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SPARKforAutism.org

The goals of SPARK are to:

Establish a research partnership with thousands of individuals affected with ASD
and their family members

Participation in future studies is not required but participants agree to be re-
contacted

Accelerate research and improve understanding of ASD

SPARK will catalyze this by making access to the cohort and data available to
ANY qualified scientist in the research community
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Participation in SPARK
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Building a Research Partnership
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SPARK Recruitment

Interactive Autism
Network

Clinical sites
(ASD clinical
research centers)

Advocacy &

Community-based
organizations

Anyone w/ a

professional
diagnosis of
autism & their

family members

(biological mom,

dad, unaffected
siblings)

Community at
large (national
media campaign)




SPARK Clinical Site Network
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Distribution of Unique Web Users on SPARKforAutism.org
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SPARK Participants

» Total number of participants: 17,659
* 67% completion rate

. . . Children Adults
Individuals with ASD (n=5,672) (n=1,468)

(n=7,1 40) Demographics
1%

99, ®™Dependent
Adults Femal % 1,112 (20% 498 (34%
® Independent Il ) ), (34%)
Adults
- Minors

*Asof7.7.16



SPARK Participants

Ever intellectual disability diagnosis, n (%)

Ever ASD services, n (%)
Ever IEP, n (%)

Age at ASD diagnosis in years, mean (SD)
Language ability, n (%)*

No words / does not speak
Uses single words meaningfully

Combines 3 words together into
sentences

Uses longer sentences

SCQ total score, mean (SD)
*Dataasof 7.7.16

953 (17%)

5,095 (90%)
4,749 (84%)

4.1y (2.6y)

713 (12%)
737 (13%)
948 (16%)

3,628 (63%)
23.0 (7.0) SPARK
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Advancing Precision Research & Precision Medicine

« Autism is genetically & phenotypically
heterogeneous

*New treatments are likely to be diverse

* SPARK will set up infrastructure required for
targeted clinical research

 Participants can be re-contacted according
to genotype and phenotype
*Investigators can recruit based on their
study’s criteria SPARK



Genetic Analysis in SPARK
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Saliva Collection Kit

DNA extraction (CLIA |dentify individuals
lab) and exome with known genetic
production causes of ASD

\/

SFARI medical
committee

Reanalysis
every year

Notification of
research participant &
provider, genetic
report issued by a
clinical lab contracted
by SPARK

Return of genetic

results to provider
& participant

SPARK
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Next steps for SPARKforAutism.org

Return of behavioral and genetic results

Sequencing of thousands of ASD trios 1 -ﬁ -i !

Data releases beginning end of 2016
| helped SPARK a movement

in autism research!
#WeAreSPARK
SPARKforAutism.org

Open for recruitment by researchers

SPARK

Sign up for our newsletter at
SPARKforAutism.org to stay abreast of
our latest updates SPARK
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Wendy Chung Pamela Feliciano  LeeAnne Green Snyder Amy Daniels Alex Lash _ Jennifer Tjernagel  Noah Lawson James Hohman
Dir. Clinical Research Scientific Director  Clinical Research Sci. Project Manager Chief Inform. Officer Proj. Manager, VIP  Res. Data Analyst Software Engineer

Ry

Alex Stephens
Admin. Assistant

Casey White-Lehman Vincent Myers Karen Walton-Bowen Julie Manoharan Elizabeth Brooks Natalia Volfovsky ~ Chris Rigby
Project Manager, SSC Research Assistant  inical Operations Project Coordinator ~ Asst. Proj. Man., SSC Analytics Manager Sr.Software Engi.

SPARK

Igniting autism research

Richard Marini Martin Butler Andrei Salomatov Hana Zayden; Luke Grosvenor O e oo
Software Engineer  Bioinformatics Eng.  Research Assistant  Administrative Assistant

Alpha Amatya
Sr. Software Engineer Sr. Software Engineer



	Meeting of the Interagency Autism Coordinating Committee  
	Meeting of the IACC 
	Autism Policy Updates 
	Who Are We?  
	How Does Self-Advocacy Inform Policy? 
	What Demographics Do We Represent? 
	Common Policy-Related Complaints 
	Policy Updates 
	HCBS Settings Rule 
	Goals of Settings Rule 
	Current HCBS Developments 
	State Supported Decision-Making Legislation 
	Affordable Care Act 
	Transition to Independence Act 
	Home Care Rule 
	Avonte’s Law 
	Questions? 
	National Strategic Plan,The New Outcomes Modeland Lifespan Planning 
	National Outcomes Model
	Strategic Plan
	National Outcomes Model
	Core Services
	Core Services and Outcomes
	Lifespan Planning
	QUESTIONS
	Meeting of the IACC 
	SPARKforAutism.org 
	Participation in SPARK 
	Building a Research Partnership 
	SPARK Recruitment 
	SPARK Clinical Site Network 
	Distribution of Unique Web Users on SPARKforAutism.org 
	SPARK Participants 
	Advancing Precision Research & Precision Medicine 
	Genetic Analysis in SPARK 
	Next steps for SPARKforAutism.org 
	Thank you to SFARI & the SPARK team 
	National Autism Indicators Report series:
	A.J. Drexel Autism Institute 
	Rates of employment
	What is VR?
	Who does VR serve?
	What does VR do?
	Why focus on VR?
	Context
	Data source
	VR growth 
	What do we know about VR service users with autism? 
	Characteristics
	VR service receipt
	Exit without service receipt
	Service expenditures
	Exiting VR with employment
	Supported employment
	Employment
	Disability comparisons
	State comparisons
	Limitations
	Research priorities
	Further Information
	Meeting of the IACC 
	Parents’ Perceptions about Supporting Students with Autism to Transition to College 
	Background 
	Statement of the Problem 
	Purpose 
	Method- Participants 
	Method- Data Collection & Analysis 
	Limitations 
	Race/ethnicity of Participants 
	Educational Background 
	Household Income of Participants 
	Cultural Capital 
	Social Capital 
	Coaching Students to Navigate College 
	Encouraging Independence 
	Major Challenges 
	Discussion of Findings 
	Implications for Practice 
	Future Research 
	For more information… 
	Meeting of the IACC 
	IACC Committee Business 
	IACC Strategic Plan Update 
	2013 ASD Research Portfolio Analysis Preliminary Data 
	Preliminary Data: 2013 IACC Portfolio Analysis Report 
	Proportion of Federal and Private Funds Supporting ASD Research - 2013 
	Combined Federal and Private Autism Research Funding 2008-2013 
	2013 ASD Research Funding by Agency/Organization 
	Percentage of 2013 Funding by IACC Strategic Plan Question 
	2013 ASD Funding: Alignment with IACC Strategic Plan Objectives 
	Summary of Overall Progress in Strategic Plan Objectives through 2013 
	Data on Progress Toward SP Objectives 
	Question 1 Table of Objectives, Funding, & Status 
	Question 1: Full Listing of Projects for Each Objective 
	Subcategory Analysis: Question 1 – Screening & Diagnosis 
	2016 IACC Strategic Plan Request for Public Comment 
	Current Responses and Preliminary Data 
	Question 1: Diagnosis & Screening (363 responses to Q1 rec’d as of 6/29) 
	Question 2: Underlying Biology (351 responses to Q2 rec’d as of 6/29) 
	Question 3: Risk Factors (363 responses to Q3 rec’d as of 6/29) 
	Question 4: Treatments & Interventions (385 responses to Q4 rec’d as of 6/29) 
	Question 5: Services (467 responses to Q5 rec’d as of 6/29) 
	Question 6: Lifespan (481 responses to Q6 rec’d as of 6/29) 
	Question 7: Research Infrastructure and Surveillance (246 responses to Q7 rec’d as of 6/29) 
	It’s Not Too Late to Share your Thoughts with the IACC! 
	2016 Summary of Advances Process 
	Summary of Advances Process 
	Meeting of the IACC 
	Oral Comments Session  
	IACC Committee Member Discussion of Public Comments 
	2016 Summary of Advances Nominations 
	Q1. When should I be concerned?  
	Q2. How can I understand what is happening? 
	Q2. How can I understand what is happening? 
	Q3. What caused this to happen and can it be prevented? 
	 Q4. Which treatments and interventions will help? 
	Q5. Where can I turn for services? 
	Q6. What does the future hold, particularly for adults? 
	Q7. What other infrastructure and surveillance needs must be met? 
	Meeting of the IACC 
	Behavioral Interventions for Anxiety and Irritability in Children and Adolescents with Autism Spectrum Disorder 
	Disclosures 
	Autism Spectrum Disorder (ASD) 
	Anxiety in ASD 
	Cognitive-Behavior Therapy for Anxiety 
	Is CBT helpful for anxiety in ASD? 
	Neural Mechanisms of CBT for anxiety in ASD 
	Exposure and response prevention  
	Biomarkers of CBT for anxiety in ASD 
	Disruptive behaviors in ASD 
	Impact of disruptive behavior 
	Role of core ASD symptoms 
	Primary treatment options for irritability 
	Irritability in adolescents with ASD  
	CBT for irritability in typical development 
	Education about anger episode 
	Identify triggers of anger 
	Use calming thoughts  
	Parent training 
	Rewards 
	Behavior therapy for irritability in ASD 
	Behavior therapy for irritability in ASD 
	RDoC study of CBT for aggression/irritability 
	Frustration-induction GoNoGo 
	Neural targets of behavior therapy for irritability 
	Case illustration 
	Modification of behavioral interventions for ASD 
	Summary 
	Acknowledgements 
	Meeting of the IACC 
	Repetitive inflexible behaviors: Measurement, mechanism, & intervention  
	Autism & challenging behaviors 
	Comorbidity Model 
	Core Features Model 
	Testing the Core Features Model 
	Repetitive behavior & challenging behaviors 
	From targeted phenotype  to targeted treatment? 
	Mechanism? Social & Nonsocial Reward in ASD 
	An addiction-like  model of circumscribed interests & challenging behavior in ASD 
	Biomarker? Social & nonsocial visual exploration  
	Preclinical model? Exploration / foraging is conserved across species 
	Early intervention? Development of a family-implemented program 
	Meeting of the IACC 
	Severe self-injury  in developmental disorders:  Sensory & immune findings from the periphery  
	Disclosures 
	The Need 
	Parent Perspective 
	Scientific Puzzle & Clinical Paradox 
	Self-injury & ASD 
	Self-injurious behavior (SIB):  Some general conceptual models 
	Self-injury & pain: Insights from animal models & pain-related neurologic conditions 
	Our Overall Approach & Focus 
	Collaborators 
	Self-Injury - saliva, skin, and sensory mechanisms 
	Nervous System & Skin 
	How Does Experience Get Under the Skin? 
	Peripheral Nervous System & Skin …for touch/tactile and pain/nociception… 
	Background – Sensory Fibers 
	Bio-Behavioral Analysis of  SIB, Sensory Mechanisms, and Pain 
	(m) Quantitative Sensory testing 
	Skin Biopsy Approach/Methods 
	Altered Peripheral Nerve Morphology 
	Epidermal nerve fiber (ENF) density: Coefficient of variation (CV)  
	Altered Neuropeptide Content Density, Spacing, and Neuropeptide Content of SIB and Control Biopsies  
	Immune Activity:  Mast Cell Degranulation 
	Neuro-Immune Crosstalk: Sensory Behavioral Effects? Symons et al (2009) Brain, Behavior, & Immunity, 23:365-370  
	Peripheral pain biomarkers =  SIB risk markers?  
	Early ENFd variation w/ ‘At Risk’ sample 
	Closing Thoughts on Long-Term Effects of Chronic Tissue Damaging SIB 
	Summary of findings 
	Clinical implications: 
	Research implications from mechanism to treatment target 
	Meeting of the IACC 
	Round Robin 
	NIMH ASD-PEDS Network 
	IMFAR 2016  
	Closing Remarks 
	Adjournment




