Today’s piece was prepared by James Priest, MD based on an article from the New York Times, entitled “Nominee to Disability Council Is Lightning Rod for Dispute on Views of Autism” (http://www.nytimes.com/2010/03/28/health/policy/28autism.html)

Summary:  

Ari Ne’eman, a 22 year-old with Asperger’s syndrome and founder of the Autistic Self-Advocacy Network http://www.autisticadvocacy.org/, has been nominated by President Obama to the National Council on Disability.  As a strong proponent of accommodation of “neurodiversity”, Mr. Ne’eman’s nomination has been held up by interested parties with a focus on curative treatment such as Autism Speaks. The concept of “neurodiversity” suggests that the phenotypic traits of autism are an essential part of the identity of autistic individuals and should therefore be accommodated and embraced. Mr Ne’eman rejects the search for the genetic basis of autism, which historically for other diseases has been used to create prenatal tests to determine whether or not to terminate a pregnancy. Representatives for Autism Speaks suggest that Mr. Ne’eman’s views on accommodation are short sighted and ignore the disability of autistic individuals who are more severely affected.  One neutral party notes that this apparent debate may be representative of the dual needs of the autistic population for improved social services and recognition in addition to increased funding for basic science research.

Scientific Critique:

From a research perspective “neurodiversity” is a poorly defined concept with only one English language citation in Pubmed[1]. However, one study of educational services noted a paucity of evidence-based interventions and support for educators for autism in public school setting where most autistic children receive the bulk of their therapy[2].  The author correctly suggests that the development of prenatal screening for conditions such as Down syndrome (DS) has increased the termination of fetuses carrying the diagnosis[3], but fails to note that the prevalence of DS at birth has actually increased in the United States[4] likely due to the increasing parental age and improved medical care[5]. Increasing parental age is also a known risk factor for autism spectrum disorders[6]. Representatives of Autism Speaks are correct in highlighting poorer outcomes, as one British study found that the majority of children with autism have poor or very poor outcomes which were clearly related to social functioning and IQ[7].  Yet the same study and a second Canadian study noted improving outcomes over time that were attributed to improvements in therapies and social services for affected individuals


[7,8] ADDIN EN.CITE . In a nod to Mr Ne’eman’s perspective two separate studies of medical and social services suggest that the coordination can at a very minimum improve the perception of care received by autistic individuals and their caregivers


[9,10] ADDIN EN.CITE . 


Families interested to learn about Autism and Advocacy, and to consider cultural perspectives on diversity, may benefit from the following resources:


RESOURCES ON AUTISM AND ADVOCACY
· Autism Speaks http://www.autismspeaks.org/
· National Council on Disability http://www.ncd.gov/
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And that’s today’s Developmental & Behavioral Pediatrics: IN THE NEWS!

