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It isn’t uncommon for parents to ask me why their child has several diagnoses and to explain what each label means.  Even when working with teachers, I am sure to clarify all the terms so that they too can make sense of this increasingly complex aspect of the field.  Many young children will receive the following diagnoses:  Pervasive Developmental Disorder (PDD), Autism, Asperger’s Syndrome, Developmental Delay, Sensory Integration Disorder (SID), Autism Spectrum Disorder (ASD) and/or Attention Deficit Hyperactivity Disorder (ADHD).  No wonder folks are confused!  I think about how overwhelming one of these diagnoses is to parents of their baby, and can only imagine the anxiety that occurs when their child is given multiple labels!


I think it helps to begin with a brief explanation of the history of autism.  When Leo Kanner, whom I call the MacDaddy of Autism (along with Bernard Rimland, of course), originally defined autism in 1943, he called it Infantile Autism.  At this time, this label was used to “diagnose” a syndrome of a pattern of behaviors for psychiatrists.  Therefore, autism was strictly a medical diagnosis.  In 1964, when Bernard Rimland began his work in autism, he added another perspective to the field as a psychologist.  His work helped professionals on the clinical side of children’s work to get involved in serving people with autism
.   
After much litigation from parents during the 60s and 70s, the educational field began serving children with autism in a more focused and meaningful way.  In schools, the children with autism were labeled “Other Health Impaired” or “Seriously Emotionally Disturbed”. As you can imagine, these labels caused much controversy because neither of these educational “categories” were truly appropriate for autism.  In 1986, Public Law 99-457 was passed to provide funding for schools to educate young children ages 3-5 years of age2.  Out of this legislative movement came the educational label “Significantly Developmentally Delayed” (SDD).  Currently, the SDD label is given to children ages 0-9, depending upon in which state they live, for having a delay in one or more areas of growth.  I’ve come to believe the intent of this particular label or diagnosis is to give children the chance through early intervention to overcome their area of delayed development thereby forgoing a more restrictive disability label.
After much advocacy on behalf of parents of children with autism and their supporting society groups, education law added the “autism” category to special education in 19903.  During this same time frame, the American Psychiatric Association modified their autism diagnoses under the term Pervasive Developmental Disorder, with autism and Asperger’s syndrome joining Hiller’s syndrome and Rett’s syndrome.  You can find the current criteria for these forms of autism in the Diagnostic Statistical Manual IV4. 

All labels or diagnoses are given with the intention of finding or providing the best treatment, intervention, and program.  Labels are also necessary within school systems in order to secure funding for education and therapy. Diagnosis from a medical professional may be necessary for insurance purposes or to access Medicaid.  I think most professionals in any discipline resist labeling a young child with a definitive disability because there is so much variability in diagnoses, especially in toddlers whom have yet to mature neurologically.  Parents though seem to really prefer “knowing” in order to proceed on the best pathway for the child.  Herein lays the root of the diagnosis problem.

The second aspect of this problem arises out of the lack of true interdisciplinary collaboration.  Unfortunately in our society, as funding gets tighter and tighter, agencies seem to become more ingrained in territorial practices of discipline specific paper work, assessments, diagnosis and the like.  There is no time for a team approach across agencies, although I believe most professionals view collaboration as the optimal approach.  Add to this complication the strict confidentiality guidelines in the HIPAA regulations, and you have a recipe for working in isolation within your own discipline or agency5.  

The culmination of these practices results in each discipline giving a different diagnosis, e.g., the occupational therapist gives the ASD child a sensory integration disorder label; the educational team gives the ASD child an SDD label; a psychiatrist gives the ASD child a PDD label, etc.  Some professionals feel that ADHD, which has many behavioral characteristics in common with those of young children with autism, may be less intrusive of a label than autism.  Some psychiatrists and pediatric neurologists tend to give a PDD label to a high functioning young child with autism.  Or, a child with Asperger’s Syndrome in the education realm may get the autism label.  On the flip side of the coin, there are some professionals in practice who seem to be quick to give an Asperger’s label to a child with unusual personalities while in a school environment, this child may not qualify for an autism label at all.  In all of this, I firmly believe that all of these professionals are doing what they honestly believe to be in the best interest of the child.  But where does that leave the parent with the child with multiple diagnoses? Confused and rightfully so.

For clarification, let’s begin with the term Autism Spectrum Disorders.  Autism Spectrum Disorders is a best practice umbrella term used by many disciplines to house many of the above mentioned labels. However, it isn’t an official term in the DSM-IV or in the education law (IDEA).  I think it is a useful term overall because it encompasses characteristics of autism or Asperger’s syndrome on the continuum of variability for which autism manifests.  So, no matter which label a child is given from any particular source of diagnosis, if the child demonstrates many aspects of autistic like behavior, the child can come under the term Autism Spectrum Disorders without violating any particular agencies’ practice.  Each agency, then, is free to prescribe its own diagnosis to the child, and yet the parent can still operate under the overall ASD umbrella.  It really just takes all of the labels, and puts them under one term to make understanding easier.  Please understand that I am not endorsing identifying every child with autistic like tendencies with autism, but am saying when a child receives multiple autism diagnoses, the ASD term is useful.  
 I also encourage parents to examine each of the different diagnoses their child has been given alongside the characteristics of their child and extract the connections.  The connections provide insights to appropriate treatments, interventions, and education.  For example, a four year old child has an SDD label from his school team, and SID from his hospital-based occupational therapist, and an ADHD label from his neurologist.  Parents can ask “what does my child have in common with all three of these labels?” and then list such behaviors as difficulty regulating in his environment, excessive energy, and a short attention span. These three concrete behaviors will help all of the professionals and parents to move forward with appropriate and needed intervention.

 Additionally, most diagnostic reports provide accompanying strengths of the child.  Focusing on these strengths bestows an avenue for growth and progress along the path to helping the child’s development.  With that in mind, a parent or professional is able to attend to the needs of the child at hand and allows one to let go of the chain of diagnoses as much as possible.  It seems to me that a lot of energy is spent on deciphering labels that could otherwise be used to further advance intervention for the child.   And the third step for parents in understanding this maze is to find someone they trust in the field of autism, and ask them to explain the different diagnoses.  Knowledge is power and empowering parents is the most important step in helping children with Autism Spectrum Disorders.  












1 For more information about Kanner’s original work, see http://www.neurodiversity.com/library_kanner_1943.html.  For more information on the incredible changes to the field Dr. Rimland facilitated, go to �HYPERLINK "http://www.autism.com"�www.autism.com� on the web.





2 To learn more about the original work of P.L. 99-457, go to �HYPERLINK "http://eric.ed.gov/ERICWebPortal/Home.portal?_nfpb=true&_pageLabel=basic"�http://eric.ed.gov/ERICWebPortal/Home.portal?_nfpb=true&_pageLabel=basic� and enter “Public Law 99-457” into the search window.  You will retrieve almost 200 articles, so scroll to the 90th article and read any of the earlier works thereafter.  





3 To learn more about educational autism under federal law IDEA and your rights therein, go to: http://idea.ed.gov/explore/home





4  To see the criteria used by medical professionals for Pervasive Developmental Disorders, go to DSM IV (1994):  http://en.wikipedia.org/wiki/DSM-IV_Codes





5For more information on your confidentiality rights under HIPAA, go to:  http://www.hhs.gov/ocr/hipaa/
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