Diagnosing Autism Spectrum Disorder, Connecting
Families to Resources, and ABA Therapy

Available resources, diagnoses by pediatricians and specialists, advice for families

following a diagnosis, controversies surrounding ABA therapy
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1in36
B-year-old children identified
with ASD in 2020

Percent of B-year-old children identified

with ASD by ADDM Network Sites

For every girl identified with ASD,

Boys were nearly i times o likely to be
identified

Black, Hispanic, and Asian or Pacific

Islander childron ware more likely
e identified with ASD than White
en for the first tiene in ADDM.
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Approximately 1/3
Of B-year-cld children with ASD also had
intellectuol disobility

Source: National Center on Birth Defects and Developmental Disabilities, CDC

Why is the prevalence of autism increasing?

o A Earlier diagnosis

B. Improved screening

C. Better differentiation of autism vs. Intellectual disability

D. All of the above




Increasing Prevalence of Autis

« Increasing awareness and recognition of ASD
o ldentifying girls with ASD
o Recognition of ASD among children without
developmental delay or intellectual disability
Improving screening and early identification
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Like It or Not- Our Wheelhouse is Evolving

o We see kids with autism all the time- we know what it looks like!

e [nclear-cut cases, we are capable of diagnosing autism spectrum disorder
and helping a child get services he/she needs as quickly as possible

e Autism is a CLINICAL diagnosis - it does not require a battery of tests in
most cases

e Save referrals for kids with more complex psychosocial problems - this will
also free up our specialists to help with those more complex cases

Takeaway From Today

Let’s look at autism spectrum disorder as “bread and butter”
pediatrics

Breathe easy!
We are going to give
you the tools you need!




A 3yo Kid Walks Into Your Clinic..

Only saying a few words, really is just repeating what parents say

Little to no spontaneous speech

Does not really engage with other children

Twirls around a lot, likes to spin things

Likes to play by himself in a nook in their home

Throws tantrums when trying to make him do things he doesn’t want to do

Doesn’t make eye contact with you or respond to his name when you or parents call him
Twirls your drawstring on your scrub pants, is very interested in buttons on your laptop
Takes his parents’” hands and tries to drag them to the door when wanting to leave
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What's the Diagnosis?

Autism spectrum disorder!

. We can all picture this child because we have seen him
in our clinic many times

. We can start helping this child and his family connect

with support services

Making a Diagnosis-
Checklist




How can | help this kiddo?

e Maybe: Take an extra 30 minutes that day to complete the DSM-5 checklist
and refer patient for services (might do this if complicated social situation,
family unlikely to come back another day, lives far away, etc.)

e Better: discuss with the family that you have concerns the child has autism
spectrum disorder
o Arrange a follow-up visit to complete checklist, write prescriptions and
diagnosis letter, and refer to services
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Which of the following is required to make a
clinical diagnosis of Autism Spectrum Disorder?

o A. Meeting DSM-5 criteria
e B. ADOS (Autism Diagnostic Observation Schedule)
o C. Evaluation by child psychologist

o D. All of the above
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DSMS Criteria for

DSM-5 Checklist e

® Takes about 15 minutes to go through with the
family

®  Give copy to family and scan to the child’s record

®  For Medicaid, the DSM-5 checklist plus diagnosis
letter is all that is needed to start receiving ABA
therapy

® For BCBS of AL, they can start ABA therapy with
DSM-5 checklist and diagnosis letter, but need full
psychology eval within 3 months
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Refer for Services

e If Medicaid : Give family DMH Autism Services application
e Lengthy application, but can provide comprehensive services

e Give list of therapy centers or have patients call 638-PIRC to ask for therapy locations
e *™Encourage patients to call as many centers as possible and get on wait lists
e May need to go ahead and make referrals to a handful of centers if there is concern the family
may not follow-through

e At minimum:
e Children under 36 months:
o Refer to Early Intervention Child Find (1-800-CHILD-FIND)
e Children 33 months and older:
o Refer for services through school system/IEP evaluation- can receive speech and OT,
unlikely to receive ABA at school (family should call their local elementary school)
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Support the Family

e Give Autism Guide for Parents

o Regional Autism Network contact information
o Autism Support of Alabama information

o Alabama Disabilities Advocacy Program/”Right Not a Favor” booklet link
o Autism Speaks toolkit link

Help Me Grow enrollment info
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Diagnosis Letter




Autlsm GUIde Autism Guide for Parents

W know that recaiving a diagnosis of Autisrn Spectrum Disacder for your chiid can be.

for Parents e
et : ;
¥ i 1o get you ataried on
e
First step: Get connected with therapy
Mo o B i i 6 i ot i e oty
Srereiar e
DA S

o For support and cara coordination services:
Call the Regional Auten Network
@ 205-334-1112 (for patients in the Birmingharn arsa)
- Ouvist yoww out
Support of Alsbama
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Support the Family - Cont.

Ask how the caregivers are doing, and actually wait for their answer. While you are their
child’s doctor, you know that this child’s skill deficits and challenges greatly impact the
family unit.

e Point out what you've noticed the child has done well
o Often, these families are all too accustomed to hearing how their child is not
meeting certain expectations.

e Praise the caregiver. Caregivers are often told what they could be doing better, or they
may carry a significant amount of guilt for the challenges their family is facing.
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Support the Family- Cont.

e |f you suspect a child may have ASD or another developmental disability, it’s important
to navigate these conversations objectively and compassionately
e To make these conversations most meaningful for families:
o Have a list of resources for evaluations, ABA, speech, OT, etc. (On the Autism Guide for
Parents)
o Consider the family’s insurance as well.
o Allow the caregiver time to ask questions and prepare for emotional responding.
o Do not rush this process. You are having a life-changing conversation
o Provide encouragement without delivering false hope
m  Avoid statements like, “'m sure she’ll talk one day.”
m  Instead, consider, “I've got a list of providers here that | personally recommend to work
on her speech development. They'll work closely with you on finding the mode of
communication that is right for her.”
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What If I'm Not So Sure it's ASD?

Refer for comprehensive evaluation
- Cognitive testing, ADOS, etc.

o Include DSM-5 Checklist if done and relevant
clinical records
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Evaluation Clinics/Providers (not exhaustive)

e Birmingham

UAB Civitan-Sparks Clinics e Montgomery

o Mitchell's Place o Easterseals of Central Alabama
o Glenwood o Works of Wonder

©  United Ability e Mobile

©  Behavioral Pediatric Institute of Alabama

o Children's Behavioral Health (limited) ©  USA Autism Clinic

©  Hopebridge e Dothan

Easter Seals
Alabama Developmental and Behavioral
Specialists

o Psychology practices

o Vulcan, Ackerson & Associates, etc.

o Tuscaloosa

©  University of Alabama Autism Clinic
e Huntsville
Silver Linings Neurodevelopment
Arc of Madison County

o Melanie Cotter, PhD
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Follow-Up

e 1 month or sooner (if sleep/nutrition/constipation/safety concerns)

® 3-6 months (to ensure family is navigating to services effectively, continued
developmental surveillance)
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What is ABA?

e ABA= Applied Behavior Analysis

All behavior is shaped by its interactions with the environment

e Evidence-based science shown to be the most effective therapy in treating the symptoms or

characteristics of autism spectrum disorder

e Utilizes the principles of reinforcement in order to increase the likelihood that desired behavior
will occur more in the future or decrease the likelihood that challenging behavior will continue to

occur
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First developed in the 1960s by O. Ivar Lovaas
Lovaas’s program included 40 hours a week of intensive, clinic-based ABA
Multiple, repetitive drills

11instruction
Based on BF Skinner’s operant conditioning

o Lovaas, after implementing intensive 1:1 instruction, published his results in
1987 that indicated that 90% of the children in his study showed significant
improvements in their symptoms of ASD

Some practices used in ABA are no longer considered best practice

o Shock therapy

o Most often utilized decrease self-stimulatory behavior
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Controversial Practices Across Healthcare

Fields

ABA is not unique in being a field that has a history of using procedures that are no longer considered

best practice. For example...
o Lobotomy: Previously used to treat mental illness
o Electroconvulsive therapy (ECT): History of being used to treat severe depression or bipolar disorder
o Arsenic: An ingredient in medications until the 1950s
o Mercury: Previously used to treat syphilis
Practitioners in any scientific field are tasked with remaining up-to-date with the latest research and
modifying practices to reflect advances in their fields. A history of practices once thought to be

beneficial does not mean the field is inherently harmful.
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ABA has a history of using shock therapy, and this history has greatly influenced the way the
field is currently viewed. Why was shock therapy predominantly used in the past?

A. Compliance training

B. As a punishment procedure for children who engaged in aggressive behaviors

C. Shocks were delivered if a child did not engage in the appropriate vocalization

D. Decrease self-stimulatory behavior

Criticisms of ABA

* Too many hours a week

o ABA practitioners are not willing to collaborate with other providers
*“One size fits all” model
» Compliance-based
* Not neurodivergence affirming
« Practitioners are too focused on behavior and are not concerned about the emotional or

cognitive needs surrounding the behavior.
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Why would we continue to recommend a practice that has been shown

to be traumatic?

* We can honor and validate another’s traumatic experiences AND still recognize that
when performed with integrity, ABA is still shown to be an effective therapy for those
diagnosed with autism spectrum disorder.

* For example...

o If you had a negative experience with a psychologist, you would not tell someone
struggling with mental health that all psychologists are not helpful.
o If you had a teacher in school who used outdated disciplinary practices for her

students, you would not tell someone that he/she/they should not go to school

because all teachers harm their students.
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Trauma-Informed ABA

or microaggressions all have an impact on how they behave.”

o History of abuse, crisis events, iliness or injuries, neglect, mistreatment by other adults, prejudice,
misjudgment, or social rejection
« Often, behavioral symptoms of autism align with behaviors related to a trauma-response
o Repetitive behaviors (objects or speech)
o Sensitivity to sensory input
o Lack of social-emotional reciprocity
o Perseverations

Socially avoidant behaviors

« Trauma-informed ABA can be defined as "recognizing that someone’s history, experiences, mistreatments,
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Trauma-Informed ABA

Which of the following is a behavioral symptom closely related to a diagnosis of autism but
could also be a trauma-response?

A. Perseveration

B. Repetitive behaviors

C. Sensitivity to sensory input

D. All of the above
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Social Significance

* When implementing ABA, practitioners are interested in INCREASING desired behaviors and
DECREASING challenging behaviors
* These behaviors are also referred to as "socially significant” behaviors or skills

o Simply put, skills that matter to the learner.
» Communication skills
« Skills that increase independence
« Decreasing aggressive, self-injurious, or disruptive behaviors
« Not every behavior that may be socially significant to the practitioner may be socially
significant to the learner
o Cultural norms

o Family values
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Socially Significant Behaviors

When we say that ABA practitioners intervene on “socially significant” behaviors, what do we
mean?

A. Behaviors that are related to a learner’s social skills

B. Behaviors that matter to the practitioner

C. Behaviors that matter to the learner

D. Behaviors that will allow the learner to appear more neurotypical

Discussing Options with Families

* Be mindful that families may have no information regarding autism OR the information
they have received is not accurate
o Social media
« Prior to assigning ABA as the “go-to” for any autism diagnosis, remember that other
therapies have been shown to be very beneficial for individuals with an autism
diagnosis.
o Speech therapy
o Occupational therapy
Physical therapy
Cognitive behavioral therapy (CBT)
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Recommending ABA to Families

« ABA may be the appropriate recommendation for learners who have delays across

o Remember, in the state of Alabama, ABA therapy is only covered by insurance if the
individual has an autism diagnosis.

« It's important to encourage families to find the right ABA center for them, based on the child’s
needs and the family’s needs.

* We have included a handout for questions we recommend that families ask their ABA provider,
along with SBH'’s answers to these questions.
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developmental domains, are engaging in challenging behaviors, and/or have an autism diagnosis.

THANK YOU!

Lauren Elliott, MS, BCBA, LBA

jeschwartz@uabmc.edu Ire@simplifiedbx.com

Justin Schwartz, M.D.

Tori Anderson, M.D. Haley Snow, MEd, BCBA, LBA

dranderson@redmontpediatrics.com hss@simplifiedbx.com
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