An interesting report in the news yesterday (attached sources are Reuters and the University of Wisconsin - Madison) entitled, "Rise in Autism Cases May Not Be Real" that is very topical to our (Janna and my) patient this afternoon, regarding the diagnosis of autism.  You're both aware that there has been an explosion in the rate of diagnosis of autism -- the origin(s) of this increase is/are very controversial.  To some degree, certainly, there has been an increase in the awareness of the diagnosis, as well as a broader scope of the "spectrum" behaviors.  There has also been speculation that children who in the past were diagnosed with mental retardation now, alternatively, are being diagnosed with autism (often both autism and MR).  In addition, there are compelling advantages (as well as disadvantages) to "labelling" kids (I'm not a labeller, but we live in a label-land, and that's just the way that jelly rolls).
 

Remember that autism is a diagnosis based on best-guess observations that try to get inside the head of the child -- this is a very difficult thing to do, even in well-communicating adults.  The sources of a child's atypical behaviors vary widely from child to child, so parallel phenotypes in this regard may have very disparate genotypes, enviro-types (just coined that), etc.
 

Tools for the general pediatrician to quickly screen for emerging autistic behaviors are available on the training website http://depts.washington.edu/dbpeds then clicking on "Screening Tools" and then "Autism".  You'll find the MCHAT (Modified Checklist for Autism in Toddlers) and First Signs.
 

That's Wednesday's Developmental Pediatrics: IN THE NEWS.
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	Study suggests rise in autism cases may not be real
Mon Apr 3, 2006 12:17 AM ET
CHICAGO (Reuters) - A rise in autism cases is not evidence of a feared epidemic but reflects that schools are diagnosing autism more frequently, a study said on Monday.

Children classified by U.S. school special education programs as mentally retarded or learning disabled have declined in tandem with the rise in autism cases between 1994 and 2003, the author of the study said, suggesting a switch of diagnoses.

Government health authorities have been trying to allay widely publicized concerns that vaccines containing the mercury-containing preservative thimerosal, which is no longer used, were behind an autism epidemic.

There may be as yet unknown environmental triggers behind autism, study author Paul Shattuck of the University of Wisconsin at Madison said, but his research suggested the past decade's rise in autism cases was more of a labeling issue.

Autism was fully recognized in 1994 by all U.S. states as a behavioral classification for schoolchildren, who receive individualized attention whatever their diagnosis, he wrote in the journal Pediatrics.

Subsequent increases in the number of autism cases have varied widely by state but the average prevalence among 6- to 11-year-olds enrolled in special education programs increased from 0.6 per 1,000 pupils in 1994 to 3.1 per 1,000 in 2003.

During the same period, diagnoses of mental retardation fell by 2.8 per 1,000 students and diagnoses of learning disabilities dropped by 8.3 per 1,000 students.

Autism is a spectrum of disorders caused by abnormal brain development that can lead to diminished social skills, as well as unusual ways of learning and reactions to sensations. As many as 6 in 1,000 children are ultimately diagnosed with it to some degree, according to the Autism Society of America.

Shattuck's analysis was challenged in an accompanying commentary by autism researcher Craig Newschaffer of Johns Hopkins Bloomberg School of Public Health in Baltimore.

"We do not know whether individual children have switched classifications, and of course we can never know whether a given child in a particular birth cohort would have been classified differently had they been born either earlier or later. At best, analyses of this type are merely trying to determine if trends in one classification have the potential to offset those in another," he wrote.

There was a clear need for definitive studies into the roles played by genetic susceptibility and environmental triggers in autism, Newschaffer wrote.

	


	© Reuters 2006. All rights reserved. Republication or redistribution of Reuters content, including by caching, framing or similar means, is expressly prohibited without the prior written consent of Reuters. Reuters and the Reuters sphere logo are registered trademarks and trademarks of the Reuters group of companies around the world.

	Close This Window 


Bottom of Form

[image: image4.png]


[image: image5.png]


[image: image6.png]


[image: image7.png]


[image: image8.png]


[image: image9.png]


[image: image10.png]


[image: image11.png]


[image: image12.png]


[image: image13.png]


[image: image14.png]


[image: image15.png]


[image: image16.png]



University of Wisconsin-Madison 

Data provides misleading picture of autism

April 3, 2006

by Terry Devitt
If statistics compiled by the U.S. Department of Education are to be believed, in 1992 the state of Illinois had only 322 diagnosed cases of autism among school children. In 2003, according to the same statistical source, Illinois had more than 6,000 children diagnosed as autistic. 

National special education statistics, which showed a 657 percent increase in autism over the decade from 1993 to 2003, are routinely used to suggest the country is experiencing an epidemic of autism, a developmental disorder of children characterized by impaired social and communication skills as well as repetitive behaviors and obsessive interests. 

But inconsistencies in how the condition is diagnosed throughout the nation's schools, and the fact that the increasing trend for autism coincides with a corresponding slump in the reporting of mental retardation and learning disabilities, challenges the use of special education data to portray a national epidemic of autism, according to a new study published in the current issue of a leading medical journal (April 3, 2006). 

Paul Shattuck, a researcher at the University of Wisconsin-Madison's Waisman Center, writing in Pediatrics, says special education data cannot be used to claim there is an autism epidemic because the figures are "hopelessly confounded" by changing and uneven identification and reporting practices among schools and states. 

At issue, says Shattuck, is the practice of "diagnostic substitution," where educators, over time, have increasingly applied the autism label to children who, in the past, would have been labeled differently. 

"My research indicates that the increase in the number of kids with an autism label in special education is strongly associated with a declining usage of the mental retardation and learning disabilities labels in special education during the same period," Shattuck says. "Many of the children now being counted in the autism category would probably have been counted in the mental retardation or learning disabilities categories if they were being labeled 10 years ago instead of today." 

The point, says Shattuck, is that identification and diagnostic practices change over time and can lead to a misperception that a condition is more prevalent than it has been in the past. 

"Each year since 1994, the probability of using the autism label has increased while there has been a corresponding decrease in the likelihood of educators using the mental retardation and learning disabilities categories." 

In contrast to the dominant pattern, California was found to be one of only a handful of states where there was no decrease in the number of children labeled mentally retarded corresponding with an upward trend in identification of autism. This undermines the use of data coming out of California as a representative indicator of what is happening in the rest of the country, as has been suggested in recent press accounts and official reports, Shattuck argues. 

In the U.S., federal law mandates the provision of special education in the nation's schools. Schools are required to provide specialized services to children identified as having special needs and they must classify individuals according to 13 specified categories for the sake of annual enrollment reports. Autism was only added to the list in the early 1990s, and the federal statute's definition of the condition, amounting to just a few sentences, is vague, Shattuck says. 

What's more, there are no uniform diagnostic practices or guidelines among states or school districts, meaning that how children are diagnosed and sorted in special education settings can vary dramatically from school to school. 

"Schools nationwide don't adhere to any common diagnostic guidelines when they're sorting kids into these categories," Shattuck explains. "States and individual schools are left to devise criteria. Everyone is using a different yardstick to measure the same thing." 

Shattuck notes that the diagnostic methods employed by schools in special education settings are distinct from medical and psychological diagnoses of autism, which entail a more precise definition of the condition and uniform diagnostic methodologies. 

Catherine Lord, an expert on autism at the University of Michigan, noted that the new study has important implications for understanding the link between the everyday lives of children with autism and the ways the condition is identified and labeled in schools. "Shattuck's work has both theoretical and practical importance. It highlights the need to consider the immediate implications for children's lives of the lag between scientific findings regarding the diagnosis and prevalence of autism, and state and school system policies," Lord says. 

Shattuck emphasized that his study does not show, one way or another, whether there is an epidemic of autism. His study, he says, only shows that trends from special education data are insufficient to make such a determination, as is commonly done. 

"The upshot is that it is not valid to conclude there is an epidemic of autism by looking to special education data, because the special education data is plagued with this diagnostic substitution phenomenon and the lack of nationally uniform diagnostic procedures." 

Shattuck says his study reveals, among other things, a national inability to accurately measure the scope of developmental disability among Americans. 

"In fact, we simply do not have an adequate infrastructure of public health data in this country to say one way or another whether the true prevalence of autism has changed in the general population since the early 1990s. And this study emphasizes why it is so important to continue funding the longitudinal study of prevalence in several states, funded by the Centers for Disease Control, that began recently," he says. 

"It is in the absence of good quality information that people understandably make the mistake of looking to the special education data to draw conclusions. And I think parents and advocates have every right to be angry at our collective inability to answer such consequential questions as, 'Do more of our children have autism than in the past? If yes, then why?' " 

Shattuck's research was supported by a grant from the National Institute of Child Health and Human Development. 
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