Mandating Autism Policy - A Closer Look at the Evidence

A Fact Sheet for Law Makers, Parents and Health Professionals

Autism is a developmental disorder classified by deficits in three areas: communication, social interaction and repetitive behaviors.
The DSM-1V lists specific characteristics within these three areas including:

® 4 delay or absence of language

® stereotyped and repetitive use of language

@ an inability to initiate or sustain a conversation with another

® a lack of spontaneously sharing enjoyment and interests with others

® a lack of social or emotional reciprocity

® a lack of varied, spontaneous make-believe play or social imitative play

® persistent preoccupation with parts of objects

The rate of autism is growing and policymakers are facing enormous pressure to pass legislation that guarantees effective treatment to
individuals and families affected by autism. At this time, bills are circulating in state and federal legislative houses that call for health
insurance coverage of autism treatment. The wording varies, but all the bills share the underlying assertion that ABA (Applied
Behavioral Analysis) is an evidence-based treatment for autism. Going one step further, some versions of the bill take away a parent’s
right to choose the type of intervention best suited to their family. Instead, these versions mandate health coverage for ABA treatment
only.

Informed decision-making requires a thorough review of existing research. Are claims and assertions that support one method of
intervention, ABA, founded on solid, unbiased science and evidence-based research? This fact sheet reviews up to date research and
autism literature to address this and other related questions. Included in the research are recent systematic reviews that provide meta-
analysis of studies from the last 30 years. Systematic reviews and meta-analysis are considered the highest level of evidence among
evidence based clinical guidelines.

Answer: According to the National Academy of Sciences there is nat enough evidence to support one treatment over another. While
there is evidence for ABA and developmental approaches, the evidence for both is incomplete or inconclusive. Two systematic
reviews published in 2009 support the academy’s findings. The authors of one systematic review state, “There is no clear answer
regarding the most effective therapy to improve symptoms associated with ASD [Autism Spectrum Disorders].”

A review hv the National Institute of Mental Health (NTMH) states, “There is no single best treatment package for all children with
Question #1: What is the evidence for autism treatment? ments, should be made by the parents with the assistance of a trusted

Question #2: What is the evidence for ABA?

I ¥ of ABA with autistic children. Meta-analysis shows very few of the
studies provide unbiased and viable results. Poor design and follow-up, weak methodology, small sample sizes, and a lack of external
validity find contradictory results. Only four studies met the criteria for inclusion in a recently published meta-analysis. Two of the
four studies were conducted by the same authors (one listed the initial study and the second was a follow-up evaluation).

The original study of ABA by Lovaas did not meet the requirements of a rigarous study and was excluded from the meta-analysis.
Lovaas’ study has been criticized by several authors for methodological problems including a lack of randomization, possible bias in
group allocation, and outcome measures with results that could be explained by factors other than the intervention. Despite criticisms
and weak methodology, the Lovaas study is used to advocate for mandated health coverage of ABA in state and federal bills.

The combined intervention sample size of the four, more rigorous studies included in the meta-analysis is very small (n=41) with little
to no fidelity between the studies. That is, according to the authors of the meta-analysis, the theoretical construct and program content
of the intervention varied substantially in all 4 studies. Two studies were implemented in a school setting and the intervention was
provided by teachers and aides. In the other two studies, intervention was provided by student therapists. The children studied ranged
in age from 34-65 months. Based on meta-analysis, there is no evidence supporting the use of ABA for children younger than 34
months old, a critical period for early intervention.

The authors of the meta-analysis concluded that, “Current evidence does not support ABI [Applied Behavior Intervention] as a
superior intervention for children with ASD.”
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Answer: No study has found evidence that ABA increases spontaneity, initiation of conversation or social and emotional reciprocity
—core deficits of autism. The meta-analysis found that ABA, “did not result in significant improvement in cognitive, language or
adaptive behavior outcomes compared with standard care.”

Question #4: What is the cost of ABA, in terms of time and
money?

Answer: ABA typically recommends 30-40 hours a week of intensive, 1-1 intervention for the child, which includes parent training.
A 2009 study estimates the yearly cost of this treatment at $30,000-60,000. With so many hours required, this high intensity
intervention can preclude other kinds of beneficial treatment as well as cause stress for the family.

When comparing outcomes, the meta-analysis shows, however, there is inadequate evidence that this intensive ABA care has better
outcomes than standard care for children with autism, including parent-administered ABA care or eclectic Kindergarten teacher/aide-
directed care, which can be implemented at much lower cost.

Children with Autism need health insurance coverage. Parents and policy makers need
accurate information to make educated decisions. Choice of treatment is an essential

component.



