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Objectives

1. Describe the access crisis in autism care and critical need for
innovative practice and shared care models between pediatricians
and specialists, highlighting the ECHO Autism program at Children’s
National

2. Describe a framework to guide PCPs in triage, assessment, and
referral to best support autistic children and their families

3. Review provider resources for care of autistic children and their
families and opportunities for continued learning



Status of Autism Services

* Increasing autism prevalence, routine referral to )
specialty clinics from frontline providers, and Autism Prevalence
service disruptions related to Covid-19 have Cioc Siabes 9406 = 2020
contributed to significant waitlists at autism
centers requiring periodic closures to manage

N o,
demand ey | safe V
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e Access crisis has prompted a critical

need to innovate autism service CASD Intake Data 2016-2023
delivery in order to grow the -
workforce that can competently e
care for autistic children and families oo
to include frontline medical and
mental/behavioral health providers 0




ECHO AUTISM, hosted by CN’s Center for Autism (CASD), (oﬁo?
creates a virtual learning network that aims to “move "/ soncaiet ream
knowledge, not patients” using a telementoring format

that provides access to a hub of medical experts to (Qﬁo) (oﬁo) ﬁoﬁ

support community providers to diagnose, treat and care

Individuals with Autism

for autistic children and their families Q Q Q
Al A oA
HOW IT WORKS
e Convenient, web-based small-group format BENEFITS:
e Learn and share best practices for autism care, connecting e Free CEs for medical, psychology, social work,
with community resources, and family/caregiver support speech-language disciplines
e Reduce costs for families and providers by e Real-time case guidance with multidisciplinary
limiting travel, creating more efficient visits and team of autism experts
shorter wait times for care ° Meet a network of other providers
e Provides a long-term solution in communities, including
underserved areas where access to autism specialists is WHAT YOU NEED TO START:
limited, by building local capacity for autism care * Internet connection
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Multidisciplinary Hub Team

Kelly Register-Brown, MD Shealinee Khurana, MD

Clinical Psychologist Child Psychiatrist Developmental Social Worker
Children's National Children's National Pediatrician Family Voices

Pediatric Specialists of
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Colleen Morgan, MA, Amanda Hastings, PsyD Yetta Myrick Lori Kraden

CCC-SLP Clinical Psychcelogist/ Parent Educator/Advocate Educational Specialist
Speech-Language Board Certified Behavior DC Autism Parents Fairfax County Public
Pathologist Analyst Schools

Children's National Children's National

((((COMMUNITIES




Child with unambiguous

ASD traits but no ASD
diagnosis
Community provider refers Community provider
to specialist ASD center participates in ECHO ASD
Long wait time for C°"T”.“f"'ty. provnder
, . ; makes initial diagnosis and
diagnosis leads to delay in :
Ciaatioant management plan with
ongoing ECHO support

Child has reduced wait
time for initial ASD
diagnosis and treatment
initiation




Social worker

Early Child Consultant

N

School administration

Teacher/lead teacher

Teacher assistant/aid

Early Intervention

ECHO AUTISM ATTENDEES N=691, DISCIPLINE

Neuro dev peds
Unknown

Psychology

Speech-Language and
Audiology

Occupational Therapy

((((c 6}\51 MURTT S

Psychiatry

/ Neurology

Genetic Counselor

Health Administration

Counselor

Research/Admin Assistant

Quality

Improvement Percent

Program Evaluation Improved

ASD Knowledge 122 82%
(accuracy)

Self-reported 135 98%

efficacy in autism

care

Feasibility 132 99%

Acceptability 98 100%
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A Practical Framework for Conceptualizing
Autism Diagnosis and Treatment

CONCEPTUALIZING AUTISM DIAGNOSIS AND TREATMENT

CENTER FOR AUTISM GUIDEBOOK FOR MEDICAL PROVIDERS

CHAPTER 1: PRACTICAL FRAMEWORK FOR

What instruments/evaluations are required to make a
diagnosis of autism?

A comprehensive autism diagnostic evaluation includes these 6 elements:

)
2]

3
4)
5)
8)

a thorough autism developmental history;

structured observation of social communication/social skills involving situations designed to
alicit autistic fraifs:

cdaptive functioning assessment;

cegnitive/deveiopmental testing;

speech/language assessment including pragmatic language assessment;

audiology assessment to rule out hearing concermns.




Development and Dissemination of a Feasible Clinical Toolkit for
Supporting Autism Families in Nonspecialist Settings

\

- , -
Kelly Register-Brown, M.D., Annie Inge, Ph.D., Anna Chelsea Armour, M.A., Kelly Miller, Allysa Ware, Ph.D., Yetta Myrick, Chlldrens Nat|ona|
Amanda Hastings, Psy.D., Angela Bollich, Ph.D., Elise Horne, Colleen Morgan, MA, CCC-SLP, Shalinee Khurana, M.D., Lori

Kraden, Lauren Kenworthy, Ph.D. ‘ , ' / A%ch'i'é)M @

Step 1: Is a community autism diagnosis ECHO Model What intensity of support does this family Step 4:
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Talking about, screening for, and sometimes

performing an abbreviated MEDICAL

evaluation for autism

CENTER FOR AUTISM GUIDEBOOK FOR MEDICAL PROVIDERS

CHAPTER 2. TALKING ABOUT, SCREENING FOR, AND
SOMETIMES PERFORMING AN ABBREVIATED MEDICAL
EVALUATION FOR AUTISM.

Overview of Autism Screening, Referrals, and Diagnosis

The AAP recommends universal screening for autism at the 18 and 24 month well child visits.” When a
provider and/or family have concerns about autism for a child, referring to an autism specialist’® AND
to the Early Intervention/public school team for further evaluation is almost always preferable to
taking a “wait and see” approach. The AAP writes:




Language matters.

“"Highly restricted, fixated interests that are
abnormal in intensity or focus (e.g., strong
attachment to or preoccupation with unusual
objects, excessively circumscribed or
perseverative interests).”

-DSM 5

“The way | love? It is deep. Autism is deep love.
People write it off as special interest or
obsession, but even if it's not something | can
excel at, | can excel at loving what | love, loving
what | do, loving who | love. Autism is being able
to be consumed by love and interest; it is giving
100% because it is an insult to the thing one
loves to give any less. Autism is going big or
going home."

-Kassiane

hitps://awnnetwork.org/resource-library/




Next Steps After Positive Screen: |s a non-specialist

ASD diagnostic evaluation appropriate for this
patient?

fﬁ‘ﬁ (oﬁo? fﬁ"n
ﬁ“a”l o f‘ﬁ"’l

"Waiting room
diagnosis':
traits
unambiguously
consistent with
autism,
younger child
with no
suspected ID

Consider
abbreviated
autism
evaluation in
non-specialist
setting

<

Less
pronounced
autism traits,
more complex
differential
possibly
including ID,
older child

Refer for
comprehensive
autism
assessment

Very
complicated
history or
differential,
older child

Refer for
comprehensive
autism
assessment




For Green Cases Only: Quantify Autism Traits &

. L Eirr
Adaptive Functioning
c".ﬁﬁcoﬁ% 9
Age under 36 Age<é or age Age=6 AND WAL
months 26 with 1Q<80 Q=80 3 & o
[ R L [ R
CARS-2 QPC (nof CARS-2 QPC (not
STAT (age 24-36 scored) plu(s scored) plu(s
months) CARS-2 ST (scored CARS-2 HF (scored
based on direct based on
observation observation+
and/or collateral collateral
source about interview about
\curren’r behcviors)/ &curren’r behcviors)/
— | ASD-PEDS (under pr —

36 months)

Insurance companies often also require a measure of adaptive
functioning. Consider using the Diagnostic Adaptive Behavior Scale
(DABS; age 4-21; www.aaidd.org/dabs), the Adaptive Function subscale
of the Developmental Profile — Fourth Edition, the Vineland-3, or the
ABAS-3.

S—_ L
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Children's National

Autism Behavioral Interview Protocol: Emerging
Language to Phrase Speech

1) Free Play:
Examiner observes
child's interests,
play level,
language.
Examiner begins
to establish
themselves as a
social partner

2) Response to

4) Communicative
temptations

5) Imitation prompts
with 2-3 objects

6) Fine motor
acfivity

7) Make-believe
play and joining
in play

name

For children with

consistent use

of 2-3

word phrases (or

more):

8) Social Insight

9) Conversational
bids/Social
language use

3) Response fo joint
aftention

I. Child-led free play with social presses (10 minutes)
Il. Interactive examiner-led activities (15-20 minutes)

Embedded Demands:




Medical OR
Educational System

Medical AND
Educational Systems

Adaptive
functioning testing

|Q testing

Speech/language
testing

Hearing testing

Developmental history and behavioral observation

(autism diagnosis/classification)

J

CN Center for Autism Guidebook for Medical Providers, page 21



Building an Autism Treatment Plan

CENTER FOR AUTISM GUIDEBOOK FOR MEDICAL PROVIDERS

CHAPTER 3: BUILDING AN AUTISM TREATMENT PLAN.

Assess for missing elements of the autism diagnostic
evaluation, and refer as needed.

When assessing whether an autistic child is receiving appropriate services, it is helpful to first assess
whether they have received a thorough diagnostic evaluation. Consider three main questions:




Key Domains Requiring Supor’r

" Adulthood  Evaluation' »

~ Behavior Schd.o:l .

Comorbidity

Communication



What intensity of support does this family need now?

Promote wellness

with universal supports

e.g. neurodiversity role models, family groups,
sensory supports, visual supports, social skills
instruction, wandering prevention, water safety



Domain of Need

Intensive Supports

Targeted Supports

Universal Supports

Evaluation Needs

Psychoeducational/
neuropsychological
evaluation to address
learning and/or behavior
needs and revise tfreatment
and educational
programming;
psychiatric/psychological
evaluation of comorbidities
to build treatment plans

Periodic (offen annual)
evaluation using
stfandardized measures to
frack progress and
update freatment godadls
(Speech, OT, PT, at times
achievement)

Medical and educationdl
evaluation to document
needs related to autism

Communication
Needs

High frequency SLT through
school and insurance-based
programming (2-3/week) or
specialized interventions
including addressing
potential comorbidities (e.g.,
apraxia, selective mutism)

Weekly speech therapy
fo address core
(including AAC) and/or
higher-order language
needs; Parent-mediated
inferventions fo teach
and support social
communication

Visual supports, fotal
communication
approaches including
emphasis on non-speaking
communication
approaches,
accommodations
including reduced
language use and
complexity in social and
learning seftings




Universal Referral Checklist for Autistic Pediatric
Patients

Has the child gone through the entry point (“front door” initial application process)
for at least the medical, educational, and federal/state systems of care?

L
...

legs

”

Do they have a medical diagnosis of autism so they can access insurance-

funded services like ABA? This typically involves a medical or mental health

provider using a structured instruments to quantify autism fraits (ADOS-2, CARS-2,

or other instrument) and (if not documented in another system of care) estimate

adaptive functioning (e.q., ABAS-3), and providing the parent with a report.

Have they had an IEP evaluation at school that targets autism-specific learning

and behavioral needs (not just for general leaming or behavioral concermns)2 If

there are barriers, consider referral to the PTl in their state:

» DC: Advocates for Justice and Education htips://www.aje-dc.org/

s MD: Parents' Place of Maryland https://www.ppmd.org/

* VA: Formed Families Forward https://formedfamiliesforward.org/ and Parent
Educational Advocacy Training Center http://www.peaic.org

* National listing: https://www.parentcenterhub.org/find-your-center/

Have parents submitted Administration on Intellectual and Developmental

Disabilities (AIDD), Medicaid Waiver, and (if age 14+) Division of Vocational

Rehabilitation applications for their state?

Has the child been referred for all of the elements of the comprehensive diagnostic
evaluation for autism? These evaluations do nof all need to be done in the same
system of care or simultaneously. For example, often autism is first diagnosed by a
medical provider, and the school system then does speech/language and
cognitive tesfing as part of the IEP evaluation.

'

YV VYV

Autism developmental history and behavioral observation (consider referral or
diagnosing/documenting using Cerner dot phrases =psCARS2ST and
=psCARS2HF)

Adaptive functioning measurement (e.g. VABS-3, ABAS-3)

Cognitive (IQ) testing

Speech/language testing including pragmatic language testing

Hearing testing

Have parents been offered a referral to Genetics?

Getting the Right
Supports for Your
Autistic Child

Children's National

Autistic children need many different kinds of services. Servicas are poid for by health insurance,
schools, the state and federal gevernment, and nonprofit agencies. To get off of the services they need,
most autistic children have 1o be dicgnosed with autisrm by a medical provider (like a doctor,
psychologst, o nurse practitioner] AND be glven an autism classification by their school. Here are some

tips on getling aufism services:

local programs, respite
govemment care, caswe
management

Who pays for How does | What are some Where can | find out more?
this service?  my child examples of this
. become service?
: | eligible? e
Heatth Medical ABA Ask your pediatrician or your chikd's insurance
insurance provider Speech therapy company for referrals to a provider who con
tests for Occupational diognose autism.
i outism tharapy
School Schoo! IEP services like If your child has started school, ask your local
system special education, pubtic school. It your child has not started school,
tests for speech therapy ot here are websites with mors information:
autism school, and special | DC: Early Childneed | wpecicleducation (de gov)
school placement. Maryland: Infants and Toddlers Child And Contoct
List [morylandpubicschoos.orgl
Virginio: El Ovarview — Infant & Toddler
Connection of Veginia {itcva.oning|
State and Apply Vocational {work) DC:

1) Ge! Katie Becke!t waiver ond HSCSN
health nswance:
hitps://dhct.dc.govisery
and-leeotrasponsibility-oct-
peckett

2| Apply for DDA services:
hitps: //dds de govisarvice/how-aoply-
sefvices

3| Age 14+: Apply for RSA services: RSA
Ekgibiiity andg intake Process | dds ide gov)

Marytand:
1) Apply tor DDA services:
httos://health. marviond aov/dda/Pages/a
pply.ospx
Ge! on the Aulism Waiver wail list:

[tax-equity-
telrakatis-

2

Chiviren's National Cenley for Aulilsn, 4/7724




Anticipatory Guidance and
Managing Challenges

CENTER FOR AUTISM GUIDEBOOK FOR MEDICAL PROVIDERS

CHAPTER 4. ANTICIPATORY GUIDANCE AND MANAGING
CHALLENGES.

Building physical and mental health

Like with all patients, pediatric providers
for autism families have the opportunity
to nudge developmental trajectories
through early intervention, preventing
“small” issues from becoming "big"
issues.

Autistic adults with and without

intallasti i~ Allenilite ~are At in~ramsean! riels

When should parents tell their child they are autistic?
“Findings suggest that telling a child that they are autistic at
o younger age empowers them by providing access to support
and a foundation for self-understanding that helps them
thrive in adulthood.”

- Oredipe et al. 2023




CENTER FOR AUTISM GUIDEBOOK FOR MEDICAL PROVIDERS

Topic Facts and Resources

Toileting Toileting can be a behavioral goal for ABA therapy, and can be a goal in |EPs.
AAP has published a toolkit on toilet fraining for autistic children:

Toilet Training—Autism Toolkit | Pediatric Patient Education | American Academy
of Pediatrics (aap.org)

Vanderbilt's TRIAD center has many resources including a family handout on toilet
training: foilettrainasd.pdf (vumc.org)

Feeding and | The AAP Autism Toolkit has a chapter on Nutrition and Eating problems: Nutrition
eating and Eating Problems—Autism Toolkit | Pediatric Patient Education | American
problems Academy of Pediatrics (aap.org)

Autism Speaks has a toolkit for families on feeding behavior: ATN/AIR-P Guide 1o
Exploring Feeding Behavior in Autism | Autism Speaks

Some children benefit from referral to a feeding disorder specialist.
Advocating Parent Training and Information Centers (PTl) are parent-led, federally-funded
in the school | organizations that provide education and advocacy support to parents of
system children with disabilities. They are a useful free referral for families who need
support navigating the school system. There is at least one PTl in each state:

CN Center for Autism Guidebook for Medical Providers, page 34



Provider Reference Sheets

Children's National

L

Restricted and
Repelitive
Behaviors and
Interests

Social and
Communication
Ditferences

LEVEL 2 LEVEL 1
Requiring substantial support Requirng support

WORRIED




Handouts for Families

AUfist ABA Ch?l?i_;:'s National

c

Therapy

Children's National

What is Applied Behavior Analysis (ABA) Therapy?

Applied Behovior Analysis (ABA) s o type of theropy based on learning and behavior science. The
fundamental principie of ABA is that what hoppens right before and right offer a behavior teaches
somaone whether they should regeat that behavior agaoin In the future, For examgle, f o child gets

What is autism?

Autiem s a name for a pattem of brain-based ditterences In
haw a pernon expanences and interacts with thelr
environment. Autistic people have differences in how thay
socialize and commwnicate (“sociol and communication
differences”) AND in the way they react to changes and \
deal with sensory expenences like loud noses and bright \
ights {“resticted ond repelitive behavicrs and interests” |,

Resticiea
and

f K
iocial and

ommunication | AUTISM

Vepmilive
Differences

Behavion

and Inferesls

What does autism look like?

Like al people, autistic people are Individucls, Some autistic people are happy to spend more tims
alone, and some people ara very socioble and outgoing. Some autistic people speak to
communicate, and some use signs, or a device, or behavior to communicote. Some aufistic
people have passionate interasts that become their Me’s work, Soms move differently and find joy
ot refaxation in movements like Napping ther hands or walking on ther liptoes. All aulstic people
experience love, joy, loneliness, sodness, pain, and every ather emotion, bul thay may have o
unigue way of sthowing how they are feeling. There is not one way 10 be autstic, like there is not
one way to be human

What does an aufism diagnosis mean for my child?

Your child is still the same amazing and unique person no matter what labels they are given, Being
diagnosed with aufism does not put any limitations on what they can do. An autism diagnosis
means that a professional thinks that certain therapies, tecching strategies, and parenting
techrigues may help your child reach their full potenticl,. Withou! an gutism diagnosis from G
medical of mental health provider ond an autism classificanion at schod, your chid may not get
access o all of the services that would benefit them.

Where can | find out more?

o Centers for Deease Control and Pravention Autlsm Sp=ciurm Discroer [A4SD] | Autism | NCIDOD
| COC

e Chicren’'s Nationa Center for Autism S Cas 1oy Fgmifes - Autem Soectium Dsooders |
Chidran 3 Ngtiongl Hosodal [chidrensnagtionol orgl

o Vanderbilt TRIAD Families First Familles First Program - Vangestalt TRAD Free Autem Serdices in
Ienngssee [vume.cral

o the Autistic Seif Acvocacy Network: niips./)

e Newrcdivergent Narwhals: hitpe//neyrocty
Qutism post

Prepared tiy: Kely Regislet-Brown. MD arxt Anne Inge,. PhD
Chikgran’s Nationo Conley for Authen, 5/7124

praised and gets what she wants every fime she says “please.” she is more liksly to soy "phaase”
next fime she wants something. Or if o chid gets to have maore screen time every time thay
tantrum when an adult ihes 10 1ake the icreen away, they realze that tantrums are an eftectve
strategy for getting what they want. ABA therapy changes what happens right before and after o
behavior to teach a chid o behave dilferently

ABA was first developed in the 1960s, and has changed dramahcally since then. Many different
typas of therapies based on ABA have been developed, tut they are often allincluded under the
umbrelia ferm “ABA." Some exomples ore:

| 2ppilec Beravicr Analyss
| (aga)

| Examples A
Undenstonding what haopens just

belcre and just after o Chid's
behavier helps adults know how to
respoevd, For example, If o child gets o
reward avery fima they do somathing,
they are more [kely to repagt it

General ABA programs
Pivotal Response Training”
Discrete Tial Teaching

| Eorly Stort Denver Modal®

| Natrdistic Developmental
| Behavicral Approdaches

| Parent-Meciated mtervention

Interventicn focusing on techniques to
increase motivation and parermancs
(chiid-prefemad actities In the natural
environment. incidental teaching.
consideration of developments!
prerequisites]. Informed Dy ABA
mathods

| Parent training and coaching to

provide conzstent intervention for jont
attention, social communication, ang
beahavicrs, Stluded as o method for
ougmenting theropistiad
inferventions.

Early Stort Denver Model*
Pivotal Responie Traning®

| Earty Achievements Frogrom
Joint Attanfion Symocilc Play
Engagement and Reguiation (JASFER|*
Project mPACT*

Research Units in Behaviora
Intervention |[RUSI)

‘See cbove for behavioral interventions
with parent fraining components

What are some commonly expressed concerns about ABA?
Some adult autistic self-advocates and other stakeholders have expressed strong concems about
ABA therapy. Some examples of these opinicns include:

! Frapared tiy: Kefly Register-Brown, MO Debaviah Patvin, PhD, and Anne inge. FhilD
Chikctron's Nardional Center for Autisimy 577724

hitps://www.childrensnational.org/set-

care/denartmentc/center-far-atiticm-<cnectriime-



https://www.childrensnational.org/get-care/departments/center-for-autism-spectrum-disorders/family-resources
https://www.childrensnational.org/get-care/departments/center-for-autism-spectrum-disorders/family-resources

Questions?

Save the Date!

ECHO Autism Diagnostic Tools for the
Primary Care Provider

12:00-1:00 PM EST
First and Third Fridays
January 5, 2024 - June 21, 2024

((((C’ OMMUNITIES @ m Children’'s National

1/5, Supporting Autistic Children in Outpatient and
Medical Visits

4/5, CARS-2 ST, Administration and Scoring Practice
Session

1/19, Triage Clinical Concerns for ASD/Forming a
Clinical Impression

4/19, CARS-2 HF, Administration and Scoring Practice
Session

2/2, Screening Tool for Autism in Toddlers (STAT)

5/3, Autism Mental Status Exam (AMSE)

2/16, ASD-PEDS, Overview and Kit

5/17, Troubleshooting, Biases, and Pitfalls: Difficult
Areas in Assessments

3/1, ASD-PEDS, Administration and Scoring Practice
Session

6/7, Considerations When Talking to Families about
Autism

3/15, CARS-2, Overview and Kit

6/21, Treatment Planning for Autistic Children

https://www.childrensnational.org/get-

Ca re/depa rtments/center-for-a utism-spectrum-

disorders/provider-resources



https://www.childrensnational.org/get-care/departments/center-for-autism-spectrum-disorders/provider-resources
https://www.childrensnational.org/get-care/departments/center-for-autism-spectrum-disorders/provider-resources
https://www.childrensnational.org/get-care/departments/center-for-autism-spectrum-disorders/provider-resources
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