AUTISM
TASK FORCE REPORT

A Report to the 1999 Minnesota Legislature

Minnesota Department of Human Services

Minnesota Department of Children, Families & Learning
March 1, 1999



Upon request, this information will be made available in an
alternative format, such as Braille, large print or audiotape.

The estimated cost of preparing this report is $65,000 including any costs
incurred by another agency or another level of government.

bl



Y

TABLE OF CONTENTS
LEGISLATIVEDIRECTIVE ... .. . ... . e 1
EXECUTIVE SUMMARY ... ... e 2
INTRODUCTION . .. e e e 5
SCOPEOFTHETASKFORCE . ... ... .. ... . .. i . 6
REPORT ON THE SPECTRUMOF AUTISM . ... ... ... . ... i, 10
TREATMENT METHODOLOGIES . ... .. ... . ... .. .. .. ... 14
ROLE OF SCHOOLS, STATE AGENCIES AND COUNTIES . ...................... 18
FUNDING . . 21
BEHAVIORAL DAY TREATMENT . ... ... .. i, 30
INFORMATION AND EDUCATION . ... .. . e 31
RECOMMENDATIONS . . e 33
Appendix I: Task ForceMembers . .. .. ..... ... ... ... ... ... ... ... ........ 39
Appendix 2 - Part I: Definitions of Autism . ............................... 41
- PartII: State & Federal Rules & Statutes .. ................. ..., 43

Appendix 3: Medical Assistance Mental Health Benefits for Persons with Autism . . .. 50

Appendix 4: DatafromDHS and CFL . ... ... ... .. ... .. ... ................ 53
Appendix 5. Program Development Issues .. ....... ... ... ... ... ........... 88
Appendix 6; Philadelphia State Report on Autism .. ... .. e 92
Appendix 7. Minnesota Autism Task Force Survey Findings . . . .............. .. 119

MINORITY (SUPPLEMENTAL) REPORT OF THE AUTISM TASK FORCE ... 124




a

'y

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. [Duties.] 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 Spectrum 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 etfective 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, (¢ } 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 funding 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 and 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 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. The legislative directive requires recommendations be
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implemented “within the current available funding.” Therefore, recommendations which are not
budget neutral and/or 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 Services to enhance treatment options.

. Training and technical assistance on Autism Spectrum Disorder and how 1o 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 Spectrum 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 report addresses the scope of the task force efforts and provides an in-depth 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 delivery of services for children with ASD. This explanation is followed by 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,

+ 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 compiexities of the diagnosis;

. The multitude of treatment options and funding 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 1s
addressing how personal care services can be more responsive to better meet needs and preferences.

Programs and Methods
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 1997-1998. 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 survey 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 first identification. A
. The majority of children were diagnosed with autism (57%) or PDD (31%). 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 mangetr.

. Teachers were the primary contact for parents to locate and leamn 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 Subgroup Reports
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 (DHS) data regarding the costs of services were
reviewed. Recommendations for funding options availabie to children with ASD were
identified.

. Services and agencies: Services available by agency were reviewed. Services unique to
children with ASD were identified.

Assumptions :
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 and/or guardian and
Individuatized Family Service 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
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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 1s 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 financial 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 services 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 Perspective
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.

1dentification 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 (PDD: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 ofien 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.

10



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 significant functional, social and
communjcation 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 group 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 not 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 and/or 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,
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projected incidence rates range anywhere from 7 to 48 per 10,000 births.
Marie Bristol-Powers, Ph.D., NICHHD 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 combining 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 years of age) meet the educational criteria for the
Autism category (see Appendix 4). These students receive special education services as
determined by 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 933,516 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 from 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 actunal 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 figures/trends 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.

12



Eligibility and Agency 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 field, should recognize the range and spectrum of autism and pervasive
developmental disorders (i.e. Autism Spectrum Disorders), should be consistent with
the broader federal definition and should establish criteria for special education
eligibility in Minnesota under the category of autism.

13
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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. Historically, public education
programs have supported a philosophy that services should facilitate families in raising children with
disabilities within their homes. This belief prompted 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 Findings

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 Dil.ala (1991); Harris, Handleman, Kristoff, Bass, and Gordon (1990); and Anderson,
Avery, Dipietro, Edwards, and Christian (1987)]

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 programs 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;
Princeton Child Development Institute, Princeton, New Jersey; Treatment and Education of
Autistic and Communication-Handicapped Children (TEACCH), University of North
Carolina; Young Autism Program, (Lovaas) University of California; Leaming Experiences
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- An Altemative 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)]

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 1Q 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 from 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
coguitive 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 Methodologies
The results of the research findings on early intervention for young chiidren 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 problemns 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 Therapy :
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).
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Developmental Approach
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, schoo! 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 four: one-to-one teaching by a trained person

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.

16



Element five: strict adherence to specific routines and predictability
This adherence helped children become more socially responsive and attentive with their
behavior more controlled.

Element six: 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 prognosis for the
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 and promising practices, 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 of provider 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 and paid 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 funding resources to assure that the young child with autism has an
intervention plan that is intense enough to meet the child’s needs.
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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 responsibie
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 from 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 and/or
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
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TEFRA spend more than 11% 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 1s based on differing criteria and expertise. There is no mandated team process that would
facilitate the coordination and collaboration of multiple agencies and programs por 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
Dprocedures necessary 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. d

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
developmental pediatricians, psychologists, pediatric neurologists and child psychiatrists
may also be involved in a child’s care and should be included in a coordinated
interagency process.

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

This interagency case manager could be chosen from a variety of providers. 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 care/service should be developed.
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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.
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FUNDING

OVERVIEW

The array of funding sources and opticns for children with ASD is complex. This section reviews
current available data reflecting the funding 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 from 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.
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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) and/or 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. MA mental health service expenditures for children with a primary
diagnosis of Autism have increased from $280,000 in 1995 to $470,000 in 1997.
(However, the 1997 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 from 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 Developmentaliy Disabled and/or
Mental Health, This data did not include all children with ASD who were eligible for and submitted claims for service.
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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 Assistance Access for Children with ASD in the Developmental Disabilities 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 (DD)

Total # of Recipients 57 62 87
DD Waiver 9 11 13
Home Care 37 37 48
Assessment/Therapies 91 84 119

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

w‘%‘ﬁg 2

DD Waivers $110,492 $133,369 $198,004
Home Care 17,440 21,639 21,115
Assessment/Therapies 6,559 8,267 4,858

*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 entitied Developmentally Disabled and/or
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)

Total # Recipients
Diagnostic Assessment
Day Treatment

Individual & Family
Psychotherapy

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

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

19
DD Waivers $110,492 $133,369 198,004
Home Care 17,440 21,639 21,115
Assessment/Therapy 6,559 8.267 4,858

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 inciuded under
other categories of disability such as mental retardation or early childhood learning disabled.

For the 1996-97 school year, Minnesota school districts claimed personnel expenditures of
$5,446,108 for children ages birth to 21 served 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

*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 and/or
Mental Health. This data did not include all children with ASD who were eligible for and submitted claims for service.
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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 0-11 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
1o 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 (IEP) for children ages 3-22 and on an Individualized Family
Service Plan (IFSP) for children birth to age three. In 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 and/or 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 of children with disabilities.

The task force specifically supports any plans to enhance the ability of local areas to
provide interagency service coordination.
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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 and/or 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.

Medical Assistance Funding Programs

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.

e  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 county and enrolled providers bill DHS for services
rendered. There are amounts of services (thresholds) outlined and a system in place for
authorizing services amounts beyond base thresholds. The providers 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 (MCQ), 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 personnel/provider structure.

Waivers: Waivers are written permission from the federal government to provide and
retmburse 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.

Child & 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 from
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 funds 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 retardation/related 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

Sunding (for example, Community Social Services Act (CSSA), Individualized Education
Plan (IEP), Rule 185).
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»  Legislation to provide increased ﬁmding 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 of pay 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 training provided 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
lIocal 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 Retardation/Related 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 MR/RC (mental retardation/related conditions)
waiver slots to eliminate waiting lists should be enacted.
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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 barriers 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 from 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.
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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 developed for group treatment settings. Children with ASD
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.

Services 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.
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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 and/or
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 explosion of information in ASD, expertise 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 specific training on ASD to social
services personnel (e.g., county case managers, health care and financial workers). DHS
should also schedule training and technical assistance to help counties identify and
access 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.
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