight scream

 in the future to escape. 

H
ow

 w
e respond to his actions can have a significant effect on w

hat he does the next tim
e he is in a sim

ilar situation.

B
ecause of the learning differences that autism

 can bring, people w
ith autism

 m
ight need specialized approaches

to learning appropriate behavior. For exam
ple, the scolding look that stops your typical tw

o-year-old in his tracks
m

ay m
ean nothing to a 30-year-old w

ith autism
 w

ho has not learned to recognize em
otions and facial expressions.

W
ithout som

e of the abilities and skills that m
ost of us have developed as children and adults, people w

ith
autism

 are often just using the tools they know
 how

 to use. T
herefore, it is likely that behavior can be im

proved
by helping them

 to increase the tools they have available—
to com

m
unicate, to recognize their ow

n biological and
behavioral responses, and to build an increased ability to self calm

 and self regulate.
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Research on A
ggression in A

utism
A

 recent study
of aggression in autism

 show
ed som

e interesting trends in term
s of risk factors, w

hich m
ay

give som
e insight into challenging behaviors overall. 

■
T

here is a m
uch higher rate of aggression tow

ards caregivers in autism
 than in the general population

and in others w
ith intellectual disabilities.

■
U

nlike the risk factors in a typical population, aggression w
as equally com

m
on in girls as boys w

ith
autism

. Several other usual risk factors (low
er IQ

, low
er parental education, less language ability) 

w
ere not associated w

ith greater risk in autism
.

■
T

he research also show
ed that just like in the

typical population, age w
as a risk factor, w

ith
higher levels of aggression occurring at younger
ages, w

hich m
ay suggest that learning and

grow
th m

ay help behaviors im
prove.

■
T

hose children w
ith autism

 at highest risk of
aggression exhibited the follow

ing characteristics:

1. M
ore repetitive behaviors, especially 

self-injurious or ritualistic behaviors, or 
extrem

e resistance to change

2. M
ore severe autistic social im

pairm
ent

T
hese results show

 that core sym
ptom

s of autism
 are

associated w
ith the risk of aggression. Perhaps underlying

conditions such as a lack of social understanding or
the discom

fort associated w
ith breaking a routine m

ight prom
ote aggressive behavior. 



W
hat is helpful to know

 about behavior? 
B

efore considering challenging behavior in isolation, it is helpful to think about hum
an behavior in general.

Som
e behavior is biologically driven (w

e eat w
hen w

e are hungry) or reflexive (w
e cover our ears w

hen a noise 
is too loud). B

ut for the m
ost part, behavior occurs because it serves a function

and/or produces an outcom
e.E

ating
serves the function of satisfying hunger, and covering our ears softens the im

pact of the loud noise. B
ehavior

also serves as a form
 of com

m
unication. Seeing som

eone cover his ears, even w
hen w

e did not find a noise to 
be offensive, can com

m
unicate that he is particularly sensitive to sound.

It is critical to rem
em

ber that any individual is doing the best he can do in each situation, given his skills, 
education, physical and em

otional state, and past experiences. W
e classify certain behaviors as challenging because

w
e as individuals or a society find them

 to be difficult to accept. It w
ill be im

portant for you to becom
e a careful

observer, w
orking to understand the purpose of behaviors. T

aking a step back and considering w
hy a person m

ight
behave in a certain w

ay is the first im
portant step tow

ard understanding and learning how
 to help. It is also essential

to reducing your ow
n frustration. In fact, it is often helpful to think of an individual’s actions as a response, rather

than a pre-determ
ined or w

illful behavior. 

H
ow

ever, there is a difference betw
een understanding behaviors that w

e or society m
ight not find appropriate

and accepting those behaviors. For exam
ple, determ

ining w
hy a child needs to kick, and then developing his skills

for com
m

unication should be the objective (e.g. ‘ I need a break.’), instead of allow
ing kicking as a form

 of speech.
Sim

ilarly, w
orking to understand and treat biological conditions that m

ight cause challenging behaviors is essential.

“Sam
’s teacher m

oved to another city, so he entered his second year of high school w
ith a fam

iliar but less skilled 
instructor. Soon he w

as headed to the nurse’s office each m
orning and spending first period on her bed. C

learly the 
new

 teacher had anxiety, and the school staff believed that this w
as being reflected in Sam

’s behavior and increasing 
his anxiety as w

ell. O
r perhaps it w

as task avoidance, as there w
ere a lot of language dem

ands in that first period 
social skills class. T

hen one m
orning, he actually gagged and vom

ited, but once he got hom
e it w

as clear that Sam
 

w
as not sick. Soon after, other staff noticed that he w

ould turn his head to the side and his eyes w
ould roll during the 

period im
m

ediately after lunch. W
e also noticed a tendency to retreat to the couch at hom

e after dinner. T
hat’s w

hen 
w

e consulted the gastroenterologist, and sure enough, he w
as diagnosed w

ith reflux. A
ll of these odd behaviors and 

the trips to the nurse’s office subsided once he w
as treated.” 

– E
D

, m
other

W
hen thinking about your loved one w

ith challenging behaviors, it is also im
portant to consider his 

positive features and strengths. Show
 respect for his thoughts, feelings and the likelihood that he understands

far m
ore

—
or alternately, perhaps far less—

than you m
ight consider. T

ake care not to speak about him
 in his

presence, for it is lik ely that he understands m
ore than he is able to show

. T
alk to him

 and provide him
 w

ith 
inform

ation, even if you are not sure that he understands w
hat you are saying. It is im

portant to build your child’s
trust in your support, and shape his m

otivation and purpose into m
ore acceptable behaviors. 
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Function of Behavior
W

henever behavior occurs, it is im
portant to consider its purpose, or w

hat is m
ost often called its function.

A
lthough som

e behavior is biologically driven, m
uch behavior is learned over tim

e and through experiences, 
and shaped by w

hat happens before and after the behavior takes place. O
ther behaviors m

ay have begun as 
biologically driven (such as scratching an itch) but m

ay turn into som
ething that serves a different function

(perhaps scratching to gain a teacher’s attention).

“Special educators [and parents] need to look at w
hat a child can do instead of w

hat he/she cannot do. T
here needs to

be m
ore em

phasis on building up and expanding the skills a child is good at. Too often people get locked into a label
such as dyslexia, A

D
H

D
, or autism

, and they cannot see beyond the label. K
ids that get a label often have uneven skills.

T
hey m

ay be talented in one area and have a real deficiency in another. It is im
portant to w

ork on areas w
here a child

is w
eak, but an em

phasis on deficits should not get to the point w
here building the area of strength gets neglected.”  

– Tem
ple G

randin, P
h.D

.

A
n exam

ple of a productive behavior m
ight be asking for som

ething to eat, then receiving a cookie. T
he

function of m
aking the request is to get the cookie. For a child w

ith lim
ited language skills, the strategies involved

in getting a cookie m
ight look very different. B

ut if the end result is the sam
e, w

hatever the individual needed 
to do to be fed is the m

ethod by w
hich he has learned to ‘get a cookie.’ O

ver tim
e, an individual w

ith significant
com

m
unication challenges is likely to develop som

e creative and interesting m
ethods for com

m
unicating—

som
e

of w
hich m

ight be considered challenging.

T
he F

unction of C
hallenging B

ehaviors
C

hallenging behaviors, such as aggression, disruption, or self-injury are often a chief concern of caregivers of 
individuals w

ith autism
 and other developm

ental disabilities. M
any of these challenging behaviors are learned and

m
aintained by w

hat happens im
m

edi ately before and after the problem
 behavior. B

ecause they are learned behaviors,
problem

 behaviors can be m
odified by m

anipulating or changing situations in the environm
ent, especially the events

before and after the problem
. In m

ost cases, challenging behavior is seen as a w
ay to request or com

m
unicate a preferred

outcom
e (e.g., access to toys, food, social interaction, or cessation of unpleasant activity). T

herefore, the goal is to replace
the inappropriate “request” w

ith m
ore adaptive (appropriate and effective) com

m
unication.

-p.13 Targeting the B
ig T

hree

Q
uestions you m

ight ask about w
hy a person is behaving in a certain w

ay include:

■
D

id this behavior start suddenly? If so, m
ight m

y child be sick or is there another change that 
m

ight have caused this?

■
Is there som

e underlying m
edical concern or condition that is m

aking him
 reactive? T

ired? Stressed?

■
W

hat is m
y child attem

pting to gain from
 this behavior? Is he trying to escape som

ething?

■
W

hat is he trying to tell m
e? W

hat can I learn from
 this?

■
D

oes it happen in certain places, w
ith specific people or in situations w

here he is hungry or tired? 
Is there som

ething w
e m

ight adjust in his surroundings that m
ight im

prove the situation? 
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■
W

hat happens before the behavior? Is there som
ething that m

akes it m
ore likely to occur? 

■
W

hat happens after the behavior occurs? W
hat is helping this behavior persist? W

hat m
aintains it or

m
akes it w

ork as a tool for this individual? 

■
W

hat do I typically do to get m
y child to stop engaging in the behavior? A

m
 I (or is som

eone else) 
giving him

 m
ore attention then, or doing som

ething that m
ight be m

aking the behavior w
ork to get 

him
 w

hat he w
ants? 

If you can develop an idea of w
hen or w

hy a behavior is happening, you m
ay realize there are sim

ple solutions
that help to im

prove a situation and m
ake an undesired behavior less likely to occur. 

It is also essential to rem
em

ber that behavior changes, and people adapt. T
he sam

e behavior that serves a
specific function in one situation m

ay serve a different  purpose in another setting. In other w
ords, one bite

m
ight be out of frustration w

hen a child w
ants som

ething he is unable to ask for. A
nother m

ight occur w
hen he

is afraid and needs to get aw
ay, and yet another m

ight be an autom
atic response to intense stress. A

nd although
biting is the sam

e behavior, the reasons it happens (the function) can be very different. 

B
ehavior generally serves one of several functions:

■
O

btaining a desired object or outcom
e

■
E

scaping a task or situation

■
G

etting attention, either positive (praise) or negative (yelling) 

■
T

rying to self-calm
, self-regulate or feel good (sensory input)

■
B

lockingor staying aw
ay from

 som
ething painful or bothersom

e (sensory avoidance)

■
R

esponding to pain or discom
fortA

ttem
pting to gain control over an environm

ent or 
situation (self-advocacy)

Im
provem

ents can often be m
ade by changing the situations and environm

ent, or the things that com
e before

and after problem
 behaviors occur. A

nd since behavior is often a form
 of com

m
unication, teaching m

ore adaptive
and appropriate w

ays of com
m

unicating can often reshape problem
 behaviors into m

ore appropriate requests,
protests and responses. 

“B
efore I w

as able to express m
yself w

ith m
y speech , the only w

ay I knew
 how

 to escape from
 situations and people 

I didn’t like w
as to hit and bite and run. I didn’t w

ant to hurt anyone, but I just couldn’t stand being there anym
ore

and I couldn’t explain m
y thoughts or feelings in any other w

ay. So m
any things bothered m

e, it w
as like being in 

intense pain. N
ow

 that I’ve had years of practice – first w
ith signing and then m

y com
m

unication device – I can use
m

y speech and other form
s of com

m
unication to ask for a break or to m

ove to a quiet space, instead of using aggression.
T

hings are m
uch better for m

e now
.”  

–
D

R
, a young w

om
an w

ith autism

B
efore form

al interventions are developed, it is im
portant to consider the w

ide array of possible contributing
factors, including the biological ones. A

ppropriately determ
ining function is then essential to creating a plan that

m
ig ht effectively address the behavior. 
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For exam
ple, if a child is hitting his m

om
 in order to get out of m

aking his bed, putting the child in ‘tim
e

out’ w
ould actually give the child w

hat he w
anted (avoiding the task), and therefore support (reinforce) the 

behavior. In this case, he w
ould be inclined to hit again to escape. Instead, if it is determ

ined that the child hits
because the task is too difficult, m

aking the task easier to build success m
ight allow

 him
 to stay engaged, and

elim
inate the need to hit. You m

ay w
ant to start by helping him

 m
ake the bed, but be sure that he has to finish

the job correctly by putting on that last pillow
. 

In considering behavior, it is im
portant to look at the individual as a w

hole, and to consider productive as
w

ell as challenging or m
aladaptive

behaviors. It is also im
portant to recognize that w

hat w
e m

ight consider 
negative behavior m

ight have positive elem
ents—

the individual m
ight be standing up for his w

ants or desires.
B

uilding appropriate self-advocacy and self-determ
ination skills is essential. V

isit the Positive Strategies for 
Supporting B

ehavior Im
provem

entfor m
ore inform

ation.

People w
ith autism

 often report that they find the w
orld 

confusing and anxiety-producing. M
any of the succes sful supports 

for increasing appropriate behavior involve creating m
ore predictability

and safety, w
hile also building self-regulation, com

m
unication and

self-determ
ination skills. M

eet your child w
here he is now

, celebrate
the things he does w

ell, and take sm
all, positive steps to build the

skills and the trust that w
ill m

ake him
 m

ore adapted to your fam
ily

and the w
orld around him

.

Tw
o V

ital T
hings to R

em
em

ber 
B

y applying the principles of behavior, you w
ill teach the individual a m

ore appropriate w
ay to obtain w

hat she
w

ants (i.e., attention, access to leisure m
aterials, or avoiding doing a task, etc.). 

■
C

onsistency is V
ital - W

hile function-based behavior intervention can be very effective, for it to be m
ost successful,

it m
ust be im

plem
ented consistently at all tim

es by the m
ajority of people w

ho interact w
ith the individual. 

■
C

ontinuation is V
ital - M

ore im
portantly, the behavior intervention should continue even if the challenging 

behavior begins to decrease, m
uch like the w

ay m
edication or diet w

orks. H
oping for a lasting effect w

ithout 
continuing the changing agent (i.e., behavior treatm

ent, m
edication, and diet) w

ill only lead to frustration 
and failure. W

ith consistency and adherence to the behavioral guidelines, you w
ill see gradual change in the 

individual’s challenging behavior.
–Page 72 – Targeting the B

ig T
hree
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W
hy is it Im

portant to D
o Som

ething
about Challenging Behaviors? 

E
asily seeing w

hat the problem
 is and adjusting the situation m

ay be sim
ple enough to change challenging

behaviors. B
ut som

etim
es this is unsuccessful, in w

hich case continued challenging behaviors m
ay be a sign that

an individual needs help. T
his m

ay be a m
edical evaluation or a particular treatm

ent if som
ething is affecting his

health. O
r it m

ay require som
e changes in the supports, skills or tools that w

ill allow
 him

 to feel com
fortable, safe,

heard and validated. 

C
hallenging behavior m

ight reflect an individual’s only w
ay to cope w

ith a certain difficulty at any given
tim

e. W
ithout proper intervention, these behaviors tend to continue and m

ay get w
orse, creating an increasingly

challenging cycle for you and your loved one. Prom
oting and teaching adaptive behavior as early as possible is

essential for long term
 grow

th.

“B
efore L

indsay had speech, w
e could only guess at w

hat w
as causing her so m

uch pain. It w
as truly aw

ful to feel so
pow

erless to help your ow
n child. A

nd w
hen she w

as aggressive or hurting herself, there w
as no w

ay I w
as going to

sit back and take m
y tim

e to figure out w
hat w

as causing it. I had to intervene right aw
ay either by m

oving aw
ay

from
 her o r restraining her arm

s. O
nce w

e learned to see her behaviors as her form
 of com

m
unication, w

e could
begin to understand the purpose behind them

. T
hen w

e could really focus on strengthening the few
 com

m
unication

skills she had. E
ventually, her problem

 behaviors becam
e less and less frequent as they w

ere replaced by language.”  
- B

K
, a father

Your ability to learn the tools to address and reshape challenging behaviors as early as possible is im
portant

for the day to day quality of life for your loved one, as w
ell as your fam

ily. M
any parents m

ake subtle adjustm
ents

to adapt to their child’s behavior, but over tim
e, they can drift into patterns that becom

e a “new
 norm

al.” T
his

m
ay m

ean they no longer take their child shopping because of his aggression in the com
m

unity. T
hey m

ay no
longer bring him

 to visits w
ith fam

ily or friends because he is disruptive, and so they lose their supports and 
relationships. T

hey m
ay accept that a child is an early riser, but then 6 A

M
 becom

es 5 A
M

, then 4 A
M

, and
everyone is exhausted and no one is functioning w

ell. O
ver tim

e, these subtle adjustm
ents (som

etim
es called 

behavioral drift) can becom
e difficult to change, and can accum

ulate to lim
it the child’s and his fam

ily’s access 
to m

any im
portant things in life. 

©
 2012 Autism

 Speaks Inc. Autism
 Speaks and Autism

 Speaks It’s Tim
e To Listen & Design are tradem

arks ow
ned by Autism

 Speaks Inc. All rights reserved.

PAGE 7



C
hallenging behaviors can have a significant im

pact on the individual in m
any w

ays. T
hey can:

■
Interrupt academ

ic learning and as a result lim
it long term

 grow
th and developm

ent

■
L

im
it experiences and keep a person out of m

any opportunities for grow
th over his lifespan, including 

play dates, m
ainstream

 classroom
s, recreational options, and eventually his w

ork options, living conditions
and ability to be integrated into the com

m
unity

■
C

ause physical decline, pain, injury, especially w
hen aggression and self-injury are involved

■
C

om
prom

ise an individual’s psychological state, resulting in depression, stress, anxiety, and reduced 
self-confidence and self-respect

■
Im

pair social relationships, as w
ell as long term

 interactions w
ith siblings, parents and other fam

ily m
em

bers

■
A

ffect finances as a result o f em
ployability, m

edical and supervision expenses

■
R

educe independence and choice

C
hallenging behaviors can have a significant im

pact on the fam
ily and caregivers in m

any w
ays. E

ffects include:

■
A

dded stress and w
orry

■
Social isolation as a result of the em

barrassm
ent or stigm

a that accom
panies the m

aladaptive behavior

■
A

nxiety and/or depression for parents and siblings

■
L

ess tim
e and attention for other children, responsibilities or interests 

■
P

hysical danger

■
Fear of harm

 to them
selves, other fam

ily m
em

bers, others or the individual him
self

■
L

ess support from
 other caregivers, extended fam

ily or friends due to added com
plexities

■
F

inancial concerns that result from
 the costs of constant care and supports, dam

age to property, m
edical

bills, or the necessity of a parent to stop w
orking

■
Faster staff burnout and increased turnover

■
Problem

 behaviors that m
ight overw

helm
 the fam

ily’s ability to cope or intervene

It is im
portant to address challenging behaviors for m

any reasons, and the sooner the better. A
 25 pound

toddler w
ith reactive behavior and a fist is a challenge, but that sam

e behavior in a teenager w
ho w

eighs 175
pounds is a threat. If your child has challenging behaviors that you are not able to change, it is im

portant to 
seek out professional help.
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W
hat are som

e Challenging Behaviors Com
m

only D
isplayed

by Individuals w
ith A

utism
?

Som
etim

es know
ing m

ore about a behavior itself, or learning the language to describe the behaviors you see
to a professional, can help others to recognize the seriousness of the problem

 or find the right team
 m

em
bers or

approaches to understanding your concerns. T
he intensity, frequency and severity of behaviors w

ill vary considerably
across individuals and settings, and m

ay change over tim
e. For m

any fam
ilies, the list below

 m
ay seem

 overw
helm

ing
and w

ell beyond the concer ns you have about your child. Som
e of these behaviors occur only rarely and m

any w
ill

not describe w
hat you see in your child. H

ow
ever, any of these m

ay require you to learn new
 skills or perspective

and can be addressed w
ith assistance from

 professionals w
hen they do occur.  

D
isruption

occurs w
hen an individual exhibits inappropriate behaviors that interfere w

ith the function and
flow

 of his surroundings. E
xam

ples include interrupting a classroom
 lesson, the operation of a w

ork environm
ent,

or a parent’s ability to m
ake a m

eal. B
ehaviors m

ight include banging, kicking or throw
ing objects, knocking things

over, tearing things, yelling, crying, or sw
earing.

E
lopem

entrefers to running aw
ay and not returning to the place w

here a person started. In autism
, elopem

ent
is often used to describe behaviors in w

hich a person leaves a safe place, a caretaker, or supervised situation, either
by ‘bolting,’ w

andering or sneaking aw
ay. 

“T
here w

as a young m
an w

ho w
as alw

ays eloping, H
e w

ould run and w
e could not figure out w

hy. U
nfortunately

this running w
as b oth scary and dangerous. W

e w
orked to try and figure out w

hy he w
as running and w

hen w
e

couldn’t w
e decided to try and teach him

 how
 to ask to run. O

nce w
e opened this door up he w

ould ask before he
w

ould run and the parent w
as able to tell him

 w
here he could run and som

etim
es she w

ould run w
ith him

. It w
asn’t

the perfect solution but it w
orked to keep him

 safe and that w
as the best w

e could do at the tim
e and it w

orked”.
–

B
ehavioral C

onsultant

Incontinenceis the (usually) involuntary passing of feces or urine, generally not into a toilet or diaper. Som
etim

es
there is an underlying physical concern that m

ight need treatm
ent or incom

plete toilet training that m
ay need

additional teaching. For som
e individuals, it m

ay be a sign that there is difficulty recognizing body signals before
it is too late. S om

etim
es an individual learns to use ‘peeing his pants’ or urinating on the floor as a m

eans of gaining
attention or escaping an undesirable task or situation.

N
on-com

pliance
is used to describe w

hen an individual does not or refuses to follow
 the directions, rules 

or w
ishes of som

eone else. N
on-com

pliance can be passive, such as not follow
ing a direction, or active, such 

as w
hining/crying, becom

ing aggressive or self-injurious. It is helpful to rem
em

ber that non-com
pliance can 

be purposeful, but at tim
es can also result from

 lack of understanding, lack of m
otivation, fatigue, or poor 

organizational or m
otor planning issues. 

O
bsessions, com

pulsions, and ritualsare often strong, irresistible urges that can result in difficulty w
ith a person’s

ability to cooperate, to m
anage change or to be flexible and adjust. T

he com
pulsion involved in obsessions and

rituals can often lead to additional challenging behaviors if they are interrupted or forbidden.
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■
A

n obsession
is w

hen a person’s thoughts or feelings are dom
inated by a particular idea, im

age or desire,
such as a person w

ho only w
ants to talk about elevators. 

■
A

 com
pulsion

is the drive to do som
ething in particular or in a particular w

ay, such as the need to
straighten all the forks at the dinner table. 

■
A

 ritualis used to describe a repetitive behavior that a person appears to use in a system
atic w

ay in order
to prom

ote calm
 or prevent anxiety, such as arranging all the pillow

s in a certain w
ay before being able to

settle in to sleep.  

P
hysical aggression

is an act of force that m
ay cause harm

 to another person, and m
ight include hitting, biting,

grabbing, hair pulling, slapping, kicking, pinching, scratching, pulling, pushing, head butting, or throw
ing things. 

P
roperty destruction

includes beh avior in w
hich belongings or property are harm

ed, ruined or destroyed and
m

ight include breaking, throw
ing, scratching, tearing, defacing, etc. belongings (his or those belonging to others).

Self-injury
is the attem

pt or act of causing harm
 to a person’s ow

n body severe enough to cause dam
age. 

Self injury can present in a w
ide range of behaviors including head banging, hand-to-head banging, body 

slam
m

ing, hitting or punching oneself, eyeball pressing, biting oneself, w
ound picking, and hair pulling. 

Self m
utilation such as cutting one’s skin, burning, or bone breaking, is less com

m
on in autism

 unless other 
psychiatric conditions co-occur.  

Sexual inappropriatenesscan take m
any form

s in autism
, and m

ight be described as a lack of sexual inhibition
or ‘acting out’ behavior. L

ack of im
pulse control and poor social understanding m

ight result in acting on sexual
im

pulses that others know
 to keep private, such as sexual advances (propositions), sexual touching, prom

iscuity,
exposing one’s genitals, m

asturbating in public, sexual talk, obscene phones calls or voyeurism
 (w

atching others
in private situations). D

epending on the severity and the circum
stances, sexual inappropriateness m

ay lead to, or
be considered, sexual aggression. 

T
hreatening behavior

includes physical actions that do not involve
injury or actual contact w

ith another person
(such as holding up a

knife), or stated or w
ritten threats to people or property.

Tantrum
 or m

eltdow
n

describes an em
otional outburst that 

m
ight involve crying, scream

ing, yelling and stubborn or defiant 
behavior. T

he person m
ight lose control of his physical state, and 

m
ay have difficulty calm

ing dow
n even if the desired outcom

e has
been achieved. 

Verbal aggression
generally involves the use of threats, bullying 

tactics, negative language, ultim
atum

s and other destructive form
s 

of com
m

unication. 
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Less Com
m

on Challenging Behaviors
Fecal digging

occurs w
hen an individual puts his fingers into his rectum

 (backside). Fecal sm
earing and 

handling of feces (poop) occurs w
hen feces are spread on property or the individual him

self.  E
ach of these

m
ight be rooted in m

edical causes such as skin or digestive tract concerns, or m
ay be learned behaviors that

serve a purpose such as access to attention or escape from
 unpleasant situations. 

Food refusaloccurs w
hen a person refuses to eat anything at all. 

P
ica

is an eating disorder that involves eating things that are not food. Som
e individuals w

ith autism
 and

other developm
ental disabilities eat item

s such as dirt, clay, chalk or paint chips. P
ica can also occur w

hen a 
body craves certain nutrients or m

inerals that are lacking in the diet/body, as som
etim

es occurs in w
om

en 
during pregnancy. 

R
um

ination
describes the practice of (voluntarily or involuntarily) spitting up partially digested food and 

re-chew
ing it, then sw

allow
ing again or spitting it out. R

um
ination often seem

s to be triggered by reflux or other
gastrointestinal concerns.

P
urposeful or self-induced vom

iting
is throw

ing up on purpose. C
ontributing factors such as reflux, hyper gag

reflexes and eating disorders (bulim
ia) should be considered.

It is im
portant to repeat that w

hile these behaviors m
ight all be challenging, they should not be assum

ed to
be purely behavioral, or purposeful. A

s discussed earlier, they are often learned responses. Som
etim

es there is a
biological root or trigger that m

ight require investigation or treatm
ent in order to help the individual get to a

m
ore com

fortable place w
here he m

ight be able to learn adaptive skills. E
ven if treatm

ent is not im
m

ediately 
effective, som

etim
es just know

ing of a m
edical or neurological cause of a behavior can change how

 you think
about it and how

 you respond.

Resources:
■

A
sperger’s Syndrom

e: M
eltdow

ns;IA
N

 C
om

m
unity, 

http://w
w

w.iancom
m

unity.org/cs/about_asds/aspergers_syndrom
e_m

eltdow
ns

■
A

utism
 Solutions, H

ow
 To C

reate a H
ealthy  A

nd M
eaningful L

ife For Your C
hild, 

R
icki R

obinson, M
D

, M
P

H
http://w

w
w.drrickirobinson.com

/

■
Targeting the B

ig T
hree: C

hallenging B
ehaviors, M

ealtim
e B

ehaviors, and Toileting 
by H

elen Yoo, P
h.D

, N
ew

 York State Institute for B
asic R

esearch
A

utism
 Speaks Fam

ily Services C
om

m
unity G

rant recipient
http://w

w
w.autism

speaks.org/sites/default/files/challenging_behaviors_caregiver_m
anual.pdf

■
T

he A
utism

 R
evolution, M

artha H
erbert

http://w
w

w.m
arthaherbert.org/
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W
ho Can H

elp? 
W

hat is this Idea of a Team
?

Individuals w
ith autism

 are often quite com
plex, so it is helpful to take a broad approach w

hen evaluating
concerns, and deciding how

 to provide appropriate support. In order to m
eet their various needs, m

any individuals
w

ith autism
, especially those w

ith challenging behaviors, need a team
 to develop specialized and individualized care.

Team
 M

em
bers to Consider 

D
epending on the placem

ent, circum
stances, services, supports and concerns surrounding your loved one

w
ith challenging behaviors, the team

 m
ight include the individuals and professionals from

 the disciplines out-
lined below

. T
he actual m

ix of professionals and titles w
ill vary across situations, but for m

ost people it w
ill be

im
portant to have som

eone in each of the roles described, either as an ongoing advisor, or as a consultant at
som

e point. 

■
Individual w

ith A
utism

:T
o m

aintain a person-centered approach and treat your loved one w
ith dignity

and respect, it is essential to include his voice at the table. K
eep his w

ellbeing in the forefront of your 
m

ind as you plan and program
 as a team

. Seek his perspective on the behaviors that are concerning, and
w

hy they take place. W
ith som

e kids, it m
ight help to ask, ‘W

hy do you need to do this? H
ow

 can w
e help?’ 

W
herever possible, involve him

 in the decision-m
aking. Som

e individuals w
ill have strong preferences 

that can greatly affect outcom
es.  

E
ven if it seem

s that your child is not able to understand w
hat you are saying, let alone m

ake decisions
about his care, talking to him

 directly m
ight deliver m

ore inform
ation and generate m

ore understanding
than you m

ight expect. In addition, a person w
ho does not respond verbally can deliver a great deal of 

inform
ation about his com

fort, preferences and dislikes through his behavior. Involving him
 in the treatm

ent
process can help to build his social skills, self-advocacy skills, and independence. R

em
em

ber to be sensitive
to talking about him

 in his presence, as it is possible that he understands m
ore than he can show

. 

B
elow

 is an excerpt from
 A

 Full L
ife w

ith A
utism

, from
 the perspective of Jerem

y, a young m
an w

ith autism
 w

ho
learned to type to com

m
unicate: 

“I have often tim
es been the victim

 of ignorance. I think you have to be brave to get over the horrible tim
es people hurt you

by talking like you don’t understand the com
m

ents they are m
aking about you w

ithin earshot. I don’t think people realize
the kind of effect they have on nonverbal people. You know

 that intentional abuse is unforgiveable, but in som
e cases ig-

norance is just as painful. I rem
em

ber w
hen I w

as in junior high the occupational therapist told the teacher I w
ould never

learn and she did not understand w
hy I w

as in m
ainstream

 classes …
.. I w

as so upset because even though I could not talk
or type, I could listen and learn. I w

anted to die.”

From
 A

 Full L
ife w

ith A
utism

 by C
hantal Sicile-K

ira and Jerem
y Sicile-K

ira. C
opyright ©

 2012 
by the authors and reprinted by perm

ission of Palgrave M
acm

illan, a division of M
acm

illan P
ublishers L

td.
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■
Parent(s):You are the key inform

ant and advocate and an absolutely essential m
em

ber of the treatm
ent

team
. O

utcom
es are better w

ith fam
ily involvem

ent. N
o one know

s your loved one, his history or the 
dynam

ics of your beliefs and your household the w
ay you do. You m

ight need to tell a story or give an 
exam

ple to fully describe the situations you find difficult or the needs you m
ight see in your child. 

B
e prepared to ask questions, raise your concerns and preferences, and ask for help. E

ffective com
m

unication
across the team

 is essential, and in m
any cases you m

ay be the one facilitating the sharing of inform
ation.

T
ake notes, but also request inform

ation, suggestions and treatm
ent plans in w

riting, since afterw
ards it

m
ay be hard to recall w

hat w
as said. A

sk for referrals to additional resources and share concerns about tim
e

and financial abilities. A
sk for training and w

here else you m
ight find help. 

If you are asked to do som
ething you cannot do because it is too expensive, too difficult, or you don’t understand

the objective, speak up and ask for other ideas.

You are likely to fall into a role as the team
 leader or coordinator, but if this is too m

uch for you to take on,
there m

ight be help. L
ook into finding a case m

anager (see below
), special needs parent advocate, fam

ily
m

em
ber or friend. A

sk for suggestions from
 a prim

ary care provider. A
sk som

eone to accom
pany you to

m
edical or specialist appointm

ents to take notes and help you understand the choices and inform
ation

being presented. You do not need to do this alone, but you m
ay need to seek out and advocate for the level

of supports that your fam
ily needs. 

“W
hen m

y daughter w
as m

oving from
 1st grade to a new

 school, I created a 3-ring binder notebook w
ith plastic 

inserts and dividers. In each plastic insert, I placed sheets of her school w
ork both good and bad to show

 her grow
th. 

I included artw
ork, certificates and added a picture to the front. A

lm
ost just as im

portant, I included inform
ation

from
 her M

edical H
om

e and all of the other care providers on her team
. T

his gave each team
 m

em
ber and everyone

w
ho saw

 it, the full scope of w
ho m

y daughter w
as. T

hat notebook gave m
e the tools I needed to be the best Team

L
eader for m

y daughter. N
ot to m

ention, it helped m
e effectively com

m
unicate w

ith our entire team
. I still update

and use this notebook m
ethod for everything from

 IE
P

s to Sum
m

er C
am

ps...it w
orks!!”  - K

D
, parent

■
C

ase M
anager:D

epending on the age or placem
ent of your loved one, this m

ight be a school case m
anager,

or a representative from
 a service agency, such as a regional center (in C

alifornia) or your state’s D
ivision 

of D
evelopm

ental D
isabilities or D

epartm
ent of C

hild and Fam
ily Services. Ideally, this person should be

your direct contact, and should be helping to gather resources, team
 m

em
bers and ideas. T

he effectiveness,
skill set and tim

e availability of a case m
anager w

ill vary considerably due to m
any factors, and in som

e 
circum

stances, you m
ay not have one. You m

ay have to advocate strongly in order for the case m
anager to

understand the level of your concerns. If you do not have a case m
anager, som

etim
es a friend or fam

ily
m

em
ber can help you to research, track and organize the body of inform

ation that com
es w

ith the challenges
of your loved one. 

■
M

edical P
rofessional:If you do not yet have one, try to build a ‘m

edical hom
e’—

a relationship w
ith a doctor

w
ho know

s your child, and w
ho you know

 and trust. Involve your prim
ary doctor in evaluations, as he should

be able to help w
hen considering m

edical triggers for behavioral concerns. If your provider does not have a
lot of experience in autism

, it m
ight help to share the list of T

hings to C
onsider in the next section and w

ork
through the possibilities together. Your doctor m

ight refer you to specialists in areas of concern, and m
ay

be helpful in finding som
e of the other team

 m
em

bers or therapists in the roles described below
. 
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■
A

m
ong others, referrals to specialists m

ight include:

■
hearing assessm

ents (audiologist)

■
vision evaluation (ophthalm

ologist or optom
etrist)

■
stom

ach or digestive tract concerns (gastroenterologist)

■
diet or nutrition issues (nutritionist)

■
allergies (allergist)

■
im

m
une concerns (im

m
unologist)

Just because an individual has autism
, it does not m

ean that he is exem
pt from

 any of the other health concerns that
affect any of us. 

Som
etim

es doctors try to consider sym
ptom

s and signs, relate them
 back to w

hat they know
 about autism

and w
rite off anything difficult to interpret as behavior. T

his is especially difficult if your loved one has lim
ited

language and cannot describe pain or perception issues. You m
ight have to advocate in order to keep the focus on

the individual and your concerns. Just because a broken leg is not associated w
ith autism

 in the research liter ature,
doesn’t m

ean your child w
ho just fell out of a tree does not have one!

In som
e states, you m

ight have access to an A
utism

 T
reatm

ent N
etw

ork
site, w

here the m
edical concerns 

associated w
ith autism

 are being researched and treated according to collaboratively developed protocols w
ith

team
s w

ho specialize in autism
 treatm

ent.
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Is your loved one an adult or approaching adulthood?
It is im

portant to note that w
hile pediatricians are becom

ing increasingly
aw

are of som
e of the issues related to autism

, individuals on the spectrum
 are

still relatively rare and novel in the w
orld of adult m

edicine. Som
etim

es 
individuals w

ith developm
ental disabilities stay in pediatric care far beyond 

childhood. If a sw
itch to an adult provider is necessary, try to facilitate a 

transition of m
edical records as w

ell as conversations w
ith the pediatric 

caregiver. You m
ay w

ant to pass along this introduction for internists: 
‘G

ently does it,’caring for adults w
ith autism

, from
 the A

m
erican C

ollege 
of P

hysicians. 

If you find your loved one in the care of an adult doctor new
 to autism

, 
you m

ay need to share the inform
ation and resources provided in t his 

tool kit, or additional general background inform
ation such as Y

our N
ext 

Patient H
as A

utism
…

.



■
B

ehavioral H
ealth P

rovider
or B

ehavior A
nalyst:A

 team
 m

em
ber w

ho is trained in behaviorally based 
evaluations and interventions is often instrum

ental in understanding your child’s challenging behaviors
and developing supports and strategies. T

his m
ight be a school psychologist, general psychologist, 

B
oard C

ertified B
ehavior A

nalyst(B
C

B
A

) or other behaviorally trained provider. T
hese providers w

ill 
use the elem

ents of A
pplied B

ehavior A
nalysis(A

B
A

) in supporting your loved one. 

A
B

A
 techniques involve controlling factors in the environm

ent and m
onitoring interactions prior to a behavior

(antecedents) and responses after a behavior (consequences). T
hese techniques, including using positive 

reinforcem
ent, are pow

erful in shaping behavior in individuals w
ith autism

. For m
ore inform

ation, see the
A

T
N

 A
pplied B

ehavior A
nalysis: A

 Parent’s G
uide

and tips on Partnering w
ith your C

hild’s A
B

A
 Instructor.

“I honestly do not know
 w

here m
y son, T

yson, w
ould be today w

ithout A
B

A
. I am

 a true believer, although it w
as

definitely not easy in the beginning. I hadn’t realized how
 m

uch w
ork it w

as going to be for m
e and m

y w
ife, not 

to m
ention for our B

C
B

A
, but it w

as w
ell w

orth it in the end. W
e basically started breaking dow

n every task in
T

yson’s life into very sm
all, m

anageable steps, and w
e rew

arded him
 for even his ‘sm

allest’ successes. T
hen the 

B
C

B
A

 w
ould have us system

atically raise the bar as he did m
ore and m

ore independently. I can say that T
yson is 

in an inclusive m
iddle school today (w

ith lots of accom
m

odations) because A
B

A
 therapy helped him

 learn how
 to 

do alm
ost everything from

 looking, listening, and sitting in his chair.”  
–

H
K

, a father

■
E

ducator/Job C
oach/H

abilitator:If your child is under the age of 21, it is likely that he is in a school based
program

 w
ith a teacher. O

nce he reaches adulthood, instruction is m
ore likely to com

e through a habilitator
or staff m

em
ber at a day program

, or a job coach. In both instances, finding a lead educator w
ith autism

experience and background in behavior al interventions w
ill likely be helpful. Schools w

ill require credentials
on a state-by-state basis, but there is very little licensing or required training for adult service providers in
m

ost states. 

■
M

ental H
ealth P

rovider:C
onsideration of em

otional and m
ental health concerns, as w

ell as training and
supports for the individual and the fam

ily, can com
e from

 a psychologist, school psychologist, psychiatrist,
social w

orker, or com
m

unity m
ental health w

orker. 

■
Speech Pathologist or Speech L

anguage Pathologist (SL
P):A

 trained speech specialist can evaluate an individual’s
ability to understand language as w

ell as produce speech. T
hese specialists are trained to see subtle concerns

that m
ight reflect com

m
unication deficits that an individual m

ight find frustrating., A
 speech professional

can also be invaluable in developing functional com
m

unication
skills. 

Som
etim

es schools or agencies w
ill resist providing speech services for a person w

ho is non-verbal. B
ut it is

the developm
ent of com

m
unication system

s (e.g. use of gestures and visuals, picture exchange system
s (PE

C
S),

sign language, voice output technology), not the pronunciation of sounds, that is the target for m
any speech

thera py interventions in autism
. B

e persistent!

■
O

ccupational T
herapist (O

T
):A

n occupational therapist can help to evaluate concerns w
ith fine m

otor issues,
as w

ell as the sensory and stim
ulation differences. M

any O
T

s have also been trained in interventions and
coping strategies to help m

ake individuals feel m
ore com

fortable in their surroundings. 

©
 2012 Autism

 Speaks Inc. Autism
 Speaks and Autism

 Speaks It’s Tim
e To Listen & Design are tradem

arks ow
ned by Autism

 Speaks Inc. All rights reserved.

PAGE 15



P
hysical therapists (P

T
), w

ho generally w
ork on large m

otor tasks and functions, m
ay also be trained in re-

lated techniques. B
oth O

T
s and P

T
s can be instrum

ental in developing effective exercise program
m

ing.

E
ach of these team

 m
em

bers m
ight bring a different view

 of the sam
e person to the table, providing perspec-

tive and expertise in understanding and creating system
s of support. It is up to the parent, hopefully w

ith the
support of another key team

 m
em

ber such as the case m
anager or doctor, to w

eigh and prioritize the input from
these team

 m
em

bers. A
 com

bined approach from
 the team

 should help to address physical, m
ental and learning

concerns, and create a positive support plan for addressing challenging behaviors and helping you help your
loved one w

ith autism
 to grow

 and adapt.

Things to Look For in Your Child’s Team
 

(and Q
uestions You M

ight A
sk)

It m
ight be helpful if you first go through the list of questions included below

 so that you have a sense of
your ow

n expectations and perspectives and can find a good m
atch. A

lso keep it m
ind that certain personalities

and styles w
ill fit you or your child better than others. 

■
Person-centered approach:Professionals w

ho think of your child as a person first—
not the disability or 

the behaviors—
w

ill be the m
ost helpful in discovering his strengths and his challenges. A

 person-centered
approach w

ill allow
 your team

 to find the tools and strategies that w
ill be m

ost helpful to him
 as an individual

and to you as a fam
ily. A

 fam
ily-centered approach is also im

portant, so it is essential to consider the values,
priorities and specific needs of your fam

ily.

■
W

hat do you see about m
y child that you think ism

eaningful? H
elpful? D

ifferent?

■
W

hat are his strengths? W
hat can you see of his preferences and fears?

■
T

his concern is as m
uch about the questions the provider asks you, as it is about how

 he answ
ers your questions.

D
oes he try to understand your loved one, fam

ily dynam
ics, priorities, strengths, confounding factors, etc?

■
C

ollaborative:T
he ch allenging behaviors that m

ight develop from
 a variety of factors w

ill require m
any

points of view
. T

here m
ay be a need for m

ultiple providers or even m
ultiple agencies, and the team

 w
ill

need to w
ork together on the person’s behalf. C

ollaboration also requires good com
m

unication betw
een

the m
em

bers of the team
. Som

e parents carry a notebook, an inform
ational sheet and even m

akeshift
brochures regarding their child to share w

ith other team
 m

em
bers.

■
H

ow
 do w

e com
m

unicate as a team
? 

■
W

hat inform
ation can you give m

e to share w
ith other team

 m
em

bers?

■
H

ow
 have you w

orked collaboratively in the past?

“I have to say, w
e w

ere lucky enough from
 the beginning to have assem

bled a group of fine people w
ho had the very

best intentions of helping m
y son E

li. B
ut a few

 m
onths into his preschool year, after E

li’s progress seem
ed to have

stalled, the school psychologist realized that w
e w

ere not com
m

unicating w
ell enough w

ith each other. W
e w

ere a
patchw

ork team
 in w

hich one hand hardly knew
 w

hat the other one w
as doing. O

nce w
e started holding m

onthly
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team
 m

eetings at the school w
here w

e could coordinate w
hat each person found helpful, E

li really started to m
ake a

lot of progress. K
eeping a daily com

m
unication book in his backpack (and now

 an em
ail chain) w

as terrific because 
it kept us all in the loop and it w

as a w
ay to docum

ent everyone’s ideas.”  – SW
, a m

other

■
B

road thinking approach:G
iven the com

plexities and variability associated w
ith au tism

, it is critical that
team

 m
em

bers think about all of the possible driving and com
plicating factors that m

ight influence an 
individual’s behavior. (See T

hings to C
onsider) E

specially w
hen a challenging behavior is new

 or has 
dram

atically increased, m
edical issues should be considered early in the evaluation process. 

■
W

hat do you know
 about other interventions? 

■
D

o you have any suggestions for o ther team
 m

em
bers w

ith ____ expertise w
ho m

ight be helpful? 

■
D

o you think _____ m
ight reflect som

ething physical or em
otional? Is there som

ething else w
e should be considering?

■
E

xperience w
ith A

utism
:E

specially w
hen it com

es to challenging behaviors, it is im
portant to try to con-

nect w
ith providers w

ho are experienced w
ith autism

. For exam
ple, a doctor w

ho understands that a m
ini-

m
ally verbal chi ld ca nnot report pain m

ay have developed other w
ays of gathering inform

ation about
possible concerns. A

 psychologist w
ho understands that sensory issues m

ay cause a child to be m
ore anx-

ious in certain situations m
ay utilize a different approach to evaluation. You can learn about the provider’s

experience by asking at his office, or by connecting w
ith school or agency staff, other parents, or local sup-

port groups for suggestions and recom
m

endations. 

■
W

hat is your experience in w
orking w

ith individuals w
ith autism

? T
his age group? T

his type of challenging 
behavior? T

his intervention plan?

■
C

om
m

itm
ent to evidence-based interventions:T

eam
 m

em
bers should focus on m

edications, interventions
and program

m
ing that research has show

n to be effective. H
ow

ever, it is im
portant to rem

em
ber that each

indiv idual should be treated as such. A
n intervention that has been validated in a diagnosed co-occurring

condition, such as depression, should not be tossed aside just because it has not been established as a treatm
ent

in autism
. 

T
he team

 should treat the person and the presenting sym
ptom

s, not the ‘autism
.’ 

In addition, the field of autism
 is evolving, and for m

any interventions the research has not be en done. 
A

 la ck of research m
ay not m

ean a lack of effect or relevance to your child’s situation. C
onsult other 

team
 m

em
bers to help you assess suggestions, but also know

 that you m
ight not all agree. You should 

w
ork w

ithin your team
 to w

eigh risks and benefits. For m
ore on autism

 best practices, see the N
ational

A
utism

 C
enter’s A

 Parent’s G
uide to E

vidence-B
ased Practice and A

utism
and the N

ational  Profe ssional
D

evelopm
ent C

enter on A
utism

 Spectrum
 D

isorders . 

■
W

hat does the research say about the use of this intervention for ____? W
hat other inform

ation is available?
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■
P

rofessional judgm
ent:W

hile research studies show
 the general effects of an intervention across a 

population, an evaluation of effectiveness should take place for interventions used w
ith any specific person. 

A
ssessing effects requires set targets, goals and protocols, as w

ell as a plan for collecting and analyzing
data. D

ata analysis is im
portant so that you know

 w
hat is w

orking, and w
hen and if a lternate treatm

ent
choices should be considered. 

■
W

hat is the target behavior of this intervention? 

■
H

ow
 w

ill w
e know

 if it is w
orking? W

hat are w
e tracking? 

■
W

hat are the side effects? 

■
W

hat is our role in the intervention?

■
R

esponsiveness:Providers should give you as m
uch inform

ation as you need to understand the intervention
and your role in it. T

hey should listen to your concerns and priorities—
cult ural, fam

ilial, financial, etc.—
and be able to adjust interventions to m

ake them
 w

ork for your fam
ily, the team

, and the individual’s needs.
V

oice your concerns and challenges so the providers can best support you and your loved one. 

■
W

hat is m
y role in this plan or intervention?

■
H

ow
 can w

e adjust _____ to take into consideration our fam
ily’s needs? M

y travel schedule? O
ur insurance plan?

■
T

his is too hard. D
ata reflects that it is not w

orking. T
his m

edic ation is m
aking him

 w
orse. W

hat do w
e do now

?

■
L

icensing, board certification or other credentials:It m
ight be helpful to request references and talk to others

w
ho have used a provider you are considering. A

 list of certification and credentials required for the team
m

em
bers above is listed below

: 

■
O

ccupation T
herapist/P

hysical/Speech T
herapists:

O
T

/P
T

/SLT
 State C

ertification R
equired (available online)

N
ational B

oard for C
ertifying O

ccupational T
herapy

(voluntary certification)
A

m
erican Speech-L

anguage-H
earing A

ssociation
(voluntary certification)

■
M

ental H
ealth P

rovider: 
Psychologist L

icense: State L
icensing B

oard (available online)
Psychologist C

ertification: A
m

erican B
oard of Professional Psychology

or 
N

ational A
ssociation of School Psychologists

C
linical Social W

orker: State license or certification (available online)

■
B

ehavioral H
ealth P

rovider:
C

ertification, required for B
C

B
A

 designation, but not required to use A
B

A
: 

B
ehavior A

nalyst C
ertification B

oard

■
M

edical P
rofessional: 

L
icense: U

nited States M
edical L

icensing E
xam

ination
C

ertification required: A
m

erican B
oard of M

edical SpecialtiesorA
m

erican O
steopathic A

ssociation
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H
ow

 and W
here to Find a Team

For school age children, m
any of these providers w

ill be available through your school (ask your child’s teacher
or Individualized E

ducation P
lan (IE

P
)team

 case m
anager), or by referral from

 your school team
 or your doctor.

Schools are required under the Individuals w
ith D

isabilities E
m

ploym
ent A

ct (ID
E

A
)to use F

unctional B
ehavior

A
ssessm

ent (F
B

A
), and then to support the learning of a child in school using a B

ehavior Im
provem

ent P
lan (B

IP
)

w
hen necessary. Further inform

ation is available here
and here.

A
dditional case m

anagem
ent and referral ideas m

ight com
e through your state disability agency, county of-

fices, or social services agencies. O
ften there are printed resource directories or you m

ight search online for your
state’s agency for developm

ental disabilities. C
heck phone books and county w

ebsites for governm
ent offices

that m
ight lead to the right agency. You m

ay need to call several num
bers to find out how

 to get to the right
place for w

hat you need. T
his m

ay be quite frustrating, but be persistent! P
ublic health departm

ents, offices of
children and fam

ily services, disability services or developm
ental disabilities m

ay be helpful; som
etim

es their
w

ork is subcontracted to other organizations such as E
aster Seals or U

nited C
erebral Palsy, or groups that only

exist in your state or city.  T
he A

utism
 Speaks R

esource G
uide

also contains state inform
ation by age.

“E
ach tim

e w
e saw

 a new
 doctor or therapist, or m

y daughter joined a new
 group or activity, I becam

e increasingly
overw

helm
ed. I oftentim

es found m
yself just staring at papers and num

bers and not know
ing w

here to start. A
 friend

of m
ine, w

hose child is also on the spectrum
, suggested I reach out to a case m

anager to help m
e sort through everything.

I w
anted to think I could do this all on m

y ow
n but decided to call. A

fter an hour-long m
eeting w

ith a case m
anager

at a local organization I felt m
uch better. T

here’s still so m
uch to do but I feel like I have a clear path to get there now

.” 
– M

M
, a parent

Som
e states have w

raparound
program

s, designed to build team
s of providers, fam

ily m
em

bers and natural
supports to help keep com

plex youth in their hom
es and com

m
unities. In autism

, w
raparound services can

som
etim

es fund behavioral program
m

ing. You can find a B
oard C

ertified B
ehavior A

nalyst (B
C

B
A

) here.

For adults, referrals m
ight com

e through an existing service provider, m
edical hom

e or M
edicaid

case m
anager.

C
ontacting the county or state agencies w

ill be sim
ilar to w

hat is described above, but different agencies m
ay be

involved in care for adults.  

It is im
portant to note that your prim

ary or initial contacts m
ay not have the necessary tim

e or specific skills
necessary to fulfill the needs of your child, his evaluation, or ongoing supports and interventions. You m

ay need
to ask for additiona l referrals and supports. K

eep asking.

C
ontacting other parents, often through your child’s school, program

 or local autism
 support groups, m

ight
reveal additional suggestions and resources, especially for providers w

ho are already w
orking in the field of

autism
. A

ttend conferences, lectures, or fundraising events such as W
alk N

ow
 for A

utism
 Speaks. E

ven if you
don’t have tim

e for the lectures or the event itself, take a pass through the vendor tables that are often set up just
outside to m

eet area providers w
ho m

ight be able to help. 

T
o access supports or resources specific to your state, please consult the A

utism
 Speaks R

esource G
uide. 

If you have found providers that have been helpful, please subm
it them

 to the database here.
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Funding Sources 
E

ven if you have an experienced professional team
 assem

bled, paying for the additional services and supports
can be yet another hurdle. Services provided by the school under the stipulations of ID

E
A

 are required to be
free and appropriate. T

hat m
eans you do not need to pay, and if the school does not have the necessary skills or

staff to m
eet your child’s needs, it is their responsibility to pay for the services required to do so. It m

ay require
significant advocacy to get them

 to do w
hat the law

 requires. M
ore inform

ation on your rights under ID
E

A
 can

be found here. 

A
sk your H

um
an R

esources officer about benefits, or check w
ith your insurance com

pany. C
ontact the 

public health departm
ent to learn about com

m
unity plans such as those for m

ental health or those targeted to
children. Funding  for m

edical needs is often covered through health insurance and/or M
edicaid. Speech and 

occupational therapists, as w
ell as m

edical specialists, are often covered under m
edical plans. H

istorically, som
e

of these benefits w
ere specifically denied for autism

 and developm
ental disabilities, but as autism

 has becom
e

m
ore com

m
on and research and advocacy efforts have increased, coverage for these item

s is im
proving. 

Som
e states have m

ental health parity law
s, w

hich indicate that m
ental health care has to be covered to the

sam
e degree as physical health issues. Som

e insurance plans also have stipulations for behavioral health supports
and interventions, and M

edicaid program
s provide w

rap around
services for behavioral interventions. It m

ay
take som

e significant investigation through your H
um

an R
esources departm

ent, your insurance com
pany or 

the M
edicaid office to find out the details of the m

ental or behavioral health coverage available. You m
ay find

assistance through your prim
ary care provider or a case m

anager. 

M
ilitary fam

ilies are covered by T
R

IC
A

R
E

, the m
ilitary healthcare program

, w
hich provides for lim

ited
A

B
A

 coverage for certain beneficiaries under the T
R

IC
A

R
E

 E
xtended C

are H
ealth O

ption (com
m

only referred
to as the E

C
H

O
 program

).  L
earn m

ore about T
R

IC
A

R
E

 eligibility criteria here.  

A
utism

 insurance legislation is in the process of being enacted state by state, w
ith various term

s regarding
im

plem
entation and coverage. M

ore than 30 states have passed autism
 insurance law

s; they are listed on the 
N

ational C
onference of State L

egislatures
w

ebsite. It is advisable to investigate and understand your coverage
so that you know

 w
hat to expect before beginning services. T

o find out the status of specific law
s for insurance

coverage for autism
 services in your state, visit the A

utism
 Speaks A

utism
 Votes

w
ebsite and select your state.

C
ertain state agencies can also provide funding for respite, w

hich is helpful in giving you a chance to catch
your breath. T

hese agencies, such as D
epartm

ents or D
ivisions of D

evelopm
ental D

isabilities or C
hildren and

Fam
ily Services m

ay have program
s, supports or suggestions of resources.
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Sources/Resources:
B

ehavior A
nalyst C

ertification B
oard, Inc. (B

A
C

B
) 

http://w
w

w.bacb.com
/

‘G
ently does it,’ caring for adults w

ith autism
http://w

w
w.acpinternist.org/archives/2008/11/autism

.htm
#sb3

N
ational A

utism
 C

enter’s A
 Parent’s G

uide to E
vidence-B

ased P
ractice and A

utism
http://w

w
w.nationalautism

center.org/learning/parent_m
anual.php

N
ational C

onference of State L
egislatures(autism

 insurance inform
ation) 

http://w
w

w.ncsl.org/issues-research/health/autism
-and-insurance-coverage-state-law

s.aspx

N
ational Professional D

evelopm
ent C

enter on A
utism

 Spectrum
 D

isorders 
http://autism

pdc.fpg.unc.edu/

Special N
eeds Parent A

dvocate 
w

w
w.specialneedsadvocate.com

W
rightslaw

 (special education and disabilities legal inform
ation) 

w
w

w.W
rightslaw.com

U
S B

ureau of L
abor Statistics O

ccupational O
utlook H

andbook
(Inform

ation on practitioner training and qualifications)
w

w
w.bls.gov/O

C
O

/

Your N
ext Patient H

as A
utism

…
http://w

w
w.northshorelij.com

/cs/Satellite?blobcol=urldata&
blobheader=application%

2F
pdf&

blobkey=id&
bl

obtable=M
ungoB

lobs&
blobw

here=1247088820137&
ssbinary=true
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W
hat are the Things to Consider?

W
hen trying to understand w

hat m
ight be contributing to challenging behaviors in any person at a certain

point in tim
e, the team

 needs to utilize a broad approach. T
houghtful consideration m

ust be given to the various
issues that m

ight be resulting in the individual’s actions. You m
ay w

ant to have your providers explore possible
m

edical and m
ental health factors (also referred to as applying the principles of differential diagnosis). In this

w
ay, they can better evaluate w

hat m
ight set up, trigger, or m

aintain the behavior. 

Som
e of these concerns m

ight be quite obvious. For exam
ple, you w

ould expect pain if a child has a visibly
broken arm

. H
ow

ever, other issues m
ight require the skills of an expert w

ho know
s w

hat subtle signs to look for,
such as staring spells that m

ight suggest seizure activity, certain behaviors that m
ight suggest belly discom

fort, 
or patterns that suggest an additional m

ental health concern.

“U
ntil age 9, generally I lived in m

y ow
n w

orld relating to things, shiny coins, m
arbles and sparkly objects that 

I collected and hid in a secret place. I focused intently on these objects, lining them
 up over and over in patterns only I

understood. If anyone disturbed them
 I had a tantrum

, a m
eltdow

n, banging m
y head against the floor or w

all for
fifteen m

inutes. N
othing seem

ed to assuage m
y rage, it seem

ed to run a predictable course. I pulled m
y hair, picked at

m
y skin and bit m

y arm
s. W

hen it w
as over I w

as very thirsty and tired. O
ften, I returned to m

y activity to 
repair the interruption. M

y w
orld w

as a house of cards, any breeze could collapse it.

I w
as an escape artist. I ran w

ildly, arm
s flailing until I becam

e too w
inded to continue. T

hen I fell dow
n, rolled onto

m
y back and stared at the sky. I usually fell asleep. I believe that I had seizures.

I played w
ith others if I could lead, and control the activities. If not, I left w

ithout a w
ord. I seldom

 fought w
ith

other kids, except m
y bossy older sister w

ho felt responsible for m
e. I didn't have a connection to people until I w

as 
in grade school.

H
igh School and C

ollege I succeeded academ
ically and socially pursuing artistic interests. I had m

any casual friends,
none w

ere close.”  

– R
uth E

laine H
ane*, 

a m
arried w

om
an w

ith H
igh F

unctioning A
utism

*To read m
ore about M

rs. H
ane, please refer to A

ppendix 1 at the end of this section. 

It m
ight be helpful to know

 that in general, people w
ith developm

ental disabilities (including autism
) are m

ore
likely to receive inadequate or inappropriate m

edical treatm
ent. T

hey receive few
er routine physical exam

inations,
less preventative dental care and less m

ental health care than other A
m

ericans. People w
ith com

m
unication issues

are at greater risk of poor nutrition, overm
edication, injury, neglect and abuse. T

here are likely m
ultiple factors

involved in these statistics, but certainly it is harder to care for som
eone w

ho does not reliably say ‘T
his hurts,’ 

or ‘H
ey m

om
, w

hy can’t I see the blackboard at school?’ O
ften, it is the parent’s ability to be a w

atchful observer
and careful reporter, com

bined w
ith the skilled

listening and evaluation of an experienced provider, that brings the
necessary factors of a person w

ith autism
’s health and other factors into consideration. 

T
he follow

ing chart lists areas of potential consideration for the professionals on your team
, and the types of

questions you m
ight ask in each area. T

his list is not com
plete, but hopefully it w

ill support you and your team
in considering topics that m

ight be relevant w
ith respect to your loved one and his concerns. If this list suggests

an area that a provider is not investigating, be sure to bring it up. K
now

 that you m
ay have to be persistent or

consult w
ith other team

 m
em

bers for each of your concerns to get the attention your loved one deserves.
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Things to Consider
Possible Cause

Potential Areas of Focus
Questions to ask

M
edical

Pain
Could this person be in pain?

e.g. ear infection?  Toothache?
Seizure

Could this be seizure related?
Sedation / Poly pharm

acy
Is this individual sedated? 

(m
ultiple m

edications)
Is he on too m

any m
edications?

Is he on the w
rong m

edications or dose?
Insom

nia/Inadequate sleep
Does the person get enough sleep?

Allergies
Are there seasonal, 
food or environm

ental allergies involved?
GI Issues/Nutrition

Is behavior related to m
eal tim

es or food? 
Has there been a change or concern about
bow

el habits?
Dental concerns

W
hen w

as the last dental exam
? 

Is there tooth pain?  
Vision/Hearing

Is there a change in or problem
 w

ith perception?
Genetic

Fragile X, Dow
n Syndrom

e, etc.
Could this behavior be related to an 
undiagnosed genetic syndrom

e?
M

ental health
Co-occurring m

ental illness
Could he be experiencing anxiety, depression,
ADHD? OCD?

Cognitive
Intellectual ability/

Are the dem
ands on the individual

Processing abilities
too high or low

 for his cognitive level?
Com

m
unication

Adequacy of 
Does this person have a functional

com
m

unication system
com

m
unication system

?
Does he use it spontaneously (w

ithout prom
pt)?

Sensory Dys-regulation
Unm

et or overw
helm

ing
Is the behavior supplying sensory 

sensory factors
input/ attem

pting to m
eet sensory needs?  

Sensory defensiveness
Is the behavior in response to sensory overload?
Are there big responses to things in the 
environm

ent? (Loud noises, etc.)
Environm

ental factors
Location, tim

e of day,
Is he too exhausted at the end of the day to

setting, activity
handle this dem

and? W
hy is he okay at other

doctors’ offices, but not here? Is this task 
beyond his m

otor ability?
Environm

ental reinforcem
ent 

Fam
ily/ Staff / Educator /

Is the behavior responded to w
ith attention?

of behavior
Caregiver responses to behavior

Rem
oval of a request? Other?

Fam
ily / Staff dynam

ics
Changes in fam

ily environm
ent

Have w
e had losses/changes in our fam

ily?
Changes in staffing

Has a favored staff m
em

ber left? Are new
 staff

m
em

bers adequately trained? Is there a shift in
schedules/patterns?

A
dapted from

: “P
sychopharm

acology of A
utism

 Spectrum
 D

isorders: E
vidence and P

ractice,”in press, 
C

hild and A
dolescent Psychiatry C

linics of N
orth A

m
erica, 2012, M

atthew
 Siegel, M

.D
.



Physical Concerns
A

s the previous chart outlines, there are m
any potential physical causes of and m

edical contributors to behavior.
G

athering inform
ation about pain and sym

ptom
s can be especially difficult in individuals w

ith autism
 due to

com
m

unication difficulties, variable responses to sensory input and pain and even in those w
ith good verbal ability,

a lack of self-aw
areness.

It is also im
portant for the team

 to know
 about m

edical concerns
that often accom

pany autism
, or m

ore
specifically, challenging behaviors. A

ddressing these less obvious concerns can often change behaviors. T
he m

ost
recognized of these include the follow

ing:

■
Seizure disorder

or epilepsy occurs in as m
any as a quarter of individuals w

ith autism
. Spotting seizures is

som
etim

es tricky, since som
e seizures m

ight occur at night but leave daytim
e effects, and others can appear

in m
ilder form

s such as staring spellsor tim
es of ‘spacing out.’ Som

etim
es the after effects of a seizure can

leave the person lethargic or reactive. You can find resources related to epilepsy here.

■
G

astrointestinal com
plaints or digestive disorderssuch as reflux, stom

achache, constipation, bow
el pain, 

and diarrhea are often reported in autism
. Investigation can be difficult in light of language challenges, 

but treatm
ent has been show

n to im
prove com

fort and increase access to learning environm
ents. See 

R
ecom

m
endations for evaluation and treatm

ent of com
m

on gastrointestinal problem
s in children w

ith A
SD

s.

■
Sleep disorders or disturbancessuch as difficulty falling asleep, insom

nia, sleep apnea
(disrupted breathing),

and night w
aking are often reported in autism

. Sleep is alw
ays an im

portant consideration, both for the 
individual and the caregiver. Sleep is essential for physical as w

ell as psychological restoration. It is hard 
to rem

ain calm
 and keep perspective w

hen you are exhausted, so evaluating and treating sleep concerns is
essential. See the A

T
N

 Sleep Strategies G
uide. 

■
Sensory issuesare im

portant to consider, since m
any individuals w

ith autism
 respond to sensory input in an

altered w
ay. Sounds are louder, lights are brighter, w

ords and visuals cannot be taken in at the sam
e tim

e,
and the w

orld is hurtful or confusing. It is also im
portant to rem

em
ber to assess sensory input. H

ave your
child’s eye sight and hearing checked? M

ake sure the doctor uses the right tests, since these concerns can
be a challenge to evaluate in people w

ith autism
. In addition, these issues can change over tim

e. A
ny of these

factors m
ight change a person’s reactivity and prom

ote a behavioral response.

■
A

llergies, im
m

une dysfunction, or autoim
m

une conditionsm
ay show

 behavioral features that vary w
ith 

exposure. Seasonal or food allergiesor intolerancesonly occur at certain tim
es of year, or w

hen a particular
food is eaten. Som

e food intolerances cause discom
fort but not obvious rashes or breathing concerns, and

m
ay be difficult to identify. Im

m
une activation such as eczem

a, joint pain or other conditions can cause a
chronic discom

fort that goes unnoticed.

■
H

eadaches or m
igrainescan result in a person w

ith autism
 w

alking around w
ith pain that you or I m

ight
readily fix w

ith an over the counter pain killer. T
he inability to report pain—

or even in m
ore verbal individuals

to identify pain in a certain place—
can lead to discom

fort that results in challenging behavior.

■
G

enetic disordersare associated w
ith autism

, and som
e can be accom

panied by additional challenges that
are w

orthy of m
edical consideration. Som

etim
es know

ing about genetic differences can help you be m
ore

aw
are of other associated conditions, such as seizures.
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R
eflections on m

y childhood: 

“I had terrible belly pain, and I did not know
 w

hat to do about it. So I w
ould run. I ran for m

iles just to try to get aw
ay

from
 the pain. O

f course, it w
as a sm

all tow
n and everyone knew

 m
e, so eventually I w

ould end up back at hom
e.”  

- R
T, adult w

ith autism

O
ther m

edical conditions have been noted in individuals w
ith autism

 that m
ay cause significant changes 

in behavior. T
h ese concerns m

ay not im
m

ediately com
e to m

ind for your m
edical provider. B

ut there is 
grow

ing aw
areness of and investigation into the role they m

ay play in autism
, and som

etim
es in the appearance

of challenging behaviors.  

■
W

hole body condition
is im

portant to consider as autism
 is being increasingly recognized as a condition of

the body, not just the brain. M
any of the associations discussed above highlight the idea that there is likely

m
ore going on physically than w

as once thought. Insights into nutrition
and various body processes

m
ight

be w
orth considering.

■
M

issed infections, such as L
ym

e’s D
isease, PA

N
D

A
S, an ear infection, an ongoing upper respiratory infection

that harbors strep, or other low
 grade infections m

ight cause im
m

une activation but perhaps not obvious
signs like a fever. Som

et im
es, there are effects on the nervous system

 as w
ell as physical results of these 

infections. A
 doctor m

ight check blood sam
ples to look for titers (evidence of infection in the im

m
une 

system
) if behavior changes, such as extrem

e lethargy, tics, or a sudden onset of obsessions take place. 

■
C

atatonia
m

ight be w
orth investigation if there is behavioral regression and significant changes in m

otor
function (the ability to m

ove, or to control one’s m
ovem

ents). W
ith catatonia, an individual m

ay appear to
hesitate, develop strange body postures, lim

it eating, and develop odd m
ovem

ents and trem
ors. B

ehaviors
can appear such as self injury and aggression as a result of the individual’s lack of m

otor control. T
hough 

it is not w
ell recognized in the U

.S., catatonia has been show
n to develop in a significant num

ber of
teenagers and young adults w

ith autism
 in studies in the U

K
 as discussed in C

atatonia in autism
and m

ay
be w

orthy of consideration if these sym
ptom

s sound fam
iliar. 

■
C

hanging
horm

onesand the onset of puberty can m
ake a typical child seem

 like a stranger, and these 
sam

e effects can occur in people w
ith autism

. H
ow

ever, in autism
, additional considerations com

e into 
play because of the language and social deficits. It is im

portant to consider w
hether som

e of the behavioral
fea tures you are seeing are a natural, developm

entally appropriate strive tow
ards greater independence. 

If so, you should consider allow
ing additional choices and other proactive strategies (described in the 

next section) that w
ill address this need. In addition, statistics show

 that individuals w
ith developm

ental
disabilities are at greater risk of abuse, including sexual abuse. T

he team
 should give consideration to this

as a potential factor in sudden challenging behaviors. You can learn m
ore by visiting the A

utism
 Speaks

Safety Projectw
ebsite. 

A
lthough it is not specific to autism

, the chart of “C
om

m
on” behavior problem

s and speculations about their
causesm

ight trigger som
e thoughts of additional considera tions in your child (please see A

ppendices 2 &
 3). 
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For som
e children, evaluations m

ay have been skipped or avoided because of difficulty or fear of the procedures
them

selves. If anxiety about procedures affects the ability of your m
edical or dental team

 to evaluate your child, these
tool kits, w

hich w
ere created by the A

utism
 T

reatm
ent N

etw
ork (A

T
N

)m
ight be helpful to you or your providers:

■
B

lood D
raw

 T
ool K

it

■
D

ental T
ool K

it for Fam
ilies

■
D

ental T
ool K

it for Professionals

M
ental H

ealth Considerations
Studies of individuals on the autism

 spectrum
 show

 frequent overlap w
ith sym

ptom
s that m

eet diagnostic
criteria for other m

ental health conditions. T
his is a difficult area and interpretation often varies by provider,

since m
any of the features of autism

 also occur in other nam
ed disorders and there is no distinct line. For instance,

various providers m
ight use different criteria in distinguishing betw

een the repetitive behaviors of autism
 and a

diagnosis of obsessive-com
pulsive disorder. 

Som
etim

es the features of depression, anxiety, A
D

H
D

, obsessive com
pulsive disorder, Tourette’s Syndrom

e,
bipolar disorder

or schizophrenia
are significant enough that they stand on their ow

n as w
orthy of specific diagnosis

and treatm
ent. W

hen a person has tw
o or m

ore diagnosed conditions, this is called a co-m
orbid condition

or 
dual diagnosis. C

hallenging behaviors are com
m

on in individuals w
ith dual diagnoses, and it m

ay be that another
m

ental health concern has not yet been diagnosed or considered. 

Statistics for dual diagnosis in individuals on the ‘higher functioning’ end of the spectrum
 or w

ith A
sperger’s

Syndrom
e are high. T

his m
ight be because they are better able to report concerns. It m

ay be that the com
bination

of the social aspects of autism
 and the effects of the co-m

orbid condition com
bine to cause challenges that 

drive them
 to evaluation, services and hopefully, treatm

ent. M
ore inform

ation is available through the N
ational

A
ssociation of D

ual D
iagnosis (N

A
D

D
). 

T
he role of the m

ental health provider m
ight include differential diagnosis, m

edications, therapy and/or 
cognitive behavior

interventions, as w
ell as partnership w

ith other team
 m

em
bers. It m

ight be im
portant for 

a m
ental health provider to educate the team

 about the features of a dual diagnosis, so that, for exam
ple, the 

uncontrollable tics of Tourette’sm
ight be considered and treated as som

ething different from
 behavioralstereotypy.

A
 m

ental health provider m
ight ask questions about the behavior, as w

ell as changes in behavior that m
ight 

reveal new
 circum

stances or areas of concern such as depression, anxiety, post-traum
atic stress, or psychosis. 

It is im
portant to note that m

ental health disorders and sym
ptom

s should not be considered purely 
psychological. T

here are biological factors that can drive anxiety, anger, tics and other behaviors. Just as it m
ay 

be im
possible to know

 w
hen a seizure is com

ing, the biological triggers for som
e of these sym

ptom
s in som

e 
individuals, and the resulting behaviors, can be unpredictable. If this is the case, your m

ental health provider
should help you understand this situation better and m

ay be able to help. Together w
ith your behavioral/educational

team
, you m

ay be able to determ
ine subtle signs that your child is headed tow

ards a surge and then develop 
approaches that w

ill m
inim

ize its effects.
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A
nother potential factor is the role of adolescence in

changing behaviors. P
uberty is often a tim

e w
hen conditions

such as depression and anxiety appear. T
he physiological

changes, as w
ell as the developm

entally program
m

ed need 
for greater independence and breaking aw

ay from
 parental

control, are just as real in an individual w
ith autism

 as they 
are in a typical teen. For those w

ho have academ
ic and 

functional skills closer to their peers, such as young people
w

ith A
sperger’s Syndrom

e, teenage years can be a sensitive
tim

e w
hen a grow

ing aw
areness of their differences or difficulties

m
aking friends and fitting in becom

es increasingly frustrating. 
A

 m
ental health provider m

ight be able to help your child, and also aid in your understanding of these changes
and how

 you m
ight adapt to grow

 w
ith your ch ild as he strives for m

ore autonom
y and self-advocacy. 

Post-traum
atic stress (P

T
SD

 is another condition w
orthy of consideration, especially for som

eone w
ho cannot

describe w
hat he has experienced. Som

e individuals m
ay have been in situations that have caused significant stress,

such as m
edical concerns/pain/procedures, changes in surroundings/staff/fam

ily, neglect, or abuse. It is im
portant to

be aw
are that research also show

s a higher likelihood of sexual abuse in the developm
entally disabled population.T

he
possibility of abuse or traum

a should be considered w
hen challenging behaviors develop suddenly.

O
ther individuals m

ay feel additional stress in response to interventions that have targeted challenging 
behaviors using approaches such as seclusion

(putting a person in a place alone), restraints (tying, w
rapping or

otherw
ise restricting a person’s ability to m

ove), over correction, ‘aversives’(interventions that are painful or 
disliked), or other punishm

ents. In these instances, caregiver/staff responses to challenging behavior m
ay be 

instrum
ental in creating a disturbing cycle that raises stress and increases the likelihood of m

ore difficult 
behaviors.  In other w

ords, how
 the people around your child are responding to his behavior m

ight be m
aking

his situation even m
ore stressful and challenging. M

ore discussion of the effects of intervention is included in
the behavioral section that com

es later in this tool kit.
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R
ecent research

has show
n prelim

inary evidence of biom
arkersof depression in teenagers. A

 biom
arker is a

sign of an objective, m
easurable biological state. For m

any, the presence of a biom
arker m

akes som
ething

‘real’, like high cholesterol or an infection w
ith a specific virus. In contrast, autism

 and m
ost m

ental health
concerns are diagnosed based on observed behaviors, and therefore m

ore subjective and likely to be thought
of as psychological in nature. Identification of biom

arkers in autism
 is an objective of the research field, but

even if only potential co-m
orbid conditions can be assessed this w

ay, it could be helpful in defining concerns,
and tailoring treatm

ents for m
any individuals. 



M
edication
If your loved one takes m

edicine, it m
ight also be w

orthw
hile to talk to your doctor about the possible effects

on behavior. M
any of the m

edications w
e use affect m

ore than just the intended outcom
e. T

hese side effects can
som

etim
es be quite significant and can change an individual’s sensitivity or ability to regulate. For exam

ple,
som

e m
edications can be ototoxic—

w
hich m

eans they m
ight be dam

aging to the ears, causing sound sensitivities,
dizziness or balance issues. O

ther m
edications m

ight cause stom
ach pain in a person w

ho never had digestive 
issues before. It is not just traditional psychotropic(acting on the brain) m

edications that need to be considered.
It is possible that a prescription for acne m

edication m
ight be having an effect that m

ight trigger new
 behavior.

C
arefully review

 side effect lists and discuss the side effect profiles of each m
edicine w

ith your doctor, especially
in som

eone w
ho m

ight not be able to report on his sym
ptom

s.

In considering m
edication, note that proper dosage can be very sensitive, particularly in individuals w

ith
autism

. Som
etim

es too m
uch m

edication can be over-stim
ulating

or sedating
(tiring), perhaps even causing the

person to find other w
ays (through new

 or difficult behaviors) to try to get back to a sense of stability or nor-
m

ality. Som
e m

edications can have unexpected or rebound effects. L
ayering on m

ultiple m
edications at one

tim
e, called poly pharm

acy, can also have unintended effects. Som
e doctors have reported success in slow

ly tak-
ing a person off all m

edications to re-establish ‘baseline’ in an effort to sort out ‘w
hat is the autism

?’ from
 ‘w

hat
is the m

edication?’ 

“I recall that w
hen Jack w

as little our doctor suggested that w
e try a stim

ulant. T
his w

as m
eant to calm

 and focus
him

. A
s tim

e w
ent on, Jack didn’t sleep for 48 hours som

etim
es, and w

e w
ere all a m

ess as he w
as bouncing off the

w
alls. W

e couldn’t im
agine w

hat he w
ould be like w

ithout the benefit of those calm
ing m

eds. E
ventually w

e tried 
a w

eekend drug holiday as they often suggest for stim
ulants, and he w

as lethargic the w
hole w

eekend. A
ha! W

e 
realized it w

as the drugs, not the autism
, that w

as causing the behavior. In hindsight it seem
s obvious, but in the

m
om

ent, it w
as hard to see the relationship.”  

– SG
, parent

A
s an individual grow

s and changes, m
edication m

ay need to do so as w
ell. For exam

ple, a larger teen m
ight

need m
ore m

edication to achieve the sam
e effect on attention or anxiety. M

edical expertise specific to autism
 is

often quite helpful in carefully determ
ining the right pharm

acological interventions for an individual at any point
in tim

e.  

Fam
ilies often struggle w

ith decisions about the role of m
edication in addressing challenging behaviors, and

w
hen and w

hat kinds of m
edication m

ight be useful. T
his M

edication G
uide

is designed to help in defining your values
and goals surrounding m

edication use. It also provides perspective and talking points to assist in speaking w
ith your

doctor and m
aking decisions. It can be used for new

 m
edication decisions, or in re-evaluating current m

edications. 

If m
edication is started, it is im

portant to track side effects and look for other concerns to ensure that the
m

edication is helping w
here it is supposed to help, and not causing other problem

s. Som
etim

es a provider m
ight

use a m
easurem

ent tool that involves asking the fam
ily or staff questions prior to starting a m

edication or other
intervention. O

ne often-used tool is the A
berrant B

ehavior C
hecklist. T

he provider m
ight repeat this test after

a few
 w

eeks or m
onths as a w

ay of m
easuring the effects of the m

edication. It is w
ise to have m

ultiple responders,
as w

ell as to com
pare baseline and follow

-up responses from
 the sam

e person.
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T
he use of sim

ple tracking scalesfor both target behaviors and side effects is another w
ay to assess the effects

of a m
edication. T

his m
ight be undertaken in cooperation w

ith a behavioral provider or team
 using their data

collection system
s, or you could create or m

odify som
ething like this tracking scale: 
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Behavior/Sym
ptom

 Occurred
M

orning
M

idday
Evening

Burping

Sleepiness

Uses iPad to m
ake request

Hitting

Kicking

Other

“W
e did not like the w

eight gain associated w
ith the m

eds that Sam
m

y w
as on, and w

e w
eren’t even sure it w

as
helping. So, every few

 m
onths, I w

ould decrease his dose just as the doctor instructed, and I w
ould start on a 

F
riday so that w

e w
ould be able to see changes that w

e w
ouldn’t see w

hile he w
as off at school. I w

ould not tell m
y

husband, so that at least one of us w
as getting a ‘blinded’ view

 of any changes. B
y Sunday afternoon, in the m

idst 
of som

e frustrating situation, he w
ould say, ‘are you doing that m

eds w
ithdraw

al experim
ent w

ith Sam
m

y again?’
A

nd w
e knew

 the m
eds w

ere still w
orking.”   

– B
W

, parent

Som
etim

es it is helpful to keep som
e team

 m
em

bers or fam
ily m

em
bers ‘blinded’to a new

 intervention.
O

ften, if w
e know

 som
ething is supposed to help in a certain w

ay, w
e are m

ore likely to s ee it, even if it is not 
really there. For exam

ple, if you tell the lead teacher about a new
 m

edication but not the classroom
 aides, you

m
ight get better inform

ation from
 the team

 about the true effects of a m
edication on your child’s behavior. 

C
onsideration of changes in the effects of m

edications should be ongoing. Som
etim

es adjusting dosage,
form

 (som
e m

edications com
e in tim

e-release form
s for m

ore even delivery), tim
e of delivery (before vs. after

m
eals, at bedtim

e instead of m
orning, etc.), or other factors can help to increase the benefits and reduce the 

side effects of a m
edication. 

B
eing a careful observer and a good reporter to your doctor, and discussing both the benefits and dow

nsides
of a m

edication in advance and as the intervention progresses, can often help to m
anage a m

edication so that it
is m

ost helpful. U
sing a chart such as the one above can help you to see if the m

edication is effective. If m
edical

concerns are a feature of your loved one’s profile, it is im
portant to m

aintain good records and share inform
ation

am
ong team

 m
em

bers. 

Date:_______________________________________

M
edication Nam

e:
_____________________________

M
edication Dose:

______________________________



Behavioral Considerations
W

hen a person behaves in a w
ay w

e find difficult or offensive, w
e often reflect on the im

pact of that person’s
actions on us—

how
 w

e feel threatened or em
barrassed or hurt. T

his is absolutely norm
al, but not alw

ays helpful.
Instead, it is im

portant to think about the behavior from
 the individual’s perspective. 

W
hat is so scary about entering this place that m

y child is so panicked that he has to bite m
e? W

hat pain is occurring
in his body that he m

ight be trying to over ride it by hitting him
self in the head? Is this som

ething biological over w
hich

he does not have control? If so, can w
e help him

 to learn how
 to adapt?

Shifting our thinking from
 how

 a particular behavior affects us (and the siblings, the classm
ates, the furniture,

etc.) to w
hat m

ight be happening from
 the individual’s perspective is an im

portant step in finding w
ays to 

understand behavior. U
nderstanding the behavior w

ill allow
 you to support the replacem

ent of disturbing or
m

aladaptive
behaviors w

ith functional skills.

G
oing back to the basics of behavior, it is im

portant to consider the possible purpose or function. 
H

ow
 does this behavior serve the person? D

oes he get som
ething out of it? D

oes he get to escape som
ething boring 

or difficult? D
oes he get attention? D

oes it allow
 him

 to assert a little bit of control over his life or surroundings? 
D

oes it help to block out pain? W
hat is good about the behavior? Is he trying to tell m

e som
ething?

T
aking the tim

e to understand the function can often give a w
indow

 into the m
otivation behind the behavior.

Proper evaluation of function is usually essential to crafting an appropriate response. 

For exam
ple, suppose a child kicks w

hen it is tim
e to go to gym

 class and the response to his kicking is to
put him

 in a ‘tim
e out.’ T

his is likely to be an ineffective intervention if the w
hole reason for kicking w

as to
avoid going to gym

. H
e just got w

hat he w
anted, and he learned that kicking is an effective w

ay of m
aking his

argum
ent. N

ext tim
e he doesn’t w

ant to go to gym
 class, w

hat is he likely to do? B
ut if kicking keeps him

 out of
the loud, echoing chaos of gym

 that he finds hurtful or disturbing, he is likely to use the com
m

unication he has
learned unless and untilhe is taught a better w

ay of coping w
ith gym

 class (e.g. asking for a different activity) or
advocating for avoiding the unpleasant situation. 
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In the field of A
pplied B

ehavior A
nalysis, the three com

ponents that are docum
ented and considered in 

looking at a specific behavioral episode are called A
-B

-C
 (antecedent-behavior-consequence) analysis, and 

include the follow
ing com

ponents:

■
a clear description of the behavior (behavior)

■
the situation, events and conditions that occurred before the behavior began (antecedent)

■
the situation and event s that im

m
ediately follow

ed the behavior (consequence) 

T
hese behaviors m

ay be tracked using a sheet such as this:
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Date
Tim

e
Antecedent

Behavior
Consequence

Com
m

ents

A
BC SH

EET

Student:____________________________________
Observer:______________________________________

Target Behavior:_____________________________________________________________________________

Antecedent: The event that occurs im
m

ediately before the behavior

Behavior: The occurence of the target problem
 behavior (reecord frequency)

Consequence: The event that im
m

ediately follow
s the occurence of the behavior



A
 professional w

ith expertise in behavioral assessm
ent and intervention (e.g. a B

C
B

A
) w

ill use a variety of
tools to help understand the function of a behavior at any given point in tim

e. It is im
portant to rem

em
ber that

the scales are tools, not answ
ers. A

 good functional behavior assessm
ent (F

B
A

)w
ill use several m

easures—
questionnaires

as listed below
, observational assessm

ents, active listening, and the professional’s experience and background. 

A
n FB

A
 should be broad based and should take into account the observations of behaviors and how

 and
w

hen they occur. T
hey should also seek to be em

pathetic and to understand w
hy the person m

ight feel the need
to behave in a certain w

ay. M
ake sure your provider is using a broad approach, since this is essential to getting 

a good handle on the concerns, potential causes of the behavior, and possible interventions and solutions for 
replacing this behavior w

ith skills. 

T
he follow

ing resources w
ill help you learn m

ore about how
 behavior is often evaluated and considered 

by professionals:

■
Parents’ G

uide to Functional A
ssessm

ent

■
Functional B

ehavioral A
ssessm

ent and Positive Interventions: W
hat Parents N

eed to K
now

■
T

argeting the B
ig T

hree parent training m
anual

For a school-aged child, the school district is responsible (under the law
s of ID

E
A

) to perform
 a FB

A
 and

create positive interventions for a child w
hose behavior inhibits his learning, or the learning of those around

him
. If they do not have this expertise on staff, they need to secure these services through other agencies or 

consultants. Som
e schools w

ill provide additional training and instruction in the hom
e, or through other com

m
unity

providers such as w
raparound

supports. B
ehavioral interventions through your health insurance provider m

ay
also be able to provide this support. 

If you do not have access to a behavioral support provider or team
, you can begin to becom

e a m
ore advanced

observer of the elem
ents of behavior yourself. T

ools such as B
arbara D

oyle’s data collection
and com

m
unication

dictionary
m

ight be helpful. 

A
fter defining and evaluating the behaviors, the behavioral team

, teaching staff or other providers should 
explain the results to you and develop instructional strategies using Positive B

ehavior Supports (P
B

S)and 
R

einforcem
ent Strategies. U

sing Positive B
ehavior Supports is a w

ay to prom
ote functional skill developm

ent and 
m

otivation and can be used at hom
e, school, w

ork, and in the com
m

unity. T
hese supports often need to be 

individualized to the needs of the child, and the functions of his behaviors, to be effective. C
lassroom

 based supports
are often not sufficient for challenging behaviors, so you m

ay have to advocate for these to be individualized. M
ore on

positive behavior supports, training and resourcesfor fam
ilies, schools and staff, and strategies for building positive

behavior are included in the next chapter.

If the function of the behavior is to gain attention, challenging behavior can be reduced if attention and interaction
are no longer given w

hen the individual engages in the problem
 behavior. T

his m
eans not giving direct eye contact or

calling the individual’s nam
e, no reprim

ands, no reasoning and lecturing, or show
ing that you’re upset. A

ttem
pts to

redirect the behavior by giving attention m
ay inadvertently increase the problem

 behavior. 

N
ote: Ignoring challenging behavior m

ay initially increase the challenging behavior because that is how
 he com

m
unicated

w
hat he w

anted and how
 he got his w

ay until now
. K

eep the faith. Ignoring w
ill ultim

ately decrease the likelihood
that the individual w

ill engage in challenging behavior to gain attention.

-Page 73 Targeting the B
ig T

hree
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O
ther Concerns to Consider

Com
m

unication Issues 
T

eachers, behavioral providers and/or speech pathologists should also evaluate the functional com
m

unication
skills available to an individual, as this can be a critical factor. A

fter all, behavior is often a form
 of com

m
unication—

som
etim

es the only form
 available to an individual w

ho has not learned other skills. 

It w
ill be helpful to consider: D

id he understand w
hat I said? C

an he independently use speech or other form
s of

com
m

unication to raise concerns? R
eport pain? M

ake requests? A
sk to get aw

ay? If not verbally, does he have cards or a
device that he uses independently for this? E

ven if he can speak w
ell, does he have the language or the confidence to m

ake
his needs and concerns know

n verbally?
If not, it is likely he is finding other w

ays to express w
ants, frustration, fear

or other inform
ation.

M
any individuals w

ith autism
 have difficulty processing inform

ation—
hearing all the parts of w

hat som
eone

said, m
atching w

hat they see to w
hat they hear, or being able to decide w

hat inform
ation is im

portant and relevant
in light of all the possible sights, sounds, sm

ells, etc. M
any people w

ith autism
 are visual learners, or otherw

ise
benefit from

 inform
ation presented in pictures, w

ords or video. V
erbal inform

ation (speech) disappears as soon asit
is said, but visuals have staying pow

er—
they can be available and accessed as long or as often as the individual needs. 

I t is essential that the functional com
m

unication system
 is som

ething that your child can initiate and use 
independently. O

ften a speech pathologist can perform
 an evaluation and design appropriate interventions.

M
any skilled autism

 intervention team
s have also developed expertise in com

m
unication supports and developm

ent.
If supports and training in functional com

m
unication are needed, there are a variety of system

s that the team
 should

explore, such as PE
C

S and voice output devices, to find a fit for the individual and his specific needs and preferences. 

“I rem
em

ber how
 he w

ould throw
 him

self to the floor w
hen he w

as thirsty. T
he speech pathologist taught m

e how
 

to take his little hand and shape his fingers into a point, then lead his hand to touch the cup. W
e did this hundreds 

of tim
es, m

oving from
 the cup to toys and m

ovies he w
anted to w

atch. W
hen he pointed, he got w

hat he w
anted. 

H
e started pointing. H

e w
as learning to ask!”  

- T
O

, parent

Som
etim

es even highly functional individuals w
ith autism

 can have difficulty com
m

unicating certain concerns .
For exam

ple, m
any individuals w

ith A
sperger’s Syndrom

e lack self-aw
areness. So as a result, isolating pain, 

describing em
otions or identifying w

hat is causing a negative feeling can be very difficult. E
xpectations that a

‘straight A
 student’ should be able to navigate social situations or other challenging experiences can often leave

an individual unsupported, and as a result, increasingly anxious and reactive. Specific instruction in social and
self-aw

areness can be hugely beneficial for som
eone w

ho m
ight have an incredible vocabulary but difficulty

com
m

unicating about socially relevant concerns. 
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Sensory Concerns 
Individuals w

ith autism
 often report on their different w

ays of experiencing the w
orld, and it is helpful to

keep these issues in m
ind w

hen considering a person’s specific behaviors. A
 child m

ay scream
 or run out of the

singing of the H
appy B

irthday song not to be difficult, but because the singing and/or the cheering that follow
s

is truly painful for him
. O

ften these responses are m
ore like reflexes than behavioral choices. W

hen a person
stays aw

ay from
 certain experiences—

sounds, touch, sm
ells, food tastes/textures, certain types of m

ovem
ent, etc.,

it is often called sensory avoidance
or sensory defensiveness. E

ven in these sam
e individuals, there is often a con-

trasting need for additional stim
ulation of certain senses as a w

ay of m
aintaining attention or achieving a calm

er
st ate. T

h is is called sensory-seeking behavior. 

It is im
portant to consider w

hether the individual has som
e sensory need that is otherw

ise not being m
et. Is

he jum
ping up and dow

n because it feels good? A
lternatively, is there sensory defensiveness? Is there som

ething
about this tag in his shirt, this lighting, this sound, this crow

d, these odors that he finds painful or overw
helm

ing?

“H
e had a fascina ti on w

ith birthday parties and blow
ing out candles, and at one point w

e w
ould have to re-light,

re-sing, and re-blow
 – 20 tim

es or m
ore each birthday. W

e developed a program
 to teach Joey how

 to end 
B

irthday Parties. O
f course all of this w

as after at age 5, because until then he couldn’t tolerate listening to the 
song ‘H

appy B
irthday’ at all.” 

–
B

H
, Parent

To investigate w
hether sensory factors m

igh t be a consideration w
ith your loved one, an O

ccupational T
herapist

or other provider m
ight use an age-appropriate form

 of the Sensory Profile
or the Sensory Processing M

easure
(SPM

). A
 sensory checklistand additional inform

ation are available at the Sensory Processing D
isorder Foundation

w
ebsite. M

ore inform
ation can be found here.

Support System
s and Environm

ent—
Fam

ily, Staff, Supports D
ynam

ics
C

hange is difficult for any of us, but it m
ay be m

ore so for those w
ho do not understand w

hat changes are
taking place and w

hy. C
onsider potential contributing factors that m

ight be leaving your loved one w
ith autism

feeling confused or anxious. 

If challenging behaviors com
e on suddenly or intensify, it is im

portant to ask w
hat changes have occurred in

his life. H
ave there been changes in schedules? School , w

ork or residential placem
ent? C

hanges in the fam
ily environm

ent?
A

 sibling heading off to college? L
oss of a fam

ily m
em

ber? H
ave there been changes in staff? L

oss of a preferred staff
m

em
ber? If there is a behavior plan, is it being follow

ed consistently? Perhaps new
 staff w

ho need additional training 
or w

ho em
ploy m

ethods that are stressful? Is there any concerning behavior in caregivers? W
hat i s their stress level? 
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Resources: 
G

eneral:
A

sk and T
ell, Self-A

dvocacy and D
isclosure for People on the A

utism
 Spectrum

 
A

utism
 Solutions; H

ow
 to C

reate a H
ealthy and M

eaningful L
ife for Your C

hild, 
R

icki G
. R

obinson, M
D

, M
P

H
N

ational A
utism

 C
enter’s A

 Parent’s G
uide to E

vidence-B
ased Practice and A

utism
 

http://w
w

w.nationalautism
center.org/learning/parent_m

anual.php

B
ehavior F

unction and E
valuation:

F
unctional B

ehavioral A
ssessm

ent and Positive Interventions: W
hat Parents N

eed to K
now

http://w
w

w.w
rightslaw.com

/info/discipl.fba.jordan.pdf
H

ow
 to T

hink L
ike a B

ehavior A
nalyst,Jon B

ailey and M
ary B

urch
Parents’ G

uide to Functional A
ssessm

ent 
http://pages.uoregon.edu/ttobin/T

obin-par-3.pdf.

To W
alk in T

roubling Shoes: A
nother W

ay to T
hink A

bout the C
hallenging B

ehavior of C
hildren and A

dolescents,
B

ernie Fabry P
hD

, 2000 
http://w

w
w.parecovery.org/docum

ents/T
roubling_Shoes_2000.pdf

Targeting the B
ig T

hree: C
hallenging B

ehaviors, M
ealtim

e B
ehaviors, and Toileting

IB
R

 A
utism

 Speaks Fam
ily Services G

rant C
hallenging B

ehaviors C
urriculum

http://w
w

w.autism
speaks.org/sites/default/files/challenging_behaviors_caregiver_m

anual.pdf

Skill E
valuation/D

evelopm
ent:

T
he A

B
L

L
S-R

; T
he A

ssessm
ent of B

asic L
anguage and L

earning Skills,
Jam

es Partington and the A
FL

S too!

Severe B
ehavior P

roblem
s: A

 F
unctional C

om
m

unication T
raining A

pproach (T
reatm

ent M
anuals for P

ractitioners),
V

. M
ark D

urand

Sensory P
rofile

http://w
w

w.pearsonassessm
ents.com

/H
A

IW
E

B
/C

ultures/en-us/Productdetail.htm
?P

id=076-1638-008

Sensory P
rocessing M

easure (SP
M

)
http://portal.w

pspublish.com
/portal/page?_pageid=53,122938&

_dad=portal&
_schem

a=P
O

R
T

A
L
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M
edical/M

edication:
B

uie T, C
am

pbell D
B

, Fuchs G
J, et al., 

E
valuation, diagnosis, and treatm

ent of gastrointestinal disorders in individuals w
ith A

SD
s: a consensus report.

[C
onsensus D

evelopm
ent C

onference, Journal A
rticle, R

esearch Support, N
on-U

.S. G
ov’t]

Pediatrics 2010 Jan.:S1-18. 
http://pediatrics.aappublications.org/content/125/Supplem

ent_1/S1.long

B
uie, et al. 

R
ecom

m
endations for evaluation and treatm

ent of com
m

on gastrointestinal problem
s in children w

ith A
SD

s.
http://pediatrics.aappublications.org/content/125/Supplem

ent_1/S19.long

H
erbert, M

artha, 
T

he A
utism

 R
evolution

w
w

w.m
arthaherbert.org

L
oschen, E

L
 and D

oyle, B
, 

C
onsiderations in the U

se of M
edication to C

hange the B
ehavior of People w

ith A
utism

 Spectrum
 D

isorders
http://w

w
w.asdatoz.com

/D
ocum

ents/W
ebsiteC

O
N

SID
E

R
A

T
IO

N
S%

20IN
%

20T
H

E
%

20U
SE

%
20O

F
%

20
M

E
D

s%
20ltrd.pdf

Siegel M
 &

 B
eaulier A

, Journal of A
utism

 and D
evelopm

ental D
isorders, N

ovem
ber, 2011 

P
sychotropic M

edications in C
hildren w

ith A
utism

 Spectrum
 D

isorders: A
 System

atic R
eview

 and Synthesis for 
E

vidence-B
ased P

ractice.
http://w

w
w.ncbi.nlm

.nih.gov/pubm
ed/22068820

Siegel, M
, 

P
sychopharm

acology of A
utism

 Spectrum
 D

isorder: E
vidence and P

ractice,
C

hild and A
dolescent Psychiatry C

linics o f N
orth A

m
erica, 2012, in press, 

http://w
w

w.ncbi.nlm
.nih.gov/pubm

ed/22068820

A
ppendix 1

R
uth E

laine H
ane, w

ho w
as diagnosed w

ith H
igh Functioning A

utism
 in 1995, lives in M

inneapolis, w
ith

her husband and their tw
o cats. C

ontributing author to A
sk and T

ell, Self-A
dvocacy and D

isclosure for People on
the A

utism
 Spectrum

and Sharing O
ur Storiesand num

erous other publications, R
uth E

laine m
esm

erizes audiences
w

ith her vivid m
em

ories of grow
ing up in a large fam

ily w
ithout know

ing the characteristics of autism
. B

orn as
a R

ubella m
easles baby; unable to sw

allow
 or tolerate touch, R

uth E
laine did not talk until nearly five years old,

w
hen she began using full sentences w

ith reciprocal language. H
er strength lies in her unique view

 of how
 things

are, and an insatiable desire to im
prove her life by learning to read faces and understanding com

plex nonverbal
m

essages. R
uth E

laine m
entors and coaches others, effectively teaching the skills she has learned, and serves on

boards and task forces for m
any autism

 organizations. Presently she is focusing on developing her Face W
indow

idea to w
ork to overcom

e face blindness , by assisting in C
hild Psychology research at the Fraser Fam

ily Services
and the U

niversity of M
innesota. R

uth E
laine is a gifted healer, utilizing R

eiki E
nergy to balance the w

hole body
system

, believing that an underlying deficit in autism
 is an unbalanced w

hole- body system
. 
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A
ppendix 2

Com
m

on "problem
" behaviors and speculations about their causes

R
uth M

yers, M
D

, Jam
es Salbenblatt, M

D
, M

elodie B
lackridge, M

D
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“H
igh pain tolerance”
■

A
 lot of experience w

ith pain.
■

Fear of expressing opinion.
■

D
elerium

■
N

europathy (disease of the nerves)/m
any causes

F
ist jam

m
ed in m

outh/dow
n throat

■
G

astroesophageal reflux
■

E
ruption of teeth

■
A

sthm
a

■
R

um
ination

■
N

ausea
B

iting side of hand/w
hole m

outh
■

Sinus problem
s

■
E

ustachian tube/ear problem
s

■
E

ruption of w
isdom

 teeth
■

D
ental problem

s
■

Paresthesias/painful sensation    
(e.g., pins and needles ) in the hand

B
iting thum

b/objects w
ith front teeth

■
Sinus problem

s
■

E
ars/E

ustachian tubes
B

iting w
ith back teeth

■
D

ental
■

O
titis (ear)

U
neven seat
■

H
ip pain

■
G

enital discom
fort

■
R

ectal discom
fort

O
dd unpleasurable m

asturbation
■

Prostatitis
■

U
rinary tract infection

■
C

andidal vagina
■

P
inw

orm
s

■
R

epetition phenom
ena, P

T
SD

W
aving head side to side
■

D
eclining peripheral vision or 

reliance on peripheral vision
W

alking on toes
■

A
rthritis in ankles, feet, hips or knees

■
T

ight heel cords

Intense rocking/preoccupied look
■

V
isceral pain

■
H

eadache
■

D
epression

W
on’t sit
■

A
kathisia (inner feeling of restlessness)

■
B

ack pain
■

R
ectal problem

■
A

nxiety disorder
W

hipping head forw
ard

■
A

tlantoaxial dislocation (dislocation betw
een 

vertebrae in the neck)
■

D
ental problem

s
L

eft handed or fingertip handshake
■

Frightening previous setting
■

Pa in in hands/arthritis
Sudden sitting dow

n
■

A
ltlantoaxial dislocation (dislocation betw

een 
vertebrae in the neck)

■
C

ardiac problem
s

■
Seizures

■
Syncope/orthostasis (fainting or light-headedness
caused by m

edication or other physical conditions)
■

V
ertigo

■
O

titis (throw
n off balance by problem

s in the ear)
W

aving fingers in front of eyes
■

M
igraine

■
C

ataract
■

Seizure
■

R
ubbing caused by blepharitis (inflam

ation of 
t he eyelid) or corneal abrasion.

P
ica■

G
eneral: O

C
D

, hypothalam
ic problem

s, 
history of under-stim

ulating environm
ents

■
C

igarette butts: nicotine addiction, generalized
anxiety disorder

■
G

lass: suicidality
■

Paint chips: lead intoxication
■

Sticks, rocks, other jagged objects: endogenous
opiate addiction.

■
D

irt: iron or other deficiency state
■

Feces: P
T

SD
, psychosis
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Com
m

on "problem
" behaviors and speculations about their causes continued

R
uth M

yers, M
D

, Jam
es Salbenblatt, M

D
, M

elodie B
lackridge, M

D

G
eneral scratching
■

 E
czem

a
■

 D
rug effects

■
 L

iver/renal disorders
■

 Scabies
Self-restraint/binding

■
 Pain

■
 T

ic or other m
ovem

ent disorder
■

 Seizures
■

 Severe sensory integration deficits
■

 P
T

SD
■

 Parasthesias
Scratching stom

ach
■

 G
astritis

■
 U

lcer
■

 Pancreatitis (also pulling at ba ck)
■

 Porphyria (bile pigm
ent that causes, 

am
ong other things, skin disorders)

■
 G

all bladder disease

Scratching/hugging chest
■

 A
sthm

a
■

 Pneum
onia

■
 G

astroesophageal reflux
■

 C
ostochondritis/“slipped rib syndrom

e”
■

 A
ngina

H
ead banging
■

 Pain
■

 D
epression

■
 M

igraine
■

 D
ental

■
 Seizure

■
 O

titis (ear ache)
■

 M
astoiditis (inflam

m
ation of bone behind the ear)

■
 Sinus problem

s
■

 T
inea capitis (fungal infection in the head).

Stretched forw
ard

■
 G

astroesphageal reflux
■

 H
ip pain

■
 B

ack pain

R
eprinted w

ith perm
ission from

:
R

uth M
yers, M

D



W
hat are the Positive Strategies for 

Supporting Behavior Im
provem

ent?
A

s highlighted in the previous section, there are m
any possible contributors to the developm

ent of challenging
behaviors. It is im

portant to investigate and evaluate these, but also to take action sooner rather than later, since
m

any behaviors can becom
e increasingly intense and harder to change as tim

e goes on.

O
ften a necessary approach to m

anaging behavior involves a com
bination of addressing underlying physical

or m
ental health concerns, and using the behavioral and educational supports to teach replacem

ent skills and
self-regulation. T

here is no m
agic pill, but there are a num

ber of strategies that can often be helpful. 

T
he use of Positive B

ehavior Supportsis m
ore than just a politically correct approach to behavior m

anagem
ent.

R
esearch show

s that it is effective. T
he alternative is usually punishm

ent, w
hich decreases the likelihood of a 

behavior by taking som
ething aw

ay (such as rem
oving a favorite toy) or doing som

ething unpleasant (yelling,
spanking.) W

hile punishm
ent m

ight w
ork im

m
ediately, it has been show

n to be ineffective in the long run and
can increase aggressive behavior, provide a m

odel for additional undesirable behaviors, and strain the relationship
w

ith the caregiver (you). It is w
orth noting that to continue to be effective and m

aintain im
provem

ents, positive
supports and feedback need to be ongoing as w

ell.

“W
ithholding reinforcem

ent for problem
 behavior (i.e., extinction) is technically an exam

ple of punishm
ent. P

roponents of
Positive B

ehavior Support (PB
S) acknow

ledge that controlling access to reinforcem
ent is necessary w

hen trying to change
behavior. W

hat PB
S does not condone is the use of aversive (e.g., dem

eaning, painful) procedures to suppress behavior.
Such approaches have been dem

onstrated to be ineffective in producing durable changes in people’s behavior and do not 
im

prove to quality of their lives.”  –A
ssociation for Positive B

ehavior Support

If you have m
ade changes to im

prove your child’s health or happiness, and these have not helped to im
prove

his behavior in a reasonable tim
e fram

e (a couple of w
eeks), or you are concerned about safety, help m

ay be needed.
Positive strategies and an intervention plan can be developed by a behavioral or educational team

, usually in response
to w

hat is learned in a functional behavior assessm
ent(FB

A
) as described in the previous section. 

W
hen several challenging behaviors exist, it is im

portant to establish priorities. You m
ay w

ant to first target
behaviors that are particularly dangerous, or skills that w

ould help to im
prove situations across several behavioral

scenarios. R
em

em
ber to set goals that are realistic and m

eaningful. Start w
ith sm

all steps that can build over
tim

e. A
 non-verbal child is not likely to speak in full sentences overnight, but if learning to hold up a ‘take a

break’ card w
hen he needs to leave the table allow

s him
 to exit, and keeps him

 from
 throw

ing his plate, that is a
huge success.

A
 plan for you and your team

 should m
eet four essential elem

ents:

■
C

larity:Inform
ation about the plan, expectations and procedures are clear to the individual, fam

ily, staff
and any other team

 m
em

bers.

■
C

onsistency:T
eam

 and fam
ily m

em
bers are on the sam

e page w
ith interventions and approaches, and strive

to apply the sam
e expectations and rew

ards.
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■
Sim

plicity:Supports are sim
ple, practical and accessible so that everyone on the team

, including the fam
ily,

can be successful in m
aking it happen. If you don’t understand or cannot m

anage a com
plicated proposed

behavior intervention plan, speak up!

■
C

ontinuation:E
ven as behavior im

proves, it is im
portant to keep the teaching and the positive supports in

place to continue to help your loved one develop good habits and m
ore adaptive skills.

P
lease recognize that m

any skills take tim
e to develop, 

and that changes in behavior require ongoing supports to be
successful. In som

e cases, especially w
hen you are ignoring a

behavior that used to ‘w
ork’ for your child, behavior m

ay get
m

ore intense or m
ore frequent before it gets better.Your team

should keep good records and track progress and responses to 
intervention to know

 if the plan is effective.  

B
eing realistic at the outset is crucial. It can help parents and caregivers appreciate that they are m

aking
sm

all yet m
eaningful changes in their lives and the lives of the individual they care for. M

aking goals realistic
m

eans they are achievable. B
eing realistic keeps the picture

positive. It focuses attention on progress tow
ards 

a goal, rather than perfect ion.

Setting R
ealistic B

ehavioral G
oals:

Setting goals allow
s us to objectively m

easure progress tow
ard

an identified desired outcom
e. It also allow

s caregivers and
parents to ask them

selves, “W
hat behavioral changes w

ould
really m

ake the greatest im
provem

ents in our lives together?”
It allow

s them
 to identify w

hat really m
atters. For instance, 

it m
ay be m

ore im
portant to address a behavior such as thro w

ing things during a classroom
 activity than to address

that person’s tendency to stand up during m
eals. 

p.23 – Targeting the B
ig T

hree

For exam
ple, it is possible that you or your team

 m
ay have m

isinterpreted the function of a behavior, or that
the function has changed over tim

e. A
-B

-C
 data often indicates that scream

ing has the function of attention,
because attention from

 others is a com
m

on (and us ually natural) consequence. B
ut it m

ay be that scream
ing is

triggered by painful reflux and attention is not the true function. T
racking and interpreting the data is im

portant
since it m

ay help to show
 that m

ore investigation is needed, and the plan m
ay need to be adjusted to be effective. 

Inform
ation on supports for teaching behavior m

anagem
ent can be found in the A

utism
 T

reatm
ent N

etw
ork’s

A
n Introduction to B

ehavioral H
ealth T

reatm
entsand A

pplied B
ehavior A

nalysis;A
 Parent’s G

uide.

In the end, you are trying to teach your child that life is better, and that he can get w
hat he needs, w

ithout
having to resort to challenging behaviors. T

he suggestions below
 are strategies to help m

ake individuals w
ith

autism
 feel m

ore com
fortable and m

ore em
pow

ered.
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T
here are increasing num

bers of tools and
apps for behavioral intervention tracking that
are portable and sim

ple to use. 
L

inks can be found here.



A
dapt the Environm

ent
A

s you learn to think like a detective about your child’s behavior, your observations (or the FB
A

) are likely 
to show

 that behavior occurs at specific tim
es, w

ith certain people or in particular environm
ents. You and 

your team
 w

ill need to tune in, learning to recognize the signs of increasing tension, anxiety or frustration 
that eventually lead to challenging behaviors. O

ften there is a ram
ping up, or escalation period, and learning to

recognize that early and using m
any of the approaches here can help to calm

 a situation and prevent behavioral
outbursts. Som

etim
es these signs m

ay be very subtle—
red ears, a tapping foot, heavier breathing, higher pitched

speech—
but it is essential that everyone on the team

 responds to the im
portance of tuning in and w

orking 
tow

ards de-escalation. 

C
hanging the environm

ent can often reduce behavioral episodes. E
xpand situations, relationships, places

and opportunities that are successful. If possible, try to adjust or avoid situations that are triggers for challenging
behavior. Incorporate w

ays to reduce frustration and anxiety and increase understanding. B
elow

 are som
e things

to consider w
hen w

orking to create a m
ore successful environm

ent:

■
O

rganize and provide structure:Provide clear and consistent visual schedules, calendars, consistent routines,
etc. so that the person know

s w
hat is com

ing next.

■
Inform

 transitions and changes:R
ecognize that changes can be extrem

ely unsettling, especially w
hen they

are unexpected. R
efer to a schedule, use countdow

n tim
ers, give w

arnings about upcom
ing changes, etc.

■
U

se V
isual Supports:P

ictures, t ext, video m
odeling and other visuals are best for visual learners, but they 

are also critical because they provide inform
ation that stays. T

he A
T

N
 V

isual Supports T
ool K

itprovides 
a step-by-step, easy-to-understand introduction to visual supports. 

■
P

rovide a safe place and teach w
hen to use it: A

 calm
ing room

 or corner, and/or objects or activities that help
to calm

 (e.g. bean bag) provide opportunities to regroup and can be helpful in teaching self-control.

■
R

em
ove or dam

pen distracting or disturbing stim
uli:R

eplace flickering fluorescent lights, use headphones to
help block noise, avoid high traffic tim

es, etc.

■
Pair com

panions or staff appropriately for challenging activities or tim
es:Som

e people are m
ore calm

ing than
others in certain situations. If going to the store w

ith dad w
orks better than w

ith m
om

, focus on that and
celebrate successes.

■
C

onsider structural changes to your hom
e or yard:T

hese changes m
ight address som

e of the specifics of your
situation to increase independence or reduce the risks w

hen outbursts occur. M
aking H

om
es that W

ork
includes a range of potential changes that can be m

ade to reduce property dam
age, im

prove safety, and 
increase choice and independence. 

“O
ne o f the barriers that w

e often find for children w
ith autism

 in toilet training has to do w
ith the condition of the

bathroom
 itself. O

ften tim
es w

e find that people w
ith A

SD
 can be very tactfully defensive so the space itself needs to

be as neutral as possible. T
here needs to be enough room

 around the toilet so people don’t feel too confined. It is really
helpful if the space is w

arm
 and you address other types of sensations around the toileting experience. For exam

ple, is
it cold, is there a fan running, is the light too bright, or not bright enough? You can som

etim
es help encourage people

to use the toilet if the bathroom
 is a friendly place for them

 to be – G
eorge B

raddock, P
resident, 

C
reative H

ousing Solutions L
L

C
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W
hat else can I do to prom

ote a Safe Environm
ent?

E
ven the best-laid plans don’t alw

ays w
ork in every situation or at the necessary speed. D

espite proactive
strategies, particularly challenging tim

es and stressful situations can get beyond our control. A
ggression or self-injury

can get to a point w
here the situation is dangerous. It is good to be prepared if you think this m

ight happen.

Com
m

unicate to O
thers

M
any fam

ilies have found it helpful to com
m

unicate to 
those around them

 about their child’s special needs and som
e 

of the behavioral situations that m
ight arise. Som

etim
es it is 

helpful to let others know
 w

hat is going on so that they can also 
be observers and help provide helpful input about your child. 
Som

e fam
ilies have found it helpful to talk to their neighbors, 

or to com
m

unicate w
ith others in the com

m
unity using 

stickers, cards, or other visuals.

Preparing for an A
utism

 Em
ergency

B
ecause autism

 often presents w
ith special considerations, 

tools have been developed to help fam
ilies prepare ahead of tim

e for som
e situations that m

ight arise. T
he follow

ing
resources have suggestions for fam

ilies, as w
ell as inform

ation that can be shared w
ith local law

 enforcem
ent and

first responders:.
■

A
utism

 Speaks A
utism

 Safety Project
■

F
irst R

esponders T
ool K

it
■

C
om

m
unity and Professional T

raining V
ideos for F

irst R
esponders

■
N

ational A
utism

 A
ssociation’s B

ig R
ed Safety B

oxes
■

A
utism

 W
andering A

w
areness A

lerts R
esponse and E

ducation C
ollaboration (A

W
A

A
R

E
)

■
M

aking H
om

es that W
ork

U
se Positive Behavior Supports 
Your team

 should develop strategies for you to use to increase the behaviors you w
ant to see in your child.

T
hese w

ill need to be individualized to his particular needs and challenges. T
hey can often be helpful in building

a sense of pride in accom
plishm

ents and personal responsibility, and a sense of w
hat is expected. T

his w
ill reduce

the anxiety and reactivity that results in aggression or other behaviors. Som
e helpful strategies:

■
C

elebrate and build strengths and successes:Tell him
 w

hat he does w
ell and w

hat you like. A
 sense of com

petence
often fosters interest and m

otivation. Strive to give positive feedback m
uch m

ore frequently than any correction
or negative feedback. ‘G

reat job putting your dishes in the sink!’ 

■
R

espect and listen to him
:You m

ay have to look for the things he is telling you, verbally or through his
choices or actions. ‘You keep sitting on that side of the table. Is the sun in your eyes over here?’

■
Validate his concerns and em

otions:D
o not brush aside his fears or tell him

 not to w
orry. H

is em
otions are

very real. H
elp to give language to w

hat he is feeling. ‘I know
 you do not like spiders. I can see that you are

very afraid right now
.’ ‘I can see that you are angry that our plans have changed.’
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“T
hank you for your concern. M

y child 
has autism

. H
e finds m

any situations difficult, 
including this one. R

ight now
, w

e are doing a
treatm

ent plan recom
m

ended by our therapist, 
D

r. BC
BA. T

his includes not giving attention 
to m

y child w
hen he is acting out in order to 

discourage it. If you have any questions, 
you can contact D

r. BC
BA at 123-456-7890.”

I carry a note card stating:

I post these cards in the w
indow

s of m
y car, on the front

door of m
y house and at any other environm

ent, like fam
ily

m
em

bers houses.  M
y child has A

utism
 printable card

http://card.ufl.edu/handouts/A
utism

-C
ard-w-border.pdf



■
P

rovide clear expectations of behavior:Show
 or tell your child w

hat you expect of him
 using visual aids,

photographs or video m
odels. A

 great w
ay to teach new

 skills is T
ell-Show

-D
o.

■
Set him

 up for success:Provide accom
m

odations. A
ccept a one w

ord answ
er instead of dem

anding a w
hole

sentence. U
se a larger plate and offer a spoon to allow

 him
 to be neater at the dinner table. U

se V
elcro

shoes or self-tying laces if tying is too frustrating. 

■
Ignore the challenging behavior:D

o your best to keep the challenging behavior from
 serving as his w

ay of
com

m
unicating or w

inning. T
his is hard to do, but in the long run it is effective. D

o not allow
 his scream

s
to get him

 out of brushing his teeth, or his biting to get him
 the lollipop that he w

ants. B
ehaviors m

ay get
w

orse before you start to see them
 get better. Stay the course! A

nd m
ake sure all fam

ily and team
 m

em
bers

are consistent in this approach and that you pair this w
ith other positive strategies.

■
A

lternate tasks:D
o som

ething that is fun, m
otivating or that your child is good at. T

hen try som
ething

hard. H
e w

ill be less inclined to give up or get agitated if he is already in a positive fram
ew

ork.

■
T

each and interact at your child’s or loved one’s learning level:T
ake care to set him

 up for grow
th and 

accom
plishm

ent, rather than the anxiety produced by constant failure or boredom
.

■
G

ive choices, but w
ithin param

eters:E
veryone needs to be in control of som

ething, even if it is as sim
ple as

w
hich activity com

es first. You can still m
aintain som

e control in the choices that you offer. ‘D
o you w

ant
to eat first, or paint first?’

■
P

rovide access to  breaks:T
each the individual to request a break w

hen he needs to regroup (e.g. use a P
E

C
S

card that represents “break”). B
e sure to provide the break w

hen he asks so he learns to trust this option and
does not have to resort to challenging behaviors. 

■
P

rom
ote the use of a safe, calm

-dow
n place:T

each him
 to recognize w

hen he needs to go there. T
his is a 

positive strategy, not a punishm
ent. 

■
Set up rei nforcem

ent system
s:U

se sim
ple, predictable processes that rew

ard your child for desired behavior.
C

atch him
 being good and rew

ard that, verbally and w
ith favored activities, objects or ‘paym

ent.’ ‘I love
that you stayed w

ith m
e during our shopping trip. You earned a ride on the airplane toy!’

■
A

llow
 tim

es and places for him
 to do w

hat he w
ants:E

ven if it is a ‘stim
’, it is im

portant to provide these 
options w

hen it is not an intrusion or annoyance to others.

■
R

ew
ard flexibility and self control:‘I know

 you w
anted to go to the pool today and w

e w
ere surprised w

hen it w
as

closed. For staying cool and being so flexible about that change in plans, let’s go get som
e ice cream

 instead!’

■
P

ick your battles:Strive for balance. Focus on the behaviors and skills that are m
ost essential. B

e sure to 
include p ositive feedback and intersperse opportunities for success and enjoym

ent for you, your fam
ily, 

and your loved one w
ith autism

. B
e resilient. C

elebrate the fun and the good things!

■
U

se positive/proactive language:U
se language that describes w

hat you w
ant the individual to do 

(e.g. ‘I love how
 you used a tissue!’), and try to avoid saying ‘N

O
’, or ‘don’t’ (e.g. ‘stop picking your nose.’).
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Teach Skills and Replacem
ent Behaviors 

Since behavior often represents com
m

unication, it is essential to replace behavior by building m
ore adaptive

skills. It is im
portant that you and your team

 not assum
e that a child has the skills needed to do som

ething ‘the
right w

ay’ and that you are prepared to use system
atic instruction and m

otivation to build new
 abilities.

Focus on com
m

unication and functional skills to prom
ote greater independence, social skills to prom

ote greater
understanding and reduce apprehension, and self-regulation skills. T

he team
 should specifically w

ork on skills
that w

ill address the behavior’s function, and thereby help to replace, the target behavior. Skill building can take
som

e tim
e, so be persistent and celebrate the sm

all steps along the w
ay. 

“C
om

m
unication-based intervention refers to an approach that reduces or elim

inates problem
 behavior by teaching

an individual specific form
s of com

m
unication. B

ecause the com
m

unication form
s that are taught are m

ore effective
w

ays of influencing others than the problem
 behavior, they eventually replace the problem

 behavior itself…
 B

y com
-

m
unication training, w

e m
ean that individuals are taught specific language form

s including, for exam
ple, speech,

signing, and gestures that can be used to influence other people in order to achieve im
portant goals.” 

– Ted C
arr, P

h.D
., 

State U
niversity of N

ew
 York at Stony B

rook

W
hen you adjust to give different feedback or to help your child develop a new

 skill, celebrate yourself as
m

uch as you celebrate your child’s grow
th! R

ew
ard a sibling for being extra patient or m

odeling a skill yo u are
teaching. U

se the pride in your successes to help you stay focused and dedicated, and to help you reflect on the
good things in your child and your fam

ily.

It is essential to teach skills in the context of a positive learning situation, w
hich is N

O
T

 w
hile a behavior is

occurring. T
hese skills need to be part of a com

prehensive educational plan. Just like m
ath facts, they m

ay need
to be practiced m

a ny tim
es during the day w

hen the child or adult is calm
 and attentive. L

abel ‘calm
’ and ‘ready

to learn’ states and teach your child w
hat they feel like. 

■
D

evelop and expand
functional com

m
unication:F

ind a w
ay to build effective com

m
unication that is 

appropriate for the person across his daily activities. U
se language instruction, P

E
C

S, sign language, 
com

m
unication devices or other tools. For exam

ple, teach an over-stim
ulated child to ask for quiet tim

e
(using his w

ords, P
E

C
S, pointing to a picture, or an iPad app), instead of running aw

ay. Functional 
com

m
unication should be rew

arded w
ith im

m
ediate access to the requested item

 to build the connection.
T

his allow
s you to use request = item

 rather than behavior = item
. A

 trained autism
 specialist or speech

therapist w
ill be very helpful in choosing and supporting effective interventions for functional language

developm
ent. M

ore inform
ation and possible resources:

■
T

he N
ational Professional D

evelopm
ent C

enter’s Functional C
om

m
unication T

raining

■
Functional C

om
m

unication T
raining 

http://w
w

w.autism
speaks.org/sites/default/files/challenging_behaviors_caregiver_m

anual.pdf

■
Severe B

ehavior Problem
s: A

 Functional C
om

m
unication T

raining A
pproach (T

r eatm
ent M

anuals for
Practitioners),by V

. M
ark D

urand
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■
P

icture E
xchange C

om
m

unication System
 (P

E
C

S) and A
ssociated A

pps 

■
O

ther A
utism

 A
pps, such as Proloquo

D
eveloping a voice can be life changing, and finding the right supports can help to increase functional 

com
m

unication in a variety of w
ays. For one dram

atic exam
ple, w

atch C
arly’s story. 

■
T

each Social Skills: U
se social stories to explain expectations and build skills and aw

areness. R
ecognize that

som
e s kills m

ight require a team
 approach. For exam

ple, m
essy eating or toileting can be the result of a

com
bination of sensory concerns, m

otor planning and social aw
areness, so w

orking w
ith an occupational

therapist and using social stories as w
ell as behavioral interventions m

ight be needed

■
C

reate A
ctivity Schedules: T

each the use of schedules using pictures, w
ritten w

ords or videos to help 
organize a chunk of tim

e (e.g. a day, a class period, etc.) and break tasks into sm
all, m

anageable steps.
T

hese schedules often reduce anxiety, provide skill developm
ent, and prom

ote independence. E
xam

ples
and resources:

■
P

icture A
ctivity Schedules, from

 D
o2L

earn

■
A

ctivity Schedules for C
hildren W

ith A
utism

, Second E
dition: T

eaching Independent B
ehavior,

by L
ynn E

. M
cC

lannahan and Patricia K
rantz 

■
O

ther A
utism

 A
pps,such asR

eD
o

■
T

each Self-R
egulation and D

e-escalation Strategies:L
earning to self regulate is essential to a person’s ability

to rem
ain calm

 in the face of the assaults that the w
orld w

ill undoubtedly bring his w
ay. Your child is m

ost
likely to show

 problem
 behaviors w

hen he is in an em
otional state of anxiety or agitation. Strategies and

program
s for building self-regulation relate to both arousal and em

otions. M
any of us have had to learn these

ourselves—
counting to ten, taking a deep breath—

and the sam
e principles apply to the learning needs of

an individual w
ith autism

.

“M
y behavior began to im

prove w
hen I started to learn about em

otions-- how
 to recognize them

 not only in others,
but in m

e. T
his w

as an essential step to learning self-regulation, and it w
as then that I started to take m

ore control 
of m

y actions.”  
– R

H
, adult w

ith autism

■
U

se T
he Incredible 5-Point Scale

to teach social aw
areness and em

otions 

■
T

each recognition of arousal levels: T
he A

lert Program
: H

ow
 does your engine run?

■
E

m
ploy B

ehavioral R
elaxation T

raining (B
R

T
)w

hich uses m
otor exercises (posture, breathing, etc) to

find a relaxed state, and has been show
n to be helpful in individuals w

ho are less able to talk through 
issues or concerns.

■
T

each self control and behavioral targets using Social Stories or C
ognitive P

icture R
ehearsal.

■
T

each the individual to recognize the triggers for his behavior, and w
ays to avoid or cope w

ith these
w

hen they occur.

■
F

ind w
ays to arouse and w

ays to calm
 your child, w

hich can vary from
 person to person, and teach him

to do these w
hen he needs to.

■
R

eview
 additional tips and hundreds of sam

ple behavior charts and targets, including feeling charts.
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■
F

ind providers w
ho use C

ognitive B
ehavior T

herapy
or teach cause and effect, self-reflection, and social 

understanding through tools such as the Social A
utopsy. W

hile these techniques lend them
selves to m

ore
verbal individuals, they can be used w

ith individuals of all verbal abilities w
ith appropriate accom

m
odations

such as use of visuals and role-play. 

■
Teach Self-M

anagem
ent Skills:Self-m

anagem
ent focuses on becom

ing aw
are of one’s actions and learning

responsibility for behavior and tasks w
ithout the support of caregivers. T

his is especially im
portant in the

adolescent years, as young adults w
ith autism

 often feel the need for greater autonom
y and independence

just like their peers. T
eaching self-m

anagem
ent provides your child w

ith a sense of personal responsibility,
pride and accom

plishm
ent. Som

e books include:

1. H
ow

 to teach self-m
anagem

ent to people w
ith severe disabilities: A

 training m
anual,by L

ynn K
oegel 

2. Self-M
anagem

ent for C
hildren W

ith H
igh-Functioning A

utism
 Spectrum

 D
isorders,by L

ee A
. W

ilkinson

■
P

rom
ote E

xercise:E
xercise can be a pow

erful factor in overall quality of life, for reasons beyond just physical
fitness and w

eight issues. R
esearch show

s that aerobic exercise can influence behavior, decreasing self-
stim

ulatory behaviors such as rocking and spinning, as w
ell as discouraging aggressive and self-injurious

behavior. Som
etim

es the challenges of autism
 (e.g. sensory input, m

otor planning, social aspects of team
sports, etc.) can require a little extra creativity in term

s of designing an approach to physical activity that is
beneficial and m

otivating for a specific person. H
ow

ever, if im
plem

ented appropriately, the addition of
physical activity to an autism

 intervention program
 can address som

e of these specific challenges, increase
self-confidence and social interactions, and im

prove overall quality of life. T
he sam

e interventions that are
used to teach other skills (A

B
A

, structured teaching, etc.) can be used to build exercise skills and routines. 

■
T

he B
enefits of Sports and E

xercise in A
utism

■
T

op 8 E
xercises for A

utism
 F

itness
from

 A
utism

F
itness.com

■
A

utism
 F

itness E
xercise V

ideos
from

 A
utism

F
itness.com

■
A

ddress H
orm

ones and Sexuality C
onsiderations:T

he horm
one and brain changes of puberty can m

ake a 
typical child seem

 like a stranger, and these sam
e effects occur in people w

ith autism
. H

ow
ever, in autism

, 
additional considerations com

e into play because of t he language and social deficits. T
ell your child, even 

if you think he m
ay have difficulty understanding, about w

hat is happening to his body. Specific teaching
to the skills of appropriate social considerations (personal space, privacy, feelings vs. actions, etc.) can help 
to keep an individual w

ith autism
 out of situations that others m

ight find disturbing or inappropriate. 
R

esponding to Inappropriate Sexual B
ehaviors D

isplayed by A
dolescents W

ith A
utism

 Spectrum
 D

isorders
by Jenny T

uzikow
, Psy.D

., B
C

B
A

-D
 has helpful insights. 

E
ditor’s N

ote: T
his story reflects the need for the team

 to take into consideration the culture and com
fort of those

being asked to take part in an intervention. Your fam
ily’s perspective and concerns need to be considered as you 

program
, as a team

, for your child.

“Just like any other teenage boy, m
y 13 year old son w

ith autism
 starting having occasional, unexpected erections

that seem
ed outside of his control. H

e found them
 funny, but obviously others did not. W

e explained to him
 w

hat w
as

taking place, but that it w
as som

ething that he should keep private. E
ven if he understood w

hat w
e w

ere saying, 
w

e recognized this w
ould be difficult to do w

hen you don’t have the language to let others know
 you just ‘need a few

m
inutes at the desk.’ H

is behavioral team
 thought the w

ay to address this w
as to give it an outlet, suggesting som

e
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V
ictoria’s Secret catalogs and som

e m
odeling from

 D
ad. I w

as so relieved that I could not be asked for this duty! B
ut

w
e w

ere also concerned about w
hat else w

e w
ere teaching him

. W
hat if V

ictoria’s Secret becam
e his ‘trigger’ and w

e
w

ent to the m
all??? W

e reasoned w
ith the team

, and instead taught our son to ask for P
rivate T

im
e-- in his room

, at
hom

e, w
ith a P

rivate T
im

e sign on his door. E
ventually he outgrew

 this phase and it has not been an issue. W
e can

even go to the m
all and pass V

ictoria’s Secret w
ithout concern!” – E

S, a m
other

A
n Intervention Exam

ple: C.O
.P.E.S. ™

 
O

ne school intervention team
 has had success using strategies for 12 teenage students w

ith long histories of
failed interventions and high incidence of aggressive and self-injurious behaviors. C

.O
.P.E

.S. ™
 involves consistent

im
plem

entation of a collection of individualized approaches. T
his program

 incorporated several interventions to
greatly reduce behaviors and build positive skills and happier students. For a description and accom

panying visual
exam

ples, please see the A
ppendix at the end of this section.
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Punishm
ent vs. Rew

ards: W
hat does science tell us?

P
unishm

entis often used in shaping behavior. It w
orks because it reduces the chances that the behavior

w
ill happen again. P

unishm
ent often takes tw

o form
s—

 doing som
ething such as spanking or giving extra

chores, or taking som
ething aw

ay
such as T

V
 tim

e or the car keys. W
e often use punishm

ent in its m
ore subtle

form
s w

ithout even realizing it—
raising our voices, rem

oving a favorite toy or w
ithdraw

ing attention. 
T

he short term
 consequences of punishm

ent bring focus to a problem
 and m

ay stop the behavior in the
m

om
ent. B

ut studies show
 that punishm

ent is largely ineffective in the long run, especially w
hen it is not

used together w
ith positive and preventive approaches. It can prom

ote em
otional responses such as crying

and fearfulness, and aggressive behavior by providing a m
odel (e.g. hitting). It can also prom

ote a desire for
escape and avoidance of the person or the situation that caused the punishm

ent. It often needs to be repeated
and often becom

es m
ore intense, because punishm

ent m
ay teach w

hat not to do, but does not build skills for
w

hat to do. T
he negative feelings associated w

ith punishm
ent are often paired w

ith the person delivering the
punishm

ent, causing the relationship w
ith the parent or caregiver to be affected as tim

e goes on.  
O

f course, every child exhibits behavior that needs to be corrected, or shaped, so w
hat else can I do?

R
ew

ards, or using reinforcem
ent, are one of the m

ost consistent w
ays to change behavior and build desired

responses. For people w
ith jobs, the rew

ard is a paycheck at the end of the m
onth. C

hildren, especially those
w

ith autism
, often need their rew

ards m
uch m

ore im
m

ediately, and in connection w
ith the desired behavior.

So, as soon as he buckles his seatbelt, he gets a ‘high five’. 
Som

etim
es reinforcem

ent is view
ed as sim

ple, such as giving an M
&

M
 after a correct response, but reinforcem

ent
can be m

uch m
ore than that. W

hen a tangible rew
ard (M

&
M

) is paired w
ith a social rew

ard (‘G
reat job saying

G
ood M

orning to your brother!’), the positive feeling of success gets paired w
ith both the verbal praise, and the

person giving the rew
ard. T

his helps to build the desired behavior, and also often im
proves the relationship

w
ith the parent or teacher using the rew

ard. 
R

einforcerscan vary considerably from
 person to person. It is im

portant to observe your child to learn w
hat he

finds rew
arding so that you can give him

 w
hat he w

ants after he has responded in the w
ay that you desire. W

atch
w

hat he does in his free tim
e, or w

hen he has choices—
som

e children love to be tickled, others do not. C
onsider

edibles  (such as a cookie or other favorite food) but also other tangibles(a toy, bubbles, etc.) or experiences
(listening to m

usic, taking a w
alk, curling up on the bean bag). B

e creative and m
ix it up. K

now
 that the

m
ore opportunities a person has to encounter a reinforcer, the less rew

arding it m
ight becom

e—
so the ‘pow

er’
of a rew

ard is often increased if it is saved for certain tim
es w

hen you w
ant to celebrate your child’s behavior.



R
esearch show

s that positive, reinforcem
ent-based strategies are m

ost effective in creating long-term
 

behavioral change. H
ow

ever, it is also im
portant to have an im

m
ediate response to a behavior in order to 

m
aintain safety or m

inim
ize disruptions. P

lanning in advance for the type of situation is im
portant, so that care-

givers across settings (hom
e, school, etc.) are consistent in their responses a nd delivery of consequences. M

ost
reactive strategies fall into three areas as listed below

.

■
Ignoring the behavior

(extinction) is often used w
hen the behavior is used for attention, and is 

m
ild or not threatening.

■
R

edirection, often supported w
ith visuals, m

ay involve redirection to an appropriate behavior or 
response and is often paired w

ith positive strategies.

■
R

em
oval from

 a situation or reinforcem
entthrough a tim

e out is often used for calm
ing dow

n opportunities.

I gnoring challenging behavior m
eans not giving in to the behavior that you are trying to elim

inate, to the
best of your ability. If he kicks to get a cookie, ignore the kicking and do not give him

 a cookie. B
ut, use other

strategies here to teach him
 to request a cookie, and be sure to give the cookie w

hen he asks, so as to build his
trust in you. N

ote that w
hen you first start to ignore a behavior (called extinction) it m

ay increase the behavior.
T

his is called an extinction burstand is very norm
al. Stay the course. 

■
C

ertain behaviors (those that are dangerous or injurious) are m
ore difficult to ignore and som

etim
es need

to be redirected or blocked (e.g. putting a pillow
 by his head so that his self-hitting does not do dam

ag e),
even as you strive to not allow

 the behavior to ‘w
in.’ link to Yoo section on ignoring? 

“W
hen Joey w

as little, every tim
e he spilled his glass of w

ater, he banged his head on the edge of the table. I learned to
w

ipe-up his spilled w
ater quickly, in order to avoid this self-injurious behavior. If I w

as really fast, he’d attack m
e

on m
y w

ay to cleaning it up – grabbing m
y hair and pulling. I also n oticed that his aggression didn’t stop once I had

cleaned up the obvious puddles, but continued as I w
iped w

hat I thought w
as a dry surface.

T
his behavior continued because, try as w

e m
ight, w

e could not com
pletely avoid spilling w

ater. B
y the tim

e Joey
w

as age 9, the entire fam
ily w

as very alert to the im
portance of not spilling w

ater and the need to respond quickly
trying to reduce the duration of J oey ’s aggression. O

nly after w
e started a hom

e A
B

A
 program

 w
as it pointed out

that m
y rushing to clean up spilled w

ater follow
ed Joey’s becom

ing self-injurious and aggressive. B
y w

iping up the
w

ater, w
e w

ere reinforcing Joey’s inappropriate behaviors. I realized that Joey did not know
 how

 to clean up the
w

ater him
self. H

e also did not have another w
ay to ask us to clean up the spilled w

ater or to tel l us that it bothered
him

, other than banging his head or pulling our hair. 

W
ith the help of our behavior consultant, w

e learned to clean-up the spilled w
ater only before Joey becom

es aggressive or
self-injurious. W

e also learned to prom
pt appropriate language “clean up” as w

e cleaned up. If Joey aggressed, w
e ignored

the spilled w
ater and follow

ed our behavior protocol. A
fter practice, Joey learned to say “clean up” instead of banging hi s

head and pulling hair. E
ventually, w

e taught Joey how
 to ask for a tow

el or to get a tow
el and clean up the w

ater him
self.” 

– B
H

, parent

R
edirection can be a very pow

erful tool, giving you the opportunity to steer your child into a situation that is
m

ore positive, or m
ore m

anageable. It also helps to avoid or calm
 an escalating situation. T

he use of a tim
e out

can vary considerably, and to be m
ost effective, it is im

portant that it is done correctly. A
 tim

e out is not just a
change in location—

it m
eans your child loses access to som

ething he finds rew
arding or cool. For m

ore com
plete

discussion on how
 best to use tim

e out, see the A
T

N
 A

B
A

 guide
or this parent training inform

ation. 
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O
ther strategies your behavioral team

 m
ight em

ploy include teaching accountability (if he spilled the m
ilk,

he is the one to clean it up), or using positive practice, som
etim

es know
n as do-overs. For exam

ple, if he let the
door slam

 in som
eone’s face, he m

ight practice in the doorw
ay how

 to enter the house and hold the door five 
or ten tim

es. ‘O
ops, let’s practice doing that that the right w

ay.’In doing this, try to lim
it the sense of punishm

ent,
keeping positive strategies em

ployed (reinforcem
ent, praise) to build the desired behaviors over tim

e. ‘I love that
you noticed I am

 right behind you and you held the door open!’

■
W

hen behavior does occur, be careful not to: 

■
Feed into the behavior, give in or provide w

hat your child w
anted to get from

 the behavior

■
Show

 disappointm
ent or anger

■
L

ecture or threaten

■
P

hysically intervene (unless necessary for safety, such as keeping a child from
 running into the street)

A
 new

 look at tim
e-out 

C
ontrary to popular belief, tim

e-out is not sitting in a chair for a few
 m

inutes. T
im

e out is losing access to cool, fun
things as a result of exhibiting problem

 behavior, usually by rem
oving the individual from

 the setting that has those
cool, fun things. T

im
e-outs can only occur w

hen the individual is in tim
e-in. T

hat is, if nothing enjoyable w
as 

happening before tim
e-out, you are sim

ply rem
oving the individual from

 one non-stim
ulating, non-engaging room

 
to another. 

For exam
ple, if the individual is w

atching her favorite T
V

 show
, but hits and scream

s at her sibling for getting in 
the w

ay, taking her to a chair located in the sam
e room

 w
ill not serve as a tim

e-out since she can still see and listen to
the T

V. R
em

oving her from
 accessing the T

V
 com

pletely, how
ever, is an exam

ple of a tim
e-out. In this case, tim

e-in
(w

atching a favorite show
) w

as in place, allow
ing for tim

e-out to be effective upon the occurrence of the problem
 

behavior. O
nce the individual is in tim

e-out, let her know
 that she m

ust be calm
 for at least 10 seconds (or a duration 

of your choosing, usually shortly after he is calm
) before she can return to tim

e-in. D
o not talk to the individual or 

explain to her w
hat she did w

rong w
hile she is in tim

e-out. You m
ay use a tim

er to indicate to the individual w
hen 

the tim
e-out w

ill be over. W
hen the tim

er goes off, he should be allow
ed to return to w

hat he w
as doing, i.e. tim

e-in. 

H
ow

 to use tim
e-out correctly 

■
A

 fun, enjoyable activity should be in place before using tim
e-out (e.g. playing video gam

e, visiting friends). 

■
T

im
e-out should not lead to the individual avoiding or delaying an unpleasant task or w

ork activity 

■
T

im
e-out should take place in a boring and neutral setting. 

■
N

o attention should be given during tim
e-out. Sim

ply tell the individual, “You hit your brother, no T
V. G

o to
tim

e-out until you are calm
”. 

■
T

im
e-out sho uld be discontinued shortly after the individual is calm

 and quiet (approxim
ately 10 seconds 

of calm
 behavior).

– page 74, Targeting the B
ig T

hree
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Resources:
B

ehavioral R
elaxation T

raining and A
ssessm

ent
by R

oger Poppen

B
ehavioral R

elaxation T
raining (B

R
T

): Facilitating acquisition in individuals w
ith developm

ental disabilities
by T

heodosia R
. Paclaw

skyj, P
h.D

., B
C

B
A

, and J. H
elen Yoo, P

h.D
., 

T
he C

ycle of T
antrum

s, R
age, and M

eltdow
ns in C

hildren and Y
outh w

ith A
sperger Syndrom

e, 
H

igh-Functioning A
utism

, and R
elated D

isabilities
by B

renda Sm
ith M

yles and A
nastasia H

ubbard 

H
ow

 to teach self-m
anagem

ent to people w
ith severe disabilities: A

 training m
anual

by L
ynn K

oegel 

Self-M
anagem

ent for C
hildren W

ith H
igh-Functioning A

utism
 Spectrum

 D
isorders

by L
ee A

. W
ilkinson 

T
aking C

are of M
yself: A

 H
ygiene, P

uberty and Personal C
urriculum

 for Y
oung People w

ith A
utism

 
by M

ary W
robel

T
argeting the B

ig T
hree: C

hallenging B
ehaviors, M

ealtim
e B

ehaviors, and T
oileting

by H
elen Yoo, P

h.D
, N

ew
 York State Institute for B

asic R
esearch

A
utism

 Speaks Fam
ily Services C

om
m

unity G
rant recipient

A
utism

 F
itness.com

 : L
eading A

uthority in A
utism

 F
itness

E
ric C

hessen

D
epression and A

nxiety: E
xercise E

ases Sym
ptom

s
M

ayo C
linic

E
xercise for M

ental H
ealth

Prim
ary C

om
panion to the Journal of C

linical Psychiatry   
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C.O
.P.E.S.™

 
T

he C
O

P
E

S program
 uses individualized program

s for each of their students that incorporates the follow
ing 

elem
ents:

■
 C

om
m

unication:students w
ere given im

m
ediate access to com

m
unication for em

otional issues. M
ulti 

access approaches w
ere tailored to the student’s needs using Y

E
S - N

O
 boards, icons, and iPads w

ith 
augm

entative apps. T
each com

m
unication at his level and start w

ith w
hat is m

ost essential.

■
 O

rganization:m
any of the students show

ed considerable anxiety and a com
plex array of escape and 

avoidance behaviors since they had no system
s to help them

 organize and anticipate events, daily 
schedules, changes in schedules and or future events. Sim

ple schedules and training on basic contingency
m

anagem
ent and use of visual supports show

ed rapid changes in behavior and reduced anxiety.
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m

y’s Schedule M
onday

All Done

Put Backback in Cubby

Independent W
ork

M
orning M

eeting

Reading Tim
e

M
usic Class

Lunch

Recess

Special Reading Group

Pack Up Backback

Go Hom
e



■
 Postive behavior supports:E

ven though all of the students had prior FB
A

s and com
plex contingency 

m
anagem

ent system
s, the interventions often failed since they w

ere too little, too late. B
y being reactive

instead of addressing w
hy the behavior occurred in the first place, the previous interventions w

ere sending
the m

essage that the student’s behavior w
as frustrating, but m

issing the opportunity to prevent its 
occurance in the future. Prevention had to be addressed as a prim

ary objective and replacem
ent skills

needed to be built using positive behavior supports. Sim
ple token charts w

ere introduced and each student
w

as reinforced for success, as sim
ple as w

alking into a room
 nicely to sitting for a m

inute in a chair. T
he

students responded im
m

ediately to being honored and acknow
ledged for the things they did right, though

they w
ere in shock at first since they w

ere accustom
ed to prim

arily negative feedback. You could alm
ost

see the questions in their faces—
W

hat do you m
ean I’m

 being given constant feedback? A
nd it’s positive! 

E
xam

ple of reinforcem
ent steps to earning com

puter tim
e:

■
 E

m
otional regulation:Starting on day one of the behavior support plan, each student w

as system
atically

taught t o understand and identify his ow
n regulatory state and escalation cycle. Proactive program

m
ing

w
as essential. E

m
pow

erm
ent and self-determ

ination w
as a significant part of the program

 and the students
responded im

m
ediately to their involvem

ent in their plans. T
he plans w

ere based on know
ing that the 

student w
ho understands that stress, anxiety and specific activities or situations often result in tension,

frustration, and behaviors, is a student w
ho has a chance of self-regulating. 

T
he program

 has been taught successfully to num
erous students w

ith lim
ited to no verbal skills. Individuals

w
ith lim

ited verbal skills are often assum
ed to be w

ithout a full range of em
otions, w

ith lim
ited ability to

com
prehend w

hat others are saying. A
s a result they live frustrating lives. T

hese students are often m
isun-

derstood and their em
otions, feelings and responses are not fully considered. People talk about them

 as if
they are not there and they m

ake judgm
ents and statem

ents that do not take into account for the full depth
of their feelings, thoughts and opinions.

■
T

eaching the student his escalation cycle does tw
o m

ain things:

■
it allow

s him
 to have som

e say or opinion in his program

■
it teaches him

 to be aw
are of the things that cause him

 anxiety or frustration that often leads to 
disruptive behaviors, and teaches him

 corresponding strategies for self-regulation 
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A
n exam

ple of the visuals used to teach a student to identify his regulatory state and w
hat to do to ‘get to green’:

■
 Sensory and social:E

ach student has a system
atic exposure to com

m
unity and or social outings that in-

cludes the golden rule--no com
m

unity and/ or social access w
hen the student is in any other state but

green. T
his decreases the chances for the student to be in dangerous situations w

here staff have to try to
m

anage behavior and risk inadvertently reinforcing behaviors because the safety risk is too high. 

Social skills are focused on as reciprocal interaction, not necessarily frustrating, overw
helm

ing exposure 
to typical students. T

he social success is based on the student being m
otivated and able to access the social

situation. Start sm
all and be successful.  B

uilding confidence in the student has to com
e first and regulation

is key to that confidence. 
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The behaviors I exhibit w
hen I feel this w

ay
W

hat I need to do-

M
y Self -M

anagem
ent Plan

■
I grab others

■
I hit and bite

■
I yell loud

■
I cry loudly 

■
Sit and breath- deep breaths

■
I need to be in a safe place

■
go to the beanbag 
and stay there!

■
Get to yellow

■
I look tense, m

y shoulders and 
body are tense

■
 I bite m

y tongue
■

 I click m
y neck and fingers

■
 I look red and sad

■
 I need everything to be in its place

■
Take a sensory break

■
 Ask for help

■
 I need som

eone to w
rite and

explain w
hat’s going on!

■
 I need to take DEEP breaths

I AM
 HIGH

I AM
 LOW

■
I can sit and focus

■
 I can follow

 m
y schedule

■
 I can answ

er w
ith m

y voice
■

 I do respond to others and I look relaxed!

■
I can earn m

y points and 
get preferred breaks

I AM
 CALM



W
hat m

ight I need to know
 about 

M
anaging a Crisis Situation?

G
enerally, w

hen a child is engaged in the active, disruptive stage of a behavior, such as a tantrum
 or aggression,

the essential focus has to be on the safety of the individual, those around them
, and the protection of property. It is

im
portant to keep in m

ind that w
hen he is in full m

eltdow
n m

ode, he is not capable of reasoning, being redirected,
or learning replacem

ent skills. H
ow

ever, this level of agitation does not usually com
e out of thin air. You can learn

skills to help anticipate and turn around an escalating
situation that seem

s to be headed in this direction. 

In case of em
ergency, call 9-1-1. A

lw
ays take suicide threats seriously!

“B
oth m

y husband and I have thought of calling 911 before but w
e w

ere too scared of the unknow
n. F

inally one 
afternoon w

e w
ere in a difficult situation w

ith our son and w
e knew

 it w
as tim

e to m
ake the call. It w

as one of 
the hardest decisions w

e have ever had to m
ake, but it w

as the right one – for our son’s safety and ours as w
ell.” 

–C
H

, M
other

H
ave a Plan

Preparation and strategies for coping and staying safe in these situations is essential and it is im
portant for the

team
, including the fam

ily, to develop a crisis plan
together. A

 w
ell-designed plan w

ill include:

■
D

efined setting events, triggers or signs that a crisis situation m
ight develop

■
T

ools and strategies for keeping the individual and those around him
 safe in any setting (school, hom

e,
com

m
unity)

■
Intervention steps and procedures prom

oting de-escalation that are paired at each level w
ith increasing

levels of agitation

■
L

ists of things to do and N
O

T
 to do specific to the history, fears and needs of the individual

■
H

ands on training and practice for caregivers and staff

■
D

ata collection and m
onitoring for continued re-evaluation of the effectiveness of the plan

■
K

now
ledge of the best prepared facility if hospitalization or an E

m
ergency R

oom
 visit m

ight be necessary 

■
Secured guardianship if your child is above age 18 and you need to continue to m

ake decisions for him
(See the A

utism
 Speaks T

ransition T
ool K

itfor m
ore inform

ation)

Providers and fam
ilies w

ho have experienced crisis highlight the need to m
aintain safety

first and forem
ost. T

his is not the tim
e to teach, m

ake dem
ands, or to shape behavior.

K
now

 W
ays to C

alm
 an E

scalating Situation

■
B

e on alert for triggers and w
arning signs.

■
T

ry to reduce stressors by rem
oving distracting elem

ents, going to a less stressful
p lace or providing a calm

ing activity or object.

■
R

em
ain calm

, as his behavior is likely to trigger em
otions in you.
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■
B

e gentle and patient.

■
G

ive him
 space.

■
Provide clear directions and use sim

ple language.

■
Focus on returning to a calm

, ready state by allow
ing tim

e in a quiet, relaxation-prom
oting activity.

■
Praise attem

pts to self-regulate and the use of strategies such as deep breathing.

■
D

iscuss the situation or teach alternate and m
ore appropriate responses once calm

 has been achieved.

■
D

ebrief w
ith the individual, as w

ell as the team
, to prepare for increased aw

areness of triggers and 
strategies for self-regulation in future experiences.

In the m
idst of a C

risis Situation

■
R

em
ain as calm

 as possible 

■
A

ssess the severity of the situation 

■
Follow

 the C
risis P

lan and focus on safety

■
D

eterm
ine w

hom
 to contact: 

■
D

ial 211 for free, confidential crisis counseling

■
D

ial 911 for an em
ergency: fire, life-threatening s ituation, crim

e in process, serious m
edical problem

that requires m
ental health and basic life support am

bulance services 

■
C

all local police for non-em
ergencies

D
isclosure to a Police O

fficer:

“T
he decision to disclose your (or your child’s) diagnosis to a police officer w

ill alw
ays be yours to m

ake. If you have
learned through experience that disclosure w

ould be helpful in the particular situation, yo u m
ay decide to disclose to a po-

lice officer. L
aw

 enforcem
ent officers report that they m

ake their best decisions w
hen they have their best inform

ation. A
good, strong autism

 or A
sperger Syndrom

e diagnosis disclosure that includes the use of an inform
ation card, contact infor-

m
ation for an objective professional, and proof of diagnosis should be considered.”  

– D
ennis D

ebbaudt, a parent and leading voice 
on autism

 training for law
 enforcem

ent and 
em

ergency responders

W
hen severe and dangerous behaviors pose a risk of physical harm

 to the individual or to others in the
vicinity, physical restraints or seclusion as a brief intervention are som

etim
es necessary to m

aintain safety.

P
hysical restraintsare physical restrictions im

m
obilizing or reducing the ability of an individual to m

ove their
arm

s, legs, body, or head freely.

Seclusion
(putting the individual briefly in a room

 by him
self to ‘calm

 dow
n’) is often em

ployed in schools
and other group environm

ents. Seclusion can provide a quick halt to an im
m

ediate threat, but in the long run,
seclusion is not a solution to the behavior itself, especially if the function of the behavior is to escape or avoid
som

ething.  School program
s should be focused on developing functionally based, positive behavior intervention

plans to elim
inate the need for seclusion practices all together. 

It is im
portant to note that w

hile restraints and seclusion can serve to m
aintain safety, it is an intervention of

last resort and should only be used w
hen less restrictive and alternative interventions are not effective, feasible,
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or safe. Im
proper use of these techniques can have serious consequences physically and em

otionally. Parents and
caregivers should seek out and receive professional guidance and training on positive behavior interventions and
supports, crisis prevention, and the safe im

plem
entation of restraints and seclusion techniques w

hen necessary. 

M
anaging a Crisis at H

om
e

H
aving a C

risis P
lan is an im

portant step, and it m
ight be helpful to create this w

ith your team
 or behavioral

provider. Som
e fam

ilies have em
ergency inform

ation cards w
ith vital inform

ation and signs posted to alert first
responders. Strategies for keeping the individual w

ith autism
 and other fam

ily m
em

bers safe during episodes of
aggression or self-injury are m

ost im
portant. B

eing prepared for an individual w
ho is inclined to outbursts a nd

tim
es of aggression or property dam

age can help everyone feel safer. T
he strategies outline in M

aking H
om

es
that W

ork
m

ight be helpful. 

M
anaging a Crisis at School
For school age children, there are protections under the Individuals w

ith D
isabilities E

ducation Im
provem

ent
A

ct (ID
E

IA
)that pertain to behavioral considerations, functional behavior assessm

ents, and positive supports.
T

he school w
ill need  to have a behavior intervention plan (B

IP
), and your child’s educational team

 should 
provide you w

ith m
aterials to explain your rights and your child’s rights under educational law

. You need to 
approve the plan, and the defined behavioral targets, expectations and interventions should be clear to you, your
loved one and his entire team

. If you need inform
ation or training, ask! B

e persistent.

In th e ca se of a significant aggressive or other concerning behavior at school, the staff or the fam
ily can call

an em
ergency IE

P m
eeting to discuss placem

ent, B
IP and other considerations. Special N

eeds, Special G
ifts

offers
som

e insights into challenging behaviors in the school environm
ent and the responsibilities and w

arning signs.

Your school team
 m

ay suggest the use of seclusion and/or restraints, but  these controversial interventions
should not be undertaken lightly. It m

ay also be helpful to know
 the regulations as they pertain to challenging

behaviors and the use of suspensions and expulsions. T
here are certain protections afforded students w

ith special
needs under a provision in ID

E
A

. T
he W

rightslaw
 page B

ehavior Problem
s &

 D
iscipline: W

hat Parents and
T

eachers N
eed to K

now
contains great infor m

a tion on this topic.

M
anaging a Crisis in the Com

m
unity

“M
y

daughter has had quite a few
 tantrum

s in our com
m

unity that have escalated. T
his encouraged m

y fam
ily and 

I to take steps to let m
y local neighborhood know

 about m
y daughter’s behavior—

 by posting autism
 cards, in m

y car
w

indow
, on our front door, etc. 

T
he other thing that really helps m

y fam
ily is that w

e travel in pairs. T
his m

eans that so m
eone is alw

ays around to
help w

hom
ever m

y daughter is w
ith. A

s a parent, I alw
ays w

orry about m
y child’s safety, so I try to find a “safe place”

w
hile I’m

 out to take her to w
hen there’s a problem

, P
laces like fam

ily bathroom
s or even dressing room

s in clothing
stores w

ork w
hen she needs to calm

 dow
n or re-focus. I also spoke to our state’s D

M
V about getting a handicap placard

for m
y car that I only use w

hen m
y daughter is w

ith us--so I can m
ake that bee-line to the car even faster! 

T
he other thing that helps a lot is placing a Fam

ily E
m

ergency K
it in the trunk of each car w

e travel in. M
uch 

like the ones used during pregnancy and in D
isaster E

m
ergency P

reparedness K
its, I add a com

fortable change of
shoes/clothes, personal item

s, an extra insurance card, her m
edic alert necklace info, even m

y C
P

I card-to show
 that

I’m
 trained. I com

plete each kit w
ith a few

 extra sensory item
s she m

ight like and extra w
ater and snacks, in case she

m
ight be cranky because she’s hungry and cannot say so. A

lso, in each kit, I started packing a few
 care item

s for m
yself,

just in case w
e had to go to the hospital so that I w

ould be m
ore at ease, during our w

ait. T
he last thing I do very 
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frequently, is m
ake sure I bring any m

edication for m
y child and for m

yself so that neither one of us get off our m
eds.

O
ne tim

e m
y daughter’s m

eds had changed recently, and m
y daughter had to go to the E

R
. A

s it turned out ,I w
as the

only one w
ith the m

eds she needed, right there in m
y kit!”   

– K
V, a parent

Em
ergency Personnel Response and Interacting w

ith Law
 Enforcem

ent
T

raining in autism
 aw

areness is increasing, but has certainly not been universal across the U
nited States. It 

is im
portant that you understand that E

M
S personnel m

ight not know
 that ‘he has autism

’ m
eans that he m

ight
have difficulty understanding directions, or respond poorly to flashing lights, a blood pressure cuff or other actions.
It can be helpful to have inform

ation (on a card) ready to pass along or to find w
ays for your local responders 

to get to know
 your child. You m

ight advocate for training in your local em
ergency departm

ents. V
isit the

A
utism

 Safety Projectpage for tools and m
ore inform

ation for em
ergency personnel.

Police and Law
 Enforcem

ent Response, Judicial System
It is im

portant to rem
em

ber that police and law
 enforcem

ent officers, such as security guards and T
SA

 agents,
often have little training in autism

 aw
areness and response. Som

etim
es a person w

ith autism
 w

ill appear to be
dangerous or on drugs to a law

 enforcem
ent officer. T

he unpredictable behaviors and com
m

unication challenges
of autism

, coupled w
ith variable social understanding of authority have been know

n to have dire consequences.
It is im

portant to keep these factors in m
ind w

hen interacting w
ith law

 enforcem
ent. 

You m
ay encounter law

 enforcem
ent w

hen you are out in the com
m

unity. If your loved one has especially
troubling behaviors, you m

ay have occasion to call them
 into your ow

n hom
e. It is im

portant to get to know
 your

local police departm
ent and have them

 get to know
 your child. A

dvocate for training and sensitivity concerns.
F

ind resources and training inform
ation to pass along to law

 enforcem
ent officers and other professionals on the

A
utism

 Safety Projectpage. 

If police are involved and your loved one is charged w
ith a crim

e, there are special considerations w
ithin the

legal system
. Inform

ation for A
dvocates, A

ttorneys, and Judges
supplies additional background inform

ation and
statistics on autism

 for legal representatives.

“Persons w
ith autism

 w
ho are able to navigate the com

m
unity w

ithout assistance should strongly consider developing
personal handouts, along w

ith the skills and resiliency to risk necessary to appropriately disclose their need for accom
m

odations.
R

em
em

ber that the initial uninform
ed contact w

ith police presents the highest potential for a negative outcom
e. W

hat’s
the best tool to use w

hen you decide to disclose your autism
 or A

sperger Syndrom
e to a police officer? A

 handout card:

■
D

evelop a handout card that can be easily copied and lam
inated.

■
R

em
em

ber that the handout card is replaceable. You can give it aw
ay to the officer on the scene.

■
C

arry several at all tim
es.

■
T

he handout card can be generic or specific to you.

■
W

ork w
ith an autism

 support organization to develop a generic handout.

■
W

ork w
ith persons w

hose opinions you trust and value to develop a person-specific handout.”

– D
ennis D

ebbaudt, a  parent and leading voice 
on autism

 training for law
 enforcem

ent and 
em

ergency responders
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H
ow

 do I know
 it is tim

e to get m
ore help?

M
any fam

ilies w
ork diligently at hom

e to help their children w
ith autism

 negotiate the m
any challenges the

w
orld presents for them

. H
ow

ever, it is im
portant and necessary to seek professional help w

hen:

■
 A

ggression or self-injury becom
e recurrent risks to the individual, fam

ily or staff

■
 U

nsafe behaviors, such as elopem
ent and w

andering, cannot be contained

■
 A

 threat of suicide is m
ade

■
 A

n individual presents w
ith persistent change in m

ood or behavior, such as frequent irritability or anxiety

■
 A

 child show
s regression in skills

■
 T

he fam
ily can no longer care for the individual at hom

e

Som
etim

es this journey starts w
ith a trip to the E

m
ergency R

oom
, w

hen a person is in crisis and the caregiver
or fam

ily needs im
m

ediate help. Som
etim

es it occurs in a m
ore planned w

ay, at the advice or urging of a doctor,
m

ental health provider or other m
em

ber of a team
. 

W
hat can I expect at the Em

ergency Room
?

W
hether it is for behavioral concerns or just necessary m

edical care, the em
ergency room

 can be a difficult
place for people w

ith autism
. T

reating autism
 patients in em

ergencies presents challenges
describes som

e of the
challenges and m

akes suggestions for m
edical staff regarding how

 they m
ight be m

ore accom
m

odating. It m
ight

be helpful to pack this in your em
ergency prep kit and pass it along to E

R
 staff upon your arrival. B

e prepared to
advocate yourself.

If you are requesting a psychiatric evaluation, it is im
portant to bring docum

entation of the behaviors 
that are causing concern, inform

ation about psychiatric history, any previous psychiatric evaluations, recent 
FB

A
 and/or B

IP, a list of current and past m
edications and other relevant inform

ation. N
am

es and contact 
inform

ation for doctors, your behavioral provider or other im
portant team

 m
em

bers w
ill be helpful. H

aving 
all of this inform

ation in w
riting, in one place, w

ill help you be prepared in the event of a crisis. 

A
lternately, a call to the police m

ight trigger their concern for the person or those around him
, and the officer

m
ight issue orders to have the individual transferred to the E

R
, even if that is not your w

ish. In either case, the
police officer or the hospital staff can place the person on a M

ental H
ealth H

old. W
hen a person is placed on a

m
ental health hold, they can usually be held for up to 72 hours for a psychiatric evaluation. T

his does not necessarily
m

ean that the person w
ill be held for the entire 72 hours. T

he evaluation often takes place w
ithin 24 hours.

B
efore a psychiatric evaluation can occur, the E

R
 staff m

ust evaluate and m
edically clear the individual. In

m
any cases, they are likely to do a drug screen and toxicology report. T

he process to get m
edical clearance m

ay
take several hours, and m

aybe longer based on the staffing and volum
e at the E

R
 and the com

plexity of the
m

edical situation. T
hen a psychiatric evaluation w

ill be perform
ed, and w

ill include interview
s, a record review

and an exam
ination. For m

ore inform
ation, see Psychiatric E

valuations in the E
m

ergency R
oom

. 
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M
any trips to the em

ergency room
 w

ill involve calm
ing the individual, often w

ith m
edication, and then re-

leasing him
 and sending him

 hom
e. A

rriving at an E
R

 does not necessarily translate into an adm
ission to the

hospital. Som
etim

es, the E
R

 visit w
ill turn into a longer stay of 1-2 w

eeks, w
ith the length of stay som

etim
es a

reflection of insurance issues. 

If the hospital staff decides that the individual is at particular risk of harm
 to him

self or others, they m
ay

recom
m

end com
m

itm
ent to a m

ental hospital or psychiatric w
ard. It is im

portant to know
 that if you or the adult

patient does not approve, the law
 provides for a process know

n as Involuntary C
om

m
itm

entor C
ivil C

om
m

itm
ent.

T
his allow

s for court-ordered com
m

itm
ent of a person to a hospital or outpatient program

 against his w
ill or protests.

Psychiatric Inpatient H
ospitalization: H

ow
 do you choose a facility?

O
ften individuals are brought to the nearest hospital or the closest one that has an open bed. W

hile this m
ay

be the fastest response in a crisis, it is best to be at a facility that can best respond to the needs of your child. If
possible, discuss w

ith your providers ahead of tim
e if there is a preferred treatm

ent setting for individua ls w
ith

autism
 in the event of crisis. Som

e hospitals have a psychiatric em
ergency room

. 

In a few
 states, there are specialized hospital program

s specifically designed for individuals w
ith autism

 and
other developm

ental disorders. T
hese C

risis Intervention C
enters

can often provide m
ore targeted treatm

ent
options and assessm

ent expertise. Pre-planned stays in bio-behavioral unitsm
ay be hard to arrange since so few

of these facilities exist, but the length of stay is generally a 3 to 6 m
onth period.

W
hat happens w

hen you check into a hospital?
Just as you m

ight do w
hen planning a trip, it is im

portant to rem
em

ber to bring your loved one’s necessary
supports, including com

m
unication devices, visual supports, preferred toys and sensory item

s, as w
ell as a fam

iliar
blanket or pillow

. E
ntering a hospital can be quite stressful, so anything you can do to reduce anxiety and increas e

predictability should be considered. 

If your child or loved one is placed in a psychiatric facility or w
ard, it w

ill be im
portant for you to help 

the staff understand his particular skills and challenges. You should be prepared for the fact that unlike m
any

m
edical situations you m

ay have experienced, a psychiatric w
ard is likely to have locked doors and m

ay have
stricter lim

its on visitation. You m
ay not be able to be present during your child’s entire stay or there to be his

‘interpreter’ of behaviors, food aversions, fears and anxieties as you m
ight otherw

ise do. T
hese facilities are not

obliged to provide behaviorally-based treatm
ents and interventions, though som

e do.

You m
ay need to advocate for a role in helping the hospital to understand your child. In particular, it m

ight
be im

portant to advocate against the use of restraints for your loved one, as this m
ay increase anxiety and the 

intensity of negative behavioral responses. T
here are established policies on the use of restraints and seclusion 

in healthcare that you can read here. You can also request that a m
edical provider w

ho know
s your child be 

involved w
ith the hospital staff.
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“W
hen K

evin ended up in the psych unit at our state hospital, it w
as incredibly valuable to have out autism

 doctor
involved in his care. T

he hospital staff did not get it w
hen it cam

e to autism
 and K

evin, and our doctor w
as very

helpful at running interference.”  
– SB

, parent 

M
ost hospitals are fam

ily-friendly and have extended visiting hours for children. Separating from
 your child

can be difficult and lea ve you w
ith feelings of guilt, but it is essential to rem

em
ber that this is in the child’s best

interest. H
e needs specific help, and you need an opportunity to recover from

 a challenging situation. 

Patient Rights
Patients receiving services in a hospital have the sam

e hum
an, civil and legal rights accorded all m

inor citizens
(those under the age of 18) or adults. Patients have the right to a hum

ane psychological and physical environm
ent.

T
hey are entitled to respect for their individuality and to recognition that their personalities, abilities, needs and

aspirations are not determ
ined on the basis of a psychiatric label. Patients are entitled to receive individualized

treatm
ent and to have access to activities necessary to achieve their individualized treatm

ent goals. 

C
om

m
itm

ent-Involuntary vs. Voluntary:A
s m

entioned above, a psychiatric evaluation w
ill be perform

ed to determ
ine

if the individual is a danger to him
self or others. If he is considered a danger, he can be com

m
itted against his

(or your) w
ill w

ith a court order.

Parent Rights
Parents (or guardians) retain their legal rights for decision-m

aking regarding the health and w
elfare of their

child under the age of 18.  Parents have the right to inform
ed consent to treatm

ent, including notification of 
the possible risks and benefits of any treatm

ent that is proposed.  Parents have the right to be involved in the
treatm

ent that is provided to their child, w
hich includes visiting their child during the course of their treatm

ent,
ongoing com

m
unication from

 the providers about the child's progress, and copies of m
edical, behavioral and 

educational records.

If you feel your child w
ould be better served in a different setting, you should engage the attending physician

and other m
em

bers of the hospital clinical team
 in a discussion of the risks and benefits of changing treatm

ent
program

s. W
hile you know

 your child best, it is im
portant to evaluate the im

plications for safety and treatm
ent

in any setting being considered.

A
ge of M

ajority and G
uardianship:For m

any years, you have been m
aking decisions on behalf of your loved one

w
ith autism

. B
ut at the age of 18, the law

 says he gets to decide for him
self and can give the required ‘inform

ed
consent.’H

e can refuse treatm
ent or be declared unfit to decide. E

ither w
ay, unless you apply for and are granted

guardianship, the decisions are now
 out of your hands. If you think your loved one w

ill need your assistance in
m

aking m
edical, safety and/or financial decisions, it w

ill be im
portant for you to learn about and consider your

state’s law
s and procedures for obtaining guardianship status. T

his m
ay take som

e tim
e and the process involves

a series of procedures, so it is im
portant to consider this in advance of his 18th birthday, if possible. Som

etim
es

there are allow
ances for tem

porary guardianship status w
hile guardianship proceedings are in process. G

uardianship
is different from

 conservatorship, w
hich allow

s for financial responsibility of another person. You can learn m
ore

in the T
ransition T

ool K
it section on L

egal M
atters to C

onsider.
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W
hat happens w

hen the H
ospital Stay is over? W

hat is a D
ischarge Plan?

W
hen the hospital stay is com

plete, your child or loved one should leave w
ith a D

ischarge P
lan created by

the hospital, ideally w
ith the input of other team

 m
em

bers. It is not necessary for you to agree to the term
s or

com
ponents of the plan, but the hospital is required to counsel you, your loved one and other relevant team

m
em

bers about the com
ponents of the plan. T

he hospital is also supposed to begin im
plem

entation of the plan
and assist in the coordination and connection to local social services organizations, m

aking referrals or transfers
and forw

arding inform
ation and records. Such a plan is not likely to occur after a brief E

R
 stay, but should be

developed for your child over the course of an extended inpatient hospitalization. A
 discharge plan should include: 

■
 A

 statem
ent of your child’s need, if any, for:

■
Supervision

■
M

edication (w
hat, w

hen, how
 m

uch)

■
A

ftercare services and supports

■
A

ssistance in finding em
ploym

ent

■
 R

ecom
m

endation of the type of residence in w
hich

your child is to live and a listing of the services 
available to your child in such residence

■
 L

ists of the organizations, facilities, and individuals
w

ho are available to provide services in accordance w
ith each of your child’s identified needs

■
 N

otice to the appropriate school district, if relevant, regarding the proposed discharge or release of 
your child 

■
 A

n evaluation of your child’s need and potential eligibility for public benefits follow
ing discharge, 

including public assistance, M
edicaid, and Supplem

ental Security Incom
e

■
 Follow

-up evaluation plans

For anyone w
ho has been hospitalized for any reason, recovery is best w

hen there is a solid support netw
ork.

T
his netw

ork can be fam
ily, friends or team

 m
em

bers, often w
orking together. Involving others in the discharge

process w
ill help your loved one and support you in m

oving forw
ard. T

o learn m
ore, visit D

ischarge P
lanning in

M
ental H

ealth. 

C
ontributions to this section w

ere m
ade by M

atthew
 Siegel, M

.D
.
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Long Term
 Solutions: 

W
hat if w

e just can’t do this anym
ore? 

Som
etim

es, a team
 gels beautifully and m

edical supports and positive interventions are effective in bringing
an individual w

ith autism
 the sense of security and the skills he needs to thrive in his hom

e or com
m

unity 
environm

ent. H
ow

ever, som
etim

es factors such as lim
ited resources, dual diagnoses, biological triggers or 

learning history can m
ean that a fam

ily needs m
ore support than can be provided at hom

e, and alternate solutions
need to be considered. 

T
his is not an easy decision to m

ake, and often com
es w

ith considerable stress for everyone involved. It is
im

portant to rem
em

ber that this decision is N
O

T
 giving up on your child. In m

any w
ays, it is recognizing that

your child needs m
ore than you can provide, and taking the steps necessary to allow

 him
 to grow

 and thrive in 
a place that is able to provide w

hat he needs. T
his m

ight m
ean a place w

ith a 24-hour staff w
ho can provide

som
ething that is not possible for a single individual, or a residential facility that supports his physical concerns

as m
uch as his behavioral needs. It is hard to be consistent and upbeat and follow

 a behavior plan w
hen you are

exhausted and deflated. It is difficult to be a fam
ily and support each person’s needs, w

ants and grow
th, w

hen
everyone is afraid. M

any fam
ilies w

ho have experienced a fam
ily m

em
ber w

ith significant challenging behaviors
have reported on a m

uch-im
proved relationship w

ith their child once he w
as placed in a residential program

that m
et his needs. 

“If I could give any advice to parents going through this, I w
ould tell them

 that it’s not alw
ays an easy road, and a lot

of tim
es it can be scary. B

ut you aren’t alone, it can get better. I w
ould tell them

 to reach out for help, because you can’t
w

alk this road alone. E
ach day is a new

 adventure, new
 challenges and new

 successes.” 
– D

M
, a m

other

R
esidential placem

ent is a personal decision that should be m
ade w

hen a fam
ily is no longer able to care 

for the needs of their child at hom
e. For individuals w

ith challenging behaviors such as aggression or self-injury,
this m

ay occur earlier in life than the usual transitions that occur in adulthood. It is also im
portant to note that a

residential placem
ent is not necessarily perm

anent. If your team
 is able to build supports and skills and address

underlying concerns, it m
ay be possible for your child to return hom

e. 

A
 case m

anager or service coordinator from
 your school or social services agency can help to search for an

appropriate setting for your child. O
ften, parents w

ant to find som
ething close to hom

e so that they can m
aintain

a relationship and contact w
ith the child and his providers.  

For help, visit these resources:

■
A

utism
 Speaks H

ousing &
 R

esidential Supports T
ool K

it

■
A

utism
 Speaks C

atalog of R
esidential Services

■
N

ational D
isability R

ights N
etw

ork

■
D

isability.gov H
ousing R

esources

■
G

lobal &
 R

egional A
sperger Syndrom

e Partnership (G
R

A
SP

)– list and m
ap of G

R
A

SP
 support groups 
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W
here can w

e learn m
ore?

Fam
ily and Caregiver Training

T
his tool kit is a lot of inform

ation in w
riting, and that is not alw

ays the best w
ay to learn. Fam

ilies w
ho

need additional inform
ation and supports w

ill benefit from
 specific training and supports. 

■
H

ands on T
raining:Ideally, this is from

 a behavior analyst or other behavioral provider w
ho is part of 

your child’s team
 at school or hom

e w
ho can individualize training to your child’s needs. It is individually

designed to the needs of your child, your fam
ily, and responsive to the findings of the functional behavior

assessm
ent. It w

ould occur in your hom
e or in the settings w

here you need the assistance and training. 
Insurance law

s are increasingly providing coverage for autism
 services, including A

B
A

 and behavior 
supports. A

sk your doctor or case m
anager for suggestions.  

■
State or local A

B
A

 or autism
 conferences:M

any conferences, presentations and w
orkshops w

ill focus on
autism

 and case studies related to the treatm
ent of challenging behaviors, or skills that m

ight help to 
replace those behaviors. V

isit A
B

A
 Internationalto learn m

ore.

■
T

raining C
lasses in B

ehavioral A
pproaches:Parenting classes are often held at autism

 support groups, 
local hospitals, Y

M
C

A
s, social services agencies, and the N

ational A
lliance on M

ental Illness. O
nly 

som
e w

ill be autism
 specific. T

hese classes m
ay provide you w

ith tips and skills, as w
ell as access to 

people and resources you m
ight not already know

 about w
ho can provide or suggest m

ore specific 
services. M

ental H
ealth F

irst A
id U

SA
m

ay also be a helpful resource.

■
W

atch SuperN
anny episodes on T

V
 o r YouT

ube: She em
ploys good behavioral strategies w

ith respect to
setting boundaries and expectations, staying calm

, rew
arding desired behavior and incorporating fun.

T
hese principles apply in autism

 just as they do w
ith typical children.

■
Take care of yourself:Parenting is hard enough, let alone w

hen the dem
ands of a child w

ith special needs
and challenging behaviors are added into the m

ix. F
ind strategies to im

prove your sleep, your resilience
and your ability to rem

ain calm
 and nourished. C

lasses in yoga, m
indfulness and other stress reducers

m
ight be helpful. T

alk to your friends and fam
ily, and find som

e tim
e for fun. Seek out local supports for

respite from
 com

m
unity agencies, your place of w

orship or friends and fam
ily. Spend tim

e w
ith your other

children and your spouse. A
sk for help. B

reathe. V
isit the A

utism
 Speaks R

esource G
uide

to find respite
care and support groups in your area.

“M
y

friends w
ere alw

ays reaching out to m
e to get lunch or a cup of coffee. M

ost of the tim
e I felt too busy to step

aw
ay from

 taking care of m
y son. A

ny tim
e aw

ay from
 his needs felt like I w

asn’t being a good parent. O
ne day m

y
friend happened to call just as I w

as running out to the grocery store – she convinced m
e to m

eet her for a cup of 
coffee beforehand. O

nce I m
et her and sat dow

n to chat and relax for a few
 m

inutes, I realized how
 m

uch I needed it.
I now

 m
ake tim

e every w
eek to see m

y friends, or have a little ‘m
e’ tim

e. U
ltim

ately I think I’m
 a better parent and

person because of it.”   
– A

C
, a m

other
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Resources: 
211

D
atabase Service

A
vailable in m

uch of the U
S, this service connects people w

ith im
portant com

m
unity services, sponsored by

U
nited W

ay W
orldw

ide
(U

W
W

) and the A
lliance for Inform

ation and R
eferral System

s
(A

IR
S).

A
B

A
 T

raining &
 T

reatm
ent - B

ehavior Frontiers

A
sperger Syndrom

e and D
ifficult M

om
ents: Practical Solutions for T

antrum
s, R

age and M
eltdow

ns
by B

renda Sm
ith M

yles
and Jack Southw

ick 

M
anaging T

hreatening C
onfrontations D

V
D

from
 the A

ttainm
ent C

om
pany 

N
o M

ore M
eltdow

ns: Positive Strategies for M
anaging and Preventing O

ut-O
f-C

ontrol B
ehavior

by Jed B
aker P

h.D
.

T
he W

ay to A
: E

m
pow

ering C
hildren w

ith A
utism

 Spectrum
 and O

ther N
eurological D

isorders to M
onitor

and R
eplace A

ggression and T
antrum

 B
ehavior

by H
unter M

anasco

Provider Training
M

any schools and service providers w
ill have trained staff accustom

ed to handling challenging behaviors.
O

thers w
ill not. Service providers w

ho need additional inform
ation on positive supports and crisis prevention

and m
anagem

ent can utilize the follow
ing resources for inform

ation and training:

■
Positive B

ehavior Supports

■
K

ansas Institute for Positive B
ehavior Support

■
T

he N
ew

 E
ngland C

enter for C
hildren “C

A
L

M
” C

urriculum

■
Safe and C

ivil Schools

■
C

risis Prevention Institute 

■
Q

uality B
ehavioral Solutions to C

om
plex B

ehavior Problem
s

■
M

ental H
ealth F

irst A
id U

SA
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Conclusion
A

utism
 can bring a fam

ily m
any challenges, especially w

hen a loved one w
ith autism

 exhibits behaviors that
are challenging, disruptive, or dangerous. T

hese are often experiences that our siblings, parents and best friends
do not quite understand, since they have not necessarily faced the sam

e concerns. A
s a result, m

any fam
ilies w

ith
loved ones w

ith autism
 experience significantly high levels of stress, w

hich can be disruptive and unsettling.
H

ow
ever, m

any fam
ilies have also show

n resilience and an ability to bounce back from
 the challenges that autism

presents w
ith hum

or, grace and increasing strength. 

It is im
portant to get help. C

ry w
hen you need to. L

ean on your friends, extended fam
ily, and other social 

supports. C
onnect w

ith other parents w
ho are experiencing sim

ilar challenges and sw
ap stories and vent together—

find them
 at support groups or places like w

w
w.m

eetup.com
. Investigate counseling supports through your insurance

plan, place of w
orship or com

m
unity services agency. 

U
se the inform

ation in this tool kit to seek out inform
ation and team

 m
em

bers w
ho w

ill support you, and help
your loved one to grow

 to becom
e all he can be. T

ake sm
all steps, and celebrate the grow

th and accom
plishm

ents
along the w

ay.  B
e the detective that helps you better understand—

and hopefully better accept—
your child and

the difficulties he faces as he goes through life.  U
se the strategies and resources in this kit and from

 your team
to help you build a place in w

hich everyone feels safer and m
ore successful. A

dvocate for help w
hen you need it.

F
ind resources or create a plan for respite care so that you get a break too, and use it! 

R
ecognize the resilience your loved one w

ith autism
 show

s each and every day. C
elebrate the things he says

or does that m
ake you laugh: his dim

ples, his artw
ork, his sm

ile. Sure, you m
ay cry or sw

ear som
etim

es. B
ut also

rest. B
reathe. A

nd celebrate the successes one at a tim
e, w

henever and w
herever they com

e. 

“A
 m

ultidim
ensional, com

prehensive approach to A
SD

 that em
phasizes the developm

ent of positive, constructive
behavior, builds fam

ily cohesiveness and m
utual support, focuses on successful hom

e and com
m

unity living, and ad-
dresses system

ic barriers to progress w
ill not “cure” autism

, but it w
ill m

ake it possible to live happily w
ith autism

.
T

hese goals are realistic and can be achieved now
.”   

– Ted C
arr, P

h.D
., 

State U
niversity of N

ew
 York at Stony B

rook
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Challenging Behaviors G
lossary

■
A

-B
-C

 A
nalysis:an approach to understanding behavior by exam

ining the A
ntecedent (the cause), 

the B
ehavior, and the C

onsequence (the result)

■
A

D
H

D
 (A

ttention D
eficit H

yperactivity D
isorder):a problem

 w
ith inattentiveness, over-activity, im

pulsivity, 
or a com

bination, that is out of the norm
al range for a child’s age and developm

ent

■
A

ge of m
ajority:the age established under state law

 w
hen an individual is no longer a m

inor and has the right
to m

ake certain legal decisions w
ithout consent

■
A

llergies:adverse im
m

une responses or reactions to substances that are usually not harm
ful 

(i.e. pollen, peanuts, gluten)

■
A

nxiety disorder:a pattern of constant w
orry or tension under m

any different circum
stances

■
A

pplied B
ehavior A

nalysis (A
B

A
):the system

atic approach to the assessm
ent and evaluation of behavior, and

the application of interventions that change behavior

■
A

udiologist:a professional w
ho diagnoses and treats a patient’s hearing and balance problem

s using advanced
technology and procedures

■
A

utism
 Spectrum

 D
isorders:a group of com

plex disorders of brain developm
ent characterized, in varying 

degrees, by difficulties in social interaction, verbal and nonverbal com
m

unication and repetitive behaviors

■
A

versive:an unw
anted stim

ulus designed to change an individual’s behavior through punishm
ent

■
B

ehavior Im
provem

ent P
lan (B

IP
):a plan to im

prove a student’s behavior in school created based on the 
results of a Functional B

ehavior A
ssessm

ent 

■
B

ehavioral disorder:a condition in w
hich behavior significantly deviates from

 acceptable norm
s

■
B

ehavioral drift:changes in behavioral patterns resulting from
 gradual and subtle adjustm

ents over tim
e

■
B

ehavioral stereotypy:repetitive or ritualistic m
ovem

ents such as body rocking or crossing and uncrossing of legs

■
B

iobehavioral unit:a psychological and psychiatric clinic w
ithin a hospital or research center that treats 

behavioral, anxiety and m
ood disorders 

■
B

iom
arker:an indicator of a certain biological state

■
B

ipolar disorder:a brain disorder that causes unusual shifts in m
ood, energy, activity levels, and the ability to

carry out day-to-day tasks; also know
n as m

anic-depressive illness

■
B

linded:unaw
are of a new

 or different intervention, w
hich prevents bias during evaluation

■
B

oard C
ertified B

ehavior A
nalyst (B

C
B

A
):a professional certified to provide A

B
A

 therapy by the 
B

ehavior A
nalyst C

ertification B
oard (B

A
C

B
)

■
B

ulim
ia:an illness in w

hich a person binges on food or has regular episodes of overeating and feels a loss of
control, then uses different m

ethods –
such as vom

iting or abusing laxatives –
to prevent w

eight gain
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■
C

ase m
anager:a professional from

 a school or service agency such as the D
epartm

ent of D
evelopm

ental 
D

isabilities w
ho serves as a direct contact for fam

ilies and helps gather resources, team
 m

em
bers and ideas

■
C

atatonia:a state in w
hich a person does not m

ove and does not respond to others

■
C

hallenging behaviors:behaviors that are destructive and harm
ful to the individual or others, that prevent

learning and cause others to label or isolate the individual for being odd or different

■
C

ivil C
om

m
itm

ent:a legal process in w
hich an individual experiencing a m

ental health crisis is ordered into
treatm

ent against his or her w
ill, including to a hospital 

■
C

om
orbid:pertaining to a disease or disorder that occurs sim

ultaneously w
ith another

■
C

ognitive behavioral therapy:a type of therapy designed to help im
prove an individual’s inappropriate or 

challenging behaviors by replacing the negative thoughts that cause these behaviors w
ith positive thoughts

■
C

om
pulsion:the drive to do som

ething in particular or in a particular w
ay, such as the need to straighten 

all the forks at the dinner table

■
C

onservatorship:the legal right given to a person to be responsible for the assets and finances of a 
person deem

ed fully or partially incapable of providing these necessities for him
self or herself

■
C

risis plan:a docum
ent that outlines in specific detail the necessary strategies and steps that m

ust be taken
w

hen a crisis occurs

■
D

ata analysis:the process of thoroughly inspecting inform
ation related to challenging behaviors in order to

draw
 out useful inform

ation and conclusions that m
ay result in strategies to im

prove behavior

■
D

e-escalation:the process of stopping a challenging behavior or crisis from
 intensifying, and calm

ing the situation

■
D

epression:a m
ood disorder in w

hich feelings of sadness, anger, or frustration interfere w
ith everyday life for

an extended period of tim
e

■
D

ifferential diagnosis:distinguishing betw
een tw

o or m
ore diseases w

ith sim
ilar sym

ptom
s to identify w

hich
is causing distress or challenging behavior

■
D

isruption:an event that causes an unplanned deviation from
 a situation

■
D

ual diagnosis:the identification of an additional m
ental health disorder individuals w

ith 
developm

ental disabilities

■
E

lopem
ent:a situation in w

hich an individual leaves a safe place, a caretaker, or supervised situation, either by
‘bolting,’ w

andering or sneaking aw
ay

■
E

pilepsy:a brain disorder in w
hich a person has repeated seizures (episodes of disturbed brain activity or 

convulsions) over tim
e

■
E

scalating:increasing or w
orsening rapidly

■
E

xtinction:a response used to elim
inate a behavior that involves ignoring a m

ild behavior w
hen it is 

used for attention 
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■
E

xtinction burst:the short term
 response to extinction in w

hich there is a sudden and tem
porary increase in

the response’s frequency, follow
ed by an eventual decline

■
Face blindness:an im

pairm
ent in the recognition of faces

■
Fecal digging:the process in w

hich an individual puts his fingers into his rectum

■
Fecal sm

earing:the process in w
hich feces are spread on property or the individual him

self

■
Food allergies:an adverse im

m
une response to a food protein (i.e. dairy products) that m

ay cause rashes, 
gastrointestinal or respiratory distress

■
F

unction:the purpose or desired result

■
F

unction of behavior:the purpose or reason behind a specific behavior for an individual

■
Functional B

ehavior A
ssessm

ent (F
B

A
):the process by w

hich a school thoroughly exam
ines a student’s problem

behavior using strategies such as close observation, questionnaires, active listening, previous experiences, etc.

■
F

unctional com
m

unication:effective and appropriate com
m

unication that an individual uses across his daily
activities to m

eet his or her needs

■
G

astroenterologist:a professional specializing in disorders of the digestive system

■
G

uardianship:the legal right given to a person to be responsible for the food, health care, housing, and other
necessities of a person deem

ed fully or partially incapable of providing these necessities for him
self or herself

■
H

orm
ones:chem

ical m
essengers that travel in an individual’s bloodstream

 to tissues or organs slow
ly, over

tim
e, and affect m

any different processes, including brain activity and behavior

■
Im

m
unologist:a physician specially trained to diagnose, treat and m

anage allergies, asthm
a, and 

other im
m

unologic disorders

■
Incontinence:the (usually) involuntary passing of feces or urine, generally not into a toilet or diaper

■
Individualized E

ducation P
rogram

 (IE
P

):a w
ritten statem

ent for each child w
ith a disability that is developed,

review
ed, and revised in m

eetings w
ithin the school so an individual’s education best m

eets his or her needs

■
Individuals w

ith D
isabilities E

ducation Im
provem

ent A
ct (ID

E
IA

):the 2004 reauthorization of the Individuals
w

ith D
isabilities A

ct that states that in exchange for federal funding, states m
ust provide a free appropriate

public education (FA
P

E
) to individuals w

ith disabilities in the least restrictive environm
ent (L

R
E

)

■
Individuals w

ith D
isabilities E

ducation A
ct (ID

E
A

):a law
 ensuring services to children w

ith disabilities throughout
the nation that governs how

 states and public agencies provide early intervention, special education and related
services to m

ore infants, toddlers and children w
ith disabilities

■
Inform

ed consent:a process of com
m

unication betw
een a patient and physician that results in the patient’s 

authorization or agreem
ent to undergo a specific m

edical intervention

■
Intervention:a strategy or process put in place in order to im

prove or m
odify an individual’s behavior 

(i.e. m
edication, A

pplied B
ehavior A

nalysis)
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■
Intolerance:the inability, unw

illingness or refusal to endure som
ething (i.e. specific foods)

■
Involuntary C

om
m

itm
ent:a legal process in w

hich an individual experiencing a m
ental health crisis is ordered

into treatm
ent against his or her w

ill, including to a hospital 

■
L

ym
e D

isease:a bacterial infection spread through the bite of the blacklegged tick

■
M

aladaptive behavior:a type of behavior that is often used to reduce anxiety, but the result does not provide
adequate or appropriate adjustm

ent to the environm
ent or situation

■
M

edicaid:a governm
ent program

 that provides healthcare coverage for low
-incom

e fam
ilies and individuals

w
ith disabilities in the U

nited States

■
M

edical hom
e:a team

 based healthcare delivery m
odel led by a physician that provides com

prehensive and
continuous m

edical care to patients

■
M

ental H
ealth H

old:involuntary hospitalization due to a m
ental health crisis

■
M

otor function:the ability to m
ove that results from

 m
essages sent from

 the brain to the m
uscular system

■
N

utritionist:a professional specializing in diet and nutrition issues

■
O

bsession:a repetitive thought or feeling dom
inated by a particular idea, im

age or desire, such as a person 
w

ho only w
ants to talk about elevators

■
O

bsessive C
om

pulsive D
isorder (O

C
D

):an anxiety disorder in w
hich people have unw

anted and repeated
thoughts, feelings, ideas, or sensations (obsessions) that m

ake them
 feel driven to do som

ething (com
pulsions)

■
O

phthalm
ologist/optom

etrist:a professional specializing in vision issues and eye care 

■
O

totoxic:dam
aging to the ears, causing sound sensitivities, dizziness or balance issues

■
O

ver correction:a punishm
ent m

echanism
 for a challenging behavior that involves requiring an individual to

engage in repetitive behavior to an excessive extent in an attem
pt to prevent the behavior from

 reoccurring 

■
Pediatric A

utoim
m

une N
europsychiatric D

isorders A
ssociated w

ith Streptococcal Infections (PA
N

D
A

S):a subset 
of children and adolescents w

ho have O
bsessive C

om
pulsive D

isorder (O
C

D
) and/or tic disorders, and in

w
hom

 sym
ptom

s w
orsen follow

ing infections such as "Strep throat" and Scarlet Fever

■
P

ica:an eating disorder that involves eating things that are not food (i.e. dirt, plastic)

■
P

icture E
xchange C

om
m

unication System
 (PE

C
S):a unique augm

entative/alternative com
m

unication intervention
package that involves teaching an individual to give a picture of a desired item

 to a “com
m

unicative partner,”
and goes on to teach discrim

ination of pictures and how
 to put them

 together in sentences

■
Polypharm

acy:the use of m
ultiple m

edications by a patient

■
Positive B

ehavior Supports (P
B

S):an approach to helping people im
prove their difficult behavior by 

understanding w
hat is causing it, and then developing strategies to increase positive behaviors

■
Post-T

raum
atic Stress D

isorder (P
T

SD
):an anxiety disorder that can occur after w

itnessing or 
experiencing a traum

atic event
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■
P

sychiatric evaluation:a m
ental health exam

ination by a psychiatrist or other m
ental health professional

■
P

sychologist:a professional w
ith the training and clinical skills to help people learn to cope m

ore effectively
w

ith life issues and m
ental health problem

s

■
P

sychosis:a loss of contact w
ith reality that usually includes delusions and hallucination)

■
P

sychotropic:a m
edication or intervention that affects brain activity, behavior or perception

■
P

uberty:the process of physical changes that occur w
hen a child’s body m

atures into an adult

■
R

egional center:agencies throughout the state of C
alifornia that serve individuals w

ith developm
ental 

disabilities and their fam
ilies

■
R

einforce:to strengthen w
ith additional m

aterial or support

■
R

einforcem
ent strategies:m

ethods used to prom
ote or increase positive behavior by providing m

otivating 
reinforcers (i.e. praise, a favorite toy, a cookie)

■
R

esilience:an ability to recover from
 or adjust easily to change or a difficult situation

■
R

espite care:a service that provides short-term
 breaks that can relieve stress, restore energy, and 

prom
ote balance for caregivers

■
R

estraints:physical restrictions im
m

obilizing or reducing the ability of an individual to m
ove their arm

s, 
legs, body, or head freely

■
R

ew
ard:a prize, token, or preferred activity given to an individual for good behavior, designed to 

prom
ote the sam

e behavior in the future

■
R

isk factors:conditions that increase the likelihood of aggression

■
R

itual:a repetitive behavior that a person appears to use in a system
atic w

ay in order to prom
ote calm

 or 
prevent anxiety, such as arranging all the pillow

s in a certain w
ay before being able to settle in to sleep

■
R

um
ination:the practice of (voluntarily or involuntarily) spitting up partially digested food and 

re-chew
ing it, then sw

allow
ing again or spitting it out.R

um
ination often seem

s to be triggered by 
reflux or other gastrointestinal concerns

■
Schizophrenia:a chronic, severe, and disabling brain disorder that m

akes it hard for individuals to think
clearly and tell the difference betw

een w
hat is real and not real

■
Seclusion:a situation in w

hich an individual is put briefly in a room
 alone to ‘calm

 dow
n’

■
Sedating:calm

ing, sleep-inducing, num
bing an individual experiencing challenging behaviors or struggling

during difficult situations

■
Self-advocacy:the ability of an individual to com

m
unicate his or her w

ants and concerns, and m
ake 

his or her ow
n decisions

■
Sensory avoidance:blocking or staying aw

ay from
 som

ething that is painful or bothersom
e
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■
Sensory defensiveness:a tendency to react negatively or w

ith alarm
 to sensory input w

hich is generally 
considered harm

less or non-irritating

■
Sensory input:any source that creates sensation and activates one or m

ore of the senses -vision, sm
ell, sound,

taste, and touch

■
Sensory-seeking behavior:behaviors caused by a need for additional stim

ulation of certain senses as a w
ay of

m
aintaining attention or achieving a calm

er state

■
Sleep apnea:a usually chronic, com

m
on disorder in w

hich an individual has one or m
ore pauses in breathing

or shallow
 breaths up to 30 or m

ore tim
es per hour during sleep, and results in daytim

e sleepiness

■
Special needs parent advocate:an advocate for parents of children w

ith special needs w
ho helps ensures that 

the child’s rights and needs are m
et in school and in the com

m
unity

■
Staring spells:occasions w

hen an individual is in a trance staring into space, w
hich can often signal seizure activity

■
Stim

ulation:excitem
ent or activity

triggered by a stim
ulus either internally or externally

■
Supplem

ental Security Incom
e (SSI):a Federal incom

e supplem
ent program

 designed to help aged, blind, and
disabled people w

ho have little or no incom
e, and provides cash to m

eet basic needs for food, clothing, and shelter

■
Tangibles:item

s or rew
ards that can be touched, such as a toy or piece of candy

■
Tourette’s Syndrom

e:a neurological disorder characterized by tics, or repetitive, stereotyped, involuntary 
m

ovem
ents and vocalizations

■
T

racking scales:a docum
ent or other tool used to track inform

ation such as changes in an individual’s 
behaviors, side effects of m

edications, school perform
ance, etc.

■
T

R
IC

A
R

E
:the health care program

 for U
niform

ed Service m
em

bers, retirees and their fam
ilies w

orldw
ide

■
Voice output technology:a technological device that helps people w

ho are unable to use speech to express their
needs and exchange inform

ation w
ith other people 

■
W

raparound:an integrated, m
ulti-agency, com

m
unity-based planning process designed to build team

s of
providers, fam

ily m
em

bers and natural supports to help keep com
plex youth in their hom

es and com
m

unities

©
 2012 Autism

 Speaks Inc. Autism
 Speaks and Autism

 Speaks It’s Tim
e To Listen & Design are tradem

arks ow
ned by Autism

 Speaks Inc. All rights reserved.

PAGE 71



Have m
ore questions or need assistance?

Please contact the Autism
 Response Team

 for
inform

ation, resources and tools.

TOLL FREE: 888-AUTISM
2 (288-4762)

EN ESPAÑOL: 888-772-9050

Em
ail: FAM

ILYSERVICES@
AUTISM

SPEAKS.ORG

W
W

W
.AUTISM

SPEAKS.ORG

Text ART to 30644

A
utism

 Speaks is dedicated to prom
oting solutions, across the spectrum

 and throughout the life span, 
for the needs of individuals w

ith autism
 and their fam

ilies. W
e do this through advocacy and support; 

increasing understanding and acceptance of people w
ith autism

; and advancing research into causes and 
better interventions for autism

 spectrum
 disorder and related conditions.

To learn m
ore about A

utism
 Speaks, please visit A

utism
Speaks.org.












