	AUTISM: ADDRESSING A NATIONAL HEALTH CRISIS

During his campaign, President-Elect Obama introduced specific strategies for addressing autism in a document entitled, “Barack Obama and Joe Biden: Supporting Americans with Autism Spectrum Disorders” which states “More than one million Americans have Autism Spectrum Disorders (ASD), a complex condition that impacts communication, socialization, and behavior.  And more cases of ASD are being recognized across the country at an alarming pace.” 
Autism Facts & Statistics 
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1 in 150 children
· 4:1 ratio of boys to girls
· 1 in 98 boys
· Fastest growing developmental disability

· 100 billion annual costs

· In ten years the annual costs are projected at 200-400 billion.

· Cost of lifelong care can be reduced by 2/3rds with early intervention.
· A family with a child with autism will fund 3 to 5 million dollars of services throughout the lifetime of the child.

· More children will be diagnosed with autism this year than cancer, diabetes, Downs Syndrome and AIDS combined.

· Autism receives less than 5% of the research funding of most of the more prevalent childhood disorders.

· Approximately 1 million individuals in the US have autism

Incidence vs. Private Funding (2007)

Condition                            Incidence              Private Funding
                              Pediatric AIDS                       1 in 8,000                 394 Million

                              Leukemia                                1 in 25,000               310 Million

                              Muscular Dystrophy             1 in 20,000               175 Million

                              Juvenile Diabetes                  1 in 500                     130 Million

                              Autism                                      1 in 150                       42 Million
· Studies have shown that environmental toxins like mercury and pesticides cause autism.
· There has been no study that has directly linked a pure genetics basis for autism.
· The fastest growing genetic disorders are approximately 1% per 100 years.  Autism is much greater than that. 
Recommended High Priority Issues for Immediate Action
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We recommend immediate implementation of the following strategies so Americans with ASD, their families, and their communities can obtain the help they need to face the challenges of living with and/or supporting individuals with autism.
Work Together:

In their document, “Barack Obama and Joe Biden: Supporting Americans with Autism Spectrum Disorders” President-elect Obama emphasized his “commitment to open the doors of our government to the American people” and issued a promise in “facilitating open dialogue among Americans with special needs and their families, federal and state agencies, regional centers, resource centers, research institutions, school districts, first responders, and community members.” 
We recommend, as part of said commitment, a meeting with the leaders of Generation Rescue (“Jenny McCarthy’s Autism Organization”) and the Transition Team be scheduled as soon as possible, so we can discuss these high priority issues in greater detail.  
Generation Rescue is a parent-founded, parent-led organization of more than 900 mentor families and leading researchers and clinicians from around the globe working to not only discover the potential cause of ASD but also focusing on effective treatments.

Implement a National ASD Strategy:
A National ASD Strategy, developed by a panel of experts on ASD approved by the stakeholders, will identify targeted outcomes, establish measurable goals and timelines, and create accountability for ASD research.

We recommend within the first 100 days the President appoints this panel with the purpose of developing a National ASD Strategy that communicates a sense of urgency reflecting the alarming increase and prevalence of ASD, and declare autism a national health emergency.
Establish A National Institute of Autism (NIA):

Currently, autism research is fragmented among at least 5 institutes within the National Institutes of Health (NIH).  

We recommend the President issue a directive to the Secretary of Health and Human Services (HHS) calling for the establishment of a National Institute of Autism not only to eliminate the fragmentation, but more important, to serve as a central location from which the planning, management and coordination of all ASD research stems.  This 28th Institute under NIH would significantly enhance the effort to identify and prevent Autism Spectrum Disorders at their earliest stages and foster the research of innovative treatment interventions to help reduce their impact.

Appoint Federal ASD Coordinator to Oversee All Federal ASD Efforts:

By establishing one top-level point person to coordinate ASD efforts in the White House, we will ensure that ASD receives the recognition and priority it deserves in the federal government.

We recommend this person be representative of the ASD community as a whole, committed to independently advocating on behalf of those affected.

Fully Fund the Combating Autism Act and Federal Autism Research Initiatives:

Since the bill has been enacted, federal funding for ASD has not increased to the levels authorized by the Combating Autism Act (CAA). The CAA authorized $645 million for NIH research over five years, but the plan falls short by close to $200 million.

We recommend the immediate funding of the CAA in its entirety in order to more urgently and effectively develop treatment and discover cause.

Establish an Autism Advisory Board (AAB):

As outlined in the report language of the Combating Autism Act, as well as in a letter from the Science and Technology Committee on July 14, 2008, an Autism Advisory Board should be established to better serve the interests of those affected by autism.
Recommendation for such a board accompanied the bill in the form of a House Statement made by Congressman Joseph Barton, then Chairman of the House Energy and Commerce Committee, stating, “The Secretary may also provide other formal mechanisms, such as an Autism Advisory Board, to provide public feedback and interaction with the IACC. Further, the Secretary may opt to provide such a mechanism under existing statutory authority, without the recommendation of the IACC.”

We recommend the President issue a directive to the Secretary of HHS to establish an AAB, with input and participation from the public.

We further recommend the AAB be comprised of qualified public (non-government) representatives, equally divided among community stakeholders, clinicians and researchers. This board will provide much-needed stakeholder feedback, guiding the autism strategic plan to find cause(s) and treatments to help the most persons with autism in the fastest way possible.
Support Special Needs Education for Children with ASD:

Barack Obama and Joe Biden have pledged to work to change IDEA’s definition of “autism” to Autism Spectrum Disorders to ensure that all children diagnosed with ASD disorders receive the support they need.
Unfortunately, abusive behavior towards ASD children within the school system is becoming more wide-spread; a combination of poor training, lack of supervision and undefined standards, has placed many children in harms way.  

We recommend each school district have an Autism Compliance Office which will coordinate and ensure the following: staff training; a Behavioral Intervention Plan (BIP) for every child; and strict monitoring on the use of punishment (time-out rooms and restraints) with severe penalties and/or convictions for any violations of the BIP.  Furthermore, school districts who fail to incorporate an Autism Compliance Office should be subject to a loss of federal funds.   
	Mission Statement of Generation Rescue



Our children are experiencing epidemics of ADD/ADHD, Asperger's, PDD-NOS, and Autism.

We believe these neurological disorders ("NDs") are environmental illnesses caused by an overload of heavy metals, live viruses, and bacteria. Proper treatment of our children, known as "biomedical intervention", is leading to recovery for thousands.

The cause of this epidemic of NDs is extremely controversial. We believe the cause includes the tripling of vaccines given to children in the last 15 years (with unstudied ingredients like mercury, aluminum and live viruses); growing evidence also suggests that maternal toxic load and prenatal vaccines, heavy metals like mercury in our air, toxic ingredients in our water, pesticides; and the overuse of antibiotics are also implicated. Generation Rescue's mission is to support continued research on causative factors and treatment approaches for NDs. 

Generation Rescue has helped to recover thousands of children from autism and continues to prove that Autism is Reversible.
For more information on Generation Rescue: www.generationrescue.com
