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54,000 participants 

• 15,000 children with ASD 

•  5,000 adults with ASD 

•  14,000 siblings 

•  20,000 parents/guardians 

http://www.ianresearch.org/


Background: IAN Elopement Study 2011 
• Concern about elopement and child safety 

• Possible link between elopement and auditory hypersensitivity 
Question 10: If you are able, please tell us what you believe causes your child’s 
elopement behavior. Check all that apply. (n=725) 
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Enjoys running and/or exploring

Trying to reach a place he/she enjoys

Trying to escape an anxious situation (like demands at school)

Trying to escape uncomfortable sensory stimuli (like loud noise)

Pursuing his/her special topic

Completely at random/can't predict

Is bored or understimulated

Has too much energy or is hyper

Times of transition or commotion

Leaves because of confusion, disorienation or unfamiliar setting

Leaves when attention shifts away (waiting to get away)

Leaves to get attention (loves being chased)

Trying to reach or find a certain person

Fleeing something frightening

Trying to find  food/favorite food

Other

None of these apply

Anderson et al, Pediatrics 2012 



Auditory Sensitivity 
• Abnormal sensory experiences common in ASD (40% - 100%) 

• Auditory hypersensitivity affects 30-50% children with ASD 

• Not related to auditory acuity 

• Parent concerns about hypersensitivity 

– Child in distress and/or pain 

– Increased unsafe behaviors  

– Difficult to manage 

 

 

• Safety concerns also related to hyposensitivity 

 



Auditory Sensitivity and Child Safety Study 

• Funded by National Autism Association 

• Team included parents, ASD experts, audiologists, 
researchers 

• Launched Spring 2014 

• Aims: 
– Characterize auditory hyper- and hyposensitivity in 

children with ASD 

– Determine relationship between auditory hypersensitivity 
and potentially unsafe behaviors 

– Assess use and satisfaction of interventions for auditory 
hypersensitivity 
 



Who participated? 

• Survey of parents of children with ASD (n=814) 

• Child Characteristics  
– 82.4% male 

– 87.5% non-Hispanic; 84.8% white 

– Median age: 10.3 years 

– ASD Diagnosis 

• ASD  28.1% 

• Autism  34.4% 

• PDD-NOS  21.0% 

• Asperger’s Syndrome  13.9% 

• PDD  2.6% 



Hypersensitivity: Preliminary Results 

• Reported Rates 
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13.4%

 
 

• Median age 
– Onset: 2.0 years 

– Resolution: 7.5 years 

– Worst symptoms: 4.5 years 

• Child’s Emotional State 
 
 
 
 
 
 
 

(n=631 responses) 

Stressed 77.7%

Irritable 61.3%

Scared 55.2%

Nervous 54.4%

Frustrated 43.9%

Annoyed 40.9%

• Child’s Physical Response 
(n=631 responses) 

Covers ears 85.9%

Yells or screams 52.2%

Tries to run away 42.3%

Cries 36.3%

Tries to stop 

sound/noise 33.8%

Tries to hide 25.2%

Current 

Never 

Resolved 

n=631 

n=109 

n=73 



Hypersensitivity: Preliminary Results 

• More Severe ASD symptoms 
─ SRS raw score  

• 111.6 vs. 99.3 (p<0.0004) 
 

• More likely to have Epilepsy/Seizure Disorders 
─ 11.3% vs. 7.3% (χ2 <0.001 FET) 
 

• 18/60 (30%) seizure related to auditory triggers 
 



Hypersensitivity: Preliminary Results 

• Impact: Always or frequently limits participation  

─ 31.1%  Family activities 
─ 29.8%  School activities 
─ 38.5%  Community activities  
 

• Burden 
─ 63.4% episodes weekly (26% daily) 
─ 49.5% mod or extreme difficulty managing 

n=631 responses 



Hypersensitivity: Preliminary Results 

• Safety Concerns 
 

─ 43.2% in an unsafe situation  
• 11.0% very unsafe 
• 10.7% moderately unsafe 
• 21.5% somewhat unsafe 
 

─ 18.2% Child physically injured or hurt 
─ 28.1% Others physically injured or hurt 

n=631 responses 



Hypersensitivity: Preliminary Results 

• Common Interventions 

USED 
BY 

Very 
Satisfied 

Somewhat 
Satisfied 

Somewhat 
Unsatisfied 

Very 
Unsatisfied 

Warning/preparing child 
for trigger sounds 

90.9% 13.5% 39.5% 9.3% 10.3% 

Avoiding trigger sounds 89.8% 23.9% 34.1% 6.4% 4.2% 

Taking quiet breaks 85.6% 31.0% 40.4% 4.1% 4.5% 

Ear buds/standard 
headphones with music 

57.6% 23.3% 31.1% 11.1% 12.2% 

Ear muffs 50.3% 24.0% 27.4% 11.0% 19.2% 

Ear plugs 44.8% 7.1% 17.4% 16.7% 45.0% 

n=631 responses 



Hyposensitivity: Preliminary Results 
• Reported Rates 

 

 

 

 

 

 

• Median age 
– Onset: 1.5 years 

– Resolution: 4.5 years 

– Worst symptoms: 3.0 years 

Never 

Resolved 

Current 

• Safety Concerns 
 
 (n=243 responses) 

─ 52.5% in unsafe situation 
• 16.1% very unsafe 
• 15.7% moderately unsafe 
• 20.7% somewhat unsafe 
 

─ 15.6% Child physically injured 
or hurt 

 
─ 10.0% Others physically 

injured or hurt 
 

n=449 

n=243 

n=120 



Acknowledgements 

• IAN: Alison Marvin, Jaimie Toroney and Eric 
Rubenstein (UNC) 

• National Autism Association: Wendy Fournier and 
Lori McIlwain 

• Other: Cathy Rice (CDC/Emory), Joseph Pillion 
(Audiology/KKI), and Louis Hagopian (Behavior 
Psychology/KKI) 

• IAN Families 



Other Support 

• IAN is a partnership project of the Kennedy Krieger 
Institute and the Simons Foundation 

 

• IAN is also partially funded through a Patient-
Centered Outcomes Research Institute (PCORI) 
Award for development of the National Patient-
Centered Clinical Research Network, known as 
PCORnet.  

 


	Meeting of the Interagency Autism Coordinating Committee
	Meeting of the IACC Morning Agenda
	Autism Speaks
	Some Context and Background for ABLE
	The ABLE Act
	Eligibility
	Rules, Rules, Rules
	How May Funds from an ABLE Account Be Used?
	State ABLE Implementation Map 2016
	ABLE Program Implementation
	Future Directions
	Avonte’s Law
	Avonte’s Law Becomes Kevin and Avonte’s Law
	Kevin and Avonte’s Law Provisions
	Status of Kevin and Avonte’s Law
	Companion Legislation
	Overview of FEHB
	Federal Workforce
	ABA and FEHB
	FEHB ABA Coverage Map 2016
	Current FEHB ABA Coverage
	Announcement of New Coverage for 2017
	Meeting of the IACC Morning Agenda - continued
	Meeting of the IACC Advisory Committee on Increasing Competitive Integrated Employment for Individuals with Disabilities
	Meeting of the IACC Break
	Meeting of the IACC Morning Agenda - continued
	IACC Committee Business
	April is National Autism Awareness Month
	NIMH Special Lecture for Autism Awareness Month
	Other Recent OARC Sponsored Activities
	Introducing the IACC’s New Website!
	IACC Responsibilities
	2015 IACC Summary of Advances
	2014 IACC Summary of Advances
	2011-2012 IACC Portfolio Analysis Report
	IACC Strategic Plan Update
	Structure of IACC Strategic Plan
	2016 Strategic Plan Update
	2016 Strategic Plan Update Resources
	2016 Strategic Plan Next Steps
	Topical Working Groups
	2015 Summary of Advances Process
	Office of Autism Research Coordination
	Meeting of the IACC Lunch
	Meeting of the IACC Oral Comments Session
	Meeting of the IACC IACC Committee Member Discussion of Public Comments
	Meeting of the IACC Science Update
	Q1. When should I be concerned?
	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?
	BSNIP “Biotypes: (1) Cognitive Control, (2) Sensorimotor Reactivity
	Meeting of the IACC Break
	Meeting of the IACC Wandering Research Update
	Meeting of the IACC Afternoon Agenda
	Autism & Wandering: The Road to Prevention
	What We’ve Learned
	NAA Big Red Safety Box Program Launched in 2011 23,000 Boxes Shipped to Date
	What We’ve Learned
	What We Need
	Conclusions
	Thank You!
	Auditory Sensitivity and Safety in Children with ASD
	www.ianresearch.org
	Background: IAN Elopement Study 2011
	Auditory Sensitivity
	Auditory Sensitivity and Child Safety Study
	Who participated?
	Hypersensitivity: Preliminary Results
	Acknowledgements
	Other Support
	Meeting of the IACC Afternoon Agenda
	Meeting of the IACC Panel on Adult Therapies for ASD
	Cognitive Enhancement Therapy for Adults with Autism Spectrum Disorder
	Disclosures
	Autism Spectrum Disorder Exists in Adulthood
	20-Year Outcome in Adult ASD
	What can help?
	RCTs of Cognitive Remediation in Schizophrenia (k = 38)
	State of Treatment for ASD
	Where to start?
	Autism is a Brain Disorder
	Brain-Based Cognitive Impairment in Adult Autism (N = 40)
	Promise of Cognitive Remediation
	Cognitive Enhancement Therapy
	Social-Cognitive Training
	Why CET for Adults with ASD?
	First Trial of CET in Adult ASD
	Baseline Characteristics (N = 54)
	Preliminary Effects on Cognition and Behavior (N = 44)
	Preliminary Effects on Employment (N = 44)
	Preliminary Effects on Brain Function (N = 26)
	Preliminary Effects on Functional Connectivity (N = 26)
	Conclusions
	Acknowledgments
	Meeting of the IACC Afternoon Agenda - continued
	Meeting of the IACC Round Robin
	Prevalence and Characteristics of Autism Spectrum Disorder Among 8-year-old Children
	Autism and Developmental Disabilities Monitoring (ADDM) Network
	Current ADDM Network Sites, Surveillance Years 2010 and 2012
	ADDM Network: 2012 ASD Prevalence
	ADDM Network: 2012 Age at Earliest Evaluation
	ADDM Network: 2012 Key Findings
	For more information
	Meeting of the IACC Closing Remarks
	Meeting of the IACC Adjournment



