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LEGISLATIVE DIRECTIVE 

The task force was assembled according to the following mandate of the 1997 Legislature: 

The Commissioner of Human Services and the Commissioner of Children, Families and 
Learning shall establish a task force to study the treatment of autism. The task force shall consist 
of providers, advocates, and consumers of services to children affected by autism. The terms and 
compensation of the members shall be described under Minnesota Statutes, Section 15.059, 
subdivision 6. 

Subd. 2. puties.] The advisory task force shall meet on a regular basis to study the 
following: 

(1) the spectrum of autistic disorders; 
(2) treatment options for autism, including behavioral therapy, and outcome data on these 

treatment options; 
(3) the role of the schools, appropriate state agencies, and counties in providing services 

to children with autism; 
(4) Funding flexibility options for services to children with autism, including the use of 

state funds to provide behavioral therapy; and 
(5) the use of behavioral therapy day treatment programs and the use of school and 

medical assistance funds for these programs. 
Subd. 3. [REPORT.] The task force shall provide the commissioner of human services 

with the findings of the study by December 15,1998. The commissioner of human services shall 
submit a preliminary report to the legislature by January 15, 1998, on the progress of the task 
force study. The commissioner shall submit a final report to the legislature by January 15, 1999, 
on recommendations to improve the treatment options available to children with autism within 
the current available funding. The final report must include recommendations on how to inform 
and educate families with autistic children on available expertise and resources on the treatment 
of autism. The task force expires upon submission of its report. 
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EXECUTIVE SUMMARY 

A legislatively mandated task force was formed to study issues pertaining to treatment options, 
the roles of schools, counties and state agencies and the funding of services for children with 
autism. The membership consisted of a diverse group of representatives from throughout 
Minnesota that included state and local public agency personnel, parents, providers and 
advocates (Appendix 1). The task force convened in September, 1997 and met monthly through 
January, 1999 to complete its charge. The results of the second phase of study, completed in 
1998, are reflected in this report. This summary contains recommendations to improve the 
treatment options available to children with autism within currently available funding and 
recommendations which relate to informing and educating providers of service and families on 
available expertise and resources are also presented. 

Based upon literature reviews and presentations by national and state experts, the task force 
determined that autism is better defined and understood when viewed as a spectrum disorder. 
This approach acknowledges that the symptoms and characteristics of autism can present 
themselves in a wide variety of combinations from mild to severe. The critical characteristics 
include significant impairments in social interaction and communication, as well as a restricted 
range of interests or repetitive behaviors, with an onset before three years of age. Although 
autism is defined by a certain set of behaviors, children and adults can exhibit any combination 
of the behaviors in any degree of severity. Two children, both with a diagnosis of autism, can act 
very differently from one another. The term autism is represented throughout this report with the 
term Autism Spectnun Disorder (ASD). 

Dr. Greenstein, a national expert in the diagnosis of ASD, highlighted for the task force the 
increase in the incidence of ASD and defined the qualitative difference in learning and behavior 
for those with the diagnosis. Dr. Greenstein identified the hallmarks of methods that have been 
proven effective for children with ASD. These include engagement in activity, activities that are 
reproducible in other settings, a focus on linguistic abilities, and methods that explicitly address 
social needs. Research and professional experience support that accurate, early identification of 
the disability and the specific needs of each child lead to individualized and more effective 
intervention. 

A majority of the task force efforts were directed toward the analysis of treatment options. 
Research conducted in the last two decades in the area of ASD intervention has indicated 
(a) significant acceleration of development rates, resulting in significant IQ gains; (b) significant 
language gains; and, (c ) improved social behavior and decreased symptoms of ASD. These 
outcomes were accomplished during one to two years of intensive preschool intervention. 

Following the study of various treatments available to children with ASD, the task force agreed 
that there are common elements of effectiveness regardless of the methodology of intervention. 



The most common elements of effectiveness include family involvement, intensity of 
intervention and appropriately trained staff. 

Historically, public education and social service programs have supported a philosophy that 
services should facilitate families in rearing children with disabilities within their homes. This 
has prompted social service agencies to develop respite care and in-home services and support. 
This philosophy has required both public schools and social service providers to identify 
methodologies to help children with ASD reach their potential and live in the community. 

Multiple agencies and programs have roles and responsibilities in the provision and payment of 
services for children with ASD and their families. The agencies and programs discussed by the 
task force provide and pay for a significant amount of services for this population. They also 
share a focus on services to children with disabilities (eligibility is disability based) and have 
missions that promote self-sufficiency and independence. Self-sufficiency for children with 
ASD involves supporting the family's ability to keep the child in the home as well as supporting 
independence in the context of development and health. 

The array of funding sources and options is complex. The task force found that a variety of 
services are accessed from multiple programs and agencies. Data demonstrates that funding for 
necessary services is categorical and program based, which negatively impacts access and 
management of funds and resources. The data demonstrates that children can access multiple 
sources and combinations of programs and payment sources to meet their needs. This process, 
however, is cumbersome, difficult to navigate and time consuming to manage. Most children 
with ASD meet the criteria for eligibility in multiple categories of Medical Assistance (MA) 
funding, but may actually access reimbursement through only one fundiig stream. 

Services vary throughout the state due to the lack of resources for such things as personnel, 
experts and funding. For example, while day treatment services are available, there are few 
providers of day treatment that focus on young people with ASD. These children frequently 
require individualized training a$ support in the home and throughout the community. The 
needs of children with ASD conflict with the current day treatment model of intervention. It is 
apparent that enhanced interagency coordination must occur to effectively meet the complex 
needs of children with ASD. 

The task force generated a variety of recommendations including the expansion of interagency 
coordination and the intensity of services. They also recommend that fundii be coordinated, 
family support and education be increased and educational outreach be established. 

The Commissioners of the Departments of Human Services @HS) and Children, Families and 
Learning (CFL) endorse the recommendations that can be accomplished within current and 
proposed budget expectations. The legislative directive requires recommendations be 



implemented "within the current available funding." Therefore, recommendations which are not 
budget neutral andlor which will require significant policy considerations, are noted separately in 
the body of the report and identified as additional task force recommendations. 

. A single intake process should be developed and used by all agencies serving children 
with Autism Spectrum Disorder (ASD). 

. The Department of Children, Families and Learning's entrance criteria for Autism 
eligibility should be revised to reflect current research and practice. 

. Access to Child and Teen Check-Up funding (EPSDT) should be clarified by the 
Department of Human Senices to enhance treatment options. 

. Training and technical assistance on Autism Spectrum Disorder and how to access 
available funding should be provided to county personnel by the Department of Human 
Services. 

. A jointly convened state work group which includes family, advocate and professional 
representation should be formed to develop best practices and personnel standards 
relating to services and treatments for children with Autism Spectnun Disorder. 

. The efforts of the Minnesota Autism Network should continue to be supported by the 
Department of Children, Families and Learning. 



INTRODUCTION 

This report presents the work and findings of the Autism Task Force. The report highlights 
recommendations addressing the legislative charge to improve the treatment options available to 
children with Autism Spectrum Disorder (ASD) and to inform and educate families on available 
expertise and resources for the treatment of ASD. The task force generated recommendations 
that are within currently available funding resources, and recommendations that will require 
additional funds and policy considerations. 

The reDort addresses the scove of the task force efforts and ~rovides an in-de~th explanation on the 
spectrum of autism to clarify the range and variety of conditions that are included in the study and 
recommendations. Treatment options are presented and distinct methodologies are summarized. 

The report presents an overview of the role of schools, state agencies and counties in the funding 
and deliverv of services for children with ASD. This ex~lanation is followed bv an overview of 
the multiple funding mechanisms available for treatment. The treatment modality, behavioral 
day treatment, and the critical need for information and education are addressed as legislatively 
mandated. 

The body of the report concludes with the presentation of recommendations developed by the 
task force. Recommendations focus on the need to: 

+ Improve treatment options including . Expanding the quality and intensity of services; and . Expanding interagency responsibilities and improving coordination between 
agencies and providers. 

4 Provide information and education including . Coordinating funding and improving access to resources; . Increasing opportunities for family support; and . Disseminating information. 

The task force recommendations presented in the Executive Summary Section meet the legislative 
requirement for budget neutrality. Recommendations which require policy consideration and 
additional funding to implement are also included in the text of the report. Within the report, 
recommendations are divided into two categories: (1) "Recommendations from the Commissioner", 
and (2) "Additional Task Force Recommendations." Each recommendation is presented within the 
section pertaining to the subject matter that generated the recommendation. Task force members feel 
strongly that implementation of all recommendations will have a positive effect on children with 
ASD and their families. Therefore, recommendations in entirety are outlined at the conclusion of the 
report. 



SCOPE OF THE TASK FORCE: 1998 

The 1997 Legislature authorized the Commissioners of Human Services and of Children, Families & 
Learning to establish a task force to study the treatment of autism. The legislation was prompted by: 

. The increase in the number of children diagnosed with autism in Minnesota; . The complexities of the diagnosis; . The multitude of treatment options and h d i n g  sources; . The lack of coordination among services and funding; . Increased concern among parents that children with autism receive appropriate services. 

The legislative directive specified a two-stage process, the first to be completed in 1997 and the 
second in 1998. The first stage of the process was completed in December 1997 and resulted in a 
February 15, 1998 report to the legislature entitled the "Autism Task Force Report." This report 
reviewed the current status of ASD, treatment options and methods, the scope of funding resources 
and the role of education, state, county and private agencies in providing services to children with 
ASD. 

The task force determined that autism is better defined and understood when viewed as a spectrum 
disorder. The term autism is therefore represented throughout this report with the term Autism 
Spectrum Disorder (ASD). The task force concurred that there are three critical elements in services 
to children with ASD: early intervention; high intensity treatment; and the need for parent and 
agency involvement. The task force focused their study and recommendations toward young 
children with ASD ages birth through eight years. The second stage of the task force was devoted to 
further study and development of recommendations. The group met monthly in 1998 in order to 
accomplish its charge. 

The 1997 legislature also established a task force to study and design flexible funding options 
for personal care services, a service frequently used in the care of children with ASD. The 
Department of Human Services staff person for the Autism Task Force served as a member of the 
PCA Task Force which met concurrently with the Autism Task Force. The PCA Task Force is 
addressing how personal care services can be more responsive to better meet needs and preferences. 

-€ 

The task force conducted an in-depth study of ASD and the various treatment methodologies and 
programs employed to meet the complex needs of children diagnosed with ASD. A wide variety of 
information was studied and discussed prior to the development of recommendations. Program and 
methodologies studied included: 

. Applied Behavior Analysis, Discreet Trial Training and Variations (Lovaas); . Treatment and Education of Autistic and Related Communication Handicapped Children 
(TEACCH); 



. Picture Exchange System (PECS); . Sensory integration; . Developmental; . Relationship based approaches; . Educational programs based in county and school settings. 

Autism Spectrum Disorder 
Dr. Greenstein, an expert in the diagnosis of ASD, provided a presentation regarding the spectrum of 
the disorder which focused on the increase in the incidence of ASD and the qualitative differences in 
learning and behavior for those with the diagnosis. Dr. Greenstein identified the hallmarks of 
methods that have proven effective with children with ASD. These hallmarks include: engagement 
in activity, activities that are reproducible in other settings, a focus on linguistic abilities, and 
methods that explicitly address social needs. 

Data Collection 
The task force reviewed data from education and human services regarding the number of persons 
identified with the diagnosis of ASD, the number of persons served and the costs and variety of 
services. This information was utilized to develop recommendations to better meet the needs of 
children with ASD. 

The task force, with the assistance of Fraser Child & Family Center, completed a survey of families 
with children with ASD in 1997-1 998. The purpose of the survey was to gather information regarding 
the services available, desired and received by persons with ASD (Appendix 7). The survey was 
returned by 345 respondents. Four of the surveys were excluded due to the age of the child with ASD. 

The s w e y  was completed primarily by parents. The average age of the children of respondents was 
5.6 years with 83% being male and 17% being female. Residents of 60 counties in Minnesota 
responded, with Dakota, Ramsey and Hennepin providing 43% of the responses. Results of the 
survey indicated: 

. Psychologists are the primary source of &st identification. . The majority of children were diagnosed with autism (57%) or PDD (3 1 %). Other diagnoses 
included Aspergers, bi-polar with Pervasive Developmental Disorder (PDD), complex 
language disorder, etc. . Many children were receiving early intervention service when they were identified. . Early intervention services were provided at 2.7 years on average compared to the average 
identification age of 3.17 years. . Early childhood special education was the primary category used to identify children for 
special education services. . The majority of children attended a special education classroom with other special education 
students and spent a portion of the day in regular education sites. . The primary instruction methods reported were sensory integration, social skills training and 
use of picture exchange systems. 



. Approximately half of the respondents reported receiving services from county social 
services and having a county case manger. . Teachers were the primary contact for parents to locate and learn about services. . The majority of families (64%) had a financial worker and approximately half were enrolled 
in MA. . The services most frequently accessed by families included respite care, home care, 
rehabilitation services, psychological assessment and home-based skills training. 

Task Force Sub~rouo  Reoorts 
A number of subgroups of the task force were formed to study multiple topics and prepare 
recommendations for task force consideration. Each subgroup's work and recommendations were 
reviewed by the task force and components on which consensus was obtained are incorporated into 
this report. The primary activities of the subgroups were: 

. State Reports: Review of reports from other states on ASD to determine a method for 
addressing the array of treatment methodologies and intervention strategies in this report. . Funding: Identification of issues regarding funding for services in Minnesota. The 
Department of Children, Families & Learning (CFL), Minnesota Department of Health 
(MDH) and Department of Human Services @HS) data regarding the costs of services were 
reviewed. Recommendations for funding options available to children with ASD were 
identified. . Services and agencies: Services available by agency were reviewed. Services unique to 
children with ASD were identified. 

Assum~tions 
The task force agreed upon parameters surrounding the scope of their charge. The legislation 
specified that recommendations should be provided within current available funding and limits. The 
task force members developed recommendations that utilize current funding streams in ways not 
previously accessed but within current funding limits. The task force further agreed that maximum 
use of complete MA programs and funds, private and public health plan benefits, and state and local 
funding is necessary to meet the needs of children diagnosed with ASD. The following assumptions 
and broad-based statements were utilized in developing recommendations. 

. Autism is a complex and treatable disorder. The identification of ASD, whether made 
medically or educationally, should be shared with the parent andlor guardian and 
Individualized Family Senrice Plan (IFSP) team members as soon as possible. Early 
diagnosis is critical for appropriate intervention and meaningful outcomes for children with 
ASD. 

. ASD has a biological basis which falls within the purview of both health care plans and 
mental health subsidiaries. 

. All financial resources must follow the child's needs - versus a category of service or 



diagnosis - and should reinforce efforts to improve diagnostic schemes to better match 
developmental needs of children. 

Necessary year-round services should be available from a variety of providers. 

The determination of intervention methods for each child should be made using a team process. 

Early intervention and in-home care can result in a vast cost savings over the costs of 
institutionalized care. Early intervention and in-home care build capacity and skills in a 
parent rearing a child with a complex disorder. 

An interagency coordinated system of outreach, assessment, treatment/services, case 
management and evaluation is necessary for children with ASD and their families. 

Coordinated efforts between families, agencies, and providers should include the family at 
the center of the planning process, support which is sensitive to the varying needs of 
individual families, information sharing and data collection. 

Social service personnel, including county case mangers and fmancial workers, require 
comprehensive training in the complexities surrounding ASD as well as available resources. 
Agency and cross-discipline training on collaboration will insure more appropriate service 
delivery. 

Home based services are an important component of a child's comprehensive service plan. 

Informed consent regarding costs, outcomes, equal rights and advocacy is required to enable 
parents to make choices based on options available. 

Families should know that choosing to limit the use of public payment resources and options 
may in turn limit the range of senices and options for their child. 

The recommendations made by this task force will only occur as a result of system change. 



REPORT ON THE SPECTRUM OF AUTISM 

Introduction 
The task force studied current information regarding the spectrum of autism as directed by the 
legislation. It was agreed that a common description of the children under discussion was essential 
to begin understanding the complex issues related to identification and subsequently to intervention 
methods and funding. 

Historical Persnective 
Since 1943 when autism was first described, the professional and public understanding of this 
complex disorder has grown. Leo Kanner first described this condition in a small group of young 
children. At the same time, Hans Asperger was describing a similar and seemingly related condition 
in a different group of children. Kanner coined the term "autism" to describe his group; Asperger's 
group carried his name. Children in both groups demonstrated difficulties in their ability to 
communicate, play or relate to others, and had a narrow range of interests. In the years that 
followed, professionals have attempted to more clearly understand the differences and similarities in 
the types of children that Kanner and Asperger had described. While assessment and diagnostic 
methods have improved, the following difficulties remain in identification. 

Identification Issues . The terms used to identify the condition often change. Efforts to more clearly describe and 
identify these children have resulted in various terms and criteria being established and 
revised, and subgroups being added. Various terms used historically in medicine, psychiatry 
and education have included Childhood Autism, Atypical Autism, Pervasive Developmental 
Disorder: Not Otherwise Specified (F'DD:NOS), Autistic Disorder, Childhood Schizophrenia, 
High Functioning Autism, Low Functioning Autism, Asperger's Syndrome, and others. 

. Individual differences occur along a continuum or spectrum. Research and professional 
experience supports the fact that the clinical picture of autism varies across individuals, 
especially in preschool years. There is often a lack of understanding or misidentification of 
the disability. The parents of these children are often told that their child is oppositional, 
defiant, emotionally disturbed, obsessive compulsive, learning disabled, speech delayed or 
mentally retarded. 

. Autism can occur in association with other disorders and disabilities such as mental 
retardation, sensory impairments, Fragile X Syndrome, obsessive-compulsive disorders, 
epilepsy or other medical conditions, making proper identification critical. 

. Effective interventions may be delayed without proper identification. Diagnosticians lacking 
experience may not identify the critical features and needs associated with the disorder and 
thus delay effective early interventions. 



Autism as a Spectrum Disorder 
It is widely believed today that autism is better understood as a spectrum disorder, meaning the 
symptoms and characteristics of autism can present themselves in a wide variety of combinations 
from mild to severe. Although autism is defined by a certain set of behaviors, children and adults 
can exhibit any combination of the behaviors in any degree of severity. Two children, both with a 
diagnosis of autism, can act very differently from one another. One child may demonstrate average 
cognitive development and some academic success yet still have signrficant functional, social and 
communication needs, while another child may experience extreme difficulties and inconsistencies 
with learning. Research and professional experience support that accurate, early identification of the 
disability and the specific needs of each child leads to individualized and more effective 
intervention. 

. The term "Autism Spectrum Disorders" generally refers to the five diagnostic categories 
described in the current Diagnostic and Statistical Manual (DSM4) under the section 
Pervasive Developmental Disorders. These individual disorders are Autistic Disorder, 
Childhood Disintegrative Disorder, Asperger's Disorder, Rett's Disorder, and Pervasive 
Developmental Disorder: Not Otherwise Specified (PDD:NOS). For purposes of clarity, the 
use of the term "autism" in this report refers to the Autism Spectrum Disorders (ASD), unless 
specifically stated otherwise. 

. In light of the numerous terms, definitions (see Appendix 2) and complex nature of this 
disability, the task force agreed that the term "Autism Spectrum Disorders" (ASD) most 
clearly defines the critical features in the m o u ~  of children under discussion. The critical - 
features occur before three years of age and include significant impairments in social 
interaction, communication and a restricted range of interests or repetitive behaviors. 

. Autism is currently understood as a developmental disability. Current research suggests it is 
a neurologically based syndrome described by a pattern of behavioral characteristics. The - ~ - 

syndrome is ni t  caused by poor parenting or any other psychological influences in a child's 
life. 

. Research summarized by Mark Greenstein, M.D., developmental pediatrician and geneticist, 
indicates that scientists have not yet found a specific cause for autism. Evidence indicates 
that there are genetic factors involved and that there are biological andfor neurological 
differences in the brains of individuals with autism. 

. Autism is considered a "low incidence" disability but it is the third most common 
developmental disability, after cerebral palsy and mental retardation. It is four times more 
common in boys than girls and occurs more frequently than Down's syndrome, blindness or 
childhood cancer. 

. The National Institute of Child Health and Human Development (NICHHD) reported 
new incidence figures in 1998. Considering the broader spectrum of the disorder, 



projected incidence rates range anywhere kom 7 to 48 per 10,000 births. 
Marie Bristol-Powers, Ph.D., NlCHHD Director, reported the following figures to the 
Autism Society of America in July, 1998: 

. Less than 1 in 666 individuals with "classic" Autism; . Less than 1 in 500 individuals when combining Autism and Pervasive Developmental 
Disorders: Not Otherwise Specified (PDD:NOS); and . Less than 1 in 200 individuals when combing  Autism, PDD:NOS and 
Asperger's Disorder. 

. The most recent child count data reported by school districts to CFL on December 1,1997 
indicates that 1283 children (birth-22 vears of age) meet the educational criteria for the - ,  

Autism category (see Appendix 4). These students receive special education services as 
determined bv their Individualized Educational Plan (IEP) or Individualized Family Service . , 

Plan (IFSP) teams. This figure does not reflect a complete count due to several factors. 
Young children with Autism may be counted and receive services when they meet criteria 
under Early Childhood Special Education (see Appendix 4). Very young children are 
sometimes difficult to identify; others may be incorrectly identified. 

. Applying the most recent NICHHD rates to Minnesota, estimates can be projected regarding 
the number of individuals with this disability in the state. Based on the total student 
enrollment reported December 1, 1997, Minnesota is home to 933,5 16 individuals birth-22 
years. Applying an estimated rate of 1 in 666 to this total, there are potentially 1402 students 
with Autism. If we consider the incidence rate of 1 in 500, the potential number of students 
identified with autism and PDD:NOS increases to 1867. When we also include individuals 
with Asperger's Syndrome and use the 1 in 200 incidence rate, the estimated number reaches 
4667 students fiom birth to 22 years. 

• When considering a population estimate of 420,000 for the birth-8 year old age group and 
applying the rate of 1 per 500 births, there are possibly 840 young children with Autism and 
PDD:NOS in Minnesota. The actual child count reported for this age group was 587 
children. 

. In Minnesota the incidence rate for the autism category has increased by approximately 20% 
in each of the last six years. While it is impossible using current data systems to determine a 
true incidence rate of Autism Spectrum Disorders in Minnesota, this rate of increase is 
consistent with national figuresltrends and is expected to continue as this has been an 
under-identified disorder. 

. While there is general agreement that Autism Spectrum Disorders are on the rise, it is unclear 
why. Better identification methods and better-trained professionals certainly contribute to 
this increase but some speculate that there may be some undetermined factors that continued 
research may identify. 



Eligibilitv and Agencv Issues 
There are different eligibility criteria established by various state agencies and private insurance 
providers for children with ASD. The process for accessing services and funding mechanisms 
available for these children is complex. This adds to the confusion of parents and staff who are 
already faced with a multitude of challenges in providing for a child with an ASD. 

. Access to public and private services may be delayed due to the lack of understanding of the 
multiple access points and variable eligibility criteria utilized by various agencies. 

. Understanding of ASD by some schools, counties, private providers, the medical community 
and the general community is also limited. Institutes of higher education do not currently 
have training programs that prepare staff to better understand and address the needs of these 
individuals. CFL has begun initial efforts to collaborate with institutes of higher education. 

Recommendation from the Commissioner 

. The Department of Children, Families and Learning's entrance criteria for Autism eligibility 
should be revised to reflect current research and practice. 

The revised criteria should be consistent with the current research and understanding 
in the feld, shouldrecognize the range andspectrum of autism andpervasive 
developmental disorders 0.e. Autism Spectrum Disorders), should be consistent with 
the broader federal definition and should establish criteria for special education 
eligibility in Minnesota under the categoly of autism. 



TREATMENT METHODOLOGIES 

Introduction 
Since PL 94-142 assured the education of children with autism in 1975 and PL 99-457 mandated 
early intervention for young children with autism in 1994, public education services have led 
community service delivery for children with ASD in Minnesota. Historicallv, public education 
programs have supported a philosophy that services should facilitate families in raising children with 
disabilities within their homes. This belief prom~ted social service agencies to develop in-home - 
support, respite care, and living services. This philosophy has required both public schools and 
social service providers to find methodologies which could help children with ASD to reach their 
potential and to grow up living in the community. Prior to 1975, approximately 95% of individuals 
with autism were institutionalized. 

Throughout the 1980's and 1990's, information on effective intervention methodologies came from 
research centers at universities throughout the United States. The published findings have refuted 
the commonly held view that children with ASD are not treatable and cannot be expected to 
improve. In fact, all the children with ASD showed improvement with effective treatment and some 
improved so significantly that they were able to attend regular education classes without support. - 
Efforts are underway to replicate some of these encouraging findings. The message from this 
research is one of hope and challenges current public policy and service delivery in Minnesota. 

Research Findines 
Research conducted over the last two decades in the area of early intervention in ASD was reported 
by Sally Rogers, Ph.D., University of Colorado, Health Sciences Center, at a working conference on 
the State of Science in Autism held at the National Institutes of Health in 1995. The summary of six 
comprehensive early intervention studies reported (a) significant acceleration of developmental rates, 
resulting in significant IQ gains, (b) significant language gains, and (c) improved social behavior and 
decreased symptoms of autism. These gains were accomplished within one to two years of intensive 
preschool intervention. The majority of treated children (73%) had useful speech by the end of the 
intervention period (generally age five). [Fenske, et al(1985); Lovaas (1987); and McEachlin, 
Smith, and Lovaas (1993); Hoyson, Jamieson, and Strain (1984); Rogers and Lewis (1989) and 
Rogers and DSala (1991); Harris, Handleman, Kristoff, Bass, and Gordon (1990); and Anderson, 
Avery, Dipietro, Edwards, and Christian (1987)l 

Eight clinical program models of intensive early intervention for children with ASD in the 
United States have been active since 1980. In 1997, Dawson and Osterling provided a 
review of these prouams and summarized common elements reported by these effective - - - 
programs. The programs are: the Douglass Developmental Disabilities Center, Rutgers 
University; Health Sciences Center, University of Colorado; May Institute, Boston; 
princeto; child Development ~nstikte, princeton, New ~ e r i e ~ ;  Treatment k d  Education of 
Autistic and Communication-Handicapped Children (TEACCH), University of North 
Carolina; Young Autism Program, (Lovaas) University of California; Learning Experiences 



- An Alternative Program for Preschoolers and Parents; and Walden Preschool, Emory 
University School of Medicine. [The Effectiveness of Early Intervention, edited by M. 
Guralnick, Ph.D.; chapter by Geraldine Dawson and Julie Osterling (1997)J 

These programs reviewed the overall progress of 150 young children with ASD. Of the six 
programs that reported placement data, four reported that approximately 50% of the children were 
able to be integrated into a general classroom by the end of the intervention. All children made, on 
average, an IQ gain of approximately 20 points. Although no study has been completed comparing 
two or more intensive programs and methods with each other, the findings were impressive and 
underscore the need for continuing scientific studies. 

Additional research studies in the past fifteen years have provided evidence for the biological basis 
for ASD as reported at the National Institutes of Health's (NIH) Autism State-of-the-Science 
Conference (Bristol, et.al., 1996). Information born neuropathology indicated that there may be 
abnormalities in the amygdala, hippocampus, septum, mamillary bodies, and the cerebellum. These 
findings were linked to studies that revealed problems in ASD with certain aspects of higher order 
cognitive functions, encoding of complex information, and attention functioning. In addition, there 
is now general agreement that sharing attention and emotions with others is specifically and 
universally impaired in children with ASD (Sigman). 

Effective Methodolopies 
The results of the research findings on early intervention for young children with ASD lead one to 
ask what methods were effective. Although it is true that services for young children must be 
tailored to individual abilities, interests, and needs, there were some specific methods which 
effectively addressed the difficulty in autism of sharing attention and emotion with others. Without 
utilizing these effective methods, young children with ASD do not learn to pay attention and to relate 
to others. Communication and learning are compromised. Behavior problems are exacerbated. 
While there are some exemplary public and private services provided in Minnesota, there is a critical 
need for development of more comprehensive programming and training across all agencies. 

Intensive Behavior Thera~v 
Intensive Behavior Therapy, also known as discrete trial training or applied behavior analysis, 
involves teaching a child how to perform a particular activity by breaking it down into simple 
components which can be rehearsed individually and chained into a complete sequence. This 
approach addresses the difficulty in ASD with attention, orienting, shifting, and maintaining joint 
attention, which is critical to learning. Intensive behavior therapy has been documented as effective 
in teaching linear skill sequences which can be chained together. The child is systematically 
rewarded for performing learned responses. In time, skills are generalized to new places and people. 
A behavioral approach may include instruction in designated sessions and in everyday life situations 
(Lovaas 1980,1987). 



Develoamental A~proach  
The developmental approach is based on the observation that children with ASD have patterns of 
development characterized by uneven skills. There are delays in the areas of communication, 
interaction, play, and particularly in social development. The developmental approach emphasizes 
the emergence of joint attention, engagement, and the ability to use others to self-regulate using the 
child's intrinsic interests. Effective techniques support and encourage the child to interact and 
communicate (Greenspan, 1997). 

Structured Teaching 
Structured teaching is a method which supports children's independent functioning in home, school 
and community. The method uses techniques such as portable work stations, student schedules, and 
color-coded materials. This structure addresses the problems in autism with motor planning and 
verbal comprehension. Children are taught self-management and self-care, building on strengths that 
they already possess, such as the ability to follow routines, visual cues, and rehearsal techniques. 
Structured teaching methods stress the building of independent routines (Lord and Schopler, 1994). 

Common Elements of Effectiveness 
Each of these methods is documented to be effective; all eight programs share certain critical 
common elements. The following are the common elements that were the keys to the gains noted by 
Dawson and Osterling (1997). 

Element one: intensity of intervention 
Intensity refers to the time engaged in systematic instruction and frequency of learning 
opportunities in the home, school and community. Programs involved an average of 27 
hours of direct intervention per week for a period of two years. 

Element two: family involvement 
Programs recognized that parents are a critical component in early intervention and they 
devoted time and resources to parent training. 

Element three: curriculum content 
All of the curricula emphasized five basic skills that are fundamental to children with autism 
spectrum disorders advancing to less supported settings. They are as follows: . the ability to attend to elements of the environment; . the ability to imitate others; . the ability to comprehend and use language; . the ability to play appropriately with toys; and . the ability to socially interact with others. 

Element fouc one-to-one teaching by a trainedperson 
The basic skills were taught in a very structured situation where the child interacted directly 
with a trained teacher or therapist. Generalization strategies were systematically introduced. 



Element five: strict adherence to specific routines andpredictabiliq 
This adherence helued children become more sociallv resuonsive and attentive with their . 
behavior more controlled. 

Element sir: a functional approach to problem behaviors 
Programs sought to prevent the development of problem behaviors by increasing the child's 
interest and social engagement. 

Element five: transition from the preschool classroom 
All programs taught children to function as independently as possible so that they could 
succeed in future classrooms. 

While the task force did not make specific judgements regarding each of the methodologies 
reviewed, it was agreed that the earlier the intervention is initiated the better urognosis for the - A - 
child. There are essential elements for an effective program regardless of the methodology 
utilized. No specific methodology was endorsed but the task force supports the research that 
indicates that a minimum range of hours (20 - 40) of engaged time produces the best outcomes for 
children with ASD. 

The task force discussed the research regarding intensity of intervention and there is agreement that 
the intensity of intervention is critical and that appropriate programming for these children may 
include a high number of hours in intervention. However, specifying a discrete numerical range of 
hours is inconsistent with federal (IDEA) and state legislation that insures that the decisions 
regarding the individualization of programming for each child will be made by the team who 
knows the child best and provides for due process protection. 

Additional Task Force Recommendation 

> Early intervention should be provided with sufficient intensity to meet the individual needs 
identified for each child. Progress must be monitored by a team on a routine and frequent 
basis. Adjustments to the intervention plan should be based on objective data. 

Based upon current research andpromisingpractices, the condition of autism in young 
children often requires intense intervention strategies (intense meaning number of hours 
of engaged time, number of instructional opportunities, number of settings in which 
intervention occurs, quality ofprovider training etc.). In many cases this may require an 
increase in services provided to a child and additional training for providers as 
demonstrated and supported by current research and summarized in this report in the 
Methodology Section. These services must be provided andpaid for through interagency 
shared responsibility among private insurance, state and county human services, school 
districts, health departments and families. This recommendation makes use of all 
available ficnding resources to assure that the young child with autism has an 
intervention plan that is intense enough to meet the child's needs. 



ROLE OF SCHOOLS. STATE AGENCIES AND COUNTIES 

Multiple agencies and programs have roles and responsibilities in the provision and payment of 
services for children with ASD and their families. The agencies and programs discussed by the 
task force provide and pay for a significant amount of services to this population. The programs 
and agencies share a focus on children with disabilities and have missions that promote 
independence and self sufficiency. Eligibility is disability based. Self-sufficiency for children 
with ASD means supporting the family's ability to keep the child in the home and community 
and supporting independence in the context of development and health. 

Schools are a major provider of services to children with ASD. School districts are responsible 
for providing these children with a Free and Appropriate Public Education (FAPE). Special 
education services are provided based on a determination of eligibility. Decisions regarding 
services, based on identified child needs, are designed to assist the child to gain access to and 
benefit from, educational opportunities. 

Educational resources alone should not be expected to fund the complete intensive program for 
children with ASD. Educational agencies should provide services in conjunction with families, 
county, state, and private resources. 

Local social service agencies provide case management, allocate services and funding fiom the 
Family Support Fund, facilitate child protection activities and oversee in-home support services 
as well as out-of-home placement activities. County public health agencies play a key role in 
health related activities and, in particular, have the responsibility to evaluate the need for and 
authorize personal care assistant services. County Boards (health and social services) are 
responsible for administering as well as providing and paying for a variety of services for eligible 
children with ASD. For example, social services is responsible for administering Minnesota's 
Home and Community-based Services for Persons with Mental Retardation and Related 
Conditions waiver program. 

Health plans provide reimbursement for health care. Consumers in Minnesota have access to a 
variety of commercial health plan structures, including indemnity insurance plans, managed care 
organizations and employers' self-insured plans. Covered services are reimbursed andlor 
provided when medically necessary. According to the "Caring for our Children: A Study of 
TEFRA in Minnesota" (a report done by the Minnesota Department of Health, August 1998) 
seventy-nine percent of the survey respondents have private health care coverage. Managed care 
coverage is two times more common than indemnity insurance. TEFRA, the Tax Equity Fiscal 
Responsibility Act, is a mechanism used to deem children with disabilities eligible for MA 
benefits regardless of parental income. 

Parents have a responsibility to provide and pay for services for their children and to access and 
coordinate services for their child. The TEFRA report noted that families of children eligible for 



TEFRA spend more than 1 1% of their adjusted gross income on medical care, excluding out-of- 
pocket expenses for non-disabled family members. Minnesota families in general spend about 
5.5% of their income on medical care for the entire family. The family circumstances in this 
study are fairly reflective of average Minnesota families in terms of income, education and 
geographic distribution. 

Services offered through various agencies and programs are often not coordinated. Each agency or 
program has an intake, assessment and case management system. The allocation of services and 
resources is based on differing criteria and expertise. There is no mandated team process that would 
facilitate the coordination and collaboration of multiple agencies and programs nor assigned lead 
responsibility by any state agency. This lack of coordination frequently prevents the development of 
an appropriate package of services or the assurance of expert input into key decisions regarding a 
child's program intensity and program methodology. 

Recommendations from the Commissioner 

* A single intake process should be developed and used by all agencies serving children with 
Autism Spectrum Disorder. 

This process will reduce the current burden of multiple assessments and intake 
procedures necessay to obtain funds and services. A uniform process should not reduce 
or eliminate a family S right of appeal. 

Additional Task Force Recommendations 

) Appropriate medical providers should be included in the interagency process of assessment and 
services for children with ASD. 

The child'sprimary medicalprovider (child's medical home) is a key participant in the 
process of assessment and service de l i ve~ .  Other pediatric specialists, such as 
deve~op~ental~ediatricians, psychologists, pediatric neurologists and childpsychiatrists 
may also be involved in a child S care and should be included in a coordinated 
interagencyprocess. 

* A mechanism to assign an interagency case managerlse~ce coordinator at the point of 
identification should be developed. 

This interagency case manager could be chosen @om a variety ofproviders. The role of 
the case manager would be to facilitate interagency intake and assessment, to coordinate 
the development of an interagency plan and to assist the family in navigating the system. 

) A single plan of carelsenrice should be developed. 



* An appropriately trained and licensed person should be available to coordinate and facilitate 
services for children diagnosed with ASD. 

* Legislation which requires public and private agencies to collaborate and assume responsibility 
for service provision should be enacted. 



FUNDING 

OVERVIEW 

The array of funding sources and options for children with ASD is complex. This section reviews 
current available data reflecting the fiulding of services and programs used by children with autism. 
The task force held a strong belief that providing earlier and intensive programming for children 
with ASD yields savings in future costs for this population. The task force attempted to engage in a 
statistical analysis of cost benefit ratios for increasing funding and services to younger children with 
ASD. Current Minnesota data was not available to address this issue. Other states and other 
research supported this cost benefit scenario. Appendix 6 provides an example of a cost benefit 
analysis done by Philadelphia in 1996. 

The task force found that a variety of services are accessed from multiple programs and agencies. 
The data demonstrates that funding for necessary services is presently categorical and program 
based, which makes both access and management of funds and resources difficult. What the data 
fails to demonstrate are the multiple combinations of programs and payment sources that individual 
children must access. Most children with ASD meet the criteria for eligibility in both the 
developmentally disabled and mental health categories of service. This enables access to services 
across categories of eligibility in order to meet their unique needs. For example, a child with ASD 
may be enrolled in a special education program and have a personal care assistant (PCA), use the 
services of a county case manager, obtain a psychological evaluation and access family support 
funds. The services the child receives may be reimbursed by education entitlement funds, MA, 
private health insurance, county funds and funding by families. 

While an array of services may be available, there are barriers to funding the services. Children and 
families who do not qualify for public funding may have increased difficulty accessing the necessary 
array of services to meet their needs due to restrictions in coverage or policy limitations of third 
party payers and managed care organizations. Private insurers often exclude and/or limit coverage 
for services through policy exclusions for persons diagnosed with developmental delay or mental 
health issues. Employers who choose to self insure employees determine the scope of benefits and 
can limit benefits that appear costly. 

Services vary dramatically throughout the state due to lack of such resources as funding, personnel 
and experts. Funding in-home services, especially programs targeting behavioral interventions at the 
level of intensity of services recommended for children with ASD, has been difficult. Additionally, 
the access and management of the services which come fiom multiple sources can be burdensome. 

The task force reviewed data from three sources to evaluate the trends, the services most utilized by' 
the ASD population and the funds allocated and reimbursed for services. Data sources were: CFL 
child count statistics; MA Minnesota Medical Information System (MMIS) screening and paid 
claims files; and, data gathered in the task force survey. 



The data from the MMIS source provided information on paid claims for those individuals 
qualifying for MA services with a primary diagnosis of autism. The task force reviewed the claims 
reimbursed for services received by individuals who met the category of service entitled 
Developmentally Disabled (DD) andlor Mental Health (MH). The MMIS data did not include all 
children with ASD who were MA eligible and submitted claims for service. The data did not 
include information for children who received services from schools or counties and were not 
eligible for either the DD or MH category, or who were not eligible for MA services. The data from 
the task force survey captured information about children with ASD who access MA services. The 
data sources utilized for this summary are found in Appendix 4. An analysis of the data is 
summarized by statistical trends, service and reimbursement access data and funding. 

STATISTICAL TRENDS 

All agencies have seen an increase in the numbers of children accessing services. 

Education: In 1997 the total number of children, ages 0-8 years, meeting the autism 
criteria was 587. This is an increase. In fact, education has realized a 20% increase in 
each of the last six years (for children 0-22). 

Medical Assistance*: Children ages 0-8 years old accessing MA reimbursement in the 
categories of DD and MH services has increased. The number of children in 1995 was 
172. In 1997, the number of MA eligible children with paid claims had increased to 237 
(numbers are not unduplicated counts). MA expenditures for children with a diagnosis of 
autism, who meet the mental health category, have increased from $300,00 in 1995 to 
$520,000 in 1997. M4 mental health service expenditures for children with aprima?y 
diagnosis ofAutism have increasedfiom $280,000 in 1995 to $470,000 in 1997. 
(However, the I997 claims data is not complete.) The MA expenditures for children with 
autism in the DD category have also increased every year. 

Social Services: The task force did not have historical data on families who receive 
services reimbursed by local and state funds. Informal reports indicate counties have 
been asked to provide more services to increasing numbers of children with autism. The 
task force survey reported that half of the respondents were receiving services &om their 
host county. Currently, 1.6 million state dollars are allocated to local counties to provide 
services through Family Support Grants. The Family Support Grant supports families of 
children with developmental disabilities which includes ASD. 

'Note: Medical Assistance data used in this report should be interpreted with caution. The Task Force reviewed claims 
data from the MMIS system for individuals who met the category of service entitled Developmentally Disabled andlor 
Mental Health. This data did not include all children with ASD who were eligible for and submitted claims for service 



Many children with ASD receive services funded by MA. The Autism Task Force Survey reported 
that approximately half of the 345 respondents received services reimbursed for by MA. 

Special education has provided services to the largest number of children diagnosed with ASD, 
with its numbers increasing annually. Most of the children served by special education receive 
all their services through the special education program. It appears that approximately 25% of 
children, with the primary diagnosis of Autism, are receiving services and payment for services 
from other sources. 

SERVICE AND REIMBURSEMENT ACCESS DATA 

Medical Assiktance Access for Children with ASD in the Developmental Dirabilities Service 
Category*. Children (ages 0-8) who receive services through the DD service category are reimbursed 
by MA access for a number of services. The top three accessed services/programs by children with 
ASD in this category were the DD waiver plan and services, home care (mostly personal care assis- 
tants (PCA services)), and assessment and therapies. The trend between 1995 and 1997 for such ser- 
vices is demonstrated in Table 1 below. Costs related to these services are demonstrated in Table 2. 

Table 1: SELECTED MA SERVICES FOR CHILDREN WITH ASD 
WITHIN THE CATEGORY OF DEVELOPMENTAL DISABILITIES @D) 

Table 2: COST OF SELECTED SERVICES FOR CHILDREN WITH ASD 
WITHIN THE CATEGORY OF DEVELOPMENTAL DISABILITIES @D) 

'Note: Medical Assistance data used in this report should be interpreted with caution. The Task Force reviewed claims 
data from the MMIS system for individuals who met the category of service entitled Developmentally Disabled andlor 
Mental Health. This data did not include all children with ASD who were eligible for and submitted claims for service. 
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Medical Assistance Access for Children with ASD in the Mental Health Service Category*. The 
top three services reimbursed by MA for children (ages 0-8) with ASD who received services 
through the MH category between 1995 and 1997 were: mental health diagnostic assessment, day 
treatment and individual and family psychotherapy, as demonstrated in Table 3. Costs related to 
these services are demonstrated in Table 4. 

Table 3: SELECTED MA SERVICES FOR CHILDREN WITH ASD 
WITHIN THE CATEGORY OF MENTAL HEALTH (MH) 

I Individual & Familv 1 47 I 32 I 49 I 

- - - 

Total # Recipients 

Diagnostic Assessment 

Dav Treatment 

Psychotherapy 
NOTE: * 94% of the clients receiving day treatment services, do so from one day treatment site in 
the metro area 

115 

55 

40 

Table 4: COST OF SELECTED SERVICES FOR CHILDREN WITH ASD 
WITHIN THE CATEGORY OF MENTAL HEALTH (MH) 

129 

54 

59 

Special Education Costs Related to Children with ASD. Exact special education expenditure 
figures for children with ASD are not available. First, children with autism may be included under 
other categories of disability such as mental retardation or early childhood learning disabled. 

149 

57 

75 

For the 1996-97 school year, Minnesota school districts claimed personnel expenditures of 
$5,446,108 for children ages birth to 21 sewed within the category of autism. Of this amount, 
districts were reimbursed $3,901,217 in calculated state aid. The amount included all special 
education funding sources. These amounts are conservative due to the lack of a license requirement 
and teacher category for an autism teacher and the variety of diagnostic categories children with 
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autism may be labeled in education, e.g. mental retardation, early childhood, learning disabled, etc. 
Over 90% of the special education expenditures reported were for special education teachers and 
para professionals (teacher assistants). Special education costs are not broken down into service 
assistance for children with varied disabilities. 

Education: Clearly children with ASD utilize special education services. The total number of 
children ages 0-1 1 years old with a primary disability of Autism was 879. The types of services 
accessed within special education were: special education services, speech-language pathology 
services, occupational and physical therapy, the use of teacher assistants and extended school-year. 

FUNDING DISCUSSION 

Education and Funding 
Almost all children with ASD are involved with the educational system. Educational services are 
funded through a combination of state, federal and local sources. Special education and related 
services become entitled for children who meet eligibility criteria and require such services in order - 
to benefit from educational opportunities. Educational programs are individually designed by a team 
to meet a child's needs. The educational program appropriate to the child's needs is detailed in an - - - -  
Individualized Educational Plan OEP) for children ages 3-22 and on an Individualized Family 
Service Plan (IFSP) for children birth to age three. 6 general, service provisions for older ' 

preschoolers and school age children are typically designed within the school day and school 
calender. 

Many of the related services children with ASD require may be necessary beyond the school day or 
calender. They may be interpreted as being more medical andlor health related than educational in 
nature. Presently schools are being directed to bill other sources such as MA and other third party 
payers for these services, if appropriate, and with the permission of the families. This policy is an 
attempt to recognize the joint responsibility for payment of services. The policy also recognizes that 
arbitrary decisions are made regarding medical and education funding of services for younger 
children. Access to all funding sources can maximize resources which may then better meet the 
needs of children with ASD. 

Additional Task Force Recommendation 

) The development and implementation of the interagency coordinated service system as defined 
in the 1997 K-12 bill should be supported by the Department of Human Services and the 
Department of Children, Families and Learning. 

This will serve the three to twenty-two year old age group ofchildren with disabilities. 
The task force specifically supports any plans to enhance the ability of local areas to 
provide interagency service coordination. 



Medical Assistance (MA) 

Many children with ASD access services reimbursed through Medical Assistance. MA is funded 
through a formula match of state and federal dollars. MA is a "benefit,"a payment package available 
to categorically andlor financially eligible populations. The Federal Health Care Administration 
(HCFA) mandates certain medically necessary services that must be reimbursed by the state's MA 
program for eligible populations. Each state then determines what optional, medically necessary, 
services they choose to reimburse. Both mandated and optional services are outlined within the 
state's Medical Assistance Plan. Persons meeting MA eligibility, specific categories of service, and 
authorizing requirements are entitled to these services. Minnesota MA currently reimburses 
medically necessary optional services with the exception of Christian Science Nursing. Eligible 
children with ASD have access to MA benefits for a variety of services designed to meet medical 
needs. 

MA eligibility and service reimbursements are administered through a variety of management and 
funding structures. Although funding is available, access to service may be difficult for a variety of 
reasons. These include a lack of understanding on the part of staff regarding a child's eligibility for 
services in the multiple categories of service, limitations by prepaid medical plan providers of MA 
services, licensing requirements, site of care restrictions, lack of adequate supervision and training 
and lack of provider availability. 

Children with ASD may access MA funding through a variety of access programs. Five major entry 
points into MA eligibility are presented below. 

TEFRA: TEFRA is a mechanism for disabled children to gain eligibility for MA benefits 
without consideration of family income and assets. Parents in Minnesota are required to pay a 
monthly contribution, determined by a sliding fee scale, toward the costs of medical care. 

Fee-for-Service: Providers may be reimbursed for services provided to MA eligible recipients 
on a fee-for-service basis. MA enrollment of eligible recipients for this type of reimbursement 
mechanism is facilitated by the local count, and enrolled ~roviders bill DHS for s e ~ c e s  
rendered. There are amounts of services (thresholds) outlined and a system in place for 
authorizing services amounts beyond base thresholds. The ~roviders of services are - 
responsible for meeting individual professional standards and licensing requirements, for 
maintaining appropriate documentation and for billing services to DHS. 

Prepaid Medical Plan: The full array of MA benefits are available for eligible populations 
from a managed care organization. The state, through contracts with managed care 
organizations (MCO), assures that the services are available and establishes payment rates to 
the MCO. Contracts with prepaid medical plans assure a set payment amount and allow the 
MCO to manage the services through the MCO system of thresholds, authorization, definitions 
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and persomel/provider structure. 

Waivers: Waivers are written permission from the federal government to provide and 
reimburse services normally not covered or reimbursed through MA, or to develop an 
alternative method of providing and reimbursing services for a target population(s). Individual 
consumer waivers must be approved and a limited number of waivers and waiver slots are 
granted by HCFA to the state. 

Families who receive services through a waiver program, which is administered by the County, 
report more functional and easier access to a wide range of services. The task force survey data 
substantiated the ease of access and wide array of service options available through the waiver 
option. However, there is considerable concern regarding the limit on the number of waiver 
slots available. There is a current waiting list for the DD/MR waiver. 

C h i d  & Teen Check Up (Early, Periodic Screening, Diagnosis & Testing (EPSDT)): The 
EPSDT option, entitled Child & Teen Check Up in Minnesota, is a federally mandated 
component of the MA program. The program is designed to identify and treat all children ffom 
birth to age 21 who are MA eligible. State MA programs may not apply limits to the amount, 
duration, and scope of services that meet the state plan definitions of medically necessary 
treatment for a condition identified in a screening and provided by a MA provider. 

Recommendations from the Commissioner 

* Access to Child and Teen Check-Up funding (EPSDT) should be clarified by the Department 
of Human Services to enhance treatment options. 

These finds could then potentially be used to enhance treatment options for children with 
ASD. 

Additional Task Force Recommendations 

> Access to the Department of Human Services' programs and funding should be ensured for 
children with either mental retardatiodrelated conditions and/or mental health categories of 
care. 

> Service coordination and/or case management shall be afforded to all children with ASD. 

Service coordination can be supported by combining state, local and Medical Assistance 
finding Cfor example, Communily Social Services Act (CSSA), Individualized Education 
Plan (IEP), Rule 185). 



) Legislation to provide increased funding to DHS for the Family Support Grant program to 
expand the number of grants available and the number of persons served should be enacted. 

) DHS should create a category of PCA services that provides a behavioral aide who is trained 
and supervised by a mental health provider. 

PCA services are inadequate for young learners with ASD are inadequate due to 
availability, training, level ofpay and supervision factors. 

) DHS should expand reimbursement for services provided by mental health practitioners. 

The Rehabilitation Option in the Minnesota Medicaid State Plan should be changed to 
allow Mental Health Providers to bill for skills trainingprovided by mental health 
practitioners. DHS should expand reimbursement for services provided by mental health 
practitioners through the Rehabilitation Option in the Minnesota Medicaid State Plan by 
allowing Mental Health Providers to bill for skills training provided by mental health 
practitioners. 

County Services 
Children with ASD and their families may access services and programs that are administered by 
local county boards. County boards often administer state or federally funded programs. Some 
services and programs are funded through a combination of state and local funds. Counties generally 
contract with local service providers for many of the services provided. 

Generally, children with ASD meet eligibility requirements for either or both categories of MA 
services entitled under Mental RetardationIRelated Conditions or Children's Mental Health. 
Counties are responsible for meeting the programmatic and fiscal needs of both program categories. 
The dual eligibility for these two programs presents opportunities and challenges. The knowledge 
base of county workers and the history of cooperation between the category of service areas are 
significant variables in the effectiveness of program access. Counties fund services via the 
Community Social Services Act Plan and manage services for children in foster care and in 
intermediate care facilities for persons with mental retardation and related conditions. 

Additional Task Force Recommendation 

) Legislation increasing funding to DHS for MRlRC (mental retardationlrelated conditions) 
waiver slots to eliminate waiting lists should be enacted. 



Families of Children with ASD 
As previously noted, families have a funding responsibility for their children with ASD. One would 
assume that families would avail themselves to whatever assistance they need to facilitate access to 
services and payment for those services. Families are not always aware of their eligibility for a wide 
variety of programs. 

Occasionally families are hesitant to participate in publicly funded programs, such as MA and 
county social services. Families report that one of the major baniers to participation is the stigma of 
asking for and receiving help from government sources. The parental fee required for participation 
in MA through the TEFRA option is often too great to make MA benefits worthwhile. Lack of 
awareness regarding program eligibility and the enrollment process deter families. Assistance with 
the application process and providing and maintaining necessary documentation can make access to 
publicly funded programs easier and less confusing. 

FUNDING AND SERVICES SCENARIO 

A four-year-old child with ASD receives an array of educational services outlined on an 
Individualized Education Plan (IEP). IEP services are provided in the educational setting and . , - 
include special education and related services such as speech therapy and occupational therapy. The 
child is covered by the family's private health care insurance and is enrolled in MA through the . - 
TEFRA eligibility option. The parent pays a monthly fee to MA to be enrolled. The child receives 
the following services in providers' offices and within the child's home: speech-language pathology, 
occupational and physical therapy, psychological assessment and treatment, personal care assistant 
services, consultation from a mental health practitioner, medical visits and public health nursing 
services. The family receives social work services fiom their county of residence. The family 
arranges and facilitates all the child's services outside of school. The county social worker provides 
information on service availability and facilitates access to MA. In this scenario MA will reimburse 
for all of the medically necessary services the child receives except those of the mental health 
practitioner (behavior analyst). The burden of coordination of care is significant to the family. This 
family, due to the child's diagnosis, is eligible for additional services through the county in the form 
of "case management." Even though the family has accessed some public programs and funds, 
without knowledge of the full array of services and resources it is difficult to access all the services 
necessary to meet the child and family's needs. Appendix 5 outlines the multitude of program 
development issues the families, programs and agencies must consider. 

The scenario assumes the family has access to all the services necessary to meet the child's needs. 
However, the needs of a child with ASD are complex and service requirements are variable. Access 
to services is dependent upon the parent's knowledge of ASD, service availability and resources. 
The program a child receives can vary daily, dependent upon the availability of care givers and staff. 
This variability can be very detrimental for children with ASD who require consistency in care, 
treatment and programs. 



BEHAVIORAL DAY TREATMENT 

Children with ASD may be eligible to access behavioral day treatment programs. They are 
structured programs consisting of individual and group psychotherapy and other intensive 
therapeutic services. Services are provided by a multidisciplinary team of professionals and are 
designed to stabilize the child's mental health status, provide mental health services, and develop and 
improve the child's independent living and socialization skills. In order to be eligible to access these 
services, the child must have a diagnosis of emotional disturbance or severe emotional disturbance. 
This service is funded through Medical Assistance. 

Day treatment services are provided by a multidisciplinary team. Services may be provided by a 
mental health professional or under the clinical supervision of a mental health professional who must 
be on site 50% of the time. Services must be provided in a community mental health center, 
outpatient hospital or in an entity that is under a contract with the county board, which could include 
a school setting. There is nothing to preclude a school district from establishing a day treatment 
program and billing MA for those services provided to Medicaid eligible children. 

There are limitations on the number of hours covered in a year and the services must be available at 
least one day a week for a minimum of three contact hours. At least one hour, but no more than two 
hours, of individual or group psychotherapy must be provided within those contact hours. The day 
treatment model of services was develo~ed for nrouu treatment settings. Children with ASD - A - 
frequently require individualized training and support in the home and throughout the community; 
this need conflicts with the current day treatment model in implementing a child's treatment plan. 

Senices available through MA in the mental health category of service may provide children with 
ASD a broader base of mental health treatment options. Appendix 3 delineates the MA mental 
health benefits available to persons with ASD. 

Day treatment services are a recognized, important component under the Children's Mental Health 
Act and have become the most utilized psychological service for all age groups. There is one 
primary provider of day treatment services in the metropolitan area which receives reimbursement 
from MA for children with a primary diagnosis of autism. The concept of a day treatment program 
for children with ASD may appear appropriate conceptually. However, the program, staff and 
service requirements as established for reimbursement by MA are cumbersome and have not been 
proven cost effective. 



INFORMATION AND EDUCATION 

The task force discussed the dramatic need for information and education to support the work of 
professionals and parents. While highly trained personnel and well informed parents are essential to 
meet the needs of any child with a disability, both are especially important in the area of ASD. The 
diagnosis of children with ASD has increased at a phenomenal rate. The treatment methodologies 
for this area of disability are many and specific. The amount of information on this topic is 
tremendous. Programming for children with ASD is complex; many agencies are being asked to 
provide more intense services than they have historically provided for either a given age group or a 
disability area. 

Families have a need for current, unbiased, credible information and resources. The increases in the 
scope of ASD research and treatment methodologies make it difficult for families to locate 
information that will assist them in making informed decisions for their child. The Internet and other 
technology resources enable families access to a vast amount of information. However, his 
information is often unreliable, and is sometimes without the necessary interpretations andlor 
cautions (e.g., relevance to individual child, efficacy of data in general practice, etc.). The need for 
an unbiased source of information is essential as individual programs champion their own treatment 
methodologies. 

Professionals need opportunities to obtain current and credible information and to enhance their 
skills and knowledge. Professionals working with children with autism should have expertise in 
ASD. With the ex~losion of information in ASD. ex~ertise is difficult to maintain without regular , . - 
access to education and training opportunities. Knowledge of resources across agency and program 
boundaries is also critical when developing a program for children with ASD. 

To address the need for ongoing education, training and information support, the task force 
developed the following recommendations: 

Recommendations from the Commissioner 

> Training and technical assistance on Autism Spectrum Disorder and how to access available 
funding should be provided to county personnel by the Department of Human Services. 

The Department of Human Services should facilitate specz3c training on ASD to social 
services personnel (e.g., county case managers, health care andfinancial workers). DHS 
should also schedule training and technical assistance to help counties iden tifi and 
access mental health Medical Assistance (MA) dollars, Rehabilitation Option services, 
Home and Communiiy-Based Services, and Day Treatment. This will also assist county 
personnel to access local providers to meet necessary treatment needs. 



) A jointly convened state work group which includes family, advocate and professional 
representation should be formed to develop best practices and personnel standards relating to 
services and treatments for children with Autism Spectnun Disorder. 

This work group should include representation from CFL, DHS and MDH. The practices 
and standards should reflect researchjndings regarding identification criteria, curricula 
content, intensity, stafjto child ratios, parent training and services and funding protocols. 
This recommendation should be the frst  step toward development of a training institute and 
provide valuable material for a central clearinghouse on ASD in Minnesota. 

) The efforts o f  the Minnesota Autism Network should continue to be supported by the 
Department o f  Children, Families and Learning. 

The Department of Children, Family and Learning S support of this Network as well as 
continuing support of the Regional Low Incidence Projects, should build the capacity of 
all school districts in Minnesota to provide an array of educational options and services 
for students with ASD living throughout Minnesota. 

Additional Task Force Recommendations 

) The legislature should appropriate state funds for a central clearinghouse o f  extensive ASD 
resources. 

Resources exist in the state but efforts to coordinate these have been sparse. Information 
should be dispersed in an unbiased manner designed to get all information to the public 
in the broadest manner. The use of a statewide tollfree number, an Internet web site or 
other cost eflective methods of information dissemination should be included The 
clearinghouse should be neutral in its sharing of information to parents and hold as its 
primary goal the provision of the most current information regarding services and 
therapies available for children. Information regarding advocacy agencies and statewide 
experts should be available. Allparenrs and care givers upon receipt of a diagnosis of 
ASD would be able to access these resources. An additional focus would be outreach to 
economically disadvantaged or culturally diverse families to assist them in accessing and 
understanding the information. 

) Allocate funds to establish an ongoing Autism Institute. 

An institute would allow CFL, in collaboration with DHS MDH, families and institutes of 
higher education, to build and maintain competent and qualified personnel to address the 
unique needs of these children and their families. This institute wouldprovide systematic, 
ongoing training and technical assistance regarding current promising practices in the 
field of ASD for educators, communi~ service providers and families in Minnesota. 



RECOMMENDATIONS 

The task force has generated a variety of recommendations which include the expansion of 
interagency coordination and the intensity of services. They also recommend that funding be 
coordinated, family support and education be increased and educational outreach be established. 

The Commissioners of the Departments of Human Services (DHS) and Children, Families and 
Learning (CFL) endorse the recommendations that can be accomplished within current and proposed 
budget expectations. Listed below are all the recommendations generated by the task force. It is 
anticipated that those cited under the Commissioner's recommendations can be accomplished within 
currently available funding. Supplemental funding would be required to accomplish the 
recommendations listed under "Additional Recommendations fiom the Task Force." 

RECOMMENDATIONS FROM THE COMMISSIONER 

A single intake process should be developed and used by all agencies serving children with 
Autism Spectrum Disorder. 

This process will reduce the current burden of multiple assessments and intake procedures 
necessary to obtain finds and services. A uniform process should not reduce or eliminate a 
family's right of appeal. 

The Department of Children, Families and Learning's entrance criteria for Autism eligibility 
should be revised to reflect current research and practice. 

The revised criteria should be consistent with the current research and understanding in 
the field, should recognize the range and spectrum of autism andpervasive developmental 
disorders (i.e. Autism Spectrum Disorders), should be consistent with the broader federal 
definition and should establish criteria for special education eligibiliq in Minnesota under 
the category of autism. 

Access to Child and Teen Check-Up funding (EPSDT) should be clarified by the Department of 
Human Services to enhance treatment options. 

These finds could then potentially be used to enhance treatment options for children with 
ASD. 



Training and technical assistance on Autism Spectrum Disorder and how to access available 
funding should be provided to county personnel by the Department of Human Services. 

The Department of Human Services should facilitate spec$c training on ASD to social 
services personnel (e.g., county case managers, health care andfinancial workers). DHS 
should also schedule training and technical assistance to help counties ident~fy and access 
available mental health Medical Assistance (MA) dollars, Rehabilitation Option services, 
Home and Community-Based Services, and Day Treatment. This will also assist county 
personnel to access local providers to meet necessary treatment needs. 

A jointly convened state work group which includes family, advocate and professional 
representation should be formed to develop best practices and personnel standards relating to 
services and treatments for children with Autism Spectrum Disorder. 

This work group should include representation>om CFL, DIfS and MDH. The practices and 
standards should reflect research findings regarding identification criteria, curricula content, 
intensity, staff to child ratios, parent truining and services andjiinding protocols. This 
recommendation could be the first step toward development o fa  training institute and provide 
valuable material for a central clearinghouse on ASD in Minnesota. 

The efforts of the Minnesota Autism Network should continue to be supported by the Department 
of Children, Families and Learning. 

The Department of Children, Family and Learning's support of this Network, as well as 
continuing support of the Regional Low Incidence Projects, should build the capacity of all 
school districts in Minnesota to provide an array of educational options and services for 
students with ASD living throughout Minnesota. 



ADDITIONAL TASK FORCE RECOMMENDATIONS: 

Access to the Department of Human Services' programs and funding should be ensured for 
children with either mental retardationlrelated conditions andor mental health categories of care. 

Appropriate medical providers should be included in the interagency process of assessment and 
services for children with ASD. 

The child's primary medical provider (child's medical home) is a key participant in the 
process of assessment and service delivery. Other pediatric specialists, such as develop- 
mental pediatricians, psychologists, pediatric neurologists and childpsychiatrists may also 
be involved in a child S care and should be included in a coordinated interagency process. 

The development and implementation of the interagency coordinated service system as defined in 
the 1997 K-12 bill should be s u ~ ~ o r t e d  by the De~artment of Human Services and the De~artment 
of Children, Families and  ear&^. a 

This will serve the three to twenty-two year old age group of children with disabilities. The 
task force specifcally supports any plans to enhance the ability of local areas to provide 
interagency service coordination. 

Legislation which requires public and private agencies to collaborate and assume responsibility 
for service provision should be enacted. 

Early intervention should be provided with sufficient intensity to meet the individual needs 
identified for each child. Progress must be monitored by a team on a routine and frequent basis. 
Adjustments to the intervention plan should be based on objective data. 

Based upon current research andpromisingpractices, the condition of autism in young 
children oJen requires intense intervention strategies (intense meaning number of hours of 
engaged time, number of insiructional opportunities, number of settings in which 
intervention occurs, quality ofprovider mining, etc.). In many cases this may require an 
increase in services provided to a child and additional training for providers as 
demonstrated and supported by current research and summarized in this report in the 
Methodology Section. These services must be provided andpaid for through interagency 
shared responsibility among private insurance, state and county human services, school 
districts, health departments and families. This recommendation makes use of all available 
fi(nding resources to assure that the young child with autism has an intervention plan that 
is intense enough to meet the child's needs. 



A mechanism to assign an interagency case manager/service coordinator at the point of 
identification should be developed. 

This interagency case manager could be chosenfrom a variety ofprovider. The role of the 
case manager would be to facilitate interagency intake and assessment, to coordinate the 
development of an interagency plan and to assist the family in navigating the system. 

A single plan of carelservice should be developed. 

An appropriately trained and licensed person should be available to coordinate and facilitate 
services for children diagnosed with ASD. 

Service coordination andlor case management shall be afforded to all children with ASD. 

Service coordination can be supported by combining state, local and Medical Assistance 
Jirnding f ir  example, Community Social Services Act (CSSA), Individualized Education 
Plan (IEP), Rule 185). 

Legislation mandating increased health care industry participation in funding both early 
interventions and the long term needs of children with ASD and their families should be enacted. 

Expenses for necessary treatment should not be precluded under mental health or 
developmental delay exclusion clauses. 

Legislation increasing funding to DHS for MRIRC (mental retardationlrelated conditions) waiver 
slots to eliminate waiting lists should be enacted. 

Legislation to provide increased funding to DHS for the Family Support Grant program to expand 
the number of grants available and the number of persons served should be enacted. 

DHS should expand reimbursement for services provided by mental health practitioners. 

The Rehabilitation Option in the Minnesota Medicaid State Plan should be changed to 
agow Mental Health Providers to bill for skills training provided by mental health 
practitioners. 

DHS should create a category of PCA services that provides a behavioral aide who is trained and 
supervised by a mental health provider. 

PCA services are inadequate for young learners with ASD are inadequate due to availability, 
training, level ofpay and supervision factors. 



The legislature should appropriate state funds for a central clearinghouse o f  extensive ASD 
resources. 

Resources exist in the state but efforts to coordinate these have been sparse. Information 
should be dispersed in an unbiased manner designed to get all information to the public in 
the broadest manner. The use of a statewide tollpee number, an Internet web site or other 
cost effective methods of information dissemination should be included. The clearinghouse 
should be neutral in its sharing of information to parents and hold as its primary goal the 
provision of the most current information regarding services and therapies available for 
children. Information regarding advocacy agencies and statewide experts should be 
available. AN parents and care givers upon receipt of a diagnosis of ASD would be able to 
access these resources. An additional focus would be outreach to economically 
disadvantaged or culturally diverse families to assist them in accessing and understanding 
the information. 

Allocate funds to establish an ongoing Autism Institute. 

An institute would allow CFL, in collaboration with DHS, MDfIfamilies and institutes 
of higher education, to build and maintain competent and qualifi~dpersonnel to address 
the unique needs of these children and their families. This institute would provide - 

systematic, ongoing training and technical assistance regarding current promising 
practices in the field ofASD for educators, community service providers and families in - 

Minnesota. 
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.Appendix 2 - Part I: Definitions of Autism 

Federal Definition of Autism (1997) 
IDEA Reauthorization 1997 
"Autism" means a developmental disability significantly affecting verbal and nonverbal 
communication and social interaction, generally evident before age three, that adversely affects a 
child'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. The term does not apply if a child's 
educational performance is adversely affected primarily because the child has an emotional 
disturbance. 

Minnesota Definition from Educational Criteria for Eligibility (1992) 
MN. 3525.1325 AUTISM 
Subpart 1. Definition. "Autism" is a lifelong developmental disability with onset usually in the first 
three years of life. It is a behaviorally defined syndrome characterized by an uneven developmental 
profile and disturbances in interaction, communication, and perceptual organization. Autism occurs 
on a continuum from mild to severe. It occurs by itself or in association with other disorders such as 
mental retardation or fragile X syndrome. It may include the diagnosis of pervasive developmental 
disorder. Because of the low incidence and complexity of this disability, professionals with 
experience and expertise in the area of autism need to be included on the team determining the 
disability and educational program. 

Autism Society of America Definition (1998) 
Autism is a complex developmental disability that typically appears during the f is t  three years of 
life. The result of a neurological disorder that affects functioning of the brain, autism and its 
associated behaviors have been estimated to occur in as many as 1 in 500 individuals. Autism is four 
times more prevalent in boys than girls and knows no racial, ethnic, or social boundaries. Family 
income, lifestyle, and educational levels do not affect the chance of autism's occurrence. 

Autism interferes with the normal development of the brain in the areas of social interaction and 
communication skills. Children and adults typically have deficiencies in verbal and non-verbal 
communication, social interactions, and leisure or play activities. The disorder makes it hard for 
them to communicate with others and relate to the outside world. They may exhibit repeated body 
movements (e.g., hand flapping, rocking), unusual responses to people or attachments to objects, and 
they may resist changes in routines. 

Over one half million people in the United States today have some form of autism. Its prevalence 
rate now places it as the third mos the majority of the t common developmental disability - more 
common than Downs Syndrome. Yet most of the public, including many professionals in the 
medical, education, and vocational fields, are still unaware of how to effectively work with 
individuals with autism. 
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Appendix 2 - Part 11: State & Federal Rules'& Statutes 

Cateeorical model references: Minn. Rule 3525.1 325 AUTISM. 

Subpart 1. Definition. "Autism" is a lifelong developmental disability with onset usually in the first 
three years of life. It is a behaviorally defined syndrome characterized by an uneven developmental 
profile and disturbances in interaction, communication, and perceptual organization. Autism occurs 
on a continuum from mild to severe. It occurs by itself or in association with other disorders such as 
mental retardation or fragile X syndrome. It may include the diagnosis of pervasive developmental 
disorder. Because of the low incidence and complexity of this disability, professionals with 
experience and expertise in the area of autism need to be included on the team determining the 
disability and educational program. 

Subp. 2. Criteria. The team shall determine that a pupil meets criteria for autism according to the 
Diagnostic and Statistical Manual, Third Revision (DSM-111-R) of the American Psychiatric 
Association, the current accepted standard in the field. The criteria for autism in (DSM-111-R) are 
incorporated by reference, DSM-111-R is subject to frequent change and is available through the 
Minitex interlibrary loan system. Consider a criterion to be met only if the behavior is abnormal for 
the person's developmental level. DSM-111-R states that a pupil meets criteria when at least eight of 
the following 16 items are present, these to include at least two items from item A, one fiom item B, 
and one from item C. 

A. qualitative impairment in reciprocal social interaction (the examples within parentheses are 
arranged so that hose first listedare more likely to apply to younger or more disabled, and the later 
ones, to older or less disabled) as manifested by the following: 

(1) marked lack of awareness of the existence or feelings of others (for example, treats a person as if 
that person were a piece of W t u r e ;  does not notice another person's distress; apparently has no - - - 

concept of the need of others for privacy); 
(2) no or abnormal seeking of comfort at times of distress (for example, does not come for comfort 
even when ill, hurt, or tired; seeks comfort in a stereotyped way, for example, says "cheese, cheese, 
cheese" whenever hurt); 
(3) no or impaired imitation (for example, does not wave bye-bye; does not copy parent's domestic 
activities; mechanical imitation of others' actions out of context); 
(4) no or abnormal social play (for example, does not actively participate in simple games; prefers 
solitary play activities; involves other children in play only as mechanical aids); and 
(5) gross impairment in ability to make peer fiendships (for example, no interest in making peer 
friendships; despite interest in making friends, demonstrates lack of understanding of conventions of 
social interaction, for example, reads phone book to uninterested peer); 



B. qualitative impairment in verbal and nonverbal communication and in imaginative activity, (the 
numbered items are arranged so that those first listed as more likely to apply to younger or more 
disabled, and the later ones, to older or less disabled) as manifested by the following: 

(1) no mode of communication, such as communicative babbling, facial expression, gesture, mime, 
or spoken language; 
(2) markedly abnormal nonverbal communication, as in the use of eye-to-eye gaze, facial expression, 
body posture, or gestures to initiate or modulate social interaction (for example, does not anticipate 
being held, stiffens when held, does not look at the person or smile when making a social approach, 
does not greet parents or visitors, has a fixed stare in social situations); 
(3) absence of imaginative activity, such as play acting of adult roles, fantasy characters, animals; 

lack of interest in stories about imaginary events; 
(4) marked abnormalities in the production of speech, including volume, pitch, stress, rate, rhythm, 

and intonation (for example, monotonous tone, question-like melody, or high pitch); 
(5) marked abnormalities in the form or content of speech, including stereotyped and repetitive use 
of speech (for example, immediate echolalia or mechanical repetition of a television commercial); 
use of "you" when "I" is meant (for example, using "You want cookie?" to mean "I want a cookie"); 
idiosyncratic use of words or phrases (for example, "Go on green riding" to mean "I want to go on 
the swing"); or frequent irrelevant remarks (for example, starts talking about train schedules during a 
conversation about sports); and 
(6) marked impairment in the ability to initiate or sustain a conversation with others, despite 

adequate speech (for example, indulging in lengthy monologues on one subject 
regardless of inte jections from others); 

C. markedly restricted repertoire of activities and interests, as manifested by the following: 
(1) stereotyped body movements (for example, hand flicking or twisting, spinning, head-banging, 

complex whole-body movements); 
(2) persistent preoccupation with parts of objects (for example, sniffing or smelling objects, 

repetitive f e e b  of texture of materials, spinning wheels of toy cars) or attachment to unusual 
objects (for example, insists on carrying around a piece of string); 
(3) marked distress over changes in trivial aspects of environment (for example, when a vase is 

moved from usual position); 
(4) unreasonable insistence on following routines in precise detail (for example, insisting that exactly 
the same route always be followed when shopping); 
(5) markedly restricted range of interests and a preoccupation with one narrow interest (for example, 

interested only in l i i g  up objects, in amassing facts about meteorology, or in pretending to be a 
fantasy character); 

D. onset during infancy or early childhood; 

E. other symptoms that may occur with the syndrome: 
(1) sensory disturbances as evidenced by atypical responses to stimuli (for example, touch, sound, 



light, movement, smell, taste). Responses may include overreaction, indifference, or withdrawal; 
and 
(2) uneven acquisition of skills, andlor difficulty in integrating and generalizing acquired skills; and 

F. the pupil's need for instruction and senices must be supported by at least one documented 
systematic observation in the pupil's daily routine setting by an appropriate professional and verify 
the criteria categories in items A to D. In addition, corroboration of developmental or medical 
information with a developmental history and at least one other assessment procedure that is 
conducted on a different day must be included. Other documentation should include parent reports, 
functional skills assessments, adaptive behavior scales, intelligence tests, criterion-referenced 
instruments, language concepts, developmental checklists, or an autism checklist. 

STAT AUTH: MS s 120.1 7 
HIST: 16 SR 1543 

Code of Federal Regulations (CFR) 300.7 (b)(l) 
(b) The terms used in this defintion are defined as follows: 

(1) "Autism" means a developmental disability significantly affecting verbal and nonverbal 
communication and social interaction, generally evident before age 3, that adversely affects a child'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. The term does not apply if a child's 
educational performance is adversely affected primarily because the child has a serious emotional 
disturbance, as defined in paragraph (b)(9) of this section. 

Non-categorical model references: Mn Rule 3525.1350 EARLY CHILDHOOD SPECIAL 
EDUCATION. 

Subpart 1. Definition. Early childhood special education must be available to pupils from birth to 
seven years of age who have a substantial delay or disorder in development or have an identifiable 
sensory, physical, mental, or social/emotional condition or impairment known to hinder normal 
development and need special education. 

Subp. 2. Criteria for birth through two years of age. The team shall determine that a child from birth 
through the age of two years and 11 months is eligible for early childhood special education if: 

A. the child meets the criteria of one of the disability categories; or 
B. the child meets one of the criteria in sub item (1) in addition to criteria in subitems (2) and (3): 

(1) the child: (a) has a medically diagnosed syndrome or condition that is known to hinder normal 
development including, but not limited to, cerebral palsy, chromosome abnormalities, fetal alcohol 
syndrome, maternal drug use, neural tube defects, neural muscular disorders, cytomegalovirus, 
grades I11 and IV intracranial hemorrhage, and bronchopulmonary dysplasia (BPD); 



(b) has a delay in overall development demonstrated by a composite score of 1.5 standard deviations 
or more below the mean on an assessment using at least one technically adequate, norm-referenced 
instrument that has been individually administered by an appropriately trained professional; or the 
child is less than 18 months of age and has a delay in motor development demonstrated by a 
composite score of 2.0 standard deviations or more below the mean on an assessment using 
technically adequate, norm-referenced instruments. These instruments must be individually 
administered by an appropriately trained professional; 

(2) the child's need for instruction and services is supported by at least one documented, systematic 
observation in the child's daily routine setting by an appropriate professional. If observation in the 
daily routine setting is not possible, the alternative setting must be justified; 

(3) corroboration of the development or medical assessment with a developmental history and at 
least one other assessment procedure that is conducted on a different day than the medical 
norm-referenced assessment. Other procedures may include parent report, language sample, 
criterion-referenced instruments, or developmental checklists. 

Subp. 3. Criteria for three through six years of age. The team shall determine that a child from the 
age of three years through the age of six years and 11 months is eligible for early childhood special 
education when: 

A. the child meets the criteria of one of the disability categories; or 
B. the child meets one of the criteria in subitem (1) in addition to criteria in subitems (2) and (3): 
(1) the child: 
(a) has a medically diagnosed syndrome or condition that is known to hinder normal development 
including cerebral palsy, chromosome abnormalities, fetal alcohol syndrome, maternal drug use, 
neural tube defects, neural muscular disorders, cytomegalovirus, grades LII and IV intracranial 
hemorrhage, and bronchopulmonary dysplasia (BPD); or 
(b) has a delay in each of two or more areas of development that is verified by an assessment 
using technically adequate, norm-referenced instnunents. Subtests of instruments are not 
acceptable. The instruments must be individually administered by appropriately trained 
professionals and the scores must be at least 1.5 standard deviations below the mean in each area; 
(2) the child's need for special education is supported by at least one documented, systematic 
observation in the child's daily routine setting by an appropriate professional. If observation in 
the daily routine setting is not possible, the alternative setting must be justified; 
(3) corroboration of the developmental or medical assessment with a developmental history and at 
least one other assessment procedure in each area that is conducted on a different day than the 
medical or nom-referenced assessment. 

Other procedures may include parent report, language sample, criterion-referenced instruments, or 
developmental checklists. 



34 CFR 300.7 (a)(2) 
Sec. 300.7 Children with disabilities 

(a)(l) As used in this part, the term "children with disabilities" means those children evaluated in 
accordance with Secs. 300.530-300.534 as having mental retardation. hearing imvairments including - - A - 
deafness, speech or language impairments, visual impairments including blindness, 
serious emotional disturbance. orthovedic imvairments, autism. traumatic brain i n i w ,  other health - - -  
impairments, specific learning disabilities, deaf-blindness, or multiple disabilities, and who because 
of those impairments need special education and related services. 

(2) The term "children with disabilities" for children aged 3 through 5 may, at a State's discretion, 
include children--and 

"Infants and toddlers with disabilities" birth- age two ... 
IDEA at 20 U.S.C. 1472 (1)-Part H 

20 U.S.C. Chapter 33 
SUBCHAPTER VIII--INFANTS AND TODDLERS WITH DISABILITIES 

Sec. 1472 Definitions 
As used in this subchapter-- 
(1) The term "infants and toddlers with disabilities" means individuals from birth to age 2, inclusive, 
who need early intervention services because they-- 

(A) are experiencing developmental delays, as measured by appropriate diagnostic instruments and 
procedures in one or more of the following areas: cognitive development, physical development, 
language and speech development (hereafter in this subchapter referred to as "communication 
development"), psycho social development (hereafter in this subchapter referred to as "social or 
emotional development"), or self-help skills (hereafter in this subchapter referred to as "adaptive 
development"), or 
(B) have a diagnosed physical or mental condition which has a high probability of resulting in 
developmental delay. 

Such term may also include, at a State's discretion, individuals from birth to age 2, inclusive, who are 
at risk of having substantial developmental delays if early intervention services are not provided. 

34 CFR 303.16-Part H 
EARLY INTERVENTION PROGRAM FOR INFANTS AND TODDLERS WITH DISABILITIES 
34 C.F.R. Part 303 
SUBPART A--GENERAL Definitions 



Sec. 303.16 Infants and toddlers with disabilities 
(a) As used in this part, infants and toddlers with disabilities means individuals from birth through 
age two who need early intervention services because they-- 

(1) Are experiencing developmental delays, as measured by appropriate diagnostic instruments and 
procedures, in one or more of the following areas: 

(I) Cognitive development. 
(ii) Physical development, including vision and hearing. 
(iii) Communication development. 
(iv) Social or emotional development. 
(v) Adaptive development; or 

(2) Have a diagnosed physical or mental condition that has a high probability of resulting in 
developmental delay. 

@) The term may also include, at a State's discretion, children from birth through age two who are at 
risk of having substantial developmental delays if early intervention services are not provided. 

(Authority: 20 U.S.C. 1472(1)) 

Note 1 : The phrase "a diagnosed physical or mental condition that has a high probability of resulting 
in developmental delay," as used in paragraph (a)(2) of this section, applies to a condition if it 
typically results in developmental delay. Examples of these conditions include 
chromosomal abnormalities; genetic or congenital disorders; severe sensory impairments, including 
hearing and vision; inborn errors of metabolism; disorders reflecting disturbance of the development 
of the nervous system; congenital infections; disorders secondary to exposure 
to toxic substances, including fetal alcohol syndrome; and severe attachment disorders. 

Note 2: With respect to paragraph @) of this section, children who are at risk may be eligible unde~ 
this part if a State elects to extend services to that population, even though they have not been 
identified as disabled. 

Under this provision, States have the authority to define who would be "at risk of having substantial 
developmental delays if early intervention services are not provided." In deffing the "at risk" 
population, States may include well-known biological and environmental factors that can be 
identified and that place infants and toddlers "at risk" for developmental delay. Commonly cited 
factors include low birth weight, respiratory distress as a newborn, lack of oxygen, brain 
hemorrhage, infection, nutritional deprivation, and a history of abuse or neglect. It should be noted 
that "at risk" factors do not predict the presence of a barrier to development, but they may indicate 
children who are at higher risk of developmental delay than children without these problems. 
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Appendix 3: Medical Assistance Mental Health Benefits for 
Persons with Autism 

Services children with autism could access through the medical assistance mental health benefit. 

Child with emotional disturbance: An organic disorder of the brain or a clinically significant 
disorder of thought, mood, perception, orientation, memory, or behavior that: 

A. is listed in the clinical manual of the International Classification of Diseases (ICD-9-CM), current 
edition, code range 290.00 to 302.99 or 306.0 to 316.0 or the corresponding code in the American 
Psychiatric Association's Diagnostic and Statistical Manual of Mental Disorders (DSM-MD), 
current edition, Axes I, 11, or 111; and 
B. seriously limits a child's capacity of function in primary aspects of daily living such personal 
relations, living arrangements, work, and recreation. 
"Emotional disturbance" is a generic term and is intended to reflect all categories of disorder 
described in DSM-MD, current edition as "usually first evident in childhood or adolescence." 

Child with severe emotional disturbance: For purposes of eligibility for case management and 
family community support services, "child with severe emotional disturbance" means a child who 
has an emotional disturbance and who meets one of the following criteria: 

A. The child has been admitted within the last three years or is at risk of being admitted to inpatient 
treatment or residential treatment for an emotional disturbance; or 
B. The child is a Minnesota resident and is receiving inpatient treatment or residential treatment for 
an emotional disturbance through the interstate compact; or 
C. The child has one of the following determined by a mental health professional: 

1. psychosis or a clinical depression; or 
2. risk of harming self or others as a result of an emotional disturbance; or 
3. psychopathological symptoms as a result of being a victim of physical or sexual abuse 
or of psychic trauma with the past year; or 

D. The child, as a result of an emotional disturbance has significantly impaired home, school, or 
community functioning that has lasted at least one year or that, in the written opinion of a mental 
health professional, presents risk of lasting at least one year. 
The term "child with severe emotional disturbance" shall be used only for purposes of county 
eligibility determinations. In all other written and or communications, case managers, mental health 
professionals, mental health practitioners, and all other providers of mental health services shall use 
the term "child eligible for mental health case management" in place of "child with severe emotional 
disturbance." 
The second part of the discussion concerned recognized provider qualifications through the medical 
assistance mental health area. These basically involves two provider types-mental health 
professionals and practitioners. 



Mental health professionals. The following staff persons providing clinical services in the 
treatment of mental illness are eligible for enrollment as providers of outpatient mental health 
services: 

Licensed Psychologist (J2) licensed under Minnesota Statues, sections 148.88 to 148.98, who 
has stated to the Board of Psychology competencies in the diagnosis and treatment of mental 
illness. 
Licensed Psychological Practitioner (LPP) granted a waiver by the Board of 

Psychology from the supervision requirements as listed in Minnesota Statutes, section 148.925. 
Licensed Independent Clinical Social Worker (LICSW) licensed as an independent 
clinical social worker, under Minnesota Statutes, section 148B.21, subdivision 6. 
Psychiatrist--a physician licensed under Minnesota Statutes, chapter 147 and certified by 
the American Board of Psychiatry and Neurology or eligible for board certification in psychiatry. 

*' Clinical Nurse Specialist-Mental Health. A registered nurse licensed under Minnesota 
Statutes, sections 148.171 to 148.285, and certified as a clinical specialist in psychiatric 
or mental health nursing by the American Nurse's Association with at least 4,000 hours 
of post-master's supervised experience in the delivery of clinical services in the treatment 
of mental illness. 
Marriage and Family Therapist-licensed under Minnesota Statutes, sections 148B.29 
to 148B.39 who is employed by a community mental health center under Minnesota Rules, part 
9505.0260. 

Mental health practitioners who provide services in the treatment of mental illness, under 
supervision of a mental health professional, must be qualified in at least one of the following ways: 

Bachelor's degree in one of the behavioral sciences or related fields from an accredited 
college or university and 2,000 hours of supervised experience in the delivery of clinical 
services in the treatment of mental illness; 

Completed 6,000 hours of supervised experience in thedelivery of clinical services in the 
treatment of mental illness; 

Enrolled as a graduate student in one of the behavioral sciences or related fields formally 
assigned to the center for clinical training by an accredited college or university; or- 
Obtained a master's or other graduate degree in one of the behavioral sciences available to a child 
determined to have a severe emotional disturbance. These services include: 

1. Targeted Mental Health case management; 
2. Home-Based Mental Health Services; 
3. Therapeutic Support for Foster Care; and 
4. Family Community Support Services. 
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Appendix 4: 
Data from DHS and CFL 

*Note: Medical Assistance data used in this report should be interpreted 
with caution. The Task Force reviewed claims data £?om the MMIS system 
for individuals who met the category of service entitled Developmentally 
Disabled and/or Mental Health. This data did not include all children with 
ASD who were eligible for and submited claims for service. 
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Data on Autistic Students 

1996-97 School Year 

Tables 

Gender 

~e~$n/Serv ice Cooperative (ECSU) 
RegionISewice Cooperative and RaceIEthnicity 
RegionlSewice Cooperative and Age 
Prekindergarten By Setting 
School Age by Setting 
K-12 By Age and Setting 

Data in these tables were originally collected via MARSS (Minnesota Automated Reporting 
Student System) for the 1996-97 school year. The data were compiled by Data Management, 
Office of Information Technologies during June and July, 1998 at the request of Robyn Widley 
and Michael Eastman. 

Only students reported as having a primary disability of Autistic is included in the tables. 
Prekindergarten students who had either an IFSP or IEP but whose primary disability was 
identified as other than Autistic, e.g.. early childhood special education, are excluded. Each 
student is included only once; irrespective of the number of different schools/districts in which the 
child may have been enrolled during the school year. The age used in these reports is 
determined as of September 1, 1996. Prekindergarten students are those reported in grade level 
"EC" early childhood (not disability early childhood). School age students are those reported in 
kindergarten or older grade level. 

Percentages may not always total 100.0 percent due to rounding. 



Autistic Students by Gender, FY87 
Gendw Numbsr of Students P e m t  

Grand TOW 1.067 

Tuesday. July 07.1998 



Autistic Students by Gendsr, FY87 
Gender Numbsr of Students ~ e m t  

Tuesday. July 07.1998 



Autistic Students by Age, FY87 
Age as of September I, 18B8 Number of Students percent 

1 1 0.1% 

2 2 0.2% 

3 13 1.2% 

4 26 2.4% 

5 49 4.6% 

6 121 11.3% 

7 123 11.5% 

8 114 10.7% 

9 104 9.7% 

10 71 6.7% 

11 91 6.5% 

12 68 6.4% 

13 61 5.7% 

14 58 5.4% 

15 35 3.3% 

16 32 3.0% 

17 34 3.2% 

18 30 2.8% 

19 16 1.5% 

20 10 0.9% 

21 7 0.7% 

22 1 0.1 % 

1,067 

Tuesday. July 07,1998 



Autistic Students By RactVEthnicity. FY87 
Race/Ethnlcllv Numbsr of Studsnts Psrcsnt 
American IndianIAiaskan 12 

AsiantPacific Islander 34 

Hispanic 14 

Black. Not Hispanic 96 

White 91 1 

6rmd TOW 1,067 

Tuesday, July 07.1998 



Autistic Students by Region, FY87 
Ssrvlce Cmperatlvs Nurnbsr of Students ~emnt 

Tuesday, July 07,1998 



Autistic Students By RegionIRace, FY87 
Servlce Coop8rathrs RacsfithnIelty Number of S t u d m  

1 

American IndianIAiaskan 

AsianIPacific islander 

White 

Subtotal for Regior! 

3 

American IndianlAlaskan 

Hispanic 

White 

Subtotal for Reglon 

4 

AsianlPacific Islander 

White 

Subtotal for Region 

5 

Hispanic 

White 

Subtolal for Region 

6 

Black, Not Hispanic 

Hispanic 

White 

Subtotal for Region 

7 

AsiaWacific Islander 

White 

Subtotal for Region 

9 

White 

Subtotal for Reglon 

Tuesday, July 07.1998 



~ervlm ~wpsrathre Race/Ethnlclty Number of Studerrts 
10 

AsianlPacific Islander 

Black, Not Hispanic 

Hispanic 

White 

Subtotal for Region 

11 

American IndianlAlaskan 

AsianIPacific Islander 

Black. Not Hispanic 

Hispanlc 

White 

Subtotal for Reglon 

Tuesday, July 07.1998 



Autistic Students by Reflion/Age, FY87 

Service Cooperatha Aus as of September 1. Pa6 Number of Students 

Subtotal for Region 

3 

Tuesday. July 07.1998 



Servlcs Cwperatlve Aue as of Ssptamber 1,1886 Number of Students 

Subtotal for Region 55 

Subtotal for Region 

5 

Subtotal for Region 

6 

Tuesday. July 07.1998 



, 
Servlce Gwperathre Age as of Septsmber 1,1006 Number of Students 

Subtotal for Region 

7 

Subtotal for Region 

9 

. . .  
Tuesday, July 07,1998 



Service Cmperathrs Age as of September I, 1886 N u m b  of Studsnts 

9 4 5 

5 2 

Subtotal for Region 

10 

Subtotal for Region 

11 

. .- 
Tuesday. July 07.1998 



Service Cmpemthrs Age as of September I. IE8E Numbsrot Students 

11 4 11 

5 39 

6 8 1 

7 82 

8 80 

9 70 

I 0  52 

11 47 

Subtotal for Region 

CmdTM 

Tuesday. July 07, i998 



Prekindergarten Autistie Students by Setting, FY87 
Federal Settlnfl Number of Students Pmnt 

1 10 17.2% 

2 19 32.8% 

3 9 15.5% 

4 18 31.0% 

Tuesday. July 07,1998 

67 



School Age Autistic Students by Setting, FY87 
- 

Federal Settlnu Number of Studmts Pemnt 
1 390 38.7% 

Wednesday. July 08.1998 

68 



1-12 Autistic Students by Age/Setting, FY 87 
-- -- 

A08 federal Settlnu Number of Students 

Wednesday. July 08,1898 



Ape Fsderal Settlng Number of Studwrts 
10 2 22 

10 3 23 

10 4 1 

AM Slhtntal 71 

I I 1 46 

i 1 2 23 

11 3 22 

Age Smtd 

Age S&Wal 

Wednesday, July 08,1998 



+- - 

AUe Federal Settlng Number or Stumnts 

Wednesday. July 08.1998 
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PRIMARY DISABILITY INSTRUCTIONAL SE~-TING 
AGES BIRTH TO FIVE 
IN  AN ECSE PROGRAM 

EFFECTIVE FALL FY 96 

SETTING - 

1 Earlv Childhood Setting. This includes children uho received all of their special education 
and related services in educational programs designed primarily for children without 
disabilities. This may include, but is not limited to: 

regular Kindergarten classes, 

public or private preschools, 

Head Start centers, 

child care facilities, 

.preschool classes offered to an eligible prekindergarten population by the public school 
system, 

home/early childhood combinations, 

homemead Start combinations, and 

other combinations of early childhood settings. 

2 pChildhood This includes children who received all of their 
special education and related services in educational programs designed primarily for 
children with disabilities housed in regular school buildings or dther community based 
settings. This may include, but is not limited to: i 

special education classrooms in regular school buildings, 

special education classrooms in child care facilities or other community based settings, 
and 

special education classrooms in trailers or portables outside regular school buildings. 

3 This includes children who received all of  their special education and related 
services in the principle residence of the child's family or caregivers. 

Iv ChildhoodPari-Time Early Childhood S ~ e c i  4 m m e E a r  a1 Educat~on Setting. This 
includes children who received services in multiple settings, such that: 

aportion of their special education and related services are provided at home or in 
educational programs designed primarily for children without disabilities, and 

the remainder of their special education and related services are provided in programs 
designed primarily for children disabilities. This may include, but is not limited to: 

over 



0 hornelearly childhood special education combinations, 

0 Head Start, child care, nursery school facilities or other'cornrnunity-based settings 
nith special education provided outside of the regular class, 

0 regular Kindergarten classes with special education provided outside of the rezular 
class, 

0 separate schooL/early childhood combinations, and 

0 residential facilitylearly childhood combinations. 

5 Residential Facility This includes children \\rho received all of their special educatian and 
related services in publicly or privately operated residential schools, or residential facilities 
on an in-patient basis. 

6 Separate S c h o ~ k  This includes children who received all of their special education and 
related senices in educational programs in public or private day schools specifically for 
children with disabilities. 

7 i3kmmt Services Outside the HQUE This includes children who received all of their special 
education and related services at a school or other location for a short period of time (e.g., no 
more than 3 hours per week). This column does not include children receiving services ar 
home; those children are reported in setting 4. These services may be provided individually 
or to a small group of children. 

8 Reverse MaiDstrearn S e t t i n a T I O N A L )  This includes children who received d l  of their 
special education and related services in educational programs designed p~irnarily for 
children with disabilities, but that include 50 percent or &ore children without disabilities 

A private institution or school is a school NOT under federal or public supervision or control and 
may be a non-profit proprietary. 



/ LOW INCIDENCE CHILD COUNT BY REGION 

Repion Total Enroll: 1991=58,334 
1993=59,388 
1996=58,342 
1997=57,995 

29 School Districts 
7 Directors of Special Education 

Dis. 1991 1993 1996 1997 
PI 147 106 109 116 
D-HoH 107 96 83 91 
0-VI 29 21 28 34 
OH1 32 98 189 206 
Autism 19 34 49 61 
D-B 0 0 0 0 
TBI na 0 16 22 

334 368 474 530 

Repion Total Enroll: 1991 42,155 
1993=34.149 
1996=31;413 
1997=31,279 

25 School Districts 
3 Directors of Special Education 

Dis. 1991 1993 1996 1997 
PI 34 36 36 33 
D-HoH 30 36 37 41 
B-VI 12 10 12 9 
OH1 32 72 133 148 
Autism 3 9 21 28 
D-B 0 0 0 0 
TBI na 5 8 11 

111 168 247 270 

Reuion 1 8 2Total Enroll: 1991=34.484- 
1993=35,382 
1996=36,676 
1997=35,168 

46 School Districts 
9 Directors of Special Education 

Dis. 1991 1993 1996 1997 
PI 29 30 37 37 -. - - 

D-HoH 34 45 42 46 
0-VI 30 25 27 26 
OH1 23 57 136 169 
Autism 5 10 28 31 
D-6 0 0 1 1 
TBI na 0 13 18 

121 167 282 328 

Reaion Total Enroll: 199136,851 
199338,702 
1996=39,575 
1997=38,866 

33 School Districts 
8 Directors of Special Education 

Dis. 1991.. 1993 1996 1997 
PI 69 72 70 . 73 
D-HoH 47 59 69 77 
0-VI 15 11 10 6 
OH1 12 79 273 356 
Autism 3 5 21 27 
D-B 0 0 1 0 
TBI na 3 8 10 

146 229 452 549 

-Total Enroll: 1991=82,232 
1993=89.683 ~~~~ 

1996=96;047 
1997=95,905 

38 School Districts 
9 Directors of Special Education 

D-HoH 118 138 183 201 
B-VI 39 46 38 36 
OH1 81 262 528 594 
Autism 5 37 77 111 
D-B 0 0 0 0 
TBI na 5 21 24 

389 605 976 1124 



Region 6 & 8 Totai Enroll: 1991=59,754 
1993=60,269 
199659,927 
1997=59,590 

70 School Districts 
6 Directors of Special Education 

Dis. 1991 1993 1996 1997 
Pi 69 64 83 79 
D-HoH 66 82 111 120 
B-VI 12 15 20 15 
OH1 57 117 280 306 
Autism 14 18  48 56 
D-B 2 6 3 3 - - 

TBI na 25 4 19 
220 327 559 598 

Region 10 Total Enroll: 1991=81,500 
.1993=85,512 
1996=84,969 
1997=86,916 

46 School Districts 
12 Directors of Special Education 

Dis. 1991 1993 1996 1997 
PI 98 133 113 121 
D-HoH 163 193 310 332 
8-Vl 36 29 85 86 
OH1 60 164 316 396 
Autism 6 24 50 69 
D-8 3 3 6 9 
TBI na 8 14 20 

366 554 894 1030 

LOW INCIDENCE TOTALS 10.22) '97 

D-HoH 1;417 1,606 1,930 1.80 
B-VI 343 351 417 .39 
OH1 641 1,964 5,171 4.83 
Autism 189 434 1,283 1.20 
D-B 14 22 25 .02 
TBI na 86 255 .23 
T: 3,837 5,821 10,610 9.9 

-Total Enroll: 1991=41,546 
1993=43.407 
1996=45;057 
1997=44,547 

28 School Districts 
6 Directors of Special Education 

Dis. 1991 1993 1996 1997 
PI 48 75 71 77 
D-HoH 69 65 2 0  64 
B-VI 6 14 16 14 
OH1 29 75 217 213 
Autism 4 11 31 45 
D-B 0 1 1 2 
TBI na 1 11 9 

156 241 417 442 

Resion 11 Total Enroll: 1991=408,746 
1993=426,616 
1996=467,890 
1997=483.250 

49 School Districts 
46 Directors of Special Education 

D-HoH 783 892 959 958 
B-VI 169 180 . 197 191 
OH1 315 1,040 2,270 2,765 
Autism 130 286 631 855 
D-B 9 12 10 13 

1993 LI TOTAL = 5.821 . . 
% of Total SE Child Ct = 6.42 

i 

1994 LI TOTAL = 7.158 
% of Total SE Child Ct = 7.41 

1996 Li TOTAL = 9.325 
% otTotal SE Child Ct. = 8.93 

STATEENROLLMENTDATA 
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Expenditures fo r  Mental Health Services by Primary Diagnosis of 
PDD--1995 through 1997* 

Autism o r  

AUTISM 

PDD 

/*la07 Claimc nsts ic nnt rnmnloto \ 



DEPARTMENT OF HUhlAN SERVICES 

DRAFT 9/2 619 8 
MENTAL HEALTH SERVICES FOR RECIPIENTS WITH A PRIIflARY 

DIAGNOSIS OF AUTISM (CY 95/96/97) 
i a a c  

'Note: Medical Assistance data used in this report should be 
i&mreted wiih caution The task force reviewed claims data r..... .-... . ~ ~~ 

77 
from me MMlS sysiem for ind~vldLals who met me category of 
seMce enbned Developrnentafly Dlsaoled analor Mental Healtn 
This data did not include all children with ASD who were eligible 
for and submitted claims for service. 



DEPARTMENT OF HUMAN SERVICES 

DRAFT9I2 6/96' 
MENTAL HEALTH SERVICES FOR RECIPIENTS WITH A PRIMARY 

DIAGNOSIS OF PERVASIVE DEVELOPMENTAL DISORDER (CY 95/96/97) 

1997** 

'Age groupings based on a g e  of recipient a s  of 12/31 of that year. 
*' 1997 Claims Data is not complete. 

'Note: Medical Assistance data used in this report should be 
intemreted with cadon. The task force reviewed claims data 
from the MMIS system for lndlvlduals who met fie categov of 
sernce enbtled Developmentally Dlsabled andor Mental Health 

78 Thls data d d not lnclude a1 chlldren mth A S 0  W o  were ellglble 
~ - 

for and submitted claims for service. 



DEPARTMENT OF HUh2AN SERVICES 

Composition of Mental Health Services--Autism vs. PDD (1996) 

Psy Test 
Autism 961.8% I PDD 96 

Exp. Findings . . r 1.0% 

Psy Test Ind. Psych. 
Diagnostic 1: 2.5% -.- ,., 

4.6% 1 F r-, -. . . ,-' . -  Ulagnostic . I - -. 
rarr l .  rsycn. 

1.9% 1 
I . V  I "  

Diagnostic 
Psy Test  
Exp. Findings 
Ind. Psych. 
Fam. Psych. 
Group Psy. 
Med. Mgmt 
Day Treat 
Skills Train 

Draft 912811 998 



DEPARTMENT OF HUMAN SERVICES 

Draft 912811 998 

Comparison of Mental Health Reimbursements by Age Groupings  a n d  Primary 
Diagnosis (CY 1996) 

03 
AUTISM 

o 21 and Older 
4.8% 1 0 to 3 

PDD 

21 and Older 0 to 3 



DEPARTMENT OF HUMAN SERVICES 

Draff 9/28/1998 

DAY TREATMENT PROVIDERS 
CALENDAR YEAR 1997" 

CLIENTS WITH AUTISM DIAGNOSIS ONLY 

NAME # Claims % of Claims # of Clients % of Clients 

2 

1997 Claims Data is not complete. 

FRASER COMMUNITY SERVICES 
LIFESPAN 
NEIGHBORHOOD COUNSELING 
CENTER 
NORTHWOOD CHILDREN'S HOME 
WHIPPLE HEIGHTS 
TOTALS 

2633 
21 
65 

207 
137 

3063 

86% 
1 % 
2% 

7% 
4% 

100% 

68 
I 
? 

I 
' 1 
72 

94.4% 
1.4% 
1.4% 

I .4% 
1.4% 
100% 



DEPARThIENT OF HUhlAN SER\JICES 

Costs for DD Clients Diagnosed with Autism--Calendar Year 1995 
Data from the MMlS Screening and Paid Claims files as they existed on 9/4/1998 and 10/2/1998 (for Non-HC Therapies) 

Occupafionai Therapy 

Physical Therapy 

'Note: Medical Assistance data used in this report should be 
Community Suppod for Minnesotans with Disabilltiss interpreted with caution. The task force reviewed claims data 
pwkeg25 

82 from the MMlS +em for individuals who met the category Of 
Printed on 10/16/1998 service e m e d  Developmentally Disabled and/or Mental Heam 

This data did n d  include all children wim ASD who were eligible 
for and submitted claims for service 



. ,, DEPARTMENT OF HUMART SERI'ICES 

Costs  for DD Clients Diagnosed with Autism--Calendar Year 1995 
Data from, the MMlS Screening and Paid Claims files as they existed on 9/4/7938 and 1012i1998 (for Non-HC Therapies) 

Speech Therapy 

Assessment 

Occupational Therapy 

~ 

Speech Therapy $.Total $0.00 I $21,812.36 ( $4,217.64 ( $496.88 1 $26,526.88 
# Undup. Recips I 01 191 21 21 23 
A v ~ .  CosURecip. 1 $0.00 I .$1,148.02 1 $2,108.82 1 $248.44 1 $2,153.34 

*Note: Medical Assistance data used in this report should be 
intemreted with caution. The task force renewed claims data 
from me MM S qnem for nd vlduals who me1 me category of 
seMce enODed Developmentally Dtsablea andor Mental Heam 
Tn~s dam cbo nor inc.ude a1 cnlldren Hnm ASD m o  were ebpole 
for and submitted clalrns for seMce 

Community Su~port forMinnesotans with Disabilities . , .  
pwkeg25 
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DEPARTMENT OF HUhWN SERVICES - 

Costs for DD Clients Diagnosed with Autism--Calendar Year 1996 
Data from the MMlS Screening and Paid Claims files as they existed on 9/4/1995 and 10/2/195 (for Nan-HC Therapies) 

Age Group 1 0-3 1 4-8 I 9-20 1 21 and over ( 
I 

Total 
Total R of Recips. 41 
With SII  9 

58 / 
I 

91 [ 201 173 

1 a2 42 9 
Avg. CosffReclp. 

76 
$a,984.14 $1 2,655.63 $1 0,778.96 $6,713.04 $11,492.57 

Other $Total $0.00 $331.98 $0.00 
# Undup. Recips 

$0.00 ' $331.88 
o a o o 

Avg. CosVRecip. $0.00 $110.66 $0.00 
3 

$0.00 
Home Care Therapis 

$110.86 
I 

OccupaNonal Therapy 

Community Suppart for Minnesotans with ~ l~ab l i l t ies  
pwkeg25 
Prlnted on 10116/1998 84 
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DEPARTMENT OF HUMAN SERVICES 

Costs for DD Clients Diagnosed with Autism- calendar year f996 
Data from the MMIS Screening and Paid Claims files as they existed on 9/4/1998 and 10/2/198 (for Non-HC Therapies) 

l ~ g e  Group 1 0-3 1 4-8 1 9-20 ( 21 andover 1 Totai 
]Nan Home Care I I 
Theraples and 
Assessments (therapies, assessments and evaluations combined) 

I I I I I 

Speech 

- 

'Note: Medical Assistance data used in th~s report should be 
interpreted wim caubon. The task force revlewed claims data 

Community Suppori for Minnesotans with Disabilities 85 from me MMIS system for individuals who met me category Of 
pwkeg25 service enfitled Developmentally Disabled andlor Mental Heab. 

Printed on 1011 611 998 This data did not Include all children with ASD who were eligible 
for and submitted claims for service. 



DEPARTRIENT OF HUiVL4N SERVICES 

Costs for DD c l ients  Diagnosed with Autisrn--Calendar Year q997 
Data from the MMISII Screening and Paid Claims fiies as they existed on 91411998 and 101211998 ( far  Non-HC Therapies) 
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Non Home Care 
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Physical Therapy 

Speech Therapy 
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Appendix 5: Program Development Issues 

The task force attempted to identify program development issues that address the necessary com- 
ponents of services for children with ASD. A completely developed program includes program and 
personnel standards, appropriate service flow and documentation of care, a wide range of educated 
and trained providers, method for accountability of quality and coordinated payment by all resources. 

A program of services cannot be developed unless a child receives an assessment. Assessment is 
essential for appropriate intervention and an expert in the area of ASD needs to be identified as the 
assessment and interagency plan are being developed. A child's team must be aware of and consider 
the full array of methods that have been supported by research. A comprehensive assessment of the 
child's abilities, strengths and needs should be used as the basis for initial choice of intervention 
methodology. Progress toward goals and objectives should be monitored on a frequent and regular 
basis using systematically collected data. Subsequent maintenance of, or changes in, intensity of 
service or methods should be based on data. Quality assurance of the single plan of carelservice 
needs to be monitored through systematic evaluation of individual progress. 

The program development issues identified under each of the sub categories need further 
development and range from specific to philosophical. 

Program and Personnel Standards 
CFL, DHS & MDH acting under an interagency agreement shall meet regularly to review 
program and personnel standards (para and professional levels) for children with ASD. This 
group should decide best practice guidelines for personnel complements and program practices. 
Program is year round and based on the use of a parent and interagency approach to provide 
intensive early intervention; engaged time can take place across multiple settings. 
ASD component for Early Childhood Special Education (ECSE) and Special Education training 
program provides a range of information to include research, identification, training in 
methodology, spectrum, and interventions. This also includes social workers, mental health 
workers and PCAs. 

Sewice Flow and Documentation 
Public relations outreach and referral - medical home, day care, etc. Local community decides 
entrance into services; interagency intake process (consent interagency). The ASD expert is 
accessed and a service coordination assigned. Interagency single plan of care is developed; "model" 
decision is documented every 3 - 6 months. Continued data collection to review progress and check 
model effectiveness should occur. 
One stop service delivery that provides user friendly and more appropriate connections, easier access 
and clearinghouse help to the consumer. 
Document progress to all parties which requires contribution by all and sharing of data. 
Early identification & hassle free entry into services. 
Coordinated service provision including funding with state and local help and clearinghouse support. 



Providers 
Services are family centered not provider/program driven. 
Providers exist across a variety of agencies. They have training in the areas of ASD. Senices have 
home based capabilities and work together toward a plan developed across agencies with families at 
center of team. Services are coordinated through a service coordinator/case manager. 

* Providers deliver services across an array of settings, supported by an array of professionals, para- 
professionals, and behavioral specialists. 
Family centered services is the core concept with interagency service provision planning key to 
the process. A basic knowledge base is required of all providers. Providers will have training on 
ASD and will be able to articulate role and outcomes. 
Philosophical shift to a student focus. 

Accountability 
Interagency agreements or memorandum of understanding among agencies. 
State mediators trained and available. 
Utilize a Part C, State interagency group system for problem solving and assignment of financial 
responsibilities if there are disputes at the local level. 
Systems: All agencies involved are responsible for participating in the development of a common 
plan for children with ASD. 
Implementation of Plan: All agencies are accountable for demonstrating individual child's 
progress toward the outcomes identified on the child's plan. 
Everyone is involved in the use of data, progress notes, supervision, multi-agency plan. 

Pavment 
An individual with ASD places them in a specific category which makes them eligible for 
appropriate services. 
Funding should reflect the increased incidence of ASD. 
Reassessment for eligibility purposes is not necessary on an annual basis. Cost savings could be 
achieved if reassessments were not required and funding is shifted toward services. 
Use of all current funding systems (parental, public, MA, private) coordinated by a skilled service 
coordinator, facilitating assessment of financial responsibilities. 
Shared local and state dollars used to pay for joint services (assessment and service coordination). 
Additional funds allocated to enhance program options for child with ASD (intensity, training, 
etc.). 
Fair and appropriate, easy to access, no red tape, connect with a one step entry. 
Financial package predetermined - individual has an ASD waiver that provides funding for 
appropriate choices. 

Training 
Develop team that could diagnose andlor evaluate programs and children that travels through the 
state similar to MCSHN. 
Develop provider resources list. 



Establish an ASD training institute coordinated with a central clearinghouse for information. 
Ensure training for families, providers, higher education and diagnostic teams. 
Team training, cross agency training, general information on ASD as well as specific training on 
behaviors, methods, specific child on-the-job training. 
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Executive Summary 

Clinical and educational research and public policy reviews that have emerged in the past 
several years now make it possible to estimate the cost-benefits of intensive early intervention with 
infants. toddlers and preschoolers with autism or pervasive developmental disorders (PDD). It is now 
known that the attainrrent of intellectual. social, and behavioral functioning within the normal range 
can be achieved for a signficant proportion of children with autism or PDD when they are served in 
settings, situations, and leaming environments that use principles of applied behavior analysis for 
teaching. Educational costs and other representative costs from Pennsylvania, including costs for 
public resources other than those from the educational and adult developmental disabilities services 
sectors, were used in a cost-benefit analysis. This briefkg documnt presents estimates of cost-benefit 
assuming average participation for three years between the agesof 2,years old to school entry, in such 
s e ~ c e s .  The analysis indicates cost-aversion or cost-avoidance, the extent to which cost savings are 
realized by providing early intervention. Positive dollar values indicate savings. 

Autism is a disorder of brain development arising beforeage 3. Autism has a seveie impact 
upon the development and use of social and communication skills, and is also characterized by 
stereotyped behavior and highly restricted interests or activities. 'Children with autism tend to leave 
school as young adults with.these conditions still present. They require lifelong care, services, and 
supervision. Spontaneous recovery and highly successful rehabilitation through regular educational 
processes are very rare. 

-.. 
During the past decade research began to demonstrate that significant proportions of children 

. . . .. 
with autism or PDD who participated in intensive early intervention' based on the principles of applied 
behavior analysis achieved normal or near-noimal Functioning. Applied behavior analysis is a natural, 
science approach to solving socially imponant problems of behavior, such a building appropriate 
cognitive. communication. and social sicills in children with autism and PDD. Although therehave 
been some criticisms of this research on some philosophicalgrounds, these philosophical grounds 
have not generared research results that indicate achievement of normal or near-normal functioning 
for these children. 

. . 
~he'avaihbility of these ins&ctional technologies and approaches has changed the pictire 

arid outlook for cost-benefit aid cost-aversion analysis of early intervention for these children. 
particulariy in terms of averting education-long and life-long costs for special services. The cost - 
beneii~ model applied in this briefme assums a rangc of effects of early intenrention for these children 
that will resu1t.i~ some attending regular education. some special education, and some intensive 
specid education. 

. . 

Fifteen assumptions, reflecting reskuch findings. program evaluation experience. andcos! 
wdysk considerations. underpin the cost-bcnefir analysis and are presented in the main body of the 
hrirfing. A brief anno~ated reference list of research findings hnd related reviews is also appended. 
Seven schedules and two appendices provide background information and layouts of findings. The 
mdysis specifies a n  annual cost for thcse services of about 533.000, but extrapolations to 550,Om 



are feasible and noted. 

In general rounded t e r n  for the purposes of summary, for children with autism or PDD who 
participate in competently delivered intensive early behavioral intervention: 

Cost savings from ages 3-22 years at $33,000 initial annual cost range from $185,000 to 
$205,000 without inflation and from $275,000 to $300,000 with inflation. 

Cost savings from ages 3-45 years at $33,000 initial annual cost range from $560,000 to 
$875.000 without inflation and from %1.050,000 to $1,650,000 with inflation. 

. Differences in initial costs of 533.000 and $50,000 per year for intensive early behavioral 
intervention have a modest impact (about $51,000 higher expenditures per child for three 
years) on savings, but are outweiphed by the extent of the savings noted above, even with 
respect to savings for apes 3-22 yeas without inflation. 

In terms of most likely levels of savings: based on a rate of normal functioning achieved of 
kom 30% to 40% of children with autism or PDD, with inflation the projected savings would 
be $285,000 to S295;OO to ape 27- and 51,200,000 to $1,350,000 to age 45. 

. In term of most likely levels of savings compared to controls in the UCLA study; based on 
a rate of n o d  functioning achieved of from 30% to 40% of children with autism or  PDD, 
withintlation the projected savings would be 561.798 to $68,606 to age 22 and $668,678 to 
5823.920 to age 45. 
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Background 

Fis t  identified in the 1940s. w s  a disorder of v t arising before age 
three, and often identified by that age or shortly thereafter. Autism has a severe impact upon the 
development and use of social and communication skills. and is also characterized by stereotyped 
behavior (e.g.. rituals or repetitive behaviors) and highly restricted interests or activities. It has 
generally been found that between 60% to 75% of all children with a u m l s o  have somr: d e m  

rerardatim. The relationship between autism and mental retardation is not well understood, 
because some children with autism have inteUectual abilities within the normal-and in a small number 
of cases, the superior--range. However, research clearly indicates that children with both autism and 
mental retardation tend to leave scnool as young adults with these conditions still present. They 
require care, services. and supervision. Spontaneous recovery and highly successful 
rehabilitation through regular educatronal processes are -. 

Nationally, however, educational services for children with autism are among the most 
intensivelv staffed and e apensive E a m L s p e c i a l  education available under provisions of the 
Individuals with Disabilities Education ACL. The picture is similar for children' diagnosed with 
pervasive developmental disorder (PDD), which has many characteristics in common with autism. 

Contemporary Research 

During the past decade research began to that significant proportions of children 
with autism or PDD who participated in intensive e x &  intenrention based on the principles of applied 
behavior analysis achieved normal or n e a r - n o d  functioning. ed behavior andpis! is a natural 
science approach to solving socially imponanr of behavior. such a building appropriate 
copniti\*e. communication. and social skills in children with autism and PDD. a, also, we includc 
hoth &y intenrention and. bvhich are sometimes provided under the auspices of 
different public agencies in the stares d c r  the u- of early -. Follow-up 
research by one group of inves~ig!arors found that thc benefits of early intensive behaviorid 
inrenen~ion persisted into adokscence and young adulthood. The most comprehensive research was 
published by lvar Lovaas and c w  cs ar l CL.4. hut studies by & indenendent 
confirmed that i t  is possiblc for many children with autism or PDD to achieve normal functioning 
[hrough early intensive intervention of this type. Of great importance is the fact that . . . . 
in the study samples whose nonetheless madeslenlficant, functional 
r;lins p core areas, such as evcryday Lvm; and communrcation skills. A small proportion (about 107~. 

E:\ppl~ed bshavtor analys~s cnullb ~ h c  s p c c ~ l ~ i  4nJ iomprehcns~ve use of principles of human lcaming. i t . .  
I1pi.mnr p~!chcllog) clr icmrng thcorj. In urdcr to c n h ~ n i c  thc Jc\clvpmcnt. abilities. and self-direction skills of 
chlldrcn and adulrs u.th disabilirlcs. In the ucatmcn~ 111 wlr\m.  \ xl.rus applied behavior analytic approaches may bc 
rclrncd 10 cnlloqu~ally as dlscrcrc rna l  trzlnlng, dlrcc! inruu;ltrnn. Lo\.aas Ihcnpy. or bchavior modificarion. 



across several studies) appeared to continuc to need inte&ivi intervention beyond the exiy  childhood 
years. Research is ongoing to better identify the specific instructional and programmatic practices that 
enhance outcomes in thesc children. 

Controversy and Criticisms 

The research findings just summarized have been controversial, in that they date only from 
the mid-to-late 1980s and these findings have been the specific focus of research on autism and PDD 
conducted in only a few locations. For researchers, replication of the original findings has been a 
major concern and is the focus of ongoing efforts, as noted above. Moreover, these findings have 
emerged at a time when leaders of some philosophical movements in special education have begun 
to advocate for educational of ven e E c a u ,  under the'rubrics 
of total inclusion and "developmental appkpriaoness." Cri= of early intensive behavioral 
intervention by some of these advocates have focused on -ed side effects, such as adverse social 
consequences. These criticisms are pot :rounded in sound research or established facts. They are 
erroneous interpretaiions of behavioral intervention, reflect incomplete or  distorted understanding 
of behavioral procedures, or are otherwise suppositional and groundless. Among many leading 
clinicians and iesearchers concerned with effective intervention for autism and PDD, the question is 
n o t w e t  h her children with autiSm or PDD fan achie v e subs t antiallv impro ved f u n c t i h ,  but what 
practices lead to the best outcomes for these children. 

Prior Cost-Benefi AnaIysh 

Although critics of early behavioral intenention for autism and PDD stress philosophical 
concerns, from a public policy s t a n d p a .  the scientifically validated achievement of normal . . 
functioning by many children with autism or PDD has profound lmDllcatlons for analyses of the 
relative costs and benefits of earlv i n t c n ~  for these -. Until recently. benefits could be 
estimated solely in terms of savings that might be associated with decreased. but still persisting. 
dependency in later childhood- and into adulthood: Considering the high cost of specialized 
educa~iond senices for children with autism or PDD compared to regular education or other forms 
of special education. potentid'knefiti were confined to'relative savings at different levels of care 
during adulthood. Savings reflected comparison of total educational and adult services costs with and 
ivithout bpecidized education. Because no h s i s  existed for projecting these cost differentials. the 

cobt-bencfir of early intervention sefvices rcrnained unidentified. 

\ 'aping Effects for Different Children 

\ ~ i t h  the cmrgence of re&arch d o c u m n ~ m ~  ~ubbtantial improvements for large proponions 
i)I'childrcn with autism or PDD following c a d  inrenhlvc behaviord intervention. and confirmatory 
\tudl& sho~vlng [hat the effects can k long-~rrm. 11 has become possible, to project costs and 
utdlzation more specifically. Such projecrionb are aided by the compilation of costs for adult senTiccs 
in the devrloprnentd disabilities scni te  sector hy contemporary researchers, data that were not 
prcvioubl). available. Thus, I I \  mi11 he p r @ j e c ~ ~ u j . f h  reasonable confidence in terms 



of: 

(I) children who achieve normal functioning, pmicipate i n m a r  education with little uw, 
and are vocationally productive as adults; 

(2) children who derive sufficient benefit from early intensive intervention that they are then able to 
participate in nonintensive special education, and evidence persisting but reduced dependency in 
adulthood; and 

(3) children who achieve meaningful functional improvements but still. require~~ecialized and 
intensive educational and adult services. 

In the present analyses, costs from the Commonwealth of Pennsylvania are used to develop 
overall cost comparisons in the calculation of cost-benefit. 

Need for Cost-Benefit Analysis 

As expenditures for social weifare. public health, and specialized human services have 
increased dramatically. ovei the pasi two decades, there has been an increasing jmnetus for 
understanding the costs and conseawxcs (i.e.. benefits) of the investment of public resources and 
funding in specific and senjices. Welfare refom, Medicaid reform through such initiatives 
as managed care and home and community-based services waivers, and scrutiny of the rising costs 

. of Pan H early intervention services, preschool services, and related expenditures are all 
.. . ;..' manifestations of the need to contain costs and direct resources in the most &nt and effective 

ways possible. In the area of intensive e&ly intervention as a whoIe, including services for young 
children with autitm or PDD. there has been mounting concern regarding cost-benefit. This concern. 
has arken because of the wide variations in costs for seemingly similar services available through local 
contractors. Thereare additional concerns are that possibleeconomies may be lost when substitute 
fmancing mchanisrk (for example. kledicaid fee-for-service) are used in .lieu o f  system-wide cost- 
related rates within tke educational or other specialized public service sector. 

This h n e f r n g s  ' a cov-benefit dn~lvsic . . of e-ensive behavioral m r v e n t ~ o n  for . . W  ;lurism or PDD bayed on the thrrr thdt  ere previ~usl~aent i f ied:  Those whose 
skills improve to within the normal range. thosewho make large gains but continue to require some 
special seniccs. and those who will probably rcquirc long-term intensive help. 

The .analysis compares thc costs aid idnefitsof .services for children with autism or PDD who 
rccelre intensirc early intcwention rclauvc lo thohe of children without disabilities in general. to 
childrcn who continue to require spccldl educar~on. and those of other children with autism who do 
nor rccctvc cffeciive intenention or who trthswlhe condnu; 10 require intensive supports. The 
analysis provides a projcction of co\r-uver\l.a. that is, the.rosts avoided t h r o u ~  provision of . . 
n s v * .  i ten.i c carlv behavioral inte v enrlon S C K I C ~ ~ .  m e  costs are stated as oasttlve dollar-ts. A  
number of m i ~ n s  required rn \rructurc the analysis are detailed be!ow. 



Assumptions in the Present Analysis 

1. Current research does not identiFy characteristics of children with autism or PDD that predict their 
response to early intensive intervention (e.g.. initial I.Q. is not a good predictor) during the years 
before school entry, funded as either early intervention or  preschool services. Thus, 
m p o n  o u t c w  as identified in the literature. 

2. The proportion of children who achieve normal functioning in all areas is probably somewhat Iowa 
than the proponion reported so far in the behavioral research literature (i.e., just under 50%) because 
(1) in very young children, when severe or profound mental retardation is present, a conclusive 
diagnosis of autism or PDD may not be made, and (2) other local o r  nonspecific factors probably 
affect whether children are diaznosed or, especially, referred for early intensive behavioral 
intervention. 

3 .  I n  any group of children with autism or PDD who r e c e i v e m e t e n t l y  delivered earlv iw 
behavioral intententian; between 20%- and 60% will achieve normal functioning. Ten p- (10%) 
will continue to require intensive special education and intensive adult services, and the remainder 
will evidence benefit sufficient to reduce the intensity of educationaland adult services.requirements. 

4. For these reasons, cost-benefit sho~ ld  be couched in terms of mareinal benefit;in terms of impact 
of improvement as well as the attainment of normal functioning. Analyses should encompass 
comparison of costs for children with autism or PDD who achieve normal functioning with costs for 
serving children without disabilities. and with costs for serving children with autism or PDD who 
make large gains but do not move into the normal range. The latter group should'alsb be compared 
with children who make minimal gains. 

5.Without earlv intensive behav-denrlonen with autism or PDD wiU . . . . . .  
&esr endunno deoendencv on adult dcve-hrl~tles s e w .  This is consistent with the 
literature on child. adolescent. and i;oun_e adult development for people with autism or PDD. 

6.  The corn of i& behavior analytic mter-hased service3 for children with autism or PDD 
lincltiding those yith a home-based, p;lrent-direcled component) . . 
c.quifalen~, on average. fi the m t s  of ' & c & & x n e - b a s e d  v servica .- 
-. but relative costs and urilization mix are not well-established.The mix of costs 
for intensive c'arly intervention serviccs is represented here as an average which is assumed to be a 
rcpre.\ena~ivc averaze for use of both center-based and'home-b&ed services. 

7. Childrrn \vith ;~utism or PDD tvho ul~~mafely develop normal skills are assumed to participate in 
e d u c a h :  those who make large galns hut nor suff~cient for them to participate successfuliy 

in regular education are assumed ro pmiciparc in special educatim: and children who make minimal 
fain5 .Are assumed to participate in m v c  special educati~n o r  the equivalent from a cost 
perspccti\.e Special education d~ern~r ives  re.g.. intensive special education) are assumed to be 



equivalent in cost regardless of whether they are delivered in segregated, partially integrated, related 
S~MCC,  and fulIy inclusive models, based on requisite instructional load requirements for comparable . . 
instructional and educational effects. In short, -urnassumed to cost t- 

uswe ma-. 

8. Because n.~.gcneral izablemali ty data exist for people with ' a u t i s n w E 2 ~  (owing partially to 
the advent of the diagnosis in the 1940s and lack of data on several populations). cost-benefit analvm 
including the adult years a e  made onlv to aee 45. There is no compelling evidence of marked 
morraliry prior to age 45 years for children surviving to adulthood, and the lifespan of people with 
autism or PDD may well be similar to that of the general population. Therefore, & cut 

derestimate adul tend to u n  t income from supponed or regular employment, utilization general 
public entitlements or be& during adulthood. costs far adult m e n t a l  disabilit& 
e, x d  costs fci utiLia:ion of aging servicrs and public retirement or income transfer programs 
for elders. 

9. Present costs are used as-, with recognition that reforms in welfare and 
public health may either result in decreased per person rates or expenditures, or in substitution of 
services in the future. To compensate. have been trended forward gt 3% p e r m ,  except for 
SSI/ADC(AFDC) or the equivaler~~ such as TANF. which is trended at 1.5%. These trend factors 
probablv reoresent an under- of inflationay factors. The average cost inflator for health 
related services from 1986 to 1996 was about 4.5%. 

, 10. SSVADC costs are used as a s u m  cost for all utilization of eeneral public benefits outside 
. :  , .. f t  e v '  ' nre t '  v ental services sect- (e.g.. public housing 

a .  d f o m  of public assistance, higher 
education grants..vocational assistance. public transportation. Medicaid card services). Althobgh 
these are not entered as costs for nondisabled children to age Zl years, they arc enrered as costs for 
dl children, with autism or PDD who nchievr normal functioning (three yean' cost). and partial or 
minimal effects ( I  8 years' cost). SSVADC is also entered as a, cost for 73 years to age 45 years for 
25%- of nondisabled children and children with aurisrn or PDD who achieve normal functioning, and 
for 100%- for children with autism or PDD who make substantial improvements or who benefit! 
]Oe ilofcr relati minimdly, A xv 5 . 0  ' ve c m ,  engendering only a 

4%- fie: in rota1 income or expense for nondisahled children and children with autism or PDD who 
achieve normal functioning. However. in light of prcscnl welfare reform initiatives, reduction to a 
1-75 estimate might well be warranted in funher analysis, 

I I .  T h e ' m e  dur ion of e z r ~ s r \ . c  k h  
. . 

at ;IVI& r n t e r c ~ r s  assumed tobe three V ~ M .  a 
period that i s  associated in the i~rcrature uith apparcnl her~er benefits from panicipation in these 
\rrvice\. The existing literature \uyge\t\ t h ~ t  I\\,, yeus of intcn*ention can result in normal 
iunctronmg. bur in this analysis it k, rrcognurd thdr chilJren m y  participate in from two to four years . . 
of culy mtervenrion (-he 2 . p  (1fru.v v u .  oW and qchool m) and t h r e e o u l a ~ e d  
ILIX a represenrurive averagc durauon. 



17. Children with autism or PDD who achieve normal functioning are assumed to use 
& during participation in intensive early intervention. Children who make substantial gains and 
those for whom minimal effects are attained are assumed to use I8 years of family support services. 
to age 22 years. 

During adulthood, those who achieve substantial improvements but not normal functioning 
are assumed to use 18 years of Medicaid waver (or equivalent) services and 15 years of ~ u ~ ~ o r t e d  
yxk services. During adulthood, for adults for whomminimal effects are obtained, 80% are assumed 
to use waiver services for 20 years, 20% are assumed to use &sive c o m  services for 73 
years, and 40% are assumed to use supponed work services for 15 years. These utilization patterns 
are a function of variations in individual service needs and delays between requests for services and 
service enrollment associated with waiting lists. With t-le e x c e n t k  of adults with whom . . . .  
Litervention i~ mLNmallv effrctive. the cost mxes used are lower than those that are uresentlv tvuical 
b r  intensive comprehensive c o m r n u n i ~  services for adults with autism or PDD (e.g., ICFlMR and 
ambulatory clinic variants or equivalent levels of care). 

13. Su are pr0,iected as comparable for individuals with autism or PDD 
who achieve substantial or minimal gains. at 20% of the median household annual income. It should 
be noted that although this probablv o w m a t e s  i n c m  (and thus offset of service costs) for 
people with minimalbenefits, it nonetheless rcflects a single-person income level that smains  below . . current Dovenv level l nd lcam.  and a full-time employment (40-hour week) hourly rate of $3.24 
hourly in 1996. -. 

, . ,  . .. . 
1 1 .  This analysis uses costs reporled in ~ e v r r ~ l  wurces for the Commonwealth of Pennsylvania. ... 

Annual Regular education costs are 57.543 pcr ? e x  in 1996. special education is 512.935. and 
intensive special education is 578.806 (from Schedule I ): n e  initial annual cost of earlv intensive 
behavioral interrention is set at 53' 82Q. TLI calculste the cost-benefit of this intervention set at a 
&her level of 550.000. readers m v  s a v  whrr~ct 553.1 n0 from inflared benefit totals and subtract 
55 1540 from uninflared h e o e f i r .  . .. 

15. fin*. in cornpas'ite. she-scv~ce c o w  a n d  w r \  ubed \\.ill tend to underestimate cost sl&.& 
relative to current exoendirure F ; L u ~ ~ \ .  \vhere~. thc t.. w i e c t e d  will tend to overestirnatc 
mcome \I&; providing, overall. a rclut~\cl! cc in \cna~~ve estimate of cost-benefit. A 1  savinp 
shown. however. are =of the ~ ~ I ' p r o \  ~ J i n g  in~ensivc behavioral early intervention. 

Findings in tile Present Analysis 

.At 53' RIO m, [he r t i r ~ l  co.[-hcnrtil .;3vines of intensive applied behavior 
a n ~ l y \ i \  wrvlces per child with ilu[l\m i l r  i ' [ ) I )  t i l r  J F C ~  3-12 years avenges from 5-14 
<'(I< ;@.\vithout inflition and from 52'7 7hl  tci 5~0().097 with inflation. 

The mjority of  to ahoclb dccmc trrlni children who achieve partial benefit rather than 
normul range func[ioning. and sa\.~n:, ~1ci.rr.1.~. ~li:hil> !by about 9%)  on average with h - m d  



rates of children achieving normal range functioning. [Note: See Schedule 61 

At $50.000 ~ n ~ t ~ a l  annual cost 
. . .  

, the corresponding cost-benefit of intensive applied 
behavior antdysis services per child with autism or PDD ages 3-22 years averages f r o m u m  
$- without inflation and from 57?0.664 to $248.897 with inflation. 

At $32 870 i&j.d annual cost, the total cost-benefit of intensive applied behavior 
analysis services per child with autism or PDD for ages 3-45 years averages from $561.933 to 
$874.446 wirhout inflation and from S 1.030.806 to $1.661.774 with inflation. 

The majority of to the developmental disabilities sector accrue from children who 
achieve normal range of hnctioning rather than partial benefit, and savings increase substantially (by 
about 62%) on average with increabed rates of children achieving normal range functioning. v o t e :  
See Schedule 71 

At 550.000 lnlt~al ann 
. . .  

ual cosr, the corresponding &-benefit of intensive applied 
behavior analysis senices per child with autism or PDD ages 3-45 years averages frorn $510.906 r~ 
$82' 906 without inflation and from 5987.706 to 5 1.608.674 c wirh inflation. 

Assuming a probable rare of normal functioning achieved of from 30% to 40% of children 
with autism o r  PDD who receive early inrensive behavioral intervention rampared to cornplekAy 
jneffective intervention. cost-benefit savings per child served would be frorn $287.38 1 to $294.189 
with inflation to age 22 and from 5 I .  196.0-18 lo S 1.35 1.790 with inflation to a,oe 45. [Note: See 

: Schedule 21 

Assuming a probable mrc of normal functioning.achieved of from 30% to 40% of children 
\vith autism or PDD who receive early intensive behav~ord intervention m p a r e d  to benefits shown 
hy the LfCLA c- in research studies, cost-henefir savings per child served would be frorn . . 
56 1.768 lo $68.606 with ~ d a t i o n  to age 22"md From ~b68.678 to SR'3.92Q with inflation toage 45. 
[Sole: See Schedules 8 and 91 



Annotated Bibliography 

W- Wsourcesve behavi- 
for autism or PDD u-ied &ha . . 

D vior e: 
Anderson. S. R., Avery. D. L.. DiPietro, E. K., Edwards, G. L., & Christian, W. P. (1987). 

Intensive home-based early intervention with autistic children. Education and Treatment of Children, 
10, 352-366. 

Birnbrauer. J.'S., & Leach. D. J. (1993). The Murdoch Early Intervention Program after 1 
years. Behaviuur Change, IO(2).  63-74. 

Lovaas. 0. I. (1987). Behavioral treatment and normal intellectual and educational functioning 
in autistic children. Journal of Consulting and Clinical Psychology, 55, 3-9. 

McEachin, J. J.. Smith, T., & Lovaas. 0. 1. (1993). Long term outcome for children with 
autism who received early intensive behavioral treatment. American Journal on Mental Retardarion, 
97, 359-372. 

Perry, R., Cohen, I, & DeCarlo. R. (1995). Case study: Deterioration, autism, and recovery 
in two siblings. Jo,urnal of rhe American Acadetny of Child and Adolescent Psychiatry, 34. 232-237. 

.. ., . . :  Sheinkopf. S. J.. & Siegel, B. (in press). Home based behavioral treatment of young autistic . .  . 

children. Jottnzal of Autismand ~eve lo~ t i i e~ l ta i  Disorder:. (Available upon request to the authors). 

T h ~ s  source exernol~fies a cost-benefit analysis of early intervention for at-risk children . . . .  and briefly 
jddresses ewlv inte~ention for -ed d r s a b w :  

Bmet t .  W. S., & Escobar. C. M. ( I  990). Economic costs and benefits of early intervention. 
In S. j. .\leisrls 6r J.  P. Shonkoff (Eds.). H~mdhnnk ojenrlycl~ild/zood inten.enrion (pp. 560-587). 
New York. S Y :  CmbridgeUniversi\v Press. 

. . . . F n  s v v services fu 
rhi]dren U'i~h ;uLtirm or  P D D W a 1  0 . . reseresearch l i w .  

Green. G. 1996). Early behavioral ln[,cnenuon for autism. What does research tell us? In C. 
. \ I . IU~ILC. G. Grern. & S. Luce (Ed\.!. Brlrcn~rrrrrrl r~~temenrion f o r ~ o ~ t n g  children with autism: A 
~ii<rn~tltl!or pnrmrs ctnd profexsionu1.r t pp. 39-44 I. Aus~in. TX: Pro-Ed. 



behavior w: 
Smith, T. (1996). Are other treatments effective? In C. Maurice, G. Green,& S. C. Luce. 

(Eds.). Behaviors[ intervention for young children with autism: A manual for parents and 
professimais (pp. 45-62). Austin, TX: Pro-Ed. 

functional and pr m s e  sources ~ d a ~ f v  the actical skills of adults with autism and their service . .  . w: 
Jacobson, J. W., & Ackerinan. L. J. (1990). Differences in adaptive development among 

persons with autism and mental retardarion. ~ o u m a l  of Autism and Developmental Disorders. 20, 
205-219. 

Janicki. M. P.. &Jacobson. I. W. (1983). Selected clinical features and service characteristics 
of autistic adults. Psychological Reports. 52,387-390. 

This sour 
. . 

ce addresse: the lssues pr csented by r e o u i r e m e n t s o u r i a t e  educational oractices ta 
. . . .  . 

address the needs of children with severe or c w x  d ~ s a b ~ l l t l e s o n t e x t  of the m o v ~  
full inclusion in educational sea&: 

K a u h .  J. M.. & Hallahan. D. P. ( 1995). The illusion of full inclusion: A con~prehensive 
.: critique of n crcrrenr special ed~~curiori handiragon. Austin, TX:  Pro-Ed. 

T 7 . . . . ur ide. . ~ . . F' a .  o the a the use . . 
&.=inforcement orocedurcs u n d e w  qic motivation to lcam andenhance performance. a 
r n r l c l , m s i e a r l v e  - beha v' lord . -: 

Cimeron. 2 . .  6r Pierce. W. D. ( 19941. Reinforcemen[, reivardand intrinsic motivation. Re~*iekc. of ' 
. . E d i l c ~ ~ l i f l ~ ~ ~ ~  Rcscr~rcl~. 64. 363-423. 

Eisenberger: R.. & carneron. I. ( 19961. Derrimental effects of reward: Reality or myth? An~erican 
P.~,LdlO/'f~~~i~l.  51. I 153-1 166. 



Summary Tables Identifiing Costs and Benefits 

Schedule I :  Presenr (1996) Costs for Senices and Income Esfirnares n h i s  schedule presents a 
listing of the 1996 costs used in the analysis.] 

Schedule 2: Most Probable Level of Normal Range Achieved orEsseniia1 Mainstrea&ing = 30% 
- 40% p h i s  schedule presents findings of financial benefits at 30% and 40% rates of 
achieved, separately for ages 3-22 (top of table), and ages 3-45 years (bottom of table). Values 
are shown. with inflation and in 1996 dollars. per LO0 children and per child.] 

Schedule 3: Costs to Age 22 Years Phis  schedule presents findings regarding costs to age 22 
years. These include costs for regular education, family support services, SSIfADC, intensive 
early 'intervention, and regular, special. and intensive special education. Costs are attributed 
according to whether a child is pondisabled. or achieves functionin? in the normal ranoe. paftial 

. . 
benefit. or  mrumal benefit from early intensive intervention. Costs are shown . separately . with 
inflation and in 1996 dollars.] 

Schedule 4: Costs to Age 45 Years [This schedule presents findings regarding costs from age 22 
to 45  years. These include costs for family support services, SSVADC, Home and Community 
Based Services (waiver services), or  intensive community services, and income from regular or 

d. or achi supported work. Costs are attributed according to whether a person is mn.disable eves 
normal ranoe f u n c t i o n i ~  partial benefir. or &al benefit from early intensive intervention. 
Costs (expenses) and income are shown separately with inflation and in 1996 dollars.] 

Scl~edltle 5: Financial Cosr-Benefir of Earl? Itrren-ention - Ages 3-45 Years and Surnnlap of 
Benefir Lerrels (Relarive Cosr) Ages 3-45 Years v h i s  schedule combines net costs for ages 3-22 
and 22-45 years f r o m u l e s  3 and 4. These costs are shown separately with inflation and in 
1996 dollars.' SImDle of costs among groups with differing levels of benefit are 
presented at the bottom of the schedule.] 

Scilcdlclr 6: Senice Financial Brnefirs ar Dfleretlr Ler.els of Effectiveness, Age 3 ro 22 Yeclrs, 
Per '100 Clrildren Sen-ed [This schedule presents ricornparison of financial benefits at different 
Irvrli or rules of normal range achievemen[ for c h & h ~  azes 3-77 years, achieved by intensive 
early intenfention. nnging from 20% of children achieving normal range functioning (an assumed 
rnirumrri mte) ro 60% of children achieving normal range functioning (a rate somewhat higher than 
[hat justified by [he current literature). Ar cuch level of effectiveness, differing rates of not only 
normal range achievement. but a l s o p ~ i a l  henelil. are projected. Cosrs are shown in terms of lh~ 

chlldra scped. and a v w \  ncr w o n  served, with inflation and in 1996 
dollars.] 

Srl~rdlilc 7: Senice Financial Br~lcfils ur Diflt,rrrrr Lerels of Effectiveness. Age 3 to 45 Years. 
Pcr IOU Cirildren Sen-ed [This schedule prehents u comparison of financial benefits a[ different 
Ir'vcI\ LIT rates c.T  no^,:! :xze uchicvcnisnt f o r  pcliple 3-45 i/=, attained through intensive 



early intervention, ranging from 20% of children achieving normal range functioning (an assumed 
minimal rate) to 60% of children achieving normal range functioning (a rate somewhat higher than 
that justified by the cument literature). At each level of effectiveness. differing rates of not only 
normal range achievement, but also partial benefit, are projected. Costs are shown in terms of k 
& v a ofer served.erson se w e d  with inflation and in 1996 
dollars.] 

Schedule 8: Service Financial Benefits at D13erent LeveIs of Effectiveness, Age 3 to 22 Years. 
Per I00 Children Served - Pennr~bonia Model vs. UCLA Controls [This schedule a 
comparison,of financial benefits at different levels or rates of achievement of normal functioning 
for people ages 3-22 years, achieved by intensive early intervention, versus benefits from regular 
early intervention. Costs are shown in rerms of the aggregate of 100 children served, and 
averages per person served, with inflation and in 1996 dollars. Bold numbers denote per child 

inflated and u n i n f l a t e d e . , T h e  summary table at the bottom of the page depicts cost savings 
adjusted for differences in three-year costs of early intervention and intensive early intervention.] 

Schedule 9: Service Financial Benejits or Differenr Levels of Effectivenesr, Age 3 to 45 Years. 
Per I00 Cltildren Served : Penns~lvania Model rs. UCLA Controls Fhis schedule presents a 
comparison of financial benefits at differenl levels or rates of achievement of normal functioning 
for people ages 3-45 years, achieved by intensive early intervention, versus benefits from regular 
early intervention. Costs are shown in terms of the aggreEate of 100 children served, and 
averages per person served, with inflation and in 1996 dollars. Bold numbers denote per child 
inflated and uninflated w. The s u m m q  [able at [he bottom of the page depicts cost savings 
adiusted for differences in three-year coscs of early intervention and intensive early intervention.] 

Appe11di.r A: Financial Infornlarion: Per Rrcipienr Expenditure Estimates [This. appendix 
presents informarion regarding the sources uscd in  order to develop'the estimates used in the cost 
andysis.] 

;\pprrldi.r B: Vril~tes of Primun Esrir~fcirt,~: .-t,gc 3 rtn 45 I2rzrs [This appendix presents the trend- 
table for the estimates uscd in the cosr analysi, ior the period 1992 to 2038.The year 199:! was 
used as 3 hase year in this table because some ilv~ilahle dilta were current to that year. However. 
cosls reported in ihe schedules were trended from 1996 values.] 



Schedule I:  
Present (1996) Costs for Services and Income Estimates--Pennsylvania Model 

This schedule presents a listing of the 1996 costs used in the analysis. 

Present Age of the Child with Autism 3 years 

Beginning Calendar Year 1996 

Early Intervention Annual Cost 3,284 

Family Support Services Annual Cost 1,I~Cl 

Intensive Early Intervention Annual Cost 

Regular Education Annual, Cost 

Special  ducati ion Annual Cost 

Intensive Special Education Annud Cost 28,806 

Home and Community Based Senices (Adulr) ~ n n u a l  Cost 31.818 

Intensive Community Services (Adult1 .Annu;ll Cost 46,838 

Institutional Senrices (or equivalent. Adull~ .-Innu~l Cost 56.775 

supplem~nral Security Incornel~4id to Dependent ChjlJren 
.Annual Cost (estimate for all genrrrc publ~c x ~ p p o n  costsl 5.379 

LIedian Household Annu;ll lncomr 33.714 

Supponcd \!'ages Annual Value 13 7 ot'niedi.in incon;c~ 6.743 



Schedule 2: 
Most Probable Level of Normal Range Achieved or Essential Mainstreaming = 
30% - 40%; Pennsylvania Model 

This schedule presents fmdings of financial benefits at 30% and 40% rates at which normal 
functioning is achieved, separately for ages 3-27 (top of table), and ages 3-45 years (bottom of 
table). Values are shown, with inflation and in 1996 doll@, per 100 children and per child. 

Ein anc~al B e n e f i t s . e 3  -27 Years : Per I00 Ch~ldren and Per W 
. . 

Inflated ' 1996$ Inflated 1996$ 
md IStud~nt !Stzden! 

,4t 30%Normal Ranze 
30Nom Ran_ee vs. Parrial Effect 8.444.670 5,798,970 281,489 193,299 
60 Partial vs. Minimal Effect 70.974.100 14.283.900 349,570 238,065 
10 Minimal Effect 0 0 0 0 
Net 29.4 18.870 70,087,870 294,189 200,829 
At 40%- Normal Ranee 
40 Norm Range vs. Partial Effect 1 1.259.560 ' 7.73 1.960 281,489 193,299 
50 Partial vs. Minimal Effect 17.478.500 11,903,250 349,570 238.065 
10 Minimal Effect 0 0 0 0 
Net 28.738.060 19.635;210 287,381 196,352 

.: ~Vore: Corr~pare savings rvirli cosi ilf 13 ?curs of pttblic educarion at $128,731 inflared and 
598.061 in 1996 dollars. 

Financial Benefits. Ares 3 3 5  Yexs: Per 100 

Ar 305- S o r m a u  D 

30 Sorm Range vs. ~ & i a l  ~ f f e c i  
60 Panial vs. Minimal Effecr 
10 .Minimd Effect 
Ser 
,A! -lorr S- o 

10 Sorm Range vs. Panid Effecr 
50 P W I ~  vs. hlinimd Effect 
10 31inlmal Effect 
xc \  

. . 
Inflated 19965 
(Srudent/Srudenr 

h e :  Bold numbers denote per chilJ infl;l~cJ and uninflated m. 



Schedule 3: 
Costs to Age 22 Years - Pennsylvania Model 

This schedule presents findings regarding costs to age 22 years. These include costs for regular 
education, family support services, SSYADC, intensive early intervention, and regular, special, 
and intensive special education. Costs are attributed according to whether a child is nondisabled, 
or achieves functioning in the normal mange, parrial benefit, or minimal benefit from early 
intensive intervention. Costs are shown separately with inflation and in 1996 dollars. 

Nore: Table Shows (Expense) Onlx Cats with Infiation 

W i s a b l e d  Child 
Thirteen Years of Regular Education 128,731 
Net (128.731) 

ffects of Early Inre Autism- with Normal E rventlon 
Three Yeus of Family Suppor? Services 3,433 
Three Years of  SSUADC 16.380 
Three Years of Intensive Intervention 10 1,445 
Thirteen Years of Regulq Education 128,731 
Net (249.989) 

Eighteen Yean of Family Suppon Senkei  . 17.873 
Eighreen Years of SSUADC 1 17,244 
Three Years of ~ntensive Early Intenenlion 101.415 
Fifteen Yeus bf special Education 281.9 16 
Net (53 1.178) 

,4uticm- with kl-cts of 
Ei:hrcrn Yeus  of Family Suppon Services 27.873 
Eighteen Years of SSUADC 1 17.111 
Thrce Year5 of Intensive Early Intervention 101.415 
Fifiecn Y r ~ r s  of intensive Special Education 631.486 
Set (881.M8) 



Schedule 4: 
Costs from Age 22 to Age 45 Years -Pennsylvania Model 

This schedule presents findings regarding costs from age 22 to 45 years. These include'costs for 
family support services, SSUADC, Home and Community Based Services (waiver services), or 
intensive community services, and income from regular or supported work. Costs are attributed 
according to whether a person is nondisabled, or ahieves normal funcrioning, parrial benefit, or 
minima[ benefit from early intensive intervention. Costs (expenses) and income are shown 
separately with inflation and in 1996 dollars. 

Note: Table Shows Income (Expense) Costs with Inflation Costs in 1996s 

N 
Twenty-Three Years of SSI/ADC and All Other 

Public Benefits (25%) (49,796) (32,119) 
Twenty-Three Years of Wages and Other 

Income (75%) 564.369 465.250 
Net 514,573 433,131 

Autism- with Normal RangcEffccts QE& Intenlentinn 
Twenty-Three Years of SSYADC and All Othcr 

Public Benefits (25%) (49.796) (32.1 19) 
Twenty-Three Years of Wages and Othcr 

Income (75%) 564.369 465.250 
Net 5 14.573 433.131 

Autism- with P&l Effects 
Five Years of Family Support Sewices (10.331) (5.550) 
Twenty-Three Years of SSYADC I 199.184) (128.476) 
Eighteen Ycars of U'aiver Services ( 1.559.872) (571.724) 
Fifteen years of Supported Work 170.667 101.145 
Net ( 1.598.715) (605.605) 

. . 3 
Five Years of ~ & l y  Suppon Services (10.33 I )  (5,550) 
Twenty-Three Years of SSVADC (199.181) (128.476) 
Twenty Years of Waiver Services (807~)  ( 1 .?49.878) (509.088) 
Twenty-Three Ycars of Intensive Cornrnun~ry 

Sewices 120%) I 569.195) (2 15,455) 
Fif~een Years of Supponed Work 14051 68.265 40.458 
Nc t (2.060.623) (818.1 11)  



Schedule 5: 
Financial Cost-Benefit of Early Intervention - Pennsylvania Model - Ages 3-45 
Years 
. . 

This schedule combines net costs for ages 3-22 and 2245 years'from Schedirles 3 and  4. These 
costs are shown separately with inflation and in 1996 doliars. SimpLe comparisons of costs among 
groups with differing levels of benefit are presented at the bottom of the schedule. 

Nore: Table Showr income (Expense] CQSU in  1996s 

Childhood Costs 
Adult Cost or  Benefit 
Net 

Childhood Costs 
Adult Cost or  Benefit 
Net  

. . . .. Autism- with Partial Effects of E& Intenfention . . 

Childhood costs 
Adult Cost or  Benefit 
Net 

4 ' , urlsm- with . . a1 Fffecrs of v . 

Childhood Costs (881,038) (647.352) 
Adult Cost or Benefit (2.060.623) (818.111) 
S e t  (2,941,671) (1,465,643) 

Note: Bold numbers denotetotal income or (expense). 



Schedule 6: 
Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 22 
Years, Per I00 Children Served - Pennsylvania Model 

This schedule presents a comparison of financial benef i~  at different levels or rates of 
achievement of normal functioning for children ages 3-22 years, achieved by intensive early 
intervention, ranging from 20% of children achieving normal functioning (an assumed minimal 
rate) to 60% of children achieving normal functioning (a rate somewhat higher than that justified 
by the current literature). At each level of effectiveness, differing rates of not only achievement of 
normal range functioning, but also panid benefit. are projected. Costs are shown in terms of the 
aggregate of  I00 children served, and averagei per person served, with inflation and in 1996 
dollars. Bold numbers denote per child inflated and uninflattd m. 

At W% Normal Ranee 
20 Norm Range vs. Partial Effect 
70 Partial vs. Minimal Effect 
10 Minimal Effect 
Net 
At 30%Nomal Ranre 
30Norm Range vs. Partial Effect 
60 Pmial vs. Minimal Effect 

' 10 Minimal Effect 
Net 
At 10% Normal Ranze 
40 Korm Range vs. Panial Effect 
50 Partial vs. ,Minimal Effect 
I0 h1inirna.I Effect 
Srr 
Ar fiOcir 3- c 

50 Sorm Range ~ 5 .  ~ a r t i h ~  Effect 
1 0  Pxtial.vs..blinirnal Effecl 
I0 hlinirnd Effect 
Scr 
41 60";o- 
60 Sorm Range vs. Panid Effect 
30 Pmid vs. .Minimal Effect 
I0 3lrnirnd Effect 
S c r  

Inflated , 19961 
Eml Tnial 
5.619.780 3,865,980 
24.169.900 16.664.550 
0 0 
30.099.680 20.530.530 

Inflated 
(Student 
281,489 
349,570 



Schedule 7: 
Service Financial Benefits at Different Levels of Effectiveness,, Age 3 to 45 
Years, Per 100 Children Served - Pennsylvania Model 

This schedule prescnts a comparison of financial benefiE at different levels or rates of 
achievement of normal Fonctioning for people ages 3-45 years, achieved by intensive early 
intervention, ranging from 20% of children achieving normal range functioning (an assumed 
minimal rate) to 60% of children achieving normal range functioning (a rate somewhat higher than 
that justified by the current literature). At each level of effectiveness, differing rates of not only 
normal range functioning, but also panial benefit, are projected. Costs are shown in terms of the 
aggregateof 100 children served. arzd averages per person served, with inflation and in 1996 
dollars. BoId numbers denote per child inflzted and uninflated 

0% Normal Ranec 
20 Norm Range vs. Partial Effect 
70 Partial-vs. Minimal Effect 
10 Minimal Effect 
Net 
At 30% Normal Ranee 
30 Norm Range vs. Pmial Effect 
60 Partial vs: Minimal Effect 
10 Minimal Effect 
Net 
.4t 40% Normal Rang2 
40 Norm Range vs. Panial Effect 
50 Parrial vs. Minimal Effcct 
10 Minimal Effect 

.Net 
~t .snc N- u 

50 Xorm Range vs. Partial Effcct 
10 Partial vs. hlinirnd Effect 
I0 Minimal Effect. 
Set 
A I  60G.N- 
60 Norm Ryige vs. Parlial Effccl 
30 Pxt~;ll  vs. Minimal Effecl 
I0 Xlin~mal Effect 
Sct 

Inflated 1996$ 
Iaial DELI 
47.777.800 24,640,700 
56.802.760 3 1.552570 
0 0 
104.080.560 56.193.770 

l- l  l.833.JlKl 7.7.921.100 
-l.3J-l,fUl 12.522.530 
1) (1 

I hh.17:.2-l0 S7.411.630 

Inflated 1996s 
/Student- 
2,363,890 1,232,035 
8 11,468 450,75 1 



Schedule 8: 
Service Financial Benejifs at Different Levels of Effectiveness, Age 3 to 22 
Years, Per 100 Children Served - Pennsylvania Model vs. UCLA Controls 

This schedule presents a comparison of financial benefits at different levels or rates of 
achievement of normal functioning for people ages 3-22 years, achieved by intensive early 
intervention. versus benefits from regular early intervention. Costs are shown in terms of the 
aggregate of 100 children served. and averages per person served, with inflation. and in 1996 
dollars. Bold numbers denote per child inflated and uninflated e. The summary table at the 
botrom 'of the page depicts cost savings a&m&d for differences in three-year costs of early 
intervention and intensive early intervention. 

30 Norm Range vs. Partial Effect 
60 Partial vs. Minimum Effect 
10 Minimal Effect 
Net 

t 40% N 2 Nprm R-al Effect 
50 Partial vs: Minimum Effect 
10 Minimal Effect 
Net 
At 50% Normal Ranoe 
50 Norm Range vs. Partial Effect 
40 Partial vs. Minimum Effect 
10 Minimal Effect , 

Net 
L'CLA CPntrais 
3 Norm Range vs. Putial Effect 
45 Panial vs. MinimumEffect 
52 Minimal Effect 
Set 

Inflated 19965 
z2I.d IQZd 
8,444,670 5,798,970 
20,974,200 14,283,900 
0 0 
30,099.680 20.530.530 

Inflated 
/Student 
281,489 
349,570 

summar): Savings at Different Levels of Bcnrfit vs. UCLA ~ o n i o l s ,  Age 3 to 22: 

inflated 19965 .,. ti . nf B& Ls.u&nl lSrudent 
.At 30% Sormal Range 65.606 17.839 
A[ 40% Xormal Range 6 1.798 13.362 
A1 505 Sormal Range 54.989 9.102 
(Taking into account difference bctwecn cclr15 of  early intervention, for UCLA controls. and 



schedule 9 .' 

Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 45 Years, 
Per 100 Children Served - Pennsylvania Model vs. UCL4 Controls 

This schedule presents a comparison of financial benefits at different levels or rates of achievement of 
normal functioning for people ages 3-45 years, achieved by intensive early intervention, versus 
benefits from regular early intervention. Costs are shown in terms of the aggregate of 1bO children 
'served, and averages per person served, with inflation,and in 1996 doliars. Bold numbers denote pcr 
child inflated and uninflated suings The summary table at the bottom of the page depicts cost 
savings aQumj for differences in three-year costs of early intervention and intensive early 
intervention. 

Inflated 19965 
At 30% Normal R a n o ~  rn md 
30 Norm Range vs. Partial Effect 70,916,700 36,961,050 
60 Partial vs. Minimum Effect 46.668.080 27,045.060 
10 Minimal Effect 0 0 
Net 1 19,603,780 64,006,110 
At 40% Normal D 

40 Norm Range vs. Partial Effect 94.555.600 49.281.400 
50 Partial vs. Minimum Effect 40,573.400 22,357,550 
10 Minimal Effect 0 0 
Net ' 135.~l29.000 7 1.8 18.950 
At 50% N m  
50 lu'orm Range vs. Parrial Effect 1 18.191.500. 6 1.60 1.750 
40 Partial vs. Minimum Effect 32.458.720 18.030.040 
10 Minimd Effect 0 0 
Net 150.65?.220 79.63 1.790 
LICLA Con[r& ' 

3 Norm Range vs. Partial Effect 7.091.670 ' 3.696.105 
15 ~ k i a l  vs. %$inimum Effect 36.5 16.060 20.283.795 
57 Lfinimd Effccr 0 0 

.Net 43.607.730 23.979.900 

Inflated 1996$ 
/Student- 
2,363,890 1,232,035 
8 1 1,468 450.75 1 

1,196,048 640,061 

S u m m q :  Savings at Different Levels of Benefit vs. UCLA Controls. Age 3to4.5: 

Inflated 19965 
Lcvel  of &J& L s U ! h l  lSrudent 
At 30% Sormill Range 668.678 309.691 . 
At 40% Sormal Range 823.920 387,820 
A: 50% Sormal Range 979.162 465,948 
(Taking inro account difference bcrwccn co,rs of early intervention. for UCLA controls, and 
inicn.;i\c earl! ii~trnrncionr 



Appendix A: 
Financial Information: Per Recipient Expenditure Estimates -Pennsylvania Model 

This appendix presents information regarding the sources used in order to develop the estimates used 
imthe cost analysis. 

Source for EI, FSS, HCBS, Institutional, and SSVADC is Braddock et al. (1995). State of the states 
in developmental disabilities. Washington, DC: American Association on Mental Retardation. 

Source for Intensive Community Services is annual expenditures for 6 person or less ICFMR plus 
one half of the difference between this amount and the annual institutional expenditure, from 
Braddock et al. (1995), 8s above. 

Source for Special Education expenditures is average for all special education types from Bamett & 
Escomar (1990). Economic costs and benefits of,earlyintervention. In Meisels & Shokoff (Eds.). 
Handbook of early childhood intervention (pp. 560-582). New York: Cambridge University Press. 
Source for Intensive Special 'Education expenditures is muItihandicapped rate, p. 566, 

Source for Regular Education expenditures is U.S.D.O.E. (1992). The condition of education 
(NCES 92-096), p. 334. . . 

'' 
Source for Intensive Early ~ntervention is the average cost of 7 model programs reported in Harris & 
Handlemm (1994.). Preschool education programs for children with autism. Austin, T X :  Pro-Ed. 

Source for Median Household Income is the 1990 federal census. Supported wages indexed at 20% 
average of median household income for Pennsylvania. 

All amounts are trended at 3%, except SSUADC which is trended at 1.5%. 



Appendix B: 
Values of Primary Estirnates'Age 3 to 45 Years - Pennsylvania Model 

This appendix presents the trend table for the estimates used in the cost analysis for the period 1992 to 
2038.The year 1992 was used as a base year in this table because some available data were current to that 
year. However, costs reported in the schedules were trended from 1996 values. 

A p  Y e s  El FSS In1 El , Reg Ed SpccEd InL SpcEd HCBS InlCorn Inrrirurl SSI Mdn Inc Supp Wager 

E\l~muc< III Age 4 5  y r m  
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FINDINGS OF THE &llI\iTVESOTA .~Z~TIS~VI TASK FORCE NEEDS 
SLRt-Xk' 

The Minnesota Autism Task Force Survey was mailed to families on January 23, 1998 
345 respondents returned the survey. Four of the surveys were excluded  om analysis 
due to the children's ages not fitting within the birth to nine age bracket established by 
the task force. 

The surveys were completed primarily by parents (97%) wirh grandparents, guardians, 
sccia! worksrs, sisters znd therapists completing the ~enaining surveys. Whitc!Caucasian 
children were represented at a 90% rate, while a least 1% of each of the raceslethnic 
groups including in the survey were represented. The average age of the children was 5.6 
years with 83% male and 17?6 female children. 

A number of Ivfinnesota counties (60) were included in the responses. Hennepin County 
had the highest rate (18%) of respondents with Dakota (15%) and Ramsey (10%) 
following close behind. 

The average age of the children when they were first identified with autism or a related 
disorder was 3.17 years of age. Psychologists (29%) were the primary source of first 
identification. However, identification was fairly evenly distributed between medical 
teams (22%), schbol teams (20%),-and multiple sources (23%). The majority of the 
children were initially diagnosed with autism (57%) or PDD (31%). Other diagnosis 
included aspergers (5%), bi-polar with PDD, complex lanuage disorder, severe sensory 
defensiveness, global developmental delay, autistic behaviors and Fragile-X syndrome. 

Many children were already receiving early intervention services when they were 
identified with autism or a related disorder. Early intervention services were provided at 
the age of 2.7 years on average compared to the average identification age of 3.17 years. 
Services specifically for autism were first provided at a later date at an average age of 3.8 
years. 

CURRENT EDUCATIONAL INFORMATION 

Early Childhood Special Education (34?6) was the primary criteria used to identify 
children for special education services. Autism (;0%) and speechllanguage (27%) 
criteria were also often used for this purpose. A number of respondents chose more than 
one category making it difficult to ascertain which category was the primary special 

' 

education criterion used for ser/ices. 



The service received by families from their school district is reported in the following 
chart. Some surveys were excluded from this section ofthe survey due to the fact that rhe 
services received may have been indicated, but the number of hours received were not 
recorded and therefore could not be analyzed. 

*Extended school~vear andparent trainingimpport were cotinted asvedno responses rather than nunzber of service ho~crs 

The majority of children attended a special education c!assroom with other special 
education students with a portion of their day spent in a regular preschool or Kindergarten 
with support tiom a special education teacher andor  a teacher's aide. Speechnanguage 
therapy and occupational therapy were also provided to a number of the families. During 
their time in the classroom andlor home, children were instructed using the following 
methods: 

Semce 

Sensory Integration - 62% 
Social Skills Training - 42% 
Unqecified educatiotz szpport in the clnssroonr - 37% 
Pictzrre Exchange System - 35% 
Applied Behavioral Annlyss - 27% 
Incidental Teaching - 17% 
Discrete Trial Training - 16% 
TEilCCH - 9% 
LOVWS - 8% 
LE4P-  I% 

Special ed W/ special cd. / 143 1 11 1 2.2 / 1-40 I .5-9 

# 
Respondeuts 

Average # 
Direct Hours 

Average# indirect ' Range of hrs. - Range of hrs.- 
Hours Direct 1 Indireci 



In addition, 18% of respondents didn't k ~ o w  which methods were used for instruction. Xi1 
children received more than one type of instructional method. Gentle Teach. Son Rise. 
High Scope, Edmark, Circle of Friends, Greenspan, Play Therapy and AIT were other 
methods mentioned by respondents. 

Most children (34.54) had a professional on their IEP team who has knowledge and 
experience in the area of autism. However, a number of families indicated that in some 
cases the enent of icnowiedge in this area was somewha-r limited. Some of the families 
were appreciative that there was such a willingness to learn more information with the 
families. Special education teachers (60%) tended to fill this role with school (24%j and 
outside (16%) consultants serving in this capacity in the remaining cases. 

CURRENT COUNTY AND HEALTH CARE SERVICE ~ O R i V J A ~ O N  

Approximately half of the families reported receiving services from the county and having 
a county case manager. lvlany of the written comments on the surveys expressed 
frustration with accessing services. Families reported confusion regarding what services 
were available and who to contact to access the services. Teachers (42%) were the primary 
contact for parents to find out about services. Parents (35%) often researched information 
on their own and by networking with other parents. 

The majority of families (64%) did have a financial worker. Approximately half of the 
families were enrolled in medical assistance but only 17% received medical assistance 
through T E m  The families receiving TEFRA were provided service through home and 
community based services. A small percentage of families (8%) had been denied medical 
assistance or TEFRA. However, a number of families wrote that they had to refuse or 
"drop" TEFRA because of the substantial parental fee. In addirion, 17% of the families 
were on a waiting list for the above services. Many families were unfamiliar with the term 
"waivered services" with only 15% of the families receiving services under this umbrella. 

Only 3 1% of the families reported attending a parent support group. A number of families 
wrote that they would be interested in attending but there were no groups in the area or 
their schedules did not correspond to the available support group meeting times. 



The services currently being received by families is outlined below: 

1 Semce / % of families 1 Source of ~ayment  I Denial of services I Semce location / Waitine list . - / receiving senice I - 

Home Car-. 

Nursin,~ 

Assistive 
Technology - 
Home Moalfication 
Rehob Services 

Medicarion EvoL 

Pgch. Assessment 

Respite Care / 32% / Countv 52% / 8 countv denials 1 Home 78% 1 22 families 

Day Treatment 

Individual 
Psychotherow 
Group 

27% 

- ,  7 96 

1% 

9% 
58% 

27% 

58% 

In addition to the above covered services, families were asked to indicate any additional expenses that were not 
reimbursed through any of the programs in which they participate or they have chosen to pay due to difficulty 
accessing reimbursement. All of the expense categories were paid "out-of-pocket" by at least a portion of the 
families. The categories most likely to be additional expenses included; educational materials/publications, 
traininghformation seminars, diapers, educational toysJteaching aids, association membership fees and non- 
prescription drugs. However, the highest expense items were behavior therapy and auditory training with some 
families paying $6,000 to $13,000 per year. Families did not indicate that they paid expenses due to difficulty 
accessing services. However, a number of families wrote comments that many of the categories were 
significant financial burdens and they would appreciate assistance in easier access and better reimbursement for 
some of the services. The other issue which was often mentioned, was the difficulty families had in finding 
suitable daycare for their children. Lack of daycare often resulted in one of the parents having to stay home and 
provide care for the child. 

12% 

11% 

2% 
1 primary location ~ ~ c h o t h e r o ~  

Home-Bared Skills 
Training 

I County 

M.k 14% 
M..% 72% 
County 18% 
County and M..4. 

Pareni 

Parent 
Insurance 35% 
MA. 34% 
Parent 15% 
Insurance 50% 
M.A. 3074 
Parent 18% 
Insurance 45% 
M.A. 33% 
Parent 17% 
MA 12% 
Insuiance 23% 
M A  36% 
Insurance 36% 
Parent, M.A and 

Pored Guidance/ 
Family Therapy 

18% 

Home 93% 

Home 

Home 

Home 
Other 48% 
M.H. facility 37% 
Home 13% 
MH. facility 

MH. facility - 
primary location 

3 county denials 
3 M.A denials 
2 county denials 
1 M.A denial 
2 county denials 
1 M A  denial 
4 county denials 
2 county denials 
1 M.A denials 

1 county denial 

2 county denials 
2 MA. denials 

10 families 

1 county denial 

1 wunty denial 

1 county denial 

1236 

M.A 20% 
Parent 38% 
M A  20% 
County 19% 
Insurance 1 1% 

M.H. facility - 
primary location 
MK facility - 
primary location 
M E  facility - 

Insurance 30% 
Parent 25% 

2 county denials 
2 M.A denials 

Home-primary 
location 

1 county denial 
1 M A  denial 

Home - primary 
location 
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Introduction 

The members of the Autism Task Force worked diligently for I 8  months to 
construct recommendations for Minnesota's decision-makers concerning ways to 
optimize the outcomes for autistic' children and minimize the public costs 
associated with the disability of autism. While much of the Task Force's work is 
included in the Commissioners' Task Force Report on Treatment of Autism 
(Commissioner's Report), specific recommendations were excluded at the 
direction of the Commissioner of Human Services (DHS) and the Commissioner 
of Children, Families and Learning (DCFL). The members of the Autism Task 
Force identified at the conclusion of this Supplemental Report felt strongly that 
the Commissioners' deletions critically compromised the important work of the 
Task Force. As a result, these members join in the following Supplemental 
Report which represents the views of the majority2 of the public members of the 
Autism Task Force. 

The Supplemental Report is not in conflict with the bulk of the 
recommendations included in the Commissioners' Report. Instead, this report 
addresses three critical findings not adeauatelv addressed in the Commissioners' - 
Report, as follows: 

Early intervention dramatically improves the long-term prognosis for 
children with autism. 

Sufficiently intensive intervention is required to assure the best outcomes 
for autistic children. 

Early, intensive intervention results in long-term savings in treatment and 
social costs. 

The Supplemental Report includes recommendations related to these identified 
to~ ics  followina a brief description of the realities facina Minnesota families - 
r is ing a childwith autism. ' 

I Consistent with the Commissioners' Report, this Supplemental Report uses the terms "autism" 
or "Autism Spectrum DisordersYo refer to the five diagnostic categories that comprise the 
complete spectrum of the disorder, including: Autistic Disorder, Chiidhood Disintegrative 
Disorder, Asperger's Disorder, ReWs Disorder, and Pewasive Developmental Disorder: Not 
Otherwise Specified. 

2 The Autism Task Force membership included ten individuals representing four state agencies. 
Excluding these state agency members, the Task Force consisted of 20 members representing 
the public. Twelve of these members join in this Supplementai Report. 



~ h e ~ e a l i t y  of Autism for Minnesota Families. 

Autism is currently regarded as a developmental disability that results 
most often from biological andlor neurological differences in the brain. The 
critical features of the-disability include a significant impairment in social 
interaction, communication and attention, with onset before 3 years of age. 

Autism is a "spectrum disorder", meaning that the symptoms or 
characteristics of the disorder can present themselves in various combinations, 
from mild to severe, in each affected person. No two children diagnosed with 
autism will have difficulties in the same areas of function to the same degree. As 
a result, no two autistic children will act exactly alike, and no two autistic children 
need the same supports from family, friends, teachers and members of their 
communities to maximize their outcomes. 

Since diagnosis often hinges on a practitioner's observation of abnormal 
or uneven language development, attention functioning andlor motor 
abnormalities in the child, it is a very difficult disability to diagnose with certainty 
earlier than age 2. According to the survey completed by the Task Force, 
Minnesota children with Autism Spectrum Disorders are diagnosed at 
approximately 3.17 years of age, on average. 

The information provided to families upon diagnosis varies greatly across 
the State and across the service delivery systems. Once presented with the 
diagnosis, families must marshal the economic and personal resources to 
educate themselves about: the condition of autism: the notential treatment 
strategies; the availability of treatment options in the family's geographic area; 
the State's special education system; the federal and state laws defining eligibility 
for services; the county public health system; the complicated eligibility criteria 
and funding options administered through the county social service ~ y s t e m ; ~  and 
the private health care system. The enormity of this task is often overwhelming, 
and-always exhausting, for the parents and families of Minnesota's autistic 
children. No state or local nublic aaencv is statutorilv charaed with the 
responsibility to assist famiiies navbateihese identified systems in their efforts to 
meet the needs of their children with autism. 

3 Even after 18 months of study, many of the public members of the Autism Task Force remain 
confused about the varying eligibility criteria for the services administered by DHS and described 
In the Commissioners' Report. The fact that this confusion exists even after the Task Force's 
intense study of the relevant systems is evidence of the level of difficulty that the typical parent of 
an autistic child faces in their quest to decipher and navigate the social service delivery system in 
Minnesota. 



Early fntewention Dramatically Improves 
T h e  Long-Term Prognosis for Children with Autism. 

Twenty years ago, over 95% of the individuals diagnosed with autism 
were institutionalized for life. Families of children with autistic children were 
routinely advised that their children would never learn to talk, to control impulsive 
behavior, to interact independently in the world or be productive members of their 
communities. 

That bleak message has changed. Academic research conducted 
throughout the last two decades has proven that early, intensive intervention can 
and does result in improved outcomes for autistic children. Based upon this 
research, we now know that early, intensive intervention can result in the 
following differences for autistic children: 

Significant acceleration of developmental rates resulting in IQ gains 
averaging 20 points. 
Significant language gains including the development of useful speech by 
age 5. 
Improved social behavior and decreased autistic behaviors, making social 
interaction more successful. 
As a result of one or two years of early, intensive intervention 
programming in the majority of studied programs, approximately 50% of 
the autistic children were able to be integrated into regular general 
education classrooms. 

[See research cited in Commissioners' Report.] 

These research findings should cause Minnesota's decision-makers to 
reexamine the State's allocation of public resources now dedicated to the 
provision of services for individuals with autism. Investing public funds in early 
intervention programming for autistic children will maximize the results for the 
children, and should minimize the long-term investment required of the public. 
The research indicates that two years of early, intensive intervention 
programming can reduce and even eliminate otherwise predictable special 
education services for many children diagnosed with Autism Spectrum Disorders. 

Recommendation: lnvesf in accessible early intervention strategies 
designed to maximize fhe oufcomes for young children. While these 
strategies may vary from cornmunify fo community fhroughout fhe State, 
allpublic investments should be designed to capifalize on fhe research 
findings that reveal the most effecfive methods to opfirnize results for 
young children. 



Intensive Intervention i s  Required 
To Assure The Best  Outcomes For Autistic Children. 

While intervention must commence as early as diagnostically possible to 
result in the most improvement for children with autism, the intervention must 
also be sufficiently intense in order to bring about the gains cited in the academic 
literature. A treatment program's intensity is measured by the amount of time a 
child spends in systematic instruction, whether in the home, school or 
community. The research reveals that early intervention programs for 
children with autism are effective when they provide an average of 27 
hours of  programming per week for a period of two years. According to the 
Twin Cities Autism Society, most Minnesota families receive only an average of 
4-6 hours of early special education services per week for their young children 
diagnosed with an Autism Spectrum Disorder. The low intensity of programming 
available in Minnesota is insufficient to achieve the necessary outcomes for 
autistic children. 

The Task Force debated the following issues related to the task of making 
a recommendation concerning the proper intensity of services: (1) the potential 
financial ramifications that would flow from a recommendation of increased 
intensity for Minnesota's early childhood special education program; (2) the 
individual nature of the needs of each child with autism; (3) the legal requirement 
that all Individual Education Plans be determined by the team charged with 
serving the needs of the individual child; (4) the ability of parents to educate 
themselves about the autism research findings related to intensity and to 
advocate in support of the research-based levels without professional support; 
and (5) the concern that any recommended minimum level of service could lead 
to expensive litigation for the State and for families. Following months of debate, 
the majoriiy of the Task Force included the following recommendation in its 
report to the Commissioners: 

Recommendation: Based upon currenf research and promising practice 
service recommendafions for children under eigh f years of  age with an' 
Autism Specfrum Disorder, service recommendations will be based upon 
team determination of  individual needs. The range of infervention is a 
minimum of 20 hours per week, unless determined unnecessary, and up 
to 40 hours per week. Services must be provided and paid for through 
inferagency shared responsibility among priva fe insurance, state and 
county human services, school disfricts, health departments and families. 
Progress must be monitored by the team on a roufine and frequent basis 
and adjustments made as necessary based on objective data. 

The affected state agencies deleted this recommendation from the 
Commissioners' Report. This Supplemental Report includes the 
recommendation for the consideration of policy-makers seeking to improve the 
outcomes for children with autism. 



Early, Intensive Intervention Results In 
Long-term Savings In Treatment And Social Costs. 

The Task Force was statutorily required to make recornmendationsfor 
service improvement for children with autism within existing funding levels. In 
order to comply with that charge, it is necessary to calculate what the State 
currently spends on individuals with Autism Spectrum Disorders. It is also 
necessary to determine the extent to which those funds will be stretched in the 
future due to impending increases of the disability within Minnesota's population 
of children. 

Current Fundincl Levels: Who Pavs What. 

According to the Commissioners' Report, the State spends money on 
individuals with Autism Spectrum Disorders through both the DCFL budget and 
the DHS budget. The DCFL budget includes the costs of special education 
provided to individuals ages 0-22. The DHS budget supports children with 
autism by providing social services to eligible individuals through the Medical 
Assistance program. 

Public Costs. 

As reported in the Commissioners' Report, during the 1996-97 school year 
local school districts spent $5,446,108 for personnel responsible for providing 
special education services to 1,283 students with Autism Spectrum  disorder^.^ 
Using rough mathematical calculations, it is reasonable to conclude that 
Minnesota's average special education system cost is approximately $4,245 per 
student with autism per year. 

Through the DHS budget, the State spent at least $4,361,801 in calendar 
year 1997 on services for no more than 977 individuals5 with Autism Spectrum 
Disorders of all ages. [see ~ppendix A.6] As a very gross average, DHS 
programming costs $4,464 per autistic individual receiving services. As shown in 

4 The state reimbursed local school districts a total of $3,901,217 in calculated state aid. The 
remaining $1,544,891 is a cost borne by local school districts, generally out of their general 
education revenues. 

DHS data indicates that the State served 230.individuals through Developmental Disability 
funding. in addition, DHS sewed 747 individuals through the Mental Health Services funding. 

6 Appendix A includes DHS data detailing the State's costs spent on individuals with Autism 
Spectrum Disorders in calendar year 1997. The figures utilized in the Supplemental Report 
include the costs paid through the Department's Developmental Disabilityfunding streams for 
individuals carrying a primary diagnosis of autism or Pervasive Developmental Disorder and also 
includes the costs paid through the Department's Mentai Health Services funding streams for 
individuals bearing the same diagnoses. All underlying data is included in Appendix A. 



the following chart, the cost of these social services varies greatly by age of the 
autistic individual. 

Average D H S  Costs for Services Provided to Individuals with Autism 

Aae 0-8 9-20 21 and over Total all aqes 

Costs $1,496,932 $1,977,340 $929,982 . $4,361,801 

Individuals 
served 353 41 7 207 977 

Average 
Cost per 
Individual $4,341 $4,742 $4,493 $4,464 

While 770 children (ages 0-20) received services through the DHS funding 
streams, the autism incidence rates indicate that there are approximately 3,960 
other autistic children (ages 0-20) who are autistic and who receive no DHS- 
funded services. 

Combining both the special education and social services costs and 
extending those costs over a normal lifespan, it appears that Minnesota may 
spend as much as $420,795 (on average) on an individual with autism 
throughout his or her lifetime. 

Public costs - A  Lifetime Summary 

$ 63,675 -cost for 15 years of special education ($4,245 times 15 years) 
357,120 - DHS cost per year for 80 years ($4464/year times 80 years) 
420,795 

Private Costs. 

The State does not bear the largest share of the costs of meeting the 
needs of children with autism. Families do. Families reported to the Task Force 
that they spend an average of $6,000-$13,000 annually on the needs of their 
children associated with their Autism Spectrum Disorders. If there are 4,667 
children (ages 0-22) with Autism Spectrum Disorders in the State, we can 
estimate that autism costs families up to $44,336,500 in Minnesota each year. 



Private health insurers and health maintenance organizations were unable 
to document their costs associated with medical and therapy services provided 
for individuals with autism. Families report that many health care coverage 
providers have avoided sharing in the cost of treatment programs for children 
with autism through the following methods: 

Classifying autism as a mental disorder and then either excluding or 
limiting coverage under the mental/psychological limits within the plan. 

Excluding coverage when the treatment is provided in the home, such as 
with Intensive Behavior Therapy programs. - Excluding coverage under clauses that prohibit "expenses for recreational 
or educational therapy, vocational training, developmental delay, or non- 
medical self-care training." 

Given the biological/neurological basis for the disability of autism, the health care 
industry's reticence to provide coverage for autism on a comparable basis to the 
coverage provided for other biological conditions is a cause for concern. The 
industry's practice of excluding coverage for interventions proven effective for 
autistic children adds to the financial burdens borne by the families of those 
children. These concerns led to the recommendation that all health care plans 
issued in Minnesota be required to include coverage for these services needed to 
treat the medical condition of Autism Spectrum Disorders. [See Commissioners' 
Report.] 

Incidence Rates: The Problem is Growinq, 

According to the 1998 data of the National Institute of Child Health and 
Human Development, the national incidence rate for children born with Autism 
Spectrum Disorders is measured as 1 in every 200 births. This rate is growing at 
an alarming pace. Researchers are unable to determine the cause of the rising 
incidence of autism, but are documenting the increase in populations throughout 
the world. 

Applying the current 11200 ratio to Minnesota's population data, one would 
expect to find at least 4,667 individuals with Autism Spectrum Disorders aged O- 
22 in Minnesota. Interestingly, the data collected by DGFL indicates that there 
are'only 1,283 children aged 0-22 who carry a documented diagnosis of autism 
receiving services in Minnesota's public schools. At this count, DCFL 
programmatically classifies autism as one of the State's "low incidence" 
disabilities. In the Commissioners' Report, DCFL acknowledges that its data 
underrepresents the population of children with Autism Spectrum Disorders in 



Minnesota and attributes that undercounting to various issues including the 
difficulty of diagnosing autism in very young children.' 

The Commissioner's report correctly notes that the incidence rate for 
autism has increased by a factor of 20% for the past six years. Minnesota's 
public schools are educating more and more autistic children every year, and this 
trend is expected to continue. As the incidence of autism rises, the public costs 
attributable to the State's provision of services to individuals with Autism 
Spectrum Disorders will continue to grow. 

This fact should have implications for policy development, resource 
allocation and special education programming for DCFL. For these reasons, this 
Supplemental Report makes the following recommendations: 

Recommendation: The State should collect more accurate data on the 
rising incidence of Autism Spectrum Disorders in Minnesota. 

Recommendation: Ifjustified by more-accurate data, DCFL should 
categorize students with Autism Spectrum Disorders independently from 
any other disabiliiy to allow a more complete analysis of fhe needs and 
resource use aftributed to this population of sfudenfs. 

lnvestina Early Reduces Lona-Term Costs. 

A review of the cost and rising incidence data, coupled with the findings of 
the research detailing the positive outcomes for autistic children provided 
programs of early, intensive intervention, leads to one common-sense 
conclusion: investing early in children with autism will save the State money in 
the long-term. While the current data collected in Minnesota did not allow the 
Autism Task Force to calculate the extent of savings that should flow from 
increased investments in early, intensive intervention programming, that analysis 
has been undertaken utilizing cost figures of the Commonwealth of 
Pennsylvania. According to the research authors of Financial Cost and Benefits 
of Intensive Early lnfervenfion for Young Children with Autism - Pennsylvania 

' One of the main reasons for the undercount is the use of the 'diagnosis" of "Early Childhood 
Special Education" (ECSE) for young children. Minnesota law requires public school districts to 
provide special education services to children from the age of 3 through the age of 22. The law 
does not require that young children cany a categoricaily specific diagnosis of autism to quality 
for special education services in early childhood. This lackof a required diagnosis, coupled with 
an institutionalized philosophy that families should be 'spared" the emotional strain of identifying 
their child as autistic, combine to support the wide-spread practice of qualifying most 3-5 year 
olds for special education services under the label of ECSE only. Many of the children 
categorized in the DCFL data as ECSE children are actually children with Autism Spectrum 
Disorders who are not counted in the DCFL autism data. 



. 
Model Achieving Cost Savin s,' competent[y-delivered early, intensive b' intervention programming could result in cost-benefit savings per child 
sewed of  $61,768-$68,606 to age 22 and from $668,678-$823,920 to age 45. 

The extent of the savings that Minnesota would realize by investing in 
early, intensive interventions for children with autism should be consistent with 
the Pennsylvania projections. Perhaps just as important are the "soft" savings 
that should be realized. Children who succeed in decreasing their autistic 
behaviors and increasing their academic and social success as the result of 
early, intensive intervention programming wili be less likely to be dependent on 
public assistance or other social service supports in adulthood and will be more 
likely to function self-sufficiently in their communities. 

Conclusion 

While Minnesota's data Is insufficient to support a precise calculation of 
cost benefit savings, numbers are not necessary to support what we already 
know: 

w Every child that makes significant academic and social gains as a result of 
early, intensive interverition programming will need less, or no, special 
education services throughout their K-12 career. 

Each child that masters the skills necessary to succeed academically and 
in their communities is one less adult who requires public support for 
independent living throughout a normal lifespan. 

These facts justify a thorough discussion about the advisability of investing in 
early, intensive intervention programs to optimize the outcomes for autistic 
individuals living in Minnesota. 

John W. Jacobson, Ph.D., James A. Mulick, Ph.D. and Gina Green, Ph.D., Financial Cost and 
Benefits of intensive Eatiy Intervention for Young Children with Autism - Pennsylvania Model 
Achieving Cost Savings, a 10196 briefing paper. Copies ofthe entire report can be obtained from 
the Twin Cities Autism Society. 

The study examined the cost benefit questions in the context of a specific type of intervention: 
amlied behavior analysis. This Supplemental Report utilizes this data not to endorse one 
treatment option ove;others but a ian  example of the potential for cost savings that can be 
achieved through investment in quality, early, intensive intervention programming in general. 
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