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Origin of ASD PEDS Network Research Studies

2013 STRATEGIC PLAN for Autism
Spectrum Disorder Research

STRATEGIC PLAN
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Part 1. Overview Information
Participating Organization(s) National Institutes of Health (NIH)
Components of Participating National Institute of Mental Health (NIMH)
Organizations
Funding Opportunity Title Services Research for Autism Spectrum Disorder across the Lifespan (ServASD):
Research on Early Identification and Linkage to Services for ASD (R01
Activity Code RO1 Research Project Grant
Announcement Type New
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Research on Early Identification and

Linkage to Services for ASD (R01)

® Test the development of
Interventions that coordinate ASD
screening, evaluation and
engagement in treatment and
services within the first two years
of life

®* Emphasize reduction of disparities
In outcomes for underserved
populations
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Research on Early Identification and

Linkage to Services for ASD (R01)

Wendy Stone é“

Univ. of | ' wld

Washington ge
o

MY

co

/ i
Karen Pierce
Univ of California San Diego

Southwest Autism Research
& Resource Center

HND

MM
50 w
S 1A
IL
- MO
o
AR
M
™ LA

s Alice Carter,
T Radley Sheldrick
T Univ. of Mass.
Ny 7 Boston
M , e \ Tufts University
. FA ~
oH | —
= v T:\J\" Emily Feinberg
WA =L Boston University
Ky T . .
- ) Yale University
L - 4 CHOP
sc T
AL | GA O \,
Amy Wetherby, Ami Klin,
L Catherine Lord, Craig
Newschaffer
5 Florida State University
e Emory University

Drexel University
Weill Cornell Medical College

o SERVICES
& )
hd
g National Institute
= of Mental Health
%
‘*' """""




Research on Early Identification and

Linkage to Services for ASD (R01)

FIVE FUNDED e A= S
RESEARCH STUDIES - [, F

Craig Newschaffer

Flonda State University
Emory University

Drexel University

Weill Comell Medical College

. | Karen | University of Detection of ASD at the 1st birthday as
L | Pierce | California San standard of care: The Get SET Early
S ) Diego Model

This study is testing a three-stage early intervention model system
known as Get S.E.T. Early (S=Screen, E=Evaluate, T=Treat) in San Diego
and Phoenix, and is designed to detect, evaluate, and treat ASD within
the first 2 years
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Research on Early Identification and

Linkage to Services for ASD (R01)

FIVE FUNDED

RESEARCH STUDIES

Weill Comell Medical College

Wendy
Stone

University of
Washington

A Screen-Refer-Treat (SRT) Model to
Promote Earlier Access to ASD
Intervention

This project is testing the Screen-Refer-Treat (SRT) model, which is
designed to promote earlier access to specialized intervention for
toddlers with ASD among four rural and diverse communities across
Washington State to evaluate changes in service delivery practices
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Research on Early Identification and

Linkage to Services for ASD (R01)

FIVE FUNDED

RESEARCH STUDIES

Karen Pierce

Univ. of California San Diego
Southwest Autism Research
& Resource Center

Alice Carter,
Radley Sheldrick
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Emily Féinberg
a Boston University
\‘ | Yale University
'\ | CHOP

/! Cathenne Lord

i V4 Craig Newschaffer
Flonda State University,

Emory University

Drexel Univefsity

Weill Comell Medical College

Emily Feinberg

Boston University; Yale
University; Children’s Hospital
of Philadelphia

Early Identification & Service Linkage for
Urban Children with ASD

Alice Carter, Radley
Sheldrick

University of Massachusetts
Boston

Addressing Systemic Health Disparities in
Early ASD Identification and Treatment

Amy Wetherby, Catherine
Lord, Ami Klin, Craig
Newschaffer

Florida State University; Emory
University; Drexel University;
Weill Cornell Medical College

Mobilizing Community Systems to Engage
Families in Early ASD Detection and Services
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Before Funding the RO1 Projects ...
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Commonalities Collectively ...

® All studies are collecting data on health _
disparities . Apf)roxmately 70,000+

. . . . children will be screened
® All studies will be entering study data into

NDAR « Anticipate that nearly 1,000
* Some studies administering same children may be diagnosed
screening and diagnostic instruments with ASD
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ASD Pediatric, Early Detection, Engagement

and Services Network (ASD PEDS)

éﬂ' ice Carte

Wendy Stone T ND P “uu Mtr/ Radley Sheldrick

n Undv. of . My TR Univ. of Mass
Washington o & - wy Boston

wr f] p
- L[ ] mE 1A o o

NIMH invited researchers e ] LT s s
o <« = w kg { Boston University

MO v A Yale University

to work together to form " ~iraeer

O WOrK togetner to 10r # [ - S <
g ﬂ o " —— _I.

Karen Pierce [ Amv Wetherby. Ami Kiin

h Univ, of California San Diego 1 i o st W'“E..l].,', ,=,,‘..1|_C',,-.
e e WO r Southwest Autism Research n :‘:,rp,i;: \;:;-.-':::c -a'*l';r
& Resource Center Fiorida State Universiy
d Emeory University
Drexsl University

Weill Comell Medical College

Four Common Measures are Being Utilized
e Autism Diagnostic Observation Schedule (ADOS-2)

e Mullen Scales of Early Learning (MSEL)
e Vineland Adaptive Behavior Scales (VABS-II)
« Autism Centers of Excellence (ACE) Family Medical History
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ASD Pediatric, Early Detection, Engagement

and Services Network (ASD PEDS)

Since Grants were Awarded in August 2014

* Network researchers developed a website to share instruments,
treatment tracking matrices, publications

« Conducted cross-trainings for research staff at other Network projects

* Presentations by researchers at the IACC, IMFAR Conferences

S AMAThaJoumanHhe “NIMH is currently supporting 5
\ U.S. Preventive Services e Wi Astcon large-scale studies on early
TASK FORCE identification of ASD...designed to
Autism Spectrum Disorder in Young Children: Screening address overarching questions
Release Date: February 2016 Editoral | February 16, 2016
Recommendation Summary
T P | Embrace the Complexity Such initiatives are a promising
W | TheUS Preventive Services Task Force Recommendationon ~ Step in discerning the direct

relationship of ASD screening to
clinical outcomes.”
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Michae! Siverstein, MD, MPH" Jenny Radesky, MD*
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ASD Pediatric, Early Detection, Engagement

and Services Network (ASD PEDS)

Current Status

o Started Year 4 of their 5-year projects
 Reaching apex of recruitment and data collection
 Initial joint publication submitted

Convene Monthly and Annual In-Person Meetings

Identify potential scientific areas to leverage their data from the
ASD PEDS Network to address research gaps and USPSTF report

 Treatment Tracking: Examine pathways from screening to services

 Onset of ASD symptoms at 12, 24 and 36 months

 Measurement of short-term and intermediate risks and benefits of early ASD
screening

* Preliminary validation of broadband screening instruments testing young
children near age 12 months
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ASD Pediatric, Early Detection, Engagement
and Services Network (ASD PEDS)
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FUTURE ACTIVITIES |, Teeaes

Studies will be completed in Fall 2019

 Researchers to conduct cross-site analyses

* Network researchers to co-publish findings

e Conduct joint presentations

« Explore future studies that could be conducted via the Network

* Network could present completed research findings at the IACC
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FIVE FUNDED RESEARCH STUDIES &&= - =\

ASD Pediatric, Early Detection, Engagement
and Services Network (ASD PEDS)

\ |Karen Pierce

Univ. of California San Diego;
Southwest Autism Research &
Resource Center

Detection of ASD at the 1st birthday as
standard of care: The Get SET Early Model

Wendy Stone

University of Washington

A Screen-Refer-Treat (SRT) Model to Promote
Earlier Access to ASD Intervention

Emily Feinberg

Boston University; Yale
University; Children’s Hospital
of Philadelphia

Early Identification & Service Linkage for
Urban Children with ASD

Alice Carter, Radley
Sheldrick

University of Massachusetts
Boston

Addressing Systemic Health Disparities in
Early ASD Identification and Treatment

Amy Wetherby, Catherine
Lord, Ami Klin, Craig
Newschaffer

Florida State University; Emory
University; Drexel University;
Weill Cornell Medical College

Mobilizing Community Systems to Engage
Families in Early ASD Detection and Services
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