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Meeting of the IACC
Morning Agenda
9:00 AM Welcome, Introductions, Roll Call, and 

Approval of Minutes

Joshua Gordon, M.D., Ph.D.
Director, NIMH and Chair, IACC

Susan Daniels, Ph.D.
Director, OARC, NIMH and Executive Secretary, 

IACC

9:10 Advancing Behavioral Health in the Indian 
Health System

Marcella Ronyak, Ph.D.
Deputy Director, Division of Behavioral Heath, HIS 

Headquarters, HHS



Meeting of the IACC
Morning Agenda - continued
10:00 Summary of Advances Discussion

Susan Daniels, Ph.D.
Director, OARC, NIMH and Executive Secretary, 

IACC

Joshua Gordon, M.D., Ph.D.
Director, NIMH and Chair, IACC

11:00 Morning Break
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INDIAN HEALTH SERVICE

Overview of Today’s Talk
• Provide an overview of the Indian 

Health Service System
• Discuss current behavioral health 

initiatives in the Indian health system to 
promote Native American health to the 
highest level

• Discuss the role and impact of 
telebehavioral health services to 
enhance service delivery



INDIAN HEALTH SERVICE



INDIAN HEALTH SERVICE



INDIAN HEALTH SERVICE

FY 2017 IHS Budget
• Discretionary Budget Authority - $4.9 

billion
• Special Diabetes Program for Indians -

$147 million

TOTAL = $5.1 billion



INDIAN HEALTH SERVICE

FY 2017 Behavioral Health 
(BH) Budget

• Alcohol and Substance Abuse -
$218,353,000

• Mental Health - $94,080,000

TOTAL = $312.4 million



INDIAN HEALTH SERVICE

Tribal Management of BH 
Services

Distribution of IHS operation vs Tribal operation
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INDIAN HEALTH SERVICE

Quick Look at Indian BH 
System

• Approximately 2000 IHS, tribal, and urban 
Indian mental health and alcohol & 
substance abuse personnel

• 500 mental health and alcohol & 
substance abuse programs across AI/AN 
communities

• 12 Youth Regional Treatment Centers in 
operation with 1 more Congressionally 
mandated and under construction planning



INDIAN HEALTH SERVICE

Division of Behavioral Health 
(DBH) Major Functions 

• Policy Development
• Program Planning
• Budget Formulation
• Support & Resources
• Special Initiatives
• Grant Funding



INDIAN HEALTH SERVICE

IHS Area Behavioral Health 
Consultants

• Represent each of the 12 
IHS Areas

• Advise DBH on the needs 
and activities of each IHS 
Area 

• Provide information from 
Service Units



INDIAN HEALTH SERVICE

Special Initiatives
• Trauma Informed Care 

– Family Spirit
– Pediatric Integrated Care Collaborative

• Youth Focus
– Generation Indigenous (Gen-I)
– Children & Mental Health Services in 

Schools 
– Boys & Girls Clubs of America – Native 

Services



INDIAN HEALTH SERVICE

Boys & Girls Clubs of America –
Native Services MOU

• Focuses on preventing behavioral 
health disparities among Native children 
and youth 

• 11 BGCA funded through IHS



INDIAN HEALTH SERVICE

BH Grant Programs
• Substance Abuse and Suicide Prevention
• Domestic Violence Prevention
• Behavioral Health Integration Initiative
• Zero Suicide Initiative
• Urban Indian Health Education & Outreach
• Preventing Alcohol-Related Deaths 
• Youth Regional Treatment Center 

Aftercare



INDIAN HEALTH SERVICE

Substance Abuse and Suicide 
Prevention (SASP)

• Established in 2009 as the 
Methamphetamine and Suicide 
Prevention Initiative (MSPI)

• Total of 175 total projects at $27.9 million

• Funding cycle runs from Sep 2015- Sep 
2020

https://www.ihs.gov/mspi/includes/themes/newihstheme/display_objects/documents/mspiallawards.pdf


INDIAN HEALTH SERVICE

SASP Purpose Areas 
• Purpose Area 1: 

– Community and Organizational Needs 
Assessment and Strategic Planning

• Purpose Area 2: 
– Suicide Prevention, Intervention, and Postvention

• Purpose Area 3: 
– Substance Abuse Prevention, Treatment, and 

Aftercare 

• Purpose Area 4: 
– Generation Indigenous Initiative (Gen-I) Support 

https://www.ihs.gov/mspi/aboutmspi/purposearea1/
https://www.ihs.gov/mspi/aboutmspi/purposearea2/
https://www.ihs.gov/mspi/aboutmspi/purposearea3/
https://www.ihs.gov/mspi/aboutmspi/purposearea4/


INDIAN HEALTH SERVICE

Domestic Violence Prevention 
(DVP)

• Established in 2010 as the Domestic 
Violence Prevention Initiative (DVPI)

• Total of 83 projects at $11.2 million

• Five-year funding cycle from Sep 2015-
Sep 2020



INDIAN HEALTH SERVICE

DVP Purpose Areas
• Purpose Area 1: Domestic and Sexual 

Violence Prevention, Advocacy, and 
Coordinated Community Responses 

• Purpose Area 2: Forensic Healthcare 
Services 

https://www.ihs.gov/dvpi/aboutdvpi/purposearea1/
https://www.ihs.gov/dvpi/aboutdvpi/purposearea2/


INDIAN HEALTH SERVICE

Behavioral Health Integration 
Initiative (BH2I)

• $6M for 12 awards at $500,000/year for 
3 years

• Funding cycle: Sep 2017 – Sep 2020
• Focuses on integrating behavioral 

health with primary care



INDIAN HEALTH SERVICE

Zero Suicide Initiative  
• Aims to reduce the risk of suicide for all 

individuals seen in health care systems
• Began with ten pilot sites in Dec 2015
• Funded 8 sites to implement Zero 

Suicide 
• $400,000/year for 3 years
• Funding cycle Nov 2017 – Nov 2020



INDIAN HEALTH SERVICE

BH Grant Programs
• Urban Indian Health Education & Outreach:  

– $75,000 to National Council on Urban Indian Health
– Focuses on increasing the national awareness and 

visibility of behavioral health in urban Indian 
communities

• Preventing Alcohol Related Deaths
– 2 awards 

• Oglala Sioux Tribe - $500k
• Navajo $1.5M

– Project started Sep 30, 2017
– Focuses on providing social detoxification services 

for alcohol 
• Youth Regional Treatment Center Aftercare:

– $1.6M for 2 awards
• 1 IHS YRTC
• 1 Tribal YRTC



INDIAN HEALTH SERVICE

TeleBehavioral Health Center of 
Excellence (TBHCE)

• Provides Tele-Education and Telehealth 
Technical Assistance to all 12 IHS Areas, 
including IHS, Tribal, and Urban providers.

• Provides Telebehavioral Health services in 9 IHS 
Areas.

• Intra-Area Agreements with 8 IHS Areas that 
allow for telebehavioral health services 
throughout those Areas.



INDIAN HEALTH SERVICE

TeleBehavioral Health Sites

Legend
Active 

Pending



INDIAN HEALTH SERVICE

FY2017 TeleBehavioral Health 
Service Summary

• Services Provided
– 8,101 patients seen
– 4,051 hours of service
– 24 IHS, Tribal, and Urban Sites

• Service Types
– Child 31%
– Counseling 30%
– Addiction 21%
– Adult 18%



INDIAN HEALTH SERVICE

FY2017 Tele-Education 
Summary

• 118 educational webinars
• 8,924.5 hours of training provided
• 4,336 Continuing Education hours claimed
• 4,440 Support tickets closed
• 42 webinars hosted for others
• 3 conference streaming provided
• 26 Trauma Informed Care webinars
• 10 IHS Clinical Rounds
• Launched On-Demand version of Essential 

Training on Pain & Addiction



INDIAN HEALTH SERVICE

Indian Children’s Program 
(ICP)

• TBHCE provides education, training, and 
consultation on issues affecting American 
Indian/Alaska Native (AI/AN) youth such as:
– Autism
– Fetal Alcohol Spectrum Disorders (FASD)
– ICP Pediatric Neuropsychology Consultation



INDIAN HEALTH SERVICE

TBHCE Pediatric Consultation 
Clinic

• A free provider-to-provider consultation clinic for 
issues such as:

– FASD (Fetal Alcohol Spectrum Disorder)
– ASD (Autism Spectrum Disorder)
– ADHD (Attention Deficit/Hyperactivity Disorder)
– Intellectual Disability
– Learning Disorders
– TBI (Traumatic Brain Injury)
– General cognitive disorders
– General behavioral problems
– Language Disorders
– Genetic Disorders
– Medication management
– *If you would like more information about the Pediatric Consultation Clinic, it can be 

found here (https://www.ihs.gov/telebehavioral/icp/icpfaqs/).  If you would like to 
request a consultation, please go here (https://www.surveymonkey.com/r/3RTJYZF) .  
The clinic is open to all I/T/U providers.

https://www.ihs.gov/telebehavioral/icp/icpfaqs/


INDIAN HEALTH SERVICE

Achieving the IHS Mission

Youth Regional 
Treatment Centers

Outpatient  
Facilities

Schools 

Transitional 
Living

Detention Centers, 
Tribal Police, Tribal 
Courts

Figure 1: Coordination Model, Adapted from materials developed by the 
Office of Inspector General  

Recreation Centers,  
Boys & Girls Clubs,
Prevention Programs



INDIAN HEALTH SERVICE



INDIAN HEALTH SERVICE

Contact Information
Marcy Ronyak, Ph.D., LCSW, CDP

Deputy Director
Indian Health Service (IHS)

Division of Behavioral Health
Marcella.Ronyak@ihs.gov

(301) 443-6458
www.ihs.gov

mailto:Marcella.Ronyak@ihs.gov
http://www.ihs.gov/


2017 Summary of Advances
Discussion

Susan A. Daniels, Ph.D.
Director, Office of Autism Research Coordination
Executive Secretary, IACC
National Institute of Mental Health

Joshua A. Gordon, M.D., Ph.D.
Director, National Institute of Mental Health
Chair, IACC

IACC Full Committee Meeting
January 17, 2018



Summary of Advances

• Annual publication required by the 
Autism CARES Act

• Lay-friendly summaries of the 20 
most significant advances in ASD 
biomedical and services research, 
as selected by the IACC

• Typically includes articles 
addressing all 7 topic areas of the 
IACC Strategic Plan



Summary of Advances Process

• Monthly emails to solicit article nominations from IACC 
members

• Advances compiled quarterly and discussed at IACC meetings

• At January IACC meeting, discussion of top articles 
among those nominated

• IACC members vote on top 20 articles to be included in 2017 
Summary of Advances – ballots due February 2, 2018

• Tie-breaker vote (if necessary)



Summary of Advances Process

• Selected articles are summarized

• Nominated articles not selected are listed in the 
appendix 

• Draft publication is prepared and sent out to committee 
for very brief review 

• Final publication is prepared for release

• Target for release – April 2018 IACC meeting



2017 IACC Summary of Advances 
Nominations Statistics

• 11 IACC members submitted a total of 81 
nominations:

• Question 1 (Diagnosis & Screening):  13
• Question 2 (Biology):   12
• Question 3 (Risk Factors):  19
• Question 4 (Treatments & Interventions):  14
• Question 5 (Services):   10
• Question 6 (Lifespan Issues):   9
• Question 7 (Infrastructure & Surveillance):  4



2017 Summary of Advances 
Nominations
October – December 2017
Joshua A. Gordon, M.D., Ph.D.
Director, National Institute of Mental Health
Chair, IACC



Question 1: Screening and Diagnosis

Sep 2017
Adaptive behavior in autism: minimal clinically important differences on the 
Vineland-II. 
Chatham CH, Taylor KI, Charman T, Liogier D'ardhuy X, Eule E, Fedele A, Hardan AY, 
Loth E, Murtagh L, Del Valle Rubido M, San Jose Caceres A, Sevigny J, Sikich L, 
Snyder L, Tillmann JE, Ventola PE, Walton-Bowen KL, Wang PP, Willgoss T, 
Bolognani F. 

Nov 2017
Race influences parent report of concerns about symptoms of autism spectrum 
disorder. 
Donohue MR, Childs AW, Richards M, Robins DL. 



Question 1: Screening and Diagnosis

Sep 2017
A prospective study of the concordance of DSM-IV and DSM-5 diagnostic 
criteria for autism spectrum disorder. 
Mazurek MO, Lu F, Symecko H, Butter E, Bing NM, Hundley RJ, Poulsen M, Kanne
SM, Macklin EA, Handen BL. 

Apr 2017
A comprehensive examination of reading heterogeneity in students with high 
functioning autism: distinct reading profiles and their relation to autism 
symptom severity. 
McIntyre NS, Solari EJ, Grimm RP, E Lerro L, E Gonzales J, Mundy PC. 



Question 1: Screening and Diagnosis

Nov 2017

Screening for autism with the SRS and SCQ: variations across demographic, 
developmental and behavioral factors in preschool children. 
Moody EJ, Reyes N, Ledbetter C, Wiggins L, DiGuiseppi C, Alexander A, Jackson S, 
Lee LC, Levy SE, Rosenberg SA. 

Apr 2017

Parent-reported strengths in children with autism spectrum disorders at the 
time of an interdisciplinary diagnostic evaluation. 
Sabapathy T, Madduri N, Deavenport-Saman A, Zamora I, Schrager SM, Vanderbilt 
DL. 



Question 1: Screening and Diagnosis

Aug 2017
Increased Extra-axial Cerebrospinal Fluid in High-Risk Infants Who Later 
Develop Autism.
Shen MD, Kim SH, McKinstry RC, Gu H, Hazlett HC, Nordahl CW, Emerson RW, 
Shaw D, Elison JT, Swanson MR, Fonov VS, Gerig G, Dager SR, Botteron KN, 
Paterson S, Schultz RT, Evans AC, Estes AM, Zwaigenbaum L, Styner MA, Amaral 
DG, Piven J; Infant Brain Imaging Study Network; Infant Brain Imaging Study 
Network, The Infant Brain Imaging Study (IBIS) Network is a National Institutes of 
Health–funded Autism Center of Excellence project and consists of a consortium of 
eight universities in the United States and Canada, Piven J, Hazlett HC, Chappell C, 
Dager S, Estes A, Shaw D, Botteron K, McKinstry R, Constantino J, Pruett J, Schultz 
R, Zwaigenbaum L, Elison J, Evans AC, Collins DL, Pike GB, Fonov V, Kostopoulos
P, Das S, Gerig G, Styner M, Gu H. 



Question 2: Underlying Biology

Oct 2017

Longitudinal identification of clinically distinct neurophenotypes in young 
children with fragile X syndrome. 
Bruno JL, Romano D, Mazaika P, Lightbody AA, Hazlett HC, Piven J, Reiss AL. 

Oct 2017

Examining bidirectional effects between the autism spectrum disorder (ASD) 
core symptom domains and anxiety in children with ASD. 
Duvekot J, van der Ende J, Verhulst FC, Greaves-Lord K. 



Question 2: Underlying Biology

Mar 2017

Joint attention and brain functional connectivity in infants and toddlers. 
Eggebrecht AT, Elison JT, Feczko E, Todorov A, Wolff JJ, Kandala S, Adams CM, 
Snyder AZ, Lewis JD, Estes AM, Zwaigenbaum L, Botteron KN, McKinstry RC, 
Constantino JN, Evans A, Hazlett HC, Dager S, Paterson SJ, Schultz RT, Styner MA, 
Gerig G, Das S, Kostopoulos P; IBIS Network, Schlaggar BL, Petersen SE, Piven J, 
Pruett JR Jr. 

Aug 2017

I tawt i taw a puddy tat: Gestures in canary row narrations by high-functioning 
youth with autism spectrum disorder. 
Silverman LB, Eigsti IM, Bennetto L. 



Question 2: Underlying Biology

Oct 2017

What will my child's future hold? phenotypes of intellectual development in 2-
8-year-olds with autism spectrum disorder. 
Solomon M, Iosif AM, Reinhardt VP, Libero LE, Nordahl CW, Ozonoff S, Rogers SJ, 
Amaral DG. 

Feb 2018

Protracted dendritic growth in the typically developing human amygdala and 
increased spine density in young ASD brains. 
Weir RK, Bauman MD, Jacobs B, Schumann CM. 



Question 3: Risk Factors

Oct 2017

Cross-tissue integration of genetic and epigenetic data offers insight into 
autism spectrum disorder. 
Andrews SV, Ellis SE, Bakulski KM, Sheppard B, Croen LA, Hertz-Picciotto I, 
Newschaffer CJ, Feinberg AP, Arking DE, Ladd-Acosta C, Fallin MD. 

Jun 2017

Identification of developmental and behavioral markers associated with genetic 
abnormalities in autism spectrum disorder. 
Bishop SL, Farmer C, Bal V, Robinson EB, Willsey AJ, Werling DM, Havdahl KA, 
Sanders SJ, Thurm A. 



Question 3: Risk Factors

Nov 2017

Prenatal exposure to fever is associated with autism spectrum disorder in the 
boston birth cohort. 
Brucato M, Ladd-Acosta C, Li M, Caruso D, Hong X, Kaczaniuk J, Stuart EA, Fallin
MD, Wang X. 

Oct 2017

Maternal multivitamin intake, plasma folate and vitamin B12 levels and autism 
spectrum disorder risk in offspring. 
Raghavan R, Riley AW, Volk H, Caruso D, Hironaka L, Sices L, Hong X, Wang G, Ji 
Y, Brucato M, Wahl A, Stivers T, Pearson C, Zuckerman B, Stuart EA, Landa R, Fallin
MD, Wang X. 



Question 3: Risk Factors

Oct 2017

A framework to identify contributing genes in patients with Phelan-McDermid
syndrome. 
Tabet A, Rolland T, Ducloy M, Lévy J, Buratti J, Mathier A, Haye D, Perrin L, Dupont 
C, Passemard S, Capri Y, Verloes A, Drunat, S, Keren B, Mignot C, Marey I, 
Jacquette A, Whalen S, Pipras E, Benzacken B, Chantot-Bastaraud S, Afenjar A, 
Héron D, Le Caignec C, Beneteau C, Pichon O, Isidor B, David A, El Khattabi L, 
Kemeny S, Gouas L, Vago P, Mosca-Boidron A, Faivre L, Missirian C, Philip N, 
Sanlaville D, Edery P, Satre V, Coutton C, Devillard F, Dieterich K, Vuillaume M, 
Rooryck C, Lacombe D, Pinson L, Gatinois V, Puechberty J, Chiesa J, Lespinasse J, 
Dubourg C, Quelin C, Fradin M, Journel H, Toutain A, Martin D, Benmansour A, 
Leblond CS, Toro R, Amsellem F, Delome R, Bourgeron T. 



Question 3: Risk Factors

Oct 2017

The association between maternal use of folic acid supplements during 
pregnancy and risk of autism spectrum disorders in children: a meta-analysis. 
Wang M, Li K, Zhao D, Li L. 

Mar 2017

Severity of ASD symptoms and their correlation with the presence of copy 
number variations and exposure to first trimester ultrasound. 
Webb SJ, Garrison MM, Bernier R, McClintic AM, King BH, Mourad PD. 



Question 4: Treatments and 
Interventions

Dec 2017

Feasibility, acceptability and preliminary treatment outcomes in a school-based 
CBT intervention program for adolescents with ASD and anxiety in Singapore.
Drmic IE, Aljunied M, Reaven J. 

Oct 2017

A randomized, placebo-controlled trial of metformin for the treatment of 
overweight induced by antipsychotic medication in young people with autism 
spectrum disorder: open-label extension. 
Handen BL, Anagnostou E, Aman MG, Sanders KB, Chan J, Hollway JA, Brian J, 
Arnold LE, Capano L, Williams C, Hellings JA, Butter E, Mankad D, Tumuluru R, 
Kettel J, Newsom CR, Peleg N, Odrobina D, McAuliffe-Bellin S, Marler S, Wong T, 
Wagner A, Hadjiyannakis S, Macklin EA, Veenstra-VanderWeele J. 



Question 4: Treatments and 
Interventions

Dec 2017

Intolerance of uncertainty predicts anxiety outcomes following CBT in youth 
with ASD. 
Keefer A, Kreiser NL, Singh V, Blakeley-Smith A, Duncan A, Johnson C, Klinger L, 
Meyer A, Reaven J, Vasa RA. 

Dec 2017

A pilot investigation of an iOS-based app for toilet training children with autism 
spectrum disorder. 
Mruzek DW, McAleavey S, Loring WA, Butter E, Smith T, McDonnell E, Levato L, 
Aponte C, Travis RP, Aiello RE, Taylor CM, Wilkins JW, Corbett-Dick P, Finkelstein 
DM, York AM, Zanibbi K. 



Question 4: Treatments and 
Interventions

Jul 2017

Intranasal oxytocin treatment for social deficits and biomarkers of response in 
children with autism. 
Parker KJ, Oztan O, Libove RA, Sumiyoshi RD, Jackson LP, Karhson DS, Summers 
JE, Hinman KE, Motonaga KS, Phillips JM, Carson DS, Garner JP, Hardan AY. 

May 2017

Interventions targeting sensory challenges in children with autism spectrum 
disorder – an update [internet]. 
Weitlauf AS, Sathe N, McPheeters ML, Warren ZE. 



Question 5: Services

2017

Strengthening informal supports to promote behavioral health of youth with 
intellectual and/or developmental disabilities in rural communities. 
Hepburn SL. 

Jul 2017

Associations of quality of life with health-related characteristics among 
children with autism. 
Kuhlthau KA, McDonnell E, Coury DL, Payakachat N, Macklin E.



Question 5: Services

Nov 2017

Assessing quality of program environments for children and youth with autism: 
Autism Program Environment Rating Scale (APERS). 
Odom SL, Cox A, Sideris J, Hume KA, Hedges S, Kucharczyk S, Shaw E, Boyd BA, 
Reszka S, Neitzel J. 



Question 6: Lifespan Issues

Jul 2017

Factors associated with sustained community employment among adults with 
autism and co-occurring intellectual disability. 
Chan W, Smith LE, Hong J, Greenberg JS, Lounds Taylor J, Mailick MR. 

Dec 2017

Cognitive enhancement therapy for adult autism spectrum disorder: Results of 
an 18-month randomized clinical trial. 
Eack SM, Hogarty SS, Greenwald DP, Litschge MY, Porton SA, Mazefsky CA, 
Minshew NJ. 



Question 6: Lifespan Issues

Jul 2017

Assessing autism in adults: an evaluation of the Developmental, Dimensional 
and Diagnostic Interview-Adult Version (3Di-Adult). 
Mandy W, Clarke K, McKenner M, Strydom A, Crabtree J, Lai MC, Allison C, Baron-
Cohen S, Skuse D. 

Oct 2017

First impressions of adults with autism improve with diagnostic disclosure and 
increased autism knowledge of peers. 
Sasson NJ, Morrison KE. 



Morning Break



Meeting of the IACC
Morning Agenda - continued
11:15 Committee Business

Susan Daniels, Ph.D.
Director, OARC, NIMH and Executive Secretary, 

IACC

Joshua Gordon, M.D., Ph.D.
Director, NIMH and Chair, IACC

12:00 PM Lunch



IACC Committee Business

Susan A. Daniels, Ph.D.
Director, Office of Autism Research Coordination
Executive Secretary, IACC
National Institute of Mental Health

IACC Full Committee Meeting
January 17, 2018



Thanks to OARC Staff

Susan Daniels, Ph.D. 
Director

Oni Celestin, Ph.D.
Science Policy Analyst

Rebecca Martin, M.P.H
Public Health Analyst

Angelice Mitrakas, B.A.
Management Analyst

Karen Mowrer, Ph.D. 
Science Policy Analyst

Julianna Rava, M.P.H.
Science Policy Analyst

Matthew Vilnit, B.S.
Operations Coordinator

Jeff Wiegand, B.S.
Web Development Manager



2016 ASD Research Portfolio 
Analysis

• OARC is currently collecting data for the 2016 IACC ASD Research 
Portfolio Analysis Report

• Using 2016 data, OARC/NIMH/NIH, Autistica (UK), and the 
Canadian government are planning to collaborate to produce the 
first International Autism Research Portfolio Analysis

• Preliminary results of this analysis will be presented at the 
INSAR annual meeting, May 2018

• Hope to stimulate broader international participation in future 
years



Autism CARES Act Report to 
Congress

• OARC is coordinating the preparation of a report detailing progress 
on activities related to ASD and other developmental disorders 
across the federal government – required in the Autism CARES Act

• Requests for data have gone out to relevant federal agencies

• Report expected in Fall 2018



Social Security Administration 
Request for Information (RFI)

• SSA is soliciting input on strategies to improve adult outcomes for 
youth receiving Supplemental Security Income (SSI)

• Comments must be received by February 2, 2018

• For more information, visit this site: 
https://www.federalregister.gov/documents/2018/01/03/2017-
28397/request-for-information-on-strategies-to-improve-adult-
outcomes-for-youth-receiving-supplemental

https://www.federalregister.gov/documents/2018/01/03/2017-28397/request-for-information-on-strategies-to-improve-adult-outcomes-for-youth-receiving-supplemental


New IACC Working Groups

• IACC has voted to convene 3 working groups on issues of critical 
importance to the autism community between January 2018 and 
September 2019:

• Improving Health Outcomes for Individuals on the Autism 
Spectrum (to start in 2018 Q1)

• Housing 
• Safety

• Timing will be staggered to allow timely completion of projects



Improving Health Outcomes for 
Individuals on the Autism Spectrum WG

• Co-chairs: Dr. David Amaral and Dr. Julie Taylor

• Scope
• Health and general wellness for individuals with ASD
• Co-occurring conditions and preventative approaches to 

address them, e.g. obesity
• Co-occurring mental health conditions
• Premature mortality (epilepsy, suicide, chronic health conditions, 

etc.)
• Patient-provider interactions 
• Medical practitioner training (i.e. increasing understanding of 

autism among physicians, supporting community doctors who 
provide medical care for adults with autism)

• Parental/family mental health



Improving Health Outcomes for 
Individuals on the Autism Spectrum WG

Activities:
• Phone meetings to discuss issues
• A written document (i.e., a white paper, report, or published article) 

outlining challenges and  recommendations for health and wellness 
issues and/or recommendations for the provider community

• This document can be used toward preparation of the 2018 
IACC Strategic Plan update

• Opportunity for a panel discussion on health and wellness issues at 
the April 2018 IACC meeting:

• IACC and WG members will submit suggestions for topics and 
speakers

• Discussion can contribute to information gathered for 
preparation of the written document



Health and Wellness WG:
Next Steps

• Topic suggestions from the committee?

• Send additional nominations for WG members to OARC by  
Wednesday, January 24, 2018 

• First WG conference call planned for February 2018

• Panel discussion at April 2018 IACC meeting



Suggestions for Topics for Future  IACC 
Meetings

• IACC Members – Please suggest topics and speakers for future 
IACC meeting presentations and panel discussions



Upcoming IACC Meeting

Next IACC Meeting:
Thursday, April 19, 2018



Lunch



Meeting of the IACC

Afternoon Agenda
1:00 Public Comment Session

Joshua Gordon, M.D., Ph.D.
Director, NIMH and Chair, IACC

Julianna Rava, M.P.H.
Science Policy Analyst, Office of Autism Research 

Coordination, NIMH



Meeting of the IACC
Afternoon Agenda - continued
2:00 Autism Screening

Introduction to the ASD PEDS Network
Denise Pintello, Ph.D., M.S.W.
Chief, Child and Adolescent Research Program, 

NIMH
Acting Chief, Dissemination and 

Implementation Research Program, NIMH

Mobilizing Community Systems to Engage 
Families in Early Autism Detection & 
Services

Amy Wetherby, Ph.D., C.C.C.-S.L.P.
Distinguished Research Professor, Department of Clinical 

Sciences, Florida State University
Director, Autism Institute, Florida State University



Meeting of the IACC
Afternoon Agenda - continued

Multi-Stage Screening in Part C Early Intervention 
Address Health Disparities in Age of ASD 
Diagnosis and Service Receipt

Alice Carter, Ph.D.
Professor, College of Liberal Arts, University of 

Massachusetts, Boston

Leveraging Urban Primary Care Systems to 
Improve Early Identification of Low-Income 
Children with Autism Spectrum Disorder

Emily Feinberg, Sc.D. C.P.N.P.
Associate Professor, Department of Community Health 

Sciences, Boston University School of Public 
Health

Associate Professor of Pediatrics, Division of General 
Pediatrics, Boston University School of Medicine



Meeting of the IACC
Afternoon Agenda - continued
3:30 Committee Discussion

4:00 Afternoon Break

4:15 Round Robin

5:00 Closing Remarks and Adjournment



Oral Public Comment Session

Joshua Gordon, M.D., Ph.D.
Director, National Institute of Mental Health
Chair, IACC

Julianna Rava, M.P.H.
Science Policy Analyst, Office of Autism 

Research Coordination 
National Institute of Mental Health



Written Public Comment 
Session

Joshua Gordon, M.D., Ph.D.
Director, National Institute of Mental Health
Chair, IACC

Julianna Rava, M.P.H.
Science Policy Analyst, Office of Autism 

Research Coordination 
National Institute of Mental Health



Autism Screening Panel
Presentation
Denise Pintello, Ph.D., M.S.W.
Amy Wetherby, Ph.D., C.C.C.-S.L.P.
Emily Feinberg, Sc.D. C.P.N.P.
Alice Carter, Ph.D.



Introduction to the
ASD PEDS Network

Denise Pintello, Ph.D., M.S.W.

January 17, 2018

Division of Services and Intervention Research
Chief, Child & Adolescent Services Research Program



Origin of ASD PEDS Network Research Studies

80

2013 STRATEGIC PLAN 
for Autism Spectrum 
Disorder Research

Funding Opportunity Announcement: 
Services Research for Autism 
Spectrum Disorder across the Lifespan



Origin of ASD PEDS Network Research Studies
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2013 STRATEGIC PLAN for Autism 
Spectrum Disorder Research

Sept 2013



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



Research on Early Identification and 
Linkage to Services for ASD (R01)

Wendy Stone 
Univ. of  
Washington

Karen Pierce
Univ of California San Diego
Southwest Autism Research 
& Resource Center

Amy Wetherby, Ami Klin, 
Catherine Lord, Craig 
Newschaffer
Florida State University 
Emory University
Drexel University
Weill Cornell Medical College

Emily Feinberg 
Boston University
Yale University
CHOP

Alice Carter, 
Radley Sheldrick
Univ. of Mass. 
Boston
Tufts University
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Research on Early Identification and 
Linkage to Services for ASD (R01)

FIVE FUNDED 
RESEARCH STUDIES

Karen 
Pierce

University of 
California San 
Diego

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

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 

FIVE FUNDED 
RESEARCH STUDIES
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Research on Early Identification and 
Linkage to Services for ASD (R01)

 
     

    
 

        
       

            
    

 

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

FIVE FUNDED 
RESEARCH STUDIES



Before Funding the R01 Projects …

Differences
• Settings
• Screening and Diagnostic 

Instruments
• Research Designs 
• Strategies for Referral to ASD 

Services and Engagement

Commonalities
• All studies are collecting data on health 

disparities
• All studies will be entering study data into 

NDAR
• Some studies administering same 

screening and diagnostic instruments

Collectively …
• Approximately 70,000+ 

children will be screened 

• Anticipate that nearly 1,000 
children may be diagnosed 
with ASD
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ASD Pediatric, Early Detection, Engagement         
and Services Network (ASD PEDS)

In 2014
NIMH invited researchers 
to work together to form 
the ASD PEDS Network

Four Common Measures are Being Utilized
• Autism Diagnostic Observation Schedule (ADOS-2)
• Mullen Scales of Early Learning (MSEL)
• 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 

“NIMH is currently supporting 5 
large-scale studies on early 
identification of ASD…designed to 
address overarching questions  … 

Such initiatives are a promising 
step in discerning the direct 
relationship of ASD screening to 
clinical outcomes.”



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

Current Status
• 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 



FUTURE  ACTIVITIES

Studies will be completed in Fall 2019

• Researchers to conduct cross-site analyses

• Network researchers to co-publish findings

• Conduct joint presentations

• Explore future studies that could be conducted via the Network

• Network could present completed research findings at the IACC

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

FIVE FUNDED RESEARCH STUDIES

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



Mobilizing	Community	Systems	
to	Engage	Families	

in	Early	Autism	Detection	and	Services

Amy	M.	Wetherby,	PhD
Distinguished	Research	Professor	

Laurel	Schendel	Professor	of	Communication	Disorders
Director,	Autism	Institute

College	of	Medicine,	Florida	State	University

Autism	Screening:	Panel	Presentation	by	the	ASD	PEDS	Network
Meeting	of	the		Interagency	Autism	Coordinating	Committee

January	17,	2018
Bethesda,	Maryland



The	Problem:	The	lifetime	societal	cost	for	
one	child	with	autism	is	$1.4	to	$2.4	million	

Buescher,	Cidav,	Knapp,	&	Mandell		(2014)								JAMA	Pediatrics,	168(8):721-728



Recommendations	of	the	
American	Academy	of	Pediatrics		(2007)	
l Developmental	surveillance	at	every	well-child	visit	
from		9	to	30	months

l Screen	all	children	for	
ASD	at	18	and	24	months

✔ Autism	can	be	diagnosed
by	18-24	months,	yet	the	
median	age	of	diagnosis	
of	ASD	is	4-5	years	in	the	US	

✔ Children	of	minority,	low	income,	and	rural	families	are	
diagnosed	a	year	and	a	half	later.



US	Preventive	Services	Task	Force	Recommendation	Statement

Screening	for	Autism	Spectrum	Disorder	
in	Young	Children	(18	to	30	months)

JAMA,	2016;315(7):691-696

Recommendation: The	USPSTF	concludes	that	the	
current	evidence	is	insufficient	to	assess	the	
balance	of	benefits	and	harms	of	screening	for	ASD	
in	young	children	for	whom	no	concerns	of	ASD	
have	been	raised	by	their	parents	or	a	clinician.	



Selection	Bias	that	Inflates	Sensitivity/Specificity…
if	the	average	developmental	level	is	far	below	75

Screener
Mullen Scales of Early Learning
Standard Scores (M=100; SD=15)

Visual 
Rec

Fine 
Motor

Rec 
Lang

Exp
Lang

Younger Sibs (n = 38)
Ozonoff et al. (2015)

89 91 75 75

M-CHAT (n = 105)
Robins et al. (2014)

70 68 61  63

ESAC (n = 179)
Wetherby et al. ( 2015)

83 78 76 76



Selection	Bias	that	Inflates	Sensitivity/Specificity…
How	many	children	were	missed?

Screener
Sample	
Size

Age	
in	months Hits

#	per
1,000

CHAT
Baird	et	al.,	2000

16,235 m=18.7 33 2.03			

M-CHAT
Chlebowski et	al.,	2013

18,122 m=20.4 95			 5.24

M-CHAT
Stenberg	et	al.,	2014

52,026 at	18 60			 1.15

ESAT
Dietz	et	al.,	2006

31,724 m=14.9 18 0.57	

ITC
Wetherby	et	al.,	2008

6,026 m=16.4 90 14.94



Need	to	Improve	Early	Identification	
of	Developmental	Disabilities
Percentage	of	Population	Receiving	Special	Education	or	
Early	Intervention	Services	in	2007:

l School-Age	Children
6	to	17	years 11.4%

l Preschool	Children
3	to	5	years 5.7%

l Infants	and	Toddlers
Birth	to	2	years 2.5%	

(31st Annual	Report	to	Congress,	US	DOE	OSEP,	2012)

✔ This	means,	80% of	children	are	missed.



Where do we draw the line?

SD SS %ile
0.00 10

0
50th

-1.00 85 16th

-1.25 81 10th

-1.50 77 7th

-2.00 70 2nd

2nd percentile	is	too	low	to	detect	the	11.4%	who	will	be	eligible	for	
special	education	at	school	age	in	time	for	early	intervention.



Learn	the	Signs.	Act	Early.
Are	these	milestones	contributing	to	the	solution	or	the	problem?		

9	Months 12	Months 18	Months

Social	&	Emotional

May	be	afraid	of	strangers Is	shy	or	nervous	with	strangers Likes	to	hand	things	to	
others	as	play

May	be	clingy	with	familiar	
adults Cries	when	mom	or	dad	leaves May	have	temper	tantrums

Has	favorite	toys Has	favorite	things	&	people May	be	afraid	of	strangers

Language	

Understands	“no” Responds	to	simple	spoken	
requests Says	several	single	words

Makes	a	lot	of	different	
sounds

Uses	simple	gestures,	like	
shaking	head	“no”	or	waving Says	and	shakes	head	“no”

Copies	sounds	and	
gestures	

Makes	sounds	with	changes	in	
tone	

Points	to	show	someone	
what	he	wants



Parent	Concern	is	Less	Accurate	at	Younger	Ages…
and	this	will	widen	the	health	disparity

u Retrospective and prospective studies of parents 
of children with ASD show:
Ø About 75% have concerns by 24 months
Ø About 50% have concerns by 18 months
Ø About 30% have concerns by 12 months

u Very few reported concerns are specific to autism
u Parents are fairly accurate reporting what their 

child can and cannot do but not as accurate at 
knowing when to be concerned.



Parent	Concern	&	Positive	Screen	on	the	Infant-
Toddler	Checklist	for	Children	with	ASD	(n=60)

0%

20%

40%

60%

80%

100%

9-11 12-14 15-17 18-20 21-24

Parent	Concern

ITC	Positive	Screen

Age in Months

Wetherby,	Brosnan-Maddox,	Peace,	&	Newton,	2008	



Funded	by	NICHD,	CDC,	NIDCD,	&	NIMH	

www.FirstWordsProject.com
PI:	Amy	M.	Wetherby,	Ph.D.
Florida	State	University	

http://www.FirstWordsProject.com


Smart	ESAC to	streamline	screening
Early	Screening	for	Autism	&	Communication	Disorders

l Online	automated	system	for	
well-child	visits	at	9	to	30	
months
ü 10	questions	for	universal	screen	
for	communication	delay

ü Seamlessly	followed	by	20	
questions	to	screen	for	autism

ü Linkages	to	parent	&	provider	
portal,	e-monitoring,	and	online	
resources	and	tools	for	families	

l Built	by	Prometheus	Research	
in	collaboration	with	the	FSU	
Autism	Institute

Funded	by	NIH/NICHD	
and	the	State	of	Florida



So	far	so	good…
l ESAC	is	a	promising	universal	screening	tool	to		

distinguish	children	with	ASD	from	DD	and	TD			
between	12-36	months

l ROC	curves	on	our	combined	samples	show	very	
good	AUC	and	good	Sensitivity	and	Specificity	at	24-
36	months,	18-23	months,	and	12-17	months

l Cost-effective	screener	for	ASD	that	maximizes	the	
role	of	parents	and	helps	build	consensus	on	red	
flags	in	2	domains



Push-Pull: Building	the	Capacity	of	Communities	
to	Improve	Early	Detection	&	Access	to	Care

Primary	Care
From	Physicians	to	

Early	Care	&	Learning

Early	
Intervention	
Providers

Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.



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

Services Research for ASD R01 Grant funded by NIMH

Investigative Team
Amy M. Wetherby, PhD, Florida State University

• Heather Flynn, PhD, Elizabeth Slate, PhD, Jo Brown, MD, Juliann Woods, PhD
Ami Klin, PhD, Emory University

• Jennifer Stapel-Wax, PsyD
Catherine Lord, PhD, Weill Cornell Medical College
Craig Newschaffer, PhD, Drexel University

• Renee Turchi, MD, Paul Shattuck, PhD, Connor Kerns, PhD,  Diana Robins, PhD
Reverend Anthony Evans, President of the National Black Church Initiative (NBCI)
David Mandell, ScD, University of Pennsylvania
Roy Richard Grinker, PhD, George Washington University
Debra L. Tsutsui, MPP, Director, Behavioral Health & DD Administration
Alycia Halladay, PhD, Autism Science Foundation
Amy Daniels, PhD, Simons Foundation



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

Services Research for ASD R01 Grant funded by NIMH

Research	Sites	and	Community	Service	Systems
Five collaborative research sites:

• Florida State University – FL (PI: Amy Wetherby)
• Emory University – GA (PI: Ami Klin)
• Drexel University – PA (PI: Craig Newschaffer)
• Weill Cornell Medical College– NY (PI: Cathy Lord)
• University of Miami – FL (Site-PI: Michael Alessandri)

Three community service systems: 
1. Primary care
2. Publicly-funded social service programs
3. National Black Church Initiative (NBCI) and other faith-based 

organizations



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

Research	Approach:	Planning	Phase

Qualitative	research	methods	using	focus	groups	
with	families	and	providers	designed	…

1) to	identify	challenges	and	barriers	to	early	
detection	and	access	to	early	intervention	for	
children	under	24	months,	and	

2) to	develop	strategies	to	promote	early	
detection	and	early	intervention	in	
underserved	populations.



Focus Groups with Professionals (n=50): 
Overcoming Barriers to Improving Early Detection of 
ASD in Community Systems

Training on the 
early signs of 
ASD; Wait and 
see if more 
comforting

Available 
validated 
screening tools 
feasible for 
primary care

Available 
intervention 
services if 
screening is 
implemented



Timing—
Developmental 
milestones; 
Spectrum of 
symptoms of 
autism

Powerlessness—
Structural violence  
of waiting and 
searching for 
diagnosis; Resistance 
to diagnosis

Access to services 
for diagnosis and 
intervention

Focus Groups with Families (n=105): 
Overcoming Barriers to Improving Early 
Detection of ASD in Community Systems



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

Research	Approach:	Implementation	Phase
Ø Community Service Providers (CSPs) from the  3 service systems are 

invited to use the Autism Navigator for Primary Care course, the Smart 
ESAC, and online portal. 

Ø Using an implementation science framework, initial implementation 
phase in FL, GA, PA in Year 2.  Full implementation was deployed in 
Year 3 by scaling up in these sites and expanding to NY & Miami.

Ø We have recruited 396 CSPs in 4 states, 68% from primary care and 
32% from other service systems; 166 of the CSPs have completed the 
coursework and are actively screening. 

Ø CSPs have screened 5,010 toddlers 9-18 months of age with a mean 
age of 14.25 months. The sample include 51.1%males, 43.7% racial 
minority, and 36.0% ethnic minority, 

Ø Children with a positive ASD screen are invited for a confirmatory 
diagnosis at 18, 24, & 36 months to compare short and long-term impact.



www.AutismNavigator.com
Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.

http://www.AutismNavigator.com


Leveraging	the	Laws	of	Motion	to	Generate	Forward	Movement:	
We	need	all	3	wheels	for	balance	and	acceleration.

Early Intervention
Provider

Primary Care

Family

Copyright	©	2018 by	Florida	State	University.		All	rights	reserved.



Course	Introduction

1.		Improving	Early	Detection

2.		Collaborating	with	Families

3.		Developmental	Perspectives

4.		Evidence-based	Intervention	Strategies

5.		Addressing	Challenging	Behavior

for Early Intervention Providers

Copyright	©	2018 by	Florida	State	University.		All	rights	reserved.
This	30-hour	course	launched	in	the	2014.	



for Primary Care

Course	Introduction

Jump-Start	to	Primary	Care

1.		Core	Diagnostic	Features

2.		Prevalence	and	Cause

3.		Early	Detection

4.		Collaborating	with	Families

5.		Screening	&	Referral

6.		Early	Intervention	Basics

This	8-hour	course	launched	in	the	Fall,	2015.	

Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.



Copyright	©	2018 by	Florida	State	University.		All	rights	reserved.



Copyright	©	2015	by	Florida	State	University.		All	rights	reserved.





HOW DO WE 
ENGAGE 

PROFESSIONALS 
IN ONLINE 
COURSES?



for Primary Care

Course	Introduction

Jump-Start	to	Primary	Care

1.		Core	Diagnostic	Features

2.		Prevalence	and	Cause

3.		Early	Detection

4.		Collaborating	with	Families

5.		Screening	&	Referral

6.		Early	Intervention	Basics

This	8-hour	course	launched	in	the	Fall,	2015.	

Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.



Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.



Seamless	Path	for	Families
For all families



www.FirstWordsProject.com
Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.

http://www.FirstWordsProject.com
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Sneak	Peek	
at	our	New	
Lookbook
being	

launched	
this	week!









































Seamless	Path	for	Families
For all families







How	Does	a	Parent	Know	What	to	Expect:	
Social	Communication	Developmental	Milestones	can	be	a	Roadmap

Copyright	©	2017.		The	Florida	State	University.		All	rights	reserved.
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Seamless	Path	for	Families
For all families

For families of children with a positive screen for autism







About Autism in Toddlers

We	are	10,000	Strong
Urban	Dictionary:	Gathering	of	people	ready	to	take	on	the	world

Ø Launched	April	2015

Ø Apr	2016:				3,643 unique	users	from		21 countries

Ø Oct	2016:	 6,557 unique	users	from	103 countries

Ø Apr	2018:		13,100 unique	users	from	119 countries

Ø Oct	2018:		18,720 unique	users	from	120 countries

How	many	countries	are	there	in	the	world?	

We	are	reaching	more	than	half	of	the	world’s	195	countries.	





Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.
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Seamless	Path	for	Families
For all families

For families of children with a positive screen for autism



Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.







Seamless	Path	for	Families
For all families

For families of children with a positive screen for autism











www.AutismNavigator.com
Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.

http://www.AutismNavigator.com
























Learner Community
Like us and Follow us on Facebook



Thanks	for	your	time!
Please	help	share	our	resources.

Copyright	©	2018.		The	Florida	State	University.		All	rights	reserved.



Multi-stage Screening in Part C Early 
Intervention to Address Health Disparities in Age 

of ASD Diagnosis and Service Receipt 

Alice S. Carter, Ph.D. 
University of Massachusetts Boston

IACC Presentation
January 17, 2018



Collaborators: Work that Takes a Village

Current Work:
• R. Chris Sheldrick, Ph.D. (Dual PI)
• Abbey Eisenhower, Ph.D.
• Angel Fettig, Ph.D.
• James Benneyan, Ph.D.
• Thomas Mackey, Ph.D.
• Frances Martinez Pedraza, Ph.D.
• Ivy Giserman Kiss, M.A.
• Elizabeth Frenette, M.A.

ITSEA & BITSEA Development:
• Margaret Briggs-Gowan, Ph.D.

Health Beliefs Framework:
• Nicholas Mian, Ph.D.
• Leandra Godoy, Ph.D.



Funding Acknowledgements / Financial Conflicts

• National Institute of Mental Health (NIMH, 
R01MH104400)

• Department of Health and Human Services, 
Health Resources and Services Administration 
(HRSA, R40MC26195)

• Autism Speaks Weatherstone Fellowship to 
Frances Martinez-Pedraza



Goals of Presentation

▸ Describe our current NIMH ASD PEDS network 
implementation and dissemination screening 
study and some preliminary findings

▸ Discuss some implications of understanding 
screening as a process rather than an event.



Unpacking ASD Screening Across 
the ASD PEDS Network  

Family 

Concerns
Knowledge 

Cultural frame

Part C 0-3

Clinician knowledge
Role in surveillance 

Primary care

Clinician knowledge
Experience screening

System readiness
Service availability

ASD 
Screening

Diagnostic  
Assessment 

Engagement  in  
services 



Child’s age (yrs))

Birth 1 2 3 4 5 6

The diagnostic timeline

Early intervention 
window

Long delays between first concerns and ASD diagnosis

Parents express 
concerns about 

child’s 
development

Child receives a 
definitive 

ASD diagnosis

Child from 
minority back-

ground receives 
ASD diagnosis



Background
▸ Health Disparity:

▸ A particular type of health difference that is closely 
linked with social, economic, and/or environmental 
disadvantage (USDHHS, 2010)

▸ A chain of events signified by a difference in 
environment, access to, utilization of, and quality of care, 
health status, or a particular health outcome that 
deserves scrutiny (Carter-Pokras & Bacquet, 2002)

▸ In Massachusetts, there were disparities in age at ASD 
diagnosis among children whose families had already 
accessed Part C early intervention. 



External family-level contributing factors: 

• Language, insurance status, transportation, immigration status, 
child-care setting (family versus center-based); 

Internal family-level factors: 

• Efficacy expectations, trust in providers, fear of being blamed, 
knowledge and beliefs about services and child development;

External Clinic- and provider-level factors:
• Hours of operation, cost, workforce diversity; 
• Untested sensitivity or specificity of screening measures

Internal Clinic- and provider-level factors: 

• Negative or mistaken perceptions, efficacy expectations regarding 
screening and intervention (e.g., “too young,” “wait and see,” 
“chaotic family,” too much for family at this time)

Health Disparities: Contributing Factors



Parent Appraisals & Help Seeking Models: 
Applied to the Screening Context
• Parents are critical agents in efforts to reduce

unmet need 
• Understanding how parents think about 

and seek help for child
problems is critical for 
addressing health
disparities

• Screening can shift
appraisals

SeverityAge & SexProblem 
TypeWorry

Appraisals & 
Problem 

Recognition

Think About 
Seeking Help

Decide to Seek 
Help

Identify Action 
Plan

Seek Help

(Godoy & Carter, 2013; Godoy et al., 2014; Mian et al., 2015)



Overarching Goals of ABCD Early Screening

• Evaluating systems of care versus individual 
measures

• Can disseminating enhanced, multi-stage, broad-
band screening in Part C Early Intervention reduce 
health disparities in:  
a) Early detection and diagnosis of ASD
b) Receipt of tailored intervention services &  
c) Improve developmental outcomes for ALL children and families

• We are using mixed methods, health systems 
engineering methods to aid in monitoring fidelity of 
implementation, conducting cost analyses, and 
developing simulation models for testing 
hypotheses. 

• We are focusing on a screening process.



ABCD Early Screening Project
▸ A Part C Early Intervention (EI) - centered multi-stage, 

screening and assessment protocol, offered in both 
English and Spanish

▸ Conducted in partnership with three EI agencies – multi-
stage screening occurs within the context of routine clinical 
practice 

▸ Goal: Targeted universal screening of all EI clients

▸ Standardized, evidence-based measures

▸ Builds on existing family- EI provider relationships 

▸ Using technology for training and enhancing screening



Phase I: Screening Process

Stage 1: Screening Questionnaires (Everyone 14-33 months) 

Parent Report (POSI and BITSEA)
EI Provider Concerns

Parent Concerns

Stage 2: Observational Screening (Everyone positive at Level 1)

Screening Tool for Autism in Toddlers & Young Children  (STAT)

Stage 3: Diagnostic Assessment (Everyone positive at Level 2) 
Autism Diagnostic Obs. Sched.-2 (ADOS-2)

Mullen Scales of Early Learning
Parent Interview, Vineland Adaptive 

Behavior Scales III



Screening 
Population: Who is 
Served by Our EI 
Agencies?

Circle of Promise

▸ a 5-mile geographic zone of Boston 
designed by the Mayor’s Office  

▸ 165,005 residents
▸ 76% of children are low-income, 
▸ 55% of adult residents have high

school-level education or less,  
▸ median household income of 

~$40,000 is $10,000 < citywide. 
▸ 98% are children of color 
▸ 47% English language learners 



Phase I
Screening 
& Assessment Protocol

Phase II
Service Utilization 
Interviews

Phase III
Motivational Interviewing 
Intervention 

Level 3: Diagnostic Assessment (Everyone positive at Level 2) 
Behavioral Observation (ADOS) Parent Interview

Level 2: Observational Screening (Everyone positive at Level 1)
Observational Screener  (STAT)

Level 1: Screening Questionnaires (Everyone 14-33 months) 
Parent Report (POSI and BITSEA) EI Provider Concerns & Parent Concerns

Post-Transition Period
42 months

Pre-Transition Period

Randomized Controlled Trial

Training and Manualization

Iterative Intervention Development

Consultation and Service Interview Review

36 months333027242118 
Months

39 Months



Pre-Phase I & Ongoing: Impact on EI 
Workforce 
Training of EIPs in the Stages 1 & 2 

screening protocol

Multi-Stage Screening & Diagnostic Assessment: 
EI Provider (EIP) Participation & Building Capacity

~160 EIPs 
trained in the 

Stage 1 
screening 
process

~32 EIPs 
trained in the 
Stage 2 STAT

94 EIPs have 
attended a 
diagnostic 

assessment



Phase 1: Multi-Stage Screening 
& Diagnostic Assessment

Support for Difficult Conversations is Needed
Early Intervention Providers (EIP) tell us they are 
uncomfortable raising their concerns about ASD with parents 
and at itmes choose to delay suggesting further screening.

 developed formal training for EIPs in how to raise 
concerns with families.

 resources (web-based guide, “scripts” for parent-
EIP conversations at each stage of 
screening)



Phase 1: Multi-Stage Screening 
& Diagnostic Assessment 

▸ The screening process facilitates 
opening conversations about ASD risk 
with parents
▸ In about half of our screened families, when an 

EIP is concerned and parents are NOT concerned, 
the parents have endorsed red flag behaviors and 
screened positive on the BITSEA and/or POSI. 

▸ Knowing whether the parent is concerned 
facilitates the conversation.

▸ EIPs and parents can “wonder together” 
about the behaviors on the BITSEA/POSI.



Retention, Positive Screens, and 
Diagnoses: Room for Improvement

ST
AG

E 
1

Total Children 
Screened ~2800
~70 % screened
~35-40% of Children 
Screen Positive  

ST
AG

E 
2

~70% of Screen Positive 
get Stage 2 (STAT); 
~70% assessed are 
positive on Stage 2

ST
AG

E 
3 ~90% of Stage 2 

positive receive a 
diagnostic evaluation

~85% of those 
evaluated receive a 
diagnosis of ASD



Results: What can we learn from our screening 
and assessment rates?

Overall ASD 
prevalence 
within EI:

• Our overall rate of ASD diagnosis is just over 10% Given 
that the rate of previously-diagnosed children in EI was 
~2.5%, this suggests that the total prevalence of 
ASD in this EI population is approaching 13 percent.

Reducing 
health 

disparities in 
detection:

• The sample reflects high rates of racial minority, 
linguistic minority, and low-income statuses. 
• The children we diagnose have higher rates of ELL 

status and low-income status than the previously-
diagnosed children.

• We seem to be identifying children from groups that 
are typically missed or diagnosed later.

Feasibility and 
Sustainability: 

• The high rates of screening and overall compliance with 
the process suggests that this approach is feasible and 
sustainable. 

• We can improve further by helping EIPs feel more 
comfortable with the later stages of screening.



Is Race a Factor in Screening 
Process Timing?

White, 
Non-Hispanic

Non-White, and
White Hispanic

Months



Is Income a Factor in Screening 
Process Timing?

> $45,000/year

< $45,000/year

Months



Is English Language Proficiency 
a Factor in Screening Process 
Timing?

Excellent

Very Good, Good,
Fair or Poor

Months



Phase I
Screening 
& Assessment Protocol

Phase II
Service Utilization 
Interviews

Phase III
Motivational Interviewing 
Intervention 

Post-Transition Period
42 months

Pre-Transition Period
36 months333027242118 

Months

39 Months



Service Utilization

▸ EI Part C Service Utilization (pre-transition):

~80% are receiving 
high-intensity, ASD-

Specific services

On average,  time from 
ASD diagnosis to start 

of high-intensity 
services is ~2 months

▸ School-Based Service Utilization (post-transition)

~80% in school 
(most in public 

school)

~80% receive 
special education 

services

Very few ~10% 
receive non-

school services



Service Utilization Interviews: Preliminary 
Results in Relation to Health Disparities

▸ Pre-transition:  Who is receiving high-intensity EI services?
▸ Race: ~90% of white children and ~70% of children of color
▸ Language: ~90% of English speakers and ~55% of English language 

learners
▸ Income: 95% of those with income >$45,000 and 73% of those with 

income <$45,000 (~ the poverty level for a family of four)

▸ Cumulative Risk: Percent receiving high-intensity services:

0 risk factors: 100%

1 risk factor: ~90%

2 risk factors: ~85%

3 risk factors: ~30%

▸ Disparities in age at detection are reduced relative to past 
research; language status predicts the greatest disparity 
independently, but risk is cumulative. 



Issues, Challenges, and 
Future Directions
We are identifying children who have made contact with 
the services system. Massachusetts has high EI 
penetration but this is not true for all states.

Workforce Development & Retention: Expand training of EI 
providers; address barriers like EIP retention, bilingual staff 
recruitment, and universality of screening.

Health Systems Engineering (HSyE) methods are enabling 
us to visualize and model the multi-step screening process 
to improve efficiency and problems in implementation. 

Multi-method, longitudinal, qualitative study with EIPs and 
parents have shed light on EI providers’ opinions, 
preferences, and challenges with the screening process. 



Why Promote Repeat Routine Screening in 
Pediatric and Early Intervention Contexts? 

226

“We yearn for frictionless, technological solutions.  But people 
talking is still the way that norms and standards change.”  

(Atal Gawande – New Yorker, Slow Ideas, 7/13)

In the absence of bio-markers for ASD, (as well as other 
developmental delays, and social-emotional and behavior 
problems and disorders), screening efforts must rely on 
parent and other caregiver reports and observations.
Open communication, supported by trusting 
relationships and access to care, is necessary for early 
detection, diagnosis, and connecting families to
appropriate services. 



If you take nothing else away…

View 
Screening 

as a 
process!

SCREEN EARLY 
& OFTEN!!

Allow Screening to 
open a dialogue!



LEVERAGING URBAN PRIMARY CARE SYSTEMS TO 
IMPROVE EARLY IDENTIFICATION OF 

LOW-INCOME CHILDREN 
WITH AUTISM SPECTRUM DISORDER

Interagency Autism Coordinating Committee
Emily Feinberg, ScD CPNP
Boston University School of Medicine
January 17, 2018 Navigating systems for young children with 

communication concerns
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Unpacking ASD Screening Across 
the ASD PEDS Network  

Family 

Concerns
Knowledge 

Cultural 
frame

Part C 0-3

Clinician knowledge
Role in surveillance 

Primary care

Clinician knowledge
Experience screening

System readiness
Service availability

ASD 
Screening

Diagnost
ic  

Assessm
ent 

Engagement  in  
services 



Project EARLY: Overview

• Primary care systems-based approach

• Tailored to low-income, racial and ethnic minorities

• Grounded in Chronic Care Model

• Intergenerational focus

• Study design well aligned with USPSTF analytic framework



Building Off Previous Work

Feinberg et al., JAMA Pediatrics, 2013

Feinberg et al.,Psychiatric Services, 2016



Study Overview

• Hybrid comparative effectiveness trial to assess the effectiveness of a 
primary- care based family navigation (FN) intervention vs. traditional care 
management to:

• Shorten the time to diagnosis among children suspected to have ASD;
• Shorten the time to deployment of ASD services among those diagnosed; 
• Improve engagement with ASD services

• Concurrent implementation analysis to systematically examine key barriers 
and facilitators that impact FN using Consolidated Framework for 
Implementation Research (CFIR)

• Time series analysis to examine screening rates over time and effect of 
activated screening protocol



Project Early Setting

Boston Medical Center DBP clinic +
6 FQCHS  
2 hospital affiliated practices 

Yale University DBP clinic + 
2 resident primary care clinics + 1 FQHCs

Children’s Hospital of Philadelphia DBP 
+ 
2 hospital affiliated practices 

All DBP sites are members of HRSA-funded Developmental and Behavioral Pediatrics Research Network
Expected reach: 19,000 children



Study Outcomes

• Primary Outcomes
• Diagnostic interval  - number of days to diagnostic resolution
• Time to engagement in ASD/recommended services

• Family Level Intervention Targets
• Social support
• Family stress
• Parental and family functioning

• Additional Data
• CORE ASD symptoms – ADOS
• Child cognitive functioning – ABAS, Mullen, Vineland
• Family use of entitlements/supports

• Serial follow-up over 12 months post enrollment



Study Population: Caregiver Characteristics

No statistically significant differences by arm at baseline

Total
(n=270)

Age, years (SD) 31.4 (7.2)
Number of children, (SD) 2.3 (1.4)
Hispanic/Latino 30%
Born outside of US 40%
Race – non-White 87%
Referral Language non-English 18%

High school graduate 80%
Married or living with a partner 54%
Currently working 54%
Public insurance 82%



Study Population: Child Characteristics
Total (n=270)

Age, months (SD) 21.9 (3.4)
Male 70%
Modified Checklist for Autism in Toddlers MCHAT-R score (SD) 8.5 (3.1)

Receiving Early Intervention (EI) services at baseline 44%

Age started Early Intervention, months (SD) 13.18 (7.32)

Functional assessment (ABAS)
Communication Scaled Score
Self-Direction Scaled Score
Social Scaled Score

~ 1.5 SD < norm

No statistically significant differences by arm at baseline



Intervention Model

Assessments :    T0                  T1                   T2                   T3 
Baseline               Post-dx            Post Intervention      12 moTime series analysis of screening rates



Intervention Model

Assessments :    T0                  T1                   T2                   T3 
Baseline               Post-dx            Post Intervention      12 moTime series analysis of screening 

rates

Focus on screening component



Screening Enhancements

• Centralized referral of positive screens for confirmatory screening

• MCHAT-R/F administered verbally in family’s primary language

• Utilization of  electronic health record to communicate results

• Loop back system to track positive PC screens that need follow-up

• Activated screening
• Low intensity intervention to promote more activated family



Results of Primary Care Screening and Referral

537 Referred Children 
(+MCHAT R by PCP)

207 
MCHAT R > 8

454 Children Receive Repeat MCHAT R
73 

MCHAT R  <
2

174 Children Receive MCHAT-R/F 
(+MCHAT Screen by PCP and RA)

126 Children (+MCHAT-R/F)

48
MCHAT  R < 1

Presumptive 
Failures

Presumptive
Pass

Pass after F/U 
Interview

333 Total Eligible Children 
(+MCHAT R  + MCHAT-R/F)



Key Learnings and New Questions

• Centralized approach to confirmatory screening acceptable and efficient
• Number of eligible children screened: 85%
• Time from referral to confirmatory screening: 8 days
• Addresses literacy and linguistic barriers
• Identified children for whom further f/u not indicated

• Confirmation of risk (positive screen) is not enough to support engagement in 
ASD diagnostic and treatment services for this population 

• New questions and next steps
• Why was number of children screened out so different than expected?
• Analysis of screening data; chart review



Intervention Model

Assessments :    T0                  T1                   T2                   T3 
Baseline               Post-dx            Post Intervention      12 moTime series analysis of screening rates



Philadelphia Navigators 
Juliana Gardener, Spanish speaker
“I have been able to work with low income families who have been so 
overwhelmed by life's stressors (unemployment, housing etc.). 
Providing the necessary help that they need for their child that's at risk 
for autism, is quite rewarding. I get to partake in the joy of a parent 
finding out about support groups, how to apply for SSI or assisted 
programs, Early Headstart programs, early intervention services at no 
cost. Being able to provide this help for families in need is absolutely 
amazing!”

Juliana has worked with foster youth 
for over 5 years and provided ABA 
therapy to children in Philadelphia 

Samia Omer, Amharic speaker
“The most rewarding part of working as a family navigator is helping 
children connect with various services. The most challenge part of the 
work is rejection by the parents. Often, parents get overwhelmed or 
confused by the diagnosis and reject our offer to get the help they need 
for their children. Although that is very frustrating, I am always looking 
forward to helping families.” Samia is originally from Ethiopia. She 

has a bachelor’s degree in Public 
Health from Temple University. 



Boston Navigators
Andrea Chu, Spanish speaker
“As a navigator, I have worked closely with families to arrange transportation to 
appointments, inform them of available services, and to complete necessary 
paperwork. Above all, I provide emotional support for families during this 
overwhelming time. Families often need time to process the diagnosis and decide 
next steps, as they sometimes are also faced with family members’ denial towards 
the autism diagnosis. The relationships we build with families are very important as 
the navigator may be one of the few sources of support and information for families.”

Mitsouka Exantus, Haitian-Creole Speaker
"When we first meet families, they are often experiencing a range of emotions: 
confusion, anxiety, resistance, and ambivalence. It is a privilege to build a relationship 
where a family is comfortable sharing private worries and concerns that they may not 
be able to voice to other family members, friends, or even their health care providers. 
This allows us to take a deeper look into our families' needs, and support them to our 
best ability--it is incredible how much can change in a couple of months. By the end of 
navigation, we often see our families becoming more engaged and empowered in 
their child's healthcare."



New Haven Navigator 
Jenny Acevedo
Born in Colombia, Spanish speaker 
“What I find most rewarding about being a Family Navigator is being 
able to provide support to parents during a very challenging time in their 
life. I worked with a family who was facing homelessness during the 
Thanksgiving Holiday. I assisted the young mother in finding shelter, by 
making phone calls and advising her on what to say to be considered 
priority. She was placed in a shelter for about 2 months and thankfully 
connected to a program where they helped her find an apartment of her 
own. Mom also did not have a reliable babysitter and missed many days 
from work. I provided mom with names of different daycares and shortly 
after she registered her child at a daycare center. A referral was made 
and the child started Early Intervention services where he received many 
therapies. At the 3 month follow up appointment the Mother reported 
significant progress in her child. Cases like this make being a Family 
Navigator extremely rewarding.”



Navigation Measures

• Navigation process measures
• Number of contacts
• Type and location of contacts
• Time: 
• Issues addressed
• Fidelity:  Visit content and use of MI



Project Early Intermediate/
Process Outcomes:           Time to referral/evaluation     Time to diagnosis       Time to accessing 
intervention

Figure 1. Overlap Between USPSTF Analytic Framework and Project Early
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Key Question 1: Is Screening for ASD Conducted in Children 12 to 36 Months Old Associated with 
Improved Short- and Long-Term Outcomes?

Children ages 
12-36 months 
not known to 
have ASD
USPSTF Intermediate/
Process Outcomes:       Timing of referral/evaluation     Timing of diagnosis     Timing of access to 
intervention
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Children ages 
15-27 months 
not known to 
have ASD
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ns Key Question 2: 

What are the 
performance 
characteristics of 
ASD screening 
tests in children 
12 to 36 months 
old?

Key Question 3: 
What are the 
harms of ASD 
screening for the 
child and family?

Contextual Question 
2: 
Are diagnostic and 
treatment resources 
currently adequate to 
provide services to 
children who screen 
positive for ASD?

Contextual Question 6: 
Do the outcomes of ASD screening and 
efficacy and harms of ASD interventions 
for young children differ by pertinent 
subgroups, such as race/ethnic minority, 
low-income, and uninsured children?

InterventionScreening in primary care 

Diagnostic 
Evaluation

Patients 
identified with 

ASD

Diagnostic 
evaluation 

visit

Study 
follow up 

visit

USPSTF Health-related 
Outcomes and Correlated 

Project Early Measures
USPSTF Project Early

Core ASD 
symptoms 

ADOS 

Cognitive/
intellectual 
functioning 

ADOS, Mullen

Language & 
communicatio
n skill 
development 

ADOS, ABAS, 
Vineland, 
Mullen 

Challenging 
behavior 

Vineland, 
APSI

Adaptive 
behavior 

ABAS, 
Vineland

Educational 
placement/
achievement

School record 
review

Quality of life APSI, PSI, 
PSS MOSS, 
FIQ, VR12, 

Screening in primary care Intervention

Study 
follow up 

visit

ASD diagnostic 
determination 

visit
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Committee Discussion



Afternoon Break



Meeting of the IACC
Afternoon Agenda - continued
4:00 Afternoon Break

4:15 Round Robin

5:00 Closing Remarks and Adjournment



Round Robin



Closing Remarks
Adjournment



Upcoming IACC Meeting

Next IACC Meeting:
Thursday, April 19, 2018
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