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AUTISM:

A HIGH INCIDENCE DISABILITY OR LOW INCIDENCE DISABILITY?
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In recent years parent organizations and advocacy groups have expressed serious concern over the dramatic increase in the number of children diagnosed with autism throughout the United States. Medical research, although unable to pinpoint the etiological cause for this significant change, is beginning to move forward at an exciting rate in the area of genetics. Simultaneously, educators throughout the country are attempting to appropriately service the hallmark number of children classified with autism in the least restrictive environments within the public school systems. Yet, in spite of this increase in numbers, autism continues to be recognized as a low incidence disability. This study examines and compares the data available from the Office of Special Education Programs and the New York State Education Department to determine the current status of autism relative to its recognition as a low incidence disability or high incidence disability. Future implications regarding this study suggest University programs and local educational agencies continue to address aggressively the pedagogical preparation of all educators who accept the challenges of teaching the increasing numbers of students with autism from birth through age 21.

In recent years well known organizations such as Autism Speaks, the National Alliance for Autism Research, Cure Autism Now, Autism Society of America, Fighting Autism, and others have in unison, expressed their public concern over the dramatic increase in the number of children who have been diagnosed with autism. This increase has also promulgated a great deal of attention from geneticists and neuroscientists. After years of questionable progress, medical research is now beginning to move forward at an exciting rate in the genetics of autism (Gupta & State, 2007). In fact, at the National Institute of Health [NIH] funding for research in the area of autism has increased from $22 million in 1997 to $108 million in 2007 surpassing all other causes collectively (Wadman, 2007). Simultaneously, educators throughout the country are attempting to appropriately service the hallmark number of children classified with autism in the least restrictive environments within the public school systems (Sansosti, 2008). 

Given this ubiquitous concern, the question before us which this paper will address is whether autism as a spectrum disorder should be recognized and placed in the high incidence disability category–defined as disabilities that occur in larger numbers (Bryant, Smith, & Bryant, 2008), or should it remain in the low incidence disability category–defined as disabilities that are infrequent in their occurrence (Bryant et al., 2008)? The author will examine and compare national data and New York (NY) data in attempting to respond to this question.

The federal government has enacted laws and reauthorized P.L. 94-142 (the Education for All Handicapped Children Act, 1975) (subsequently referred to as the Individuals with Disabilities Education Act [IDEA]) multiple times to ensure the rights of all children with disabilities in public education recognizing the following disabilities: specific learning disabilities, speech or language impairments, mental retardation, emotional disturbance, multiple disabilities, hearing impairments, orthopedic impairments, other health impairments, visual impairments, autism, deaf-blindness, traumatic brain injury, and developmental delay (U.S. Department of Education, 2005). While federal law is clear in its classification of disabilities, each state supports its own terms and classifications of disabilities. For example, NY recognizes the following disabilities: autism, deafness, deaf-blindness, emotional disturbance, hearing impairment, learning disability, mental retardation, multiple disabilities, orthopedic impairment, other health-impairment, speech or language impairment, traumatic brain injury, and visual impairment including blindness (NYS Education Department, 2008).

While the few differences between federal and NY terminology appear to be a matter of semantics, the aforementioned disabilities are often sorted into two categories: high incidence disabilities or low incidence disabilities. Nationally, school-age students (6-21) with specific learning disabilities represent 43.4% of the total number of children with disabilities, speech or language impairments represent 19.2%, mild mental retardation represent 8.3%, and emotional disturbance represent 7.4%. These four disabilities comprise the category noted as high incidence disabilities (Office of Special Education Programs [OSEP], 2007a). While over 11% of the general school age (6-17) student population is classified with a disability (OSEP, 2007b); students with high incidence disabilities represent nearly 80% of all students classified with disabilities in the US.
According to OSEP (2007a) students throughout the US with low incidence disabilities are comprised by other disabilities combined (10.1% of the total number of children with disabilities) and other health impairments (10.6%). Autism (4.3%) is one of eight disabilities, and by far the largest percentage group represented in the other disabilities combined category (OSEP, 2007a). Since 1997 autism appears to be the only disability group that has more than quintupled in numbers (42,517 in 1997 to 224, 565 in 2006) (U.S. Department of Education, 2007). While all age groups of children with autism have been increasing, the U.S. Department of Education (2007) reported that the fastest growing age group of children with autism in the US is between the ages of six through eleven. To date, no definitive explanation has been made available to account for the dramatic increase in the number of children diagnosed with autism throughout the US. Specific causes remain unknown and continue to be elusive at this time.

Autism has been reported to be the sixth most commonly classified disability in the US (National Center on Birth Defects and Developmental Disabilities, 2006; OSEP, 2007b). Most recently, the Autism and Developmental Monitoring Network reported, that in regions across the US, an overall average of 1 in 150 eight-year-old children were classified with an autism spectrum disorder (ASD) (Centers for Disease Control and Prevention, 2007). Yet, children with autism represent less that 1% of the general school age (6-21) population (U.S. Department of Education, 2005) despite the national prevalence which is evident.

The U.S. Department of Education (Federal Register) (2006) defined autism as a developmental disability significantly affecting verbal and non-verbal communication and social interaction, generally evident before age three, that adversely affects a student’s educational performance. Other characteristics often associated with autism are engagement in repetitive activities and stereotyped movements, resistance to environmental change or change in daily routines, and unusual responses to sensory experiences” (p. 46756, 300.8(c)(1)(i)). As expected, the 2008 Commissioners Regulations of NY offers the same definition. 

Students with autism are sometimes referred to as ASD (term not yet acknowledged by the Individual with Disabilities Education Act [IDEA]) because of the variations in the nature and degree within the spectrum of this disability. These variations are inclusive of autism, Asperger syndrome, Rett disorder, childhood disintegrative disorder (CDD), and pervasive developmental disorder-not otherwise specified (PDD-NOS). Some of the co-morbidities of autism or ASD include mental retardation, fragile X syndrome, seizure disorders, depression as well as anxiety.

In NY, the percentage of children with autism appears to closely parallel the national norm data. In 2008, the Data Accountability Center of IDEA reported that 1 in 169 children in NY (compared to the overall average of 1 in 150 in the US) were diagnosed with autism during school year 2006-2007. In fact, NY recorded the 22nd highest ratio among the 50 states which was led by Minnesota (1 in 81) (Data Accountability Center of IDEA, 2008). 

Clearly, the data unequivocally supports the prevalence of autism or ASD throughout the US. However, in terms of the general school-age population, autism or ASD continues to reflect a very low percentage (less than 1%) of the population. Yet, in terms of the overall percentage of students with disabilities (which represents more than 11% of the general school age population in the US) autism is on the rise and considered the fastest growing disability among all 13 federal categories.

This article will examine and attempt to analyze the total number of students with disabilities, by federal categories, as well as the percentage variations in each category, in NY from 1996-2007. In addition, the author will reflect on the data to determine if the disability of autism increased more than any other disability category during this timeframe and by what percentage. The findings will either support the continuation of autism to be classified as a low incidence disability (disability that is infrequent in occurrence) in NY or suggest, as per the data, that it be grouped with the high incidence disabilities (disabilities that occur in larger numbers) category in NY. 

The data in Tables 1 and 2 were retrieved from the New York State Pupil with Disabilities Data System (PD-1/4) (NYS Education Department, 2009) and will enable the author to compare the changes from 1996-2007 in NY. 

Table 1

	NY School-Age Children & Youth (4-21) with Disabilities: 1996-2007
 Receiving Special Education Programs and Services

	
	1996
	2007
	Difference

	Federal Disability Categories
	  Number
	  Percent
	  Number
	  Percent
	  Number
	 Percent

	Autism
	3,416
	0.9
	17,599
	4.3
	14,183
	3.4

	Emotional Disturbance
	46,186
	12.1
	36,388
	8.9
	-9,798
	-3.2

	(Specific) Learning Disability
	208,927
	54.9
	167,717
	40.9
	-41,210
	-14

	Mental Retardation
	17,433
	4.6
	13,677
	3.3
	-3,756
	-1.3

	Deafness
	
	
	1,390
	0.3
	
	

	Hearing Impairments
(includes Deafness for 1996)
	5,685
	1.5
	3,539
	0.9
	-756
	-0.3

	Speech or Language Impairments
	10,917
	15.7
	90,444
	22.1
	79,527
	6.4

	Visual Impairments (includes Blind)
	1,667
	0.4
	1,585
	0.4
	-82
	0

	Orthopedic Impairments
	3,210
	0.8
	2,622
	0.6
	-588
	-0.2

	Other Health Impairments
	14,309
	3.8
	52,814
	12.9
	38,505
	9.1

	Multiple Disabilities
	18,990
	5
	20,823
	5.1
	1,833
	0.1

	Deaf-Blindness
	37
	0.1
	7
	0
	-30
	-0.1

	Traumatic Brain Injury
	880
	0.2
	1,251
	0.3
	371
	0.1

	Total School Age Students with Disabilities
	380,320
	 88.9
	409,856
	     N.A.
	29,536
	


Note.  N.A. denotes not available at this time.

Note. From New York State Education Department (Vocational and Educational Services for Individuals with Disabilities).  State and District Data Summaries of Special Education Data. Retrieved January 24, 2009, from http://www.vesid.nysed.gov/sedcar/goal2data.htm 

The PD-1/4 data are submitted annually by public school districts to report the number of students with disabilities who are provided special education in regular school-based programs and in special settings. This information is submitted by the school districts to their respective Board of Cooperative Educational Services (BOCES-considered an extension of the local constituent districts), who in turn compile all the information and then send it to the State Education Department for review and analysis. Specifically, the data will support or refute the position that children diagnosed with autism: (a) dramatically increased in numbers from 1996-2007, (b) increased in percentage more than other disabilities during this timeframe, and (c) whether autism should continue to be classified as a low incidence disability or be moved to the high incidence disability category in NY.

The results of the PD 1/4 data, depicting the number and percentage of children with disabilities, by categories, in NY from 1996-2007, are noted in Table 1. Also noted are the differences, by disability category, from 1996-2007. The percent column reflects the percent of children classified with a specific disability in relation to the total number of children classified with all disabilities.

The data presented in Table 1 compares the growth, or lack thereof, by change in number and percent, for each of the 13 federal disability categories from 1996 to 2007 in NY. In 1996, autism ranked eighth out of the 13 categories in both the number of school-age children classified with this disability, and in the percent of children with autism compared to the overall percent of children classified with disabilities in NY. In 2007, autism moved up in numbers and percentage as well in overall ranking. Autism is now ranked sixth in NY, as it is nationally, out of the 13 disability categories. Also of interest in 2007 is the fact that while three out of the four high incidence disabilities categories (emotional disturbance, mental retardation, specific learning disability) diminished in numbers as well as percent from 1996-2007, autism significantly increased in both areas. In fact, the only two disability categories that increased in numbers and percent more than autism from 1996 to 2007 are speech or language impairments and other health impairments. It should be noted that other health impairment, by definition, includes a multitude of disabilities (e.g.,  heart condition, tuberculosis, rheumatic fever, nephritis, asthma, sickle cell anemia, hemophilia, epilepsy, lead poisoning, leukemia, diabetes, attention deficit disorder or attention deficit hyperactivity disorder or tourette syndrome) (NYS Education Department, 2008). The author is of the belief that if each other health impairment disability was recognized individually, autism would surpass each one in number as well as in percent, thus moving autism, as a disability, to fifth overall ranking in NY and second in its growth rate from 1996-2007.

While Table 1 does not include data pertaining to infants and toddlers, and preschool (ages three-five) disabled children, the most recent NY data reports that 43,385 preschool disabled children (data for infants and toddlers are currently unavailable) received special education services and related services in 2007 (NYS Education Department, 2008). Although no numbers are earmarked for any specific disability category one can presume that 4.3% (to be consistent with the 4-21 school-age population) of the 43,385 preschool disabled children would be children classified with autism. Therefore, an additional 1,866 preschool disabled children (not including infants and toddlers) would be identified as children with autism. Hence, the total number of children classified with autism (not inclusive of infants and toddlers) in 2007 would equal 19,465 in NY.

The data contained in Table 2 represent school years 1996 through 2007 in NY. Specifically, Table 2 lists the number of school-age children classified with autism as well as the percentage in relation to the overall total number of children classified with disabilities during this timeframe.

Table 2

	School Age Children (4-21) Classified with Autism
in NY from 1996 through 2007

	Year
	
	Number
	
	Percent

	1996
	
	3,416
	
	0.9

	1997
	
	4,104
	
	1.1

	1998
	
	5,142
	
	1.3

	1999
	
	5,659
	
	1.4

	2000
	
	6,752
	
	1.7

	2001
	
	7,918
	
	2

	2002
	
	9,141
	
	2.3

	2003
	
	10,617
	
	2.6

	2004
	
	12,162
	
	3

	2005
	
	13,622
	
	3.3

	2006
	
	15,471
	
	3.8

	2007
	
	17,599
	
	4.3


Note. New York State Education Department (Vocational and Educational Services for Individuals with Disabilities). State and District Data Summaries of Special Education Data. Retrieved January 24, 2009, from http://www.vesid.nysed.gov/sedcar/goal2data.htm
 The disability category of autism in NY has clearly increased in each of the 12 years represented in Table 2. Each year noted reflects an increase in the number of children with autism as well as in the percent of children with autism in relation to the overall number of children classified with all disabilities. Clearly, the number of children with autism has more than quintupled during the 12 year timeframe referenced making it the third largest growing disability category to date. This growth rate is consistent with the national growth rate which also has reported that the overall number of children classified with autism has more than quintupled in the US. 

After further examination of the data reported in Table 2, one could anticipate that if should children continue to be classified with autism at the incremental rate of the past 12 years, autism may become the leading disability category in NY as well as in the US over the next 10 to 20 years. While the data clearly points in such a direction, the anticipated significance of such an increase may be attributed to a more inclusive definition of autism, namely ASD, as well as improved diagnosis by the medical profession ((Hughes, 2007). It would appear, therefore, that although the number of children classified with autism has significantly increased in NY and in the US, the current data do not support the categorization of autism as a high incidence disability. However, should the incremental trend continue, time will dictate whether autism will remain in the low incidence category or become an auspicious member of the high incidence category. The author strongly believes that autism will one day be recognized as a high incidence disability given the trend of the collective data.

Discussion

The data presented in Tables 1 and 2 clearly support the public concern regarding the dramatic increase in the number and percent of children (relative to the overall total number of children classified with all disabilities) diagnosed with autism in NY as well as in the US. While public and private organizations, as well as geneticists and neuroscientists, continue to educate society and conduct research about this inexplicable quagmire, educators are challenged to provide appropriate educational services to the hallmark number of children classified with autism in the public schools in NY and throughout the US. Therefore, while the concern over the rapid increase in the number of children diagnosed with autism or ASD is supported by data, both on a state and national level, educators must continue to address meeting the pedagogical needs of a statistically higher number of children classified with autism within the public school systems.

Given the dramatic increase in the number of children classified with autism or ASD, educators must be or soon become, competent and proficient in the utilization of effective intervention strategies (Harrower & Dunlap, 2001; McCabe, 2008). Federal legislation as well as state regulations urgently call for the use of evidence based intervention strategies (No Child Left Behind Act, 2002; The Individuals with Disabilities Education Act, 2004; NYS Education Department, 2008). 

The claim that applied behavior analysis (ABA) is the most effective methodology of teaching children with autism or ASD is supported by decades of empirical evidence (Adair & Schneider, 1993; Davis & Chittum, 1994; Eikeseth, Smith, Jahr, & Eldevik, 2002; Heflin & Alaimo, 2007; Matson, Sevin, Fridley, & Love, 1990; Repp, Felce, & Barton, 1988; Sallows & Grauper, 2005; Smith, Groen, & Wynn, 2000). Furthermore, the instructional benefits of utilizing ABA methodologies and intervention strategies with children diagnosed with autism or ASDs is supported by the U.S. Surgeon General (Rossenwasser & Axelrod, 2002), as well as the New York State Department of Health (Clinical Practice Guideline: Report of the Recommendations, 1999). Although ABA has tremendous support from research findings, their clearly remains a need for additional research to determine the efficacy of other methodologies for teaching children with ASD.  

Because the current trend in special education supports integrated education there is a growing demand for highly qualified special education teachers who have expertise in ABA methodologies as more school-age children diagnosed with autism receive the majority of their education in public schools (Lerman et al, 2004). Yet, the National Research Council (2001) reported that most educators graduate from higher learning institutions receiving minimum to no training in evidence based intervention practices for students diagnosed with autism. In addition, the National Research Council (2001) reported that there are limited offerings in specialized training, in autism, in colleges and universities. Clearly, teaching the increasing number of children diagnosed with autism in our public schools is rapidly becoming a major public policy issue (Ricks, 2008, p. A15).

Loiacono and Allen (2008) also reported that a remarkable percent of randomly selected institutions of higher learning in NY do not offer coursework grounded in ABA methodologies, and that a large percent of certified special education teachers, working in 16 school districts located in the Southeastern region of NY, received minimal training in college or graduate school in such evidence-based practices. In fact, it has been the local educational agencies that appear to be conducting training in ABA methodologies and intervention strategies to support their special educators. 

Therefore, as teacher education programs in institutions of higher education design curriculum, there should be a pedagogical emphasis on intervention methodologies and strategies grounded in ABA. Specifically, special educators require course work and training in areas such as discrete trial teaching, structured teaching and assessment, and naturalistic teaching to enable them to adapt and modify instruction that will help children with autism meet their individual educational goals and objectives, and achieve successful outcomes (Loiacono & Feeley, 2009).

Thus, to be effective, prospective special educators should clearly demonstrate knowledge and competency in (a) behavior/classroom management (including Functional Behavior Assessments/Positive Behavior Support Plans), (b) choosing salient cues to which students should respond, and (c) a fundamental grasp of shaping, fading, and prompting interventions as well as reinforcement procedures. These components are intended to facilitate learning in all areas of instruction. Furthermore, limited preparation in utilizing available technology (including augmentative and alternative communications systems) can also be a detriment for prospective special educators.

Final Thoughts

Although, by definition, the data does not currently support autism as a high incidence disability, given its sustained rapid rate of growth, it is inevitable that within the next two decades autism will most likely become not only a member of this group but perhaps the most prevalent disability of all times. 

While advocating and lobbying on behalf of children with autism calls much needed attention to this urgent issue it is also critical that educators begin to prepare, if they have not already, for the surging number of children who will require specialized training from well trained public school teachers. Therefore, it would seem that institutions of higher learning have an ethical and professional responsibility to examine their current teacher preparation programs for special and general educators, and make the necessary modifications to improve the competency level of future educators, thus bolstering their level of confidence as well. By offering prospective teachers course work and training in evidence based practices, ABA methodologies and interventions, the colleges and universities will help to ensure that teachers will graduate with the tools necessary to assist children with autism to succeed in school and in their respective communities. By facilitating learning and improving the learning outcomes we hope to also improve the quality of life for all children with autism. 

Finally, in recognizing that autism is indeed a disability that is impacting the lives of more children than ever before, and will one day soon become recognized, by definition, as a high incidence disability, we must also seek to educate and train parents in their efforts to raise their developing children. Administrators, educators, physicians, community members, family, and parents are partners in this endeavor and must remain so to enable all children with autism achieve optimal success. There will also be a need for increased patience and understanding between and among educators and parents of children with autism. In addition, individual states must continue to prepare themselves to accommodate the increasing respite care needs as well as group home needs for children with autism which are and will continue to be essential. Lastly, community members must offer and make available competitive as well as non-competitive employment opportunities. On-site job coaches are of utmost importance and should continue to supervise students while in high school and after graduation if necessary. While funding always seems to be an issue for school systems, local, state, and federal governments, it is imperative that we prepare ourselves for the inevitable.  
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