Autism Treatment Acceleration Act of 2009
AUCD Detailed Summary

On April 2, Sens. Durbin (D-IL), Casey (D-PA), and Menendez (D-NJ) introduced the Autism Treatment Acceleration Act (S. 819) which was referred to the Senate Health, Education, Labor and Pensions Committee.  There is not House companion bill to date.
The bill defines “autism spectrum disorder” as a developmental disability that causes substantial impairments in the areas of social interaction, emotional regulation, communication, and the integration of higher-order cognitive processes and which may be characterized by the presence of unusual behaviors and interests. Such term includes autistic disorder, pervasive developmental disorder (not otherwise specified), Asperger syndrome, Retts disorder, childhood disintegrative disorder, and other related developmental disorders.
Autism Care Centers Demonstration Project
Section 5 establishes a demonstration project for the implementation of an “Autism Care Center Program” to authorize HRSA to provide three year grants to a State or a public or private nonprofit entity to improve the effectiveness and efficiency in providing comprehensive care to individuals diagnosed with autism spectrum disorders (ASD) and their families. Autism Care Center is defined as a center that is directed by a primary care coordinator who is an expert in autism spectrum disorder treatment and practice and provides an array of medical, psychological, behavioral, educational, and family services to individuals with autism and their families.

Besides providing comprehensive care, other goals of the demonstration include: 

· access to appropriate health care services, especially wellness and prevention care, at times convenient for patients;

· patient satisfaction;

· communication among autism spectrum disorder health care providers, behaviorists, educators, specialists, hospitals, and other autism spectrum disorder care providers;

· school placement and attendance;

· successful transition to postsecondary education, vocational or job training and placement, and comprehensive adult services for individuals with autism spectrum disorders, focusing in particular upon the transitional period for individuals between the ages of 18 and 25;

· the quality of health care services, taking into account nationally-developed standards and measures;
· development, review, and promulgation of common clinical standards and guide lines for medical care to individuals with autism spectrum disorders;

· development of clinical research projects to support clinical findings in a search for recommended practices; and

· improve the quality of life of individuals with autism spectrum disorders, including communication abilities, social skills, community integration, and employment and other related services; and

· decrease  inappropriate emergency room utilization, which can be accomplished through initiatives such as expanded hours of care;

· decrease avoidable hospitalizations;

· decrease duplication of health care services;

· decrease the inconvenience of multiple provider locations;

· decrease health disparities and inequalities that individuals with autism spectrum disorders face; and

· decrease preventable and inappropriate involvement with the juvenile and criminal justice systems.
To be eligible for the grant, the State or non-profit entity agree to establish and implement an autism care center that:

· enables targeted beneficiaries to designate a personal primary care coordinator in such center to be their source of first contact and to recommend comprehensive and coordinated care for the whole of the individual;

· provides for the establishment of a coordination of care committee that is composed of clinicians and practitioners trained in and working in autism spectrum disorder intervention;

· establishes a network of physicians, psychologists, family therapists, behavioral specialists, social workers, educators, and health centers that have volunteered to participate as consultants to patient-centered autism care centers to provide high-quality care, focusing on autism spectrum disorder care, at the appropriate times and places and in a cost-effective manner;

· works in cooperation with hospitals,

· local public health departments, and the network of patient-centered autism care centers, to coordinate and provide health care;

· utilizes health information technology to facilitate the provision and coordination of health care by network participants; and

· collaborates with other entities to further the goals of the program, particularly by collaborating with entities that provide transitional adult services to individuals between the ages of 18 and 25 with autism spectrum disorder, to ensure successful transition of such individuals to adulthood
Planning and Demonstration Grant for Services for Adults
Sec. 6 of ATAA  allows the Secretary to establish a one-time, single-year planning grant program for eligible entities; and a multiyear service provision demonstration grant program for selected eligible entities.
A State or non-profit receiving these grants are to carry out programs that focus on critical aspects of adult life, such as:

· postsecondary education, vocational training, self-advocacy skills, and employment;

· residential services and supports, housing, and transportation;

· nutrition, health and wellness, recreational and social activities; and

· personal safety and the needs of individuals with autism spectrum disorders who become involved with the criminal justice system.
The planning grants must be carried out in consultation with the State Developmental Disabilities Council and other organizations representing individuals with ASD and families.

The multi-year implementation grants will be awarded to eligible States that received a planning grant.  The application for implementation grants must provide the following:

· the services that the eligible entity proposes to provide and the expected outcomes for adults with autism spectrum disorders who receive such services;

· the number of adults and families who will be served by such grant, including an estimate of the adults and families in under-served areas;
· the ways in which services will be coordinated among both public and nonprofit providers of services for adults with disabilities, including community-based services;
· the process through which the eligible entity will distribute funds to a range of community-based or nonprofit providers of services, including local governments, and such entity’s capacity to provide such services;

· the process through which the eligible entity will monitor and evaluate the outcome of activities funded through the grant;

· the plans of the eligible entity to coordinate and streamline transitions from youth to adult services;

· the process by which the eligible entity will ensure compliance with the integration requirement provided under section 302 of the Americans With Disabilities Act of 1990 (4210 U.S.C. 12182); and

· a description of how such services may be sustained following the grant period.
National Registry for Autism Spectrum Disorders

Sec. 7 establishes a voluntary population-based registry of cases of ASD to facilitate the collection, analysis, and dissemination of data related to ASD.  Activities of the Registry may include:
· implement a surveillance and monitoring system that is based on thorough and complete medical diagnosis data, clinical history, and medical findings;

· collect standardized information concerning the environmental, medical, social, and genetic circumstances that may correlate with diagnosis of autism spectrum disorders;

· promote the use of standardized autism spectrum disorder investigation and reporting tools of the Centers for Disease Control and Prevention, as well as standardized autism spectrum disorder protocols;

· establish a standardized classification system for defining subcategories of autism spectrum disorders for surveillance research activities; and
· support multidisciplinary reviews of autism spectrum disorders.
Multimedia Campaign

Sec. 8 authorizes the Secretary of HHS to award grants to public and nonprofit private entities to carry out multimedia campaigns to increase public education and awareness and reduce stigma concerning healthy developmental milestones and challenges that individuals with ASD face throughout the lifespan.

Interdepartmental  Autism Coordinating Committee

Sec. 9 establishes an Interdepartmental  Autism Coordinating Committee to coordinate all Federal efforts concerning ASD.  Membership of the Committee shall be composed of the Director of NIH and other appropriate institutes; heads of other agencies within the Department of Health and Human Services; and representatives of the Dept. of Education, Defense, and other federal agencies that provide services to or have programs that impact individuals with ASD.  Not less than 2/5 of the committee shall include non-public members appointed by the Secretary, of which at least one is an individual with ASD; one shall be a parent or guardian; one shall be a representative of a non-governmental organization; and one shall be a representative of a leading research, advocacy, or service organization.  Members serve four year terms that may be renewed.  Subcommittees on research, services and other topics may be established and may included individuals not on the Committee.
National Network for Autism Spectrum Disorders Research and Services

Sec. 10 authorizes the Secretary to establish a National Network for Autism Spectrum Disorders Research and Services composed of Federal, regional, State and local level entites to provide resources for and facilitate communication between, autism spectrum disorder researchers and service providers for individuals with autism spectrum disorders and their families.

The purposes of the National Network are to build upon the infrastructure relating to autism spectrum disorders that exists on the date of enactment of this Act; strengthen linkages between autism spectrum disorders research and service initiatives at the Federal, regional, State, and local levels; facilitate the translation of research on autism spectrum disorders into services and treatments to improve the quality of life for individuals with autism and their families; and ensure the rapid dissemination of evidence-based or promising autism spectrum disorder practices through a new National Data Repository for ASD Research and Services established under the Act.

A Committee of Regional Leaders shall be established to monitor, report, analyze, and disseminate information in the Data Repository and to facilitate communication between various members of the National Network.  The Committee shall ensure regional participation through the appointment of regional leaders such as university- and community-based partnerships.

The Regional leaders will appoint State directors to coordinate the activities of the National Network at the State and community levels.

State Directors will establish State and community sub-networks to engage in frontline activities and provide direct services, including diagnostics, treatments, resource and referral, and support programs.
A contract will be made to a public or private nonprofit entity to establish a National Data Repository to collect, store, and disseminate information regarding research, data, findings, models of treatment, training modules, and technical assistance materials related to autism spectrum disorders in order to facilitate the development and rapid dissemination of research into best practices that improve care. 

The Administrator of the Repository must collect information from ASD research and service agencies and organizations including: Centers of Excellence in Autism Spectrum Disorder Epidemiology; autism care centers; recipients of the adult services planning and implementation grants; UCEDDs or other recipients of training supplements; and the Regional, State and subnetworks.

National Training Initiatives on ASD

Sec. 11 of ATAA authorizes multiyear national training initiative supplemental grants to public or private nonprofit entities, including University Centers for Excellence in Developmental Disabilities and other service, training, and academic entities.  The purpose is to provide training and technical assistance and to disseminate information to address the unmet needs of individuals with ASD and their families.

Entities receiving training initiatives grants are to expand and develop interdisciplinary training and continuing education initiatives for health, allied health, and educational professionals by engaging in the following activities:

· Promoting and engaging in training for health, allied health, and educational professionals to identify, diagnose, and develop interventions for individuals with, or at risk of developing, autism spectrum disorders.

· Working to expand the availability of training and information regarding effective, lifelong interventions, educational services, and community supports, including specific training for criminal justice system, emergency health care, legal, and other mainstream first responder professionals, to identify characteristics of individuals with autism spectrum disorders and to develop appropriate responses and interventions.

· Providing technical assistance in collaboration with relevant State, regional, or national agencies, institutions of higher education, advocacy groups for individuals with autism spectrum disorders and their families, or community-based service providers.

· Developing mechanisms to provide training and technical assistance, including for credit courses, intensive summer institutes, continuing education programs, distance-based programs, and web-based information dissemination strategies.

· Collecting data on the outcomes of training and technical assistance programs to meet statewide needs for the expansion of services to children with autism spectrum disorders and adults with autism spectrum disorders.
Two percent of the funds provided under this section will be reserved to provide a grant to a national organization with demonstrated capacity to provide training and technical assistance to those receiving training initiative grants.
Amendments Related to Health Insurance

Sec. 12 requires that health insurers cover the diagnosis and treatment of ASD, including Applied Behavioral Analysis therapy and assistive communication and other assistive technologies.

Authorization of Appropriations

Sec. 13 authorizes such sums for FY 2010 through 2014 as may be necessary to carry out the programs under the Act.
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