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Introduction to Autism Spectrum Disorder (ASD)

e What is ASD?

A complex neurodevelopmental condition
* Neurologically based- underlying genetic and neurobiological origins

* Developmental- evident early in life and impacts social development
e Lifelong- no known cure

e Core characteristics
e Impairments in social interaction and social communication
* Presence of restricted behavior, interests and activities

e Wide variations in presentation
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DSM-5 Diagnostic Criteria

e Deficits in social communication and social interaction (3)
e Social approach/interaction
 Nonverbal communication
e Relationships

e Presence of restricted, repetitive patterns of behavior, interests, or
activities (2)
e Stereotyped or repetitive motor movements, objects, speech
* Routines
e Restricted interests
e Sensory*
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Important to know the diagnostic criteria because these are the areas you will be assessing through standardized assessment and observation
Back and forth interactions- play, conversation, how does one initiate social interactions
Nonverbal communication- use of eye contact, gestures, and understanding facial expressions
Making, maintaining, and understanding relationships- interest in peers, play
Repetitive movements, speech, 
Adherence to routines or ritualized patterns of behaviors- must sit at the same spot at dinner table, eat the same food from the same plate
Highly unusual focused interes- star wars, garbage trucks and schedule of trash collection, toilet seat covers
Hyper or hyporeactivity to sensory input, noises, textures, smells
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https://www.autismspeaks.org/family-services/resource-library/films-and-documentaries#sthash.KMSzsKIq.uxfs&st_refDomain=t.co&st_refQuery=/HqCjxbugqc



1910 Bleuler

e First use of the word autistic

* From “autos”, Greek word meaning “self”
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Bleuler was a Swiss psychiatrist and is best known for his early work on describing patients with schizophrenia.  He used the word autistic to describe certain features of individuals with schizophrenia, particularly the aspect of social withdrawal often seen in individuals with this diagnosis.  

The word Autism is derived from the word “autos” which is Greek for ‘self’


1943
Leo Kanner

PATHOLOGY

To understand and measure emotional gurlities is very difficult, Paychologista
and edueptors knve been mu]gggli with that prodlem for yerrs bat we are still
unsble to messure emotional and porsonalidy truite with the exaetness with

which we can Beagire intalligencs,
F ‘iR&BE Zrrzos in Glimpaes fmio Child Lafe”

AUTISTIC DISTURBANCES OF _ﬁ‘.ﬁ-‘FEE!TWE CONTACT
By Leo KANNER

INCE 1438, there have come to ooy attention & number of ehildren wheose
S condition differs so0 markedly and untquely from snything reportad so
far, that each case merita—and, T hope, will eventoally recoive—a detailed
ennsideration of its {pscinating peculiarities. In this pluce, the limitations neces-
sariliy imposed by space call for a condensed presentation of the case material,
For the pame reason, photographs bave also been omitted. Sinee noune of the
children of this group has 23 yet attained an sge beyend 11 yenes, this must be
eonsidered & preliminary repart, $0 be colarged upon aa the patients grow older
and further observation of their development is made.

Case 1. Donald T, wee first seen in Orlober, 1938, at the ape of 5 yours, 1
month, Before the {amily's prrival from their home town, the father sent a
thirty-{hiree-page typewritten history that, though [led with much ohsessive
detail, gave an excellent aceount of Donald's background. Ponald was born st
full term on Seplember 8, 1933, He weighed nearly 7 pl:l_umirs .-'t'. hirth. .I[a.m
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Leo Kanner was a child psychiatrist who was born in Austria, but came to the united states as a young adult.  He was selected to develop the first child psychiatry service in a children’s hospital at Johns Hopkins Hospital in Baltimore.  In 1943 he wrote this paper titled ‘autistic disturbances of affective contact’ and described 11 children who all had similar behaviors.  He is the first person to apply the term ‘autistic’ to the behaviors that we know today and associate with autism or autism spectrum disorder.  


1944 Hans Asperger

(Aus der Wiener Universitits-Kinderklinik [Vorstand: Prof. anz ',

Von

Doz. Dr Hans Asperger,
Leiter der Heilpiidagogischen Abteilung der Klinik.

(Eingegangen am 8. Oktober 1943.)

Prnblemétu]lung

Ordnung und Erkenntnis des Aufbaues der Dinge ist eines der Tet;
. Ziele der Wissenschaft. In der Fiille der Erscheinungen des Lebens
voller Gegensiitze sind, die mit verschwimmenden Grenzen in einant

sie abgrenzt gegen che anderen Erscheinungen, Zusammenhange A r
keiten und Gegensiitze feststellt, kurz, die Dinge in eine Ordnung "'r-
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Four boys


Autism Prevalence Since 2000

1 bn
RBR

1
1

i
el
1in A

‘00 ‘0 ‘04 ‘06 ‘08 “10

1in
150
&,

COC Prevalence Statisbes far ASD



Presenter
Presentation Notes
Bookend kanner  present day with one of the most recent pieces of information, prevalence.
1943 to 2014  71 years


“When my brother trained at Children's Hospital at
Harvard in the 1970s, they admitted a child with
autism, and the head of the hospital brought all of
the residents through to see. He said, 'You've got to
see this case; you'll never see it again.""

--Thomas Insel, director of National Institute of Mental Health
May 7, 2006, Time Magazine
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This quote really highlights the progress we’ve made.  
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1975 1:5000
1985 1:2500
1995 1:500

2007, 1 in 150 (based on children who were 8 in 2002
2009, 1 in 110 children (based on children who were 8 years old in 2006). 
2012, 1 in 88 (based on children who were 8 years old in 2008). 


Autism and Developmental Disabilities Monitoring
(ADDM) Network

e Part of Centers for Disease Control (CDC)

* Monitors the number of 4- and 8-year-old
children with ASDs living throughout the
United States at 11 sites

e Systematic Record Review of health and
educational records (2010)
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The ADDM Network sites all collect data using the same methods, modeled after CDC’s Metropolitan Atlanta Developmental Disabilities Surveillance Program (MADDSP).    8 yo because previous study estimated that this was the best time to determine prevalence

The ADDM Network estimates the number of people with ASDs by reviewing records at multiple sources that educate, diagnose, treat, and provide services to children with developmental disabilities to ensure as complete a count as possible of children with ASDs. 

• A panel of clinicians with expertise in identifying and assessing ASDs systematically reviews developmental assessment information from the records using the Diagnostic and Statistical Manual of Mental Disorders, Fourth Revision, Text Revision (10) definition of ASDs and determines whether the identified children meet the requirements of the monitoring program and could be considered as having ASDs. 

• Record review does not rely solely on the presence of an ASD diagnosis, but also includes review of records for children who have behaviors consistent with ASDs, even if they do not have a diagnosis. 
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South Korea screening study suggested 1 in 38 children affected by autism, most of them previously undiagnosed. Autism Speaks is now working with  the CDC to conduct a similar direct-screening study in the United States


Autism and Developmental Disabilities
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4 yo for autistic do
4.2 for pddnos
6.2 for aspergers
Even though we know we can reliably diagnose when children are 2 years old.  

We’re still not identifying all the kids that need a diagnosis

New studies of 4 year olds, so the prevalence estimates of that age group will be out in the 2016 report

Study in South Carolina that is based on direct assessment


Relevance of Prevalence

e Federal

e Service Providers (healthcare, school systems)
e Research

e Policymakers

e http://www.cdc.gov/ncbddd/autism/addm.html
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It’s not just about the prevalence number, the additional data I presented are also  extremely relevant

On the federal level, the data are used: 
	Measure progress toward goals, such as the goal of increasing the proportion of children with ASD with a first evaluation by 36 months of age and enrolled in special services by 48 months of age. 

Also, used to Track changes in overall prevalence, understand diagnostic differences and service needs based on gender and ethnicity and effectively advocate and educate in their communities. 

	Promote early identification efforts. 
o For example, ADDM Network data on average age of diagnosis support the continued development and funding of the CDC’s “Learn the Signs. Act Early.” program, which aims to lower the average age of diagnosis by promoting developmental monitoring among parents, childcare providers, and healthcare providers. 

Similar goals are relevant for 
	Service providers, such as healthcare organizations and school systems, can use this information to — 
-Promote early identification efforts in order to lower the age when children are first evaluated for developmental concerns, diagnosed with ASD, and enrolled in community-based support systems. 
-Improve recognition and documentation of symptoms of ASD. 
-Plan and coordinate service delivery. 
-Target outreach to under-identified groups of children 

	Policymakers and community leaders can use this information to — 

--Develop policies and promote early identification and equity in access to services and supports so that all children get the help they need. 
-Serve as the basis for the creation of a task force or commission, focused on the coordination of ASD activities in local communities. 

	Researchers can use this information to
 — Document the need for accelerated ASD research
-- Guide future research projects. 
Examine more closely why and how ASD affects  children differently by sex, racial and ethnic group, intellectual ability, and community. 
Support the creation of ASD community research consortia in local communities. 
Develop standard tools for measuring and documenting severity and functioning among children with ASD. 

Directs areas of importance for legislation, impacts money devoted to research, areas of emphasis for training programs, money allocated for educational services.  It’s not just about knowing the numbers., it’s about knowing so that we can do something about it on a number of different levels/


Two most common questions

1. Why is the prevalence increasing?

2. What causes autism?
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Why is the Prevalence Increasing?

* Broadening of diagnostic criteria

e Diagnostic substitution

e Public awareness
e Unknown
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Unknown etiology means that there could be that the number of individuals who have autism is increasing, but we’re not sure why just yet.  We’re going to talk in a minute about possible environmental reasons and other areas of research that are trying to answer this question


What causes ASD?

Most cases involve a complex and variable
combination of genetic risk and environmental
factors that influence early brain development
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No single cause

Approx. 15 % of cases, a specific genetic cause of a person’s autism can be identified. 
However, most cases involve and complex and variable ccombination of genetic risk and environmental factors that influence early brain development

Let me explain what I mean when I talk about genetic risk.  

There are certain genetic disorders with greater risk for a diagnosis of ASD, such as Fragile X, tuberous sclerosis, Neurofibromatosis, Down Syndrome, Angelman Syndrome, DiGeorge syndrome and others.   For these cases, there is a known genetic link to the ASD diagnosis.  This genetic disorder may be inherited from a parent, or may be spontaneous and only show up only in that child.

Also, scientists have identified over 100 risk genes that are either specific to that child, or are also seen in families. However, the majority of risk genes that have been identified have also been shown to be involved in other disorders, such as schizophrenia, adhd, intellectual disability, epilepsy, ocd, and others, so they’re not specific to asd. There may be shared genes

Genetics
Environment




Risk Factors

e Genetic disorders

* Tuberous Sclerosis

* DiGeorge Syndrome
* Fragile X

 Down Syndrome
* And others...

e Sibling with ASD
e Other environmental factors
* Wendy Chung TED Talk
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Genetics
Environment.  Let me explain what I mean by environmental factors.  When I refer to environment, I’m speaking about anything that is not genetic, basically.  So, environment can mean the world around us, such as the air we breathe, the water we breathe, the food we eat.  In fact, there’s research 

Risk Factors
The clearest evidence of these environmental risk factors involves events before and during and after birth.  Some of the research is looking at such issues as:
Advanced parental age at time of conception (both mom and dad), 
Prescription medication during pregnancy, thalidomide and valproic acid (Depakote)
Maternal illness during pregnancy
Extreme prematurity and very low birth weight 
Certain difficulties during birth, particularly those involving periods of oxygen deprivation to the baby’s brain. 
Mothers exposed to high levels of pesticides and air pollution
Induced and Augmented labor




!' 4 CHEL AN s el 'P'F'Pa{:u-
ARHGOW | "‘EF{H!.LQ,"HRLF‘;.- e PREICE - @y uﬁ‘

FA Y

_8HIGLI = ey
CUBN  LRP2 ‘ .w"ﬂ "N . _""u&ﬁ T!!"ﬂ ':""!

@
()ocx

PAFAHIBEA

o=

ETRCARE e &mm KIAADZIZ




TED Talk

* Wendy Chung TED talk

e http://www.ted.com/talks/wendy chung autism what we know
and what we don t know vyet
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DSM-5
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Why was it changed?

* APA intends the DSM to reflect most current research and practice

e | ast revision — 2000

e Confusion and inconsistent application of previous PDD diagnoses
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Why was it changed?

* Improve sensitivity and specificity

* Provide more accurate and descriptive information (Specifiers)
e Co-existing conditions and genetic or medical diagnoses
e Severity level (based on level of supports)
* Intellectual functioning
e Language level
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Changes

Pervasive Developmental Disorder Autism Spectrum Disorder

3 Diagnoses:
Autistic Disorder 1 Diagnosis
Asperger’s Disorder Autism Spectrum Disorder
PDD-NOS

3 “categories” of symptoms

Social Interaction (2/4) 2 “categories” of symptoms
Communication Social Communication (3/3)
RRB RRB (2/4)
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(but may not become fully manifest until social demands exceed limited capacities, or may be masked by learned strategies in later life).



Changes

Pervasive Developmental Disorder Autism Spectrum Disorder

No indication about sensory

differences Added hyper- or hypo- reactivity to
sensory input
Language delay criteria

Delay in language removed
Included Childhood Disintegrative

Disorder and Retts Disorder Removed Childhood Disintegrative
Disorder and Retts Disorder
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Changes

Pervasive Developmental Disorder Autism Spectrum Disorder

Must be present before age 3 years
Present in the early developmental
period but may not become fully
manifest until social demands exceed
limited capacities, or may be masked by
learned strategies in later life
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DSM-5 Social Communication

Persistent deficits in social communication and social interaction
across multiple contexts, as manifested by the following, currently or
by history:

e Social-emotional reciprocity
 Nonverbal communication behaviors
e Developing, maintaining and understanding relationships
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DSM-5 Restricted and Repetitive Behaviors

Restricted, repetitive patterns of behavior, interests, or activities, as
manifested by at least two of the following:

Stereotyped or repetitive motor movements, use of objects, or speech

Insistence on sameness, inflexible adherence to routines, or ritualized patterns
of verbal or nonverbal behavior

Highly restricted, fixated interests that are abnormal in intensity or focus

e Hyper- or hyporeactivity to sensory input or unusual interest in sensory
aspects of the environment
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Additional DSM-5 Criteria

 Symptoms must be present in the early developmental period
(might not manifest or be noted until later)

e Symptoms cause significant impairment in social, occupational, or
other important areas of current functioning

e Disturbances are not better explained by intellectual disability or
global developmental delay (note comorbid diagnosis)
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Diagnostic Specifiers

DSM-5 299.0 Autism Spectrum Disorder

Level of Support required (i.e., Severity)

With or Without intellectual impairment

With or Without language impairment

,fé\ssociated with known medical or genetic condition or environmental
actor

Associated with another neurodevelopmental, mental or behavioral
disorder (e.g., ADHD)

With catatonia
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Severity Level:
Social-Communication

Level 1: requiring support ‘

Level 2: requiring substantial .

support

Level 3: requiring very substantial
support

A University Center for Excellence in Developmental Disability Education, Rescarch and Service (UCEDD)

Without supports, deficits in social
communication cause noticeable
impairments; e.g., atypical or unsuccessful
responses to social overtures

Marked deficits in verbal and nonverbal social
communication, apparent even with supports

Limited initiation and minimal response to
social overtures




Severity Level:
Restricted, repetitive behaviors

e Level 1: requiring support * Causes significant interference with
functioning in one or more
contexts

* Level 2: requiring substantial  « appear frequently and interfere

support with functioning across a variety of
contexts

e Extreme difficulty with change,
markedly interfere with functioning
in all spheres

e Level 3: requiring very
substantial support
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Additional Changes

e Can now have comorbid diagnoses:
e Language Disorders
e Global Developmental Delay (under 5 years old)
e Attention-Deficit/Hyperactivity Disorder
e Anxiety and Mood Disorders
 Medical Comorbidities
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One third of children and/or adults with autism are nonverbal


Comorbidity

. Fragile X
Intellectual Genetic ragfe

Disability conditions

Tuberous sclerosis

Tourette syndrome

Seizure disorders
Language Medical Gastrointestinal disorders

Disorder Conditions Feeding and eating problems
Sleep disorders
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These are conditions that may co-occur with ASD.
Intellectual Disability- most common of the comorbid diagnosis. 2/3 below average IQ- often need help with educational services, focus on increasing independence.

Medical: Epilepsy- people with ASD 10-30x’s more likely to have seizures than the general population.
GI problems- diarrhea, constipation (85%), stomach pains. A study found that 42% of the people with ASD in their study had GI problems. 
Eating and Feeding Problems
Sleep Disorder-s 50-80% of children

Anxiety- 50-80%
Mood Disorder- 25-34% with depression
ADHD- impulsive, hyperactive, problems with attention, can now be diagnosed in combination with ASD in DSM-5
Language disorders- expressive and receptive problems- also predictive of long term outcomes
Genetic Disorders- 10% such as Fragile X and Angelman’s syndrome 70% will have at least one 40% will have two



Sample Diaghosis 1

* DSM-IV-TR

e Axis I: Autistic Disorder (299.00)

e Axis Il Intellectual Disability, Mild (317.0)
e Axis Ill: Seizure Disorder, NOS (780.39)

e Axis IV:  school difficulties, sibling conflict
e Axis V: GAF: 55
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Sample Diagnosis 1

DSM-5
Autism Spectrum Disorder associated with Seizure Disorder:

Currently reguiring substantial supports for deficits in social communication and support
for restricted, repetitive behaviors.

With accompanying intellectual impairment (Intellectual Disability, Mild; 317.0)

With accompanying language impairment (phrase speech, delays in receptive and
expressive communication

e Not associated with any known genetic cause (appointment pending)
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No more Asperger’s?

e Asperger’s Disorder is no longer a distinct diagnostic category

e “ ..identity that represents this an individuals specific strengths and
challenges”

* New diagnostic structure allows for descriptive information to
convey these strengths and challenges

 More individualized for everyone receiving a diagnosis
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How does this affect people with ASD and their
families?

Will we need to get a new
evaluation for diagnosis?

F& e A person with a well-
(4 established diagnosis of

Autistic Disorder, Asperger’s

or PDD-NOS does not need a
new evaluation — they should
be given a diagnosis of
Autism Spectrum Disorder
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i.e. on DD waiver with well established Diagnosis of Autistic Disorder, receiving supported employment and housing – services continue, but documentation/billing, individual plan may use Autism Spectrum Disorder code



Break
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Best Practice in ASD Assessment
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Best Practice Guidelines for ASD Assessment

e Professional Practice Organizations
e American Academy of Child and Adolescent Psychiatry (2014)
e American Academy of Neurology and the Child Neurology Society (2000)

* American Psychiatric Association
* American Psychological Association
 American Academy of Pediatrics

e State Agency Guidelines
e California (2002)
e Connecticut (2013)
e Missouri (2010)
e New Mexico (2004)
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Many professional practice organizations provide guidelines for both assessment and treatment of ASD
In addition, many states have written guidelines in collaboration with stakeholders, state agencies, and expert panels
Wisconsin working on one

AACAP Practice Parameters are clinical practice guidelines developed to encourage best practice in child and adolescent mental health and if published in the last five years, are considered current

New Mexico: “Children identified with an autism spectrum disorder should have a formal multidisciplinary evaluation to include evaluation of social behavior, language and nonverbal communication, adaptive behavior, motor skills, atypical behaviors, and cognitive status. Included in this evaluation should be a systematic gathering of information from parents about their concerns and their observations of their child. Younger children who receive a diagnosis of ASD should have a follow-up diagnostic and educational assessment 1-2 years after their initial evaluation.”



AACAP Assessment Recommendations

1. Developmental and psychiatric assessment should include
guestions about ASD symptomology

Thorough evaluation should be conducted if screening is positive

Clinicians should coordinate appropriate multidisciplinary
assessment of children with ASD

A University Center for Excellence in Developmental Disability Education, Rescarch and Service (UCEDD)



Presenter
Presentation Notes
AACAP Practice Parameters are clinical practice guidelines developed to encourage best practice in child and adolescent mental health and if published in the last five years, are considered current


A diagnosis of autism is made when the DSM-5 symptoms are present and other disorders have been adequately ruled out. 

All developmental assessments of young children and psychiatric assessment of all children should include screening
Standard psychiatric assessment should be followed with interviews and DSM-5 criteria

Medical assessment, hearing, chromosomal microarray has been recommended by medical geneticists as the standard of care for the initial evaluation of children with developmental disabilities and/or ASD, cognitive and adaptive skills, communication assessment, occupational therapy, physical therapy and sleep are mentioned as important areas. 


State Agency Recommendations for Diagnostic
Evaluation Components

e All suggest the following:

 The importance of early diagnosis, screening, and specialists in ASD as well
as the ability to differentiate ASD from other diagnoses as well as a
comprehensive evaluation

e Components of a comprehensive evaluation
e Parent/caregiver/individual Interview
e Review of records
e Medical history and evaluation
e Direct assessment and observation of the individual
e Assessment of the core ASD criteria
e Feedback
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Parent/Caregiver Interview
Prenatal, perinatal, developmental milestones and medical history
Family history of developmental/mental health disorders
Current concerns about behavior, communication, social skills, sensory problems etc.
Review of records and previous evaluations
School records
Medical records
Previous evaluation reports
Physical
Vision and Hearing screen
Dysmorphology examination
Genetics evaluation may be completed prior or after the evaluation
Associated conditions- seizure, sleep, feeding, gastrointestinal



Models of Assessment

Speech and Language
Pathologists

o Ci | . Pediatrician, Developmental Behavioral
Smg e practltloner assessment Pediatrician, Psychiatrist, Nurse practitioner

e Multidisciplinary assessment
 Interdisciplinary assessment "
Occupational
Therapist
e Team members may include:
Therapist

Special
Education

Early Intervention
Specialists
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Information from a variety of disciplines is necessary
with regard to length of assessment, number of team members or professionals present, place of assessment, and 

Clinics may vary widely with time, number of sessions, location, and/or methods used



Assessment of ASD Core Deficit Areas (DSM-5 criteria)

e Direct behavior observation in clinic, school, or home
e Social interaction and communication through interview, play, etc.

e Repetitive, restricted, and stereotyped patterns of behavior
e Sensory

* Cognitive and Adaptive Measures
e Speech, Language and Communication

e Social competence and Functioning necessary for a differential
diagnosis
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Intellectual functioning in ASD can vary widely
Rates of Intellectual Disability in ASD range from 30-70%
Intellectual functioning correlates with adaptive functioning, severity of symptoms and prognosis
ADDM (2014) study found 46% of children had average to above average intellectual functioning
DSM-5 Intellectual Disability diagnosis now requires a measure of adaptive behavior
Clinicians must choose the best measure for cognitive assessment based on the individuals age and presentation
Largely dependent on the verbal abilities of the child
Traditional IQ measures with a verbal component may not accurately describe the individuals true ability
DSM-5 Intellectual Disability diagnosis now requires a measure of adaptive behavior
Also important to determine strengths and weaknesses in individuals with ASD
IQ scores two standard deviations below the mean
Deficits in adaptive functioning in one or more areas of daily living
In addition to deficits related to ASD
Use of clinical judgment for individual with cognitive scores above 70 with severe impairments in adaptive functioning
Speech-Language Pathologist (SLP) may administer traditional speech and language assessments, but also assess and observe the quality of social communication (pragmatic language) including nonverbal communication
A dynamic evaluation of the functions of communication and the manner in which the child communicates and responds to communication
Speech= sounds used to produce words
Language = words used to express ideas
Communication = back and forth, sending and receiveing messages
All areas require evaluation




Autism Diagnhostic
Observation Schedule,
Second Edition (ADOS-2)

A semi-structured assessment tool
designed to evaluate ASD related
difficulties

language and communication
social reciprocity
play and imagination
repetitive behaviors
Requires specialized training to
administer and score

Scoring system based on skills
observed during the ADOS
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The Autism Diagnostic Observation Schedule, Second Edition (ADOS-2) is a semistructured assessment tool to assess an individuals social, play, and communication skills. It also provides a chance to observe odd or repeated behaviors and restricted interests. The ADOS-2 has four modules. Module 1 is used with children who use little or no speech. The ADOS-2 (Module 1) includes free play with toys, imitation, and play with bubbles and balloons. Module 2 is used with children who use phrase speech. The ADOS-2 (Module 2) includes free play with toys, pretend play, and shared activities such as looking at books and pictures. Module 3 is used with children and teens who use fluent speech. The ADOS-2 (Module 3) includes make-believe play, storytelling, and questions about social relationships and feelings.  
 
There are two scoring sections for the ADOS-2: Social Affect and Restricted and Repetitive Behavior. These sections are summed for a total score that is compared to cutoff scores for autism or autism spectrum. CHILD’s score was below/ equal to/ above the cutoff for autism / autism spectrum on the Total Score.



ADOS-2

e Five modules for individuals of all ages
and ability levels

* Toddler Module-12 to 30 months,
inconsistent phrase speech

 Module 1- no speech to single words,
activities such as bubble play and
imitation

 Module 2- phrase speech, activities such
as pretend play, story telling from a book

* Module 3- child with fluent speech, make
believe play, questions about emotions
and social relationships

e Module 4- adolescent or adult with fluent
speech, questions about responsibility,
goals, relationships
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The Autism Diagnostic Observation Schedule, Second Edition (ADOS-2) is a semistructured assessment tool to assess an individuals social, play, and communication skills. It also provides a chance to observe odd or repeated behaviors and restricted interests. The ADOS-2 has four modules. Module 1 is used with children who use little or no speech. The ADOS-2 (Module 1) includes free play with toys, imitation, and play with bubbles and balloons. Module 2 is used with children who use phrase speech. The ADOS-2 (Module 2) includes free play with toys, pretend play, and shared activities such as looking at books and pictures. Module 3 is used with children and teens who use fluent speech. The ADOS-2 (Module 3) includes make-believe play, storytelling, and questions about social relationships and feelings.  
 
There are two scoring sections for the ADOS-2: Social Affect and Restricted and Repetitive Behavior. These sections are summed for a total score that is compared to cutoff scores for autism or autism spectrum. CHILD’s score was below/ equal to/ above the cutoff for autism / autism spectrum on the Total Score.

Birthday Party

Bubble Play

Joint attention task

Questions about marriage

New work developing appropriate modifications for very low functioning (low verbal) adults.


Family Centered/Cultural Competence

e A family-centered approach is suggested for all parts of the
evaluation (e.g., person first language)

e Understand relevant cultural factors
* Feedback to family- verbal and written in a timely manner
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A family-centered approach is suggested for all parts of the evaluation
Parents/family involved in process
Sensitive to the needs and questions of the family
Parents know their children best
Understand relevant cultural factors
Views on disability/mental health/medical professionals
Language of assessment
Barriers to services
Feedback to Family:
Provide information about results in a timely manner
Use appropriate (family-friendly) language
Explain results and diagnoses
Allow TIME for questions
Consider whether or not to have the child present
Provide recommendations or next steps
Key Elements of Providing Feedback to Families
The lead clinician discusses evaluation results with families in a manner that is honest and
compassionate. During feedback, the lead clinician attends to the following key elements:
n providing specific information about the individual characteristics and behaviors that
warrant a diagnosis along with examples of how these concerns interfere with the individual’s
functioning;
n emphasizing individual assets and areas of typical development;
n answering questions about prognosis based on available research, professional experience,
and the individual’s unique profile;
n highlighting the significant role of parent involvement and advocacy in determining
prognosis; and
n collaborating with families to determine next steps including:
– beginning to identify a team of professionals with whom they will work on an
ongoing basis,
– developing a plan for follow-up,
– providing referrals for assessment for intervention planning or intervention
services as needed,
– providing recommendations of a few basic resources, and
– offering suggestions for addressing any pressing concerns such as specific
behavioral challenges.



In Sum...

e ASD diagnosis is complex and requires assessment of a variety of
domains

* Best Practice is:
e An interdisciplinary assessment with “specialists” in development and ASD
 The use of ASD-specific measures

e Comprehensive information gathering and evaluation of the individuals
functioning

e Formulation of conclusion together
 Family-centered and culturally sensitive
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Assessment of current functioning in a variety of domains
The Best Practice approach
The use of interdisciplinary teams where at least one member is an “expert” in ASD, particularly with very young children
The use of ASD specific measures
Family-centered and culturally sensitive



ASD in Young Children
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ASD in Young Children

e Distinct signs of ASD may begin to appear in the first year of
life.
e become more pronounced by 18 to 24 months

e Reliable diagnoses with ASD between 2nd and 3rd birthdays

e Parents may notice signs and symptoms before age 2 years
and intervention can take place before that formal diagnosis.

A University Center for Excellence in Developmental Disability Education, Rescarch and Service (UCEDD)




Social -=Communication happens at a
very young age

e In autism, we see these behaviors less often
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Social —Communication happens at a
very young age
In autism, we see these behaviors less often

Social Games

Showing Off
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Video of Early Signs

* Kennedy Krieger Institute Center for Autism and Related Disorders

e https://www.youtube.com/watch?v=YtvP5A50HpU

e Start at 4:23
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https://www.youtube.com/watch?v=YtvP5A5OHpU

Developmental Screening AND Monitoring

e Screening alone is insufficient

* 1in 5 children with a disability will
not be identified through a single
developmental screening

e American Academy of Pediatrics
(AAP) recommends that infants
receive 7 well-child visits, during
which ongoing screening and
monitoring can occur and increase
detection of disabilities

e 2007 The American Academy of
Pediatrics recommends specific
screening for ASD twice before two

(18 and 24 months)
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Developmental Screening AND Monitoring
 Specific ASD Screening

* Developmental screening and
monitoring are the best pathway
to identify children with ASD early
in life

e Couple with ASD-specific
screening.

* Recent Research in 6 states

* 60% pediatricians screened for
ASD at 18 months

e 50% pediatricians screened at 24
months (Arunyanart, et al., 2012)
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Developmental Screening and Monitoring

There is no time for the “Wait and See”
approach to developmental concerns

There is no harm done in screening and
referral

Early identification is key to access to
intervention

2004 Learn the Signs Act Early campaign
by the CDC

www.cdc.gov/actearly
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Referral for evaluation if concerns, we can make reliable diagnoses in the second year of life!


Early Identification to Improve Developmental

Outcomes

e Early identification = early intervention
e Fully understanding a child’s presentation = the

right kind of early intervention

e The right kind of early intervention = the best

possible outcomes

Website for Part C
Information:
http://idea.ed.gov/part-c
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Added in 2004, Part C is a $436 million program administered by States that serves infants and toddlers through age 2 with developmental delays or who have diagnosed physical or mental conditions with high probabilities of resulting in developmental delays

http://idea.ed.gov/part-c

Cumulative Effects of Deficits

® Core deficits of autism lead to a reduced capacity to learn

from the environment
® secondary consequences (e.g., delays in adaptive behavior, academic skills)

® Not all the functional deficits of autism are primary
deficits of the disorder.
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Cumulative Effects of Deficits

* Intervention is thought to work by
e improving core deficits through direct teaching

e provide an enriched, intensive learning environment that leads to change in
trajectory
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Sibling Research

% AUTISM SPEAKS®

BSRC &

BARY SIHLINGS
RESEARCH CONSORTILM

Recurrence Risk for Autism
Spectrum Disorders
(Ozonoff et al., 2011)

J

* Previous estimates suggested recurrence risk of 3-10%

 Larger, prospective, longitudinal, multisite (12) study of
664 siblings (55% male)

* Followed until 36 months of age
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Baby Sibs consortium funded by Autism Speaks and pools data from research sites to study the development of high-risk infants

These sites had sufficiently similar procedures and common measures to permit data pooling

Inclusion criteria: documented dx of asd (autism, pdd, asperger) and no identified neurologic or genetic condition in proband or infant (eg fragile x).  Clinical dx of proband verified by each site (ados/adi/scq).  

Maximum enrollment of 18 months

Included dx of autism and pdd


At 36 months, ados and mullen administered. 36 months of age has been shown in several studies to be diagnostically stable with over 85% of children retaining a diagnosis several  years later

40 % autism
60 % PDD


Sibling Research

& AUTISM SPEAKS®

Recurrence Risk for Autism
Spectrum Disorders
(Ozonoff et al., 2011)

BABY SIBLINGS
RESEARCH CONSORTIUM

e Results suggested recurrence risk of 18.7%
e Even higher with two siblings with ASD (32.2%)
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Baby Sibs consortium funded by Autism Speaks and pools data from research sites to study the development of high-risk infants

These sites had sufficiently similar procedures and common measures to permit data pooling

Inclusion criteria: documented dx of asd (autism, pdd, asperger) and no identified neurologic or genetic condition in proband or infant (eg fragile x).  Clinical dx of proband verified by each site (ados/adi/scq).  

Maximum enrollment of 18 months

Included dx of autism and pdd


At 36 months, ados and mullen administered. 36 months of age has been shown in several studies to be diagnostically stable with over 85% of children retaining a diagnosis several  years later

40 % autism
60 % PDD


Sibling Research

Beyond Autism: A BSRC Study of
High-Risk Children at Three Years
of Age (Messinger et al., 2013)

* AUTISM SPEAKS®

BSRC §

BAERY SIELINGS
RESEARCH CONSORTIUM

J

e New Study of High Risk siblings (507) who did not
receive ASD diagnosis

e 20% of High Risk siblings, the majority of them male
demonstrated higher levels of ASD symptoms and/or
some developmental delays
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However, one-fifth of HR
siblings, the majority of them male, disproportionately fell into classes exhibiting higher
levels of ASD severity and/or lower levels of developmental functioning. This appears to
suggest an early BAP encompassing both ASD-related characteristics and decrements in
developmental functioning. The study, then, adds to growing body of evidence suggesting
challenges faced by a minority of HR siblings without an ASD.13,17,19 Early plasticity and
the emergence of developmentally appropriate, efficacious intervention models46,47 suggest
important opportunities to support the long-term outcomes of those HR children manifesting
features of a BAP.
Almost threefold increase in risk for male subjects
An additional twofold increase in risk if more than one sibling with ASD.  Main effect above and beyond gender.  13.5 of simplex received dx vs 32.2% of multiplex received dx

Out of 664 infants, 132 infants met criteria for asd (29 were female).  Of these, 54 (40%) received autism diagnosis and 78 (59.1 %) received PDD diagnosis

Of 664 infants, 26.2% of male infants received diagnosis versus 9.1 % of female infants  (total sample was 55% male)

Recurrence rates may be higher bc children were diagnosed before asperger disorder accurately diagnosed.

Age of infant at study enrollment, as well as gender and functioning level (ados scores and iq) of infant’s older sibling, and other demongraphic factors (race, ethnicity, maternal or paternal education, or maternal age at birth, birth order, not age at study enrollment) did not predict ASD outcome


Early Markers of ASD in Siblings

Replicated risk markers include:
* Impairments in social communication

9
 reduced social orienting/response to name BSRC

* reduced joint attention behaviors BABY SIBLINGS
RESEARCH CONSORTILIA |

e Repetitive behaviors involving body movements and/or
atypical use of objects
* intense visual inspection
* repetitive actions such as tapping and spinning

e Atypical emotional regulation
* reduced positive affect
* more variably, increased negative affect
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Behavioral signs of ASD can be detected early in infancy. 

Although as many as 50% of parents may recall concerns dating back to the first year, differentiation of children with ASD from typically developing and developmentally delayed peers occurs more robustly in the second year. 
As babies, younger siblings who will go on to be diagnosed with ASD often show several of these risk signs. No single behavior is consistently the first to emerge, and no single behavior on its own is highly predictive or diagnostic of ASD. These behaviors may be seen in infants who do not go on to meet criteria for ASD. n Children with ASD often display delays in language, motor, and cognitive skills. However, these delays can also be observed in children with other developmental difficulties and therefore are not specific to ASD.





BAERY SIELINGS

% AUTISM SPEAKS®

BSRC &

RESEARCH CONSORTIUM ]

Early Markers of ASD in Siblings

e Atypical developmental trajectories:

e progressive reduction in age-appropriate social
behaviors, as well as evidence of plateauing (slowed
acquisition) of language and non-verbal cognitive
skills.

e Differentiating children with ASD from comparison
groups starting at 12—14 months.

* However, there remains considerable heterogeneity at an
individual level

* Need for ongoing screening and monitoring over time
Not just a one-time event
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Several independent 

some cases not detected as having developmental delays or social-communication deficits relative to non-ASD controls until 24 months. Conversely, is there evidence that behavioral indicators of ASD can be identified prior to 12 months? Research ongoing with infants at 6 months with eye tracking equipment
longitudinal studies have also implicated


Diagnostic Stability in Siblings

% AUTISM SPEAKS®

BSRC &

BAERY SIELINGS
RESEARCH CONSORTIUM ]

Ozonoff, et al., 2015

e Evaluations of 418 later-born siblings of children with
ASD at 18, 24, and 36 months of age

 Clinical diagnosis of ASD or Not ASD was made at each age

e Stability of an ASD diagnosis at:
e 18 months was 93%
e 24 months was 82%

e There were relatively few children diagnosed with ASD at
18 or 24 months whose diagnosis was not confirmed at 3
months.
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Diagnostic Stability in Siblings

% AUTISM SPEAKS®

* However, many children with ASD outcomes at 36 month
who had not yet been diagnosed at
18 months (63%)
e 24 months (41%)

BSRC %

BAERY SIELINGS
RESEARCH CONSORTIUM ]

Conclusions:

e Stability of ASD diagnosis in this familial-risk sample was
high at both 18 and 24 months of age and comparable
with previous data from clinic- and community-
ascertained samples.

e However, almost half of the children with ASD outcome
were not identified as being on the spectrum at 24
months and did not receive an ASD diagnosis until 36
months.
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Diagnostic Stability in Siblings

% AUTISM SPEAKS®

e Longitudinal follow-up is critical for children with early
signs of social-communication difficulties, even if they do
not meet diagnostic criteria at initial assessment

BSRC %

BAERY SIELINGS
RESEARCH CONSORTIUM ]

e A public health implication of these data is that screening
for ASD may need to be repeated multiple times in the
first years of life

 These data also suggest that there is a period of early
development in which ASD features unfold and emerge
but have not yet reached levels supportive of a diagnosijs.
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Developmental Trajectories
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Break
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Adult Assessment and Issues
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Adult Assessment

 Video of adult - church bell ringing
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Adult Issues

e Lack of capacity of systems to meet needs

* Interagency Autism Coordinating Committee —

e Future of Adults with ASD is one of seven strategic areas of focus and
funding

e Generally low levels of vocational and social engagement
e OQutcomes based on different measures
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Our findings suggest that, just as the home environment is an important influence on child and adult development, so too is the vocational or work environment
for adults with ASD.  Because autism spectrum disorders are lifelong neurobiological disorders, our finding that greater vocational independence leads to subsequent improvements in maladaptive behaviors, activities of daily living, and even the core features of autism in adulthood is important.

Just as in typically developing adults (Baltes et al. 1980), development is life-long for adults with ASD, with the possibility for growth and improvement throughout adulthood. Our analyses suggest that these high levels of underemployment and unemployment among individuals with ASD negatively impact their subsequent adult development, just as it does among adults without disabilities. 

Challenges to meaningful employment and even when employed, may be underemployed, doing tasks where their skills aren’t maximized. Studies have found that around 50 % of adults with ASD primarily spend their days in segregated work or day activity settings, with little contact with their communities. Similar to individuals without ASD employment is important and impacts mental health.  We need additional research to validate these findings and further explore reasons for an individual’s vocational success.  However, we do know that emphasis on vocational competency is an important area of intervention. 



Adult Issues

* Engage stakeholders in ASD research (Pellicano, 2014; Gotham
2015)

e Directly ascertain their views on autism research priorities

e Both researchers and individuals prioritized research to develop programs
for life skills enhancement and “practical areas of life”

e Additionally, stakeholders place high priority on:

* Improve public services, health care access and recognition of physical and mental
health comorbiditites

e Building an understanding of the place of people with ASD in society and studying
comorbidity risk
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Adult Issues
(Gotham 2015)

e Self-report ASD adults: e Legally represented adults with ASD

Slight majority lived independently or
with spouse/partner

Tend to be underemployed (25% had
full time employment)

Experience workplace discrimination
Find it too challenging to hold a job

Have two or more physical and/or
mental health conditions

e 75% with anxiety depression, physical
health also elevated

more consistent with general ASD
outcome studies

low rates of employment - 10% held
paid emEonment or more than 10 hrs
per wee

low rates of independent living - 90%
lived with families or paid caregivers
with state or federal assistance

Unknown what they do when not
working or in programming — precursor
to physical and mental health
problems.

Similar to self-report group, majority
with physical and mental health
comorbidities
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sample of high functioning adults (slight majority lived alone or spouse or partner, postsecondary degree, working in areas that coincide with special interests, living)



Adult Issues

Croen, et al., 2015

1507 adults with ASD
diagnoses

15,070 controls without
ASD diagnoses
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We don’t have a lot of data on adults, but this is data that recently was presented at the International Meeting for Autism Research in May.  

Dr. Croen and her colleagues at Kaiser Permanente Division of Research in California  reviewed the medical records of more than 2.5 million adults enrolled in the Kaiser Permanente Northern California health plan from 2008 to 2012. This included 2,108 adults with autism, 683 of them women. For comparison, the analysis also included 21,080 non-autistic patients.

This data is the first of it’s kind.  With the exception of cancer, the autism group had higher rates of all major psychiatric and medical conditions included in the study. These disorders are similar to those observed in children and adolescents, such as gi disorders and sleep disorders.  There was also observed increases in diabetes and obesity which may be attributed to many factors, including a more sedentary lifestyle as well as restricted eating habits.  

Approximately 20% had intellectual disability as well.  22 times higher risk for schizophrenia, elevated risk of ADHD

Also medically includes autoimmune conditions, seizures
Only 14/27 adults with ASD who attempted suicide had a diagnosis of depression – suggesting it is underdiagnosed

Adults with ASD less likely to be diagnosed with alcohol abuse/dependency and to self report alcohol and tobacco use- not significant difference from controls, same with infections, and genitourinary disorders, diagnosed less often than controls.

Also noted was a increase in suicide attempts, which was seen in .3 % of the individuals without autism, but 1.6% of the individuals with autism.  This further highlights the need to be attuned to mental health issues, particularly with the increased rates of anxiety and depression seen in adults, but also well documented in children.  

Lower rates of Alcohol use: 23 percent vs. 53 percent and smoking – mainly social activities, so may explain lower rates. 
 Beyond improving our healthcare system, it’s equally important to look at the interaction and engagement of adults with autism in all sectors of our society,” Dr. Croen adds. “We need to better understand what’s happening with these individuals in the realms of social services, employment, education, community and family. Together, these play a powerful role in a person’s health.”

New research on mortality and parkinsonism (Autism Speaks)



Adaptive Behaviors
Klinger, et al., (IMFAR 2015)

e Sample of adults, adaptive behavior was the single best correlate of
adult outcome

e Adaptive behavior in childhood was an equally strong predictor of
outcome

e Above and beyond symptom severity and intellectual/language
functioning.

* Interventions targeting adaptive behaviors are overlooked, but the
findings suggest their importance across a lifespan.
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adult outcome = employment, social isolation, depression, and quality of life



Vocational Activities

Engagement in Vocational Activities Promotes Behavioral

Development for Adults with Autism Spectrum Disorders (Taylor and
Mailick, 2014)

* greater vocational independence leads to subsequent

improvements in maladaptive behaviors and activities of daily living
in adulthood
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Development is a life long process for adults with ASD with the possibility for growth and improvement throughout adulthood.  Environment continues to have direct effects on the phenotypic expression of ASD throughout adulthood and should be studied further. 

Future studies on stability of employment

Similar to what is observed for typically developing adults, vocational activities may serve as a mechanism for providing cognitive and social stimulation, structuring the day, and enhancing well-being, adult development, and quality of life for individuals with ASD.


Treating Co-Morbid Disorders

CHT ror CHILDREN
AMD AN ESCENTS WITH
HIGH-FUNCTIONING
AUTISM SPECTRLUM

NEORDERS

e Cognitive Behavioral Therapy (CBT)

e appropriate for individuals without cognitive disabilities, but social
difficulties may impact traditional treatment

e |Incorporate Social Skills training component
* Facing your Fears

 Strategies for ASD and Anxiety

e Use visuals, use simple language (limit metaphors), include parents, include
special interests (Moree and Davis, 2010)
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No single treatment has attained well established or probably efficacious empirically supported treatment, but CBT modification trends are moving towards this area


Intervention for ASD
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We may not know a lot about the causes of autism and we are just getting started understanding the impact that autism has on our economy, but what we do know is that autism treatment works.
Though children with  autism vary in how far they progress with  behavioral therapy, we now have solid evidence of its benefits. This has enabled Autism Speaks to successfully advocate for health coverage of behavioral health treatment, now the law in 38 states and counting. Now many families are getting desperately needed therapy that was once denied.



Evidence-Based

Intervention and Applied T £ .
Behavioral Analysis ypes ot Intervention

(ABA) * Behavioral
 Educational
e Medical*

* Advances in health coverage for
treatments based on Applied
Behavioral Analysis (ABA)

Educating Children with Autism

ST O. lvar Lovaas
| THE

AUTISTIC
CHILD

——

R

*See the AACAP Practice Parameters for the Assessment and
————d Treatment of Children and Adolescents with ASD for a review of
Through Bebavior Modiicaion pharmacotherapy offered to target symptoms or comorbid
conditions (Vokmar et. al, 2014)
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The landmark lovaas study was in 1987 when he claimed that children who received early intensive behavioral intervention made significant gains in IQ and social interaction and were able to attend regular first grade. This started to process for evaluating treatment for autism and a whole host of interventions based on the theory of applied behavioral analysis. 

ABA is based on basic learning principals used to teach skills and reduce behavior problems. The idea is that these techniques applied from the theories in ABA can be applied to support appropriate behaviors. This includes assessment of the function of the behavior and using evidence-based strategies for reinforcing or prompting behavior. ABA techniques have been shown to work for academic tasks, adaptive skills, communication, social and vocational skills

The types of intervention that have the most evidence behind their efficacy of use in ASD are behavioral. Randomized Controlled Trials for outpatient interventions have also lead to developments in the way we intervene in the school setting. Educational settings also use evidenced based teaching approaches in the classroom to support communication, social interactions, cognitive development, sensory and motor development and problem behaviors. 


What does early intervention look like?

e Starts at the earliest age possible

* Intensive- 20-45 hours per week

e Parents actively involved in treatment

e Highly trained staff

e Collecting data, ongoing assessment, planful teaching
* Focus on core deficit areas of ASD

e Video
e http://www.youtube.com/watch?v=V-c50HNnPg0
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http://www.youtube.com/watch?v=V-c50HNnPg0

National Standards Project Phase 2 (NSP2)

Established Treatments
Behavioral Interventions

Cognitive Behavioral Intervention Package

Comprehensive Behavioral Treatment for Young Children
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National Rutism Cenfer
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Naturalistic Teaching Strategies S L

Parent Training

Peer Training Package
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Pivotal Response Training
Schedules e http://may.convio.net/site/MessageViewer?dlv i
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Self-Management
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Social Skills Package

=
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Story-based Intervention
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Presentation Notes
The National Standards Project, a primary initiative of the National Autism Center,
addresses the need for evidence-based practice guidelines for autism spectrum
disorder (ASD). Its primary goal is to provide critical information about which interventions
have been shown to be effective for individuals with ASD.
The National Standards Project seeks to: 
-provide the strength of evidence supporting educational and behavioral interventions that target the core characteristics of these neurological disorders
-describe the age, diagnosis, and skills/behaviors targeted for improvement associated with intervention options
-identify the limitations of the current body of research on autism interventions
-offer recommendations for engaging in evidence-based practice for ASD

http://may.convio.net/site/MessageViewer?dlv_id=11521&em_id=3041.0

National Standards Project 2

For children to young adults under 22 years

1 * Picture Exchange Communication System
* EStathhEd (14) * Reductive Packgage '
° Emer‘g“’]g (18) » SignInstruction |
Augmentatlve and AIternatlve e Social Communication Intervention

e Structured Teaching

Communication Devices e Technology-based Intervention

* Developmental Relationship-based «  Theory of Mind Training
Treatment e Unestablished (13)
* Exercise * Animal-assisted Therapy
e Exposure Package * Auditory Integration Training
e Functional Communication Training * Concept Mapping
e .- . * DIR/Floor Time
* Imitation-based Intervention . Facilitation Communication
* |nitiation Training * Gluten-free/Casein-free diet
* Language Training (Production & * Movement-based Intervention
Un erstandlng) e SENSE Theatre Intervention

* Sensory Intervention Package
* Massage Therapy +  Shock Therapy

d Multi—component Package e Social Behavioral Learning Strategy
e Music Therapy e Social Cognition Intervention

* Social Thinking Intervention
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Presentation Notes
Emerging Interventions are those for which one or more studies suggest they may produce
favorable outcomes. However, before we can be fully confident that the interventions
are effective, additional high quality studies are needed that consistently show these interventions
to be effective for individuals with ASD. Based on the available evidence, we are
not yet in a position to rule out the possibility that Emerging Interventions are, in fact, not
effective.


National Standards Project 2

e For adults 22 years and older
e Established (1)

e Behavioral Interventions
 Emerging (1)

e Vocational Training Package
e Unestablished (4)

* Cognitive Behavioral Intervention Package
e Modeling

* Music Therapy

e Sensory Integration Package
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Established Interventions for Adults
The only intervention to be identified as Established for individuals ages 22 years and
older is Behavioral Interventions. The Behavioral Intervention category consists of applied
behavior analytic interventions to increase adaptive behaviors and decrease challenging
behaviors. Examples of specific strategies identified in the 17 articles supporting Behavioral
Interventions are provided in the table on the following page.
Emerging Interventions for Adults
Emerging Interventions are those for which one or more studies suggest they may produce
favorable outcomes. However, before we can be fully confident that the interventions
are effective, additional high quality studies are needed that consistently show these interventions
to be effective for individuals with ASD. Based on the available evidence, we are
not yet in a position to rule out the possibility that Emerging Interventions are, in fact, not
effective.
The following intervention has been identified as falling into the Emerging level of evidence:
Vocational Training Package
Unestablished Interventions for Adults
Unestablished Interventions are those for which there is little or no evidence in the
scientific literature that allows us to draw firm conclusions about their effectiveness with
individuals with ASD. There is no reason to assume these interventions are effective. Further,
there is no way to rule out the possibility these interventions are ineffective or harmful.
The following interventions have been identified as falling into the Unestablished level of
evidence:
Cognitive Behavioral Intervention Package
Modeling
Music Therapy
Sensory Integration Package


National Professional Development Center on Autism
Spectrum Disorder (2014)

Antecedent-Based Interventions * Prompting

Cognitive Behavioral Intervention * Reinforcement

Differential Reinforcement e Response Interruption/Redirection
Discrete Trial Training * Scripting

Exercise e Self-Management

Extinction * Social Narratives

Functional Behavior Assessment * Social Skills Training

Functional Communication Training e Structured Play Group

Modeling * Task Analysis

Naturalistic Intervention * Technology-aided Instruction and Intervention
Parent-Implemented Intervention e Time Delay

Peer-Mediated Instruction and Intervention * Video Modeling

Picture Exchange Communication System (PECS) * Visual Support

Pivotal Response Training

Q THE NATIONAL PROFESSIONAL DEVELOPMENT CENTER ON
AUTISM SPECTRUM DISORDERS

A University Center for Excellence in Developmental Disability Education, Rescarch and Service (UCEDD)



Presenter
Presentation Notes
The NPDC 


Treatment Examples

e Autism Speaks Video Glossary
s https://www.autismspeaks.org/what-autism/video-glossary
& Discrete Trial Training (DTT)

\

Early Start Denver Model

A
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Avtism Denver Model
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= — : : Commea - with Autism

Visual SuppOrtS Sally J. Ragery:snd Geraiiing Tawst

SHEHa
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Video Glossary- 
Behavioral- Discrete Trial Training- 1a and 1b
Behavioral- Pivotal Response Training- 2a young girl playing with baby
Structured Teaching and Supports- Visual supports- 3a Boy brushing his teeth
Toddler Treatment Models- Early Start Denver Model- 1a

https://www.autismspeaks.org/what-autism/video-glossary

Family and Economic Impact
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Economic Impact

* |t is estimated to cost at least $17,000 more per year to care for a
child with ASD compared to a child without ASD

e Costs include health care, education, ASD-related therapy, family-
coordinated services, and caregiver time

» Taken together, it is estimated that total societal costs of caring for
children with ASD were over $11.5 billion in 2011
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The cost of autism across a lifetime averages $1.4 million to $2.4 million- Autism Speaks numbers


Family Impact

e Parents of children with ASD have reported high levels of stress

e Access to needed services and quality of care compared to parents of
children with other developmental disabilities or mental health conditions.

 Some parents also report having to stop work to care for their child
with ASD

e Mothers who maintain employment end up working about 7 hours less per
week and

e Earn 56% less than mothers of children with no major health issues
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The costs of ASD extend beyond paying for a child’s services and supports—parents of children with ASD have reported high levels of stress related to a unique set of issues (21). These include issues with access to needed services and quality of care compared to parents of children with other developmental disabilities or mental health conditions. Some parents also report having to stop work to care for their child with ASD (22-23). Mothers who maintain employment end up working about 7 hours less per week and earn 56% less than mothers of children with no major health issues (24). The costs of ASD take both a financial and emotional toll on families.



Working with Parents of Individuals with ASD

¥ a it F:"-"-
1 it < ik
Working with Parents of

* Increased stress level § =Ry s e
e Often related to “problem behaviors” in ASD

SPECTRUM DISORDER

e Behavioral parent training- using the principals of ABA

DEE KEEN amd SYLVIA RODGER

e Support group

e Optimistic Parenting —
. . Optimuistic
* Encourage optimistic views of the child PAR ENTING
* Explore more positive views in parent’s ability to make changes [ e
e CBT strategies applied to parenting beliefs '
 Mindfulness training
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Optimistic parenting is an approach designed to assist parents with their child’s disruptive behaviors as well as how to deal with their own insecurities and stress. This involves combining instruction in behavioral parent training with specific CBT focused on parenting cognitions that may interfere with success.


ASD in New Mexico

e Barriers
* Prevalence rates unknown
e Access to assessment and treatment
e Adult issues including vocational, behavioral, and mental health services
e High staff turnover

* [mprovements
* Increasing awareness
e Education and training
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Resources
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Where can families go for an evaluation?

Need MORE for ADULTS
Center for Development and Disability
Early Childhood Evaluation Program (ECEP) Ages 0 -3 years

Autism Spectrum Evaluation Clinic Ages 3 years and up
www.cdd.unm.edu

Family Infant Toddler Program, NM DOH

http://archive.nmhealth.org/ddsd/nmfit/Providers/FITPrgermPrvdr
s.htm

Albuquergue Public Schools Child Find
«http://www.aps.edu/aps/SpecialEd/childfndprvt.html .,



http://www.cdd.unm.edu/
http://archive.nmhealth.org/ddsd/nmfit/Providers/FITPrgrmPrvdrs.htm
http://www.aps.edu/aps/SpecialEd/childfndprvt.html

Helpful links

* MORE NEEDED

e ASD Video Glossary:
http://autismspeaks.player.abacast.com/asdvideogloss
ary-0.1/autismspeaks/login

e Autism Speaks — http://autismspeaks.org

e Centers for Disease Control and Prevention, Learn the
Signs. Act Early:
http://www.cdc.gov/ncbddd/actearly/index.html

e American Academy of Pediatrics Policy Page:
http://pediatrics.aappublications.org/site/aappolicy/in
dex.xhtml

A University Center for Excellence in Developmental Disability Education, Rescarch and Service (UCEDD)



http://nichcy.org/babies
http://www.cdc.gov/ncbddd/actearly/index.html
http://pediatrics.aappublications.org/site/aappolicy/index.xhtml
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