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Needs Outpacing Capacity

Autism
prevalence has
increased by

240% in the

past two decades
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Unmet Healthcare Needs

* Despite complex healthcare needs, compared to children with other
special healthcare conditions, children with ASD have:

e Greater unmet healthcare needs
* Worse access to coordinated, family-centered care

* Those from underserved populations face even greater barriers

* Those with co-occurring conditions also have even worse healthcare
experiences and greater financial strain




Healthcare Barriers

* Few providers with autism expertise
* Shortages of autism specialists in most communities
* Long wait-lists at specialty centers

* Geographic barriers
e Remote and rural areas

* Financial barriers

(Chiri et al., 2012; Doshi et al., 2017; Krauss et al, 2003; Magana et al., 2015,
Zablotsky et al., 2014; Zhang et al. 2017)




Solution?

Move Knowledge, Not People

Nearest Town 13 Km

Health Care 300 km




Model Program: Project ECHO

* Extension for Community Healthcare Outcomes

* Developed at the University of New Mexico to improve outcomes for
adults with hepatitis C

* Purpose:
* Expand local capacity for treatment of common and complex conditions
* Improve access for rural and underserved populations
* Train community-based providers in best-practice care

Project

ECHO

(Arora et al., 2010; Arora et al., 2011)




* Extension for Community Healthcare Outcomes

Automation - Use
Technology to leverage
scare resources

Share Best Practices
to reduce disparity

Case Based Learning
to master complexity

Web-based Database
to Monitor Outcomes
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Where to begin?

* Who is best positioned to address a range of healthcare
needs in local communities?

* Primary Care Providers (PCPs)

* Perfectly positioned for care that is:
* Timely
e Community-based
e Culturally competent




ECHO Autism Pilot

* Interdisciplinary Expert Hub:

e Pediatrician

Case

* Clinical Psychologist Didactic 4 eentation
e Child & Adolescent Psychiatrist ‘l‘ 1
e Parent of child with autism Guided Discuss/
* Dietician

Practice l Share

Social Worker

* Spokes:
* Primary Care Providers
* Underserved areas

: (Mazurek, Brown, Curran & Sohl, 2017)



ECHO Autism Pilot

* 6-month pilot
e 2 ECHO Autism sessions per month for 6 months
e 14 PCP participants (79% practicing in underserved area)

Specific focus on:
* Screening & identification of ASD symptoms
* Managing medical & psychiatric co-occurring conditions

* Understanding resources

Clinical Pediatrics
2017, Vol. 56(3) 247-256

ECHO Autism: A New Model for © The Author(s) 2016

. . . . Reprints and permissions:
Training Primary Care Providers Sgepub comloumalsPermisions.ra
. = X DON: 10.II??:DOO99228I66I48288
in Best-Practice Care for Children g’g’i&ﬂg"b-m"wmw'

With Autism
Micah O. Mazurek, PhD', Rachel Brown, MBBS',
Alicia Curran, BS', and Kristin Sohl, MD'




. . A Parent’'s Guige 10 BIooa Draws Tor Chilaren with Autism
Taking the Work Out of Blood Work:
Helping Your Child With ASD

Autism:
Should My Child Take

[

Autism Overview

2. Screening & Referral Medicine for Challenging Behavior?
3. Community Resources
4. Family/Professional Partnerships
5. Behavioral Strategies
6. Special Education Process A
7. Constipation Screening & Management | S
8. Sleep Problems Screening & Management Evaluation, Diagnosis, and Treatment of Gastrointestinal

‘ Disorders in Individuals With ASDs: A Consensus Report
9. Anxiety Management
10. ADHD Ma nagement Clinical Practice Pathways for Evaluation and

Medication Choice for Attention-Deficit/Hyperactivity

11. Irritability/Aggression Management Disorder Symptoms in Autism Spectrum Disorders
12. Feeding Concerns & Pica T

A Practice Pathway for the Identification, Evaluation, and
Management of Insomnia in Children and Adolescents
With Autism Spectrum Disorders




Cases Presented for Discussion

Primary Presenting Question

B Management of Co-Occurring Issues
Most Common Problems Presented (Number of Cases)

m Screening/Identification

Diet/Feeding
Sleep Problems
Neurological
Aggression
50% Anxiety
Family Stress/Trauma
Gl Problems

ADHD Symptoms




Improvement in PCP Self-Efficacy

M Pre-
W Post-

Screening Resources Medical Psychiatric  Additional

1 = No Confidence, 6 = Highly Confident/Expert



ECHO Autism Multisite Replication

10 Collaborating Sites AlR % AUTISM SPEAKS
°n =150 PCP pa rticipa nts Aﬁﬁ?&“&i‘i?ﬁﬂi‘:?ﬁiﬁiﬁ“ ATN 4
e University of Arkansas for Medical Sciences o Autism Treatment Network
o | . . oHRSA
* Children’s Hospital of Philadelphia Maternal & Child Health

e Cincinnati Children’s Hospital Medical Center
* Lurie Center for Autism

e Nationwide Children’s Hospital

* University of Pittsburgh

e University of Rochester 5\
* University of Toronto/Holland Bloorview Kids gl
* University of California Irvine % ~

* Vanderbilt University Medical Center . e




Methods

e Each site:

e Recruited 15 PCPs in underserved areas (n=148 total)
* Conducted 12 ECHO Autism clinics over a 6-month period

* Assessments were completed at 4 time points
* Chart Review

* Knowledge Test

° Self_ Effl ca cy JAMA Padiatrics | Original Investigation
Effectiveness of the Extension for Community Health Outcomes
Model as Applied to Primary Care for Autism
A Partial Stepped-Wedge Randomized Clinical Trial

Miczh O. Mazurek, PhD- Robsrt A. Parker, 5c0; James Chan, M Karen Kuhlthaw, PhD: Kristin Sohl. MD- for the
ECHO Autism Collaborative




Partial Stepped-
Wedge Randomized

Trial

* 5 Cohorts

e 2 Sites & 30 PCPs
per cohort

e Sites were
randomized

Leading
Innovation, Knowledge,
Navigation Supports
VA-LINKS

Study Design

-

Cohort 1:
Arkansas
CHOP

Cohort 2:
Rochester
Toronto

Cohort 3:
Lurie Ctr
Vanderbilt

Cohort 4:
Pittsburgh UC
Irvine

Cohort 5:
Cincinnati
Nationwide

T1: ECHO
Launch

T2:3 mo
Assessment

T1: ECHO
Launch

T3:6 mo
Assessment

T2:3 mo T3:6 mo
Assessment Assessment

T1: ECHO T2:3 mo T3:6 mo

Launch Assessment Assessment
T1: ECHO T2:3 mo T3:6 mo
Launch Assessment Assessment
T1: ECHO T2:3 mo T3:6 mo
Launch Assessment Assessment



Results: Clinical Practice

==Autism Screening —Comorbidity Management =—==Developmental Screening

100%
95%
90% 86%
80%
75% /78%
70%
65% 67%
55% 61%
50%

Pre-ECHO Follow-up

Innovation Knowledge
Navigation 4@ W Supports
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Results: Knowledge & Self-Efficacy
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Results: Barriers to Care
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Next Steps: Virginia Autism
LINKS

Leading Innovation through Navigation,
Knowledge and Supports
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VA-LINKS

ECHO Autism Team

Beth Ellen Davis, MD, MPH
ECHO Hub Team
Developmental Behavioral
Pediatrics

Jane Hilton, PhD, CCC-SLP
ECHO Hub Team

Speech-Language Pathology
ion Knowledge
avigation Supports

Stephanie Tharp, MT
ECHO Hub Team
Family Navigation

Micah Mazurek, PhD
ECHO Hub Team
Psychology

A

Keith Page, MTS
ECHO Coordinator

Cecilia Margret, MD
ECHO Hub Team
Child & Adolescent
Psychiatry

Karen Orlando, MEd
ECHO Hub Team
Family Navigation

Susan Lane, MS
Family Education &
Outreach Coordinator



ECHO Autism PCP Partlmpants
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g PCP Participants
1 @ 3cohorts A ; : Other
| 52PCPstodate Mo e 8%
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Practitioner
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Pediatricians
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ECHO Autism Curricular Enhancements

e Expanded Didactic Topics

1. Autism Overview 10. Communication Strategies
2. Developmental Screening 11. Educational Supports

3. Autism Screening 12. Behavioral Strategies

4. Diagnostic Assessment 13. Managing ADHD

5. Early Intervention 14. Managing Irritability

6. Parent Support 15. Managing Anxiety

7. Community Resources 16. Feeding Concerns/Gl

8. Financial Resources 17. Managing Sleep

9. Successful Clinic Visits 18. Transition to Adulthood




ECHO Autism Curricular Enhancements
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* Family Navigation Integration

[ ADHD
O apbD
mi-

T e 98 e 8

* Direct support & care coordination

Current provid VA-L'N KS

Your patients can contact Family Navigation directly.. s tischida Referral Form
call: (434) 962-6269 UVA Autism LINKS Family Navigation Services
email: star-autism@virginia.edu | *Note: For referrals, please follow your practice’s procedures and policies regarding Release of Patient Protected
address: 417 Emmet St. S. PO Box 400267 / Charlottesville, VA 22904 — iermation i making s referal
Date of referral: 07-10-2022 | | Today | w-D-v

Or you can make a referral for them.. N
fax: (434) 245-2043 clentchi st e
Referrals can also be entered directly into this form:

« https:/bit.ly/UVASTAR Client/child last name:

* must provide value

—E7
Why are you referring this patient/child for family
navigation?

Client/child goes by (optional):

Sex: v
* must provide value o
must provide value

|
Expand

Leading

Innovation Knowledge
Navigation Supports -
VA-LINKS




ECHO Autism Curricular Enhancements

* Region-Specific Resources ohe  NAVIGATNGAUTIEM L

o INITIATIVE
spucarion  ONLINE INFORMATION g

* 1-Page Toolkits & Roadmaps

STATE & FEDERAL CONNECTIONS rme

about STAR

. . . IN YOUR W
* Regional Directories LOCAL COMMUNITIES

* Online Resource Directory S —

*A disability diagnosis does not guarantee medicaid health insurance.

Checking eligibility - https: .coverva.org/en/screening-tool

Application through Cover VA - https:/ /www.coverva.org/en/appl

AMA Aty How to apply for the CCC+ waiver

- U TVERSITY Supporting Transformative
alling %IRGINIA Autism Research
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Early Childhood and Beyond L > -
_'y—y_ KEEP P Lt Contact DSS - Virginia Department of Social Services
STAR AUTISM — DEPARTMENT https: dss.virginia.gov/localagency/index.cgi
pe Click on each icon below INITIATIVE RIGHT o SeRvices
for more information e —
T ‘
/ School How to apply for the DD waiver
Services Virginia Department of Call your local CSB (Community Service Board) or BHA (Behavioral INFO
Parent Educa: L" Befuviora Heatn & Health Authority) and ask for the Intake Coordinator for the DD about the
autismdrive.virgini: evelopmeiial Services (Developmentally Delayed) waiver. They will schedule a screening for your DD Waiver
child or individual in need.
~ Contact your CSB through DBHDS -
2,
rg’/ Treatment & Tk Department of Behavioral Health and Developmental Services
1. Learning about 5 Screening 5. Accepting an 8. Receiving Y .
Milestones o At 3. Starting Autism Diagnosis 7.Locating  School Services https://dbhds.virginia.gov/community-services-boards-csbs,
. o Therapies Raos2 an ok
Recommended Intervention 4 Testin: $ g up
scroaings a your cuNIEES icoc i L 1S 6. Discovering  for My Child 2 [ INTVERSITY | Supporting Transformati in.jsp/
e Helnrar i S upporting Transformative jsp.
If using Infant My Family 2iis RGINIA Autism Research
Toddler Connection: Press PLAY to watch
Ages 0 to 3rd Birthday

the AUTISM DRIVE navigation video
https://tinyurl.com/Auti i

*

Click on an underlined links or icons for more information

TUNIVERSITY | Supporting Transformative
7VIRGINIA Autism Research



ECHO Autism Curricular Enhancements

' see0ceescettROtOOOOONOOEOOCONOOOOOONE 008 %! MyDrive > 2020-2022ECHO > 2-VA-LINKS-PCP > RESOURCESLIBRARY ~ 2 *®®®*®®°®
* ECHO Resource Library -
 Didactic Slides

e Case Recommendations

ADHD management
Anxiety

Case Recommendations
Dental Resources

Didactics

* Practical Tools
e Articles

Family Supports

Feeding concerns and Pica
Irritability Slides and PDF
) G u i d e I i n es Medical Resources for Providers and Parents
New Uploads fo be Sorted

Older versions of toolkits

* Measures

Resources for Schools, Teachers, & Other Youth Organizations
e Reso u rces fo r Fa m I I Ies Screening tools, checklists, interviews, or milestones
Sleep

Social Steries and Skills

Special Education

Toilet Training

Transition

Visual Supports

Waiting for Evaluation Resources




ECHO Autism Curricular Enhancements
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AUTISM ABOUT AUTISM DRIVE CURRENT STUDIES FIND RESOURCES WEBINARS JOIN US SIGN IN

Learn how to use the Resource Directory (¥)

Find Autism Resources

Type a search term and,/or use filters below Q. El

B3 Filter by Topic ~ é Filter by Age ~ @ Filter by Language ~

ALL RESOURCES I3 LOCAL SERVICES [z3 ONLINE INFORMATION [21 EVENTS AND TRAINING
O i
Sort B g I:
I Using Map's Center v ‘," |:| Limit results to map
Distance N '—'"I'UIEGEI'I'EYEVTI'IE_"—'_"' ;_"“

Showing 1-20 of 1868 results 1 9 & wolfiown - W
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Cave .'\‘"',

] . Grottoes J {}, Q ]
Mom 'S nght Out @ ‘"‘muf_,-"l_.’ : yke Quinque 0
g Boonesville Ruvs\,.me (z0)
Updated Apr 9, 2020 - - Somerset
Mom's Night Out is a group for mothers of Kids with special needs that meets the third Wednesday of every 9 Barboursville (1)
month to socialize. Look for the table with the vase of flowers on It. For more information contact JE (Q Gor@iue
Jnnyrd@yahoo_com ='s Whieu )
;
© VIEW LOCATION DETAILS (0.2MI) Teshoro .GJ w 9
Greenyood|

[ “amton .
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Learning Network/ QI Integration

Aim: Improving

, Supports:
Screening & Referral P
> g dh Hub Team Access
‘ <> ﬂ QP Bi-Monthly Reports
P : Bi-Monthly Data
Hub Team 1 [ Participants / \Y vg Ir;\zlhementatlon
- of Change
Learning o@é _
Sessions (0> ‘::'g:;:a;e Tests
(every 4t session) e% Follow-up g
a Tests
Very Small [ Spread ]

Scale Test 1

Gains

ssssssss

iV (e O * Maintenance of Certification (MOC) Part 4 Credit [ Holding ]




ECHO Autism QI SMART Aims

* Increase percentage of patients receiving developmental
and autism screening at 18- and 24-month well-child-visits to

90%

* Increase referrals of high-risk screens to early intervention
(at 18- and 24-month visits)




Collecting & Submitting Data

* During each reporting period:
e Coordinator sends instructions and a link to an online form

e PCP Practice reviews charts from 18- and 24-month well-child
visits (*within 30-day period)

Chart Review Period Due Date for Completion | ECHO Learning Session

*February 1%t - March 1t June 15t

April 15t — May 1% June 15th July 6

June 15t - July 15t August 15t September 7
August 15t - September 1t October 15t November 2
October 15t - November 1t December 15t January 4

December 1%t - January 1t February 15" March 1




Chart Review Data

* Number of 18-month well-child visits
* # receiving general developmental screening

* # receiving autism screening
 # of high-risk (MCHAT scores of > 8)
e # of moderate-risk (MCHAT scores of 3-7)
* # receiving follow-up interview
* # who failed screen (= 2) after follow-up interview

 # referred to early intervention for any reason

* Number of 24-month well-child visits
e Same metrics as above (*except developmental screening)




Average Screening Rates: Periods 1-3

90% 90%

60%
50% 0y
®
®
.
®
®
o
.

40%

30%

0,
20% 17/?“

- .
0%
February April June

B 18-mo Developmental Screening B 18-mo Autism Screening M 24-mo Autism Screening




M-CHAT-R Practice Patterns: Period 1

B Low Risk ® High Risk m Interview m No Interview



M-CHAT-R Practice Patterns: Period 3

B Low Risk ® High Risk m Interview m No Interview



Improvement in PCP Self-Efficacy (Cohorts 1 & 2)

M Pre-

Screening Resources Medical Psychiatric Additional

1 = No Confidence, 6 = Highly Confident/Expert



PCP Participant Satisfaction

Percent of Participants indicating “Strongly Agree” (on o 5-point scale)

ECHO improved my care for children with ASD/pD L 100%
I 1009
I 100%
I 10092
I 1009
I 1009

| learned best-practice autism care through ECHO

| was able to connect with peers & colleagues through ECHO

ECHO specialists provided guidance in managing children with ASD
I respected the professional advice received from ECHO experts

Didactic presentations enhanced my ASD knowledge

: : : .. I 899
Discussion with other participants enhanced my ASD knowledge 89%
: I 899
Case-based learning enhanced my ASD knowledge 89%
| feel more confident in referring children with ASD to community I 89%
()

supports

I 100%

| am likely to recommend ECHO Autism to colleagues



Thank You

Leading

Innovation Knowledge

Navigation Supports

VA-LINKS
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