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National Outcomes Model

Mission: To improve the lives of all affected by autism. 

Vision: Individuals and families living with autism are able to maximize their 
quality of life, are treated with the highest level of dignity, and live in a society in 
which their talents and skills are appreciated and valued.

Three Keys to Achieving Mission
The vision identifies three keys to improving the lives of those affected by autism: 
1. Maximize Quality of Life
2. Treated With Dignity
3. Talents Are Valued



Strategic Plan

Strategic Planning Process:
● “How do we know when we have successfully helped an individual living with autism?”
● Goal: To define how best to assure opportunity and measurable outcome success in 

quality of life throughout an individual’s life
● Comprehensive, highly inclusive and transparent 

○ Engaged over 200 key stakeholders including family members, professionals, 
Affiliate leaders, and individuals with an autism diagnosis

● Examined how best to assure that each person with an autism diagnosis would be 
able to maximize his or her quality of life each and every day  

 



National Outcomes Model

● All efforts by the Autism Society focus on these three keys improving lives across 
the lifespan. 

● Through our strategic planning efforts, the Autism Society identified 15 outcomes 
that best indicate improvement to the lives of those affected by autism. 

● Each of the 15 outcomes supports one of the three keys: maximizing quality of 
life, being treated with dignity, and having talents valued.

Maximize Quality Of Life Treated With Dignity Talents Are Valued

Independent Living Communication Financial Stability

Health and Well-Being Inclusion Academic Success

Social Connections Respect and Dignity Pursuit of Dreams

Recreation and Leisure Safety Subjective Well-Being

Autonomy and Self-Sufficiency Self-Identity and Acceptance Meaningful Employment with Fair Wages



Benefits of the National Outcomes Model:

● Consistent outcomes nationwide
● Maintains autonomy among the Affiliates to serve their local communities through 

local programs
● Clear language on what we do and why it matters

National Outcomes Model



Core Services

● Advocacy
○ National, State, Local

● Education
○ Educating individuals with autism, their loved ones, professionals from 

multiple disciplines, and the public at large
● Information & Referral

○ Empowering those affected by autism through a one-on-one connection
● Support

○ Helping understand available services 
○ Helping navigate often complex and confusing service systems
○ Training to local and statewide organizations on being autism friendly 

● Community
○ Building autism friendly, inclusive communities where individuals with 

autism can live, work, play, socialize, learn and worship in the setting and 
manner of their own choosing



Core Services and Outcomes

Applying the Outcomes Model to our five Core Services:
● The strength of the Autism Society lies in the local knowledge and presence 

of our network of Affiliates. 
● Programs and services are tailored to best serve the local communities 
● All Autism Society activity across the country:

○ Provides one of our five Core Services
○ Advances at least one of the Quality of Life Outcomes



Lifespan Planning

About Lifespan Planning:
● Ongoing cradle to grave process where an individual's needs are anticipated 

and proactively planned for. 
● Vital element in impacting positive outcomes for families and individuals living 

with autism. 
● Includes assistance, guidance and programs which evolve over a person's 

lifetime, to improve their own quality of life in a manner that is meaningful to 
both the individuals and their families.



Life Stages
● Like everyone else, people with autism move through significant life changes. 
● Quality of life depends not only on the foundation provided in childhood, but also on 

ongoing supports that are specific to their educational, medical, social, recreational, 
family and employment needs. 

● The Autism Society supports people with autism and their families through five critical 
stages of life:
○ Birth to 5
○ School Age
○ Transition to Adulthood
○ Adulthood
○ Older Adult

Lifespan Planning



Life Stages
● Birth to 5

○ Early identification of an ASD is crucial, as it means early intervention services 
can begin, making a huge impact on a child’s behavior, functioning and future 
well-being.

○ Preparation for starting school.
● School Age

○ The school years bring innumerable challenges for a child with autism, but they 
also hold incredible opportunity for growth. 

○ For parents, the challenge is to discover and leverage resources to maximize the 
child’s avenues of academic learning, social experience and physical fitness.

○ Having a team of professionals is essential throughout this long life stage – 
getting help from those who know the system can reduce stress on the family 
and improve outcomes for the child with autism.

Lifespan Planning



Life Stages
● Transition to Adulthood

○ The transition from federally mandated services provided through the school 
system to adult services can be a challenge. 

○ The first step in transition planning is to take a look at the individual’s interests, 
abilities and needs. 

● Adulthood
○ The Autism Society works to ensure that every adult with autism has access to 

services and supports that maximize independence and secure the highest 
quality of life. 

Lifespan Planning



Life Stages
● Older Adult

○ Transition into older adulthood brings unique challenges in healthcare, housing, 
social supports, and financial management. 

○ Autism research and support services have historically focused largely on 
children, but as more adults with an autism diagnosis transition into this life 
stage, communities are beginning to look more closely at how to best provide 
ongoing support for older adults on the spectrum.

Lifespan Planning



The Autism Society’s Lifespan Planning Initiative:
● The Autism Society is the organization that is best positioned to provide 

assistance, guidance, advice, and direction to stakeholders across their 
lifespan. 

● We are currently working to build a lifespan planning model that is 
sustainable, accessible and scalable, and that leverages community 
partnerships, so all individuals and families living with autism are able to 
maximize their quality of life, are treated with the highest level of dignity, and 
live in a society in which their talents and skills are appreciated and valued

Lifespan Planning



How you can help:
● Partnerships on milestones and program development
● Funding

Lifespan Planning



QUESTIONS
Margaret Miller

Vice President, Strategic Advancement
mmiller@autism-society.org


	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




