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IACC Strategic Plan Question 5 

Where can I turn for services? – Volunteer drafter- David Mandell  

  

Introduction  

The aspirational goal for question five is that communities will access and implement necessary, high-
quality, evidence-based services and supports that maximize quality of life and health across the lifespan 
for all people with ASD.  

The 2009 Strategic Plan, which was revised in 2010 and 2011, delineated nine objectives related to 
Question 5, which include four short-term objectives and five long-term objectives to address gaps in 
current policy and services research that will benefit the autism community. These objectives call for 
studies and demonstration projects addressing issues such as: ways to improve access to services in 
traditionally underserved populations, developing successful models for self-directed care, evaluating 
how best to coordinate services across multiple state and local agencies, studying and improving health 
and safety and reducing mortality in individuals with ASD, implementing and disseminating  proven-
efficacious interventions, and evaluating cost effectiveness of services. The total recommended budget 
was $71.1M across all nine objectives for this question.   

Progress Towards Strategic Plan Objectives  

The 2011-2012 Portfolio Analysis reviewed projects funded by both government agencies and private 
foundations from 2008 – 2012.  Based on this analysis, the cumulative investment from 2008 – 2012 was 
$124M.  Approximately 30% of the investments assigned to Question 5 were not in gap areas and 
therefore, not aligned with any of the nine objectives.   

Of the nine specific objectives under Question 5, three objectives addressing access to services and 
implementation of evidence-based interventions in diverse populations, and evaluation of training for 
service and support providers, met or exceeded the recommended budget and fulfilled the 
recommended number of projects. Five specific objectives, which represent the majority for this 
question, were far below the recommended budget and number of projects. These include objectives 
regarding evaluation of state and local coordination of community-based services, projects to examine 
health, safety, and mortality issues, testing evidence based services for community living settings, 
evaluation of programs to increase health and safety, and studies to address dental health issues of 
people with ASD. Additionally, one objective, on studies to examine how self-directed community-based 
services impact individuals across the ASD spectrum, did not have any funding or projects in the past 
two years, though there were some projects in this objective category earlier. The committee felt, 
however, that even with the earlier projects, they did not adequately cover some of the key community-
based services, such as those related to employment and housing.  

Considerable progress was made in some areas related to these 9 objectives. A growing body of 
research examines the best strategies to implement evidence-based autism interventions in community 
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settings, especially schools. Large-scale randomized implementation and effectiveness trials have shown 
that, with appropriate organizational and individual supports, evidence-based interventions developed 
in university-based research settings can be implemented with fidelity in community settings and result 
in more positive outcomes than usual community care. Implementation science is developing within 
autism, and new developments in implementation science, such as methods for addressing 
organizational, provider and consumer level factors to improve services and outcomes, can and should 
be applied to autism intervention.  

In a related development, the National Professional Development Center on Autism Spectrum Disorders, 
supported by the U.S. Department of Education, now provides free information on evidence-based 
practices for children and adolescents with ASD for these groups. The same center has made great 
progress on the development of web based training programs for the dissemination of early educational 
intervention best practices to states. This provides an opportunity for research examining the effects of 
such resources on implementation in both rural and urban settings. In the medical arena, the first 
empirically-supported physician guidelines for the treatment of gastro-intestinal conditions, sleep 
conditions, and ADHD are now available. These guidelines represent a major step forward in defining 
standards of care for these commonly co-occurring conditions. In the realm of safety issues, the 
Department of Education issued a resource document for restraint and seclusion in 2012 that provided 
guidance to schools on limiting restraint and seclusion while promoting positive behavioral supports and 
interventions as a safe and effective alternative. Additionally, the first research studies of ASD-
associated wandering have been done and progress has been made by (NAA, others?) in developing 
toolkits and information for preventing wandering and by (Dept. of Justice and NCMEC, others?) on 
quickly and appropriately responding to ASD wandering incidents to reduce injury and mortality.   

The passage and implementation of the Affordable Care Act (ACA) creates the opportunity for states to 
include behavioral treatments for individuals with ASD as part of their essential health benefits. This 
determination was based on the available evidence regarding behavioral interventions, and represents 
an important impact of science on policy. The extent to which states will do so and the effects of the 
adoption of these benefits on treatment and outcomes remains unclear.  

A wealth of descriptive studies over the last five years has quantified the economic and health impact of 
autism on families. There is also a much better and sophisticated understanding of disparities in the 
delivery of care to children and adults with ASD. More recent research has moved beyond examining 
disparities in age of diagnosis to examine disparities in components of the diagnostic experience and in 
service use post diagnosis. Recent findings that the mortality of people with ASD is not substantially 
different from typically-developing peers points to the need to address the issues of geriatric and older 
adults with ASD. 

The economic cost of autism in the United States was updated recently using some of the studies 
referenced above, and showed the substantial increase in cost across a variety of domains. Drivers of 
costs for children were special education services and parental productivity loss. These costs were 
substantially smaller, however, than those related to residential care and individual productivity for 
individuals with ASD in adulthood.  

Comment [sd1]: Do you also want briefly 
mention Medicaid coverage? 

Comment [sd2]: Do you also want to mention 
update on military benefits?  
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Progress towards aspirational goal 

Health disparities in the diagnosis and treatment of autism now are well described but poorly 
addressed. Studies must move from observational to experimental, in which strategies to reduce 
disparities are developed and tested. One issue of particular importance may be whether improving 
quality of care in traditionally underserved geographic regions is enough to ameliorate disparities, or 
instead interventions targeted towards specific cultural and ethnic groups are needed.  The Committee 
highlighted the need for the research portfolio to focus on developing practical, affordable and 
culturally-competent services and support approaches that can be used in a variety of settings, and for 
these approaches to be able to be adapted to the required scale to meet community needs. 

While considerable strides have been made towards understanding the best ways to implement 
evidence-based practices in community settings, there is much work left to do in bringing interventions 
to scale. One barrier to studies that address related issues is the lack of strong, ongoing community-
academic partnerships. These partnerships are necessary to conduct field research on effectiveness, 
implementation and scale-up of evidence-based practices. The Institute of Education Science offered a 
partnership (request for award) RFA last year and NIMH previously supported a RISP (research 
infrastructure program) mechanism to develop and maintain this type of infrastructure. On a related 
note, most implementation or effectiveness studies have examined one intervention at a time and in 
single service systems. Many, if not most, individuals with ASD receive multiple services concurrently in 
response to complex needs. Methods are needed to account for, and perhaps coordinate or simplify this 
complexity. 

Progress in this area also has been hampered by some significant measurement issues. Currently there 
are few instruments that are appropriate use at the population level to measure either availability or 
quality of services, or outcomes of these services. State agencies already may collect some of these 
important measures or may have the infrastructure to do so, suggesting the need for a different type of 
public-academic partnership. This measurement is urgently needed to provide a benchmark for the 
success of different programs at improving the health of the population and to identify models of 
excellence. 

Similarly, while there have been important strides in estimating the economic impact of autism, there 
have not been similar efforts to determine the cost effectiveness of services. Cost effectiveness research 
provides important data for policy decisions. New cost effectiveness research should take a lifespan 
approach to assess long-term cost benefits. Economic cost is not the only cost however, and should not 
be examined at the expense of other potential benefits of intervention. The concept of “social return on 
investment” may be an important one to examine. One possibility to address both types of return on 
investment is to take advantage of ongoing or recently completed randomized trials to continue to 
follow both the experimental and control conditions to determine the long-term impacts of these 
interventions.  

In the past 5 years, the IACC and private organizations have helped raise a new level of public awareness 
of safety issues such a seclusion and restraint and wandering that have had significant impact on the 
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ASD community.  Some initial steps toward disseminating information and data gathering activities have 
begun, but much more progress is needed in order to reduce the number of incidents, injuries and 
deaths associated with these preventable circumstances. 
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