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50-70,000 children with autism 
turn 18 and enter the adult 
service system every year. 

-Shattuck, Roux, et al 2012 



  
  

What is a 
life course 
perspective? 







 

  

  

Data Sources 

• National Longitudinal Transition Survey 2 
(NLTS-2) 

• Survey of Pathways to Diagnosis and 
Services 



 Outcome
 
domains
 



  What were the characteristics of
 
youth at the time of transition? 




 

 

 

 

 

  

 

 Source: NLTS2
 

Autism Demographics 
85% 

White 

Male 

65% 

Black 23% 

Other race(s) 12% 
Race/ 

Hispanic 11% ethnicity 

Up to $25K 23% 

Household 30%$25K to $50K 
income 

21%
 

More than $75K
 

$50K to $75K 

26% 

Percent of youth with autism 



 

    

 

    
 

    
 

     

Source: NLTS2
 

Ability to perform activities of daily 
living varied. 

Not able to A lot of trouble A little trouble No trouble 

Read and understand 

common signs
 

Tell time on a clock with
 
hands
 

Count change 

Look up a number in a 
phonebook and use the phone 36% 

20% 

19% 

26% 

11% 

15% 

26% 

10% 

18% 

21% 

28% 

14% 

19% 

45% 

33% 

60% 



 

 

60% 20% 

43% 35% 

36% 13%16% 35% 

22% 

20% 

   

 

 

 

Source: NLTS2
 

Over half had great difficulty conversing.
 

Not able to A lot of trouble A little trouble No trouble 

Ability to understand
 

Ability to communicate
 

Ability to converse
 



 
  

What supports did youth with autism
 
receive as they entered adulthood? 




 

   

Source: NLTS2 

Inconsistent receipt of transition planning
 



  

67% 66% 

42% 

10% 

Case 
Management 

Speech-
Language 
Therapy 

high school 
adulthood 

100% 

58% 

22% 

54% 

12% 

51% 

32% 
41% 

30% 

Social Work Personal 
Assistant 

Occupational 
Therapy 

Mental Health 
0% 
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The services cliff
 



 
  

What happened to transition-age 
youth with autism between high 
school and their early 20s? 



                   
 Source: NLTS2 

One-third ever attended 
post-secondary education. 



  

 Source: NLTS2 

Half ever held a job. 



  

 Source: NLTS2 

One-quarter were socially isolated. 



 

 Source: NLTS2 

One-third had no community participation.
 



      

Postsecondary 
Connection 

Employment 

College 

Voc/tech school 



 
 

 Source: NLTS2 

Four in 10 were completely 
disconnected from both work and 
continued education opportunities. 



 
  

 Source: NLTS2 

One in four disconnected young adults 
had no access to services since 
high school. 



 

 
   

20%

40%

60%

80%

   

100% 

79% Income < $25K 
Income > $75K 

45% 

13% 
3% 

0% 
Lowest Skill Highest Skill 

Shattuck et al, 2012. Pediatrics 129(6). 

Source: NLTS2 

Disconnection levels are high in those 

with lower level skills and lower income.
 



 

Insights from the NLTS2 

Young adults with autism fared worse 

relative to those with other disabilities.
 



 Source: NLTS2 

Rates of employment
 



 

 

Source: NLTS2 

Rates of independent living
 



 Source: NLTS2 

Rates of social isolation
 



 Source: NLTS2 

Rates of disconnection
 



 

 
 

 
 
 
  

      

Results
 • Congressional autism 
caucus briefing 

• Consultation with the U.S. 
Government Accountability 
Office 

• NPR On Point interview 
• NPR Diane Rheme show 
• 7 additional media interviews
 
• 4 invitations for national 

conference presentations 
• Drexel top news events	  of 

2015 





 

 
 

 

Looking ahead 

Paramount needs: 
• Population health research 
• Funding for secondary data analysis 
• Purposeful planning of data collection 
• Longitudinal study 





 
  

 

VR and Autism 
Preliminary numbers 
• Nearly 18,000 applicants with autism 

exited vocational rehabilitation in 2014. 

15,567 
201312,900 

201210,664 
2011 9,020 

2010
7,428 
2009 

17,753 
2014 



 
 

 

  
  

VR and Autism 
Preliminary numbers 
• Approximately 1/3 of those who applied 

did not receive services. 
• 60% of VR participants with autism exited 

with employment 
• Age is an important factor in employment 

outcomes for this group. 



 
 

   
   

   
       

 
     

 

What we would like to know
 

• Size of the population who needs VR help
 
• Reasons families do not apply for VR help
 
• Reasons for not receiving services 
• Why some states have better outcomes 
• What works or does not works about VR 
• Job placement satisfaction and match 
• Movement in/out of VR over time 
• Changes in need for public benefits 



  

 

 

 

Information & Acknowledgments
 
A.J. Drexel Autism Institute’s
 
Life Course Outcomes Research Program
 
www.drexel.edu/AutismOutcomes 

National Autism Indicators Report 
drexe.lu/autismindicators 

• Paul Shattuck, PhD, MSSW, Program Director 
• Anne Roux, MPH, MA, Lead Author and Producer 
• Jessica Rast, MPH, Data Analyst 
• Julianna Rava, MPH, Research Assistant 
• Kristy Anderson, MSW, Research Associate 

http://www.drexel.edu/AutismOutcomes
http://www.drexe.lu/autismindicators

	Meeting of the Interagency Autism Coordinating Committee
	Meeting of the IACC
	Meeting of the IACC
	Research Domain Criteria (RDoC): An Overview
	NIMH RDoC Workgroup Members
	Why RDoC?
	The three traditional autism factors
	The experts weigh in
	Waterhouse & Gillberg: “Taking Autism Apart”
	Toward the Future
	Example: Grouping by genetics
	How does RDoC fit in?
	The RDoC Framework: Four dimensions
	RDoC Matrix: Integrative Framework (Workshops July 2010 – June 2012)
	Dynamic: Always “Under Construction”
	Contemporaneous Dimensional Approaches to Diagnosis
	Continuity between neurotypical and ASD
	•Develop tasks & instruments
•Common data elements
	Autism Biomarkers Consortium for Clinical Trials
	Scientific context for ABC-CT
	ABC-CT study design
	Slide Number 22
	Sample characteristics: Inclusion/exclusion criteria
	ASD Biomarkers Project – Objectives
	EEG Paradigms
	EEG: Resting state
	EEG: Visual evoked potentials
	EEG: Biological motion
	EEG: Face processing
	EEG: Emotional faces
	EEG: Social scenes
	Eye-tracking Paradigms
	ET: Biological motion
	ET: Spontaneous social orienting
	ET: Activity monitoring
	ET: Interactive social task
	ET: Dynamic naturalistic scenes
	ET: Pupillary light reflex
	ET: Gap overlap task
	ET: Visual search/Static images
	Lab-based Measures
	Lab-based measures: Video Tracking
	Lab-based measures: Video Tracking
	Lab-based measures: LENA
	Lab-based measures: Face and affect recognition
	Clinician/caregiver assessments
	Biospecimens
	Planned Interim and Final Data Analyses
	Expected Outcomes
	Status and timeline
	Meeting of the IACC
	Slide Number 52
	Slide Number 53
	Slide Number 54
	50-70,000 children with autism turn 18 and enter the adult service system every year.��-Shattuck, Roux, et al 2012
	Slide Number 56
	Slide Number 57
	Slide Number 58
	Data Sources
	Slide Number 60
	Slide Number 61
	Slide Number 62
	Slide Number 63
	Slide Number 64
	Slide Number 65
	Slide Number 66
	Slide Number 67
	Slide Number 68
	Slide Number 69
	Slide Number 70
	Slide Number 71
	Slide Number 72
	Postsecondary Connection
	Slide Number 74
	Slide Number 75
	Slide Number 76
	Insights from the NLTS2
	Slide Number 78
	Slide Number 79
	Slide Number 80
	Slide Number 81
	Slide Number 82
	Slide Number 83
	Looking ahead
	Slide Number 85
	VR and Autism�Preliminary numbers
	VR and Autism�Preliminary numbers
	What we would like to know
	Information & Acknowledgments
	Slide Number 90
	Meeting of the IACC
	�
	IACC Responsibilities
	Immediate To-Do List
	Summary of Advances Update
	IACC Strategic Plan Update
	Slide Number 97
	Slide Number 98
	Structure of IACC Strategic Plan
	Structure of IACC Strategic Plan
	2016 Strategic Plan Update – Option 1�Encompassing Both�Research and Services
	2016 Strategic Plan Update – Option 1�Encompassing Both �Research and Services
	2016 Strategic Plan Update – Option 2�Separate Research and Services Plans
	Objectives for the 2016 IACC SP
	Objectives for the 2016 SP Update (Cont’d)
	Planning the SP Update
	Planning the SP Update (cont’d)
	Next Steps
	Slide Number 109
	Slide Number 110
	Meeting of the IACC
	Meeting of the IACC
	��DEVASTATING EFFECTS OF CHRONIC PARENTAL DENIAL IN AUTISM��NIH/NIMH/IAAC Full Committee Meeting 01/12/2016
	Slide Number 114
	“Parents know their children better than anyone”
	Is anyone in the audience in denial?
	�“Resolution of the Diagnosis Among Parents of Children with Autism Spectrum Disorder: Associations with Child and Parent Characteristics”, J Autism Dev Disord (2010) 40:89–99�
	Urgent need for studies on denial in autism and measures to be taken
	�Assess and include the factor of �Chronic Parental Autism DENIAL �to the Research Domain Criteria (RDoC) and to the 2016 Strategic Plan Objectives�
	�Make “D e n i a l” in autism to be only .…a river in Egypt�
	Meeting of the IACC
	Slide Number 122
	Meeting of the IACC
	Screening for Autism Spectrum Disorder in Young Children
	Task Force Overview
	Task Force Overview (continued)
	Task Force Recommendation Grades
	Draft Recommendation Process
	Screening for Autism Spectrum Disorder
	Autism Spectrum Disorder in Children Under Age
	Autism Spectrum Disorder in Children Under Age Three Years: Screening
	Autism Spectrum Disorder in Children Age Three Years: Screening
	Autism Spectrum Disorder in Children Under Age Three Years: Screening
	Summary
	Summary
	Thank you for your interest
www.USPreventiveServicesTaskForce.org
	Autism Spectrum Disorder in Children Under Age Three Years: Screening
	Slide Number 138
	Autism Spectrum Disorder in Children Under Age Three Years: Screening
	WHO Criteria for Screening Program Feasibility
	ASD Screening in Clinical Practice: Considerations for the USPSTF
	Brief Summary Statement
	Pitfalls with “no concerns”
	Pitfalls with “no concerns”
	Pitfalls with “no concerns”
	Pitfalls with “no concerns”
	Slide Number 147
	Evidence is Present         Evidence is Lacking
	Unintended Consequences
	Unintended Consequences
	Meeting of the IACC
	Meeting of the IACC
	Review of Screening Studies
	Slide Number 154
	Summary of Screening Literature
	A Closer Look at 4 Studies Rated as �            Good Quality    -
	Universal Screening Reduces Disparity  
	Summary of Findings from Screening Literature
	Slide Number 159
	Slide Number 160
	Slide Number 161
	Slide Number 162
	Slide Number 163
	Slide Number 164
	Slide Number 165
	Slide Number 166
	Slide Number 167
	Slide Number 168
	Slide Number 169
	Slide Number 170
	Slide Number 171
	Slide Number 172
	Slide Number 173
	Slide Number 174
	Slide Number 175
	Slide Number 176
	Slide Number 177
	Overcoming Challenges of Early Screening for Autism in Primary Care 
	Research in a Nutshell�Treatment Studies of Toddlers with ASD
	Treatment Studies of Toddlers with ASD   �Do Not Separate Cases Recruited from Primary Care
	Research in a Nutshell�Treatment Studies of Toddlers with ASD
	How many children  were missed?
	Selection Bias of Screening Samples for Estimates of Sensitivity and Specificity
	Need to Improve Early Identification �of Developmental Disabilities
	Where do we draw the line?
	Parent Concern & Positive Screen on the Infant-Toddler Checklist for Children with ASD (n=60)
	Parent Concern is Less Accurate for Children at Younger Ages
	Focus Groups with Families (n=105): Overcoming Barriers to Improving Early Detection of ASD in Community Systems
	Birth to 5: Watch Me Thrive!�Office of the Administration for Children and Families
	Slide Number 190
	Slide Number 191
	Focus Groups with Professionals (n=41): Overcoming Barriers to Improving Early Detection of ASD in Community Systems
	Slide Number 193
	Slide Number 194
	Slide Number 195
	Slide Number 196
	Slide Number 197
	Seamless Path for Families
	Slide Number 199
	Slide Number 200
	Slide Number 201
	Slide Number 202
	Slide Number 203
	Slide Number 204
	Slide Number 205
	Slide Number 206
	Slide Number 207
	Seamless Path for Families
	Slide Number 209
	ASD PEDS Network Meeting
	Meeting of the IACC
	Round	Robin
	Slide Number 213
	Adjournment



