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COMMONWEALTH of VIRGINIA

Joint Legislative Audit and Review Commission

Philip A. Leone Suite 1100, General Assembly Building, Capitol Square (804) 786-1258
Director Richmond, Virginia 23219

August 5, 2009

The Honorable M. Kirkland Cox

Chairman

Joint Legislative Audit and Review Commission
General Assembly Building

Richmond, Virginia 23219

Dear Delegate Cox:

House Joint Resolution 105 of the 2008 General Assembly directed staff of
the Joint Legislative Audit and Review Commission to study autism services in the
Commonwealth. Specifically, staff were directed to assess the availability and
delivery of services to Virginians with autism spectrum disorders (ASDs), examine
the provision of these services in other states, and identify ways to better serve
individuals with ASDs in the Commonwealth.

Staff findings were presented to the Commission on June 8, 2009, and are
included in this report.

On behalf of the Commission staff, I would like to thank the staff at the
Departments of Behavioral Health and Developmental Services, Education, Medical
Assistance Services, Rehabilitative Services, and Health, as well as the Board for
People With Disabilities and Commonwealth Autism Service for their assistance
during this study.

Sincerely,

Dt ol

Philip A. Leone
Director

PAL/nmr
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JLARC Report Summary:

Assessment of Services for Virginians With
Autism Spectrum Disorders

Key Findings

Several treatment approaches have been found to substantially improve the out-
comes of individuals with autism spectrum disorders (ASDs). In particular, inten-
sive early intervention services can significantly reduce the costs associated with
special education and other public supports. (Chapter 2)

Virginia operates several publicly supported programs through various agencies to
help diagnose, treat, and manage ASDs. However, these programs do not form a
comprehensive system of care and must often be supplemented by privately se-
cured services. (Chapter 3)

State programs supporting individuals with ASDs tend to be inadequately coordi-
nated. While the Department of Behavioral Health and Developmental Services
will begin orchestrating existing programs in July 2009, no State entity has held
this role previously. In addition, no comprehensive source of information exists to
educate Virginians about ASDs and available services, and case managers are not
consistently available to facilitate access to care. (Chapter 4)

Although the research literature indicates that ASDs can be diagnosed between
ages two and three, it appears that Virginia children are often diagnosed later and
may therefore experience delays in receiving early intervention services. (Chapter
5)

Early intervention programs serving young children with ASDs do not always in-
clude components that have been shown to yield positive outcomes, such as provid-
ing intensive interventions and using research-based practices. (Chapter 6)

Many Virginia schools lack the guidance, training, and tools needed to uniformly
meet the multifaceted needs of students with ASDs or adequately prepare them for
future independent living. (Chapter 7)

To achieve some measure of independence and productivity, many adults with
ASDs require ongoing services and supports that are not widely available in Vir-
ginia, and may have to rely instead on public assistance programs. (Chapter 8)

While public safety personnel may need specialized knowledge to properly address
situations involving persons with ASDs, limited training opportunities are avail-
able, and most are offered only to law enforcement agencies. (Chapter 9)

If Virginia chooses to improve its system of care, priority could be given to ensuring
that resources are used efficiently and services delivered effectively. Service gaps
could then be addressed, especially in early intervention. (Chapter 10)
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Virginia has experienced a dramatic increase in the number of
children diagnosed with autism spectrum disorders (ASDs) during
the last decade. ASDs are lifelong developmental disabilities that
usually manifest themselves before the age of three and affect so-
cial interactions, communication, and behavior. Stakeholders have
expressed concerns that the State’s current service delivery system
may not be keeping pace with growing needs for diagnosing, treat-
ing, and managing ASDs. Furthermore, the rising prevalence of
ASDs has raised questions about the ability of public safety per-
sonnel to properly respond to emergency and legal situations in-
volving persons with ASDs.

In response to these concerns, the 2008 General Assembly enacted
House Joint Resolution 105, which directs staff of the Joint Legis-
lative Audit and Review Commission (JLARC) to assess the avail-
ability and delivery of ASD services in the Commonwealth, exam-
ine the provision of these services in other states, and identify
ways to better serve individuals with ASDs in Virginia. In addi-
tion, the mandate directs JLARC staff to determine the extent to
which public safety personnel are currently trained and educated
about ASDs and to identify training best practices employed in
other states.

ASDs CAN OFTEN BE EFFECTIVELY TREATED, RESULTING
IN COST SAVINGS

Several treatment approaches have been scientifically shown to
meaningfully improve the outcomes of individuals with ASDs, in-
cluding the commonly referenced applied behavioral analysis
(ABA) method. In particular, most young children with ASDs who
participate in intensive early intervention programs based on ABA
principles experience improvements, with almost half achieving
normal levels of functioning and an additional 40 percent realizing
moderate gains. According to cost-benefit analyses, providing in-
tensive treatment to young children can significantly reduce public
costs by decreasing the need for special education and other forms
of public assistance, with savings likely to accrue over the lifetime
of individuals with ASDs. While many approaches have been cate-
gorized as effective for treating ASDs, research indicates that
packaged programs with a pre-determined curriculum, such as
ABA, appear to have more promising results than programs that
rely on a more informal mix of interventions.

SEVERAL PUBLICLY SUPPORTED PROGRAMS ASSIST
VIRGINIANS WITH ASDs AND THEIR FAMILIES

Virginia operates several publicly supported programs to help di-
agnose, treat, and manage ASDs through various agencies, as
summarized in the table on the following page. Young children can
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receive early intervention services through Part C of the federal
Individuals with Disabilities Education Act IDEA), while schools
administer Part B of IDEA, which entitles children ages two
through 21 to supports and services necessary to obtain an appro-
priate education and ultimately achieve independence. The State
has also implemented four Medicaid waiver programs that offer
supports to persons with developmental disabilities of all ages. Be-
yond waivers, services available to adults with ASDs are limited
primarily to employment supports and vocational training.

While they represent a valuable resource for eligible individuals,
existing programs do not constitute a comprehensive system of
care that fully meets the needs of all individuals with ASDs. Many
Virginia families report supplementing publicly supported pro-
grams, but their personal resources are often insufficient to pay for
extensive and lifelong services, and health insurance policies do
not consistently or comprehensively cover ASD-related therapies.

List of Major Publicly Supported Programs Serving Virginians
With ASDs, by Agency

Department / Office Program

Health Child Development Clinics

Medical Assistance Individual and Family Developmental Disabilities (DD) Support
Services Waiver

Elderly or Disabled with Consumer Direction (EDCD) Waiver
Behavioral Health and Mental Retardation (MR) Waiver

Developmental Day Support Waiver
Services 2 Early Intervention Part C
Education School Part B

Comprehensive Services = Comprehensive Services Act (CSA)
Rehabilitation Services Vocational Rehabilitation
Woodrow Wilson Rehabilitation Center
Centers for Independent Living (CILs)

? Formerly Mental Health, Mental Retardation and Substance Abuse Services.

Source: JLARC staff interviews with agency personnel and review of agency documentation.

VIRGINIA SYSTEM COULD BE BETTER COORDINATED

Although multiple programs and funding sources support Virgini-
ans with ASDs, they tend to be inadequately coordinated at the
State, community, and individual levels. No State entity has, to
date, orchestrated the efforts of the complex network of agencies
and programs described above. As a result, Virginia has lacked a
mechanism through which to develop public policy that supports
its vision for serving individuals with ASDs, ensure that resources
are used as efficiently as possible across programs and agencies,
promote the effectiveness of services, and address service gaps.
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However, the Department of Behavioral Health and Developmen-
tal Services (BHDS) will assume lead responsibility for coordinat-
ing services in July 2009, and this appears to be an appropriate
choice of agency.

The State also does not make available a centralized, reliable
source of information that enables Virginians to identify ASD-
related programs and funding sources available in their communi-
ties. In addition to being burdensome, the lack of centralized in-
formation may preclude families from fully understanding ASDs,
seeking treatment that is effective, locating reputable providers
who can successfully manage their condition, or accessing public
programs and supports for which they are eligible. Furthermore,
individuals with ASDs do not consistently have case managers
who can facilitate access to needed programs and services. As a re-
sult, individuals with ASDs and their caregivers are often the pri-
mary coordinators of services across programs and providers.
However, neither the individuals with ASDs nor their caregivers
may consistently possess the skills and resources to adequately
fulfill this function.

Virginia could consider several options to improve coordination
and help build a more cohesive system of care. First, BHDS may
need to prioritize its initiatives in order to fulfill its new mission as
successfully and seamlessly as possible, given limited resources. In
addition, the State should create a centralized, comprehensive
source of information to help Virginians with ASDs and their fami-
lies make informed decisions about needed services and access ex-
isting programs. Lastly, comprehensive case management services
could be made available to all persons with ASDs to ensure the
most efficient and effective use of resources and facilitate access to
care.

INDIVIDUALS WITH ASDs MAY NOT BE DIAGNOSED
AS EARLY AS POSSIBLE

While the research literature indicates that ASDs can be diag-
nosed between ages two and three, it appears that Virginia chil-
dren are often diagnosed later. Identifying and diagnosing ASDs at
young ages enables children to begin receiving ASD-specific early
intervention services, which research shows can produce favorable
outcomes. Delays appear to occur because parents are uncertain
how to proceed when they notice signs of atypical development;
physicians do not consistently use recommended screening prac-
tices; diagnostic capacity is limited, especially in multidisciplinary
environments; and parents and providers often lack information
about obtaining services after an ASD screening or diagnosis.
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To facilitate earlier identification and diagnosis for Virginians with
ASDs, information could be provided to better equip individuals to
recognize early signs of ASDs and to pursue a diagnosis and ser-
vices. In addition, Virginia could help professionals with identifica-
tion and diagnosis by providing training on performing screenings
to medical and non-medical personnel, creating regional capacity
to provide multidisciplinary diagnoses, and training pediatricians
to make these diagnoses. The referral process could also be im-
proved by providing more information to physicians and facilitat-
ing the creation of comprehensive plans of care.

VIRGINIA PROGRAMS SERVING YOUNG CHILDREN WITH ASDs
LACK KEY COMPONENTS AND FACE SERVICE DELIVERY
LIMITATIONS

Programs with primary responsibility for providing early interven-
tion services to Virginians with ASDs do not consistently empha-
size or implement the key components of effective programs identi-
fied in the research literature. For example, the Early Intervention
Part C program serving Virginians from birth through age two
does not emphasize providing services in a structured environ-
ment, and the School Part B preschool programs serving children
ages two to five do not emphasize involving families in activities
beyond service planning, such as training them on interventions.
Neither of these two programs formally recognizes the importance
of providing intensive services to young children with ASDs, nor do
they consistently provide interventions that have been proven ef-
fective for this population or employ staff with expertise in ASDs.

Eligible children with ASDs can also obtain early intervention ser-
vices through Virginia’s Medicaid program, but service delivery
limitations impact their ability to access needed care. Waiting lists
delay enrollment by several years, and access to ASD-related in-
terventions is limited even for those who are enrolled. In addition,
families and providers appear largely unaware that children en-
rolled in waivers can access specialized ASD-related interventions
that are medically necessary through the Early and Periodic
Screening, Diagnosis, and Treatment (EPSDT) program. Families
also do not commonly use the Elderly or Disabled with Consumer
Direction waiver program, which does not have a waiting list and
could allow them to access medically necessary services (such as
ABA) through EPSDT.

To improve the early intervention system for young children with
ASDs, steps could be taken to increase the knowledge and qualifi-
cations of early intervention providers and promote the use of out-
come measures. In addition, the intensity of services delivered
through existing programs could be enhanced. Families should be
better informed about the availability of Medicaid-funded services.
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Regional offices such as community services boards (CSBs) could
be used to deliver direct services that are insufficiently available
from existing programs, although CSBs already face challenges in
serving existing populations.

MOST SCHOOLS ARE UNABLE TO FULLY MEET THE NEEDS OF
STUDENTS WITH ASDs

While Virginia schools report generally being able to provide an
appropriate education to children with ASDs, it appears that most
struggle to fully meet these students’ multifaceted needs and pre-
pare them for independent living. Schools generally succeed in
meeting process requirements such as providing adequate inclu-
sion opportunities, offering services in an appropriate setting, and
including parents in the individualized education program process.
In addition, the State has taken several steps to help schools more
effectively serve students with ASDs, such as creating service
guidelines and identifying the skills needed by providers, and
many local school divisions have built ASD expertise through
training and partnerships.

While these efforts show promise, many schools currently report
being unable to shape outcomes by addressing the core deficits of
ASDs, providing instruction that allows students to generalize
skills to settings other than schools, and ultimately reducing the
need for special education services. Although federal law and best
practices emphasize the importance of using interventions that
have been proven effective for students with ASDs, more than one-
third of Virginia schools responding to a JLARC staff survey do not
rely on scientifically based practices, as shown in the figure on the
following page. In addition, nearly 40 percent of responding schools
report using interventions that have been labeled by experts as
“not recommended” for use with students with ASDs. Schools do
not appear to consistently collect the data needed to track stu-
dents’ progress and alter programming.

The challenges faced by Virginia schools in fully meeting the needs
of students with ASDs stem, in part, from insufficient training and
technical assistance. While the State’s network of special educa-
tion Training and Technical Assistance Centers (T/TACs) is an im-
portant resource, it does not appear to provide the type and inten-
sity of training that schools report needing. In fact, schools
consistently identified gaps in professional development and access
to outside experts as key barriers to their ability to serve students
with ASDs. Although many schools have developed local ASD ex-
pertise, this is not the case statewide. Still, schools with access to a
division-level ASD expert reported a greater ability to meet the
needs of students on the autism spectrum.
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More Than One-Third of Responding Schools Report Not Using
Scientifically Based Interventions To Serve Students With ASDs

Scientifically Based

Promising 93%

Limited Support

Not
Recommended

Note: Percentages reflect the proportion of responding schools using at least one intervention
falling into any of the categories.

Source: JLARC staff survey of a sample of Virginia public schools, February 2009.

In addition to addressing academic instruction, the ability of
schools to develop social, life, and vocational skills is critical to
shaping the outcomes of students with ASDs after they leave the
school system. Although the federal government emphasizes the
provision of services that prepare students with disabilities for fu-
ture independent living, less than one-third of Virginia high
schools responding to a staff survey reported being able to provide
services that further this goal.

Moreover, the caregivers of individuals with ASDs reported that
insufficient vocational and job skills training through schools were
key barriers to their children’s independence once out of school.
Schools’ inability to adequately prepare students with ASDs for
post-school life appears due to a transition planning process that
does not consistently account for the core behavioral, social, and
communication deficits of ASDs, as well as a lack of positions dedi-
cated to developing and implementing transition plans and ser-
vices.

To improve the delivery of services to school-age children with
ASDs, Virginia could build upon existing State and local initiatives
to address its professional development programs, increase the
qualifications of school personnel, make ASD experts more consis-
tently available, and create a statewide training agenda. In addi-
tion, steps could be taken to improve the ability of school staff to
develop appropriate goals and use data to make programming de-
cisions. Virginia could also improve transition planning through
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guidelines and transition specialists, and expand the availability of
services aimed at building life and vocational skills.

VIRGINIA PROGRAMS SUPPORTING ADULTS WITH
ASDs DO NOT MAXIMIZE INDEPENDENCE

To achieve the greatest possible degree of independence and pro-
ductivity, many adults with ASDs require ongoing supports and
services that are often lacking in Virginia. Only seven percent of
adults with ASDs reported having maximized their independence
in a JLARC staff survey. Although 85 percent of respondents iden-
tified employment as a realistic option, only one-third were em-
ployed, and two-thirds were relying on some form of public assis-
tance.

Virginia’s Department of Rehabilitative Services (DRS) is unable
to consistently provide the types and intensity of services and sup-
ports required for individuals with ASDs to become successfully
employed. First, some individuals with ASDs may not be able to
access the social and communication skills training needed to be
considered employable. Further, there is limited funding for long-
term supports often required by persons with ASDs to maintain
employment. Other barriers to employment include a lack of ASD-
specific training among DRS counselors and a limited number of
job coaches, waiting lists for DRS services, and an insufficient
supply of employers willing or trained to hire individuals with
ASDs. Yet, DRS data indicate that individuals with ASDs who se-
cure a job tend to remain employed longer than other clients.

While employment supports are critical to the ability of adults
with ASDs to engage in society as productive individuals, other
supports may be needed to facilitate their highest possible degree
of independence. Survey results indicate that additional housing,
transportation, and community-based supports are needed for
adults with ASDs. While some public programs exist, they are lim-
ited and cannot meet current demand. In particular, Medicaid
waivers offer comprehensive, community-based services and sup-
ports, but not all adults are eligible, provider shortages exist, and
the waiver for persons with developmental disabilities (DD) does
not cover congregate care provided in community-based settings.
In addition, Virginia’s 16 Centers for Independent Living offer use-
ful services, but are subject to funding constraints and do not ap-
pear to be commonly utilized by persons with ASDs.

To ensure that Virginia has a system of care in place for individu-
als with ASDs across all life stages, ASD-specific training could be
made available to DRS staff who provide employment services, and
additional resources could be dedicated to expanding the depart-
ment’s capacity to serve clients with ASDs. A review of Medicaid

JLARC Report Summary viii



reimbursement rates and the feasibility of covering congregate
care through the DD waiver could also be undertaken. In addition,
the State could address the unique needs of adults with ASDs
through its Olmstead implementation team, consistently provide
case management services, and pilot a comprehensive program
addressing the critical needs of adults with ASDs.

LIMITED ASD TRAINING OPPORTUNITIES EXIST FOR
PUBLIC SAFETY PERSONNEL IN VIRGINIA

While public safety personnel require a certain level of awareness
in order to properly address situations involving individuals with
ASDs and avoid potentially harmful consequences, training oppor-
tunities are limited in Virginia. Fewer than half of Virginia’s
criminal justice academies responding to a JLARC staff survey re-
port providing some type of ASD awareness training to law en-
forcement officers. Academies that do not provide ASD training in-
dicate that they have either never considered providing such
training, or opted not to implement it because this type of training
1s not required by the State. ASD awareness training is offered on
an ad-hoc basis through in-service sessions for emergency medical
services (EMS) and fire personnel, and no systematic training is
available to judicial personnel.

If Virginia wishes to improve training among public safety person-
nel, a variety of tools could be used, ranging from a carry-card to
an in-depth training course. While all public safety officers could
benefit from ASD awareness training, priority could be given to
law enforcement officers. The State could either require or simply
encourage public safety agencies to make ASD training available.

SYSTEM COULD BE IMPROVED BY ENHANCING EFFICIENCY,
IMPROVING EFFECTIVENESS, AND ADDRESSING
SERVICE GAPS

Existing Virginia programs do not fully meet the needs of Virgini-
ans with ASDs who have extensive impairments, require supports
from programs that have limited funding, or fail to meet eligibility
criteria. If Virginia chooses to build a more effective and compre-
hensive system of care for these individuals, priority could be given
to ensuring that existing resources are used as efficiently as possi-
ble and publicly supported programs have the tools to deliver effec-
tive services. Service gaps could then be addressed for individuals
with ASDs who are currently unserved or underserved. In particu-
lar, intensive early intervention services could be provided because
research has shown that they offer the greatest potential for im-
proving outcomes and reducing future State expenditures. To
achieve meaningful improvements while recognizing fiscal con-
straints, the State could build upon several existing initiatives,
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implement pilot projects, and focus on specific aspects of the ser-
vice delivery system.

STATE COULD EXPLORE MULTIPLE FUNDING SOURCES
IF OPTIONS ARE IMPLEMENTED

While Virginia may choose to use general funds to implement op-
tions it wishes to exercise, the role of other public and private
sources could also be explored to share the cost of better meeting
the needs of Virginians with ASDs and their families in a fair and
appropriate manner. In particular, the State could

expand Medicaid programs and receive federal matching
funds for 50 percent of expenditures;

launch pilot programs using short-term funding from the fed-
eral American Recovery and Reinvestment Act and subse-
quently expand initiatives that successfully address the
needs of Virginians with ASDs;

reinvest savings derived from efforts to either increase the ef-
ficiency of existing programs or alleviate service gaps, espe-
cially in the early intervention system;

re-examine the extent to which localities should support pro-
gram expenditures or require local matching funds for new
services;

enact legislation requiring health insurers to offer compre-
hensive coverage for ASD-related services; and

require the contribution of personal resources based on an
individual's ability to pay.
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Chapter

Overview of Autism Spectrum
Disorders

In Summary

Autism spectrum disorders (ASDs) are lifelong pervasive developmental disorders
that generally manifest themselves by age three and typically impair individuals’
social interactions, communication, and behavior. The autism spectrum includes au-
tistic disorder, pervasive developmental disorder-not otherwise specified (PDD-
NOS), and Asperger’s syndrome. Research has not yet identified what causes ASDs.
Once thought to be relatively rare disorders, the Centers for Disease Control and
Prevention now estimates that one out of every 150 eight-year-old children has an
ASD. The cause of this increased prevalence is uncertain, but is commonly attrib-
uted to a combination of factors, including diagnostic substitutions for other condi-
tions, broader diagnostic criteria, and a true rise in incidence. A variety of services
are used to help individuals improve their level of functioning, including general and
ASD-specific interventions, medications, and alternative therapies.

During the past decade, the number of children with autism spec-
trum disorders (ASDs) has increased dramatically in Virginia as
well as in the rest of the nation. Most states are just beginning to
explore ways to meet the rising demand for specialized services
and supports needed to address these lifelong conditions. In fact,
nearly all states have recently assembled a group tasked with
identifying the key issues facing individuals with ASDs, and de-
termining how well positioned public programs are to address
them. In Virginia, stakeholders have expressed concerns that the
current service delivery system is not keeping pace with growing
needs for diagnosing, treating, and managing ASDs. Furthermore,
the rising prevalence of ASDs has raised questions about the abil-
ity of public safety personnel to properly respond to emergency and
legal situations involving persons with ASDs.

In response to these concerns, the 2008 General Assembly enacted
House Joint Resolution 105 (HJR 105), which directs staff of the
Joint Legislative Audit and Review Commission (JLARC) to assess
the availability and delivery of autism services in the Common-
wealth, examine the delivery of ASD services in other states, and
recommend ways to improve delivery of these services in Virginia
(Appendix A). In addition, the mandate directs JLARC staff to
identify the extent to which public safety personnel are currently
trained and educated about ASDs and to identify best practices
employed in other states.
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DSM-IV Definition
of ASDs

The fourth edition of
the Diagnostic and
Statistical Manual of
Mental Disorders
(DSM-IV) defines the
autism spectrum as
including autistic disor-
der, pervasive devel-
opmental disorder-not
otherwise specified
(PDD-NOS), and As-
perger's syndrome.
DSM-IV excludes other
pervasive developmen-
tal disorders such as
Rett's syndrome and
childhood disintegra-
tive disorder (CDD).
This report will adhere
to DSM-1V's definition
of ASDs, unless other-
wise noted.

WHAT ARE AUTISM SPECTRUM DISORDERS?

Autism spectrum disorders (ASDs) generally impair a person’s so-
cial interactions, communication, and behavior. ASDs are consid-
ered pervasive developmental disorders: pervasive because they af-
fect multiple areas of functioning, and developmental because they
typically manifest prior to age three and have been seen as life-
long. The autism spectrum ranges from a milder form, Asperger’s
syndrome, to a severe form, autistic disorder. The cause of ASDs is
unknown.

Characteristics of ASDs

Autism spectrum disorders are developmental disabilities that
usually manifest themselves before the age of three and affect so-
cial interactions, communication, and behavior. The level of im-
pairment and manifestations of ASDs varies greatly among indi-
viduals based on their specific disorder, age, and developmental
level. However, a number of characteristics are often shared. For
example, most individuals will experience some social impair-
ments, such as not responding to a parent’s smile or facial expres-
sions, not showing concern for others, or not bringing objects to
show parents just to share interest. Individuals with ASDs often
have difficulties interacting socially with others and interpreting
social gestures and non-verbal communication such as facial ex-
pressions. This can lead to limited social relationships, inappropri-
ate social responses, and social isolation.

Individuals with ASDs may also exhibit some unusual behaviors,
such as rocking back and forth, spinning, walking on their toes, or
flapping hands. Furthermore, children with ASDs may experience
delays in speech and language development. They may repeat ex-
actly what others say without understanding meaning (echolalia),
or not respond to their name. Individuals who exhibit few or mild
ASD impairments are sometimes referred to as “high-functioning,”
while “low-functioning” persons tend to be more severely impaired.
The breadth of ASD symptoms generally affects individuals’ ability
to function in all settings, including home, school, work, and the
community.

Disorders Included in the Autism Spectrum

The autism spectrum is comprised of three disorders: autistic dis-
order (also known as classic autism, early infantile autism, child-
hood autism, or Kanner’s autism), pervasive developmental disor-
der-not otherwise specified (PDD-NOS), and Asperger’s syndrome.
To be diagnosed with an ASD, individuals must demonstrate some,
but not all, social impairments, language impairments, and behav-
ioral characteristics (Figure 1). The three types of ASDs are differ-
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Characteristics Diagnostic Criteria

Figure 1: Differentiating Between Disorders on the Autism Spectrum
Impairment in use of non-verbal
behaviors

Asperger’s PDD-NOS Autistic
Failure to develop peer relationships

+ Lack of spontaneously sharing Meets at least 2 Meets at least 2
interests with others of the criteria of the criteria
Lack of social or emotional
reciprocity

Social
Impairments

Delay in or lack of spoken language
Inability to initiate or sustain Meets unspecified
conversations number of criteria
Lang_uage Stereotyped or repetitive use of among these Meets at least 1
Impairments language categories of the criteria
Lack of spontaneous make-believe
or imitative play

Meets none of the
criteria

Preoccupation with interests
abnormal in focus or intensity
Inflexible adherence to specific

Behavioral nonfunctional routines or rituals Meets at least 1 Meets at least 1

Characteristics | * Stereotyped and repefitive motor iteri of the criteria
manners (hand flapping) of the criteria
+ Persistent preoccupation with parts
of objects
Age of Onset Unspecified Usually after age 3 By age 3
No clinically significant  iDoes not meet full : Must meet at least 6
delay in language, criteria for autistic; total criteria among
Other cognitive development, i ~ disorder, the social, language,
adaptive behavior, or symptoms may and behavioral
curiosity be atypical categories

Source: JLARC staff analysis of information from the Autism Society of America and Centers for Disease Control and Prevention.

entiated based on the severity of symptoms, age of onset, and oc-
currence of developmental delays, as indicated in Figure 1. For ex-
ample, the symptoms of autistic disorder and PDD-NOS are simi-
lar, but tend to be less severe and occur after age three among
individuals diagnosed with PDD-NOS. One of the key differences
between Asperger’s syndrome and the other ASDs is the lack of de-
lays in language or cognitive development.

Causes of ASDs

While the medical community appears to agree that ASDs result
from abnormalities in brain structure or function, the underlying
causes of these abnormalities, and thus why ASDs occur, are un-
known. A variety of theories have been put forward to explain the
occurrence of ASDs. Most of these theories posit either a genetic or
an environmental basis, while some researchers have advanced
that a combination of genetic susceptibility and environmental
triggers is responsible for these disorders. Currently, there is no
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conclusive evidence regarding the specific causes or triggers of
ASDs.

Potential Genetic Causes of ASDs. Theories suggesting that ASDs
are linked to genetic factors appear to be supported by a variety of
evidence. First, family studies have found that parents with one
child diagnosed with an ASD have an increased chance of having
another child with an ASD diagnosis. Second, the identical twin of
an individual with an ASD has a 90 percent chance of also having
an ASD, while a fraternal twin also has an increased likelihood of
having an ASD, albeit much lower than that of an identical twin.
Additionally, the risk of ASDs recurring in the younger siblings of
children with ASDs is between five and ten percent. Another indi-
cation that ASDs may have a genetic cause is the greater likeli-
hood for males to have ASDs than females: males are four times
more likely than females to have an ASD.

A relationship also appears to exist between certain genetic condi-
tions and ASDs. According to the Centers for Disease Control and
Prevention (CDC), individuals with fragile X syndrome, an inher-
ited form of intellectual disability, are more likely to have an ASD;
approximately one-third of all people diagnosed with fragile X syn-
drome are also diagnosed with ASDs. Another genetic disorder
that appears to be commonly associated with ASDs is tuberous
sclerosis, a condition which causes tumors to grow in the brain and
other organs. Studies indicate that between 25 and 50 percent of
all children with tuberous sclerosis also have an ASD.

Despite these clues that there is a genetic component to ASDs, re-
search has yet to identify the specific genes responsible for these
disorders. In fact, some theories posit that while a genetic abnor-
mality may put persons at increased risk for developing ASDs, it
alone does not cause the ASD. Rather, these theories contend that
environmental factors trigger the genetic vulnerability.

Potential Environmental Causes of ASDs. Some theories advance
that ASDs result from exposure to environmental factors such as
pesticides, infectious diseases, or metals (particularly mercury or
lead). Several organizations (including the CDC, National Insti-
tutes of Health, and U.S. Environmental Protection Agency or
EPA) have been funding studies to investigate potential environ-
mental causes of autism. One study, the Childhood Autism Risks
from Genetics and the Environment (CHARGE), is investigating
how environmental factors and gene-environment interactions af-
fect neurodevelopment. With an aim of studying 1,000 to 2,000
children, CHARGE will be the largest epidemiologic study of con-
firmed ASD cases. However, many of these studies of environ-
mental causes are still in progress (such as CHARGE), and no
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National Vaccine In-
jury Compensation
Program (VICP)

VICP is a federal pro-
gram that allows indi-
viduals who believe
they have suffered
injury as a result of a
vaccine to file a petition
for compensation with
the United States Court
of Federal Claims. The
petition is served to the
Secretary of Health
and Human Services,
and trial judges make
rulings in the cases.
VICP was established
in 1986 to prevent tort
liability from threaten-
ing the availability of
vaccines.

According to data
released by the CDC
in 2007, one out of
150 eight-year-old
children (0.67 per-
cent) has an ASD
diagnosis in the
United States.

definite conclusions can be drawn about the role of environmental
factors in ASDs.

One of the most pervasive theories regarding the cause of ASDs is
the link to childhood vaccinations. In particular, this theory posits
that either the measles, mumps and rubella (MMR) vaccine itself
causes ASDs, or that the thimerosal (a mercury-containing pre-
servative) contained in some vaccines prior to 2001 causes ASDs.
A variety of large-scale scientific studies have, however, concluded
that there is insufficient evidence to establish a link between ASDs
and either MMR vaccines or thimerosal. Despite the lack of scien-
tific evidence, the vaccination theory has been so prevalent that 43
percent of the 12,850 cases filed with the National Vaccine Injury
Compensation Program (VICP) have been brought forth by fami-
lies claiming that a vaccine had caused their child’s ASD between
the court’s establishment in 1986 and January 2009. In February
2009, the trial judges in three test cases found that there was no
causal link between the receipt of vaccines and ASDs, and rejected
the families’ claims.

WHAT IS THE PREVALENCE OF AUTISM
SPECTRUM DISORDERS?

According to data released by the CDC in 2007, one out of 150
eight-year-old children (0.67 percent) has an ASD diagnosis in the
United States. According to CDC’s data, ASDs are more prevalent
than most other developmental disorders, except intellectual dis-
abilities (Table 1). The prevalence of ASDs is considerably higher
than in years past, but it is unclear to what extent the increase is
attributable to better diagnostic capabilities, expanded definitions
of ASDs, or true changes in incidence.

Table 1: Prevalence Rate of ASDs Is Higher Than
Several Other Developmental Disorders (2000)

Condition Prevalence Rate
Intellectual disability 1 out of 83
Autism Spectrum Disorders 1 out of 154
Cerebral palsy 1 out of 323
Hearing loss 1 out of 833
Vision impairment 1 out of 833

Source: CDC National Center on Birth Defects and Developmental Disabilities, Metro Atlanta
Developmental Disabilities Surveillance Program Surveillance Year 2000, JLARC staff analysis.

Estimated Prevalence of ASDs

The one out of every 150 ASD prevalence rate is based on surveil-
lance activities conducted by the CDC in multiple sites within 14
of the 50 states in 2002. While Virginia was not included in the
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surveillance, the neighboring states of North Carolina and Mary-
land participated, and their rates were estimated at one out of 154
and one out of 149 children, respectively. Based on the CDC report,
ASDs appear to affect children of different racial, ethnic, and socio-
economic backgrounds at similar rates. However, three groups of
individuals have a greater likelihood of being affected. Males are
four times as likely to be affected as females. Additionally, siblings
of an individual diagnosed with an ASD are more likely to be af-
fected. Finally, individuals who have certain genetic conditions,
such as fragile X syndrome, are more likely to have an ASD than
others.

While the CDC estimates are the best available prevalence rates,
medical experts consulted by JLARC staff raised concerns that
these estimates may be somewhat high. To determine ASD preva-
lence, CDC reviewed the medical and educational records of a
sample of children residing within the 14 surveillance sites. Chil-
dren were classified as having an ASD if either (1) they had a
documented ASD diagnosis, or (2) their educational or medical re-
cords indicated unusual social behaviors consistent with ASDs.
Depending on the surveillance site, between 14 and 43 percent of
the children who were classified as having an ASD in the CDC es-
timate did not have a formal ASD diagnosis, but rather displayed
ASD-like behaviors based on written records. CDC acknowledges
in its study that these cases may have the greatest potential for
false-positive classification. Despite this potential methodological
issue with CDC’s ASD prevalence estimate, it may be accurate for
Virginia. According to data from the Virginia Department of Edu-
cation (DOE), approximately one out of every 150 eight-year-olds
enrolled in Virginia public schools in 2007 had been classified with
an ASD and receives special education services for those disorders.

Historical Trends of ASD Prevalence

According to the CDC, the prevalence rate of ASDs has increased
dramatically over the past ten years, rising from one out of every
2,500 children to one in 150 as of 2007. In Virginia, DOE has re-
ported an increase of more than 400 percent in students with
ASDs between 1998 and 2006. Although the dramatic increase in
prevalence of ASDs is striking, the cause of this phenomenon is
unclear. Three main theories have been developed to explain it,
and while some evidence supports each of them, scientists have not
yet determined how each theory influences the prevalence of ASDs.
In fact, it appears that each of the three theories contributes to the
increasing number of individuals diagnosed with ASDs.

The first theory posits that “diagnostic substitution” has taken

place, whereby individuals who would have received a mental re-
tardation or learning disability diagnosis in years past would now
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be diagnosed with an ASD due to increased awareness of the con-
dition among clinicians and the public, better diagnostic tools, and
the recognition that ASDs can be associated with other conditions
(such as intellectual disabilities). A 2006 study found that the in-
crease in the prevalence of ASDs between 1994 and 2003 was asso-
ciated with a decline in the prevalence of mental retardation and
learning disabilities. However, the study cautions that diagnostic
substitution is likely only a partial explanation for the increased
prevalence of ASDs.

A second theory posits that changes in diagnostic criteria and the
inclusion of milder cases in the autism spectrum have led to the
prevalence increase. Specifically, there was a move towards con-
sidering autism as part of a spectrum of disorders in the late
1980s, culminating in today’s medical definition of ASDs which in-
cludes Asperger’s syndrome and PDD-NOS. A recently published
study found that while the incidence of ASDs rose seven- to eight-
fold in California between the early 1990s and the present, ap-
proximately half of that increase could be explained by changes in
the diagnostic criteria and inclusion of milder cases.

Finally, the third theory is that the prevalence of ASDs is truly in-
creasing, suggesting that the cause(s) of ASDs (whether genetic,
environmental, or both) is affecting people to a greater degree to-
day. The California study supports this theory because 25 to 50
percent of the increase in ASD prevalence could not be explained
by changes in diagnostic criteria or the inclusion of milder cases.
In contrast, the first two theories would indicate that the same
number of people had ASDs in the past as today, but that profes-
sionals were historically either mislabeling or not labeling indi-
viduals.

Future Trends in ASD Prevalence

Whether ASDs truly affect a larger number of people has tremen-
dous policy ramifications in terms of the public resources that will
be needed to support them in the future. However, without a clear
explanation for why the prevalence of ASDs has increased so dra-
matically in recent years, predicting future prevalence trends is
not possible. If diagnostic substitution explains much of the in-
crease in ASD prevalence, then the prevalence rate should plateau.
Conversely, if changes in environmental factors explain the in-
crease, then the prevalence of ASDs may continue to increase until
exposure to that environmental factor is reduced or eliminated.
Determining what factors are causing ASDs is, therefore, critical
to understanding future prevalence trends and their impact on
public resources.
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HOW ARE AUTISM SPECTRUM DISORDERS MANAGED?

Because the range and severity of impairments vary widely across
the ASD spectrum, an array of interventions exists to alter behav-
ior or develop new skills. In addition, medication may sometimes
be used to manage symptoms related to ASDs. Moreover, some al-
ternative therapies exist although experts are concerned with the
lack of evidence supporting their effectiveness and, in some cases,
the possibility that they may be harmful.

Array of Interventions Helps Individuals
Improve Functional Levels

Individuals with ASDs can receive an array of services that are
both specific to their condition as well as more generally used for
persons with disabilities (Table 2). The National Institute of Men-
tal Health states that ASD-specific psychosocial and behavioral in-
terventions are important components of treating individuals with
ASDs. Some of the most commonly used approaches include ap-
plied behavioral analysis (ABA) and Treatment and Education of
Autistic and Related Communication Handicapped Children
(TEACCH), which are comprehensive programs designed to ad-
dress the core deficits of ASDs.

Some of the most frequently used general interventions include
speech, occupational, and physical therapy. These therapies help
individuals with ASDs improve their ability to communicate and
interact with others effectively, execute daily tasks such as per-
sonal care, build motor control, and improve posture and balance.
In addition, positive behavioral supports (PBS) are often used to
prevent problem behaviors by teaching alternative and appropri-
ate behaviors.

Medications Can Be Prescribed to Manage Symptoms of ASDs

No medication currently exists to cure or directly treat the central
features of ASDs. However, medication can help reduce some of
the symptoms as well as other behaviors or conditions that are
common among individuals with these disorders. For example,
medications can be prescribed to address conditions such as anxi-
ety, depression, behavioral problems, seizures, inattention, or hy-
peractivity that are often experienced by individuals with ASDs.

Limited Evidence Supports the Use of
Complementary or Alternative Treatments

Some parents and caregivers have used treatments that are not
considered conventional by the medical community for treating or
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Table 2: Common Interventions for Individuals With Autism Spectrum Disorders

Interventions Used
for All Disabilities

Description of Intervention

Inclusion

Occupational Therapy
Physical Therapy
Positive Behavioral Supports

Speech/Language Therapy
Visual Strategies

Interventions Used
for ASDs

= Teaching philosophy that individuals with disabilities benefit from receiving an education
within a mainstream classroom, and that supports and accommodations should be pro-
vided to facilitate individuals’ inclusion.

Introduces, improves, or maintains critical life skills such as grooming, toilet training, dress-
ing, feeding, social skills, fine motor skills, and gross motor coordination.

Focused on improving ability to develop basic motor skills, build muscle strength, and im-
prove coordination and skills.

Based on applied behavior analysis (ABA) used to address problem behaviors; strategies
view all behaviors as functional and attempt to make changes to reduce problem behav-
iors.

Designed to help individuals develop verbal and/or non-verbal communication skills.
Used to enhance individuals’ organization, communication, and comprehension; visual
supports can be objects, printed words, pictures, body language, or environmental clues.

Description of Intervention

ABA, Applied Behavior Analy-
sis based therapy

Floortime, also known as De-
velopmental, Individual Differ-
ences, Relationship-Based
Approach (DIR)

LEAP, Learning Experiences:
An Alternate Program for Pre-
schoolers and Parents

TEACCH, Treatment and Edu-
cation of Autistic and Related
Communication Handicapped
Children, also known as Struc-
tured Teaching

= Uses positive reinforcement and data-driven planning to decrease behavioral issues in

order to build communication, play, social, academic, self-care, work, and community living

skills.

Specific interventions may include discrete trial training, incidental teaching, pivotal re-

sponse training, and verbal behavioral intervention.

= Focuses on replacing stereotypical behavior with new activities involving social interaction,
communication, and other skills.

= Therapists and parents use a child’s preferences and stereotyped behaviors in imitation to

help the child develop interaction skills. For example, if the child spins around the room,

the therapist or family member follows. Eventually, the child waits for the therapist or family

member before spinning. The therapist or family member then introduces similar, more

functional activities to help the child organize him or herself.

Multifaceted program for young children with ASDs which includes an inclusive preschool

classroom component and a behavioral skill training program for parents.

Specific interventions are based on ABA and include peer-mediated instruction, incidental

teaching, self-management training, and prompting strategies.

= Special education ABA-based program that uses visual cues to enhance the physical,
social, and communicating environment for children with ASDs to build receptiveness, un-
derstanding, organization, and independence.

= Individuals work in a highly structured environment which may include the physical organi-
zation of furniture, clearly delineated daily activity areas, picture-based schedules and
work systems, and instructional clarity.

Source: Centers for Disease Control and Prevention, Autism Speaks, National Institute of Mental Health, and Virginia Department of
Education, Services Available for Individuals with Autism and Pervasive Developmental Disorders, 2002.

managing symptoms of ASDs. Examples of complementary or al-
ternative treatments that are frequently cited in the literature in-
clude dietary interventions such as gluten- or casein-free diets,
homeopathy, injections of secretin (a digestive hormone), and en-
ergy therapies. The literature often characterizes these approaches
as “controversial” and does not present scientific evidence indicat-
ing their effectiveness. Moreover, the literature indicates some
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therapies can result in harm. In fact, chelation therapy, a method
for removing toxic metals such as mercury from the body, has re-
sulted in the death of at least one person with an ASD.
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Chapter

Autism Spectrum Disorders Can Be
Effectively Treated, Producing Cost
Savings

In Summary

Even though continued research about the effectiveness of treating autism spectrum
disorders (ASDs) is still needed, several approaches for treating ASDs have been
found to improve the outcomes of individuals with these disorders. In particular,
studies indicate that most young children with ASDs who participate in intensive
early intervention programs experience improvements, with almost half achieving
normal levels of functioning. According to cost-benefit analyses, providing intensive
treatment to young children with ASDs can significantly reduce costs for special
education and other forms of public assistance, and savings are likely to accrue over
the lifetime of these individuals. While many approaches have been categorized as
effective for treating ASDs, research indicates that packaged programs with a pre-
determined curriculum appear to have more promising results than programs that
rely on a more informal mix of interventions, even if some of the underlying inter-
ventions in the informal mix are considered effective.

The dramatic increase in the prevalence of ASDs over the last dec-
ade has brought considerable attention to the disorder and
prompted extensive research into effective treatment options by
both the medical and educational communities. While scientists
have yet to find a cure for ASDs, treatment methods exist that
meaningfully improve the outcomes of individuals with ASDs, es-
pecially if initiated at a young age. The largest body of research ex-
ists for interventions based on applied behavior analysis (ABA).
ABA-based interventions are supported by approximately 30 years
of research pointing to their effectiveness and have been accepted
by much of the medical community as effective techniques for
treating ASDs, along with several other interventions. Further, re-
search indicates that treatment is beneficial for many and could
result in long-term savings of public resources over these individu-
als’ lifetimes.

SEVERAL INTERVENTIONS HAVE ATTAINED SCIENTIFICALLY
BASED STATUS, AND OTHERS ARE DEEMED PROMISING

While research has found that interventions for individuals with
ASDs have varying levels of effectiveness, four have reached scien-
tifically based status, and a dozen others are supported by suffi-
cient evidence to be considered promising (Figure 2). This analysis
was performed by ASD experts who compiled the research on more
than 30 interventions commonly provided to individuals with
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Figure 2: Interventions Have Been Categorized Based on Evidence of Effectiveness

Practices

Practices Limited Support Practices

Category[ Scientifically Based ] [ Promising ] [ Practices with ] [ Not Recommended ]

Description Significant and

Appear effective and Not supported by Ineffective and

convincing empirical useful sufficient objective potentially harmful
efficacy and support evidence
Interventions °* Applied Behavior Analysis  Social Stories « Floortime « Facilitated Communication
« Discrete Trial Training * Sensory Integration « Cognitive Scripts * Holding Therapy
« Pivotal Response Training * PECS « Auditory Integration
« LEAP * Cognitive Behavioral Therapy
Modification * Pet/Music/Art Therapy
» Augmentative « Relationship Development
Communication Intervention
* Cognitive Learning « Cartooning
Strategies « Van Dijk Curriculum
* Play Oriented Strategies  * Gentle Teaching
* TEACCH * Son-Rise

» Psychopharmacology « Fast For Word
* Incidental Teaching « Power Cards
« Joint Action Routines « Special Diets

» Social Decision Making « Megavitamin Therapy

Note: LEAP, Learning Experiences: An Alternative Program for Preschoolers and Parents; PECS, Picture Exchange Communication
System; TEACCH, Treatment and Education of Autistic and Communication-Handicapped Children

Source: Simpson, R.L. (2005). “Evidence Based Practices and Students with ASDs.” Focus on Autism and Other Developmental

Disabilities. 20:3, pp 140-149.

Evaluations of ABA-
based interventions
and the LEAP pro-
gram found that ap-
proximately half of
participants were
placed in general
education class-
rooms after treat-
ment.

ASDs, and categorized them based on the amount and quality of
the research demonstrating their effectiveness. This assessment is
used by the Virginia Department of Education (DOE) to guide
school personnel about interventions considered to be “research-
based.”

Treatment outcomes were one of the criteria that experts used to
categorize the interventions. Evaluations of ABA-based interven-
tions and Learning Experiences: An Alternative Program for Pre-
schoolers and Parents (LEAP) found that approximately half of
participants were placed in general education classrooms after
treatment. Although less evidence exists to support the effective-
ness of the Treatment and Education of Autistic and Communica-
tion-Handicapped Children (TEACCH) program, an evaluation
found that participants gained an average of 15 to 19 points in in-
telligence quotient (IQ) levels by nine years of age. In addition,
limited research on the effectiveness of Floortime has been con-
ducted, but one evaluation indicated that over half (58 percent) of
children rated outside of the autism spectrum after being assessed
at least two years after treatment began. While this approach ap-
pears to yield favorable outcomes, these results are from one study
and have not been sufficiently validated to consider this practice
“promising." In addition to considering outcomes, the ASD experts
who classified the effectiveness of ASD interventions also based
their assessment on the qualifications of persons implementing the
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Early Intensive Be-
havioral Intervention
(EIBI)

EIBI is generally char-
acterized as 35 to 40
hours per week of
ABA-based treatment
which usually begins
by age three and lasts
approximately two to
three years.

treatment, potential risks associated with implementing the
treatment, and methods or instruments used to measure treat-
ment outcomes.

Even though ASD experts conducted a comprehensive review, their
categories of interventions should be interpreted with caution.
First, the literature used was published prior to 2005, and more
recent evaluations may have changed the evidence base for some
interventions. In addition, interventions labeled as having limited
support should not necessarily be interpreted as ineffective. In-
stead, this category simply indicates that research on these inter-
ventions has not been sufficiently rigorous to label them as promis-
ing or scientifically based. Furthermore, the fact that an
intervention is labeled scientifically based does not preclude the
need for further research. While ABA-based therapies are labeled
as scientifically based and have over 30 years of supporting evi-
dence including several randomized control trials (two of which are
listed in Table 3), critics of these therapies recommend conducting
further evaluations that incorporate larger and more representa-
tive sample sizes and rely on more consistent treatment methods.

INTENSIVE EARLY TREATMENT CAN SIGNIFICANTLY IMPROVE
FUNCTIONING AND LOWER PUBLIC COSTS

Multiple research studies evaluating the effectiveness of treating
children with ASDs have documented that most young children
who receive intensive interventions experience improved function-
ing and require fewer supports over time. In addition, several
studies have used these results to determine that the provision of
intensive ASD interventions can yield significant savings as a re-
sult of a decreased need for special education and long-term care
services.

ASD Treatment Can Improve Functioning

Research studies have found that most children who receive inten-
sive behavioral interventions experience improvements. In particu-
lar, several studies have found that almost half of young children
who received early intensive behavioral intervention (EIBI)
reached normal or near-normal levels of functioning because they
attained IQ levels in or above normal ranges (IQ score of 90 or
higher), improved adaptive behaviors and verbal expressions, and
successfully transitioned to general education classrooms without
supports. Notably, EIBI appears to improve cognitive functions
among some children with ASDs rather than simply preventing
further declines. For example, early intervention has been found to
prevent declines for some young children with Down syndrome,
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but they continue to exhibit mild or moderate developmental de-
lays.

Table 3 summarizes the results of three major studies comparing
outcomes between young children with ASDs who received EIBI
(treatment group) and at least one group of similar children who
received less intensive treatment (comparison group). These stud-
ies included children with autistic disorder or pervasive develop-
mental disorder—not otherwise specified (PPD-NOS) and, as a re-
sult, the effectiveness of EIBI for individuals with Asperger’s
syndrome is largely unknown. In each study, children who received
EIBI more frequently achieved IQ gains and placements in general
education classroom settings than those receiving less intensive
forms of treatment. In particular, results of a landmark 1987 study
demonstrated approximately 90 percent of children with autism
who received EIBI made improvements:

e 47 percent achieved normal or near-normal functioning and
were successfully placed in general education classrooms;

e 42 percent achieved moderate gains in functioning, required
decreased levels of care and assistance, and remained in spe-
cial education classrooms though of lesser intensity; and

e 11 percent did not achieve gains, continued to require the
same levels of assistance, and remained in intensive special
education classrooms.

Most notably, children participating in the 1987 study were con-
tacted for a follow-up study, and results indicated that approxi-
mately four years after ending treatment, children in the treat-
ment group had maintained both their gains in I1Q and placement
in a general education classroom. Furthermore, a recent study (not
included in Table 3) replicated the results of the landmark 1987
study and also found that nearly half (48 percent) of children at-
tained normal functioning after treatment.

ASD Treatment Can Reduce Costs

Analyses conducted in two states found that providing EIBI treat-
ment for three years could result in cost savings by reducing fur-
ther special education costs for some children, and eliminating
these costs altogether for others. Although intensive ASD treat-
ment such as EIBI is costly, so is the provision of special education
and related services to children with ASDs: costs for providing
EIBI for one year are estimated to range from $23,000 to $60,000
(depending on the design of the treatment program), and are typi-
cally incurred for two to three years. In contrast, research suggests
that most children with ASDs who do not receive intensive early
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Table 3: Multiple Studies Demonstrate Children Who Receive
Intensive Treatment Fare Better Than Those Who Receive Less
Intensive Services

Outcomes
Average Change
Group in 1Q Points Educational Placement
| EIBI compared to less intensive public school special education (2006 study) |
Treatment +25 = 29% in general class without supports
= 52% in general class with supports
Comparison +14 = 5% in general class
| EIBI compared to less intensive parent-training model (2000 study) |
Treatment +16 = 27% in general class without supports
Comparison -1 = No children in general class without sup-
ports
| EIBI compared to less intensive treatment (1987 study) |
Treatment = 47% achieved IQ = 47% in general class without supports
in normal range = 42% in less intensive special education
(94-120) class for language delayed

* 11% in intensive special education class
for children with autism or intellectual dis-
ability (ID)

Comparison = 2% achieved 1Q = 2% in general class without supports
in normal range = 45% in less intensive special education

class for language delayed

* 53% in intensive special education class
for children with autism or ID

Note: A more detailed table on the results of these studies can be found in Appendix C.

Source: JLARC staff review of literature on early intensive behavioral interventions.

interventions are likely to remain in an intensive special education
classroom up to age 22 at an average cost that will vary by state
but was $21,450 in Virginia in FY 2008. Two studies used results
from the 1987 study (Table 3) to estimate the percentage of stu-
dents receiving treatment who would achieve normal functioning
or require fewer supports.

A study published in a national journal found that Pennsylvania
could save an average of $187,000 to $203,000 on each child who
received three years of EIBI relative to one who received special
education services until age 22. The Pennsylvania study also sug-
gested that cost savings would likely continue to accrue after chil-
dren exit the school system. The study found that the state could
save from $656,000 to $1.1 million per child if expenditures up to
age 55 are included. Another study published in a national journal
found that Texas could save an average of $208,500 in education
costs for each student who received three years of EIBI relative to
a student who received 18 years of special education from ages four
to 22. Applied to the estimated 10,000 children with ASDs in
Texas, it was estimated that the state could save almost $2.1 bil-
lion by implementing intensive treatment programs.
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Applied Behavior
Analysis (ABA)

ABA is the specific and
comprehensive use of
principles of learning,
including operant and
respondent learning, in
order to address be-
havioral needs of
widely varying indi-
viduals in diverse set-
tings. While ABA itself
is not a package, sev-
eral curricula for pro-
viding therapies based
on ABA have been
developed.

By applying the methodology used in the Pennsylvania and Texas
studies to Virginia-related data, JLARC staff estimate that the
Commonwealth could save approximately $137,400 in special edu-
cation costs per student with an ASD if EIBI was consistently pro-
vided. In fact, the analysis indicates that Virginia could realize
savings as long as at least 42 percent of students with ASDs who
received EIBI make moderate improvements (require less inten-
sive services and fewer supports), which is a substantially more
conservative outcome than the outcomes reported in the research
literature.

TREATMENT PACKAGES APPEAR MORE EFFECTIVE
THAN MIXED-METHOD MODELS

Studies have found that interventions relying on a comprehensive
pre-determined set of strategies (or “packages”) were generally
more effective in treating individuals with ASDs than a more in-
formal mix of strategies (or “mixed-method”). While mixed-method
strategies often include the same components as packages (such as
the use of visuals or play therapy), they generally rely on individ-
ual providers to choose which components to use, how frequently,
and in what sequence. Instead, packages such as ABA, LEAP, or
TEACCH prescribe a curriculum that is individualized but relies
on a consistent framework.

Thus far, mixed-method treatment has been compared only to
ABA-based programs that use the same strategies as the 1987
study (Table 3), but an evaluation comparing LEAP and TEACCH
to mixed-method treatment is currently underway. Two studies
comparing intensive ABA-based programs to mixed-method treat-
ment found that increases in 1Q were significantly larger for those
receiving ABA-based treatment, on average (Table 4). In one of
these studies, children who received ABA-based treatment experi-
enced a 30-point gain in IQ scores (on average) compared to an
eight-point gain in IQ by those who received mixed-method treat-
ment. In addition, over half of the children who received ABA-
based treatment had IQ scores in the normal range after treat-
ment compared to only 16 percent of those who received mixed-
method treatment. The last study listed in Table 6 compared low
intensity ABA-based treatment with mixed-method treatment, and
results demonstrated that mixed-method treatment was ineffective
since children who received this form of treatment lost almost
three 1Q points compared to an eight-point gain by those receiving
ABA-based treatment, on average.

Because mixed-method programs often include the same strategies
as packaged programs, they could theoretically be just as effective.
However, several potential problems with the implementation of
mixed-method treatment have been cited in the literature. First,
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mixed-method programs may use interventions that are not scien-
tifically based or are not compatible with each other. According to
the literature, providers need to have a full understanding of each
intervention’s underlying assumptions so that the interventions
used are not working at cross-purposes. In practice, providers may
lack the knowledge to successfully make this assessment. In addi-
tion, the use of multiple interventions may be confusing to children
with ASDs if they are not implemented in a systematic way, par-
ticularly because these children often do not respond well to
changes in routine. One study noted that the typical day for chil-
dren receiving mixed-method treatment involved multiple transi-
tions from one intervention to the next with a good deal of varia-
tion in the way each intervention was provided.

Table 4: Children Participating in ABA-Based Programs Achieved
Larger Gains in IQ Than Those in Mixed-Method Programs

Average
Change in IQ
Group Description Points

Intensive ABA-based therapy for young children compared to inten-
sive mixed-method treatment (2005 study)

Treatment 29 children who received 25-40 hours per +30
week of ABA-based therapy

Comparison 16 children who received an average of +8
25-30 hours per week of mixed interven-
tions

Intensive ABA-based therapy compared to intensive mixed-method
treatment in an elementary school setting (2002 study)

Treatment 13 children who received an average of 29 +17
hours per week of ABA-based therapy
Comparison 12 children who received an average of 29 +4

hours per week of mixed interventions

Low intensity ABA-based therapy compared to mixed-method treat-

ment (2006 study)

Treatment 13 children who received 12 hours per +8
week of ABA-based therapy

Comparison 15 children who received 12 hours per -3

week of mixed-method treatment

Source: JLARC staff review of literature on early intensive behavioral interventions.
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Chapter

Current Service Delivery System
for Virginians With Autism
Spectrum Disorders

In Summary

Virginia operates several publicly supported programs to help diagnose, treat, and
manage autism spectrum disorders (ASDs) through various agencies. Young chil-
dren can receive services through the State’s Early Intervention program, while
school-age Virginians are entitled to supports and services necessary for an appro-
priate education that can ultimately lead to independence. Medicaid-funded waiver
programs also offer supports to eligible persons with developmental disabilities of all
ages. Beyond waivers, services available to adults with ASDs are limited primarily
to employment supports and vocational training. Although the Department of Be-
havioral Health and Developmental Services will become the lead agency for devel-
opmental disabilities in July 2009, no State entity has previously been responsible
for coordinating the complex array of programs and agencies that serve individuals
with ASDs. While they represent a valuable resource for eligible individuals, exist-
ing programs do not constitute a comprehensive system of care that fully meets the
needs of all individuals with ASDs. Many Virginia families report supplementing
publicly supported programs, but their personal resources are often insufficient to
pay for extensive and lifelong services, and health insurance policies do not appear
to consistently or comprehensively cover ASD-related therapies.

Individuals with ASDs and their families need access to an array
of services to diagnose, treat, and manage their condition. In Vir-
ginia, several publicly supported programs serve individuals with
ASDs at different life stages. However, the existence of multiple
programs should not be interpreted to mean that the needs of all
Virginians with ASDs are fully met. Some Virginians cannot ob-
tain the full array of services needed because they fail to meet eli-
gibility criteria, have particularly severe needs, or seek assistance
from programs with limited funding. Further, few processes exist
to coordinate the complex network of existing programs and link
Virginia families with needed resources.

Individuals with ASDs must often obtain services from private pro-
viders to supplement publicly supported programs, but their per-
sonal resources are not always sufficient to secure needed care.
Consequently, some Virginians with ASDs and their families are
not receiving the entire array of services required to fully meet
their needs. The issues that preclude publicly supported programs
from fully addressing the needs of persons with ASDs as well as
potential solutions that the State could explore to alleviate these
gaps are discussed in Chapters 4 through 8.
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PUBLIC PROGRAMS SUPPORTING VIRGINIANS WITH ASDs

Several programs serve persons with ASDs in Virginia. While in-
dividuals with ASDs can access many publicly supported services,
this study focused only on programs designed specifically for per-
sons with disabilities. These programs are administered by several
agencies that address many service needs and are funded by a mix
of federal, State, and local sources.

Scope of Programs Examined in Study

This study focused primarily on publicly supported programs that
target individuals with disabilities. Individuals with ASDs can ac-
cess an array of programs that target three different and some-
times overlapping populations: (1) individuals with developmental
disabilities, including ASDs; (2) Virginians with disabilities of any
type; and (3) persons who meet eligibility criteria not related to
disabilities (Figure 3).

For purposes of this report, programs that are available to eligible
Virginians regardless of their disability status were not examined
because they do not address ASD-specific needs, and resolving is-
sues affecting these programs would require solutions that extend
beyond the scope of this study. Instead, this review focused on pro-
grams that serve primarily individuals with disabilities, including
ASDs, because they are designed to recognize and address the spe-
cific challenges encountered by these individuals.

Figure 3: Target Populations of Publicly Supported Programs Available to

Virginians With ASDs

Populations  Programs

« Child development clinics

Persons + Early Intervention, Part C of Individuals with Disabilities Education Act
with (IDEA)
developmental * Individual and Fgmily Developmental Disabilities Support waiver
disabilities * Mental Retardat!on waiver
(including ASDs) « Day Support waiver

+ School special education, Part B of IDEA
+ Comprehensive Services Act
Persons with + Elderly and Disabled with Consumer Direction waiver
any type of disability + Vocational rehabilitation

+ Woodrow Wilson Rehabilitation Center

+ Centers for independent living

* Medicaid
Any eligible « Virginia Employment Commission
person employment services

« Department of Social Services financial
assistance

Source: JLARC staff interviews with agency personnel and review of program documentation.
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Overview of Major Publicly Supported Programs
Serving Virginians With ASDs

Virginians with ASDs and their families can receive services from
several programs administered by a variety of State human ser-
vices agencies and the Department of Education. Collectively, the
programs listed in Table 5 provide services to diagnose, treat, and
manage ASDs, as well as support adults in achieving some meas-
ure of independence and productivity. A snapshot of the scope of
each program is presented in Figure 4, and more detailed descrip-
tions are available in Appendix D.

Table 5: Major Publicly Supported Programs Serving Virginians With ASDs

Department /

Office Program Description of Services Provided
Health Child Development Multidisciplinary diagnostic services for children suspected of having develop-
Clinics mental or behavioral disorders.
Medical Individual and Family Home and community-based care for individuals with developmental disabilities
Assistance Developmental age 6 or over who would otherwise require placement in an
Services Disabilities (DD) intermediate care facility for persons with mental retardation (ICF/MR).
Support Waiver
Elderly or Disabled with  Home and community-based services for individuals who would otherwise re-
Consumer Direction quire placement in a nursing facility.
(EDCD) Waiver
Behavioral Mental Retardation Home and community-based care for individuals with mental retardation (or
Health and (MR) Waiver developmental disabilities if under age 6) who would otherwise require
Developmen- placement in an ICF/MR facility.
tal Services Day Support Waiver Training, assistance, and specialized supervision for individuals with mental
retardation (or developmental disabilities if under age 6) who would
otherwise require placement in an ICF/MR facility.
Early Intervention, Part  Supports and services for children with or at-risk of developmental disabilities to
C of the Individuals increase their participation in family and community activities by
With Disabilities coaching parents and caregivers.
Education Act (IDEA)
Education School Special Supports and services appropriate to meet the unique needs of students with
Education, Part B of disabilities and prepare them for further education, employment, and
IDEA independent living.
Comprehensive =~ Comprehensive Community-based and family focused services for children with emotional or
Services Services Act (CSA) behavioral problems requiring cross-agency involvement.
Rehabilitation Vocational Job coaching and supported employment services for individuals with
Services Rehabilitation disabilities to find and maintain competitive employment.

Woodrow Wilson
Rehabilitation Center

Centers for
Independent Living
(CILs)

Campus-based vocational and life skills training for transition-age school stu-
dents and adults with disabilities.

Services and advocacy to promote the independence of people with
disabilities through services such as information and referral, advocacy, peer
counseling, and independent living skills training.

Source: JLARC staff interviews with agency personnel and review of program documentation.
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Figure 4: Key Operational Characteristics of Major Publicly Supported Programs Serving Virginians With ASDs

Child Early Comprehensive Mental Day DRS Woodrow Wilson = Centers for
Development | Intervention = School Services Retardation | Support DD EDCD @ Vocational Rehabilitation Independent
Clinics Part C Part B Act Waiver Waiver = Waiver = Waiver Rehab. Center Living
0-5 v v t03) (2-5) v v v x v x x x
Age 6-21 v x v v 4 v 4 4 v/(16-21) v/(16-21) v/(16-21)
22+ x x x x v v v v v v v
Any Income Level v v v v x x x x v v v
Any Level of v v v v x x x x v v v
Functioning
Unlimited Funding x x v v v v v v x x x
Unlimited Slots v v v v x x x v v v v
School n/a nla v v v x v x v x x
Home and < <
Community nla v v v v v v v v
Employment n/a nla v x v v v v v v v
Screening /
Diagnosig v v v v * * * * * * *
Case <
Management (6 fonths) v 4 4 v 4 v v v v
Individual Services x v v v v v v v x x x
Family Services x v Varies v v v v v x x x
Communi
Supports Y * n/a x v v v v v * * v
Employment « « x
Services n/a Varies v v v v v v

‘/Available X Not available  n/a Does not apply

Source: JLARC staff interviews with agency personnel and review of program documentation.




Children under age
21 who are enrolled
in the Medicaid State
plan are entitled to
receive any service
identified as medi-
cally necessary
through EPSDT, even
if those services are
not covered by the
State plan.

The Department of Health operates nine child development clinics
that provide multidisciplinary assessments and diagnoses of chil-
dren with developmental disabilities. In addition, Virginia oper-
ates four Medicaid waiver programs that serve as alternatives to
institutionalization for people with developmental disabilities for
as long as services are needed. Waiver services can be especially
important for adults, for whom no other entitlement programs are
available. Individuals who are enrolled in any waiver program also
become automatically eligible for the Medicaid State plan, which
offers certain services not directly available through waivers, such
as medical care. In addition, children under age 21 who are en-
rolled in the Medicaid State plan are entitled to receive any service
identified as medically necessary through the Early and Periodic
Screening, Diagnosis, and Treatment (EPSDT) program, even if
those services are not covered by the State plan or waivers (Figure
5). Such services could include interventions based on applied be-
havioral analysis (ABA).

Figure 5: Waiver Recipients Can Access Additional Medicaid-
Funded Services Through State Plan and EPSDT

Services Covered

Da ' if '
DD MR s {)rt EDCD Wa|\(er specific services (e.g.,
Waiver Waiver Pp Waiver respite, personal supports)
Waiver
Medicaid State Plan Medical services (e.g., hospital
care, physicians)

{; Any service medically necessary to correct
EPSDT a condition identified during EPSDT
screening before age 21 (e.g., ABA)

Source: JLARC staff interviews with agency personnel and review of program documentation.

The Department of Medical Assistance Services has administrative
authority over all waivers, but oversees the daily operations of only
two. The Individual and Family Developmental Disabilities Sup-
port (DD) waiver offers a comprehensive array of supports and
services to individuals age six or older who have developmental
disabilities (including ASDs) but no co-occurring intellectual dis-
ability. The Elderly or Disabled with Consumer Direction (EDCD)
waiver offers a more limited range of services to eligible individu-
als of all ages and is sometimes used by individuals waiting to be
enrolled in more comprehensive waiver programs.
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Agency Name
Change

On July 1, 2009, Vir-
ginia's Department of
Mental Health, Mental
Retardation and Sub-
stance Abuse Services
will be renamed the
"Department of Behav-
ioral Health and De-
velopmental Services."

By far, the Part B
program offered in
public schools is the
largest program in
terms of budget and
caseload for indi-
viduals with ASDs.

The Department of Behavioral Health and Developmental Services
(BHDS, formerly Mental Health, Mental Retardation and Sub-
stance Abuse Services) oversees the daily operations of the remain-
ing two waivers. The Mental Retardation (MR) waiver offers a
comprehensive range of services designed to meet the needs of Vir-
ginians with intellectual disabilities (some of whom may have a co-
occurring ASD diagnosis) as well as children under the age of six
who have a developmental disability. The Day Support waiver is a
companion to the MR waiver which offers a more limited array of
services and is generally used by individuals who are waiting to
receive services through the MR waiver. In addition to the two
waivers, BHDS also administers Part C of the federal Individuals
with Disabilities Act (IDEA), which provides early intervention
services primarily by coaching the caregivers of children under age
three with a developmental delay.

Schools administer Part B of IDEA, which provides special educa-
tion and related services to children ages two through 21 who have
a disability that negatively impacts their access to the general cur-
riculum. By law, schools must serve children in the least restric-
tive environment and provide individualized services needed to re-
ceive an educational benefit and ultimately achieve further
education, employment, and independent living. Children with
ASDs who are enrolled in the School Part B program may also, in
some cases, receive services through the Comprehensive Services
Act (CSA), which serves children with behavioral and emotional
issues that require cross-agency collaboration. In particular, CSA
1s responsible for paying the cost of day schools and other day ser-
vices needed to afford students with ASDs an appropriate educa-
tion.

The Department of Rehabilitative Services (DRS) administers pro-
grams that aim to enable adults with disabilities to find and main-
tain employment, and assist youths in transitioning from school to
work. Individuals can also receive a range of vocational training
and life skills at the Woodrow Wilson Rehabilitation Center, lo-
cated near Staunton. In addition, Centers for Independent Living
provide services to reduce barriers to independence for adults with
disabilities.

Key Financial Characteristics of Major Publicly Supported
Programs Serving Virginians With ASDs

All programs that support individuals with ASDs also serve per-
sons with other types of disabilities. In fact, individuals with ASDs
account for less than 12 percent of the caseload of most programs,
with the exception of the DD waiver where they comprise nearly
60 percent of all cases (Table 6). By far, the Part B program offered
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Table 6: Clients and Funding Sources of Major Publicly Supported Programs

Serving Virginians With ASDs (FY 2008)

Clients with ASDs All Clients
. . Funding Sources
Number = Spending | Number = Spending
Federal = State Local Otherd
Program Served ($M) Served (M) % % % %
School Part B 7580  $152.3 169,538  $2,024.0 13 23 64 -
Mental Retardation Waiver 837 $46.9 7,295 $430.0 50 50 -
Comprehensive Services Act 831 $36.1 18,195 $380.5 - 64 36 -
Vocational Rehabilitation 794 $0.55 | 25,105 $72.8¢ 80 20 - -
Early Intervention Part C 4602 - 11,351 $32.5 39 22 26 13
Eldt_arly or D|sat_>led with Consumer 371 $16 16,159 $227.9 50 50 i
Direction Waiver
Individual and Family Developmental
Disabilities Support Waiver &8 Hed el wlin & &
Woodrow Wilson Rehab. Center 123 $1.0 2,484 $24.5 57 35 8
Day Support Waiver 33 $0.3 270 $3.1 50 50 - -
Centers for Independent Living - - 8,500 $7.7 19 68 13 -
Child Development Clinic - - 2,516 $3.6 54 46 - 0
TOTAL - - 261,954  $3,217.1 21 34 45 0

Note: --, Information not available.

?Includes children with ASDs or suspected ASDs, but not all children with ASDs have been identified by age three.
® Excludes funding for Long-Term Employment Supports and Services (LTESS).

° Includes funding for LTESS.

¢ Includes primarily client fees.

Source: JLARC staff interviews with State agency personnel and analysis of financial data supplied by agencies.

in public schools is the largest in terms of budget and caseload for
individuals with ASDs. Publicly supported programs that serve
Virginians with ASDs are funded through a combination of
sources, which consistently includes federal and State funding
(Table 6). The federal government grants Virginia funding through
multiple statutes:

e The Individuals with Disabilities Education Act, which sup-
ports the Early Intervention Part C and School Part B pro-
grams for children with disabilities;

e The Vocational Rehabilitation Act, which provides for voca-
tional rehabilitation, supported employment, independent
living, and client assistance for individuals with disabilities;

e Title V of the Social Security Act, which aims to improve the
health of mothers and children, including those with special
health care needs; and

e Section 1915(c) of the Social Security Act, which authorizes
the Medicaid program to create waiver programs as alterna-
tives to institutionalization.
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In order to receive federal funds through any of these programs,
states are required to match a portion of the federal funds allo-
cated. Virginia has appropriated sufficient general funds to meet
federal matching requirements, and in some cases has contributed
additional State-only funds. For example, the State operates CSA
to serve children with behavioral and emotional disturbances as
well as the Long-Term Employment and Support Services (LTESS)
program for individuals with significant disabilities who require
extended assistance to remain employed.

While local funds are used less frequently, they are the primary
funding source of the Part B program administered in schools. Be-
cause the School Part B program serves the largest number of Vir-
ginians with ASDs and incurs the greatest expenditures for this
population (Table 6), localities are a critical funding source for
serving Virginians with ASDs. A formula determines the minimum
level of funding required from each locality, but localities can ex-
ceed this requirement, given available resources. CSA also re-
quires a local match, and some local governments choose to fund
the Early Intervention Part C program and CILs. Other funding
sources support a few programs, generally through client fees.

Service Delivery Framework Comprised of Four Components

Because ASDs are generally lifelong disabilities and the needs of
individuals with ASDs and their families change over time, a ser-
vice delivery system that is comprehensive would address all life
stages. These stages can be broken out into four components (Fig-
ure 6). Issues related to each component and how well they are co-
ordinated are discussed in greater detail in Chapters 4 through 8
of this report.

Prior to accessing services, the possibility of an ASD must first be
identified, and an assessment can then be conducted to establish a
formal ASD diagnosis. ASDs are currently diagnosed at all life
stages. While a diagnosis often can be made in children between
ages two and three, certain disorders such as Asperger’s syndrome
may not be recognized until children enter school. Further, indi-
viduals who grew up before there was as much ASD awareness are
still commonly diagnosed as adults. After individuals have either
been identified with a developmental delay or diagnosed with an
ASD, they can begin receiving early intervention services until age
five, transition to school-age services until they exit the school sys-
tem or reach the age of 21, and secure adult supports and services
once they reach age 22 or have exited the school system.

Chapter 3: Current Service Delivery System for Virginians With Autism Spectrum Disorders 26



Figure 6: Components of Service Delivery System for Virginians
With ASDs Correspond to Life Stages and Report Chapters

Coordination

(Chapter 4)
Identification & Diagnosis
(Chapter 5)
Any age
Early Intervention School-Age Adult Supports
Services Services & Services
(Chapter 6) (Chapter 7) (Chapter 8)
Ages 0-5 Ages 6-21 or Ages 22+ or
while in school after exit school

Source: JLARC staff interviews with agency personnel and review of program documentation.

Table 7 illustrates how Virginia programs that comprise the
State’s service delivery system for individuals with ASDs can be
broken out into these four major components. No single program
addresses the needs of individuals with ASDs through all life
stages. Consequently, Virginians with ASDs often transition be-
tween multiple programs during their lifetime. Within each life
stage, several programs exist to serve individuals with ASDs.
However, the programs are generally not duplicative because they
have different eligibility criteria, arrays of services, and funding
constraints that limit which individuals can participate. Still, eli-
gible Virginians may be enrolled in multiple programs that com-
plement one another. For example, a child could receive educa-
tional services through their school’s Part B program as well as
additional therapeutic services through a Medicaid waiver.

Table 7: Major Components of Service Delivery Framework Addressed by Publicly
Supported Programs in Virginia

Identification and Early School-Age  Adult Supports
Program Diagnosis Intervention Services and Services
Child Development Clinic v
Early Intervention Part C v v
School Part B v v v
CSA v v
EDCD Waiver v v v
MR Waiver v v v
Day Support Waiver v v v
DD Waiver v v
Vocational Rehabilitation v v
Woodrow Wilson Rehabilitation Center v v
Centers for Independent Living v v

Source: JLARC staff interviews with agency personnel and review of agency documentation.
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No State-level entity
has been responsible
for coordinating the
multiple programs
and agencies that
serve Virginians with
ASDs.

OVERVIEW OF COORDINATION EFFORTS

Several initiatives have been undertaken to coordinate the deliv-
ery of services to Virginians with disabilities. In July 2009, the
Department of Behavioral Health and Developmental Services will
begin acting as lead agency for coordinating services addressing
developmental disabilities. Although prior to that point no State
entity has been responsible for building a system of care for per-
sons with developmental disabilities, several councils and organi-
zations have been created to conduct strategic planning and iden-
tify major gaps in services. Yet, their efforts generally do not focus
on ASDs exclusively. In addition, information and referral support
has been made available to all Virginians with disabilities. Finally,
case managers are often available to link individuals with ASDs to
available programs and services.

Coordinating Service Delivery Across Agencies

To date, few State entities have been responsible for coordinating
services specifically for Virginians with ASDs. However, the De-
partment of Behavioral Health and Developmental Services
(BHDS) will assume this responsibility as of July 1, 2009. Still,
most existing councils and organizations focus on all disabilities,
rather than strictly ASDs.

Agency Oversight and Planning for ASDs and Developmental Dis-
abilities. Prior to 2009, no State-level entity has been responsible
for coordinating the multiple programs and agencies that serve
Virginians with ASDs. Each agency listed in Table 5 has tradition-
ally overseen the delivery of services and development of public
policy strictly as they relate to their target population, but no en-
tity has been tasked with considering the broader system of care
formed by existing programs. While Virginia and many other
states have focused historically on intellectual disabilities, there
has been a national shift toward overseeing all developmental dis-
abilities through one entity. In fact, Alabama will soon be the only
state that remains without an agency responsible for all develop-
mental disabilities.

On July 1, 2009, BHDS will assume responsibility for overseeing
the delivery of services to individuals with all types of developmen-
tal disabilities, including ASDs. This positive step was initiated by
the Secretary of Health and Human Resources and enacted by the
2009 General Assembly at the request of ASD stakeholders who
saw the need for greater State-level coordination. In addition to
renaming the agency, this shift will initially entail hiring two indi-
viduals with expertise in developmental disabilities and/or ASDs,
and starting to implement the action plan designed by an advisory
committee in August 2008.
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At present, the department plans to add these two new positions to
its existing division of intellectual disabilities, which will be re-
named to reflect its broader purpose. While these two positions
will have lead responsibility for developmental disabilities other
than intellectual disabilities, they will be able to draw from the
expertise of other division staff who are already well-versed in
overseelng a service delivery system.

While designating a lead agency for developmental disability ser-
vices will greatly improve the State’s ability to coordinate its pro-
grams, there were initial disagreements over which entity should
be assigned responsibility for ASDs, and whether this entity
should oversee all developmental disabilities (including intellec-
tual disabilities) or solely ASDs. In 2007, the Joint Commission on
Health Care convened an advisory committee which identified
BHDS as the most suitable lead agency for overseeing all devel-
opmental disabilities. However, the ASD community voiced strong
concerns over the feasibility of restructuring BHDS in a way that
would appropriately serve this new population, and the time that
would be required to achieve this new structure. As a result, the
advisory committee ultimately requested the Secretary of Health
and Human Resources to further examine the issue. The second
advisory committee appointed by the secretary acknowledged that
there was no obvious choice, but also selected BHDS as lead
agency for all developmental disabilities.

Advisory Councils and Commissions. Virginia does not have an
advisory council that focuses strictly on ASDs. The Virginia Board
for People with Disabilities serves as the State’s planning council
regarding all developmental disabilities, as required by State and
federal law. The board is comprised of 40 members, including 24
individuals with disabilities and family members, and nine repre-
sentatives from agencies involved in the delivery of services to Vir-
ginians with developmental disabilities. One of the primary func-
tions of the board is to “advise the Governor, legislators, and
agencies on public policy issues as well as on how to develop pro-
grams and services for people with developmental disabilities that
will eliminate barriers to full inclusion in all facets of community
life.” In addition, the Board engages in advocacy, capacity building,
and system transformation activities to support a coordinated ser-
vice delivery system that is centered around and directed by con-
sumers and their families, and enables individuals with develop-
mental disabilities to be independent, productive, and included in
all facets of community life.

In addition to a planning council that focuses on developmental
disabilities, Virginia also has a Disability Commission. Formed in
1990, the commission is comprised of 12 legislative and citizen
members who advance budget proposals and address policy issues
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aiming to maximize the self-sufficiency of Virginians with physical
and sensory disabilities.

Statewide Entities Supporting Service Delivery for Individuals With
ASDs. Virginia relies upon several entities to continually improve
the delivery of services to individuals with ASDs, including the
Virginia Autism Council (VAC), Commonwealth Autism Service,
and the Partnership for People with Disabilities. The Virginia Au-
tism Council was established in 2001 at the recommendation of the
Disability Commission in order to advance higher education, train-
ing, and educational opportunities for personnel and caregivers
supporting individuals with ASDs. VAC’s membership is com-
prised of 20 autism experts from State and local agencies, univer-
sities, nonprofit organizations, and advocacy groups. The council
has defined skills competencies needed to guide the development of
professionals and paraprofessionals who serve individuals with
ASDs, and continues to advertise available training opportunities
as well as work with Virginia universities to offer ASD-specific
coursework. The council is not a formal State entity recognized in
the Code of Virginia.

Commonwealth Autism Service (CAS) is a nonprofit organization
partially funded by the State, which aims to achieve a coordinated
service delivery system for Virginians with ASDs and their fami-
lies. CAS was formed in 1995 by parents of individuals with ASDs,
and now employs more than 20 staff in several Virginia locations.
To realize its vision, CAS works with a broad array of ASD stake-
holders and provides information and referrals, consultative ser-
vices for individuals with ASDs, workshops for family members,
training on research-based strategies to professionals, support for
local coordination, and assessment services in partnership with
the Virginia Commonwealth University (VCU) Medical Center.

The Partnership for People with Disabilities is affiliated with
VCU’s School of Education and is recognized by the federal gov-
ernment as Virginia’s center of excellence in developmental dis-
abilities. Founded in 1985, the partnership is staffed by profes-
sionals and students who support individuals with developmental
disabilities and their families. Their efforts are targeted at indi-
viduals with disabilities through all life stages, and focus specifi-
cally on early intervention, educational services and supports, and
adults and aging persons.

Coordinating Information About Available Programs, Services,
and Providers

There are numerous sources of information about community ser-
vices and programs, although none is comprehensive and focuses
exclusively on individuals with ASDs. Commonwealth Autism Ser-
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vice offers an information and referral service specifically for indi-
viduals with ASDs and their families. The State’s primary direc-
tory of community services, 2-1-1 Virginia, is a statewide service of
the Department of Social Services that can be accessed both by
phone and through the Internet. Individuals who call 2-1-1 are as-
sisted by trained professionals who can direct them toward ser-
vices and providers who meet their individual needs. To better ad-
dress the specific needs of individuals with disabilities, 2-1-1
Virginia also supports the Virginia Easy Access website, which
currently focuses only on services for adults. The websites of na-
tional and local ASD advocacy groups also frequently offer a list of
providers with expertise in ASDs. In addition, families of children
with ASDs can obtain information about the special education sys-
tem through parent resource centers available in 53 school divi-
sions, although the scope of each center varies greatly by division.

Coordinating Individual Care Through Case Management

Because individuals with ASDs and their families often have mul-
tifaceted needs that may be met by a variety of programs and
agencies, case management can be an important tool in ensuring
the efficient and effective provision of services. Many publicly sup-
ported programs that serve individuals with ASDs offer case man-
agement services and create plans of care, with the exception of
the Elderly or Disabled with Consumer Direction (EDCD) waiver.

PRIVATELY FUNDED SERVICES FOR INDIVIDUALS WITH ASDs

When publicly supported services are either unavailable or insuffi-
cient to meet their needs, individuals with ASDs and their families
may secure services at their own expense through private provid-
ers. The two primary financing options for these services are (1)
personal resources, and (2) health insurance coverage. However,
the personal resources of many families may be insufficient to pay
for extensive and lifelong services, and health insurance policies do
not appear to consistently or comprehensively cover ASD-related
therapies.

Using Personal Resources to Fund Services

The vast majority (84 percent) of Virginians with ASDs and their
families reported pursuing privately funded services, according to
a JLARC staff survey. Of those, slightly more than half were able
to obtain all the services needed to meet their needs. The remain-
der could either obtain only some services (38 percent) or no ser-
vices at all (10 percent). Among individuals with ASDs who re-
ceived some privately funded services, the most common
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interventions included speech and occupational therapy (57 per-
cent each), and behavioral therapy (54 percent).

Most survey respondents (78 percent) who were unable to receive
needed services from private providers cited cost as a barrier. The
issue of affordability is especially acute for individuals with severe
needs or young children who require intensive interventions. In a
2008 JLARC report that evaluated proposed mandated coverage of
ASDs, it was estimated that families could spend from $6,000 an-
nually for occupational and physical therapy sessions once a week
up to $75,000 annually for 25 hours of ABA-based behavioral ther-
apy per week. On the staff survey, caregivers of individuals with
ASDs reported spending an average of $12,000 per year on ASD-
related services.

In order to pay for services, many families who attended a JLARC
staff public input session described having to deplete their savings
accounts, cash in retirement plans, take out second mortgages, and
in some cases lose their home. The majority of families also re-
ported using funds from friends and family members.

Using Health Insurance Coverage to Fund Services

Health insurance policies do not appear to consistently or fully
cover ASD-related services. Based on a survey of the top 50 health
insurance providers in Virginia conducted by the Bureau of Insur-
ance in 2008, only four of the 34 respondents indicated that they
provided comprehensive coverage of ASD-related services. Insurers
further stated that services could be limited based on members’
policy limitations, medical necessity reviews, medical policies, and
covered provider types. In fact, 90 percent of individuals whose in-
surance policy covered ASD-related services were subject to a cap
on the cost or frequency of services covered, exclusions on the types
of services covered, or both, based on a JLARC staff survey of indi-
viduals with ASDs and their caregivers. Despite coverage limita-
tions, some families reported being able to receive insurance reim-
bursement for certain services if providers attributed them to
conditions other than ASDs, according to statements made during
four public input sessions conducted by JLARC staff.

Although ASDs are medically based neurological disorders, health
insurers generally indicate that it is inappropriate for them to
cover ASD-related therapies. Table 8 summarizes their most com-
monly cited reasons, and the counterarguments advanced by indi-
viduals with ASDs, their families, and other advocates.
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Table 8: Common Arguments Concerning Health Insurance Coverage for
ASD-Related Therapies

Category

Opposition

Support

Habilitative vs.

Rehabilitative
Services

Effectiveness
of Therapies

Educational
vs. Medical
Services

Ensuring
Quality

Ensuring
Necessity of
Services

Mental Health
Parity and
Early Inter-
vention Laws

Therapies needed by individuals
with ASDs are habilitative because
they build a level of functioning that
individuals did not previously pos-
sess, whereas health insurance has
typically been designed to cover
rehabilitative services that restore
skills that existed previously.

Many treatments are experimental,
investigational, or unproven for
ASDs. No treatment is known to be
effective for all individuals.

Behavioral interventions are educa-
tional rather than medical services,
which schools are legally required
to provide.

No mechanism exists to ensure that
providers of behavioral services are
qualified.

No system of case management is
in place to ensure that individuals
with ASDs receive only services
that are needed.

Health insurance already covers
medically necessary therapies for
individuals with ASDs in order to
comply with Virginia’s early inter-
vention and mental health parity
laws.

Some insurance plans already provide limited
coverage of habilitative services for individuals
with ASDs. These plans include Virginia’s Medi-
caid program and TRICARE, which covers mili-
tary personnel and their dependents. Moreover,
health insurers consistently cover the correction
of congenital birth defects, which could be con-
sidered to be “habilitative” procedures.

Many in the medical community (including the
U.S. Surgeon General, the Institute of Medicine’s
National Research Council, and the American
Academy of Pediatrics (AAP)), recognize certain
therapies as research-based, including speech,
occupational, physical, and behavioral therapies
such as those based on the principles of applied
behavioral analysis (ABA). Medical treatments
are generally not effective for everyone who suf-
fers from a given medical condition.

The behaviors associated with ASDs stem from
a medical condition. Because these behaviors
begin in childhood, they affect the ability to learn
but are not, in themselves, an educational issue.
The Virginia Medicaid program recognizes that
school-based interventions can be medically
necessary. In addition, the scope of ASD-related
symptoms can affect more than the ability to
learn, such as motor skills or caring for oneself.
Addressing these effects is not within the mis-
sion of school systems.

National licensures exist to certify behavioral
analysts, and some states have created their
own licenses.

Like other medical conditions, physicians could
manage the plan of care for individuals with
ASDs. The AAP recommends that pediatricians
create “medical homes” for children with ASDs
and remain actively involved in their care. Insur-
ers can also apply utilization management proc-
esses to ASD-related services.

Virginia’s mental health parity law only requires
that coverage for behavioral health be no differ-
ent from coverage for other conditions. However,
the law does not require services to be covered.
Further, services are often deemed not medically
necessary due to the aforementioned issues.
The protracted appeals process can waste valu-
able time during which services could be pro-
vided.
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Cost of Cov-
erage

Number of
Individuals
Affected

Expanding coverage to include
ASD-related therapies would lead to
higher insurance premiums which
would, in turn, impose a hardship
on businesses and increase the
number of uninsured individuals.

Only those individuals covered by
fully insured health plans (approxi-
mately 20 percent of insured Vir-
ginians) would benefit from health
insurance mandates.

States that have mandated insurance coverage
of ASD-related therapies have experienced a
relatively small increase in premiums. The pur-
pose of insurance is to spread the cost of medi-
cal care over large groups. Early and intensive
treatment can reduce the long-term costs asso-
ciated with ASDs.

This is true of all health insurance coverage in
the U.S.

Source: JLARC staff analysis of research literature and interviews with supporters and opponents of mandated health insurance
coverage for ASD-related therapies.
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Chapter

Improving Service Coordination for
Virginians With Autism Spectrum
Disorders

In Summary

Although multiple programs and funding sources support Virginians with ASDs,
they tend to be inadequately coordinated at the State, community, and individual
levels. No State entity has, to date, orchestrated the efforts of the complex network
of agencies and programs serving individuals with ASDs. As a result, Virginia has
lacked a mechanism to set a coherent vision for its service delivery system and to
ensure the efficiency and effectiveness of existing programs. The Department of Be-
havioral Health and Developmental Services will assume lead responsibility for co-
ordinating services in July 2009, but will need to prioritize its efforts to build an ef-
fective system of care. In addition, there is no centralized, reliable source of
information that enables Virginians to identify the programs and funding sources
available for individuals with ASDs. Furthermore, these individuals do not consis-
tently have case managers who can facilitate access to needed programs and ser-
vices. To address these 1ssues, the State should create a centralized, comprehensive
source of information, and could expand its case management services to all persons
with ASDs.

Virginians with ASDs and their caregivers repeatedly express
their frustration at a highly inefficient and fragmented system of
care that hinders access to existing programs and resources, and
leaves many individuals unserved. Due to a lack of coordination at
the State, community, and individual levels, it is unclear to what
extent families are accessing publicly supported programs that are
already in place to serve them, or how efficiently and effectively
these resources are used.

A fundamental concern raised by numerous Virginia families is the
lack of services available to fully meet the needs of persons with
ASDs. As the Department of Behavioral Health and Developmen-
tal Services (BHDS) begins its new role as lead agency overseeing
developmental disability services, one of the key functions it can
perform is to help shape the State’s vision about the extent of ser-
vices and supports that should be made available to Virginians
with ASDs who are currently unserved or underserved.

LACK OF STATE ENTITY COORDINATING ASD SERVICES MAY
UNDERMINE USEFULNESS OF EXISTING PROGRAMS

Several programs and funding sources exist to support Virginians
with ASDs, but they are scattered and fragmented. Until a State
entity oversees the delivery of services to individuals with all de-
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Chapter Research
Methods

JLARC staff inter-
viewed a variety of
stakeholders, including
staff from all agencies
serving individuals with
ASDs. In addition, staff
surveyed individuals
with ASDs and their
caregivers, and re-
ceived 600 responses.
Four public input ses-
sions were held across
Virginia. Staff also con-
ducted an extensive
review of the research
literature and practices
used in other states.
More details on study
methods are provided
in Appendix B.

velopmental disabilities, Virginia will lack a mechanism through
which to develop public policy that supports its vision for serving
individuals with ASDs, ensures that resources are used as effi-
ciently as possible across programs and agencies, promotes the ef-
fectiveness of services, and addresses service gaps. BHDS is
scheduled to assume the role of lead agency for developmental dis-
abilities on July 1, 2009. This step will likely help with the devel-
opment of a cohesive, efficient, and effective system of care for Vir-
ginians with developmental disabilities (Figure 7). Yet, this shift
will likely take time to complete, especially given the limited addi-
tional resources that have been provided to support the agency’s
expanded mission.

Virginia Has Not Developed Comprehensive Public Policy for
Individuals With ASDs

The State has not articulated a clear vision for the system of care
it wishes to make available to individuals with ASDs and their
families beyond its current legal obligations. In the absence of a
coordinating entity, each agency has implemented programs inde-
pendently and usually in response to federal and State require-
ments relevant to the population they serve. While important new
programs have been developed (such as Medicaid waivers) to bet-
ter meet the needs of persons with ASDs, these efforts have been
undertaken in a piecemeal fashion rather than as the result of a
careful examination of the State’s entire system of care.

Figure 7: Assigning Lead State Entity Could Help Realize Common Vision, Improved
Efficiency, and Greater Effectiveness

Service Delivery System for Virginians with Developmental Disabilities

As Is — Prior to 7/1/09 Envisioned — After 7/1/09

Medical
Assistance
Services

Mental Health, MR,
Substance Abuse
Services

Office of
Comprehensive
Services

Source: JLARC staff analysis.
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This approach has perpetuated the fragmentation of services and
has failed to systematically bring focus to the type and scope of
service needs that are not addressed by existing programs and
agencies, and the impact of these unmet needs on Virginians with
ASDs and their families. Without this information, the State has
been unable to shape cohesive public policy about which, if any, of
these unmet needs it wishes to address.

Lack of Formal Collaboration and Coordination Between
State Agencies May Undermine Efficiency and Effectiveness

The absence of a lead State entity has also resulted in a lack of for-
malized collaboration and coordination between agencies that
serve individuals with ASDs. Systematic collaboration and coordi-
nation is needed because the multifaceted needs of individuals
with ASDs often cannot be addressed entirely by one program or
agency, as described in Chapter 3. While the agencies that serve
individuals with ASDs frequently work together on specific initia-
tives (such as increasing the utilization of Medicaid funds for Early
Intervention Part C services, or identifying the skills and compe-
tencies needed by service providers), these efforts are generally ad
hoc, short term, and limited in scope. Furthermore, collaboration is
predicated upon one agency taking the initiative and the other be-
ing receptive.

Without cross-program oversight, there is also no mechanism to
ensure that the complement of services available to an individual
1s not duplicative and that it is provided in a manner that most ef-
ficiently uses public resources. As described in Chapter 3, indi-
viduals with ASDs can be concurrently enrolled in several Virginia
programs that offer similar services. While most programs provide
a case manager who is responsible for overseeing the delivery of
services to an individual, not all programs have this feature, such
as the Elderly or Disabled with Consumer Direction waiver. In ad-
dition, it may be more effective to create programs that are de-
signed to avoid unnecessary overlaps, rather than relying on case
managers to identify redundancies after the fact. Currently, pro-
grams are generally designed by the agency responsible for their
oversight, which may not be fully cognizant of the services avail-
able from other agencies.

Lastly, no entity is responsible for ensuring the collective effec-
tiveness of all services provided. Outcomes are not tracked to
gauge the effectiveness of every program, and even those programs
that measure outcomes frequently do not focus specifically on indi-
viduals with ASDs. Given the unique needs and characteristics of
persons with ASDs, this approach may not be sufficient to ensure
that existing programs serve them effectively, as will be discussed
in Chapters 6 and 7. Moreover, effectiveness tends to be measured
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on the basis of a program rather than a person. Because individu-
als with ASDs can participate in multiple programs, this piecemeal
approach may not adequately capture the effectiveness of the en-
tire complement of services received. In addition, no entity cur-
rently looks across programs and agencies to identify effective ini-
tiatives, assess what resources may be needed to enhance
effectiveness, and determine whether resources should be directed
toward those that have demonstrated superior outcomes. Instead,
each agency performs these functions individually and may not
share their findings with other departments facing similar chal-
lenges.

Assigning BHDS Responsibility for Developmental Disabilities
System Appears Appropriate and Consistent With Other States

Designating a State entity to oversee developmental disabilities
could help Virginia develop a more comprehensive and coordinated
approach to serving individuals with developmental disabilities,
including ASDs. Selecting BHDS as the lead agency responsible for
developmental disabilities was a difficult and lengthy process be-
cause numerous alternatives exist, none of which without flaws.
However, this choice appears to provide a useful foundation for
addressing many of the challenges that currently undermine the
delivery of services to Virginians with ASDs and is also consistent
with the approach followed by most other states. Further, it ap-
pears that the concerns over assigning BHDS with lead responsi-
bility for developmental disabilities can be addressed through care-
ful planning and thoughtful implementation.

While concerns have been raised that assigning a lead agency re-
sponsible for all developmental disabilities would not provide suffi-
cient focus on ASDs, the national trend has been shifting toward
integrating services across disabilities. All states have combined
responsibility for intellectual disabilities with all other forms of
developmental disabilities, rather than creating a separate agency
or office overseeing ASDs. In fact, only six states have formed a
separate ASD unit within the agency that oversees developmental
disabilities. Furthermore, most states have aligned their develop-
mental disabilities functions either with their mental health and
substance abuse services agency (their equivalent of Virginia’s
BHDS), or with their disabilities agency (a structure that does not
exist in Virginia).

Another key concern raised by ASD stakeholders was the potential
difficulty in shifting the mission of BHDS, which has historically
focused primarily on intellectual disabilities. This issue would ap-
ply to any existing agency, given that no agency currently has
broad responsibility for developmental disabilities. While a new
agency or office could be created specifically to build the State’s
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developmental disability system, this approach would require a
substantial ramp-up in knowledge and resources, create potential
inefficiencies by adding a new layer of overhead costs, and rein-
force fragmentation across disabilities.

Still, it 1s unclear how much BHDS will be able to accomplish in
the short term, particularly given the limited resources it has re-
ceived to accomplish its new mission. As documented in subse-
quent chapters of this report, many opportunities exist to improve
the delivery of services to individuals with ASDs. The two BHDS
staff hired to oversee this system will likely be unable to address
each of these opportunities in the near term, even if they can use
the expertise of their colleagues who focus on intellectual disabili-
ties. These two staff will be responsible for the system of care sup-
porting not only Virginians with ASDs, but also those with other
developmental disabilities (excluding intellectual disabilities). Fur-
ther, it 1s unclear how much authority BHDS will have to achieve
greater collaboration and coordination across agencies, especially if
the department has no authority over funding. Lastly, BHDS will
likely struggle for acceptance in the ASD community, especially
among certain advocates and caregivers who have expressed
strong reservations about this choice of lead agency.

LACK OF CENTRALIZED, ACCURATE INFORMATION MAY
HINDER ACCESS TO APPROPRIATE SERVICES

While an array of programs and providers exists to diagnose and
treat ASDs, no coordinated source of information comprehensively
addresses all key concerns of individuals with ASDs and their
caregivers. In addition to imposing a burden upon Virginia fami-
lies that are already experiencing a challenging situation, the lack
of centralized information may also hinder them from fully under-
standing ASDs, seeking treatment that is effective, locating repu-
table providers who can successfully manage their condition, or ac-
cessing public programs and supports for which they are eligible.
In the absence of a single source of information, Virginia families
are relying on an incomplete patchwork of websites and informal
networks to help them navigate this complex system.

Virginia Families Consistently Report Difficulties Accessing
Information About ASDs and Available Services

Virginia families who participated in JLARC staff-led public input
sessions repeatedly expressed great frustration with their at-
tempts to identify and secure services needed to address ASDs. In
particular, they reported “wasting a lot of time” trying to find com-
prehensive and objective information about ASDs and effective
treatments. In addition, several attendees described difficulties
finding qualified providers who either had expertise in ASDs or
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were willing to treat individuals with this condition. These con-
cerns were echoed by caregivers who responded to a JLARC staff
survey. In particular, survey respondents indicated that it was
critical for the State to provide more information about ASDs and
how to treat them, and where to find financial support for services.

Caregivers who attended public input sessions and responded to
the JLARC staff survey also consistently indicated that the com-
plex network of public programs was difficult to navigate. In part
due to the lack of a lead State entity, there is no single point of en-
try for Virginians with ASDs and their families to learn about ex-
isting programs. While certain programs may be widely known
(such as the School Part B system for which newly enrolled stu-
dents with disabilities will likely be screened), others may require
guidance that is currently out of reach for families. For example,
many caregivers indicated not having heard about the Early Inter-
vention Part C program until after their child had turned three
and was no longer eligible, based on a JLARC staff survey.

In addition, it may not be apparent that certain programs, such as
the Elderly or Disabled with Consumer Direction waiver, which
acts as an alternative to nursing home care, are in fact available to
individuals with ASDs of all ages. As a result, these programs may
be greatly underutilized despite the array of useful services and fi-
nancial support that they can offer to persons with ASDs and their
families.

Most Families Rely on the Internet and Other Caregivers for
Information, Which May Not Always Be Adequate or Reliable

In the absence of a centralized source of information, Virginians
with ASDs and their families frequently turn to an array of
sources that may not be consistently adequate or reliable. Accord-
ing to a JLARC staff survey of caregivers, other parents are the
most useful source of information about ASDs and available pro-
viders, followed by the Internet and advocacy groups. Several par-
ticipants in public input sessions discussed their efforts to educate
other parents about available public supports in response to the
lack of State guidance. In fact, one advocacy group in the Tidewa-
ter area resorted to sponsoring parent-led workshops about avail-
able Medicaid benefits because many of their members were un-
aware of programs for which they could apply. In addition,
numerous websites offer information about ASDs and treatment
options: as an illustration, an Internet search on “autism” returned
nearly 18 million matches. Lastly, many ASD advocacy groups
have been formed at the national and State levels to provide in-
formation and offer support to caregivers. The best-known national
organizations include the “Autism Society of America,” which has
four local chapters in Virginia, and “Autism Speaks.”
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While existing sources of information fulfill an important function,
they do not appear to fully meet the information needs of Virgini-
ans with ASDs and their families, and can in fact be overwhelm-
ing. One respondent to the JLARC staff survey of caregivers indi-
cated that the abundance of information sources was “more
confusing than helpful.” In addition, information provided by other
parents and Internet sites, however well intended, may not be con-
sistently reliable. In particular, ASD stakeholders interviewed by
JLARC staff indicated that information about the effectiveness of
ASD interventions should be interpreted very cautiously because
false claims are commonly made about ASD “cures.”

Lastly, while the State has several tools in place to help Virginians
locate providers (such as the 2-1-1 hotline), these resources are of-
ten overly generic. For example, multiple caregivers described
their cumbersome attempts to cull through long lists of specialists
before finding one who was willing and qualified to treat their
child. Commonwealth Autism Service offers ASD-specific informa-
tion and referrals to thousands of families, but is not currently
staffed or designed to act as the State’s single point of contact for
all Virginians with ASDs and their families.

COMPREHENSIVE CASE MANAGEMENT NOT CONSISTENTLY
AVAILABLE TO INDIVIDUALS WITH ASDs

Although many Virginia programs that serve individuals with
ASDs provide case management services, case management is not
consistently comprehensive or available throughout life stages.
Consequently, individuals with ASDs and their caregivers are of-
ten the primary coordinators of services across programs and pro-
viders. However, these persons may not consistently possess the
skills and resources to adequately fulfill this function. The time
required to coordinate services appears to frequently undermine
caregivers’ ability to be fully employed.

The scope of available case management services does not always
include all providers who may be involved in the care of individu-
als with ASDs. In particular, School Part B and vocational reha-
bilitation case managers generally focus on services directly re-
lated to their core missions of education and employment,
respectively. In addition, most individuals with ASDs will transi-
tion between multiple systems of case management during their
lifetime because most programs are available only during certain
life stages. One notable exception is for Medicaid waivers, through
which enrolled individuals can receive case management services
for much of their lifetime. Some families also reported being con-
cerned about the impartiality of case managers who may be acting
as gatekeepers seeking to minimize their agency’s costs. Lastly,
the current system may be inefficient because individuals with
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ASDs can be enrolled in multiple programs and, therefore, have
multiple case managers.

Caregivers must often bridge gaps in the case management ser-
vices available from public programs. Participants in JLARC staff-
led public input sessions described having to learn about the vari-
ous publicly supported systems that currently serve individuals
with ASDs, advocating for publicly supported services, obtaining
and subsequently coordinating plans of care across multiple spe-
cialists and publicly supported programs, finding private provid-
ers, and securing financial support all while tending to the needs
of a disabled child.

While it is expected that families should be active participants in
their dependent’s care, the level of involvement currently required
of caregivers may lead to inadequate service coordination that
could compromise outcomes. In particular, this process may be in-
adequate because caregivers are generally not professionals who
are qualified to effectively manage their child’s care and evaluate
the quality of providers. Not all caregivers have the skills or re-
sources to act as case managers. For example, a respondent to a
staff survey of caregivers indicated great difficulty managing her
child’s care as a single parent with a full-time job. Lastly, it may
be inefficient and unduly burdensome for caregivers to learn how
to navigate a service delivery system that changes across life
stages, as well as to individually develop relationships with pro-
viders (Figure 8).

The level of involvement required to address the needs of individu-
als with ASDs can place a tremendous emotional toll on families,
but also commonly affects their employment. Nearly 80 percent of
caregivers reported in a JLARC staff survey that caring for an in-
dividual with an ASD negatively impacted the employment status
of someone in the family, most commonly causing them to stop
working (32 percent), take a less demanding job (19 percent), or
work fewer hours (15 percent).

OPTIONS TO IMPROVE SERVICE COORDINATION FOR
VIRGINIANS WITH ASDs

Improving service coordination could ensure that Virginia builds a
cohesive system of care comprised of programs that operate as effi-
ciently and effectively as possible, and are easily accessible to all
eligible individuals. To optimize results, steps could be taken to
improve coordination at the State, community, and individual lev-
els.
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Figure 8: Virginians With ASDs and Their Caregivers Act as Case Managers to Access
Programs That Vary Across Lifespan
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Source: JLARC staff analysis of Virginia program documentation and eligibility criteria.

Promoting State-Level Accountability and System Coordination

While the advisory group convened by the Secretary of Health and
Human Resources in 2008 developed an implementation plan that
includes many important steps, several items could be emphasized
to ensure that BHDS fulfills its new mission successfully and
seamlessly. In particular, it will be important for the agency to ob-
tain assistance from all ASD stakeholders in order to build a sys-
tem of care in Virginia. In addition, the State will need to consider
whether and to what extent it wishes to further support individu-
als with developmental disabilities, including ASDs, by offering
services currently unavailable. Finally, BHDS could take neces-
sary steps to ensure that existing programs are using resources ef-
ficiently and yielding effective results.

BHDS Efforts Could Focus on Strategic Planning. Because numer-
ous challenges currently exist, it will be critical for BHDS to
clearly define the responsibilities of the two individuals hired to
oversee the State’s newly created developmental disability system.
In particular, the agency will need to determine whether these
staff should address issues that are immediate but tactical, such as
fielding citizens’ questions and concerns, or focus on strategic
planning aimed at building a system of care. Given the fragmenta-
tion of today’s system, it appears that a more strategic focus on de-
veloping a system of care for individuals with developmental dis-
abilities of all ages would best serve the State.

Virginia Could Create an Advisory Group to Support BHDS. In light
of the limited staff available to begin building a comprehensive
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system of care and the complexity of this task, the State could
partner with an advisory workgroup comprised of key ASD stake-
holders. BHDS already relies on a similar but informal workgroup
that has historically guided its efforts in serving Virginians with
intellectual disabilities, and was recently reshaped to reflect the
agency’s expanded role with other developmental disabilities. The
Advisory Consortium on Intellectual and Developmental Disabili-
ties (TACIDD) could become formalized through the Code of Vir-
ginia and report on its progress annually.

In addition to lending manpower and expertise, this group could
also help BHDS gain public confidence by involving community
members, and foster collaboration across agencies and programs.
Membership of this workgroup could be expanded where needed to
include individuals with ASDs, caregivers, and advocates; provid-
ers; organizations with expertise in ASDs, such as Commonwealth
Autism Service (CAS); decision-makers from all agencies that
serve individuals with ASDs and their families; and staff from
BHDS who could act as the workgroup’s coordinators. Representa-
tives could be appointed by the Governor to ensure that members
have sufficient knowledge and authority to make decisions.

While the Board for People with Disabilities acts as Virginia’s de-
velopmental disability council for federal purposes, its focus is
more strategic and not in line with the day-to-day tactical guid-
ance that could be offered by TACIDD. Still, the Board’s involve-
ment and guidance will likely be an important strategic resource
for BHDS. The Virginia Autism Council already convenes experts
in ASDs, but their efforts have centered on training service provid-
ers rather than strategic system development, and their members
are generally not decision-makers.

State May Need to Define the Extent of its Commitment to Develop-
mental Disabilities. Before plans to build a system of care can be
made, the State must determine the role it wishes to play in serv-
ing individuals with developmental disabilities, including ASDs.
Conducting a needs assessment could be an important first step
toward identifying service gaps and populations that are not ade-
quately served by existing programs, and creating a roadmap to
build a comprehensive system.

In its new role, BHDS could take the lead in policy planning, in-
cluding shaping the debate about the extent of State resources that
should be allocated to developmental disabilities. In particular,
Virginia will need to consider how to allocate resources in its new
developmental disability system, and whether its commitment to
developmental disabilities will be on par with its historical support
for intellectual disabilities. Although intellectual disabilities are
twice as common as ASDs, the State has thus far made a dispro-
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portionately greater investment in supporting individuals with in-
tellectual disabilities. This disparity is illustrated by the allocation
of waiver slots, as there are approximately 8,000 MR waiver slots
for individuals with intellectual disabilities compared to 600 DD
waiver slots for persons with other types of developmental disabili-
ties. Consequently, Virginians with ASDs are currently less likely
to obtain waiver services if they do not have a co-occurring intel-
lectual disability diagnosis.

BHDS Could Explore Potential Role of CSBs. Internally, BHDS will
need to explore the extent to which its shift in mission will affect
resource allocations. The agency’s current budget provides for 19
staff with a focus on intellectual disabilities and only two who will
focus on all other developmental disabilities. Similarly, community
services boards are primarily funded to serve individuals with in-
tellectual disabilities who are enrolled in the MR waiver, and sel-
dom serve individuals with other developmental disabilities. Con-
sideration could be given to the role that CSBs could play,
including whether it should parallel the expanded mission of
BHDS and include individuals with developmental disabilities who
are not enrolled in waivers. For example, CSBs could function as
regional centers serving individuals with ASDs through all life
stages, and offer services that might range from case management,
to diagnostic, to direct services, as will be discussed further in
Chapters 5 through 8.

At least two-thirds of other states fund developmental disabilities
services that do not rely on Medicaid in general or waivers specifi-
cally, and most deliver these services through regional centers.
Currently, no additional funding has been allocated to CSBs for
them to begin serving individuals with developmental disabilities
other than intellectual disabilities. Consequently, the shift in
BHDS’s mission is unlikely to translate into changes in service de-
livery, at least in the near term.

Steps Could Be Taken to Maximize Efficiency. BHDS could consider
ways to maximize efficiency across the various programs and
agencies that currently serve individuals with ASDs. This might
include exploring whether BHDS should become responsible for
certain programs that serve persons with developmental disabili-
ties but are currently administered by other agencies. For exam-
ple, it may be efficient for BHDS to assume operational responsi-
bility for administering the Developmental Disabilities (DD)
waiver, similar to the function it performs for the Mental Retarda-
tion (MR) and day support waivers.

BHDS and the Department of Medical Assistance Services could
also explore whether the multiple waivers supporting individuals
with developmental disabilities should be consolidated into one
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program. A consolidated waiver program for developmental dis-
abilities could reduce administrative overhead, better integrate
services across disabilities, and parallel the State’s move toward a
single developmental disabilities system.

Another program that could potentially fit under BHDS is the net-
work of child development clinics, which screen children for devel-
opmental disabilities and are currently overseen by the Virginia
Department of Health. Potential overlaps in services could also be
considered, such as the provision of case management across mul-
tiple programs in which an individual can be concurrently en-
rolled.

Effectiveness Could Be Improved Through Outcomes Measurement
and Best Practices Sharing. BHDS could also focus on ensuring the
effectiveness of existing programs serving individuals with ASDs
and their caregivers. In particular, the agency could develop com-
mon goals across agencies and programs, ensure that data on out-
comes are consistently collected and analyzed, and create a
mechanism to measure outcomes that center on individuals rather
than programs. In addition, the agency could use outcome meas-
ures to identify and share best practices, as well as ascertain
whether particular programs need assistance to improve their ef-
fectiveness.

Enhancing Access to Information About Community Resources

To help Virginians with ASDs and their families make informed
decisions about needed services and access existing programs, the
State should make available a centralized, comprehensive, and ac-
curate source of information. In particular, this resource could in-
clude general information about ASDs, research about various
treatment methods, guidance about available Virginia programs,
and contact information for service providers and support groups.
Several State and national organizations already provide useful in-
formation that could be validated and incorporated into the State’s
central resource.

Several mechanisms could be used to deliver this information, in-
cluding a guidebook, website, and staffed clearinghouse. While all
of these options offer information that will go a long way to helping
families navigate Virginia’s system, tools that offer opportunities
for individualized guidance, such as a staffed clearinghouse, are
likely to be the most useful but also the most costly (Table 9).

Any of these tools could be implemented by one of several existing
entities. As the new lead entity for developmental disabilities,
BHDS could oversee the development of a source of information
about ASDs. Resources could be provided to designate as the
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Table 9: Advantages and Disadvantages of Options to Improve Access to Information

Option Advantages Disadvantages
Develop a Comprehensive and centralized Static and cumbersome to update
guidebook Widely available, especially if online  Not customizable

Create an interactive
website

Staff an information
clearinghouse

Not personalized because no “live”
guidance

Requires maintenance and ongoing
oversight to keep updated

Not personalized because no “live”
guidance

Requires Internet access

Requires training to ensure staff
knowledge is up-to-date

Easy to update
Comprehensive and centralized

Personalized due to “live” guidance
Comprehensive and centralized

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

Ohio's Parent Guide
to ASDs

The Ohio Center for
Autism and Low Inci-
dence, which is a pro-
ject of the state's de-
partment of education,
developed and main-
tains a comprehensive
manual designed to
help parents access
the information they
need to care for indi-
viduals with ASDs at all
stages of their lives.
The manual contains
277 pages, is available
online, and includes
sections that address
(1) what ASDs are, (2)
screening and diagno-
sis, (3) living with
ASDs, (4) interven-
tions, (5) accessing
educational services,
(6) social service pro-
grams, (7) advocacy
and disability aware-
ness, and (8) future
planning. The docu-
ment also includes
useful forms and guid-
ance that parents can
follow to ensure access
to services for which
their child is eligible.

State’s central source of information and increase the capacity of
the Commonwealth Autism Service (CAS), which is already staffed
by knowledgeable professionals who provide information and re-
ferrals. Alternatively, CSB personnel could potentially staff a
clearinghouse, but would require training and additional resources
to assume this new role. Lastly, a focus on ASDs could be incorpo-
rated into the State’s 2-1-1 service, which would require additional
staff training and website modifications.

Recommendation (1). The Department of Behavioral Health and De-
velopmental Services should collaborate with relevant State agencies
and stakeholder groups to design a centralized, comprehensive, and
reliable source of information to educate Virginians about (1) autism
spectrum disorders, (2) research findings about treatment approaches
and interventions, (3) publicly supported programs and supports, (4)
private providers specializing in autism spectrum disorders, (5) sup-
port groups, and (6) any other relevant information identified by
stakeholders. The department and stakeholders should determine the
mechanism most suitable for delivering this information, such as a
guidebook, website, or staffed clearinghouse, and the entity best
suited to create and administer the mechanism selected.

Developing a Guidebook Could Provide Useful but Static Guidance
to Families. Developing a guidebook is a common and relatively
low-cost option for conveying relevant information to individuals
with ASDs and their families. This resource could include sections
that encompass all subjects in which Virginia families have ex-
pressed an interest. Copies of the guidebook could be distributed
by practitioners, such as Early Intervention Part C and school per-
sonnel, or health care providers. It could also be made available on
the websites of relevant State entities. Although several states
have developed this type of resource, Ohio’s Parent Guide to Au-
tism Spectrum Disorders 1s an excellent example of the scope and
quality of information that can be conveyed. Ohio’s guidebook
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could be used as a starting point and customized with information
specific to Virginia’s programs and providers.

Creating an Interactive Website Could Offer Customized, Up-to-Date
Information. Using a website to disseminate information to Vir-
ginians with ASDs and their families would present several advan-
tages over a guidebook. The website content could be updated as
frequently as necessary to reflect changes in research findings,
programs, and available providers. In addition, the information
presented could be customized to meet individual needs. Rather
than having to cull through a voluminous guidebook, individuals
could search for specific topics of interest, such as financial sup-
ports or Virginia programs. Search engines could be created to
identify providers based on their location, specialty, qualifications,
and the age range of clients whom they serve. Further, a website
could be built upon to fulfill a variety of related purposes, such as
offering training to parents and providers. Numerous states (such
as Kansas, Ohio, and Maryland) have implemented such websites,
which could be used as a model for a Virginia-specific resource.

Staffing an Information Clearinghouse Could Provide Individualized
Support. While a website could be customized to display the most
relevant information, having access to professionals knowledgeable
about ASDs and available resources would best address the spe-
cific needs of individuals with ASDs and their caregivers. Because
the autism spectrum is so broad and characterized by a wide range
of symptoms, caregivers will likely have questions that have not
been anticipated or cannot be adequately answered by a website,
and not all can access the Internet. Virginia recognized the limita-
tions of websites by making its 2-1-1 service available by phone as
well as online.

Improving Coordination of Individual Care

Effective case management is critical to ensuring that resources
are used in the most efficient and effective manner. Furthermore,
case managers can also act as an important source of information
for linking individuals with ASDs and their families to available
programs and services. The options available to offer more com-
prehensive case management have advantages and disadvantages,
which are summarized in Table 10.

Encouraging Virginia Physicians to Use Medical Home Model. The
State could encourage physicians to act as the medical home of in-
dividuals with ASDs. Medical homes are “a model of delivering
primary care that is accessible, continuous, comprehensive, family-
centered, coordinated, compassionate, and culturally effective
care,” according to the American Academy of Pediatrics (AAP). Al-
though the concept dates back to the late 1960s, the AAP and sev-
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Table 10: Advantages and Disadvantages of Options to Improve Case Management

Option

Advantages Disadvantages

Encourage physicians
to act as medical
homes

Train individuals with
ASDs / caregivers
on effective case
management

Expand role of existing
case managers

Expand and centralize
case management
services in regional
offices

Recommended by AAP
Consistent with medical man-
agement of other conditions

Cannot be required of physicians

Requires additional time that physicians
may not have

Does not help individuals without a pri-
mary physician

Does not help if not willing or able to
serve as case manager

Requires substantial time investment

Requires each individual to build knowl-
edge base

Consistent with shift toward self-
directed care

Actively engages individuals and
caregivers with decisions af-
fecting care

Builds upon existing process

Shifts burden from client to pro-
fessional case manager

Builds upon existing process

Does not help individuals currently with-
out case managers
Requires training and

community resources
Requires ramp-up of knowledge and re-
sources
Reallocates resources from existing pro-
grams to regional offices

learning about

Available to everyone with ASDs

Regionally dispersed

Person-rather than  program-
centered case management

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

eral other medical organizations adopted joint principles in 2007
that describe the role of medical homes as coordinating and inte-
grating care across the health care system and the patient’s com-
munity.

The federal Healthy People initiative has set a goal for all children
with special health care needs, including those with ASDs, to have
a medical home. The State could build upon ongoing initiatives to
expand the reach of medical homes in Virginia, although this ap-
proach will likely not reach all Virginians with ASDs because it
cannot be required of physicians, and not everyone has a desig-
nated medical care provider.

Training Individuals With ASDs and Caregivers on Effective Case
Management. Training could be offered to Virginians with ASDs
and their caregivers, who are already often acting as their own
case managers. Training could ensure that those who want to
manage their care have the tools and knowledge to do so effec-
tively, especially with respect to selecting providers. BHDS and
DMAS have already created training materials to help waiver re-
cipients make hiring decisions for certain providers, such as per-
sonal assistants. This concept could be expanded to design materi-
als on other topics of interest to families who act as case managers.
Training could be made available online for greater flexibility, or
offered in person. This approach would still require a substantial
time investment which may not be feasible for all families.
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Expanding Role of Existing Case Managers. Program case manag-
ers could be tasked with coordinating services across all programs
and providers involved in the care of an individual. While Early
Intervention Part C and Medicaid waiver case managers already
largely fulfill this function, other case managers appear to coordi-
nate primarily services provided within their programs. For exam-
ple, while schools can include private providers in a child‘s Indi-
vidualized Education Program planning, this procedure is not
standard and does not appear to be routinely used, based on the
input of caregivers. While this approach would build upon an exist-
ing infrastructure, it would only help Virginians who are enrolled
in publicly supported programs that offer case managers.

Expanding and Centralizing Case Management in Regional Offices.
Case management services could also be delivered through re-
gional offices, either for individuals who currently do not have a
case manager or to all individuals with ASDs. Individuals could be
given the choice to use staff from regional offices or hire private
case managers, as is the case for DD waiver recipients. Assigning
case managers to individuals with ASDs who currently lack this
service could help raise awareness of the various programs and
services that exist in the community. Alternatively, all case man-
agement functions could be consolidated into a regional model.

One of the key benefits of this approach is that individuals could
participate in a single, cross-agency case management system
throughout all life stages, rather than changing case managers
with every new program in which they are enrolled. Further, con-
solidating case management functions could also result in greater
efficiency, because individuals with ASDs who participate in mul-
tiple programs concurrently can also have multiple case managers.
Savings could be used to extend case management services to indi-
viduals with ASDs who are currently unserved.

Regional case management could be provided by expanding upon
the 40 CSBs that deliver services for BHDS. Implementing this op-
tion would further integrate the State’s service delivery system,
given the CSBs’ relationship to BHDS and frequent co-location
with Early Intervention Part C offices. However, this shift could be
difficult to achieve: CSB staff generally lack experience serving
persons with ASDs, unless they have a co-occurring intellectual
disability, and would require additional training as well as more
staff to meet the needs of this new client population. Further, con-
cerns have been raised by ASD stakeholders as well as the BHDS
Inspector General that CSBs face substantial difficulties serving
existing clients.

Alternatively, new regional offices could be created by expanding
upon university-based autism centers and clinics that exist in sev-
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eral Virginia locations. This approach would enable families that
seek ASD diagnoses from clinics to also link with a case manager
with access to clinical expertise. While several states operate uni-
versity-based clinics that offer case management services, this op-
tion would require significant resources in Virginia because this
service would be new, and existing clinics are not available
throughout the State.

Summary of Options to Improve Service Coordination and
Implementation Considerations

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 9
(next page) summarizes these implementation considerations and
reflects the best judgment of JLARC staff based on discussions
with experts and knowledge gained during this review. To facili-
tate the State’s decision whether and how to improve service coor-
dination, BHDS should collaborate with relevant stakeholders to
weigh policy and implementation considerations, and identify
which options are most suitable to improve system coordination,
access to information, and coordination of individual care in Vir-
ginia.

Recommendation (2). The Department of Behavioral Health and De-
velopmental Services should collaborate with relevant stakeholders to
(1) evaluate the options for promoting State-level accountability and
coordination of services for Virginians with autism spectrum disor-
ders, enhancing access to information about community resources,
and improving the coordination of individual care; and (2) identify no
later than March 31, 2010, which, if any, options are most beneficial
to pursue.
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Figure 9: Implementation Considerations for Options to Improve Service Coordination

Extent to
Which Time
Resources Addresses Needed to
Major Goal Needed Major Goal ®  Implement
Prioritize key steps in implementation plan - »*x [G]%)
Develop guidebook K @
Create interactive website * Xk 1G]
Staff information clearinghouse . 1 0. 0. QO
Encourage physicians to act as medical homes (% 1%]
Train individuals/caregivers on case management *x 0]%)
Expand role of existing case managers »* X QO
Expand and centralize case management in regional of- ’ kX G16]%)
fices
Lgast x Somewhat @ < 6 Months
Yok Substantially @@ 6-18 Months
M& Jk ok Greatly OOD > 18 Months

Note: --, Rating is not applicable because only one option is listed.
? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Chapter

Facilitating Earlier Identification
and Diagnosis of Autism
Spectrum Disorders

In Summary

Even though the research literature suggests ASDs can be diagnosed between ages
two and three, it appears that Virginia children are often diagnosed later. Being
identified and diagnosed with an ASD as early as possible enables children to begin
early intervention services, which can improve outcomes. Four main issues appear
to contribute to delayed diagnoses: (1) inadequate information and understanding
regarding child development, ASDs, and what to do when early signs of an ASD are
noticed; (2) lack of regular and standardized developmental screenings; (3) delays
when parents begin to pursue a diagnosis; and (4) limited information about how to
obtain services once ASDs have been identified and later diagnosed. A variety of op-
tions could be used to facilitate earlier identification and diagnosis of ASDs, ranging
from launching a public awareness campaign to expanding diagnostic capacity.

Identifying the warning signs of ASDs through a screening and
making a definitive diagnosis are both critically important to en-
suring the provision of timely and appropriate services. Once chil-
dren have been identified as potentially being on the autism spec-
trum, Early Intervention Part C services or other appropriate
services can be initiated even without a definitive diagnosis.
Although the American Academy of Pediatrics (AAP) recommends
not delaying the provision of services until a diagnosis is obtained,
a definitive ASD diagnosis is important because it qualifies chil-
dren for intensive early intervention programs tailored to meet
specific ASD-related needs. Recelving intensive services at an
early age may reduce long-term costs to caregivers and to the pub-
lic delivery system. As described in Chapter 2, intensive early in-
tervention tailored to the needs of children with ASDs has the po-
tential to significantly improve individuals’ level of functioning
and outcomes.

SOME VIRGINIA CHILDREN APPEAR TO BE DIAGNOSED WITH
AN ASD LATER THAN IS DESIRABLE

While most recent clinical studies indicate that an experienced cli-
nician conducting a comprehensive evaluation can make a stable
and accurate ASD diagnosis between age two and three, evidence
suggests that ASD diagnoses are occurring later in Virginia. Some
children may ultimately move to a different place on the autism
spectrum (for example, from a diagnosis of autistic disorder to one
of Asperger’s syndrome), although most children diagnosed by age
two to three retain an ASD diagnosis several years later. Further,
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Chapter Research
Methods

JLARC staff inter-
viewed a variety of
stakeholders, including
representatives from
Commonwealth Autism
Service and Autism
Speaks; experts from
Virginia Common-
wealth University and
the University of Vir-
ginia; staff from the
departments of Health,
Behavioral Health and
Developmental Ser-
vices (formerly
DMHMRSAS), and
Medical Assistance
Services; and, person-
nel at eight local Early
Intervention Part C
offices. JLARC staff
also facilitated a round-
table with Virginia
AAP-member pediatri-
cians, and conducted
four public input ses-
sions around the State
for individuals with
ASDs and their care-
givers. Staff surveyed
individuals with ASDs
and their caregivers,
and received 600 re-
sponses. Additionally,
staff conducted an
extensive review of the
research literature and
practices used in other
states. Additional de-
tails on study methods
are available in Ap-
pendix B.

recent studies that examined video footage of children subse-
quently diagnosed with ASDs found that signs of ASDs could be
detected by age one.

Half of children are diagnosed by age three, according to the care-
givers of children with ASDs age eight or under who participated
in the JLARC staff survey. Data from Virginia public schools show
that the number of children identified with an ASD for special
education purposes peaks at age nine. The number of students
with ASDs receiving special education services at age three is only
19 percent of the number of students with ASDs at age nine, and
the number of students with ASDs at age five is half that of stu-
dents with ASDs who are nine years of age (Figure 10). This trend
appears consistent over the last three years. While students can
receive special education services without being identified with an
ASD, an ASD diagnosis helps to ensure that children receive ser-
vices designed to effectively address their condition. According to
experts interviewed by JLARC staff, the age of diagnosis in the
Commonwealth may occur as late as ages six or seven.

Figure 10: Few Children Enrolled in Special Education Are
Identified With an ASD by Age Three (2007)

Number of Children Diagnosed with ASDs and Enrolled
in Special Education

723

% of Nine-Year-
201 Old Students
................................... “\Wlth an ASD

138 >_ 54%

Note: Data do not reflect children with identified ASDs who were not receiving special education
services, or children with ASDs who were designated as “developmentally delayed,” which is al-
lowable until age eight under the Virginia Special Education regulations in effect prior to 2009.

Source: JLARC staff analysis of U.S. Department of Education Individuals with Disabilities Edu-
cation Act data, 2007.
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Caregivers waited an
average of five
months to seek pro-
fessional help after
first noticing symp-
toms.

PARENTS OFTEN DELAY SEEKING PROFESSIONAL HELP
AFTER NOTICING EARLY SIGNS OF ASDs

While Virginia parents appear to recognize the early signs of
ASDs, they do not appear to consistently seek professional help in
a timely fashion. Parents are usually children’s primary caregiv-
ers, and most respondents (80 percent) to a JLARC staff survey of
caregivers indicated that a parent was the first person to notice
signs of an ASD. Additionally, many parents who participated in
JLARC staff-led public input sessions indicated that they were the
first person to notice delayed or atypical development, often before
their child’s second birthday.

Even when parents report being the first to notice atypical or de-
layed development in their children who are ultimately diagnosed
with ASDs, they frequently wait several months to act upon their
concerns. Caregivers of children age eight or under waited an av-
erage of five months to seek professional help after first noticing
symptoms, based on the staff survey of caregivers. Consequently, it
appears that caregivers may require information about which
signs and symptoms are of concern and what to do when they are
first noticed. For example, most local Part C offices engage in pub-
lic outreach about child development, but each local office decides
what its outreach effort will involve and who it will target. In some
cases, local Part C offices may limit their outreach to local pedia-
tricians who may not pass the information on to patients, or to
educational displays at county fairs where only those attendees
who view the display would receive the information.

CHILDREN MAY NOT RECEIVE CONSISTENT SCREENING

Despite AAP guidance, Virginia pediatricians do not appear to be
consistently using standardized instruments to screen children for
ASDs at the prescribed intervals. While the AAP has conducted
outreach, not all physicians are aware of these guidelines, espe-
cially family practitioners. In addition, a burdensome reimburse-
ment process may preclude physicians from performing screenings.

Children Do Not Appear to Receive Recommended Screenings

Although guidance from the AAP recommends that a child’s pedia-
trician perform developmental surveillance at all well-child check-
ups and administer ASD-specific screening instruments at the 18-
and 24-month well-child check-ups, Virginia physicians do not ap-
pear to have consistently implemented these recommendations.
The AAP’s guidelines have two major components that are seem-
ingly inconsistently implemented: (1) screening for ASDs at 18
months and 24 months, or whenever developmental concerns are
raised, and (2) using a standard validated instrument.
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Parents indicated
that when they
voiced developmen-
tal concerns to their
child's physician,
they were told that
their children would
"grow out of it.”

While no Virginia-specific data exist to quantify the extent to
which screenings are conducted at the prescribed intervals, the ex-
perience of other states and interviews with Virginia stakeholders
suggest that not all children are screened when they should be.
The Ohio Department of Health found that even after providing
training on screening children for ASDs, pediatric practices that
volunteered to participate screened only 39 percent of patients
during 24-month well-child check-ups. Additionally, although cur-
rent guidelines advise physicians to conduct an ASD screening if
caregivers express concerns about early signs of ASDs, some Vir-
ginia physicians still appear to advise caregivers to wait before
pursuing further screening, evaluation, or services. While the AAP
began to issue guidelines in 2001 and updated them in 2007, the
caregivers of 36 percent of Virginia children with ASDs under
eight were told to “wait and see” or not to worry when they first
brought concerns to a medical professional, according to a JLARC
staff survey. Caregivers who provided public comment to JLARC
staff also indicated that when they voiced developmental concerns,
physicians often told them that their child would “grow out of it.”

Virginia pediatricians do not appear to consistently use a standard
instrument to screen children, and instead observe children’s be-
haviors during office visits. This informal clinical observation may
not consider the child’s behavior in other environments or detect
subtle developmental delays. Studies indicate that assessments of
developmental status are less accurate when physicians use only
informal clinical impressions rather than formal screening instru-
ments.

According to physicians, local Part C staff, and other stakeholders
interviewed by JLARC staff, a minority of Virginia physicians use
formal ASD screening instruments. Additionally, only 22 percent
of respondents to a JLARC staff survey of caregivers indicated that
their physician used a standardized screening instrument when
concerns regarding development were expressed. Similarly, on a
national level, physicians do not appear to have implemented ASD
screening recommendations. A 2005 study indicated that despite
the AAP’s efforts, only 23 percent of general pediatric practitioners
reported using standardized instruments for developmental
screenings.

Difficulty Obtaining Reimbursement
Reduces Screenings Performed

National studies indicate that difficulty obtaining reimbursement
is the primary barrier to performing ASD screenings. Virginia pe-
diatricians interviewed by JLARC staff also indicated that obtain-
ing reimbursement can be cumbersome and act as a deterrent
against conducting screenings, despite their societal benefit. They
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indicated that while receiving reimbursement is possible, some in-
surance companies require extensive documentation and may re-
peatedly deny claims until they have become familiar with this
service. In the absence of appropriate reimbursement for screen-
ing, physicians bear the cost burden for these services.

Various screening instruments exist, and a 2001 study found that
a developmental screening typically costs between $11 and $82,
depending on the instrument used. This cost is composed of two
portions: (1) the cost of administering the instrument, and (2) the
cost of providing consultation on the results of the screening. For
example, the administration costs (and thus the total cost) will be
significantly lower for a screening tool such as a questionnaire that
can be completed by a parent with limited or no assistance from of-
fice personnel versus a screening tool that requires a physician to
administer it.

Physicians May Lack Awareness of Developmental
Screening Guidelines

Another factor influencing the limited number of pediatricians im-
plementing ASD screening recommendations may be that physi-
cians are simply not aware of the guidelines. Although the AAP
has been very active in developing and promoting implementation
of their developmental screening guidelines, not all pediatricians
are members of the AAP. Even those who are AAP members may
not be influenced by the guidelines.

A study conducted by the AAP suggests that the issuance of devel-
opmental screening practice guidelines had only a limited effect on
the practice of member pediatricians. Early Intervention Part C
providers in rural areas indicate that physicians in their communi-
ties are less likely to be aware of ASDs and screening their pa-
tients than in other areas of the State. Additionally, children who
live in rural areas of the State may be more likely to see a family
physician for their medical care instead of a pediatrician, who is
more likely to stay informed regarding AAP recommendations.

PARENTS MAY EXPERIENCE DELAYS BETWEEN
SCREENING AND DIAGNOSIS

Many parents in Virginia experience delays in obtaining an
evaluation and ultimately in receiving a diagnosis to confirm
screening results. These delays can preclude children from receiv-
ing the appropriate types and intensity of services as early as pos-
sible, when interventions can be most effective. Delays can occur
when pediatricians fail to acknowledge parental concerns and
make referrals to a specialist, and because the limited number of
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Virginia specialists often have lengthy waiting lists for appoint-
ments.

Pediatricians May Not Validate Parental Concerns and
Make Timely Referrals

Pediatricians rarely diagnose ASDs, and instead generally refer
children to specialists for further evaluation when screenings indi-
cate that an ASD may exist. However, as previously indicated,
many parents who provided input to JLARC staff indicated that
when they expressed developmental concerns, their physician dis-
missed their concerns, often telling them that the child would
“grow out of it” and to “wait and see.” When physicians fail to vali-
date the developmental concerns of parents, they may not make a
referral for a diagnostic evaluation as soon as concerns are first
observed. As a result, the child may wait longer than necessary to
receive a diagnosis and services.

Virginia May Not Have Enough Clinicians to Promptly Diagnose
Children With ASDs in a Multidisciplinary Environment

Virginians with ASDs must often wait for several months to re-
ceive a formal diagnosis, and even longer for comprehensive as-
sessments from multidisciplinary teams. In a JLARC staff survey
of caregivers, two-thirds of respondents indicated having to wait
for a diagnosis: approximately a quarter waited one to two months,
another quarter between three and six months, and 18 percent
longer than six months. However, 33 percent reported no wait to
receive a diagnostic appointment. Only eight percent of respon-
dents indicated receiving a diagnosis from a multidisciplinary
team, which is considered a best practice. The thorough diagnosis
provided by this team can act as a “road map” for future interven-
tions by supplying detailed information about the child’s develop-
ment, behaviors, strengths, weaknesses, skills, and medical condi-
tion. Multidisciplinary assessments are often available in urban
centers, but physicians at these centers reported having long wait-
ing lists. In the absence of sufficient capacity to provide multidis-
ciplinary evaluations, most Virginians appear to be receiving their
ASD diagnoses from developmental pediatricians, neurologists, or
psychologists.

CAREGIVERS APPEAR TO NEED MORE PROFESSIONAL
GUIDANCE IN PURSUING SERVICES

Virginians with ASDs appear to experience delays in receiving
services in part because their caregivers receive insufficient infor-
mation after they are screened and subsequently diagnosed. Addi-
tionally, while some ASD specialists and clinics provide compre-
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More than 40 percent
of respondents re-
ported not receiving
even general informa-
tion about ASDs from
diagnosing clini-
cians.

hensive plans of care, it appears that most plans are drafted by
staff from public programs, which often have a limited scope. The
lack of information that precludes individuals with ASDs and their
caregivers from accessing information may also preclude profes-
sionals from offering greater guidance.

Caregivers Appear to Have Insufficient Knowledge
of How and When to Begin Accessing Services

Although children should begin receiving early intervention ser-
vices as soon as they are suspected of having an ASD, many do not
begin services before they receive a definitive ASD diagnosis.
When a child first has an abnormal ASD screening, best practices,
according to the AAP, call for the child to be simultaneously re-
ferred for further evaluation and to early intervention services.
However, an average of one year elapsed between the time when
caregivers first sought professional help and the time when ser-
vices were 1nitiated, based on responses from caregivers of children
age eight or under. An issue that may affect caregivers’ ability or
inclination to initiate services may be the level of direction they re-
ceive from medical professionals.

Medical professionals also do not appear to consistently provide
useful guidance after they have diagnosed individuals with ASDs.
According to several caregivers who provided public comments to
JLARC staff, they were not given any direction about what to do
after receiving an ASD diagnosis. One individual at a public input
session on ASDs contrasted her experience receiving an ASD diag-
nosis to receiving a cancer diagnosis, both life-changing events:
while physicians who diagnose a person with cancer always pro-
vide treatment plans and explain the various options such as che-
motherapy and radiology, physicians who diagnose ASDs often
share only limited information about different treatment options
and their availability.

As shown in Table 11, respondents to the staff survey of caregivers
similarly indicated that the professional who diagnosed their chil-
dren gave them little information regarding how to access services.
More than 40 percent of respondents reported not receiving even
general information about ASDs from the person who made the di-
agnosis. Furthermore, over 90 percent of responding caregivers in-
dicated that healthcare professionals were not useful sources of in-
formation.

As described in Chapter 4, the complexity of Virginia’s service de-
livery system makes it difficult for individuals to pursue services,
but it also impedes clinicians’ ability to make referrals because
they may lack easy access to this information. As described in
Chapter 4, Virginia’s service delivery system lacks a “single point
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of entry.” An additional problem facing diagnosticians is the lack of
information about ASD interventions that are deemed scientifi-
cally based or promising. As a result, diagnosticians may choose
not to discuss the topic.

Table 11: Most Survey Respondents Received Limited
Information From Professionals at the Time of Diagnosis

Percent of survey respondents who

Type of information received no information on this topic
General ASD information 42.8%
Educational programs in the area 73.6
Possible interventions 75.9
Other providers in the area 84.7
Local support groups 84.7
Public program in the area 85.7
Effective interventions 85.7
ASD specialists in the area 87.0
Medical programs in the area 93.3
Financial information 97.5

Source: JLARC staff survey of individuals with ASDs and their caregivers, February 2009.

Plans of Care Appear to Center Around Programs
Rather Than Individuals With ASDs

Currently, no publicly supported entities are designed to system-
atically provide comprehensive plans of care for individuals with
ASDs. Yet, comprehensive plans of care could be used as a road-
map for these individuals and their caregivers to understand the
full array of services needed, determine which publicly supported
programs are available to meet these needs, and identify remain-
ing needs that must be addressed with private or other resources.
To obtain this service, individuals with ASDs and their caregivers
can turn to private or university-based autism clinics which offer
comprehensive, multidisciplinary assessments of individuals’
needs.

However, even multidisciplinary assessments do not consistently
result in detailed plans of care that can be used as blueprints for
services. According to interviews with ASD clinic physicians and
local Part C staff, ASD clinics sometimes hesitate to specify the
types and intensity of services that should be provided, and in-
stead make referrals to the school system or private specialists. As
a result, individuals with ASDs may need to consult multiple spe-
cialists and obtain multiple, fragmented plans of care which their
caregivers must coordinate. This practice is also inconsistent with
the management of other medical conditions that require multiple
services, such as cancer, for which lead physicians typically over-
see all treatments received by their patients.
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While all publicly supported programs create individualized ser-
vice plans, persons with ASDs and their caregivers generally do
not receive a single plan of care developed by a professional. Most
plans include only services that programs are required and/or able
to provide rather than all services from which individuals with
ASDs could benefit, regardless of responsibility or funding. Fur-
thermore, the fact that plans of care are designed by program staff
appears to foster tension and distrust among some caregivers, who
perceive that staff have a vested interest in rationing services in
order to limit costs.

OPTIONS TO FACILITATE EARLIER IDENTIFICATION
AND DIAGNOSIS OF ASDs IN VIRGINIA

JLARC staff identified options that could facilitate earlier identifi-
cation and diagnosis of ASDs in Virginia. These options address
four main issues that appear to contribute to delayed diagnoses:
the need to (1) raise public awareness about child development and
ASDs, (2) increase the occurrence of recommended ASD screen-
ings, (3) expedite the diagnostic process by increasing the supply of
trained professionals, and (4) improve the information and refer-
rals parents receive once they begin the identification and diagnos-
tic process. The options presented are based on a review of the re-
search literature, interviews with ASD stakeholders in Virginia,
and analyses of other states’ practices.

Raising Public Awareness Could Help Caregivers
Better Identify the Signs of ASDs

A variety of options could be pursued to raise awareness of the “red
flags” of ASDs, and what actions to take if children display these
signs, by making accurate information readily available. While
these options all have merit, there are advantages and disadvan-
tages with each one (Table 12). Several entities, including the Cen-
ters for Disease Control and Prevention (CDC) and First Signs, a
non-profit organization, have already developed materials to raise
public awareness. These materials could potentially be used in any
efforts undertaken in the Commonwealth. It should be noted that
it can be difficult to gauge the results of awareness campaigns. The
two options described below, for example, have been implemented
in a few states, but measuring their effectiveness in terms of facili-
tating earlier diagnoses is difficult because any changes that these
states experienced could be attributed to multiple factors.

Information Could Be Distributed to Parents. One option to raise
awareness of developmental milestones and the early signs of
ASDs is to distribute information to all parents of young children.
Rather than undertaking a broad educational effort, this approach
would target just those families with a young child. For example,
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Table 12: Advantages and Disadvantages of Options to Raise Public Awareness of ASDs

Options

Advantages Disadvantages

Distribute Information to Parents

Mail information pack-
ets to all parents of

children under 36
months

Distribute information
packets to parents
of young children
via physicians’ of-
fices and local
health
departments

Create a website with
basic information
about develop-
ment and the early
signs of ASDs

Targets only individuals who require  Requires creating mailing list for packets

information

Targets only individuals who require  Fails to reach all individuals who need

information information

Requires readily available lists of

offices and health departments

Does not require visiting a physi- Duplicates already existing websites,
cian’s office or health department such as CDC or Autism Speaks
Necessitates that individuals seek out
information

Requires Internet access

Launch a Public Awareness Campaign

Develop and air pub-
lic service an-
nouncements on
television and ra-
dio

Develop and distrib-
ute posters to phy-
sician offices and
child care centers

Reaches a wide audience Duplicates efforts undertaken by other

organizations, such as Autism
Speaks or CDC

Conveys only a small amount of infor-
mation

Is difficult to effectively target

Reaches a wide audience Duplicates efforts undertaken by other

organizations, such as Autism
Speaks, CDC, and First Signs

Conveys only a small amount of infor-
mation

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

the Commonwealth may decide to develop information packets
which could be distributed to all parents of children under age
three. The packets could be distributed through direct mailings,
which would ensure that all parents receive the information, or be
distributed through physician offices and local health depart-
ments. The packets could describe developmental milestones,
stress the importance of observing a child’s development, and ad-
vise parents on how to seek professional help if development ap-
pears delayed or atypical. Pennsylvania and New Jersey both
worked with First Signs, a national organization with public out-
reach experience, to develop and distribute these types of packets
to parents. For instance, New Jersey sent an information mailing
to 90,000 parents of children between the ages of 12 and 24
months.

Another alternative would be to create a website with information
regarding child development and ASDs, which could include a
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short questionnaire for parents to complete regarding their own
child’s development. Ohio’s Department of Health, in partnership
with the Ohio American Academy of Pediatrics (AAP) chapter, has
developed and initiated its own multi-faceted program to facilitate
earlier diagnoses, which includes such a website. The information
about ASDs and child development is provided by links to the CDC
and First Signs websites. The website also contains a list of local
providers who conduct developmental screenings and evaluations.

Launch a Public Awareness Campaign. Another option to raise
awareness of ASDs, early signs, and the importance of screening
among the general public might be to conduct a public awareness
campaign. This strategy could involve multiple activities including
public service announcements (PSAs), which could be developed
and aired on local radio and television stations, and posters, which
could be distributed to physicians and child care centers. One ma-
jor advantage of this strategy is that accurate information would
be provided to the general public. To implement this option, Vir-
ginia could adopt and customize materials that have already been
developed by the CDC (including fact sheets, growth charts, and
posters) for its “Learn the Signs. Act Early” campaign. A few
states, such as Delaware, Minnesota, and Pennsylvania, opted to
work with First Signs to implement public awareness campaigns.
Minnesota, for example, partnered with First Signs to develop a
press campaign, PSAs, and a hotline to call for referrals or sup-
port.

Increasing Consistent and Standardized ASD
Screening Among Young Children

To increase the likelihood that young children receive appropriate
developmental and ASD-specific screenings, training could be of-
fered to physicians as well as non-medical professionals. Consis-
tent and standardized screening could help Virginians begin early
intervention services and receive definitive ASD diagnoses at
younger ages, thereby increasing their ability to attain their poten-
tial. Table 13 summarizes the major advantages and disadvan-
tages of the various strategies that Virginia could use.

Educate Physicians About Screening. One option to increase the
number of physicians who conduct regular and standardized ASD
screenings is to engage in a proactive education effort. A variety of
approaches could be utilized to propagate information about
screening to physicians, including live training courses, the distri-
bution of screening kits, grand rounds at hospitals (lectures or
workshops within the hospital setting, which are designed to en-
hance practitioners’ knowledge or improve patient care), or an in-
teractive website. Any of these training options could be combined
with the provision of continuing medical education (CME) credits
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Table 13: Advantages and Disadvantages of Options to Increase Consistent
and Standardized Screening

Options

Advantages

Disadvantages

Train physicians
Website

Live sessions

Train-the-trainer
workshops

Reaches a wide audience

Eliminates schedule and location as
barriers to participation

Provides interactive information

Attracts attendees committed to
changing practice

Engages local community
resources to train others

Builds on existing infrastructure and
relationships

Requires few resources

Train non-medical personnel

Website

Live sessions

Reaches a wide audience

Eliminates schedule and location as
barriers to participation

Provides interactive information

Attracts attendees committed to
changing practice

Requires Internet access

Duplicates materials available from
other sources, such as the AAP

Presents barriers to attendance in the
form of location and schedule

Requires recruiting knowledgeable in-
structors

Necessitates committed individual
trainers

Is inconsistently offered across the State

Requires Internet access

Presents barriers to attendance in the
form of location and schedule
Requires recruiting knowledgeable

instructors

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

for participation, which would provide physicians with an incen-
tive to learn about screening.

Providing physicians with training on screening can be a relatively
low cost activity, with the potential for impact if physicians change
their practices. However, the extent to which physicians will be
willing and able to change their practices based on a one-time
training session may be linked to addressing other major issues
such as reimbursement. As discussed earlier, one of the primary
barriers to performing screening is that physicians face difficulty
in receiving reimbursement for these services; to overcome this is-
sue, training could include information about how to most effec-
tively bill insurance companies for screening services.

Many states have initiated projects to increase physician knowl-
edge about ASDs and screening practices. California, for instance,
has developed an interactive education website that provides in-
formation about developmental disorders, early signs, and screen-
ing methods to medical professionals. The website allows medical
professionals to register and receive CME credits for reading the
information and taking a short post-test. However, California has
not measured how, if at all, this website has changed physicians’
screening practices.
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Minnesota Works
With First Signs to
Raise Awareness and
Train Screeners

Minnesota’s Depart-
ment of Education
(DOE) partnered with
First Signs to imple-
ment a two-year pro-
ject. The project in-
volved a variety of
activities including
launching a press
campaign, sending
information to 4,000
medical and early
childhood profession-
als, offering three
workshops and two
grand rounds sessions
for medical profession-
als, offering three
“train-the-trainer” work-
shops for early inter-
vention and autism
specialists, and provid-
ing a webcast session.
Over two years, more
than 1,100 medical
professionals partici-
pated in these ses-
sions. Notably, the
“train-the-trainer” work-
shops were attended
by 130 professionals
who within one year
trained 685 medical
professionals and
3,238 early childhood
professionals in their
own communities.

Ohio’s Department of Health, in partnership with the Ohio AAP
chapter, has also developed and initiated its own multi-faceted
program to facilitate earlier diagnoses. One component of this pro-
ject involved providing two-day training sessions to medical pro-
fessionals on screening. In the pilot for this project, 28 pediatric
practices participated in the training sessions. Before participating
in the workshops, these practices conducted developmental screen-
ings on 15 percent of the children seen for the 24-month well-child
check-up. One month after participating in the workshop, the
practices conducted developmental screenings on 39 percent of the
children seen for 24-month well-child check-ups, a 24 percentage
point increase. While the training appears to have improved these
physicians’ screening practices, it still falls short of Ohio’s goal to
screen 90 percent of children seen at 24-month well-child check-
ups. Additionally, it should be noted that the 28 practices that par-
ticipated in this training pilot project were the most eager to im-
prove ASD screening practices.

Rather than develop their own training programs, as did Califor-
nia and Ohio, many states have partnered with a national organi-
zation with experience in providing training on ASDs. For exam-
ple, at least seven states (Alabama, Delaware, Minnesota, Ohio,
Pennsylvania, Texas, and Wisconsin) have partnered with First
Signs to offer training to medical professionals. Minnesota appears
to have the most success with the program due to the involvement
of early intervention staff.

Train Non-Medical Personnel to Conduct Screenings. Another op-
tion to increase the number of children screened for ASDs would be
to expand the number of people performing screenings by relying
upon non-medical personnel, such as daycare workers, preschool
teachers, early intervention specialists, or social workers. Some of
the states that have partnered with First Signs, such as Minnesota
and Pennsylvania, have included Early Intervention Part C per-
sonnel in training sessions. Connecticut has trained its Early In-
tervention Part C personnel to perform ASD screenings, and they
now screen every child seen at intake.

Although Ohio does not train non-medical personnel to conduct de-
velopmental screenings, the state encourages early child care and
day care programs to conduct developmental screenings through
the “Step Up to Quality” program, which is a tiered quality rating
system with benchmarks above and beyond the state’s minimum
health and safety licensing standards. To attain the program’s two
highest levels, child care centers must conduct developmental
screenings within 60 days of a child’s enrollment and make any
needed referrals based on those screenings within 90 days. In the
program’s first year, 184 child care centers (approximately two
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percent of the state’s regulated child care centers, which enroll
nearly 16,000 children) achieved the two highest levels.

Expediting Diagnoses of ASDs

To minimize delays which parents experience when pursuing an
ASD diagnosis, Virginia could explore several options to develop
greater diagnostic capacity throughout the Commonwealth. Each
option has positive and negative considerations, as displayed in
Table 14.

Train Pediatricians to Make ASD Diagnoses. Although the AAP and
pediatricians interviewed by JLARC staff indicated that pediatric-

Table 14: Advantages and Disadvantages of Options to Expedite ASD Diaghoses

Options Advantages Disadvantages

Train Pediatricians to Make Diagnoses
Pediatricians trained Reduces the number of individuals ~ Does not deliver a multidisciplinary

in making ASD di- referred to overburdened spe- evaluation
agnoses in straight cialists and multidisciplinary May lead to over-diagnosis
forward cases teams

Create Regional Capacity to Provide Multidisciplinary Diagnoses

Multidisciplinary diag- Is available throughout the State May be perceived by caretakers as de-
nostic teams Provides care and intervention veloping limited plans of care be-
housed in local plans that reflect community re- cause the school provides some ser-
school districts sources vices

Streamlines the diagnostic process
Expanded university-  Delivers comprehensive evaluations May not be available in many parts of

based clinics Provides impartial plans of care that the State
reflect needed rather than May not account for availability of com-
available services munity resources for plans of care

Complicates state oversight of activities
since it is a university setting

Adds an additional organization to ASD
service delivery system

Expanded role of Delivers comprehensive evaluations Requires recruiting speech and occupa-
child development  Provides impartial plans of care that tional therapists
clinics reflect needed rather than Necessitates additional ASD training for
available services personnel

Is limited to nine locations

Multidisciplinary diag- Is available throughout the State Adds an additional organization to the
nostic teams Provides care and intervention State’s ASD service delivery system
housed in local plans that reflect community Presents a potential conflict of interest
community ser- resources since CSBs also provide some ser-
vices boards vices
(CSBs) Requires re-focusing on developmental

disabilities, rather than intellectual
disabilities

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Ohio Established
Regional Multidisci-
plinary Teams

As part of its multi-
faceted initiative to
facilitate earlier diag-
noses, Ohio has in-
creased regional diag-
nostic capacity by
training and establish-
ing multidisciplinary
teams. In the fall of
2008, the Ohio chapter
of the AAP provided
training to teams from
five different counties.
Each team consisted of
a local pediatrician,
Part C professional, a
professional from the
local mental retardation
and developmental
disabilities agency, and
an education consult-
ant from the local
school district. These
teams were trained to
provide standardized,
comprehensive as-
sessments.

1ans are capable of diagnosing straightforward ASD cases without
referring to specialists, this practice seldom occurs in Virginia. One
approach to increasing the Commonwealth’s diagnostic capacity
might be to sponsor workshops that would train pediatricians to
identify and diagnose ASDs in simple cases. According to the AAP,
most pediatricians already have the knowledge needed to provide
these diagnoses. As a result, workshops would likely need to focus
on appropriate diagnostic assessment instruments, referrals, and
care management. While this approach would reserve the use of
specialists and multidisciplinary teams for the most complex cases,
it may not be optimal because it is not a multidisciplinary evalua-
tion that is recommended for all individuals with ASDs. Addition-
ally, it is unclear how many ASD cases are “straight forward” and
would be diagnosed by pediatricians; thus, the extent to which this
effort would increase the Commonwealth’s diagnostic capacity is
unclear.

Create Regional Capacity to Provide Multidisciplinary Diagnoses.
Another option to increase the Commonwealth’s diagnostic capac-
ity is to develop regional multidisciplinary teams. A variety of ini-
tiatives already existing in the Commonwealth could be expanded
to provide greater diagnostic capacity, including leveraging school-
based teams, university-based clinics, Department of Health’s
(VDH) child development clinics (CDCs), or community services
boards (CSBs). Regardless of where the teams would ultimately be
housed, this option would involve recruiting, training, and retain-
ing a team of professionals from different disciplines to provide di-
agnostic services to a designated region. The professionals involved
in the team might include a general pediatrician, nurse, psycholo-
gist, social worker, developmental pediatrician, neurologist, and
educational consultant, among others. As described in Chapter 4,
these venues could also be used to provide case management ser-
vices to individuals with ASDs. If exercised, these options would
provide parents a single point of services where they could both ob-
tain a diagnosis and be assigned to a case manager responsible for
overseeing their care.

One potential venue for a regional multidisciplinary diagnostic
team would be local school districts, because schools are already
involved in assessing children for ASDs as part of the eligibility
process for special education services. Commonwealth Autism Ser-
vice (CAS) has arranged for one regional school program in Vir-
ginia to create diagnostic teams: Virginia Treatment Clinic for
Children at Virginia Commonwealth University, which is funded
by CAS, is training two multidisciplinary teams for the Shenan-
doah Valley Regional Program. The teams will provide comprehen-
sive ASD diagnostic assessments in a region that does not cur-
rently have that capacity. Discussions are underway to expand
this approach to other school divisions.
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A second potential venue would be building greater capacity in ex-
isting university clinics. The University of Virginia (UVA) and
VCU medical centers both have developmental clinics that provide
diagnostic services to a large number of children from all parts of
the State. These clinics could be expanded to serve more children,
and they could be supplemented by satellite locations to provide
greater geographic coverage. For example, North Carolina’s Divi-
sion TEACCH, administered by the University of North Carolina,
offers diagnostic evaluations to anyone with a suspected ASD at
nine regional centers in addition to its Chapel Hill location.

A third potential venue would be to house regional multidiscipli-
nary diagnostic teams in the nine child development clinics (CDCs)
operated by VDH. The CDC network, which is already at capacity,
could be expanded to handle more cases and increase its coverage
of the State. However, additional training and qualified staff may
be needed to conduct more ASD assessments. While CDCs report
an increased number of referrals for ASD assessments, they still
conduct a relatively low number of ASD diagnoses. In addition, not
all CDCs have staff trained in conducting ASD assessments, and
none retains the services of speech or occupational therapists.

A final potential venue to house multidisciplinary teams would be
community services boards (CSBs). This option would integrate
the service delivery system for individuals with ASDs because 33
of Virginia’s 40 Early Intervention Part C offices are co-located
with CSBs. Additionally, the Department of Behavioral Health
and Developmental Services, which will become responsible for
overseelng the State’s developmental disabilities system on July 1,
2009, contracts with the CSBs to provide services and is also the
designated lead agency for Virginia’s Early Intervention Part C
program. Developing and locating regional multidisciplinary diag-
nostic teams in CSBs would increase the Commonwealth’s diag-
nostic capacity, as well as streamline the referral process because
many local Part C offices are co-located with CSBs.

Improving the Information and Referral Process

The following options would increase the consistency with which
parents receive the necessary referrals and information during the
identification and diagnosis process. These options would require
varying levels of resources and have different degrees of impact on
the referral process as illustrated in Table 15.

Provide Additional Information to Parents. As described in Chapter
4, the State could create a website containing information about
ASDs, effective interventions, and local service providers. While
this tool could be used by physicians to guide parents toward ap-
propriate interventions and providers, a section targeted at health
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Table 15: Advantages and Disadvantages of Options to Improve the Referral Process

Options

Advantages

Disadvantages

Provide Additional Information to Parents

Provider section in
informational web-
site

Early Intervention
Part C referral
cards

New diagnosis infor-
mation packets

Reaches a wide array of providers

Provides consistent and accurate
information to individuals at the
time of diagnosis

Contains information on local
resources

Increases chances of children
receiving referrals to Early
Intervention Part C

Ensures that parents receive con-
tact information about Early
Intervention Part C

Provides consistent and accurate
information to individuals at the
time of diagnosis

Contains information on local
resources

Create Comprehensive Plans of Care

Guidelines for provid-
ers who conduct
multidisciplinary
assessments

Expanded scope of
Early Intervention
Part C / School
Part B
assessments

Regional offices con-
duct multidiscipli-
nary assessments

Provide impartial plans of care that
reflect needed rather than
available services

Uses existing expertise

Builds upon existing process

Provides impartial plans of care that
reflect needed rather than avail-
able services

Could integrate with regional case
management and diagnosis

Expands system capacity

Provides statewide access to
services

Require computer and internet access
Does not guarantee use by medical
professionals

Does not guarantee distribution to
patients

Does not guarantee that families will
follow-up

Duplicates materials provided by other
organizations

Does not guarantee distribution to
parents

Does not compel the use of guidelines

Is limited by State’s capacity

Does not consider available community
resources

May be viewed as biased/trying to limit
costs

Requires knowledge about other
disciplines and community resources

Requires ramp-up in knowledge and
resources

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

care professionals could also be created. A section tailored to pro-
fessionals’ needs and expertise could place greater emphasis on the
research literature that may not be accessible to lay persons. In
addition, this tool could be used to provide training and education
to physicians as described earlier in this chapter.

Another option to improve the referral process is to develop infor-
mation that physicians could distribute to their patients when an
ASD or suspected ASD 1is identified. To this end, the Common-
wealth could distribute Early Intervention Part C referral cards
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Outreach Efforts
Help Facilitate Earlier
Diagnoses in
California

California's North Bay
Regional Center col-
laborated with local
school districts and
private practice clini-
cians to establish two
one-stop diagnostic
clinics where regional
center and school staff
work together to per-
form comprehensive
ASD evaluations and
coordinate services.
The collaborative also
developed and dis-
seminated cards con-
taining a screening
instrument and referral
information to local
practitioners. During
the first year of the
program, the age of
ASD diagnosis in the
three-county area
dropped from 38 to 34
months.

that physicians could give to the parent of any child with an ab-
normal screening. This referral card would ensure that physicians
advise parents to contact local Part C offices, and would also pro-
vide parents with the information necessary to contact them. The
California North Bay Regional Center distributes cards that con-
tain a brief ASD screening instrument and the center’s contact in-
formation to local pediatricians, family physicians, and other prac-
titioners. This card serves to both inform individuals about what to
look for and whom to contact if a child displays any of signs of
ASDs.

Similarly, physicians could give parents an information packet for
newly diagnosed children, such as the toolkit that was described as
an option in Chapter 4. Tools have already been created by na-
tional advocacy groups (such as Autism Speaks’ “First 100 Days”
kit) and other states, and could be tailored by Virginia to include
basic information about ASDs, services provided by the State, and
referrals to local resources and providers. Although providing ma-
terials to physicians does not guarantee that they will distribute
them, it increases the likelihood that parents will receive appro-
priate and useful information as soon as their child enters the
identification and diagnosis process.

Create Comprehensive Plans of Care. In order to provide individu-
als with ASDs and their parents with person-centered and com-
prehensive plans of care, Virginia could issue service guidelines to
providers who conduct multidisciplinary assessments and encour-
age them to make specific referrals needed to fully address their
needs. In particular, specialists involved in the assessment could
provide specific guidance about the types, intensity, and frequency
of therapies required by an individual in order to address the full
range of their symptoms. The plan of care could also include in-
formation about Virginia programs that provide each service, as
well as the names of private providers available as an alternative.
While this approach would be low-cost to the State, it may not be
far-reaching: as described previously, only eight percent of diagno-
ses were performed by a multidisciplinary team, according to the
JLARC staff survey of individuals with ASDs and their caregivers.
Furthermore, private providers may choose not to follow guidelines
unless given an incentive to do so.

As an alternative, the State could expand the scope of existing in-
dividualized plans to include all aspects of an individual’s care and
all providers. For example, teams that conduct educational as-
sessments to determine eligibility for School Part B services and
the scope of individualized educational programs could be tasked
with creating comprehensive plans of care that not only capture
the services that schools are required to provide under federal law,
but also identify all other services that are needed to address all

Chapter 5: Facilitating Earlier Identification and Diagnosis of Autism Spectrum Disorders 70



areas of functioning. This approach would only help Virginians
who are enrolled in publicly supported programs that create indi-
vidualized plans, including the Early Intervention Part C, School
Part B, Vocational Rehabilitation, and waiver programs. Further-
more, plans of care created by program staff may not be viewed as
impartial.

Lastly, Virginia could task regional diagnostic resources described
in the previous section, such as Child Development Clinics or
CSBs, to also design comprehensive plans of care. One of the ad-
vantages of this option would be to integrate the delivery of ser-
vices into one entity which could serve as a single point of entry.

Summary of Options to Facilitate Earlier Identification
and Diagnosis of ASDs

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 11
summarizes these implementation considerations and reflects the
best judgment of JLARC staff based on discussions with experts
and knowledge gained during this review. To facilitate the State’s
decision whether and how to facilitate earlier identification and
diagnosis of ASDs, the Department of Behavioral Health and De-
velopmental Services (BHDS) should collaborate with relevant
stakeholders to weigh policy and implementation considerations,
and identify which options are most suitable to raise public aware-
ness about ASDs, increase consistent and standardized screenings,
expedite diagnoses, and improve the referral process in Virginia.
Specifically, BHDS should collaborate at a minimum with indi-
viduals with ASDs, caregivers, the State departments of Health
and Education, Virginia universities, and the Virginia chapter of
the American Academy of Pediatrics.

Recommendation (3). The Department of Behavioral Health and De-
velopmental Services should collaborate with relevant stakeholders to
(1) evaluate the options for raising public awareness about autism
spectrum disorders, increasing consistent and standardized screen-
ings, expediting diagnoses, and improving the referral process; and (2)
identify no later than March 31, 2010, which, if any, options are most
beneficial to pursue.
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Figure 11: Implementation Considerations for Options to Facilitate Earlier
Identification and Diagnosis

Extent to
Which
Resources Addresses  Time Needed
Major Goal Needed Major Goal * to Implement
Information Distributed to Parents Yk QO
Public Awareness Campaign - > Bl

Increasing Consistent and Standardized Screening
Physician Training

Website * ]
Live sessions Yk OO
Train-the-trainer workshops ' K OO
Training for Non-Medical Personnel
Website * (@)
Live sessions ¥ ok Cle]
Expediting Diagnoses of ASDs
Pediatricians Trained to Make Diagnoses Yook Y]
Regional Capacity to Provide Multidisciplinary
Diagnoses
Local school districts Ak QOO
University clinics Yk A Slele)
VDH's child development clinic network ’ * % % (Slo]%)
Community services boards Yk QOO

Improving the Information and Referral Process

Additional Information Provided to Parents

Early Intervention Part C referral cards K D
New diagnosis information packets K (%)
Provider section in informational website ok (10)
Comprehensive Plans of Care
Guidelines for providers who conduct >
multidisciplinary assessments * @
Expanded scope of Early Intervention Part
C/School Part B assessments KX Q0
Regional offices conduct multidisciplinary
assessments Ak QOO
Least * Somewhat @] < 6 Months
# K Substantially OO .18 Months
ot Yo Greatly GOOO > 18 Months

Most

? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Chapter

Enhancing the Early Intervention
System for Children With Autism
Spectrum Disorders

In Summary

The literature on ASDs consistently identifies certain key components that should
be included in early intervention programs serving young children with ASDs, yet
the Virginia programs with primary responsibility for serving this population do not
consistently contain these components. Additional services funded through Medicaid
may also not consistently address the needs of young children with ASDs, mostly
due to lack of family knowledge and provider qualifications. In order to improve the
early intervention system for young children with ASDs, Virginia could consider a
range of options, including increasing the knowledge and qualifications of providers
serving young children with ASDs, increasing resources for early intervention and
preschool programs, developing a new waiver specifically for individuals with ASDs,
and utilizing regional offices such as community services boards for delivering ser-
vices.

For years, both the U.S. Congress and the Virginia General As-
sembly have recognized the importance of early intervention so
that children with or at risk of a disability have the opportunity to
reach their greatest level of functioning. In 1975, Congress passed
legislation (the Education for the Handicapped Act, now the Indi-
viduals with Disabilities Education Act or IDEA) requiring states
and localities to provide educational services to children with dis-
abilities ages three and over. Congress amended the federal law in
1986 to extend services to children beginning at birth after finding
an “urgent and substantial need” to enhance the development of
very young children with disabilities and minimize the potential
delays for those at risk.

Virginia has followed Congress’s lead and implemented State and
local programs to ensure services are provided as required by fed-
eral law. The programs most directly targeting young children
with ASDs include the Early Intervention Part C program for in-
fants and toddlers ages birth through two (also known as the In-
fant and Toddler Connection), and School Part B special education
services for children ages two through five. In addition to the Part
B and C programs, eligible young Virginians with ASDs can access
early intervention services that are funded by the Medicaid pro-
gram.
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Chapter Research
Methods

JLARC staff inter-
viewed a variety of
stakeholders, including
staff from the Faison
School for Autism in
Richmond; Virginia
Commonwealth Uni-
versity; departments of
Health, Behavioral
Health and Develop-
mental Services (for-
merly DMHMRSAS);
and Medical Assis-
tance Services; per-
sonnel at eight local
Early Intervention Part
C offices; and special
education staff at eight
school divisions. Staff
surveyed a random
sample of 560 public
schools and achieved
a response rate of 78
percent. Of the 436
responding schools,
380 had students with
autism or suspected
autism. Additionally,
staff conducted an
extensive review of the
research literature and
practices used in other
states. Additional de-
tails on study methods
are included in Appen-
dix B.

INTENSIVE EARLY INTERVENTION SERVICES CAN
IMPROVE OUTCOMES FOR CHILDREN WITH ASDs

The research literature consistently indicates that providing in-
tensive services at an early age is the most effective means of
achieving normal or near-normal functioning among individuals
with ASDs. As discussed in Chapter 2, multiple studies have found
that children with ASDs who participate in early intensive behav-
ioral interventions (EIBI) experience functional improvements and
incur lower special education costs, whereas those who did not re-
ceive EIBI tend to participate in publicly funded programs for
much of their lives. In addition to being intensive in terms of hours
and duration, EIBI programs contain several components that are
key to their effectiveness, such as a structured environment and
an ASD-specific curriculum.

Although most studies of EIBI focused largely on children with
ASDs over age three, recent studies have also shown promising re-
sults for children under age three. A 2001 study found a positive
correlation between the number of hours of speech therapy re-
ceived by children with ASDs between the ages of two and three
and their language skills at age four; another study showed a sub-
stantial increase (from 36 to 82 percent) in the percentage of chil-
dren who began to speak after beginning an intensive program at
age two.

There may be several reasons why children with ASDs who begin
treatment at a young age may have the best outcomes. According
to child development literature, early experiences play a critical
role in shaping brain function. Young children may have greater
brain plasticity (ability of the brain to change itself as a result of
experience) and can acquire skills more quickly and easily than
older children. For example, learning a second language at an
early age requires much less effort than learning another language
at an older age. In addition, an early start to treatment may result
in better outcomes because it is easier to teach children with ASDs
appropriate behaviors before they learn inappropriate ones than to
both correct inappropriate behaviors and teach appropriate ones at
the same time, according to one expert interviewed by JLARC
staff. For example, children with ASDs often exhibit repetitive be-
haviors such as arm flapping or spinning - these behaviors serve as
an adaptive function, particularly if children lack the ability to
communicate their wants or fears. Over time, these behaviors may
become conditioned if they are reinforced by the child gaining
adult attention or escaping from an undesired situation.
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EFFECTIVE AND EFFICIENT EARLY INTERVENTION
PROGRAMS CONTAIN MULTIPLE COMPONENTS

According to the research literature, certain characteristics are
present in effective early intervention programs serving children
with ASDs, although their specific teaching methods may differ.
While experts have differed somewhat on the importance of certain
components, most agree on several characteristics that are key to
effectiveness:

e family involvement;
¢ individualization of services;

¢ intensity of intervention in social and nonsocial environ-
ments for at least 20 to 25 hours per week (for ages three and
older) for two to three years;

e interventions at early ages;

e specialized curriculum designed to address deficits in skills
children with ASDs often experience;

e structured environments that are predictable, follow rou-
tines, and have low child-to-staff ratios to facilitate acquisi-
tion of skills but designed for supports to fade as skills are
acquired; and

e gystematic instruction based on conceptual or theoretical
framework for teaching children with ASDs and adjusted
based on data pertaining to child progress.

Moreover, these elements were identified by the National Research
Council (NRC) as critical features for preschool programs for young
children with ASDs. Appendix E provides further description of
these components.

In addition to the characteristics that define effective early inter-
vention programs for young children with ASDs, the following gen-
eral measures should also be taken to ensure their efficiency and
effectiveness:

e providing interventions that are research-based,
e using qualified staff and other providers, and

e assessing program outcomes.

In addition to being well-accepted quality assurance measures for
publicly funded programs, the IDEA legislation that governs the
provision of early intervention and special education services to
young children with disabilities specifically requires states and lo-
calities to include these three general quality measures in their
programs.
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Virginia's Part C ser-
vices appear to em-
phasize and consis-
tently utilize only two
of seven components
of effective early in-
tervention programs
for children with
ASDs.

VIRGINIA EARLY INTERVENTION PROGRAMS DO NOT
CONSISTENTLY EMPHASIZE EFFECTIVE COMPONENTS FOR
SERVING CHILDREN WITH ASDs

Virginia’s programs serving young children with ASDs typically do
not reflect all components that have been found to be most effec-
tive (Figure 12). This can occur either because programs are not
designed to emphasize an effective component, or an effective com-
ponent is not consistently implemented despite program emphasis.
While federal requirements may preclude Virginia from changing
a program’s emphasis to incorporate effective practices, the State
could address areas in which programs struggle to consistently
comply with required practices. It is important to note that strong
adherence to a particular component does not mean that improve-
ments are not needed in that area. For example, while Virginia’s
Part C program adheres strongly to the family involvement com-
ponent, over 42 percent of caregivers who responded to a JLARC
survey indicated that they did not receive adequate training from
Part C providers.

Part C Program Does Not Consistently Implement Most
Components of Effective Programs for Young Children With
ASDs

Virginia’s Part C services, which are provided by 40 local Part C
programs, appear to emphasize and consistently utilize only two of
seven components of effective early intervention programs for chil-
dren with ASDs: family involvement and individualization of ser-
vices (Figure 12). As a result, the outcomes of the infants and tod-
dlers with ASDs who receive these services may not be maximized.
In fact, 57 percent of caregivers who responded to the JLARC staff
survey indicated that Part C services their children with ASDs re-
ceived did not result in meaningful improvements. In addition, be-
tween one-third to one-half of caregivers rated the impact of Part C
services on their child’s functional needs as poor (Figure 13), and
only 19 percent indicated that Part C services reduced the amount
of special education that their child would otherwise have needed
upon entering school.

Intensive Service Provision Is Not Fundamental Component of
Coaching Model Used by Virginia's Part C System. Infants and tod-
dlers with ASDs typically do not appear to receive services that are
sufficiently intensive from Virginia’s Part C system. Almost all (96
percent) caregivers who responded to the JLARC staff survey re-
ported that their children received three or fewer hours of inter-
ventions per week from Part C providers which most (87 percent)
indicated was insufficient to meet their child’s needs. In addition,
local Part C staff interviewed during site visits reported providing
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Figure 12: Early Intervention Programs Serving Virginia Children
with ASDs Do Not Consistently Emphasize Key Components of
Effective Programs

Component Implementation
Part B
Part C Preschool-Age
Effective Early Family involvement ) O
Intervention Programs ~ T T T T TTT T TTT I T I T m I m o
For Young Individualization of services
ChildrenwithASDs ~ ~ =~ """ Tt
Intensity of intervention O O
Interventions at early ages @) o
Specialized curriculum O O
Structured environment @) @)
Systematic instruction @) @)
General Effective Research-based interventions @) @)
Practices ittt it el ettt
Qualified personnel O O
Outcome measurement o o
Legend

In terms of its benefit to young children with ASDs, this component is
@ Strong - emphasized by program and generally implemented

QO Inconsistent — emphasized by program but not always implemented
(O Weak - not emphasized by program and generally not implemented

Note: See Appendix E for further explanation of program ratings.

Source: JLARC staff analysis of State and federal regulations, interviews with program staff,
and results from the JLARC staff survey of a sample of Virginia public schools and individuals
with ASDs and their caregivers, February 2009.

services to infants and toddlers with ASDs from one hour every
other week to two hours per week, on average. Infants and tod-
dlers enrolled in the Part C program typically receive few hours of
interventions directly from Part C providers because Virginia’s
program, similar to that of many states, follows what is known as
the “coaching model” of service delivery. This model is strongly
aligned with federal Part C regulations, and the early intervention
literature suggests that it can lead to gains in child development
and improve parents’ feelings of competence in meeting their
child’s needs. According to a Virginia Part C guidance document,
the service provider in Virginia serves as a consultant or coach to
the parent rather than having a primary focus on providing ser-
vices to the infant or toddler directly. Even though
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Figure 13: At Least One-Third of Caregiver Survey Respondents
Rated Impact of Part C Services on Child’s Functioning As Poor

Behavior | | . |:|
Poor
1 |:| Adequate
Cognitive skills | | . 0
Good
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Communication | |

Sensory | | -

development

Social skills | | I
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Note: Responses are from caregivers of children with ASDs who are receiving Part C services
or received them within the past three years. Responses of “not sure” are not included in the
figure so results may not sum to 100 percent.

Source: JLARC staff survey of individuals with ASDs and their caregivers, February 2009.

parents may be providing interventions to their child beyond time
spent working with providers, Part C staff explained that some
parents lack the skills or abilities to work intensively with their
children. However, results of a recent study investigating the effec-
tiveness of the coaching model for infants and toddlers with ASDs
suggests that parents can meaningfully provide intensive and ac-
tive engagement if they are able to successfully learn and apply
the interventions.

Part C System Emphasizes Natural Rather Than Structured Envi-
ronments. Federal and Part C documents emphasize that the ma-
jority of services are to be delivered in natural environments such
as the home or community settings in which other children with-
out disabilities participate. The natural environments criterion
was emphasized in the reauthorization of Part C of IDEA in 1998
based on research indicating that interventions are most effective
when integrated into the child’s daily activities and routines. How-
ever, the ASD literature recommends that services be provided to
young children with ASDs in highly structured environments. In
particular, activities should be predictable and routine since chil-
dren with ASDs do not respond well to change, and few distrac-
tions should be present to assist providers in getting children to at-
tend or pay attention. While a natural environment can also be
highly structured, the burden of creating a structured environment
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is ultimately placed on parents, day care providers, and other care-
givers who may lack the tools or resources to achieve such struc-
ture.

Few Part C Programs Appear to Provide Research-Based Interven-
tions to Infants and Toddlers With ASDs. Local Part C program
staff reported during site visits that most infants and toddlers with
ASDs are receiving speech and occupational therapies, which are
generally accepted as effective practices for serving this
population, but few reported providing ASD-specific interventions
that are considered research-based, as recommended by IDEA. For
example, one local program visited by JLARC staff reported they
had, at one time, been able to provide ABA-based interventions to
infants and toddlers with ASDs using students at a local
university, but they were no longer able to provide this level of
service. No other programs reported using research-based
interventions, but two reported using Floortime, which has
limited supporting evidence as discussed in Chapter 2.
Furthermore, caregivers who responded to the JLARC staff survey
indicated that only six percent of young children received behav-
ioral modifications or ABA-based therapies through the Part C
program.

One reason that local Part C programs do not offer a greater level
of effective ASD-specific interventions may be due to the lack of
consistent training in serving infants and toddlers with ASDs.
While local Part C staff interviewed by the study team were
generally knowledgeable about treating ASDs, they all agreed
more information and training was needed. In addition, caregivers
of young children who received Part C services indicated that local
Part C providers were not sufficiently trained, in their opinion: 49
percent of caregivers indicated that infant educators appeared to
lack the necessary experience or training to address the needs of
their dependents, and 36 percent reported that related service pro-
viders (such as speech or occupational therapists) appeared to lack
necessary skills.

According to staff in the State Part C office, training specific to
ASDs has historically been limited to seminars within the annual
Early Intervention Conference, which is hosted by the State Part C
office. In 2008, regional Communities of Practice in Autism
(COPA) groups formed to provide training and information to local
Part C providers specifically on ASDs. However, these groups are
designed to meet the needs of their region rather than provide a
consistent level of information and training statewide. Moreover,
only one local Part C program visited by JLARC staff has been
able to send their infant educators, speech pathologists, and occu-
pational therapists to formal trainings in ASD-specific interven-
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Part B Services for
Young Children with
ASDs

While school divisions
can provide a variety of
special education ser-
vices to children ages
two to five with ASDs,
this chapter focuses
mostly on services
provided in special
education preschool
classrooms, as it is the
setting in which
schools that responded
to the JLARC survey
reported serving most
(70 percent) young
children with ASDs.

Only half of schools
reported that they
were able to provide
most preschool-age
children with ASDs
the types and inten-
sity of services
needed to minimize
their need for special
education.

tions, but resources to do this were provided by the local commu-
nity services board rather than the Part C system.

Part C Programs Report Outcome Measures, but Not by Disability.
The State Part C office collects information on child progress
through two means, but this information is not analyzed or re-
ported by disability. As a result, the State and local Part C pro-
grams are lacking quantitative information to gauge how well in-
fants and toddlers with ASDs are being served overall and within
each local Part C program. When IDEA was reauthorized in 2004,
state Part C programs were required to report on child outcome
measures in three domains: (1) positive social-emotional skills, in-
cluding social relationships; (2) acquisition and use of knowledge
and skills, including early language/communication skills; and (3)
use of appropriate behaviors to meet their needs. However, states
are only required to report this information across all infants and
toddlers served, rather than by disability category. In addition,
families of infants and toddlers who receive Part C services are
asked to complete a family satisfaction survey in which they are
asked to rate the adequacy of services and the progress they think
their child has made. Results cannot be assessed by disability be-
cause a question on disability is not included on the survey.

School Part B Services Offer Structured Environments, but
Do Not Consistently Provide Intensity and Research-Based
Interventions

Special education preschool programs for students with ASDs do
not consistently implement several components of effective pro-
grams for young children with ASDs. In particular, preschool pro-
grams may lack the intensity and family focus recommended by
the literature (Figure 12). In addition, preschool programs for chil-
dren with ASDs do not consistently use scientifically based or
promising practices, employ staff that are trained in ASD inter-
ventions, or measure progress. These factors may explain, in part,
why Virginia’s public schools face challenges in serving preschool-
age children with ASDs and are sometimes unable to effectively
provide services to improve their ability to learn and function in
every day life.

In fact, the responses of caregivers and a sample of schools sur-
veyed by JLARC staff appear consistent on this measure. Only half
of schools reported that they were able to provide most preschool-
age children with ASDs the types and intensity of services needed
to minimize their need for special education as they get older.
Similarly, only slightly more than 40 percent of caregivers of chil-
dren with ASDs age five or younger indicated that schools pro-
vided either the proper types or intensity of services needed to
meet their child’s needs. Furthermore, between one quarter and 42
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percent of caregivers rated schools’ ability to meet the behavioral,
cognitive, communication, sensory, or social needs of their pre-
school-age children as poor (Figure 14).

Figure 14: At Least One-Fourth of Caregivers Rated School’s
Ability to Improve Child’s Functioning As Poor

Behavior | |

|:| Poor
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|:| Good

o - Excellent
Communication | | -

Cognitive skills | |

Sensory | |
development

Social skills | |
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Note: Responses of “not sure” are not included in the figure so results may not sum to 100 per-
cent.

Source: JLARC staff survey of individuals with ASDs and their caregivers, February 2009.

Preschool Programs Offer Structure but Often Lack Recommended
Staffing Ratios. While most schools that responded to the JLARC
staff survey reported serving preschool-age children in special edu-
cation classrooms, they often lack the low child-to-staff ratios that
are key to creating a truly structured environment for students
with ASDs, as defined in the literature. Access to a structured pre-
school classroom is one of the benefits of School Part B services for
young children with ASDs, according to local Part C program staff,
and many families choose to transition their children to preschool
after their second birthday as a result. While the literature sug-
gests that programs should offer 1:1 or 2:1 child-to-staff ratios (at
least initially), schools that responded to the JLARC staff survey
reported that less than four percent of preschool-age children with
ASDs received 1:1 instruction. Further, 40 percent of schools with
preschool classrooms reported that high child-to-staff ratios were a
moderate or significant challenge in their ability to meet the edu-
cational needs of students with ASDs. It is important to note that
not every child with an ASD may require a low staffing ratio to
make meaningful improvements, but those with more severe needs
likely do. Because the Virginia Standards of Quality (SOQ) fund
staffing ratios of 6:1 (child:staff) or 8:2 (including a paraprofes-
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sional) for preschool special education classrooms serving students
with ASDs, schools that choose to provide lower staffing ratios are
supported largely by local funds.

Preschool Programs May Not Be Adequately Specialized to Meet the
Needs of Students With ASDs. As mentioned previously, many
caregivers who responded to the JLARC staff survey reported
schools are poorly addressing the behavioral, cognitive, communi-
cation, sensory, and social needs of children with ASDs (Figure
14). In an effort to better address the needs of students with ASDs,
some schools have developed classrooms solely for these children;
however, schools that responded to a JLARC staff survey reported
that only eight percent of preschool-age students are served in
these settings. While some school divisions and other ASD stake-
holders may discourage the creation of ASD-specific classrooms, it
appears these classrooms can be designed and used in a manner
that would address these concerns. For example, several school di-
visions reported not using ASD classrooms because they are con-
sidered restrictive settings, but classrooms can be designed to in-
tegrate activities with typically developing peers. In addition,
stakeholders reported that schools with ASD classrooms may tend
to place all children with ASDs in these setting, but special educa-
tion staff from two school divisions interviewed by JLARC staff re-
ported placing only those students with more intensive needs in
them. Additionally, nearly half of schools (48 percent) with pre-
school programs that responded to the JLARC staff survey re-
ported that insufficient resources to create an ASD classroom was
a moderate or significant challenge to meeting the educational
needs of students with ASDs. Schools in rural areas most fre-
quently reported insufficient resources to create an ASD classroom
as a challenge.

Preschool Programs Do Not Consistently Provide Intensive Ser-
vices. The majority of schools that reported serving young children
with ASDs provide preschool programs for students with develop-
mental disabilities, which is the setting in which schools reported
62 percent of preschool-age children with ASDs are served. How-
ever, these programs may not provide at least 20 to 25 hours of ac-
tive engagement each week, year round, which is recommended by
the ASD literature. Results of the JLARC staff survey indicate
that fewer than two-thirds of preschool programs for students with
developmental disabilities have full-day classes, with great re-
gional variation. In particular, fewer than half of special education
preschool classrooms for students with developmental disabilities
in the Tidewater, Northern Virginia, and greater Fredericksburg
areas are full time (see Appendix E for map of areas). Though
young children with ASDs may have access to a full-day classroom
outside of the school division’s preschool program, this does not
appear to occur frequently. Approximately 46 children with ASDs
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and 720 with developmental delay were served by Head Start in
2006-2007, based on the program’s annual report. Approximately
six percent of preschool-age students with ASDs received services
in separate special education centers in 2005-2006, according to
DOE. In addition, 11 percent of preschool-age students with ASDs
received in-home services, based on the JLARC staff survey.

Part B Services Are Child- Rather Than Family-Focused. Unlike the
Part C system, family participation in the Part B system is often
limited to parental involvement in service planning, and less fre-
quently entails training on using specific interventions with their
child. In fact, only 30 percent of caregivers who responded to the
JLARC staff survey indicated that they received the training and
support necessary to reinforce at home the services that were pro-
vided to their children in preschool. According to local special edu-
cation directors, schools provide training and other supports to
parents as resources allow, and half of schools with preschool
classrooms that responded to the JLARC staff survey reported that
insufficient resources to train caregivers in ways to reinforce
school-based interventions at home was a significant or moderate
challenge in meeting the educational needs of students with ASDs.
Schools in rural areas were most likely to report insufficient re-
sources to train caregivers as a challenge.

Schools With Preschool Programs Use A Mix of Scientifically Based
Practices and Interventions That Are Not Recommended. Eighty-
one percent of schools with preschool programs that reported serv-
ing students with ASDs indicated they regularly use scientifically
based practices such as ABA-based therapies or Learning Experi-
ences: An Alternative Program for Preschoolers and Parents
(LEAP), while most (96 percent) reported regularly using promis-
ing practices such as Picture Exchange Communication System
(PECS) or social stories (see Chapter 2 for categorization of inter-
ventions). While these findings are encouraging, the use of scien-
tifically based or promising practices varied by region, according to
schools with preschool programs that responded to a JLARC sur-
vey. For example, most schools with preschool programs in the
Central and Northern Virginia areas reported using scientifically
based practices, but a quarter of schools in Southwest Virginia and
half in the Tidewater area reported regularly using none. Fur-
thermore, approximately ten percent of schools in the Central Vir-
ginia and Charlottesville areas reported using neither scientifi-
cally based nor promising practices. Many schools with preschool
programs also indicated using practices which current research
suggests have little demonstrated effectiveness or are not recom-
mended, which may undermine the effectiveness of services pro-
vided to preschool-age children with ASDs. Two-thirds (69 percent)
of schools with preschool classrooms reported regularly using in-
terventions with limited support such as Floortime and cognitive
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scripts, and half (50 percent) reported regularly using practices
that are not recommended, such as facilitated communication and
holding therapy (Figure 15).

Figure 15: ASD Interventions Used by Schools With Preschool
Programs Range From Scientifically Based to Not Recommended

Scientifically Based
Promising 96%

Limited Support

Not Recommended

Source: JLARC staff survey of a sample of Virginia public schools, February 2009.

Several factors may limit the extent to which schools use practices
that are scientifically based or promising. According to results of
the JLARC staff survey of a sample of Virginia schools, the high
cost of interventions is a challenge to meeting the educational
needs of students with ASDs for 68 percent of schools with pre-
school classes. In addition, the majority of schools (52 percent)
with preschool classes reported that the lack of certification in
ASD interventions among school personnel was a challenge. Fur-
thermore, though DOE and its Training and Technical Assistance
Center (T/TAC) staff promote the use of research-based practices,
DOE has provided mostly informational materials rather than in-
depth practical guidance on implementing effective interventions.
(See Chapter 7 for more discussion of this issue.)

SERVICE DELIVERY CHALLENGES LIMIT UTILIZATION
OF MEDICAID-FUNDED SERVICES FOR YOUNG
CHILDREN WITH ASDs

While young children with ASDs can access a variety of services
through Virginia’s Medicaid program, several service delivery is-
sues undermine the usefulness of its early intervention services.
As described in Chapter 3, Virginia children can obtain ASD-
related services through waivers as well as the Early and Periodic
Screening, Diagnosis, and Treatment (EPSDT) program, which can
serve to supplement or complement interventions provided
through the Part C and Part B programs. Many children do not
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appear to receive services for which they are eligible because of
long waiting lists for some waivers, exclusion of certain ASD
therapies among waiver services, and limited knowledge about al-
ternative means of securing needed services through EPSDT. In
addition, Medicaid providers may not consistently possess the ex-
pertise needed to effectively treat children with ASDs. It is impor-
tant to note that these issues also impact older children and adults
with ASDs, as discussed in Chapters 7 and 8.

Some Medicaid-Funded Services Have Limited Utility Because of
Program Design, and Others Are Underutilized

Eligible young children with ASDs can access behavioral and de-
velopmental therapies primarily through the Mental Retardation
(MR) waiver or EPSDT programs, yet few are accessing these ser-
vices. Few children with ASDs under the age of five received ser-
vices through the MR waiver, which can serve children under the
age of six who are at developmental risk, including children with
ASDs. Even though children who are enrolled in Medicaid can re-
ceive specialty services such as ASD-specific interventions through
EPSDT, Department of Medical Assistance Services (DMAS) staff
indicated that they have not received many requests for these ser-
vices. Finally, a limited number of families have enrolled their
child in the Elderly or Disabled with Consumer Direction (EDCD)
waiver, even though it is a pathway into EPSDT and ASD-specific
interventions such as ABA-based therapies.

Waiting Lists Preclude Many Young Children From Accessing Most
Beneficial Waiver. The MR waiver offers a comprehensive array of
services that could be beneficial to young children with ASDs, but
the waiting list precludes many from accessing it. Nearly 4,400 in-
dividuals were waiting for an MR waiver slot at the end of FY
2008, and the waiting list is approximately three years long
though some have been on the waiting list for eight or more years.
In 2008, only 11 children with ASDs age five or younger were en-
rolled in the program. In addition to ASD-related behavioral con-
sultation services, young children with ASDs and their families
can receive respite, case management, family and caregiver train-
ing, day support, and in-home residential supports through the
MR waiver program.

Provision of ASD Interventions Is Limited in Waivers. Even though
behavioral consultation services are provided through the MR
waiver, these services are limited to training caregivers to provide
interventions such as ABA-based therapies to their children. As
indicated in the discussion of Part C services, parents and other
caregivers can be trained to effectively provide interventions to
their children, but many may not have the ability to provide at
least 20 to 25 hours of intensive services per week, which is rec-
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Eligible children with
ASDs may not be
utilizing ASD inter-
ventions because
families and provid-
ers lack information
on how to access
these services
through EPSDT.

ommended in the literature. According to caregivers of children
age five or younger who responded to the JLARC staff survey, ap-
proximately half (48 percent) are working with their children with
ASDs for five or fewer hours per week and only 14 percent are
working with their children for more than 15 hours. While direct
ABA-based therapies are not covered by waiver programs, children
with ASDs can access these services through the Medicaid EPSDT
program if a medical need for them exists. However, this requires
additional reviews and authorizations, which may be burdensome
and delay services.

Families and Providers May Lack Knowledge About Accessing ASD
Interventions Through EPSDT. EPSDT is a Medicaid-funded screen-
ing program designed to identify physical or mental problems in
individuals under age 21. Services that are medically necessary to
treat conditions identified during EPSDT screenings must be cov-
ered by Medicaid, even if they are generally not covered by the
State plan. As a result, children with ASDs who are financially eli-
gible for Medicaid or are enrolled in a waiver program can use
EPSDT to access needed ASD-interventions. While these services
can be important supplements to those provided by other pro-
grams, eligible children with ASDs may not be utilizing ASD in-
terventions because families and providers lack information on
how to access these services through EPSDT. In fact, DMAS staff
indicated receiving few EPSDT requests for ABA-based or other
behavioral therapies. Yet, most parents who spoke during JLARC
staff input sessions indicated a need for ABA-based services, which
may suggest that the parents of eligible children may be lacking
information.

While DMAS staff indicated providing information about EPSDT
to families with children enrolled in Medicaid, information about
behavioral interventions has not been specifically included. Only
physicians, physician assistants, and nurse practitioners can re-
quest that a service be reimbursed through EPSDT. As a result,
other providers serving young children with ASDs may be un-
aware of services that can be provided through EPSDT. DMAS
staff are currently developing a manual to clarify which behavioral
interventions are covered and how services can be accessed to in-
crease provider knowledge.

Few Families Are Enrolling Eligible Children With ASDs in the EDCD
Waiver, Thereby Foregoing Access to Other Medicaid-Funded Ser-
vices. The EDCD waiver offers important services such as respite
care to young children with ASDs and their families and acts as a
gateway into more intensive behavioral services through EPSDT.
Because there is no enrollment limit for the EDCD waiver, any eli-
gible individual can access services immediately. Consequently,
some Virginia children with ASDs may be foregoing the opportu-
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nity to receive critical early intensive behavioral services. In fact,
personnel who conduct eligibility screenings for the EDCD waiver
indicated that many children with ASDs could likely qualify for
this waiver, but DMAS data indicated only 57 children with ASDs
under age five were enrolled in this program in FY 2008 (however,
this figure is triple the number enrolled in FY 2007). While the
EDCD waiver is designed for the elderly and persons with disabili-
ties of all ages who meet medical and other functional eligibility
criteria, young children with ASDs are eligible if they receive oc-
cupational, speech, or physical therapy while in school (this meets
medical criteria) and need assistance in activities of daily living.

Medicaid Providers Lack Training and Incentives to Become
Highly Qualified in Serving Individuals With ASDs

Even if families were better informed about Medicaid coverage for
ASD interventions, they may still have difficulty accessing ade-
quate services for their young children with ASDs if providers are
not properly trained or widely available. According to caregivers of
individuals with ASDs and advocates who spoke during JLARC
staff public input sessions, many Medicaid providers are not
skilled in serving individuals with ASDs, which can negatively im-
pact the effectiveness of services provided. Moreover, providers
may not have adequate guidance or incentives from the Medicaid
program to become more qualified in serving this population.

Medicaid Providers Are Not Required to Receive ASD-Specific Train-
ing. Medicaid providers, including those providing behavioral in-
terventions, are not required to receive specific training or have
experience in serving individuals with ASDs. As a result, providers
may lack the knowledge to most effectively provide either behav-
ioral or other services so that they meet the needs of individuals
with ASDs. Even providers of behavioral interventions such as
ABA-based therapies may not have received training in serving
individuals with ASDs. For example, DMAS requires that indi-
viduals who provide therapeutic behavioral consultation services
be licensed practitioners such as a psychologist or psychiatrist, a
certified behavior analyst (certified in ABA), or endorsed as a pro-
vider of positive behavioral supports; however, these licenses or
certifications do not guarantee that the provider has any experi-
ence in or knowledge about serving individuals with ASDs.

Reimbursement Structure May Not Create Incentives for Highly
Trained Providers. While Medicaid reimbursement rates for behav-
ioral therapists appear to reflect the average cost of providing
ABA-based therapy, they may not be sufficient to attract providers
who are highly qualified to serve individuals with ASDs. Reim-
bursement rates do not increase with greater qualifications or ex-
perience, which could serve to encourage Medicaid providers to re-

Chapter 6: Enhancing the Early Intervention System for Children With Autism 87
Spectrum Disorders



ceive further training or certification. For example, the rate paid to
providers of behavioral therapeutic consultation is the same for li-
censed psychiatrists (doctoral degree), certified behavior analysts
(minimum of master’s degree) and associate behavior analysts
(minimum of bachelor’s degree).

OPTIONS TO IMPROVE VIRGINIA’S EARLY
INTERVENTION SYSTEM

Virginia could consider several options to improve the delivery of
early intervention services to young children with ASDs. In deter-
mining whether and which options should be pursued, it may be
important to decide upon the specific goals that Virginia wishes to
achieve through early intervention services. At the federal level,
Part C of IDEA states that Congress found an

urgent and substantial need...to reduce the educational
costs to our society, including our Nation’s schools, by mini-
mizing the need for special education and related services
after infants and toddlers with disabilities reach school age.

This finding suggests that the intent of IDEA-funded services pro-
vided to young children with disabilities is to help them reach a
level at which special education services are minimized or no
longer needed. If so, then programs for children with ASDs mod-
eled after EIBI or others with similar child outcomes should be the
standard by which early intervention programs are designed. Yet,
neither Virginia’s Part C nor special education programs for pre-
school-age children appear to be consistently providing young chil-
dren with ASDs services that are based on effective models of serv-
ing young children with ASDs. As a result, these programs may
not be fully able to minimize the need for special education and
other services among Virginians with ASDs. Given the favorable
impact that effective early intervention services have been shown
to have on the functional outcomes of individuals with ASDs and
public expenditures, several options are offered for incorporating
effective practices into Virginia’s early intervention programs, ad-
dressing issues with Medicaid-funded ASD services, and meeting
the early intervention needs of Virginia children outside of existing
public programs.

Options Available to Improve Early Intervention Part C Services

Table 16 summarizes key advantages and disadvantages of several
options that Virginia could consider implementing to improve the
State’s Part C system. Some of the items would require additional
resources, particularly options to provide more training and ex-
pand service options to infants and toddlers with ASDs. However,
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Table 16: Advantages and Disadvantages of Options to Enhance Early Intervention Part
C Services for Infants and Toddlers With ASDs

Options

Advantages

Disadvantages

Provide Guidance and Training to Providers

Adopt and update
service guidelines
for serving infants
and toddlers with
ASDs

Require ASD training
for a portion of pro-
viders in each local
Part C program

Provide source for consistent and
up-to-date information on treat-
ments and their effectiveness

Ensure service planning process
addresses ASD-related needs

Assist program staff and providers
to educate families

Ensure at least some staff/providers
in each local program are trained
in ASDs

Foster efficient/effective service
delivery to meet ASD-related
needs

Enhance Quality Assurance Mechanisms

Require ASD expert
on service planning
team

Measure outcomes of
infants and toddlers
with ASDs

Expand Services

Increase availability
of ASD-specific
services for infants
and toddlers with
ASDs

Increase accuracy of assessments

Increase appropriateness of service
plans

Ensure services are meeting goals

Use data already collected

Provide quantifiable information for
local programs

Greater access to intensive ASD
interventions

Allow flexibility — programs can ex-
pand own capabilities or contract
with specialty providers

May result in limited adherence since
not policy

May undermine focus on individualiza-
tion of services

Decrease willingness of providers to
work with Part C program
May exacerbate provider shortage

Increase logistical difficulties to staff
teams for programs with large num-
bers of children with ASDs

May have limited utility if current meas-
ures not meaningful for ASDs

May have limited utility if Part C pro-
grams continue to not serve many
with ASDs or serve them for short pe-
riods

Could detract from services provided to
infants and toddlers with other dis-
abilities

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

prior to investing additional resources in the Part C program, the
State may wish to consider whether (1) it is the best system to pro-
vide early intervention services to children with ASDs and (2) op-
portunities exist to improve the efficiency and effectiveness of ex-
isting services because the Part C program does not reach most
children with ASDs and usually serves participants for only a few
months. Based on results from the JLARC staff survey of caregiv-
ers, slightly more than half (56 percent) of children with ASDs un-
der age eight participated in Part C, and most (two-thirds) of those
who did were enrolled for less than a year.

Adopt and Update Service Guidelines for Providing Early Interven-
tion Services to Infants and Toddlers With ASDs. The State Part C
office could adopt guidelines for serving infants and toddlers with
ASDs, resulting in multiple benefits. First, guidelines could pro-
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vide greater direction to local Part C staff and providers for incor-
porating into their services the components of effective early inter-
vention programs for young children with ASDs. Second, the
guidelines could be a useful tool for program staff and providers to
educate families about ASD interventions and what they should
expect from the Part C system. Furthermore, guidelines could pro-
vide local Part C staff, service providers, and families with consis-
tent and current information as to the effectiveness of particular
treatments. In essence, adopting guidelines could be an important
step toward bringing staff, providers, and families onto the “same
page,” which State Part C staff indicated is needed.

Service guidelines for serving young children with ASDs have been
developed in other states, including New Jersey, New York, South
Carolina, and Connecticut. In addition to drafting guidelines for
the Part C system, which serves children two and under, Virginia
could follow the example of other states (New Mexico and Mary-
land) and develop guidelines for children with ASDs during the en-
tire early intervention period, which is often described as ranging
from birth to age five. Developing guidelines that cover a broader
age range could help foster consistency in treatment methods
across programs.

Development costs would likely be minimal because a special
committee of the Virginia Association of Community Services
Boards (VACSB) is already working on service guidelines for the
Part C system. Resources would, however, be needed to train local
Part C staff and service providers on how to utilize the guidelines.
In addition, staff resources would be required to ensure that the
guidelines remain up-to-date with the ASD literature.

Require ASD Training for a Portion of Early Intervention Providers.
Another option that Virginia could pursue to improve the delivery
of services to infants and toddlers with ASDs is to require ASD-
specific training for a minimum proportion of local Part C program
staff and service providers in each of the 40 service areas. Requir-
ing some providers to receive training could serve to increase the
ability of local programs to assess the needs of infants and toddlers
with ASDs, design appropriate service plans to address their
needs, and ensure services are appropriate and provided effectively
so that infants and toddlers with ASDs can achieve desired out-
comes. While the State Part C office could require all Part C ser-
vice providers to receive ASD training, this approach may not be
necessary because only four percent of the infants and toddlers
served through the Part C system have an ASD diagnosis or are
suspected of having an ASD.

The Virginia Autism Council (VAC) and the Integrated Training
Collaborative (which develops and provides training for early in-
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tervention providers) have already collaborated to develop ASD-
specific training strategies for Part C providers, which should be
available in May 2009. In addition, DOE has developed a profes-
sional development tracker that identifies the various areas in
which service providers should be knowledgeable to effectively
serve individuals with ASDs. This tracker could be used as a tool
for Part C providers to identify areas where training is needed. A
more detailed discussion on VAC training, the skills competencies,
and the tracker is provided in Chapter 7.

Require ASD Expert to Be Part of Service Planning Team. Because
individuals with ASDs have such unique needs and often require
unique teaching styles, the State Part C office could consider re-
quiring an “ASD expert” to be part of the Individualized Family
Service Plan (IFSP) team for infants and toddlers with or sus-
pected of having an ASD diagnosis. Implementing this option
would serve to increase the ability of local programs to assess the
needs of infants and toddlers with ASDs, design appropriate ser-
vice plans to address their needs, ensure services are provided ef-
fectively, and assist the family in understanding ASDs and the in-
terventions that can be provided. In order to effectively implement
this option, the State Part C staff could provide guidance on the
qualifications needed to be considered an ASD expert. For exam-
ple, New Jersey’s Part C system requires that the assessment
team for children with ASDs or suspected ASDs include at least
one member who has had two or more years of professional experi-
ence working directly with young children (birth to five) with ASDs
and their families. The ASD expert could be a local Part C staff
person or a service provider contracted by the Part C system.

Measure Outcomes Specifically for Infants and Toddlers With ASDs.
The Part C system could use already collected data to track the
outcomes of participants with ASDs or suspected ASDs. Analyzing
outcomes would inform the State Part C office and local programs
on whether services provided to infants and toddlers with ASDs
are having the desired impact overall, services need to be adjusted
to achieve the desired impact, and local programs need additional
assistance to improve service delivery. While three measures of
progress are reported for all children served through Part C, the
State Part C office could analyze and report these outcomes by dis-
ability. The State office also conducts a survey of families whose
children receive Part C services, and a new field capturing the type
of disability could be added to the survey so that the results could
be analyzed specifically for infants and toddlers with ASDs.

Provide Additional Resources to Expand Service Options for Infants
and Toddlers With ASDs. The State could consider providing addi-
tional resources to the Part C program to expand its capabilities to
provide more intensive services and use interventions which have
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been found effective for young children with ASDs (such as ABA-
based therapies or PECS). Even though the General Assembly
substantially increased State general fund dollars for the Part C
system in FY 2007 (from $3.1 million to $7.2 million), the annual
amount spent per child is still much lower ($4,148) than the esti-
mated cost of intensive treatment for ASDs ($23,00 to $60,000).

Several states have developed systems in which infants and tod-
dlers with ASDs can access specialized services. In Connecticut, for
example, families of children with ASDs have the option of receiv-
ing services from a Part C autism program that serves the region
in which they live. While these programs specialize in serving
young children with ASDs, they must also provide all other early
intervention services that the child and family needs. In Massa-
chusetts and Rhode Island, infants and toddlers with ASDs can re-
ceive specialty services from approved providers in addition to
other early intervention services provided by their local Part C
program, to ensure that services meet their specific needs. The
ability to access specialized services, however, may result in higher
annual per child costs. For example, the annual amount spent per
child in Connecticut in FY 2008 ($8,451) is twice what Virginia
spent during the prior fiscal year. Both amounts, however, repre-
sent the average cost of serving any infant or toddler rather than
strictly infants or toddlers with ASDs.

Another option that Virginia could consider would be for the Part
C system to partner with school divisions to provide a seamless
system of care to children with ASDs. This option would have the
benefit of leveraging the strengths of both the Part C and Part B
systems as well as addressing issues in both systems concurrently.
For example, school districts in the state of Washington must
partner with local Part C programs to provide early intervention
services to children birth through age two. Schools fund services
for infants and toddlers with state special education funding, and
those served are included in their funding formula. Schools in
Washington must also comply with all Part C regulations in serv-
ing this population. For example, infants and toddlers served by
the schools still have an IFSP rather than the IEP that is used for
all other special education students age three to 21.

Options Available to Improve School Part B Services
for Young Children with ASDs

As shown in Table 17, Virginia could consider several options for
improving the delivery of School Part B services to preschool-age
children with ASDs. The options discussed in this section focus on
two components that are particularly important for young children
with ASDs according to the literature: family support and training,
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Table 17: Advantages and Disadvantages of Options to Enhance School Part B Services
for Young Children With ASDs

Options

Advantages Disadvantages

Increase Training and Support for Families

Increase family train-
ing opportunities

Greater ability of parents to engage  Requires staff training in parent educa-

Increase Structure and Intensity of Programs

Increase availability
of in-home services

Increase resources to
provide lower child-
to-staff ratios

Increase availability
of full-day, year-
round preschool

child in meaningful activity tion strategies
Increases child’s ability to general- Dependent on parents’ ability and will-
ize and maintain skills ingness to participate
Increases child’s ability to general-  Requires coordination with family or
ize and maintain skills other caregiver schedules
Increases amount of active partici-
pation
Greater ability to provide individual-  May result in greater use of paraprofes-
ized instruction sionals who lack ASD-specific train-
Could allow for greater integration ing

with typically developing peers
Greater ability to collect data, moni-
tor child progress
Increases time to provide intensive  No benefit for preschool-age students
instruction with ASDs served in other settings
Reduces regression during holidays

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

and the intensity and structure of treatment programs. The State
could also pursue several options that would benefit all students
with ASDs (these options are discussed in Chapter 7).

Provide Greater Support and Training for Families. Providing
greater training and support to families is one option the State
could consider to improve services for preschool-age children. Vir-
ginia could model a parent training program after one that was pi-
loted and is presently being expanded statewide in Oregon. Ore-
gon’s Regional Program Autism Training Sites (RPATS) provide
training to ASD specialists and teachers so that they can imple-
ment training programs for parents of children within their school
system. During evening group workshop sessions that meet for
several weeks, parents are taught ways to interact with their child
to improve parent/child communication and social interaction. Vir-
ginia could develop a similar model using the regional Training
and Technical Assistance Centers (T/TAC), which function simi-
larly to Oregon’s RPATS. While T/TACs have a broader focus, most
employ staff with experience and training to work with individuals
with ASDs. In addition, many school divisions have ASD special-
ists or teams that could be utilized to train parents.

Increase Structure and Intensity of Preschool Services. Virginia
could consider providing greater opportunities for young children

with ASDs to receive the structured and intensive services that are

recommended in the literature through preschool programs. Struc-
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ture and intensity could be improved by providing additional re-
sources for:

e staff who provide in-home services;
¢ low child-to-staff ratios (1:1 or 2:1), at least initially; and

¢ full-day programs that continue during the summer.

Technically, schools must provide services that meet these criteria
if it is written in a student's Individualized Education Program
(IEP); however, resource constraints may limit the ability of some
school divisions to provide some of these services directly and to
the extent that would most benefit the student. For example, staff
from several school divisions indicated that they would like to di-
rectly provide summer programming for their preschool-age chil-
dren with ASDs. While private programs and in-home services are
an option for summer programming, switching children with ASDs
from one program to another may negatively impact the progress
they can make, particularly since they often do not respond well to
changes in routine. It is also important to note that some of these
options may require adjusting the SOQ formula which prescribes
maximum staffing ratios. Currently, SOQ staffing ratios for pre-
school classrooms containing children with ASDs are staffed at 6:1
(child:staff) or 8:2 (including a paraprofessional), but these ratios
neither account for the age of the student nor the severity of ASD
symptoms. Virginia could consider revising the SOQ formula to in-
clude a tiered staffing ratio for serving this population based on
severity of ASD symptoms or age.

At least one school district in Virginia already provides full-day
preschool classrooms that have low child-to-staff ratios and con-
tinue through most of the summer, as described in the following
case study:

Case Study

Fairfax County Public Schools offers full-day classrooms
with a 2:1 child-to-staff ratio to 166 preschool-age children
with ASDs. The goal of the program is to prepare students
with ASDs to function as independently as possible in a va-
riety of settings by providing an educational environment
that enhances academic, communication, social/emotional,
and adaptive skill development. The principles of ABA and
Verbal Behavior Analysis (VB) are used as the fundamental
approach to teaching students and addressing problem be-
haviors. Other features of this program include training and
technical support from ABA resource teachers, consultation
with ABA and VB experts to guide the program, and
monthly workshops for parents. Services are provided dur-
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ing the summer for six weeks, and 38 classrooms are in op-
eration at 23 schools. According to a 2006 report, the cost of
the preschool program (and a similar elementary program)
was approximately $7.7 million in FY 2006. In addition, the
report noted that students have met stated objectives of dem-
onstrating improvements in behavior, communication skills,
and motor skills between the fall of 2005 and spring of 2006,
as measured by formal assessments.

Virginia could also consider adopting a tiered approach to provid-
ing preschool programs for children with ASDs, similar to the ap-
proach used in Howard County, Maryland, where children with
developmental disabilities can be placed in one of three classrooms
based on their level of delay in behavior, cognition, functional
communication, engagement, and social interaction. The structure
and intensity of each classroom is illustrated in Table 18. Of note,
each classroom includes typically developing peers, which is an
important component for special education programs according to
the child development literature. While these classrooms are
available to all children with developmental disabilities, some are
designed to specifically serve children with ASDs; those classrooms
were developed in consultation with staff from the Walden School
at Emory University (considered by the literature to be a model
program for serving students with ASDs). Staff indicated that this
program has resulted in fewer out-of-school placements and due
process proceedings, both of which are costly.

It is important to note that providing structure and intensity alone
will likely not maximize child outcomes. Consequently, efforts to
improve preschool programs for students with ASDs could also en-
sure that interventions are effective through the use of research-
based practices, qualified staff to implement practices, appropriate
curriculum to address the needs of students with ASDs, and out-
comes assessments. Strategies to achieve these goals are discussed
in Chapter 7.

Table 18: Schools in Howard County, Maryland, Provide Preschool Classes Based on
Tiered Structure

Classroom, by Level of Child’s Delay

Component Mild to Moderate Moderate to Severe Severe
Intensity 10-12.5 hours per week Average of 28.5 hours per week  Average of 28.5 hours per week
Classroom setting ~ With typically developing peers  With typically developing peers  With typically developing peers
in morning
In-home services  Up to 1 hour per week As needed As needed
Staff:Child ratio2 2:84 4.6:4-6 5:5:5
Other Family training at school Family training at school
2 Staff:children with ASDs:typically developing children.
Source: Howard County Public Schools, Overview of Services and Programs.
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Options Available to Improve Medicaid-Funded
Services Available to Young Children With ASDs

Medicaid-funded services that are available for young children are
not specifically designed to address the needs of individuals with
ASDs. In addition, families are not fully aware of services for
which their children may be eligible, particularly services through
the Early and Periodic Screening, Diagnosis, and Treatment
(EPSDT) program. Virginia could consider options to improve the
delivery of Medicaid-funded services for young children with ASDs
that range from providing better information about services cur-
rently available to developing a separate waiver for individuals
with ASDs (Table 19). It should be noted that implementing these
options could benefit Medicaid recipients with ASDs of all ages,
not only young children. However, improving Medicaid programs
will only benefit some children with ASDs, because (1) not all chil-
dren are financially eligible for Medicaid and (2) waiver services
will only benefit those who meet the criteria for institutional care.

Knowledge of Families and Providers Could Be Improved. Virginia
could consider several options to improve knowledge of Medicaid-
funded services. First, an information packet for case managers,
families, and providers could be developed to describe the Medi-
caid-funded services available to young children with ASDs. The
packet could also be made available to service providers such as
developmental specialists and local Part C programs for their use
in helping educate families about the options available to their
children, including ASD-specific services and how they can be ob-
tained through Medicaid. In addition, this resource could stress
the importance of seeking waiver services for eligible children with
ASDs as early as possible given long waiting lists.

Because of the substantial and immediate benefits that Virginia
families could derive from enrolling in existing Medicaid programs
that are underutilized, the Department of Medical Assistance Ser-
vices (DMAS) should undertake an educational initiative about
available services. Specifically, information provided by DMAS
could more clearly explain to providers and families that children
with ASDs who are enrolled in Medicaid can access ASD interven-
tions such as ABA-based therapies through EPSDT if a medical
need exists for these services. In addition, the information could
explain that children who are otherwise not financially eligible for
Medicaid but meet the Elderly and Disabled with Consumer Direc-
tion (EDCD) waiver requirements can access specialty services
through EPSDT as well as other Medicaid-funded services. Be-
cause the EDCD waiver does not have a cap on the number of
slots, any child with an ASD who meets the criteria could enroll.
While clarifying these methods of obtaining Medicaid-funded ser-
vices through the EDCD waiver or EPSDT could have a significant
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Table 19: Advantages and Disadvantages of Options to Enhance Medicaid-Funded

Services Available to Young Children With ASDs

Options Advantages

Disadvantages

Increase Family and Provider Knowledge

Develop information Increase knowledge of families, case
packet about ASD ser- managers, providers
vices and available
Medicaid resources

Adopt service guidelines
for serving individuals
with ASDs

Provide source for consistent and up-
to-date information on treatments
and their effectiveness

Ensure service planning process ad-
dresses ASD-related needs

Increase provider knowledge of ASDs

Increase provider ability to provide
appropriate and meaningful ser-
vices

Develop ASD Provider Standards and Rates

Create ASD provider Increase visibility of ASD services

category and stan- Assist families in choosing qualified
dards providers

Tier ASD provider rates

Require providers to
complete ASD training

Increase in providers specializing in
ASDs

Allow rates to differ based on provider
qualification, intensity of service

Adjust Waiver Services

Allow direct provision of
ASD therapies in cur-
rent waivers

More appropriately meet intensive
therapy needs of clients with ASDs
Increase waiver providers who spe-
cialize in ASD treatments
Streamline process of obtaining ASD
interventions
Allows for case management of ASD
interventions
Create New Waiver
Create waiver specifi-
cally for individuals
with ASDs

Service package designed specifically
for ASDs

More appropriately meet intensive
therapy needs of clients with ASDs

Increase waiver providers who spe-
cialize in ASD treatments

Streamline process of obtaining ASD
interventions

Allows for case management of ASD
interventions

Eliminate competition with other dis-
ability populations for waiver slot

None

May result in limited adherence
since not policy

Decrease provider willingness to
serve this population

No benefit if providers unwilling or
not qualified to provide ASD ser-
vices

None

Requires federal approval
No benefit for those on waiting list
or who do not meet eligibility

Requires federal approval

No benefit for those on waiting list
or who do not meet eligibility

Increases competition among
waivers for limited resources

Inconsistent with recent efforts to
develop cross-disability pro-
grams

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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fiscal impact, the extent of the impact is unknown because it is un-
clear how many children with ASDs meet both the medical and
functional criteria for the EDCD waiver, or have a medical need
for ASD-specific services.

Recommendation (4). The Department of Medical Assistance Services
should develop and implement a plan for educating Virginians with
autism spectrum disorders (ASDs) and their families; Medicaid case
managers; providers; and personnel from relevant programs including
School Part B, Early Intervention Part C, and Comprehensive Ser-
vices Act about the availability of Medicaid waivers and programs
through which needed services can be obtained. In particular, out-
reach efforts should convey that individuals with ASDs may be eligi-
ble for the Elderly or Disabled with Consumer Direction waiver, and
that Medicaid and waiver recipients under age 21 can receive a com-
prehensive array of medically necessary services through the Early
and Periodic Screening, Diagnosis, and Treatment program. The de-
partment should present a detailed plan outlining its proposed out-
reach efforts to the Joint Commission on Health Care no later than
November 30, 2009.

DMAS could also consider adopting guidelines to ensure that pro-
viders offer treatment that best meets the needs of individuals
with ASDs and are based on up-to-date research. The Part C
guidelines that are currently being developed could be adopted by
DMAS with some modifications. Guidelines could also help case
managers and other providers to develop appropriate service plans
for young children with ASDs.

Medicaid providers who serve individuals with ASDs could also be
required to receive ASD training. The training that has been de-
veloped for Part C staff as well as the Virginia Autism Council’s
(VAC) skills competencies could be used for this purpose. DMAS
could partner with VAC staff to determine whether current train-
ing materials are relevant for their providers and then develop
more appropriate content if needed.

Category of ASD Providers Could Be Developed, and Reimburse-
ment Rates Tiered by Qualification. DMAS could consider develop-
ing a category of providers that specialize in serving individuals
with ASDs. This option could serve to improve provider quality
and assist families in choosing the most appropriate providers for
their children with ASDs. Specifically, DMAS could develop stan-
dards or qualifications for individuals who provide ASD interven-
tions, and also tier the reimbursement rates based on the intensity
of services and provider qualifications. This structure may not re-
sult in a higher average cost because not all children require the
highest available skill level, but it could encourage some providers
to become more highly qualified to serve children who need a high
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level of care. Some Medicaid rates are already tiered in this way.
For example, reimbursement rates for day support services pro-
vided through the MR and DD waivers differ by high and regular
intensity, and rates for skilled nursing services differ depending on
whether services are provided by a licensed practical nurse or reg-
istered nurse. Several states have developed specific Medicaid
categories for ASD providers and tiered the reimbursement rates
based on provider qualifications and level of service provided; Ta-
ble 20 illustrates an example from South Carolina.

Current Waivers Could Include Direct Provision of ABA-Based and
Other ASD Therapies. Given the importance of providing intensive
early intervention services, Virginia may wish to include in its
waivers the direct provision of ASD interventions such as ABA-
based and other developmental therapies. While waiver programs
include consultation services to parents, this model relies heavily
on the ability and willingness of parents to engage their children
in intensive interventions. This service would be especially impor-
tant for the MR waiver, which is the only comprehensive waiver
for young children at developmental risk due to ASDs. Although
long waiting lists may currently preclude young children from
benefiting from MR waiver services, the General Assembly has di-
rected DMAS to begin taking action to eliminate waiver waiting
lists. Though the pace at which the waiting list could be eliminated

Table 20: South Carolina’s Medicaid Program Has Developed ASD Provider Categories
With Tiered Reimbursement Rates

Summary of Hourly
Provider Type Qualifications® Level of Services Rate
EIBI Consultant  Master’s degree and certification in Oversees development and $60
behavior analysis and one year of implementation of service
experience in field plan
Bachelor's degree and certification in  Educates caregivers and other
behavior analysis and two years’ service providers
experience in field
Lead Therapist Bachelor's degree in behavior analy-  Assures treatment provided $30
sis, education, or psychology, and according to service plan
at least 500 hours of supervised Reviews all recorded data
experience in field Provides guidance to other
therapists
Line Therapist High school diploma Implements treatment plan $14
At least 12 hours of training in ABA-  Records data
based therapies
Annual in-service training on ABA-
based therapies
Note: EIBI, early intensive behavioral interventions.
Source: South Carolina Department of Developmental Disabilities and Special Needs documents.
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1s unknown, seeking General Assembly and federal approval to
implement these therapies in the MR waiver will likely be a
lengthy process.

While young children with ASDs can access direct ABA-based and
other developmental therapies through EPSDT, including these
services in the MR waiver would allow for a more seamless system.
For example, MR waiver case managers would determine the need
for these therapies and families would not have to seek additional
approval through EPSDT, which requires a formal request by a
physician. Several states including Alaska, Illinois, New York, and
Wisconsin include the direct provision of behavior therapies within
their developmental disabilities waiver (Table 21). For example,
Wisconsin includes intensive in-home treatment in its Children’s
Long-Term Support Waiver, which serves children with develop-
mental disabilities. In order to be eligible for this service, children
must be medically diagnosed with an ASD, between the ages of
three and eight when eligibility is determined, and assessed as
able to benefit from an intensive level of service. While the service
model 1s ABA-based, Wisconsin staff indicated other services can
be provided as long as they are research-based. Children who re-
ceive intensive in-home services engage in approximately 25 to 30
hours each week of one-to-one intervention for a maximum of three
years. After three years of intensive services (or sooner if intensive
services are no longer required) children can transfer to the long-
term support waiver and continue to receive supportive services
until they reach age 22.

New ASD-Specific Waiver Could Be Created. Rather than incorpo-
rating the direct provision of behavioral therapies into existing

Table 21: Developmental Disability Waivers in Some States Include Intensive Services for

Individuals With ASDs

Age Cost Per
State Group Selected Services Included in Waiver Person®
Alaska Allages  Care coordination; day habilitation; intensive active treatment’; resi- $70,905
dential habilitation; respite care; supported employment
lllinois 3t021  Adaptive equipment; assistive technology; behavioral interventions”;  $13,415
caregiver training; personal support; service facilitation
New York Birthto 20 Family caregiver supports and services; day habilitation; intensive $29,219

in-home supports and services”; respite care; skill building; voca-

tional and prevocational services

Wisconsin  Birth to 21 Adaptive and communication aids; daily living skills; day habilitation; ~ $15,767°

in-home autism treatment”; respite care; service coordination

& Average projected cost for 2009 included in the waiver application to the federal Centers for Medicare and Medicaid Services.
® Intensive interventions addressing ASD-related needs.
¢ Average cost based on report by Wisconsin Legislative Fiscal Bureau, 2009.

Source: JLARC staff review of state applications for home and community based waivers specifically serving individuals with ASDs.
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waivers, Virginia could consider creating a new waiver that spe-
cifically serves individuals with ASDs. Based on a review of ASD
waivers in other states, Virginia could design such a waiver to
reach individuals who require more intensive services to meet
their ASD-related needs, and could limit enrollment to a specified
length of time or to a particular age group. A group of Virginia
stakeholders is currently being assembled by DMAS to explore this
possibility and should complete its work by the fall of 2009.

Indiana and Maryland have provided ASD waivers for some time.
Since 1990, Indiana has provided an ASD waiver to individuals
who would require an institutional level of care. While there is no
specific age criterion for the ASD waiver, children between ages
two and seven are eligible to receive ABA-based therapies. In addi-
tion, children and other individuals with ASDs can receive behav-
lor support services, respite care, and training for family members
or other caregivers. Since 2001, Maryland has provided a waiver
for children ages one through 21 with ASDs who are served
through the Part C or special education system and meet an insti-
tutional level of care. Waiver recipients have access to intensive
one-on-one support services for up to 30 hours per week and can
receive structured programming that focuses heavily on expressive
therapies and therapeutic recreational activities for up to four
hours after school. The Maryland Department of Education admin-
isters the daily operations of the waiver, and service coordination
for each participant is provided by local school systems. Table 22
illustrates the age groups served, services included, and average
costs of autism waiver programs in several states.

Table 22: Autism Waiver Programs in Other States Vary in Age Groups Served, Services
Included, and Average Costs

Age Cost Per
State Group Selected Services Included in Waiver Person®
Indiana Allages  Adult day services; behavioral support’; family and caregiver $34,759
training; occupational, physical, and speech therapy; recrea-
tional therapy; residential habilitation; respite care
Kansas Birthto 5 Intensive individual supports®; respite care; Autism Specialist $33,565
(Consultative Services); parent support and training
Maryland 1to21  Adultlife planning; environmental accessibility adaptations; fam-  $33,669

Massachusetts Birth to 8

Montana 1to 4

South Carolina 3to 10

ily training; intensive individual support services”; residential
habilitation; respite care; therapeutic integration

Adaptive aids/assistive technology; family training; habilitation $25,811
and expanded habilitation/education”; respite care

Adaptive equipment; autism trainingb; case management; occu- $44,269
pational, physical, and speech therapy; respite care

Service coordination and early intensive behavioral intervention”  $33,900

& Average projected cost for 2009 included in the waiver application to the federal Centers for Medicare and Medicaid Services.
® Intensive interventions addressing ASD-related needs.

Source: JLARC staff review of state applications for home and community based waivers specifically serving individuals with ASDs.
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Additional Options to Improve Virginia's
Early Intervention System

Rather than providing more intensive or specialized services
through existing programs, Virginia could consider supplementing
the services received through the Part C, special education, and
Medicaid programs (Table 23). For example, children with ASDs
could access supplemental services through a regional office, as
well as attend a private school of their parents’ choice. These op-
tions are not mutually exclusive, and could also be implemented in
combination with improvements made to existing programs.

Deliver ASD Services Through Regional Offices. Rather than modi-
fying the structure of existing programs, Virginia could begin de-
livering early intervention services to young children with ASDs
through regional offices. Similar options as those described in
Chapters 4 and 5 could be used to provide these services. Child de-
velopment clinics (CDCs) could provide direct services to young
children with ASDs if additional resources were provided to add
new sites, hire personnel with expertise in ASDs, and increase
staffing in order to provide in-home or other community-based ser-
vices so that they also meet Part C criteria for serving infants and
toddlers in natural environments. Virginia could also consider ex-
panding the capabilities of the 40 community services boards
(CSBs) to provide direct services to young children with ASDs.
Many of the local Part C programs are already housed in CSBs,
and the CSBs have better statewide coverage than CDCs. In addi-
tion, Part C and CSB staff could work together, which would aid in
the continuity of services and simplify the service delivery system.

Table 23: Advantages and Disadvantages of Additional Options to Improve Virginia's
Early Intervention System

Options

Deliver ASD Services Through Regional Offices

Community Services
Boards

Child Development
Clinics

University-Based
Centers

Advantages Disadvantages
Use of existing infrastructure Has focused on intellectual rather than
House most Part C offices other developmental disabilities
Distributed regionally (40 locations)
Use of existing infrastructure Limited to nine locations statewide

Have clinical expertise
Have clinical expertise No existing infrastructure

Offer Educational Alternatives

Autism Tuition Grant
Program

Increases parent/caregiver choices  May not cover all costs leading to ineg-

Increases access to more special- uity
ized services Does not hold private schools to IDEA
Creates competition for public or No Child Left Behind standards
schools

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Lastly, Virginia could consider utilizing university-based regional
centers. As with the CDCs, these university-based centers would
need the flexibility to provide services in the home or other com-
munity settings to provide Part C funded services.

Implement an Autism Tuition Grant Program. Finally, the Virginia
General Assembly could reconsider legislation to implement the
Virginia Autism Tuition Grant Program. Legislation introduced
during the 2009 General Assembly session would have created a
grant program allowing parents to use vouchers to send eligible
children with ASDs to a nonsectarian private school, another pub-
lic school within their district, or a public school in an adjacent di-
vision.

In recent years, multiple states have implemented (Arizona, Flor-
ida, Ohio, and Utah) or considered (Kentucky, Kansas, Mississippi,
South Carolina, and Texas) similar voucher programs for special
education students. Ohio created a program in 2004 specifically for
students with ASDs. One difference between Ohio’s grant program
and the program parameters considered by Virginia lawmakers is
that parents in Ohio can choose private providers that are not
school-based.

An analysis of Ohio’s program showed that while parents were sat-
isfied with the services their children received, there were several
issues that the Virginia General Assembly may wish to explore if it
reconsiders a grant program in future legislative sessions:

e Families living in more affluent communities tend to use the
program more than families from poorer communities.

o Oversight and accountability are lacking as parents are
largely responsible for holding private schools and providers
accountable. The state provides minimal oversight of ser-
vices.

e Parents surrender the right to a free and appropriate educa-
tion which is guaranteed by IDEA.

e Private schools and providers are concentrated in urban ar-
eas outside of reasonable driving distance for many families.

e Few private schools and providers accept children with more
severe disabilities.

The Ohio study recommended that public resources be redirected
toward strengthening services for all children with ASDs through
collaboration between schools, other public agencies, regional ser-
vice centers, higher education centers, and private providers.
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Summary of Options to Enhance the Early Intervention
System for Children With ASDs

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 16
summarizes these implementation considerations and reflects the
best judgment of JLARC staff based on discussions with experts
and knowledge gained during this review. To facilitate the State’s
decision whether and how to enhance the early intervention sys-
tem for children with autism spectrum disorders, the State de-
partments of Behavioral Health and Developmental Services, Edu-
cation, and Medical Assistance Services should collaborate with
relevant stakeholders to weigh policy and implementation consid-
erations, and identify which options are most suitable to reshape
the programs administered by their agencies.

Recommendation (5). The Department of Behavioral Health and De-
velopmental Services should collaborate with relevant stakeholders to
(1) evaluate the options for enhancing the early intervention system
for children with autism spectrum disorders by improving the Early
Intervention Part C program and developing services through re-
gional offices; and (2) identify no later than March 31, 2010, which, if
any, options are most beneficial to pursue.

Recommendation (6). The Department of Education should collabo-
rate with relevant stakeholders to (1) evaluate the options for enhanc-
ing the early intervention system for children with autism spectrum
disorders by improving the Part B special education services available
to preschool-age children and offering educational alternatives
through a scholarship program; (2) identify which, if any, options are
most beneficial to pursue; and (3) report its findings to the Depart-
ment of Behavioral Health and Developmental Services no later than
March 31, 2010.

Recommendation (7). The Department of Medical Assistance Services
should collaborate with relevant stakeholders to (1) evaluate the op-
tions for enhancing the early intervention system by improving the
Medicaid programs serving young children with autism spectrum dis-
orders; (2) identify which, if any, options are most beneficial to pur-
sue; and (3) report its findings to the Department of Behavioral
Health and Developmental Services no later than March 31, 2010.
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Figure 16: Implementation Considerations for Options to Improve Early Intervention
Services for Young Children with ASDs

Extent to Which
Resources  Addresses Time Needed to
Major Goal Needed Major Goal® Implement

Improving Early Intervention Part C Services for Infants and Toddlers With ASDs
Provide Guidance and Training to Providers

Adopt and update service guidelines * (%]
Require ASD training ok OO
Enhance Quality Assurance Mechanisms
Require ASD expert on service planning team ok [0270:]
Measure outcomes of infants and toddlers with ok 4T
ASDs
Expand Service Options ’
Increase availability of ASD-specific services Ak [ea 105 ]05)

Improving School Part B Services for Preschool Aged Children With ASDs

Increase Training and Support for Families

Increase family training opportunities x (%= ]02)
Increase Structure and Intensity of Programs
Increase availability of in-home services ok Q00
Increase resources to provide lower child-to-staff X (02 92 182 ]
ratios
Increase availability of full-day, year-round ' Yk OO
preschool

Improving Medicaid Programs for Young Children with ASDs
Increase Family and Provider Knowledge

Develop information packet of ASD services X O
Adopt guidelines for serving individuals with ASDs * O
Require providers to complete ASD training ok (BT 16)
Develop ASD Provider Standards and Rates
Create ASD provider category and standards Yk (%2 ]92)
Tier ASD provider rates ok [elo]
Adjust Waiver Services
Allow direct provision of ASD therapies in current Yk X BOED
waivers
Create New Waiver
Create waiver specifically for individuals with ASDs YAk OO0

Developing New Programs to Provide Early Intervention Services

Deliver ASD Services Through Regional Offices

Community Services Boards ok [C]o]E]
Child Development Clinics ok [Clole]
University-based clinics Yk [le]%)]
Offer Educational Alternatives ’
Autism Tuition Grant Program * [ ]o]
Least
* Somewhat @ < 6 Months
Jco&  Substantially G0 6-18 Months
N JoAk Greatly @GO > 18 Months
Most

? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states' practices, and interviews with State agencies.
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Chapter

Improving the Delivery of Services
to School-Age Virginians With
Autism Spectrum Disorders

In Summary

While the federal government intends for schools’ special education programs to im-
prove the ability of students with disabilities to learn and interact with their non-
disabled peers, as well as ultimately prepare them for future independent living,
Virginia schools appear unable to uniformly identify and implement the services
necessary to further these goals for students with ASDs. This appears due to a lack
of practical guidance on ASD-specific instruction and professional development pro-
grams that lack the capacity to provide the ASD-specific training and technical as-
sistance required by school staff. Many Virginia schools also appear to lack the re-
sources and expertise to develop and implement effective service plans for
transitioning students to adult life. Despite having limited resources dedicated to
ASD-specific initiatives, the Department of Education has undertaken several ef-
forts to improve schools’ capacity to serve these students, and options exist for the
agency and the General Assembly to expand upon current efforts. In particular,
there are options to expand schools’ access to ASD experts, identify and prioritize
teachers’ training needs, enhance schools’ capacity to measure and use data on stu-
dent progress, and broaden opportunities for these students to prepare for adult life.

The federal Individuals with Disabilities Education Act (IDEA) re-
quires that public schools provide all students who require special
education services, including those with autism spectrum disorders
(ASDs), a free and appropriate public education to meet their
unique needs and prepare them for further education, employ-
ment, and independent living. However, it appears that Virginia
students with ASDs are not uniformly receiving the types or inten-
sity of services from schools that are needed for them to achieve
some measure of independence once out of school.

Virginia’s public schools are the primary providers of services for
most children with ASDs, and have experienced a steady annual
increase in the numbers of students with ASDs ranging in age
from two to 21 during the last decade. This has required an escala-
tion of school resources and expertise, but schools have yet to build
sufficient capacity to fully meet the needs of these students and
their families.

Schools’ difficulties in serving students with ASDs may be due, in
part, to State-level resource constraints that have inhibited the
Department of Education’s ability to provide practical and in-depth
guidance on the most effective strategies for educating these stu-
dents and preparing them for independent living. In addition, in-
sufficient oversight and training programs across the State have
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Chapter Research
Methods

JLARC staff inter-
viewed a variety of
stakeholders, including
staff from the Virginia
Department of Educa-
tion and its Training
and Technical Assis-
tance Centers
(T/TACs), members of
the Virginia Autism
Council (VAC), and
special education staff
within eight school
divisions. In addition,
staff conducted sur-
veys of a sample of 26
percent (560) of public
schools, as well as
individuals with ASDs
and their caregivers.
Staff also conducted
an extensive review of
the research literature
and practices used in
other states. Additional
details on study re-
search methods can be
found in Appendix B.

Individualized Educa-
tion Program

Schools must develop
an Individualized Edu-
cation Program (IEP)
for each student who
requires special educa-
tion services. The IEP
specifies the educa-
tional needs of the
child and what special
education and related
services are necessary
to meet those needs.
The IEP is developed
by a multidisciplinary
team of school per-
sonnel with input from
the student's parents,
as well as the student.

resulted in a lack of uniform school policies and practices, varied
levels of awareness about ASDs, and limited expertise in applying
the interventions that are considered most effective for students
with ASDs.

VIRGINIA STUDENTS WITH ASDs ARE ENTITLED TO
SERVICES THAT PREPARE THEM FOR INDEPENDENCE

Schools’ primary responsibility to students with ASDs—and all
types of disabilities—is to provide a free and appropriate public
education, but there appears to be a lack of clarity around the op-
erational meaning of this term. According to IDEA, an appropriate
education includes “special education and related services de-
signed to meet [students’] unique needs and prepare them for fur-
ther education, employment, and independent living.” Absent a
more specific performance measure, this is the standard to which
the State, localities, and families hold schools.

Two issues have historically obscured the clarity of the meaning of
the appropriate education standard. First, neither the federal gov-
ernment nor the Virginia Department of Education (DOE) has pro-
vided a clear definition of the term “appropriate education,” and
second, the nature of “appropriate” is likely to vary based on the
individual needs and abilities of each student. The lack of a precise
standard against which to hold school-based services accountable
has resulted in inconsistent perceptions among families and school
personnel about the scope of schools’ responsibilities for educating
students with disabilities, including ASDs.

Although school staff interviewed across the State did not express
confusion about the meaning of “appropriate,” their interpretation
of the standard varied greatly between and within school divisions.
In a staff survey of a sample of schools, one special education di-
rector defined appropriate education as providing special educa-
tion students with a “level playing field” for learning as compared
to non-disabled students, while another stated that students are
receiving appropriate education as long as they are making pro-
gress toward goals and objectives. DOE staff have stated that
school personnel are offering an appropriate education as long as
they are providing the services included in a student’s Individual-
ized Education Program (IEP). Further, while schools generally
take the position that an appropriate education entails giving spe-
cial education students learning opportunities that are equal to
those afforded to their non-disabled peers, parents are more likely
to expect schools to provide their children with the best possible
education.

Interpreting the meaning of “appropriate” has largely been left to
the U.S. justice system, and the numerous court decisions on this
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issue have resulted in a variety of definitions. The most often cited
legal decision is Board of Education v. Rowley (1982) in which the
U.S. Supreme Court held that “students with disabilities are enti-
tled to an individualized educational program with services rea-
sonably calculated to confer educational benefits.” This has been
commonly interpreted to mean that schools are not expected to
provide students with disabilities the best of all possible educa-
tions. It should be noted that this decision was made prior to the
latest reauthorization of IDEA, which now emphasizes independ-
ent living as the ultimate purpose of appropriate education. Con-
sequently, the Rowley decision that is most commonly used to ex-
plain the appropriate education standard did not address the
obligation of schools to prepare students for independent living as
set forth in the reauthorization. In fact, a 2006 U.S. District court
case 1n the Ninth Circuit, K.L. v. Mercer Island School District,
found that “providing a meaningful educational benefit under the
IDEA requires programs and results which reflect the Act’s em-
phasis on preparation for self-sufficiency.” However, no Fourth
Circuit court decision has addressed the issue.

Recommendation (8). The Virginia Department of Education should
collaborate with the Office of the Attorney General to develop opera-
tional guidelines for schools on the provision of a free and appropriate
public education for students with disabilities, as determined by fed-
eral and state legal decisions.

MOST SCHOOLS ARE CURRENTLY UNABLE TO MEET THE
NEEDS OF ALL STUDENTS WITH ASDs IN A CONSISTENT
MANNER

While Virginia schools report generally being able to provide an
appropriate education to students with ASDs, it appears that most
struggle to fully meet their multifaceted needs. Schools appear to
successfully meet process requirements outlined in IDEA such as
providing adequate opportunities for being educated alongside
non-disabled peers (“inclusion”), offering services in an appropriate
setting, and including parents in the IEP process. However, many
schools appear unable to shape outcomes by addressing the core
deficits of ASDs, providing instruction that allows students to gen-
eralize skills to settings other than schools, and ultimately reduc-
ing the need for special education services.

Virginia Schools Appear to Adequately Provide
Inclusion Opportunities and Involve Parents

Schools appear to educate children with ASDs in an appropriate
environment. Overall, the schools that responded to a JLARC staff
survey estimated that 59 percent of students with ASDs or sus-
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pected ASDs are in a general education classroom for most of the
day, and most of these students receive specialized supports in
that setting. Survey analysis shows that “inclusion” is the pre-
ferred intervention of 33 percent of schools and is regularly used
by 91 percent. Further, nearly two-thirds of caregivers who re-
sponded to a staff survey agreed that school services were provided
in the most suitable setting for their child and that adequate op-
portunities were given for inclusion in classroom settings with
non-disabled peers. In addition, most caregivers (82 percent) indi-
cated being adequately involved in the development of their child’s
IEP.

Schools’ Ability to Address Core Deficits of ASDs Is Mixed

While there is no one curriculum that is appropriate for all stu-
dents on the autism spectrum, students with ASDs generally have
impairments in behavior, social skills, sensory abilities, communi-
cation skills, and cognition. Schools must be able to address these
core impairments in order to minimize special education services
and maximize students’ future independence. Most respondents to
the JLARC staff survey of a sample of schools reported either a
“high” or “moderate” ability to address these domains of function-
ing for students with ASDs (Figure 17). However, three-quarters of
respondents to a JLARC staff survey of caregivers indicated that
schools were unsuccessful at improving their child’s social or sen-

Figure 17: Approximately Half of Schools Responding to Survey
Report a “High Ability” to Address the Core Deficits of ASDs
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Source: JLARC staff survey of a sample of Virginia public schools, February 2009.
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sory abilities, and approximately two-thirds reported that schools
did not successfully address their children’s communication, cogni-
tive, or behavioral needs.

While research on educating children with ASDs stresses the im-
portance of providing services in a way that promotes students’
ability to “generalize” positive changes in their functioning to mul-
tiple environments, most schools (75 percent) reported an inability
to consistently provide services that would meaningfully improve
students’ functioning in non-school settings, such as the home or
community. A lower percentage of schools in more rural areas of
the State reported an ability to promote generalization. Nearly
forty percent of caregivers who responded to a staff survey re-
ported that schools exhibited a “poor” ability to provide services to
improve their child’s functioning at home or in the community.

Most Students With ASDs Require As Much or More Special
Education Services Over Time, Based on a Sample of Schools
Surveyed

While research on interventions for children with ASDs indicates
that many children who receive effective services at a young age
will require fewer special education services and supports over
time, this does not occur for most Virginia students with ASDs.
Nearly 40 percent of elementary schools responding to the JLARC
staff survey reported being unable to provide students with ASDs
services that will minimize the need for future special education
services at least “most of the time.” Among students with ASDs
who have been receiving special education services for at least a
year, 73 percent require the same or a greater level of services
than when services were first initiated by the school, based on a
JLARC survey of a sample of Virginia schools (Figure 18). Schools
in more urban areas of the State reported a higher percentage of
students who required a greater level of services over time. Addi-
tionally, 64 percent of caregivers reported that their child required
as many or more specialized services over time. However, many
factors likely influence changes in the degree of special education
services students with ASDs require over time, including the ex-
tent to which they have reached their highest potential level of
functioning and parents’ refusal to reduce services.

EFFECTIVE EDUCATION FOR STUDENTS WITH ASDs
INCORPORATES RESEARCH-BASED INTERVENTIONS
AND STRUCTURE

Effective programs for students with ASDs appear to rely on the
use of interventions and programming structures that are research
based. Both Congress and the National Research Council (NRC)
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Figure 18: Most Students With ASDs Require As Much or More
Special Education Services Over Time
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Source: JLARC staff survey of a sample of Virginia public schools, February 2009.

emphasize the importance of using interventions that are based on
sound research and have been proven effective. IDEA requires that
IEPs include services that are “based on peer-reviewed research, to
the extent practicable.” It is in the student’s best interest to par-
ticipate in research-based programs, and it is also in the public’s
best interest for schools to invest resources in strategies that are
most likely to be effective. As described in Chapter 2, numerous in-
terventions and methodologies have been developed to address the
key problem areas of ASDs, but few have been shown to be empiri-
cally effective, and even that evidence is limited in some cases.

Effective programs for students with ASDs will ensure that teach-
ers and related services staff are competent in identifying and cor-
rectly implementing research-based interventions that have the
desired effects on students’ short-term functioning and long-term
independence. In 2001, the NRC identified research-based ap-
proaches for educating students with ASDs and concluded through
its review of ten state-of-the-art programs that there is “a consen-
sus...on the factors that result in program effectiveness.” While the
programs reviewed are targeted at children age eight and younger,
some of the common elements appear applicable for educating
older children as well, including

e highly trained staff who specialize in ASDs,

e ongoing assessments of students’ progress, and
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e teaching procedures that emphasize the generalization and
maintenance of skills.

RESPONDENTS REPORT THAT APPROACHES TO MEETING
NEEDS OF STUDENTS WITH ASDs VARY WIDELY AND DO NOT
ALWAYS INCLUDE RESEARCH-BASED INTERVENTIONS

Virginia’s schools use a wide variety of educational interventions
and strategies for students with ASDs, based on JLARC staff site
visits and an analysis of a JLARC staff survey. The types and in-
tensity of services offered to students with ASDs depends on each
school’s, or even each classroom’s, approach to service provision,
which does not always incorporate research-based practices. One of
the most striking differences between the schools visited by
JLARC staff were the opposing philosophies held with respect to
specific interventions or even general practices. State-level efforts
to improve the uniformity and consistency of schools’ approaches to
ASD service provision are currently underway.

Nearly Half of Responding Schools Do Not Regularly Use
Scientifically Based Interventions, But Most Use Promising
Practices

Despite the emphasis placed on research-based interventions in
both the literature and special education law, Virginia schools ap-
pear to not consistently use practices that have been proven effec-
tive among students with ASDs. Students with ASDs generally re-
ceive a combination of services that are generic and ASD-specific.
The most frequently reported interventions used by schools for stu-
dents with ASDs are generic, such as speech therapy (87 percent),
positive behavioral supports (80 percent), and occupational ther-
apy (79 percent), which are generally considered effective.

Most schools reported regularly using interventions categorized by
Richard Simpson in 2005 as “promising” for students with ASDs,
and nearly two-thirds regularly use practices identified as “scien-
tifically based” (Figure 19). As described in Chapter 2, scientifi-
cally based practices are characterized by “significant and convinc-
ing empirical efficacy and support.” In addition, more than one-
third of schools responding to the survey reported regularly ex-
pending their limited resources on interventions categorized as
“not recommended” for students with ASDs, and this practice was
reported more often by elementary schools (41 percent). Examples
of interventions used by schools that are considered “not recom-
mended” include holding therapy and facilitated communication.
Importantly, analysis of responses to the staff survey shows that
schools using interventions characterized as either “scientifically
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Figure 19: More Than One-Third of Respondents Use At Least
One ASD-Specific Intervention Not Recommended by Experts
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Note: Percentages reflect the proportion of responding schools using at least one intervention
falling into any of the above categories.

Source: JLARC survey of a sample of Virginia public schools, February 2009.

based” or “promising” are better able to meet the needs of students
with ASDs.

Specific “Packaged” Interventions Appear More Promising, but
Many Schools Use the Mixed-Methods Approach

Because individualized educational programming often necessi-
tates the use of multiple instructional strategies, Virginia schools
commonly rely on a variety of approaches to serve students with
ASDs. However, only a minority of schools report using compre-
hensive packages such as applied behavior analysis (ABA). Fur-
ther, fewer than ten percent of schools use these packages as their
preferred intervention, relying instead on a “mixed methods” ap-
proach to meeting the needs of students with ASDs, despite evi-
dence that packages tend to yield better results (Chapter 2). The
literature does note that a mixed methods approach could be just
as effective as a package, in theory, but that it requires a degree of
expertise, planning, and coordination that is often not present in
Virginia schools.

The use of a mixed methods approach in many Virginia schools
may be reinforced by several factors. DOE appears to support this
approach, and DOE staff have thus far been reluctant to identify
which, if any, comprehensive packages schools should consider.
According to DOE staff, the agency is “making a point to steer
clear of any [specific] methodologies” because schools tend to
“overuse” a strategy for all students, and school staff are thus un-
able to determine what strategies will work best for a student’s in-
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dividual needs. DOE’s stance appears to be consistent with that of
the federal DOE and the NRC, which also do not address whether
or which packages should be used. Additionally, interviews with
school staff and ASD experts suggest that many school personnel
lack expertise in implementing comprehensive ASD-specific pack-
ages. Lastly, packages can also be more costly to implement given
the proprietary nature of some material.

In some cases, reluctance to use a particular methodology appears
to stem from misconceptions about the nature of particular inter-
ventions. For example, it appears that part of the reluctance to ap-
ply ABA-based therapies is due to confusion about the nature of
ABA, which practitioners often mistakenly equate with regimented
“discrete trial training.” Such misconceptions may result in hinder-
ing some students’ access to interventions that may be most effec-
tive for them. However, because ABA-based strategies encompass
a very broad assortment of interventions, DOE staff have theorized
that many schools are in fact regularly using these strategies with-
out realizing it.

DOE Provides Information to Schools on Research-Based
Interventions for ASDs, Yet Schools Report Needing More
Practical Guidance

DOE has taken several steps to provide guidance to schools on the
use of research-based practices for students with ASDs. However,
many schools appear unable to confidently identify research-based
interventions and instructional strategies for these students. In
fact, 31 percent of schools responding to a JLARC staff survey
cited the lack of State guidance as a training and technical assis-
tance challenge that undermines their ability to serve students
with ASDs. Given the multitude of approaches that are touted as
effective for students with ASDs, teachers would benefit from ac-
cess to information that allows them to separate sound practices
from ineffective ones. Yet, according to DOE staff, the primary
guidance that has been widely distributed consists of the 2005
Simpson article referenced above, which does not address how to
match research-based interventions to a student’s particular needs
or how to accurately apply these interventions. DOE’s ability to
provide widespread practical guidance is limited by the fact that
the agency only has one-third of a staff position dedicated to ASD
services.

DOE has recently undertaken several initiatives to improve
schools’ knowledge of research-based practices for ASDs. As part of
the federally required State Performance Plan for special educa-
tion, DOE initiated the Autism Priority Project in 2006. According
to a project member, one of the objectives of the Priority Project is
to determine the degree of effectiveness for the various interven-
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tions and strategies that have been promoted for students with
ASDs. This information is communicated to schools through bien-
nial meetings of designated division-level representatives, many of
whom serve as the division’s “autism specialist.” However, desig-
nees’ level of knowledge about ASDs varies and DOE does not have
a mechanism to ensure that the information conveyed at these
meetings is correctly communicated back to individual school per-
sonnel. Moreover, according to DOE staff, one-quarter of Virginia’s
school divisions have not sent a representative to these meetings.
Additionally, the NRC has deemed these types of training efforts
as inadequate if not paired with “multiple exposures, opportunities
to practice, and active involvement in learning.”

DOE also provides ongoing support to ASD “train-the-trainer”
teams in 20 divisions that act as division-level training and consul-
tation staff. According to DOE, between September 2008 and
March 2009, these teams provided 459 training events which
reached nearly 4,000 individuals across the State. The NRC rec-
ommended that the concept of “train-the-trainer” teams be incor-
porated into states’ professional development programs for ASDs.

In addition, DOE is currently drafting a handbook to guide schools’
practices for educating students with ASDs. While the content of
DOE’s guidelines had not been finalized at the time of this study,
DOE staff indicated that they will include information on the ar-
ray of research-based practices for students with ASDs. Unlike
prior guidance, the handbook is expected to provide comprehensive
and consistent information that will be available to all schools.

PROFESSIONAL DEVELOPMENT OPPORTUNITIES DO NOT
ADEQUATELY ADDRESS NECESSARY COMPETENCIES

Despite an array of professional development opportunities, many
Virginia school personnel remain inadequately trained to meet the
needs of students with ASDs. The majority of schools report that
inadequate preparation undermines personnel’s ability to meet the
needs of students with ASDs. Existing professional development
initiatives are provided through multiple public and private enti-
ties, but these efforts are not coordinated and trainings are often
crafted without a comprehensive understanding of schools’ needs.
While school staff can supplement their knowledge by accessing
experts, they are not uniformly available to all divisions. In addi-
tion, neither new nor existing school personnel are required to pos-
sess the competencies that have been identified as necessary to
serve students with ASDs, or to obtain a certificate demonstrating
their skills.
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Virginia School Personnel Are Often Inadequately
Trained to Meet the Needs of Students With ASDs

Inadequate training was the most frequently cited challenge to
meeting the needs of students with ASDs on a JLARC staff survey
of a sample of Virginia schools. The top training need identified by
schools is greater preparation for non-special education (“general
education”) teachers who serve students with ASDs (Figure 20). In
addition, more than one-third of schools reported that their inabil-
ity to identify appropriate ASD-specific interventions was a mod-
erate or significant challenge to meeting the needs of these stu-
dents. While knowledge of research-based practices for students
with ASDs 1s a critical component of effective educational pro-
gramming for these students, it is also essential that classroom
teachers have the expertise to implement these practices accu-
rately. More than half of survey respondents identified the lack of
certification in ASD interventions among school personnel as a sig-
nificant or moderate challenge, and 43 percent reported needing
further knowledge about properly administering ASD-specific in-
terventions. Simpson writes that “without treatment fidelity,
wherein methods are correctly, consistently, and carefully imple-
mented...even the most effective technique will likely be unable to
deliver expected outcomes.”

Schools’ Access to Professional Expertise
in ASDs Does Not Consistently Meet Needs

Schools do not appear to consistently have access to ASD experts
who can supplement the knowledge of their staff. Site visits and

Figure 20: Schools Report Multiple Training Needs

63%

52%

)
43% 40%

36% .
I I I i |

General
educator
training

Certification Use of Identification More Greater Staff ability to
in ASD ASD ofneeded  hands/fon State technical identify ASD
interventions  interventions services training assistance symptoms

Source: JLARC staff survey of a sample of Virginia public schools, February 2009.
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survey results indicate that school personnel possess varied levels
of knowledge about ASDs and effective teaching strategies. To
bridge knowledge gaps, the NRC recommends that states create
training and technical assistance programs that include profes-
sionals with special ASD expertise who can assist schools as
needed. However, Virginia’s training and technical assistance pro-
grams do not appear to consistently offer access to ASD expertise
either in-house or through external channels. In particular, the
State’s network of technical assistance centers does not appear to
provide the type and intensity of services that schools report need-
ing. Although some school divisions have built local expertise, this
is not the case statewide.

T/TACs’ Capacity to Meet Training Needs May Be Insufficient.
Through its seven special education Training and Technical Assis-
tance Centers (T/TACs), DOE has created a regional organization
for supporting schools and classroom teachers in educating stu-
dents with all types of disabilities. Five of the centers provide
ASD-specific support services. Many school staff interviewed by
JLARC staff expressed satisfaction with their services. However,
as one special education director stated, while T/TACs “fulfill their
mission above and beyond...their mission is not to do everything
that we need.” Notably, due to resource constraints, T/TACs do not
have staff who are dedicated solely to providing technical assis-
tance and training on ASDs; instead, T/TAC staff who are respon-
sible for providing ASD services are also responsible for other dis-
ability categories. Further, JLARC staff found that only one T/TAC
staff person across all seven T/TACs is professionally certified in
an intervention that is considered effective for students with
ASDs, although most T/TAC staff reported significant experience
in working with ASDs and training in ASD-specific interventions
such as Picture Exchange Communication System. Although the
T/TACs may be of great assistance, they appear to lack the re-
sources and ability to provide the scope and intensity of profes-
sional development that could most benefit schools.

During interviews, school personnel often reported needing more
intensive and hands-on training, an issue which more than one-
third of survey respondents identified as one of their most pressing
challenges. T/TACs provide on-site consultation services that as-
sist schools and IEP teams in meeting the needs of specific chil-
dren, but the frequency of these on-site consults has been decreas-
ing as T/TACs have had to balance the demand for this more
resource-intensive, school-specific assistance with the more effi-
cient approach of delivering training to larger audiences. Even
when conducting on-site consults, T/TAC personnel interviewed by
JLARC staff reported that their role is not to act as a school’s ex-
pert for determining how best to serve an individual student, but
rather to give school staff the information necessary to make these
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determinations themselves. Rather than provide specific recom-
mendations to schools for how to address the needs of a challeng-
ing student, all T/TAC staff interviewed by the study team re-
ported that they will give schools a list of “considerations” for
guidance. It should be noted that regardless of the type of guidance
or recommendations T/TACs offer to schools, T/TAC staff do not
serve on a student’s IEP team, which is ultimately responsible for
determining the services and supports the student will receive
from the school.

Many Virginia School Districts Took the Initiative to Create Local-
Level Expertise in ASDs. Survey results indicate that 59 percent of
school districts have designated a staff person to serve as the divi-
sion’s “ASD specialist” to provide support and expertise to class-
room teachers, and this is a resource that is more common in ur-
ban areas of the State. Site visits indicate that the amount of
expertise possessed by ASD specialists and the specific roles that
they play vary statewide. However, an analysis of the JLARC staff
school survey results shows that schools with access to an ASD
specialist often report a greater ability to meet the needs of stu-
dents with ASDs. For example, schools with an ASD specialist had
fewer students who required a higher degree of special education
services over time and a greater number of schools with an ASD
specialist reported being able to optimize the educational potential
of students with ASDs. Approximately 50 percent of schools cited
insufficient access to an ASD specialist as a technical assistance
challenge that undermines their ability to serve these students,
and this was the case statewide.

Additionally, several school districts have forged partnerships with
private-sector ASD experts. For example, 22 school divisions cur-
rently have ABA-certified staff from Commonwealth Autism Ser-
vice (CAS) embedded in their classrooms, and CAS staff reported
that there are 18 other school divisions on their waiting list for
services. A few other divisions work with staff from the Faison
School for Autism located in Richmond. These experts provide
hands-on support in special education classrooms by evaluating
teaching techniques and demonstrating effective practices for
working with students with ASDs. The school divisions that use
these partnerships report a high degree of satisfaction with the
training and technical assistance provided at the classroom level.
One school division reported that its partnership with the Faison
School has allowed it to bring students with ASDs who were in
costly private placements back into the public school system. How-
ever, despite the success of the partnerships in several school divi-
sions, the State does not appear to actively promote or coordinate
this model.
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Interviews with school staff around the State revealed that several
school divisions have formed regional special education programs
to enhance their ability to meet the unique needs of students with
ASDs by combining resources and expertise. Site visits indicated
that some regional special education programs were better able to
bring in additional ASD-specific expertise for use in their schools,
create training opportunities to improve the competencies of their
school personnel, and plan strategically at the administrative level
for improving the quality of their ASD-specific services. Regional
models have also reportedly allowed some school divisions to avoid
costly private educational placements. In addition, while the proto-
cols and structures of regional programs vary, survey respondents
that have access to this resource were more likely to report the
ability to optimize the educational potential of these students and
to improve their behavior and social functioning in settings outside
of school compared to schools without access to a regional program.

In-Service Training May Not Adequately
Build ASD Expertise Among School Personnel

An attempt has been made in Virginia to identify the qualifica-
tions needed by school personnel who work with students with
ASDs, although the extent to which this information has been used
is unclear. A major accomplishment of the Virginia Autism Council
(VAC) is the recently developed “Skills Competencies for Profes-
sionals and Paraprofessionals in Virginia Supporting Individuals
with Autism Across the Lifespan” (“skills competencies”). The
skills competencies are intended to be used by all service provid-
ers, including school personnel. The document outlines six key ar-
eas in which providers should be proficient, based on an extensive
review of best practices for educating children with ASDs. DOE re-
cently developed a companion “professional development tracker”
tool for school personnel to identify their possible weaknesses with
respect to the various competencies. While the skills competencies
are a useful guide to identify knowledge deficiencies and focus
training efforts, schools are not required to use them.

To build these competencies, the VAC has been involved in identi-
fying and disseminating information about available training op-
portunities. Most significantly, in 2006, the VAC created an incen-
tive program to recognize college and university training programs
that offer coursework leading to ASD certification. The VAC offers
partial tuition reimbursement for ASD certificate programs offered
to both existing and future teachers in seven Virginia colleges and
universities (Table 24). The coursework in these programs is de-
signed to develop basic awareness and knowledge about ASDs, as
well as to provide more in-depth training on instructional strate-
gies and working with students with ASDs. In order to be a recog-
nized certificate program, the curriculum must include instruction
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in 80 percent or more of the skills competencies elements, nine to
12 credit hours, and a minimum of 15 hours of “field experience.”

To improve the ability of school personnel to educate students with
ASDs, Virginia school divisions have frequently relied on work-
shops, conferences, and online training. The VAC has also been in-
volved in identifying and disseminating information about relevant
training opportunities. However, schools that responded to a staff
survey indicated that a lack of support for attending training was
a challenge. In addition, as mentioned above, the NRC has deemed
these types of training efforts as inadequate on their own.

Table 24: Virginia Colleges and Universities Offering ASD and
Behavioral Analysis Certification Programs

College or University Certification Location
George Mason

University Behavioral Analysis  Fairfax County
Longwood University ASD Farmville City
Lynchburg University ASD Lynchburg City
Old Dominion University ASD Norfolk City
Rappahanock

Community College ASD Richmond County
Regent University ASD Virginia Beach City
University of Mary ASD

Washington Behavioral Analysis  Fredericksburg City
Virginia Commonwealth

University ASD Richmond City

Source: JLARC staff analysis of information maintained by the Virginia Autism Council.

Pre-Service Training Is Not Consistently Offered to
Prepare New Teachers for Educating Students With ASDs

While ASD-specific coursework is available in several Virginia
universities, interviews with school personnel indicated that spe-
cial education and general education teachers seldom begin their
teaching careers with knowledge about the education of students
with ASDs. Special education staff at two school divisions reported
that the bulk of ASD professional development consisted of infor-
mal learning on the job. As described above, seven universities of-
fer a certificate program in ASDs, which could serve to better pre-
pare special education teachers interested in the field of ASDs.
Data are not available on the number of individuals who have re-
ceived or are currently pursuing certification. However, the uni-
versity personnel who provided input indicated that future teach-
ers have a high level of interest in the certification program. Yet,
anecdotal reports suggest that only a small segment of teachers
have taken advantage of the certification opportunity, which may
be partially due to the absence of salary increases or other incen-
tives that accompany certification.
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Two Virginia universities (Mary Washington University and
George Mason University) also offer coursework leading to certifi-
cation in behavioral interventions that could benefit students with
ASDs. Sixty-four percent of JLARC school survey respondents re-
ported having either a behavioral specialist or a certified behav-
ioral analyst on staff to serve students with ASDs. However, Vir-
ginia does not require or provide incentives for school personnel to
be certified in the provision of behavioral interventions. As with
the ASD certificate, the State does not provide additional compen-
sation to school personnel who are certified in behavioral interven-
tions. According to the Autism Special Interest Group of the Asso-
ciation for Behavior Analysis, certification in behavior analysis
demonstrates that an individual has met minimum competency
standards, but does not guarantee that he or she has “specific ex-
pertise in the treatment of autism.”

Pre-service ASD training opportunities are reportedly lacking for
general education teachers. Schools reported to JLARC that the
primary training and technical assistance challenge they face in
meeting students’ needs is the lack of training provided to general
education teachers about ASDs. School personnel interviewed dur-
ing site visits also reported that basic training on behavior man-
agement was sorely needed and should be required of individuals
studying to become general education teachers.

NO UNIFORM MEASURE OF PROGRESS
FOR STUDENTS WITH ASDs

Although setting measurable goals has been identified as a best
practice by the NRC and is required by both IDEA and DOE regu-
lations, Virginia schools do not appear to consistently collect the
information needed to ensure the effectiveness of selected inter-
ventions. Student progress may be measured relative to a stu-
dent’s Individualized Education Program (IEP) goals and objec-
tives, which tend to be longer term, as well as daily goals tied to
classroom activities. However, there is no specific requirement for
schools to reliably track students’ progress, and some school per-
sonnel may lack the knowledge to set appropriate goals. As a re-
sult, schools and families frequently rely on subjective impressions
to define progress.

IDEA and DOE require that IEPs for all students include measur-
able goals and objectives related to their education. The NRC em-
phasizes the importance of linking IEP goals to daily activities and
frequently measuring the progress of students with ASDs toward
achieving the goals and objectives outlined in their IEP. According
to the NRC, “ongoing measurement of educational objectives must
be documented in order to determine whether a child is benefiting
from a particular intervention.” Further, the NRC recommends
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that “every child’s response to the educational program should be
assessed after a short period of time.”

Interviews with school and DOE staff suggest that school person-
nel have limited capability to record meaningful measures of stu-
dents’ progress, and consequently to use these data to alter pro-
gram goals and objectives. Additionally, schools are only required
to review IEPs annually. While school staff indicated performing
more frequent reviews when needed, it does not appear that pro-
gress toward IEP goals is consistently measured as frequently as
recommended by the NRC. Further, neither State regulations nor
guidance address how to measure progress, analyze data, or use
the data to improve a child’s educational program.

At this time, while DOE has developed a model IEP for schools to
use at their discretion, the agency has not provided guidance on
best practice techniques for developing IEPs specifically for stu-
dents with ASDs. Moreover, DOE has not prioritized the impor-
tance of tracking students’ progress by frequently recording quan-
tifiable data for students with ASDs. While some DOE-supported
efforts to improve teachers’ ability to quantify students’ progress
have been recently undertaken — such as a training provided to
ASD specialists on data collection and IEP development — these do
not yet appear to have appreciably improved teachers’ skills state-
wide. To the extent that educational programming can be made
more cost effective through data-driven decision making, schools
should receive the tools and training to collect and report this data
in a uniform and consistent fashion. In addition to providing IEP
teams with the information needed to make “mid-course” correc-
tions to a student’s educational program, communication with par-
ents could be improved by using data to measure student progress,
and by extension the effectiveness of school services.

In addition to measuring student progress against IEP goals and
objectives for students with ASDs, measuring performance against
more immediate goals also helps to ensure the effectiveness of se-
lected interventions. Of the ten “model programs” reviewed by the
NRC, all had some way of tracking children’s progress. For exam-
ple, the behavioral programs relied on teacher-recorded data that
was taken daily and reviewed weekly. At least two school divisions
visited by JLARC staff have taken steps to develop their schools’
capacity to use data to measure the progress of students with
ASDs. Albemarle County schools, for example, contracts with the
Virginia Institute for Autism for training on how to measure stu-
dents’ progress. These school staff reported that they are imple-
menting a program to monitor children’s reactions to specific in-
terventions on a weekly basis.
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VIRGINIA STUDENTS WITH ASDs MAY NOT RECEIVE
SUFFICIENT PREPARATION FOR ADULTHOOD

The ultimate goal of school services for students with disabilities,
including ASDs, is to prepare them to live with some degree of in-
dependence once they are no longer eligible for school services, to
the extent that the nature and severity of their disability allows.
IDEA requires schools to equip students for further education, em-
ployment, and independent living, but it appears that Virginia
schools often lack the ability to adequately transition individuals
with ASDs to post-school life. Preparation for independent living is
considered by the NRC to be a hallmark of effective educational
programming for students with ASDs.

Building social, life, and vocational skills is critical for students
with ASDs to achieve any measure of independence, but results of
a JLARC staff survey of a sample of public schools suggest that
schools’ ability to foster these skills is limited. Almost half (47 per-
cent) of high schools reported having a “moderate” or “low” ability
to address the social skills of students with ASDs. Further, most
schools (71 percent) reported being unable to provide services that
maximize the future independence of all of their students with
ASDs. Additionally, caregivers reported in another JLARC staff
survey that insufficient vocational and job skills training in high
school (43 percent) as well as a lack of preparation for getting and
keeping a job (27 percent) were key barriers to independence for
their children. These results appear to be attributable, in part, to a
transition process that does not consistently address the specific
needs of students with ASDs, and to insufficient resources to pro-
vide life and vocational skills. While individuals with disabilities
face unique barriers to gainful employment in any economic cli-
mate, current economic conditions further exacerbate their diffi-
culties and give added urgency to the need for schools to provide
more practical vocational and job skills training.

Transition Planning May Not Consistently Meet Students’ Needs

While DOE has taken promising steps toward improving school
personnel competencies on transition services through the Transi-
tion Priority Project, this initiative does not distinguish the poten-
tially unique transition needs of students with ASDs from those of
students with other disabilities. The core deficits of ASDs that im-
pact a student’s education are equally likely to impact the stu-
dent’s preparation for transition. For example, students with ASDs
are more likely to require transition planning that takes into ac-
count their characteristically limited social skills.

The notion that students with ASDs face different and, at times,
greater barriers to transition is supported by the fact that they ap-
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pear to experience less favorable outcomes than students with
other disabilities. Based on a DOE survey of special education stu-
dents who had graduated in 2007 and who had been out of school
for one year, it appears that, among students who were employed,
a higher percentage of students with ASDs were employed part-
time (75 percent) than the group as a whole (41 percent). More-
over, a greater proportion of students with ASDs worked for mini-
mum wage or less (32 percent) compared to all students with dis-
abilities (18 percent). Among students pursuing post-secondary
education, those with ASDs were also less likely to be enrolled full-
time. This suggests that knowledge about the specific needs and
characteristics of students with ASDs should be incorporated into
the transition process to help students achieve their full potential
for future employment or post-secondary education.

To implement transition plans, which may involve identifying and
coordinating community-based opportunities for developing life
and vocational skills, schools also need access to personnel who
have expertise in transition planning and services. In a staff sur-
vey of a sample of schools, 24 percent of high schools reported that
a lack of dedicated transition staff is a significant or moderate
challenge to their ability to meet the needs of their students with
ASDs. In fact, because not all school districts have a staff person
devoted exclusively to transition services, special education teach-
ers are reportedly often responsible for arranging for vocational
training or job coaching through local employers. However, special
education teachers may not have sufficient time or expertise to ef-
fectively serve in this capacity. DOE staff identified having a divi-
sion-level staff person dedicated, at least part-time, to transition
services as a resource that is needed to ensure proper planning
and implementation.

Services to Prepare Virginia Students
With ASDs for Post-School Life Are Limited

Many schools appear to lack the services needed to prepare stu-
dents with ASDs for adulthood. High schools identified the lack of
resources to provide life skills and vocational training instruction
to students with ASDs as the top challenge related to transition,
according to the JLARC staff survey of a sample of public schools.
Forty-seven percent of high schools identified resources to provide
either life skills or vocational skills as a challenge, and 38 percent
cited both. While the State has begun to focus on improving the
planning phase of students’ transitions through its Transition Pri-
ority Project, efforts have not yet addressed building schools’ ca-
pacity to provide services that promote students’ ability to function
as independently as possible after the transition has occurred. Ac-
cording to DOE staff, schools vary in their ability to implement life
skills or vocational training programs for special education stu-
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Currently, DOE dedi-
cates one-third of a
staff position to the
role of State autism
specialist, which
seems incongruent
with the amount of
policy guidance,
oversight, and exper-
tise demanded by
this complex and
challenging area of
responsibility.

dents. In the past, schools offered “Education for Employment”
classes in which students split their time between a classroom and
a job, but these classes are now seldom available. It appears that
responsibility for developing life or vocational skills programs now
rests with individual school divisions. In addition to resource con-
straints, school personnel explained during site visits that fitting
life and vocational skills training into the schedules of students
with ASDs could also be a challenge, given competing instructional
priorities, such as the Standards of Learning. There are no re-
quirements for students with disabilities, including ASDs, to take
such classes.

OPTIONS TO BETTER MEET THE NEEDS
OF SCHOOL-AGE VIRGINIANS WITH ASDs

JLARC staff have identified several options that the State could
consider to improve the skills of school personnel in developing and
implementing educational plans for students with ASDs and pro-
viding services that maximize their future independence. These
options vary in terms of the resources and time needed for imple-
mentation as well as their impact on the issues described in this
chapter. In several cases, the State or other entities have already
laid the groundwork for implementing these options through exist-
ing initiatives or programs. These options could help ensure that
school services for students with ASDs are delivered in a manner
that is consistent with federal and State laws and regulations re-
garding the provision of a free and appropriate public education in
the least restrictive environment. These options could also gener-
ate additional resources and supports for school personnel, stu-
dents, and families alike. Many of these options have the potential
to improve the quality of school-based services for all students with
disabilities, not just those with ASDs.

Implementing Options Would Require Greater Involvement and
Oversight From DOE

To facilitate the implementation of many options discussed in the
remainder of this chapter, DOE would need to enhance its profes-
sional development and oversight capabilities, which would likely
necessitate additional staff. Currently, DOE dedicates one-third of
a staff position to the role of State autism specialist, which seems
incongruent with the amount of policy guidance, oversight, and
expertise demanded by this complex and challenging area of re-
sponsibility. Although school divisions should retain discretion in
their educational programming, DOE could take a more proactive
role in establishing guidelines and providing expert assistance to
school divisions. In particular, additional State-level staff could
develop and disseminate ASD service guidelines; assist in creating
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adequate technical assistance and training programs; keep abreast
of current research on practices for educating students with ASDs;

and coordinate DOFE’s efforts with other agencies and stake-
holders.

Additional Guidance Could Be Provided on
Research-Based Practices

While resource variations and other factors will always result in
schools using different approaches, parents, students, and school
personnel alike would benefit from having a common understand-
ing of schools’ responsibilities for educating students with ASDs
and the most effective means of meeting their educational needs.
In particular, statewide guidelines could remove unwarranted in-
consistencies in the education of children with ASDs. DOE is cur-
rently developing guidelines to be used by schools in designing and
implementing the educational plans of students with ASDs. Con-
necticut and Ohio have reported successful implementation of their
ASD service guidelines, which could serve as models for Virginia.
In addition, the National Professional Development Center on
ASDs, a university-based program supported by U.S. Department
of Education, has defined research-based practices for ASDs and
has resources to help states introduce these practices to school dis-
tricts. Further, the National Autism Center is due to release stan-
dards for “effective, research-validated education and behavioral
interventions for children with ASDs” in 2009.

To address the inconsistencies noted earlier in this chapter, DOE
could, at a minimum, address the following items:

¢ identify the pool of research-based practices for educating
students with ASDs which schools should draw from;

o specify that services be delivered in a way that promotes
generalization;

e clarify that schools need to focus on improving students’ so-
cial skills, and identifying effective interventions to this end,
regardless of students’ academic abilities;

e emphasize that students be given opportunities to learn basic
life skills before they exit school; and

e incorporate the VAC’s research-based skills competencies for
service delivery.

Because new research is continually being conducted, DOE could
revise the guidelines as needed. In addition, to ensure that these
guidelines result in a more uniform and effective approach to edu-
cating students with ASDs, DOE could distribute them to every
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public school and provide statewide training on their contents
through the T/TACs.

DOE could also use the ASD service guidelines to address the mer-
its of using comprehensive programs versus mixed-methods ap-
proaches for individual students. As discussed previously, while
comprehensive programs have been shown to be more effective,
they could also be more costly to implement given the proprietary
nature of some of the material. Another drawback could be the
challenge of identifying which package will work for individual
students, given the complexity of students’ needs as well as the of-
ten limited evidence about the effectiveness of each available ap-
proach. Instead, it may be more helpful for DOE to identify what
elements of each of the research-based comprehensive programs
are effective for specific behaviors or deficits caused by ASDs so
that schools have adequate information to effectively create mixed-
method interventions for particular students.

Professional Development Programs Could Be Enhanced

The State could undertake several complementary efforts to create
a more integrated and effective statewide professional develop-
ment programs for school personnel. The State has already initi-
ated several professional development initiatives that could be lev-
eraged to improve schools’ access to expertise in educational
programming for students with ASDs. Additionally, many school
divisions have undertaken promising initiatives that the State
could expand upon to better serve students with ASDs. By ensur-
ing that schools have the resources, expertise, and planning capa-
bilities needed to implement effective educational programming for
students with ASDs, the State would not only improve the out-
comes of students with ASDs, but also potentially improve the ex-
tent to which students can be educated in their home schools and
avoid costly private educational placements. The major advantages
and disadvantages associated with each option are listed in Table
25.

Improve Access to In-Service Professional Development Opportuni-
ties. The State could add professional development hours to the ex-
isting time designated for in-service training to allow teachers to
attend ASD-specific training opportunities. The State could also
create an electronic clearinghouse of ASD-specific training materi-
als used by the T/TACs, the VAC, or other entities to ensure that
all school personnel have equal access to these materials. Several
school personnel reported that lack of access to in-service training
opportunities and materials has been a barrier to becoming more
competent in teaching students with ASDs.
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Table 25: Advantages and Disadvantages of Options to Enhance Professional Develop-

ment Programs

Options

Advantages

Disadvantages

Improve Access to In-Service Training

Increase professional
development time

Develop electronic train-
ing materials

Allows for training during work
day

Improves access to hands-on
training

Improves access to training

Available to all types of providers

Increase Professional Qualifications of Teachers

Require newly hired
teachers to attend
training

Require certification for
special education
teachers

Provide incentives for
certification

Require minimum
coursework for special
and general education
teachers

Provide incentives for
minimum coursework

Require minimum num-
ber of teachers per di-
vision with ASD certifi-
cation

Ensures new hires have ASD
knowledge
Improves skills uniformity

Ensures consistent expertise
Expands certificate programs

More flexible than requirement
Not detrimental to recruitment

More flexible than requirement
Expands ASD coursework
Promotes inclusion opportunities
May reduce need for 1:1 aides

Greater flexibility than requiring
minimum coursework or certifi-
cation

Improves access to in-house re-
sources and support

Improve Access to ASD Experts

Identify model schools

Expand train-the-trainer

Enhance T/TAC exper-
tise and training inten-
sity

Uses existing resources and ex-
pertise of schools

Potential use for several topics

More conducive to intensive
training modalities

Provides example for schools

Uses local resource

Builds upon existing resources

Creates larger cadre of trained
professionals

Uses current infrastructure

Creates regional structure of ac-
countability and expertise

Provides liaison between DOE
and schools

Provides support for division-
level experts

Ensures consistency and uni-
formity across the State

Reduces time school personnel spend
in the classroom with students
Increases need for substitute teachers

May not include all training material
Lacks benefit of hands-on and follow-up

Requires additional staff development
time

Not efficient use of resources

May exacerbate existing recruiting chal-
lenges

Requires time for additional coursework

Less apt to increase certificate pro-
grams or course offerings

Less apt to uniformly improve skills

May exacerbate recruitment challenges

Requires time for additional coursework

Less apt to increase course offerings

Less apt to substantially improve uni-
formity of teachers’ skills

May cluster students, which could limit
opportunities for inclusion

Schools could become magnets for
students with ASDs

Possible increase in resources needed
to make schools accessible for ob-
servation

Challenging to ensure consistency
across numerous teams

Need resources to hire more qualified
staff or train existing staff
Changes T/TAC mission
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Create division-level
ASD experts

Based on existing infrastructure
More efficient than every teacher
possessing equal expertise

May be inefficient for divisions with
fewer students
Positions could be difficult to fill

Improves uniformity of access to
information and support, such
as behavioral expertise

Behavioral analysis qualifications
could benefit other disabilities

Supports early intervention ser-
vices

Identify and Prioritize Training Needs

Assess teacher compe-

tencies

Develop regional training

consortia

Provides baseline data on per-
sonnel skills

Identifies training priorities

Accounts for unique local needs
and resources

Promotes strategic planning

Promotes collaboration/pooling of
resources

Creates local liaisons for State
efforts

Identify unique local prob-
lems/solutions

Multidisciplinary

Could be used in litigation

Resource-intensive at the local level

State oversight needed

Smaller divisions may lack sufficient
“critical mass”

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

New Jersey Requires
Training in ASDs

In 2007, a new law was
enacted in New Jersey
that requires both pre-
service and in-service
teacher training in
awareness and instruc-
tion methods for stu-
dents with ASDs. This
legislation applies to all
teachers.

Increase the Professional Qualifications of Teachers. The State
could improve the qualifications of its school personnel by target-
ing new teachers and/or building the skills of its existing work-
force, both in special and general education classrooms. As men-
tioned previously, teachers seldom begin their careers with
knowledge about the education of students with ASDs. Therefore,
newly hired special education teachers could be required to
complete ASD awareness training within their first year on the
job. Because ASD awareness may not be sufficient to better meet
the educational needs of children with ASDs, the State could re-
quire newly hired special education teachers to have taken a
minimum number of ASD-related coursework hours on topics
specified by the State.

Alternatively, the State could specifically require newly hired spe-
cial education teachers to possess ASD certification which is cur-
rently available from seven colleges and universities in Virginia. If
teachers were required to hold an ASD certificate, more universi-
ties would likely begin to offer a program. However, several Vir-
ginia school and State-level staff have expressed concerns that
such a requirement could exacerbate existing recruitment chal-
lenges and special education teacher shortages. Instead, the State
could provide incentives for new teachers to voluntarily increase
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their qualifications. For example, the State could grant full or par-
tial tuition forgiveness for special education teachers who complete
the ASD certificate. The State could also provide funding to pay
ASD-certified teachers a higher salary.

To more immediately improve the expertise of school personnel,
the State could also create incentives for current teachers to obtain
ASD certification or take a minimum amount of continuing educa-
tion coursework in ASDs. As with new teachers, existing special
education teachers who hold qualifications in ASDs could be com-
pensated at a higher rate than other teachers.

To ensure that schools have uniform capacity to meet the needs of
students with ASDs, the State could require school divisions to
employ a minimum number of special education teachers who have
met ASD-specific coursework requirements. To meaningfully im-
prove teachers’ qualifications, these topics would not only need to
include ASD awareness, but exposure to and knowledge of specific
interventions that are considered evidenced-based for educating
students with ASDs.

Lastly, options could be considered to better equip general educa-
tion teachers to serve students with ASDs. As discussed previ-
ously, school staff interviewed by the study team as well as those
responding to the JLARC staff survey reported that the lack of
ASD-trained general education teachers was the single most im-
portant issue that the State should address for students with
ASDs. The State could either require or offer incentives for newly
hired general education teachers to complete a minimum number
of coursework hours on ASDs, particularly behavior management.
Improving the ASD-specific skills of general education teachers
could promote the federal government’s emphasis on inclusion and
likely result in greater numbers of students with ASDs being edu-
cated alongside their non-disabled peers. Greater awareness could
also ensure that general education teachers do not inadvertently
undermine the progress that students with ASDs have achieved
through their special education programming.

Improve Access to ASD Experts. To assist schools with limited in-
house expertise or access to external professionals, the State could
identify model sites or lab schools that could be used as real-world
examples for how to properly implement research-based interven-
tions, provide effective social skills or life skills training, or dem-
onstrate any of the core elements of effective educational pro-
gramming for students with ASDs. As part of its efforts to partner
with the National Professional Development Center on ASDs, DOE
has already begun to identify model sites for the provision of ASD-
specific services. The model site concept is promoted by the NRC.
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Michigan START

Michigan has devel-
oped the Statewide
Autism Resources and
Training (START) pro-
ject to promote training
for ASDs. The hallmark
of the START program
is a tiered approach to
training and technical
assistance in which the
state’s department of
education oversees
training that is provided
at the regional, school
level, and school levels
specifically on educat-
ing students with
ASDs. Strategic plan-
ning and collaboration
occurs at both the re-
gional and school dis-
trict levels. School dis-
trict teams also support
building-level training
provided by multi-
disciplinary training
teams.

DOE’s ASD train-the-trainer teams are also a valuable training
and technical assistance resource for basic ASD service delivery
topics, and the State could offer financial incentives to expand
these teams statewide. However, more intensive training that cen-
ters on how to properly use interventions would have to be as-
sumed by a more formal entity, such as T/TACs.

The State could also enhance the expertise of T/TACs by ensuring
that they are staffed with enough highly trained professionals who
have the expertise to provide schools with intensive training. This
training could include demonstration teaching or short-term class-
room-based team teaching. California’s Diagnostic Centers provide
this type of intensive training to schools for their most challenging
students, which commonly include those with ASDs. T/TACs could
contract with existing providers, such as Commonwealth Autism
Service, to provide services for which there is already expertise.

Lastly, the State could fund and require all school divisions to cre-
ate positions for certified or at least highly trained professionals to
provide full-time ASD support to schools. This option would ex-
pand upon the ASD specialist concept that has already been initi-
ated in many divisions. Division-level ASD experts would repre-
sent another tier in the State’s professional development programs
and would be more efficient and effective than expecting all special
education teachers to possess uniform and in-depth expertise on
ASDs. School personnel who are unsure how to address the needs
of a student with an ASD could contact their division-level expert
for guidance. In especially challenging situations, both the school
staff and the division-level expert could consult with their T/TAC.
To ensure consistent staff capacity across divisions, the number of
positions allotted would need to vary based on the number of stu-
dents with ASDs in each division.

Identify and Prioritize Training Needs. The State has not identified
ASD-specific training priorities, which has resulted in training op-
portunities that vary by topic, intensity, and method of delivery
across school divisions. To create a statewide training agenda and
focus on the most pressing issues, DOE could undertake an as-
sessment of teachers’ ASD competencies. The professional devel-
opment tracking tool that was recently developed for school per-
sonnel to compare their own ASD knowledge to the VAC’s skills
competencies could be used by school divisions to collect this in-
formation. While this self-assessment tool is not intended to be
used as a formal assessment of ASD knowledge and is currently
voluntary, DOE could require that school divisions report aggre-
gated results of teachers’ self assessments.

Finally, the State could create regional consortia of multidiscipli-
nary professionals to identify the training needs of school staff, de-
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Ohio Regional
Training Teams

The Ohio Center for
Autism and Low Inci-
dence disabilities
(OCALI) provides sup-
port to regional training
teams. These teams,
whose services include

velop annual training plans, facilitate the provision of training to
schools, and conduct strategic planning for improving schools’ abil-
ity to serve students with ASDs. Members of these regional consor-
tia could include special education administrators, special educa-
tion teachers, related services personnel, post-secondary transition
specialists, and designated division-level ASD experts. Non-school
stakeholders such as parents, early intervention staff, Department
of Rehabilitative Services staff, and child development clinic staff
could also participate. Through their participation in regional spe-

cial education programs, many school divisions already have a

recommending specific .. .
9P similar structure in place that could be expanded upon.

interventions that
schools should use to
serve individual stu-
dents, have a regional
liaison with OCALLI.

Developing Appropriate Goals/Objectives and Tracking Progress

As the federal government and other stakeholders continue to em-
phasize the importance of data in educational programming,
schools will come under increasing pressure to provide concrete
evidence of the impact of their educational programming. In re-
sponse, the State could explore several options to improve the abil-
ity of school personnel to develop goals and objectives that appro-
priately account for the core deficits of students with ASDs. In
addition, steps could also be taken to ensure that school staff have
the skills to measure student progress toward appropriate goals
and objectives and use these data to make programming decisions.
Some advantages and disadvantages of these options are shown in
Table 26.

Table 26: Advantages and Disadvantages of Options to Develop Goals/Objectives and
Monitor Progress

Options Advantages Disadvantages

Enhance Ability to Develop Goals and Objectives

Create model IEP Provides guidance on effective edu-
cational programming for ASDs

Provides training tool for schools

Incorporated into existing training
activities

Difficult to balance with emphasis on
individualization

Train teachers on IEP
development

Review ASD IEPs

Include ASD expert
on IEP team

Follow-up would be resource intensive

Increases accountability Requires training of “reviewers”

Creates additional staff time commit-
ments

May suggest a one size fits all approach

Could devalue the input of other IEP
team members

Ensures that IEP development is
informed by someone knowl-
edgeable in ASDs

Enhance Ability to Track Student Progress

Train teachers on Increases uniformity None
measuring progress
Create progress Can be expanded if successful None

Uses lessons learned from another
state

monitoring pilot

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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IEPs Differentiated
for Students with
ASDs in lllinois and
Washington

State law in lllinois and
Washington requires
schools to use IEPs to
address the unique
needs of students with
ASDs, including com-
munication and social
skills interventions.

Enhance Ability of School Personnel to Develop Appropriate Goals
and Objectives. To demonstrate how schools can develop IEPs that
include measurable goals addressing the core deficits of students
with ASDs, the State should develop a model IEP that addresses
the key domains of these students’ functioning, including behavior,
communication, sensory, and cognitive skills. The model IEP could
include a template for writing and measuring goals and objectives
that are aligned with these domains. The TEP could also reserve a
space for detailing how the student’s educational program will ad-
dress the development of social skills and life skills, as well how
generalization will be addressed in the curriculum. The State could
also develop a checklist of essential items that must be reflected in
the IEP and require schools to use this checklist in developing edu-
cational plans. DOE could revise its special education regulations
to require schools to use the model IEP format, or this model IEP
could be recommended for use by the ASD service guidelines cur-
rently being developed by the department. To reinforce the pur-
pose of the model IEP and ensure that school personnel know how
to use it, DOE could provide statewide training. To promote ac-
countability and identify areas that require additional technical

assistance, DOE could review samples of IEPs for students with
ASDs.

Recommendation (9). The Department of Education should develop a
model individualized education program (IEP) for Virginia students
with autism spectrum disorders. The model IEP should include guid-
ance on (1) developing appropriate and measurable goals and objec-
tives; (2) addressing all major domains of functioning for students
with autism spectrum disorders, including behavior, communication,
sensory, and cognitive skills; (3) building social and life skills; and (4)
fostering generalization of skills to environments other than the
school.

Finally, DOE could amend its special education regulations to re-
quire that IEP teams for students with ASDs be composed of pro-
fessionals who are knowledgeable about the core deficits of ASDs,
the identification of research-based interventions that are best
matched to their needs, and the application of these interventions.
DOE could alternatively include this recommendation in its ASD
service guidelines. The division-level ASD expert described previ-
ously or a special education teacher who has earned the ASD cer-
tificate could serve on the IEP team to meet this requirement.

Enhance School Capacity to Track Student Progress. To assist
schools with capturing data that supports the goals established for
students with ASDs, the State could begin by training school per-
sonnel. This training could be made available either online
through the VAC, or during workshops. According to DOE staff,
more intensive, small group training would be most effective for
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Pennsylvania
Progress Monitoring

Pennsylvania’s Train-
ing and Technical As-
sistance Network has
initiated a “progress
monitoring” project that
involves collecting and
analyzing data to
measure student pro-
gress toward goals and
objectives. By measur-
ing students’ progress
over short time periods
(for example, weekly to
monthly), professionals
are able to “compare
the student’s expected
and actual rates of
learning” and make
necessary adjustments
to the student’s ser-
vices.

developing this skill. However, training will not provide teachers
with a mechanism to collect data.

To supply teachers with the tools needed to monitor student pro-
gress, the State could follow Pennsylvania’s approach on a pilot
basis. To implement this option would require identifying a data
collection tool, supplying an information system tool to record data,
training school staff on data collection and analysis, and providing
ongoing technical assistance. According to Pennsylvania teachers
who participated in the pilot, the time required to collect data was
worthwhile because it rendered instructional time more effective
over time. In addition, this approach would supply concrete evi-
dence that can be used by teachers to adjust educational pro-
gramming, and also ensure that all parties (including school staff,
parents, and students) know what is expected and whether expec-
tations are met.

Transition to Adulthood Could Be
Improved Through Planning and Services

While the State has undertaken efforts to improve the ability of
school personnel to develop appropriate transition plans for special
education students, these efforts could more specifically focus on
the potentially unique needs of students with ASDs. Further, stu-
dents with ASDs could be granted more opportunities to develop
social, life, and vocational skills needed to reach a greater degree
of independence. The following options address both the competen-
cies of school staff and the availability of programming to ensure
that effective transition planning occurs for students with ASDs.
Table 27 presents the major advantages and disadvantages of
these options.

Clearly Establish Expectations for Transition Planning for Students
With ASDs. DOE could continue to collect outcome data for stu-
dents with ASDs. DOE currently reports specific data on transition
planning and outcomes to the federal government, including data
on schools’ development of transition IEPs. Information is avail-
able on the development of transition IEPs for students with
ASDs. DOE could require schools to over sample IEPs of students
with ASDs to provide information on schools’ ability to address the
unique transition needs of these students as compared to students
with other disabilities. Virginia also reports data on the transition
outcomes of students one year after they exit school. DOE is able
to analyze these survey responses by disability, and so it could fo-
cus on the transition outcomes of this subset of students to identify
potential gaps in schools’ abilities to prepare students with ASDs
for independence.
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Table 27: Advantages and Disadvantages of Options to Improve Transition Services

Options Advantages

Disadvantages

Establish Expectations for Transition Planning

Analyze transition Builds on existing efforts
indicators for stu- Allows comparison of ASDs to other
dents with ASDs disabilities

Develop transition
guidelines

Creates common language for
stakeholders

Need to over sample for ASDs

Requires staff time and resources
If too prescriptive, may not be consistent

with emphasis on individualization
May devalue local best practices

Identifies States priorities

Increase Staff Support and Resources

Build capacity through

regional consortia

Create regional or
division-level posi-
tion for transition

May be overshadowed by other issues if
not made a required member

Identifies and develops community
resources
Planning focuses on transition
Improves transition planning
Ensures focus on transition plans
Creates school-community liaison
Enhances strategic planning
Builds upon existing infrastructure

Requires additional staff training

Expand Vocational Training Programs

Expand capacity of
WWRC'’s high
school transition
program

Enhance vocational
rehabilitation cen-
ters

Builds on successful program
Builds WWRC expertise in ASDs

May only be appropriate for higher func-
tioning students

Demands greater staff and other pro-
gram resources

Improves access to vocational
training

May require student travel

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

Ohio Transition
Guidelines

The Ohio Center for
Autism and Low Inci-
dence Disabilities de-
veloped transition
guidelines for students
with ASDs. The man-
ual addresses IEP re-
quirements for transi-
tion, age appropriate
transition assess-
ments, the recom-
mended content of
school programming,
employment and post-
secondary education
issues, and supported
living. The manual fo-
cuses on transition
strategies to address
ASD-specific impair-
ments, such as organ-
izational skills, repeti-
tive behavior, and
social skills.

To provide a resource for schools, parents, and students, to use in
developing transition plans for special education students, DOE
could develop a manual of transition guidelines. Through these
guidelines, DOE should emphasize the need to account for the
complex needs of students with ASDs. DOE could use the guide-
lines to emphasize the importance of incorporating life skills train-
ing into the high school curriculum. Without life skills, students
will exit school unprepared for employment or further education.
JLARC staff have identified guidelines published by Virginia ex-
perts that suggest a framework for providing transition services to
students with ASDs. These are Autism and the Transition to
Adulthood (2009) and A Guide for Transition to Adulthood (2006).
The first provides examples of transition IEPs that capture the
unique transition needs of students with ASDs, including social
and life skills. In addition, Commonwealth Autism Service has re-
cently developed a comprehensive transition “helpbook” for fami-
lies, which could be used to incorporate the issues of particular in-
terest to families.
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Woodrow Wilson
Rehabilitation Center

Through the Post-
secondary Education
Rehabilitation Transi-
tion (PERT) program,
the WWRC provides
life skills and voca-
tional training to high
school youth with dis-
abilities to prepare
them for employment.
This program is avail-
able to all schools, but
there are not enough
PERT slots to meet
demand. In 2006,
WWRC created a tran-
sition program specifi-
cally for youth with
ASDs - the Individuals
with Autism Exploring
Life Options program.
While WWRC staff
described this program
as successful, it was
discontinued due to the
resources required to
serve youth with ASDs.

Recommendation (10). The Department of Education should create
transition guidelines that offer strategies for (1) addressing the
unique and complex needs of high school students with autism spec-
trum disorders; (2) securing the services needed to build life, social,
and vocational skills; and (3) positioning them for pursuing opportuni-
ties of their choice after these students exit the school system.

Increase Staff Support and Resources for Transition Services.
School personnel could be required to play a more active role in
improving the continuity of services between school and post-
school. Specifically, the regional ASD consortia described above
could explore opportunities to provide community-based life skills
and job-readiness training for students through area employers, in
conjunction with DRS.

To ensure that special education teachers have access to someone
with transition-specific expertise, the State could create full-time
division-level positions to focus on transition services, including
developing partnerships with area employers and other commu-
nity providers to improve the availability of opportunities for spe-
cial education students to gain life, vocational, and job-readiness
skills. Individuals in these positions would need to be trained on
the unique transition needs of students in all disability categories,
including ASDs, and could be mandated members of the regional
ASD consortia described above. The staff in these positions could
identify gaps in transition-related services and develop strategies
for ensuring that students with ASDs attain their full potential for
independence. To account for differences in the size of school divi-
sions, the number of transition specialists could be based on the
number of special education students in the division.

Expand Vocational Programs. The State could consider granting
additional resources to Woodrow Wilson Rehabilitation Center
(WWRC) to expand the PERT program to greater numbers of indi-
viduals with ASDs. The PERT program has been identified by
State and school personnel as an excellent resource for special
education students to develop vocational and life skills while they
are still in school. Moreover, WWRC has recently begun to expand
the capabilities of its staff to effectively serve students with ASDs.
However, resource constraints prevent WWRC from serving all
students who could benefit from the program.

The legislature could also consider providing funding for school di-
visions to revive regional vocational rehabilitation centers that
would offer job and life skills training in both a classroom and
community-based setting. In the past, school divisions have used
State and local funds to create regional vocational rehabilitation
centers to equip special education students with these skills. How-
ever, these efforts are voluntary on the part of schools and have
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reportedly diminished as schools have taken on other priorities.
For those still operating, services offered vary and may not include
the types of prevocational skills required by many students with
ASDs. Increasing the availability of these centers and ensuring
that they provide prevocational training to students who could
benefit from it would improve the schools’ ability to foster the
skills needed for future employment and independent living.

Additional Options to Improve Services
for School-Age Virginians With ASDs

The State could also consider options for service provision to stu-
dents with ASDs apart from School Part B funded services. The
avenues through which school-age children could access these
ASD-specific services are the same as those discussed in Chapter
6. Children with ASDs could access supplemental services through
Medicaid or a regional office, or attend a private school of their
parents’ choice. These options are not mutually exclusive, and
could also be implemented in combination with improvements
made to school-based programs. Table 28 shows the various advan-
tages and disadvantages associated with these options.

Supplement School Services With New and Existing Medicaid
Waiver Services. As discussed in Chapter 6, Virginia could modify
its existing waiver programs that benefit individuals with ASDs to
provide ASD-specific interventions, such as applied behavioral
analysis. In addition, more information could be shared with fami-
lies to ensure that children with ASDs enroll in available pro-
grams, such as the Elderly or Disabled with Consumer Direction
waiver, and access available services through the Early and Peri-
odic Screening, Diagnosis, and Treatment program. The State
could also consider implementing a new Medicaid waiver specifi-
cally for children with ASDs. A group of Virginia stakeholders is
currently being assembled by the Department of Medical Assis-
tance Services (DMAS) to explore this possibility and should com-
plete its work by the fall of 2009. Chapter 6 includes examples of
other states’ efforts to implement ASD-specific Medicaid waivers.

Deliver ASD Services Through Regional Offices. Regional offices
described in Chapter 6 could also be used to provide services to
school-age children with ASDs. Specifically, Virginia could con-
sider expanding the capabilities of the 40 community services
boards (CSBs) to provide direct services to school-age children with
ASDs. The State could also consider using university-based re-
gional centers to supplement the services provided by school per-
sonnel.
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Table 28: Advantages and Disadvantages of Additional Options to Improve Virginia’s

Services for School-Age Children With ASDs

Options Advantages

Disadvantages

Increase Family and Provider Knowledge

Develop information Improves understanding among
packet about ASD families, case managers, provid-
services and avail- ers
able Medicaid re-
sources

Develop service
guidelines for serv-
ing individuals with
ASDs

Require Medicaid
providers to com-
plete ASD training

Ensures service planning process
addresses ASD-related needs

Not “policy” so allows for flexibility
and individualization

Increases provider knowledge
Increases ability to provide appro-
priate and meaningful services

Develop ASD Standards and Rates for Medicaid Providers

Develop ASD
provider category
and standards

Creates ASD-specific provider stan-
dards and qualifications
Assists families

Develop ASD Better reflects provider qualifica-
provider rates tions, which could lower costs
Adjust Current Waiver Services
Provide ASD thera- Better address needs of clients with
pies ASDs
Increase waiver providers who spe-
cialize in ASD treatments
Create New ASD Waiver
Create waiver specifi-  Service package designed specifi-

cally for individuals cally for ASD
with ASDs Not competing with other disability
populations

Increases number of providers who
specialize in ASD treatment

Provide ASD Services Through Regional Offices

Use community ser- Uses existing infrastructure
vices boards CSBs house most Part C offices
Available in 40 regional locations

Use child develop- Uses existing infrastructure and

ment clinics expertise
Use university-based  Uses clinical expertise
centers

Provide Educational Alternatives
Create ASD scholar-  Increases parent/caregiver choices
ship program Participating children can access
more specialized services
Creates competition for public
schools

Increases demand for services

Not “policy” so providers not required to
follow

Increases need for provider training
Providers may not be willing to serve
this population

Increases demand for services

None

Increases demand for services

Requires federal and State approval

Does not benefit those on waiting list or
who do not meet eligibility

Requires federal approval

Does not benefit those not eligible

Creates potential for waiting list depend-
ing on number of slots

Requires building provider capacity

May be inconsistent with efforts to elimi-
nate disability-specific programs

May diminish resources available for
existing waiver services

CSBs focus on intellectual rather than
other developmental disabilities
Requires additional staffing and training
Locations are limited to five statewide
Requires significant additional staffing

No existing infrastructure

Tuition amount may not cover all costs
leading to inequity

Private schools not held accountable to
IDEA or NCLB standards

Creates additional administrative re-
sponsibilities

Source: Staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Implement an Autism Tuition Grant Program. The General Assem-
bly could also reconsider legislation to implement the Virginia Au-
tism Tuition Grant Program. Legislation introduced during the
2009 General Assembly session would have created a grant pro-
gram allowing parents to use vouchers to send eligible children
with ASDs to a nonsectarian private school, another public school
within their district, or a public school in an adjacent division.
Chapter 6 provides examples of other states that have imple-
mented or considered similar voucher programs.

Summary of Options to Improve the Delivery
of Services to School-Age Children With ASDs

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 21
summarizes these implementation considerations and reflects the
best judgment of JLARC staff based on discussions with experts
and knowledge gained during this review. To facilitate the State’s
decision regarding whether and how to improve the delivery of ser-
vices to school-age Virginians with ASDs, the State departments of
Education, Medical Assistance Services, and Behavioral Health
and Developmental Services should collaborate with relevant
stakeholders to weigh policy and implementation considerations,
and identify which options are most suitable to reshape the pro-
grams administered by their agencies.

Recommendation (11). The Department of Education should collabo-
rate with relevant stakeholders to (1) evaluate the options for improv-
ing the delivery of services to school-age children with autism spec-
trum disorders by increasing the consistency of service provision,
enhancing its professional development programs, developing goals
and objectives and monitoring progress, improving transition services,
and offering educational alternatives through a scholarship program;
(2) identify which, if any, options are most beneficial to pursue; and
(3) report its findings to the Department of Behavioral Health and
Developmental Services no later than March 31, 2010.

Recommendation (12). The Department of Medical Assistance Ser-
vices should collaborate with relevant stakeholders to (1) evaluate the
options for improving the delivery of services to school-age children
with autism spectrum disorders by increasing knowledge about Medi-
caid services, developing standards and rates for Medicaid providers,
and adjusting existing or creating new waiver programs; (2) identify
which, if any, options are most beneficial to pursue; and (3) report its
findings to the Department of Behavioral Health and Developmental
Services no later than March 31, 2010.
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Recommendation (13). The Department of Behavioral Health and
Developmental Services should collaborate with relevant stakeholders
to (1) evaluate the options for improving the delivery of services to
school-age children with autism spectrum disorders by developing
services through regional offices; and (2) identify no later than March
31, 2010, which, if any, options are most beneficial to pursue.

Chapter 7: Improving the Delivery of Services to School-Age Virginians With ASDs 141



Figure 21: Implementation Considerations for Options to Improve the Delivery of
Services to School-Age Virginians With ASDs

Extent to Which
Resources Addresses Time Needed to
Major Goal Needed Major Goal® Implement

Provide Greater DOE Oversight to Implement Options

Add DOE Staff

Provide Guidance on Research-Based Practices

Develop ASD Best Practice Service Guidelines K

Enhance Professional Development Programs

Improve Access to In-Service Training
Increase Professional Qualifications of Teachers

Require new special education teachers to attend ASD awareness training * [@]6)]
Require/provide incentives for newly hired special education teachers to e )
complete ASD coursework/certification (©]%)]
Provide incentives for current school staff to complete ASD coursework X [wle]
Require/provide incentives for newly hired general education teachers to
complete ASD coursework alal e
Require minimum number of teachers per division with ASD certification ). 0. 9.1 [C]e]6)
Improve Access to ASD Experts
Identify model schools ok Q00
Expand train-the-trainer approach statewide Yk Q0
Enhance T/TAC expertise and ability to provide hands-on training * ok 00
Create school division-level ASD experts 0.1 @
Identify and Prioritize Training Needs 0. 0.1

Develop Goals and Objectives and Track Progress

Ehnance Ability of School Personnel to Develop Goals and Objectives

Create model IEP for students with ASDs X ()

Train teachers on IEP development for students with ASDs . Q0

Regularly review sample of ASD student IEPs o QOO

Include ASD expert on |EP team ' Yok k (%)
Enhance Ability of School Personnel to Track Student Progress

Train teachers on measuring ASD student progress * * Q0

Create progress monitoring pilot QOO

Improve Transition Services

Establish Expectations for Transition Planning

Report State Performance Plan transition indicators for students with ASDs * (€]

Develop transition guidelines, differentiated for students with ASDs 0.0 (Blele]
Increase Staff Support and Resources ke DO
Expand Vocational Training Programs

Expand WWRC'’s PERT program for students with ASDs ' * * (%]

Enhance vocational rehabilitation centers for students with disabilities OO0

Expand Access to Services Through Medicaid or Other Options

Increase Family and Provider Knowledge of Medicaid Services

Develop Medicaid information packet * @@

Develop Medicaid service guidelines for ASDs X (@]%]

Require ASD training of Medicaid providers ’ Yk (CIe]6)
Develop ASD Standards and Rates for Medicaid Providers - * QOO
Adjust current waiver services -- YK 000
Create new ASD-specific waiver -- ). 0. 9.1 (@]e]%)
Provide ASD services through regional offices -- Yk DOV
Create ASD scholarship program -- * QO

Least +*
Y9 ManyKey Issues
~ Most S Most Key Issues

Some Key Issues E < 6 Months
®® 6-18 Months
OO > 18 Months

Note: --, Rating is not applicable because only one option is listed.

? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Chapter

Fostering Greater Independence
Among Adults With Autism
Spectrum Disorders

In Summary

Adults with ASDs are less likely to realize their potential for independent living
than adults with other disabilities. To achieve and maintain a favorable quality of
life, many adults with ASDs will require ongoing services and supports, but access
to these is limited in Virginia. The State’s system of employment services for indi-
viduals with disabilities is hampered by eligibility restrictions, a lack of vocational
rehabilitation staff with training in ASDs, and waiting lists for services. Similarly,
Virginia’s Medicaid-supported employment and case management services are re-
stricted by eligibility requirements, waiting lists, and a lack of qualified providers.
However, Virginia has several options for expanding existing initiatives to broaden
the array of available services. These options could improve the continuity of service
provision across all life stages and help ensure that adults with ASDs are able to
achieve their greatest possible degree of independence.

Due to the chronic nature of their condition, many individuals with
autism spectrum disorders (ASDs) will require a variety of services
and supports across all life stages. Individuals with ASDs will
likely spend the majority of their lives as adults, yet few services
and supports are available to them after the age of 21.

Two primary factors distinguish the availability of services for
youths versus adults with ASDs. First, although the Individuals
with Disabilities Education Act (IDEA) requires that states pro-
vide needed early intervention and special education services to
eligible children with disabilities, there are no such entitlements
for adults. Instead, federal and State programs that provide ser-
vices and supports to adults with disabilities receive limited fund-
ing. Second, whereas Part C Early Intervention offices and schools
provide case management for students, there is no case manage-
ment system for most adults with ASDs.

Issues affecting adults with ASDs are still emerging across the
country, and the process of addressing them is complicated by the
lack of research-based practices for fostering independence. How-
ever, JLARC staff have identified several options that the State
could consider for strengthening existing State programs, primar-
ily through improved employment supports and expanded Medi-
caid waiver services.
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Chapter Research
Methods

JLARC staff inter-
viewed a variety of
stakeholders, including
Department of Reha-
bilitative Services
(DRS) central office
staff, DRS field staff,
personnel at several
Centers for Independ-
ent Living, and staff at
the Department of
Medical Assistance
Services. JLARC staff
also administered a
survey of individuals
with ASDs and their
caregivers and con-
ducted a review of re-
search literature and
practices in other
states. Additional de-
tails on study research
methods can be found
in Appendix B.

SSl and SSDI

SSl is a means-tested
federal benefit avail-
able to low income and
disabled or aged indi-
viduals. In 2009, SSI
benefits could amount
to $674 per month.
SSDI is a federal bene-
fit available to individu-
als whose disability
prevents them from
continuing to work.
SSDI payments are
based on the amount
of payroll taxes paid to
the federal government
while the individual
was working, and can
total up to approxi-
mately $1,600 per
month.

FEW ADULTS WITH ASDs HAVE ACHIEVED INDEPENDENCE

Results from a JLARC staff survey of individuals and their care-
givers indicate that only seven percent of individuals with ASDs
had achieved the greatest possible degree of independence, and
only eight percent lived completely independently. Adults with
ASDs who cannot achieve their potential for independence may
rely on public programs, such as Medicaid and Social Security,
which adds to government costs. Based on the JLARC staff survey
of individuals with ASDs and their caregivers, respondents re-
ported that two-thirds of adults are enrolled in at least one public
benefit program, and approximately 42 percent are enrolled in two
or more public programs (Figure 22). Moreover, 42 percent are en-
rolled in a Medicaid waiver program, one-third reportedly rely on
Supplemental Security Income (SSI), and 22 percent rely on Social
Security Disability Insurance (SSDI).

Figure 22: Majority of Adults With ASDs Responding to a JLARC
Staff Survey Rely on at Least One Public Program

At least one
public benefit

| 66%

Medicaid | 42%
waiver

S | 229%

Medicaid
State Plan

Other benefit I:I 8%

15%

Note: Other public programs include General Relief, Food Stamps, Temporary Assistance for
Needy Families, and public housing assistance.

Source: JLARC staff survey of individuals with ASDs and their caregivers.

EMPLOYMENT IS KEY TO INDEPENDENCE, BUT SYSTEM
LACKS CAPACITY TO PROVIDE ASD-SPECIFIC SUPPORTS

Due to the complex nature of ASDs, adults on the autism spectrum
face unique barriers to gainful employment, which Virginia’s cur-
rent system cannot fully accommodate. While employment is not a
realistic goal for some of these adults, others possess valuable
abilities but require varying levels of therapy and support in order
to obtain and maintain a job. In general, these supports include
strategies to help them identify appropriate employment options
and function well in a typical work environment and a system that
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Employment
Categories

Competitive employ-
ment is a job in an in-
tegrated setting where
an individual is paid
minimum wage or
more, but not less than
customary wage and
benefits paid for like
work to non-disabled
individuals.

Supported employment
is competitive employ-
ment in an integrated
setting with ongoing
support services to
help individuals with
most significant dis-
abilities maintain this
employment.
Sheltered workshop
employment is pro-
vided by organizations
that offer employment
opportunities to people
with disabilities in a
non-integrated envi-
ronment.

provides long-term supported employment services. In the JLARC
staff survey of individuals with ASDs and their caregivers, em-
ployment supports were the most frequently cited services needed
in order for adults to achieve their highest possible degree of inde-
pendence and well-being.

Adults With ASDs Tend to Experience Worse Employment
Outcomes Than Individuals With Other Disabilities

Persons with ASDs are among the least likely to be engaged in
paid employment compared to individuals with other disabilities.
A longitudinal study conducted for the U.S. DOE found that indi-
viduals with ASDs were less likely to be working toward competi-
tive employment than individuals with other types of disabilities,
including intellectual disabilities and emotional disturbances,
prior to graduating high school. Instead, individuals with ASDs
were more likely to have supported or sheltered employment as
post-secondary employment goals. This same study found that two
years after completing high school, adults with ASDs were less
likely to be employed (27.6 percent) than adults with other types of
disabilities (57.2 percent). Similarly, results from a JLARC staff
survey of individuals with ASDs and their caregivers indicate that
many Virginians with ASDs are not reaching their employment
potential, even though employment was identified as a realistic
goal for 85 percent of adults in the survey. The respondents indi-
cated that adults with ASDs may be underemployed with only (1)
one-quarter relying on income from a job, (2) one-third employed,
with the majority working less than full-time, and (3) fewer than
one-third fully utilizing their skills in their employment setting.

Research has found that adults with ASDs often have difficulty se-
curing and maintaining paid employment due to impaired commu-
nication and social skills, such as being inattentive to co-workers;
having difficulty establishing relationships with co-workers; and
being unable to use or interpret social cues through facial expres-
sions or body language. This was confirmed by Department of Re-
habilitation Services (DRS) field staff and other vocational reha-
bilitation experts in the State. Further, 43 percent of adults and
caregivers responding to the JLARC staff survey identified social
skills training as a service that is most important for achieving the
highest possible degree of independence. Stakeholders provided
JLARC staff with multiple examples of individuals with Asperger’s
syndrome who were highly intelligent and capable employees, but
whose ability to maintain a job was compromised by their limited
ability to function appropriately in an integrated work setting.
These challenges do not mean that employment is not a realistic
goal for individuals with ASDs, but rather that intensive job
preparation training and long-term on-the-job support may be
needed to facilitate employment.
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DRS Field Office
Focus on ASDs

The Fairfax County
DRS field office has
begun to improve its
ASD service capacity
in response to recent
service demands. Staff
have observed that job
coaches would be the
ideal providers of so-
cial and life skills in-
struction for individuals
with ASDs, but they
are insufficiently
trained to do so. In
response, staff are
developing an in-house
training course on this
topic.

According to DRS
staff, the vocational
rehabilitation system
is a "work program"
and is "not there to
provide social skills"
or other services that
could help individu-
als with ASDs who
have the most severe
disabilities develop
the social and com-
munication skills that
would make them
employable.

Department of Rehabilitative Services Is Not Structured to
Provide Employment Supports Needed by Virginians With ASDs

DRS, which is responsible for providing vocational rehabilitation
services to Virginians with disabilities, appears unable to consis-
tently provide the types and intensity of services and supports re-
quired for many individuals with ASDs to be successfully em-
ployed. Many respondents to the JLARC staff survey of caregivers
and individuals with ASDs expressed dissatisfaction with DRS ser-
vices. Of the 43 percent who reported having used DRS services,
most found services to be inadequate in helping them acquire job
skills (58 percent) or look for a job (563 percent). Almost half found
DRS services to be inadequate in obtaining a job (41 percent) or
keeping a job (42 percent). These results appear attributable, at
least in part, to eligibility criteria that some adults with ASDs do
not meet, inadequate DRS staff training, resource constraints, and
lack of employer interest in hiring individuals with ASDs. Yet,
DRS data show that investing vocational rehabilitation resources
in clients with ASDs may be cost effective. Despite the fact that
these clients took two months longer (on average) to serve in FY
2008, 65 percent were able to maintain employment for 90 days
compared to 56 percent of all DRS clients.

Adults With ASDs May Not Consistently Be Eligible for DRS Ser-
vices. According to DRS staff, some individuals with ASDs may
not be eligible for vocational rehabilitation services because their
disabling condition is too severe to allow them to benefit from
these services. For example, some individuals with ASDs require
services and supports to help them develop basic social and com-
munication skills before they can be considered employable, which
1s a prerequisite of receiving DRS employment services. According
to staff at the Woodrow Wilson Rehabilitation Center (WWRC), a
State-owned and operated rehabilitation center, residents with
ASDs tend to be less ready to function in a work environment than
other residents and typically need help developing problem-solving
and social skills first. However, working with clients with ASDs is
a resource-intensive undertaking. According to DRS staff, the vo-
cational rehabilitation system is a “work program” and is “not
there to provide social skills” or other services that could help indi-
viduals with ASDs who have the most severe disabilities develop
the social and communication skills that would make them em-
ployable. Still, DRS central office staff stated that eligibility de-
terminations are based on a field office counselor’s assessment of
employability, which can be subjective. Consequently, whether and
which individuals with ASDs are found eligible for DRS services
varies across the State.

DRS Services Are Time-Limited. The vocational rehabilitation pro-
gram’s cap on the duration of services for eligible clients is another
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factor that limits its utility for some individuals with ASDs. Once a
DRS client is in a stable job placement, DRS will provide job coach-
ing services for at least 90 days before the case is closed. However,
individuals with ASDs often require periodic, ongoing job coaching
services in order to maintain employment. For example, individu-
als on the autism spectrum may be unable to adjust to changes in
work environment that may occur through turn-over among co-
workers or supervisors. The availability of job coaching supports is
critical to the individual’s ability to manage these work environ-
ment transitions and maintain employment. In fact, nearly half of
the respondents to the JLARC staff survey of individuals with
ASDs and their caregivers indicated that increased opportunities
for supported employment was a critical service needed to achieve
greater independence.

In 1995, the Virginia General Assembly created the Long-Term
Employment Support Services (LTESS) program to provide sup-
ported employment services to qualifying individuals beyond the
90 days allowed by the vocational rehabilitation program. This
program is funded exclusively with general funds and has the po-
tential to ensure that individuals with ASDs who need ongoing
support remain successfully employed. According to DRS, 96
adults with ASDs received LTESS supports in FY 2008, represent-
ing three percent of all LTESS recipients. Because funding for the
program is capped, not all individuals who require long-term sup-
ports are able to receive them, but data are not available to deter-
mine the extent of unmet needs. In FY 2008, LTESS funding was
$5.3 million or seven percent of total vocational rehabilitation
funding. The 2009 State budget reduced LTESS funding by nearly
30 percent, or $1.5 million, for the 2009-2010 biennium. While
funding shifted from other programs is intended to compensate for
a portion of these reductions, it is likely that fewer individuals will
receive needed long-term employment supports.

DRS Staff Need Access to ASD Training Opportunities. Even if more
individuals with ASDs were eligible for DRS services, DRS staff
have indicated that their case managers and job coaches may not
be sufficiently trained to meet the unique needs of these individu-
als. Field office staff have reportedly expressed an interest in ASD-
specific training opportunities. In its 2009 strategic plan, DRS de-
scribed plans to provide ASD-specific training to its field office
staff by partnering with the VCU Rehabilitation Research and
Treatment Center. The extent to which the staff employed by the
82 employment services organizations (ESOs) that contract with
DRS for direct service provision are trained in ASD-specific service
delivery is unknown.

Evidence suggests that staff training could improve the rehabilita-
tion rate of clients with ASDs. In 2007, the WWRC partnered with
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Impact of Federal
Stimulus Funding

Due to additional re-
sources from the 2009
American Recovery
and Reinvestment Act,
DRS began accepting
new clients on May 1,
2009. However, ser-
vices are only available
to new clients who
qualify under the prior-
ity category of “most
significantly disabled.”

Order of Selection

When limited re-
sources prevent DRS
from serving all eligible
vocational rehabilita-
tion clients, the federal
government requires
that services be pro-
vided based on priority
categories. Federal law
and State regulations
require that individuals
with the most severe
disabilities be served
first. DRS opens and
closes the four priority
categories based on
available resources.

Commonwealth Autism Service to undertake an extensive staff
development effort related to ASDs. WWRC staff reported having
enhanced their ability to improve the life and vocational skills of
these clients. In fact, for DRS clients served between 2005 and
2009, the rehabilitation rate for WWRC participants with ASDs
was 6.7 percentage points higher than for clients with ASDs who
did not participate in a WWRC program.

DRS Lacks Resources to Meet Current Demand. Due to insufficient
resources, from November 2008 to May 1, 2009, DRS did not ac-
cept any new cases under its federally mandated “order of selec-
tion” policy. As of March 2009, DRS was maintaining a waiting list
of 2,405 individuals, 394 (16 percent) of whom had an ASD diagno-
sis. In addition, the 2009 budget passed by the Governor and Gen-
eral Assembly will reduce the amount of general funds for voca-
tional rehabilitation services by $1.2 million. The fact that DRS
was not taking new cases was cited as a significant or moderate
challenge to effective transition planning by 44 percent of schools
that responded to a JLARC staff survey. Even though additional
resources in the form of federal stimulus funds are being used to
open an order of selection category (“most significantly disabled”),
DRS will remain under a federally mandated order of selection.
While many individuals with ASDs may qualify under the order of
selection based on the severity of their disability, individuals with
lesser degrees of impairment, but often greater marketable abili-
ties (such as persons with Asperger’s syndrome), may be placed on
the waiting list for services.

Insufficient Number of Employers Available to Hire Individuals With
ASDs. In addition to inadequate services and supports to foster
greater employment among adults with ASDs, there also appears
to be a lack of employers in Virginia who are able or willing to hire
employees with these disabilities. Twenty-nine percent of caregiv-
ers and individuals with ASDs responding to a staff survey re-
ported that one of the primary barriers to independence and pro-
ductivity was the insufficient number of employers who are willing
to hire persons with ASDs. Due to the complex and unique nature
of ASDs, these individuals are more likely to gain and maintain
employment in a job setting that is customized according to their
needs and abilities. This likely requires employer flexibility.

Employment Supports Are Covered by Medicaid Waivers,
but Are Not Widely Used or Available

While Medicaid waivers offer critical employment supports and
preparation to adults with ASDs, only those with severe functional
impairments are eligible, and few of them appear to use these ser-
vices. Based on the JLARC staff survey of individuals with ASDs

and their caregivers, 42 percent of adults were receiving Medicaid
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waiver services. As described in Chapter 3, Virginia’s two compre-
hensive waivers for people with developmental disabilities are the
mental retardation (MR) waiver for those who have a co-occurring
intellectual disability (ID), and the Individuals and Families with
Developmental Disabilities Services (DD) waiver for those without
an ID diagnosis. However, individuals with ASDs must be at risk
of institutionalization to be eligible. While there are waiting lists
for both waivers, persons with ASDs who were placed on the list as
children should usually be fully enrolled by the time they reach
adulthood. Individuals must currently wait an average of 2.7 years
before obtaining an MR waiver slot and 4.8 years for a DD waiver
slot. However, it is unclear how early families of children with
ASDs typically apply for waiver services and the average wait time
for a slot may continue to increase. The 2009 General Assembly
enacted legislation requiring the Governor and the legislature to
create a plan to eliminate waiting lists for both waivers within ten
years.

Adults who are enrolled in either the DD or MR waiver can receive
supported employment. Importantly, these waivers will also pay
for providing prevocational training. Employment services and
prevocational training can be received for up to 780 hours per year,
or the equivalent to 98 eight-hour work days. However, Depart-
ment of Medical Assistance Services (DMAS) data indicate that in
FY 2008, only nine individuals on the DD waiver received sup-
ported employment and five received prevocational training, and
fewer than ten percent of MR waiver recipients received supported
employment services (579 individuals) and prevocational services
(712 individuals). These relatively low numbers may reflect the
fact that waiver recipients must meet functional criteria that place
them at risk of institutionalization, making employment an unre-
alistic option for them.

It should be noted that Virginia regulations require that waiver-
funded prevocational or supported employment services be pro-
vided by vendors of DRS services or vendors that are certified by
the Commission on Accreditation of Rehabilitation Facilities. To
the extent that DRS vendors lack the expertise to provide sup-
ported employment services that are tailored to the unique needs
of individuals with ASDs, this will also be true of waiver services.

COMMUNITY SUPPORTS ARE KEY TO INDEPENDENCE, BUT
ARE LACKING ACROSS ALL DEVELOPMENTAL DISABILITIES

While employment supports are critical to the ability of adults
with ASDs to engage in society as productive individuals, other
supports may be needed to facilitate their highest possible degree
of independence. Survey results indicate that additional housing,
transportation, and community-based supports are needed for
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Olmstead v. L. C.

This 1999 U.S. Su-
preme Court decision
required states to de-
velop plans to integrate
individuals with disabili-
ties into mainstream
society to the fullest
extent possible.

adults with ASDs. While some public programs exist to offer
needed supports to adults with ASDs, they currently are not meet-
ing the demand. The long-term outlook can be uncertain for adults
with ASDs, especially those who do not receive waiver services.
Caregivers consistently expressed that their greatest concern was
not knowing who would care for their child once they no longer
could.

A lack of community supports can present challenges for all dis-
abled Virginians who require certain accommodations or supports
to maintain a favorable quality of life. As part of the State’s
Olmstead Initiative, several State agencies are collaborating in the
development of solutions to bridge service gaps for Virginians with
disabilities. Because the supports generally needed by individuals
with disabilities are common across conditions, this effort has
promise for addressing service gaps for adults on the autism spec-
trum as well.

Waiver Programs Do Not Guarantee Access
to Needed Supports for Adults With ASDs

The DD and MR waivers represent the greatest opportunity for
adults with ASDs to receive comprehensive, community-based ser-
vices and supports. In particular, waiver recipients have access to
day support, in-home, personal care, and transportation services
that can help individuals with ASDs remain in their homes and
communities. However, the DD waiver does not include congregate
care provided in community-based settings, such as group homes.
As a result, individuals with ASDs may be institutionalized once
their caregiver is no longer able to support them because they lack
the option to transition to a less restrictive, and less expensive,
housing alternative. However, excluding congregate care from the
DD waiver has contained program costs, which may have enabled
more individuals to enroll. Due to the functional limitations re-
quired for waiver eligibility, an unknown number of individuals
who could benefit from these types of supports will not have access
to them because they do not meet eligibility criteria. Lastly, be-
coming a waiver recipient does not guarantee access to needed ser-
vices. Families report difficulties locating waiver service providers
who are willing or able to serve individuals with ASDs, either due
to a lack of expertise or to inadequate reimbursement rates.

Centers for Independent Living Have Limited Capacity

Virginia’s 16 Centers for Independent Living (CILs) are another
public source of services and supports for adults with ASDs, but
they do not appear to be commonly utilized by persons with ASDs.
In FY 2008, CILs reported that 453 of their clients had an ASD di-
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agnosis, which represented approximately five percent of all their
clients. All CILs provide a limited array of core services, which in-
clude peer counseling, independent living skills training, informa-
tion and referral, and advocacy, and a few also provide case man-
agement services through the DD waiver. While CILs rarely
provide direct employment supports for clients, staff from at least
one CIL reported that they have initiated these services to com-
pensate for DRS’s inability to meet service demands. Interviews
with CIL staff indicate that CILs have not made a substantial ef-
fort to specifically address the service needs of individuals with
ASDs.

OPTIONS TO FOSTER GREATER INDEPENDENCE
AMONG ADULTS WITH ASDs

To ensure that Virginia has a system of care in place for adults
with ASDs, the State could consider the options below. The ab-
sence of a strong system of service delivery and supports for adults
with ASDs in Virginia was identified by all stakeholders as an
area that the State should prioritize in its development of further
ASD-specific policies. While investing greater resources in services
for young children with ASDs could result in a comparatively lower
demand for services in later life stages, the nature of ASDs is such
that they will require ongoing, if intermittent, support throughout
their lives. Moreover, the benefits of early intervention will not ac-
crue to individuals with ASDs who are now preparing to transition
out of school or already living as adults. The options presented in
this section vary in terms of the resources and time needed for im-
plementation as well as their impact on the issues described in this
chapter.

Options to Foster Independence Through
Improved Employment Services

JLARC staff have identified several options to improve the quality
and availability of employment support services for adults with
ASDs. To implement these options, ASD-specific training would
need to be made available to State and local agency staff responsi-
ble for developing employment services plans for adults with
ASDs, as well as staff of the employment services organizations
(ESOs) who are largely responsible for direct service delivery. Fur-
ther, improving the capacity of service providers to meet service
demands would require additional funding to pay for employment
supports. Table 29 lists various advantages and disadvantages as-
sociated with these options.
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Table 29: Advantages and Disadvantages of Options to Foster Independence Through
Enhanced Employment Services and Supports

Option

Advantages Disadvantages

Train DRS and ESO
staff on ASD skills
competencies

Use employer net-
works to encourage
hiring of individuals
with ASDs

Expand Long Term
Employment
Support Services
Program

Provide basic social
and communication
skills training
through CSBs and
ClLs

Implement ASD-
specific program-
ming at DRS

Reduce or eliminate
DRS waiting lists

Develops consistent knowledge

Increases availability of employers

Creates resource for vocational re-

Addresses long-term job support

Builds upon existing infrastructure
Expands availability of providers for

Improves likelihood that individuals

Improves access to vocational re-

Requires time for attending training
across multiple provider types

Improves DRS staff and ESOs’

knowledge and abilities

Coordinates with other trainings on

skills competencies

Tax incentives may not be effective

Does not guarantee that employers will
hire challenging employees

for adults with ASDs

habilitation case managers and
schools
Does not address gaps in ASD exper-

needs of individuals with ASDs tise for DRS and ESO staff

Requires staff training on ASDs

social and communication skills
training

DRS views as inconsistent with mission
with ASDs will become eligible
for DRS services

Improves rehabilitation rate of cli-

ents with ASDs

Addresses one of primary barriers

to employment

Could be used by schools as part of

transition programming
Does not address gaps in ASD exper-

habilitation services tise for DRS and ESO staff

Source: Staff analysis of research literature, other states’ practices, and interviews with State agencies.

Train DRS and Employment Services Organization Staff on Skills
Competencies. To better educate field staff about the unique needs
of individuals with ASDs, DRS could use the Virginia Autism
Council’s (VAC) “Skills Competencies for Professionals and Para-
professionals in Virginia Supporting Individuals with Autism
Across the Lifespan” (“skills competencies”). As described in Chap-
ter 7, the skills competencies are a professional development tool
for all types of service providers. DRS could assess the knowledge
of its vocational rehabilitation and ESO staff against these compe-
tencies, which would provide DRS with a baseline understanding
of the ability of its staff to effectively meet the needs of this popu-
lation. Using that information, DRS could work with the VAC to
develop or refine existing training materials for its field staff.
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Virginia Business
Leadership Network
The VABLN is an as-
sociation of Virginia
businesses that aims

to improve businesses’

ability to hire employ-
ees with disabilities.

Use Existing Employer Networks to Encourage Employers to Hire
Employees with ASDs. To increase the pool of employers who are
willing and able to hire persons with ASDs, DRS could also con-
sider developing a consortium of businesses interested in hiring
individuals with ASDs. The Virginia Business Leadership Network
(VABLN) has already been formed to provide employers with
training and support to successfully hire individuals with disabili-
ties and could serve as a foundation for this consortium. This con-
sortium could be used by case managers, such as DRS field staff, to
identify potential employers for clients with ASDs.

DRS field offices statewide hold monthly networking meetings
with employers. DRS could use the VABLN or the employer net-
work meetings to orchestrate training for employers on hiring and
accommodating employees with ASDs. As an incentive for more
employers to hire individuals with ASDs, the General Assembly
could also provide tax credits to members of this consortium that
hire these individuals.

The General Assembly could also direct DRS to work with this
group to develop further opportunities for both paid and unpaid
employment for individuals with ASDs. A Delaware report on best
practices for serving adults with ASDs emphasized the importance
of a variety of options to help adults with ASDs become productive,
which could include supported employment, volunteer opportuni-
ties, or more closely supervised sheltered employment.

Expand Long-Term Employment Support Services Program. Be-
cause individuals with ASDs are likely to require ongoing job-
coaching or other employment supports, the General Assembly
could expand the LTESS program. This program appears to be an
important resource for ensuring that all adults with disabilities
maintain competitive employment. However, the LTESS budget
has been reduced by 30 percent for the FY 2009 and FY 2010 bien-
nium. According to DRS staff, the ESOs that receive and manage
the LTESS funds often rely on their own fundraising capabilities
to supplement depleted LTESS funds. However, their ability to
supplement DRS funding may decline due to the current unfavor-
able economic climate. If greater opportunities are made available
for individuals with ASDs to develop the basic workplace skills
needed to become ready for employment demand for LTESS sup-
ports will likely increase.

Community Services Boards and Centers for Independent Living
Could Provide Social and Communication Skills Training. Some
community services boards (CSBs) as well as CILs are equipped to
provide the training on basic workplace skills needed by many
adults with ASDs. The General Assembly could provide funding to
build the capacity of CSBs and CILs to provide these basic life and
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ASD Supported
Employment Pilot

In 2009, DRS, VCU,
and the Faison School
implemented a grant-
funded pilot program
for providing supported
employment services
to high school youth
with ASDs. One hall-
mark of this program is
an in-depth assess-
ment of students' abili-
ties that is performed
at a job site over the
course of several
weeks. This situational
assessment is longer
than the typical as-
sessment performed
for other DRS clients,
and is designed to
specifically address the
employment needs of
students with ASDs.

TEACCH Supported
Employment Program

The North Carolina
TEACCH program as-
sists individuals with
ASDs to find and main-
tain competitive em-
ployment. TEACCH
has developed four
different models of
providing supported
employment services,
which are provided
throughout the state by
the TEACCH regional
centers. Job coaches
are specifically trained
to work with adults with
ASDs.

job readiness skills, and DRS could contract with these agencies
for this service. According to DMAS, the average annual per-
person cost for prevocational services provided to Medicaid waiver
recipients in FY 2008 was $4,481 for the DD waiver and $10,408
for the MR waiver.

DRS Could Implement an ASD-Specific Supported Employment Pro-
gram. The General Assembly could also consider directing DRS to
create an ASD-focused employment program and provide sufficient
resources for the addition of staff and staff training, as well as the
increased duration required for up-front assessment services.
Rather than turn away individuals with ASDs who do not yet pos-
sess the social and communication skills required to function ap-
propriately in a work environment, DRS could provide the training
necessary to improve their employability. DRS could also provide
more in-depth assessments of clients’ needs at job sites. This would
require staff training as well as additional central office and field
office staff. DRS could also partner with the WWRC, CSBs, and
CILs to provide these services.

DRS could also seek training support from other states that have
implemented such programs, such as Connecticut and North Caro-
lina. Due to the large numbers of individuals with ASDs who were
being referred for vocational rehabilitation services, the Connecti-
cut Bureau of Rehabilitation Services developed a “clinical commit-
tee model” to more specifically assess the needs and abilities of
these potential clients. Through this model, the agency developed a
multi-modal approach for providing prevocational skills to clients
with ASDs, including direct teaching, finding opportunities for in-
dividuals to volunteer or obtain non-paid employment on a job site,
working with families of clients to address basic skills like time
management, and providing instruction about negotiating the
physical layout of work spaces. These services are tailored specifi-
cally to adults on the autism spectrum and are supported through
state and federal funds.

Reduce or Eliminate DRS Waiting Lists. The General Assembly
could also consider appropriating funding to allow DRS to gradu-
ally eliminate the existing waiting list for services. This would
help all individuals with disabilities who need employment sup-
ports to gain and maintain employment. This would also give
schools another resource to improve transition planning for stu-
dents with disabilities. A budget amendment introduced in the
2009 General Assembly Session sought to add $5 million to the
2009-2010 budget to open DRS services to those individuals who
are considered the most significantly disabled, but was not adopted
in the final budget.
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Options to Foster Independence by Increasing the
Availability of Comprehensive Medicaid Waiver Services

To enhance the availability of services and supports for individuals
with ASDs who meet existing waiver criteria, the legislature could
review the adequacy of reimbursement rates, offer training to
build provider expertise, and add needed services through an exist-
ing or new waiver. In addition, waiver service providers could be
further informed if the State were to offer service guidelines or re-
quire providers to receive ASD-specific training. Both options are
discussed in greater detail in Chapter 6. Table 30 lists various ad-
vantages and disadvantages associated with these options.

The State could expand the array of services available to waiver
recipients to meet more of their needs. In particular, congregate
residential supports could become a covered service under the DD

Table 30: Advantages and Disadvantages of Options to Increase Availability of Compre-
hensive Medicaid Waiver Services

Option

Advantages

Disadvantages

Review adequacy of
reimbursement
rates

Adopt service guide-
lines for serving in-
dividuals with ASDs

Require providers to
complete ASD and
early intervention
training

Add congregate care
to DD waiver

Create ASD waiver
for adults only

Develop an ASD
waiver for all ages

Determines whether reimbursement
rates are adequate to maintain
provider supply

Ensures service planning process
addresses ASD-related needs

Not “policy,” so allows for flexibility
and individualization

Increases provider knowledge of
ASDs

Increases provider ability to provide
appropriate and meaningful ser-
vices

Expands housing opportunities

Reduces institutionalization

Provides services tailored to spe-
cific needs of adults

Simplifies application process for
CMS, as opposed to one for
adults and one for children

Service package designed specifi-
cally for ASD

Not competing with other disability
populations

Increases number of providers who
specialize in ASD treatment

Does not address provider expertise

Not “policy,” so providers not required to
follow

Requires increase in available trainings
Providers may not be willing to serve
this population

Requires federal approval

Only one state has been approved for
an ASD adults waiver

No benefit for those who do not meet
eligibility criteria

Requires increasing provider capacity

Creates additional administrative bur-
dens

Requires federal approval

Does not benefit those not eligible

Creates potential for waiting list depend-
ing on number of slots

Requires building provider capacity

May be inconsistent with efforts to elimi-
nate disability-specific programs

May diminish resources available for
existing waiver services

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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waiver. This service would enable adults with ASDs who can no
longer remain in their home to transition into a supported, com-
munity-based environment that is both less expensive and less re-
strictive than institutional care. This option would also address
one of the primary concerns expressed by caregivers regarding the
future of their child once they can no longer care for them.

Based on the average annual cost of congregate care under the MR
waiver in 2008, this service could cost approximately $66,000 per
person. However, it is unknown how many DD waiver recipients
would require this service, or for how long. To address the poten-
tial cost of adding congregate care as a covered service, DMAS
could require family members caring for the individual in their
home to demonstrate that they are no longer able to do so in order
to qualify for this service.

The State could also consider creating an ASD-specific waiver
strictly for adults, or for all ages, but with a portion of slots re-
served for individuals over the age of 21. Services for this group
could include those that have been identified as critical to inde-
pendence, such as prevocational and vocational training, supported
employment services, life skills, housing supports, respite services,
and personal care services. Providing housing supports, such as
group homes, would substantially increase the cost of the waiver,
as described above. However, creating a new waiver may be incon-
sistent with current efforts in Virginia to eliminate the provision of
services and supports through disability-specific programs.

Because there is already a shortage of Medicaid providers avail-
able to serve adults with ASDs, the State would have to undertake
substantial efforts to improve provider capacity prior to the im-
plementation of expanded waiver services. Pennsylvania is the
only state that has been approved by the federal Centers for Medi-
care and Medicaid Services (CMS) for a Medicaid waiver for adults
with ASDs. According to staff from Pennsylvania’s Bureau of Au-
tism Services, one of the primary challenges of implementing this
waiver was the need to build a cadre of service providers trained in
working with adults on the autism spectrum. The state assembled
a team of ASD and behavioral professionals to develop training
modules and provide training to direct service providers.

Other Options to Foster the Independence of Adults With Autism

JLARC staff also identified several State-funded options that could
result in more comprehensive service delivery to adults with ASDs.
Each of these options would allow the State to offer a broad range
of services to adults with ASDs, and most can build upon or be
modeled after existing initiatives and programs. These options are
not mutually exclusive and can be implemented along with options
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Table 31: Advantages and Disadvantages of Other Options to Foster Independence
Among Adults with ASDs

Option

Advantages

Disadvantages

Focus Olmstead Im-
plementation Team
on ASDs

Provide case man-
agement for adults
through CSBs

Provide case man-
agement for adults
through DRS

Develop pilot program
for comprehensive
adult services

Coordinates efforts between
Olmstead Implementation Team
and the VAC

Have the staff expertise and struc-
ture to provide case manage-
ment

Are regional entities

Department of Behavioral Health
and Developmental Services is
lead developmental disabilities
agency

DRS has case management pro-
gram in place for other adults
with multiple needs

DRS case management providers
are situated regionally

State has flexibility in eligibility
guidelines

Creates coordinated and compre-
hensive service delivery

Requires additional staff time
May be inconsistent with efforts to elimi-
nate disability-specific policies

Have not historically provided services
to persons with most types of devel-
opmental disabilities

Requires additional staff training

Youth transitioning out of school may be
averse to yet another service provider

DRS/private case managers have lim-
ited ASD expertise

Youth transitioning out of school may be
averse to yet another service provider

Requires efforts to build provider qualifi-
cations

Youth transitioning out of school may be
averse to yet another service provider

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.

discussed earlier in this section to expand both the array of ser-
vices available to adults with ASDs and the number of individuals
eligible to receive them. Table 31 lists various advantages and cons
associated with these options.

Focus Olmstead Implementation Team on ASDs. To respond to the
U.S. Supreme Court’s ruling in Olmstead v. L.C. (1999), the Gen-
eral Assembly created an Olmstead Advisory Commission to focus
on the State’s progress toward integrating individuals with dis-
abilities into the community versus institutions. A 2007 executive
directive charged the Olmstead Community Integration Imple-
mentation Team to develop “Virginia’s Cross Governmental Stra-
tegic Plan to Assure Continued Community Integration of Virgini-
ans with Disabilities” to report on progress toward the goal of
community integration. This plan is updated annually, but does
not focus specifically on the steps that could be taken to assure the
integration of individuals with ASDs. While some services, like
housing and transportation, may not need to be differentiated for
this population, others such as employment supports or case man-
agement should be. Therefore, the General Assembly may wish to
consider requiring the Olmstead Community Integration Imple-
mentation Team to include in its annual progress updates a dis-
cussion of the State’s preparations for further integrating adults
with ASDs into the community. This plan could specifically focus
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on the availability of supports like transportation, housing, em-
ployment services, health services, case management, and thera-
peutic supports needed to optimize the potential for these indi-
viduals to be fully integrated and productive members of society.

Recommendation (14). The General Assembly may wish to consider
directing the Olmstead Community Integration Implementation Team
to include in its action plan and implementation update a discussion
of steps that can be taken to help Virginians with autism spectrum
disorders achieve greater levels of independence and be further inte-
grated in the community.

Case Management Could Be Provided to Adults. Rather than offer
case management to all individuals with ASDs, as described in
Chapter 4, this service could be offered specifically to adults. While
children already often have access to a case manager (albeit with a
limited focus) through the Early Intervention Part C office or
School Part B programs, adults generally do not have a case man-
ager who can link them to needed services available in the com-
munity, unless they are waiver recipients. Case management ser-
vices could ensure that adults with ASDs are both aware of and
able to access the services that are available to them. As described
in Chapter 4, the State could create an ASD case management pro-
gram that is administered by the CSBs, which are already staffed
to provide case management services for their mental health and
intellectually disabled clients.

Alternatively, the State could create a separate ASD case man-
agement program within DRS. DRS has already implemented a
case management system for traumatic brain injury (TBI) survi-
vors that could be used as a model for ASD case management. DRS
staff provide case management services and can also contract with
community-based providers for these services. In a 2007 JLARC
report on TBI services, JLARC staff reported receiving many posi-
tive accounts of case management services provided through this
program.

State Could Implement a Pilot Program for Adults With ASDs. To
provide adults with ASDs with the supports needed to maximize
independence, a comprehensive program could be launched on a
pilot basis. Other states have funded such programs for adults
with ASDs to address gaps in service availability. For example,
Connecticut has developed a pilot program for adults with ASDs
that provides case management, job coaching that focuses on de-
veloping basic skills needed to function in a work environment,
and opportunities to obtain non-paid employment to improve their
quality of life.
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Pennsylvania has also developed a pilot program through its Bu-
reau of Autism Services. The Pennsylvania Adult Community Au-
tism Program (ACAP) was modeled after the state’s Program for
All Inclusive Care for the Elderly (PACE) program. Providers par-
ticipating in the ACAP receive a capped amount of funding per cli-
ent in exchange for assembling a network of professionals to com-
prehensively meet clients’ needs. Virginia could implement a
similar pilot program to provide case management and services
that facilitate independent living, such as life skills training, to a
limited number of adults with ASDs. This pilot program could be
expanded in scope if it is deemed successful based on outcome
measures developed by the State. Pennsylvania and Connecticut
collect outcome data on the impact of their programs, which could
serve as performance measurement examples for Virginia.

Summary of Options to Foster Greater Independence
Among Adults With ASDs

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 23
summarizes these implementation considerations and reflects the
best judgment of JLARC staff based on discussions with experts
and knowledge gained during this review. To facilitate the State’s
decision regarding whether and how to foster greater independ-
ence among adults with ASDs, improve the delivery of services to
school-age Virginians with ASDs, the State departments of Reha-
bilitative Services, Medical Assistance Services, and Behavioral
Health and Developmental Services should collaborate with rele-
vant stakeholders to weigh policy and implementation considera-
tions, and identify which options are most suitable to reshape the
programs administered by their agencies.

Recommendation (15). The Department of Rehabilitative Services
should collaborate with relevant stakeholders to (1) evaluate the op-
tions for fostering greater independence among adults with autism
spectrum disorders by improving employment services and supports;
(2) identify which, if any, options are most beneficial to pursue; and
(3) report its findings to the Department of Behavioral Health and
Developmental Services no later than March 31, 2010.
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Recommendation (16). The Department of Medical Assistance Ser-
vices should collaborate with relevant stakeholders to (1) evaluate the
options for fostering greater independence among adults with autism
spectrum disorders by improving Medicaid waiver programs; (2) iden-
tify which, if any, options are most beneficial to pursue; and (3) report
its findings to the Department of Behavioral Health and Developmen-
tal Services no later than March 31, 2010.

Recommendation (17). The Department of Behavioral Health and
Developmental Services should collaborate with relevant stakeholders
to (1) evaluate the options for fostering greater independence among
adults with autism spectrum disorders; and (2) identify no later than
March 31, 2010, which, if any, options are most beneficial to pursue.

Figure 23: Implementation Considerations for Options to Foster Greater Independence
Among Adults With ASDs

Extent to Which
Resources Addresses Time Needed to
Major Goals Needed Major Goal® Implement
Train DRS and ESO staff on ASD Skills Competencies *
Use employer networks to encourage hiring of individuals with ASDs *
Expand Long-Term Employment Support Services Program *
Provide basic social and communication skills training through CSBs/CILs X
Implement DRS programming on social and communication skills v X
Reduce or eliminate DRS waiting lists Y
Add congregate care to the DD waiver *
Review Medicaid provider rates *
Provide ASD training to Medicaid providers Yk
Create ASD waiver for adutls only v *
Focus Olmstead Implementation Team on ASDs Yok OE
Provide case management for adults Yk BED
Develop pilot program for comprehensive adult services . Yok N
Least * Some Key Issues (] <6 Months
Yo Many Key Issues (73E 618 Months
Mot S Most Key Issues DB >18Months

? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states’ practices, and interviews with State agencies.
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Chapter

Enhancing Awareness of Autism
Spectrum Disorders Among
Virginia Public Safety Personnel

In Summary

Individuals with ASDs tend to encounter public safety personnel more frequently
than the general population. They are more likely to be victimized or wander away
from caregivers; exhibit behaviors that may appear suspicious to others; and are less
likely to appreciate the seriousness of dangerous situations. Furthermore, some of
the characteristics and behaviors exhibited by individuals with ASDs can complicate
the work of public safety personnel. Public safety personnel who have some under-
standing of ASDs may be able to more effectively work with people with these disor-
ders. However, few public safety personnel in Virginia have received such training.
A variety of options could be explored to facilitate awareness of ASDs among public
safety personnel.

Encounters involving public safety personnel can be especially
stressful for individuals with ASDs, who often experience sensory
problems with bright lights and loud noises. Furthermore, the so-
cial and communication deficits that are the hallmarks of ASDs
make it difficult for individuals to advocate for themselves when
confronted by law enforcement, rescue, or judicial personnel. With-
out adequate training, first responders may be unable to assist in-
dividuals with ASDs, and may in extreme cases cause harm. In
addition, judicial personnel may pursue legal actions that do not
account for the impact of ASDs on an individual’s actions.

ASDs CAN COMPLICATE INTERACTIONS WITH
PUBLIC SAFETY PERSONNEL

Individuals with ASDs tend to have more frequent and more dan-
gerous encounters with public safety personnel. In many instances,
individuals with ASDs react in unusual ways to unfamiliar stimuli
such as a police car’s flashing lights, a firefighter’s protective gear,
or an emergency medical technician’s gurney, which can compli-
cate already tense situations and in some cases, have severe rami-
fications. These unusual behaviors may be compounded by the
person’s inability to recognize social norms and communicate effec-
tively, both characteristics of ASDs.

Public Safety Personnel Likely to Encounter
Individuals With ASDs

Individuals with ASDs are more likely to interact with public
safety personnel at some point in their lives than the general popu-
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Chapter Research
Methods

JLARC staff inter-
viewed training staff in
multiple State agen-
cies, a nationally-
recognized expert on
ASD training for public
safety, ASD training
instructors in Virginia,
and individuals in-
volved in training ef-
forts in other states. In
addition, staff surveyed
Virginia’s 36 criminal
justice academies, 75
percent of which re-
sponded. JLARC staff
also conducted a re-
view of the literature
and training practices
in other states. Addi-
tional details on study
methods are available
in Appendix B.

Individuals with dis-
abilities are four to
ten times more likely
than the general
population to be vic-
timized.

lation. According to a study conducted in the 1990s, individuals
with developmental disabilities, which include ASDs, are seven
times more likely than the general population to encounter law en-
forcement personnel. One of the main reasons for this increased
likelihood is that individuals with disabilities are four to ten times
more likely than the general population to be victimized. Charac-
teristics typical of ASDs (such as being non-verbal, unable to effec-
tively communicate, and naive regarding social situations) likely
contribute to victimization. Individuals who are victimized may in-
teract with a variety of public safety personnel, including law en-
forcement, emergency medical services (EMS), and judicial per-
sonnel.

Individuals with ASDs may also be more likely to interact with law
enforcement personnel because some of their unusual behaviors
can be misinterpreted as suspicious or even criminal. For example,
a person with an ASD may follow someone they find interesting
with no criminal intent, but the person being followed may con-
strue the behavior as stalking and contact law enforcement. In ad-
dition, a parent’s attempts to de-escalate the behaviors of a child
with an ASD may appear to be negligent or abusive and precipi-
tate police involvement. For instance, a parent may need to re-
strain a child at risk of self-injury. The tendency of many individu-
als with ASDs to wander away from their homes and caregivers
also increases their likelihood of encountering public safety per-
sonnel acting in a “search and rescue” capacity. Furthermore, some
individuals with ASDs may be attracted to objects that could be
dangerous, such as water or cars, or lack fear of the danger in-
volved in certain situations.

Interactions Between Law Enforcement Officers and Persons
With ASDs Can Have Adverse Consequences

Individuals with ASDs may have unusual reactions to a law offi-
cer’s standard procedure and trigger responses that are not com-
mensurate with the threat they truly pose. For example, a police
car’s siren may cause individuals with ASDs to either engage in
self-stimulatory behavior (such as rocking back and forth) to calm
themselves, or to react aggressively toward the officer. Individuals
with ASDs may display other challenging behaviors, such as eye
rolling, echolalia (echoing the words of others), responding affirma-
tively to all questions even when answers contradict each other, or
fleeing the situation. These behaviors may prevent an officer from
recognizing and reporting victimization, or cause them to misin-
terpret the behavior as defiance, non-compliance, or indicative of
criminal intent.

Unlike other types of developmental disabilities, individuals with
ASDs often have no obvious signs that would alert law officers to
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the possibility of a medical reason for these behaviors. As a result,
the potential exists for encounters to result in serious injury or
even death. Additionally, inappropriate encounters can also create
liability issues for the law enforcement agencies involved. Al-
though these types of incidents occur infrequently, they create
substantial legal exposure for law enforcement agencies. Recent
incidents in North Carolina and Tennessee illustrate how the lack
of ASD awareness may have devastating consequences:

Case Study

In 2004, police officers from Statesville, North Carolina, re-
sponded to a call regarding a man with autism who was
threatening his mother and a caregiver. The man was 45
years old and non-verbal. When the police arrived, they were
informed that he had hit his mother. His caregiver had
locked herself in the car, which he was circling. The officers
had a physical altercation with the man, eventually re-
strained him, and placed him in the police car. The man’s
mother asked the police to take the man to the hospital, but
they took him to the police station instead. At the police sta-
tion, the man struggled against the personnel who tried to
remove him from the car. The struggle ended in the man
choking on his own vomit and dying of asphyxiation. A simi-
lar incident occurred in Knoxville, Tennessee, in 2000, when
a man with an ASD died after a confrontation with law en-
forcement officers. This man’s family later successfully sued
the police department and social service agency, and was
awarded $4.4 million.

JLARC staff were unable to identify any recent incidents in Vir-
ginia involving law enforcement officers and persons with ASDs
which resulted in serious injury or death. One incident involved a
Virginia man with Asperger’s syndrome who was “Tasered” by an
officer at a mall, but the man did not appear to sustain any serious
injuries. While the absence of known incidents in Virginia is en-
couraging, experts indicated that individuals with ASDs may have
been harmed during an interaction with law enforcement, but did
not disclose their disability.

Caregivers who responded to a staff survey also described several
incidents between their child with an ASD and law enforcement of-
ficers working at their schools (including resource officers, security
officers, and Drug Abuse Resistance Education officers). In most
situations, the officer lacked an awareness and understanding of
ASDs, which led to a misunderstanding of the child’s behavior, and
resulted in the child reportedly receiving undue punishments. The
increasing number of students diagnosed with ASDs may result in
more negative encounters with school-based officers.
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Behaviors Displayed by People With ASDs Have the Potential to
Complicate the Work of EMS, Fire, and Rescue Personnel

Attempts to help a person with an ASD in an emergency situation
may be misinterpreted or trigger a behavior escalation. For exam-
ple, persons with ASDs may interpret a rescue worker’s efforts to
lead them out of a burning building as threatening and respond by
struggling. Additionally, individuals with ASDs may be hyper- or
hypo-sensitive to pain and touch, which can complicate the efforts
of emergency medical personnel in treating injuries or illnesses.
For example, attempting to insert an intravenous (IV) line in a
person with an ASD may elicit aggression or violence if the person
1s hypersensitive to touch or pain. Several respondents to the
JLARC staff survey of caregivers described problematic encounters
with emergency medical personnel. Generally, medical personnel
were unable to provide treatment to individuals with ASDs due to
escalated behavior, such as screaming or throwing a tantrum. In
some cases, the situation was resolved and treatment provided be-
cause a person familiar with ASDs was able to calm the individual.

Judicial Personnel May Misinterpret the Behaviors
of Persons With ASDs

Characteristic behaviors, such as averting eye contact, lack of emo-
tion, or echolalia, may complicate interactions with judicial per-
sonnel, such as judges, Commonwealth’s attorneys, court clerks,
and magistrates. If judicial personnel do not know that the person
has an ASD or if they do not understand the disorder, they may
misinterpret these behaviors as defiance or non-compliance, and
indicative of guilt. Additionally, persons with ASDs may not un-
derstand the judicial system or the implications of what they say
and do in the judicial setting. For example, in an interrogation set-
ting, persons with ASDs may confess to something they did not do
simply to please the interrogator. Ultimately, individuals may be
wrongly convicted and sentenced. Serving time in a correctional fa-
cility can be exacerbated by an ASD because the behaviors and
characteristics of individuals with ASDs can result in inappropri-
ate treatment by cellmates.

MOST PUBLIC SAFETY PERSONNEL IN VIRGINIA HAVE NOT
RECEIVED TRAINING ON ASDs

While some public safety agencies have begun to provide their per-
sonnel with ASD awareness training, most agencies have not. Ad-
ditionally, training has been largely concentrated among law en-
forcement personnel and does not appear to have reached other
areas of public safety. Still, fewer than half of Virginia’s criminal
justice academies report providing some type of ASD awareness
training to law enforcement officers. ASD awareness training is of-
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Basic training is the
classroom and field
training which new
recruits complete be-
fore they begin working
as officers.

In-service training is
the classroom and field
training which officers
receive throughout
their careers.

fered on an ad-hoc basis through in-service sessions for EMS and
fire personnel. Additionally, no systematic ASD awareness train-
ing appears to be available to judicial personnel.

ASD Awareness Training Often Available to Law Enforcement
Officers, but Seldom to Other Public Safety Personnel

Law enforcement personnel in Virginia are more likely than other
types of public safety personnel to have received training on ASDs.
In a staff survey of the Commonwealth’s criminal justice acad-
emies, 44 percent of responding academies reported providing ASD
awareness during basic training. Of those, half reported also pro-
viding ASD awareness during in-service training. On average,
these criminal justice academies have been providing their stu-
dents with ASD awareness training for six years. In addition to the
training provided by training academies, one State expert also of-
fers workshops to law enforcement officers interested in ASD
awareness. While these workshops have been held in several areas
of the State, they are ad-hoc and must be requested by a local law
enforcement agency.

Criminal justice academies train different types of personnel, in-
cluding police officers, sheriffs, court security officers, jail person-
nel, and corrections personnel. As shown in Table 32, nearly two-
thirds of the academies that provide training to court security offi-
cers offered ASD awareness during basic training, but only a third
of those that train corrections personnel.

Table 32: Less Than Half of Responding Virginia Criminal
Justice Academies Provide ASD Awareness Training

Percent of Responding Academies
Providing ASD Awareness

Personnel Basic Training In-service Training
Court security officers 62.5% 12.5%

Jail personnel 46.7 20.0
Sheriffs 421 15.8

Police officers 38.1 19.1
Corrections personnel 33.3 0.0

Source: JLARC staff survey of Virginia's criminal justice academies, February 2009.

Other types of public safety personnel, such as EMS, fire, rescue,
and judicial personnel, are less likely than law enforcement per-
sonnel to have received ASD awareness training. According to
VDH’s Office of Emergency Medical Services (OEMS, which regu-
lates EMS agencies), EMS personnel are not required to receive
specific training on ASDs, but in-service sessions on ASDs have
been offered at the State’s EMS training conference during the
past few years. Virginia firefighting personnel are also not re-
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quired to receive ASD training, and no known training session has
been made available to this group; however, many such personnel
have EMS certification and may have had the opportunity to par-
ticipate in the ASD awareness sessions at the State’s EMS train-
ing conference. Judicial personnel, such as judges, magistrates,
court clerks, and Commonwealth’s attorneys, are not required to
receive any training on ASDs. Further, personnel at the Supreme
Court of Virginia and Commonwealth’s Attorneys’ Services Council
indicated to JLARC staff that ASD awareness training has not
been offered through the training programs offered to judicial per-
sonnel by their agencies.

Rising Awareness of ASDs and Personal Interest
Often Provide Catalyst for Training

Criminal justice academies that provide ASD awareness training
usually cited their growing awareness of the disabilities and an of-
ficer’s personal interest in ASDs as the primary catalysts for offer-
ing training. When asked to identify the primary factors that
prompted them to offer ASD awareness training, 55 percent of
academies responding to the staff survey pointed to the increasing
prevalence of ASDs, while 46 percent cited an awareness of the
risk of dangerous encounters with individuals with ASDs. In addi-
tion, approximately 36 percent of responding academies with an
ASD awareness curriculum indicated that the personal interest of
an officer, often someone with a child or other family member with
an ASD, was a catalyst for the program. Academy personnel inter-
viewed by JLARC staff also indicated that the individuals who led
efforts to establish ASD awareness training and taught the courses
were officers who had children with ASDs.

Absence of ASD Training Generally Results From Limited
Focus on ASDs and Lack of State Requirement

Criminal justice academies that do not provide ASD training indi-
cated that they have either never considered providing such train-
ing, or that the State does not require them to offer such training.
Nearly three-quarters of these academies reported that they had
never considered offering ASD training. In these academies, per-
sonnel may not perceive ASD awareness training to be necessary
because they have not encountered individuals with ASDs, or may
not realize that they have done so. Additionally, two-thirds of the
academies not offering ASD awareness training indicated that the
absence of a State requirement to offer such training influenced
their decision not to offer training. These responses may indicate
that even if personnel were more aware of ASDs, they may be un-
willing to develop and offer ASD training in the absence of a State
requirement to do so.
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OPTIONS TO INCREASE AWARENESS OF ASDs
AMONG PUBLIC SAFETY PERSONNEL

JLARC staff identified a variety of options to increase awareness
of ASDs among Virginia’s public safety personnel. A training pro-
gram could take different shapes depending upon (1) which tool is
selected to convey information, (2) which public safety personnel
are targeted, and (3) whether training is optional or required. To
guide its decision, the State could consider how it approached rais-
ing awareness about Alzheimer’s disease among public safety per-
sonnel.

Virginia’'s Alzheimer’s Awareness Training Could
Be Used as Roadmap

Virginia has prior experience with raising awareness of a specific
condition among public safety personnel with its Alzheimer’s Dis-
ease Awareness training program. In implementing the Alz-
heimer’s disease awareness program, policymakers chose from
among many of the same elements available to design ASD aware-
ness training, as shown in Table 33. In 1998, the General Assem-
bly required the Department of Criminal Justice Services (DCJS)
to establish training standards and publish a model policy for law
enforcement personnel regarding Alzheimer’s disease. DCJS im-
plemented Alzheimer’s disease awareness requirements for all new
law enforcement officers. To do so, the agency partnered with the
Alzheimer’s Association to design curricular materials for use by
law enforcement academies in their basic training programs; dis-
tributed carry cards to academies and agencies for dissemination
to personnel; and developed a two-day in-service session offered
several times a year at various locations around the State. Al
though they are not required to participate in the in-service ses-
sion, personnel can participate in this training to receive continu-
ing education credits.

Table 33: Elements of the Alzheimer's Disease Awareness Program

Training Tools

Personnel to Receive Training Mechanisms to Implement Training

Basic training

Law enforcement officers Code of Virginia requires DCJS to propagate training

requirements
DCJS requires training
DCJS makes training materials available

Carry cards Law enforcement officers DCJS makes training materials available

EMS, fire personnel
Judicial personnel

In-service Law enforcement officers DCJS developed and offers workshop for continuing

workshop EMS, fire personnel education credits
Judicial personnel

Source: JLARC staff analysis and interviews with State agencies and stakeholders.
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DCJS has actively worked with the Department of Health-Office of
Emergency Medical Services (VDH-OEMS) and Department of
Fire Programs (VDFP) to provide this in-service training to EMS
and fire personnel. Recently, DCJS has begun to offer Alzheimer’s
disease training to judicial personnel. Since 2001, DCJS has re-
ceived an annual appropriation ranging from $50,000 to $75,000 to
continue offering this awareness program.

Array of Training Tools Exists to Raise ASD Awareness

JLARC staff identified a variety of training tools that could be
used to raise awareness of ASDs among Virginia’s public safety
personnel (Table 34). Most of the training tools could be used indi-
vidually or in combination with each other. In most cases the com-
bination of more than one tool would enhance each tool’s impact.
For example, while providing officers with an in-service workshop
about ASDs would increase their awareness, providing them with
a short review session several months or years later could enhance
the impact of the initial workshop.

Table 34: Variety of Tools Available to Raise ASD Awareness

Tool Duration of Training
Carry card None

Carry card review 5-7 min
Informational session 20 min

Video 30 min

Basic training workshop 2 hr

In-service workshop 2 hr

Source: JLARC staff analysis.

The tools described all aim to raise public safety personnel’s
awareness of ASDs, but the first four options are less intensive
and provide only vital information. A carry card would be a small
laminated card that contains critical information about signs of an
ASD, potential adjustments that officers may make in approaching
a person with an ASD, and ASD awareness resources. These cards
would be distributed to personnel who would keep them in their
possession while on duty. The information contained on carry
cards could be reviewed during a brief (five to seven minute) ses-
sion during which personnel could discuss questions or situations
involving individuals with ASDs. This short session could take
place at weekly staff meetings, and would provide more context,
background, and reinforcement than just handing out the carry
card. An informational session would provide officers with a short
overview of ASDs, common characteristics and behaviors of per-
sons with ASDs, and suggestions on how to work individuals on
the autism spectrum.
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ASD awareness could also be built by using training videos for
public safety personnel, which are readily available. North Caro-
lina has used this tool to train its law enforcement officers about
ASDs. The state partnered with the Autism Society of North Caro-
lina, a nationally recognized expert on ASDs, and public safety
personnel to produce a video which was distributed to all law en-
forcement academies in the state. North Carolina is in the process
of producing a similar video for use by judicial personnel. This
video provides trainees the opportunity to observe characteristics
and behaviors typical of individuals with ASDs, and watch how en-
counters with individuals on the autism spectrum might unfold.
Additionally, a video presentation makes ASD training accessible
to all agencies and academies, regardless of whether an instructor
is available.

The last two options are more intensive and would provide person-
nel with a greater depth of information. A two-hour workshop,
whether provided during basic or in-service training could address
a broader range of issues in greater detail. The workshop may in-
volve viewing a video about ASDs, and a discussion of hypothetical
situations involving individuals with ASDs. This format may bet-
ter prepare personnel to encounter individuals with ASDs, but
they are the most resource-intensive training options and would
require either additional training time or reducing training time
currently devoted to other issues. Further, a qualified instructor
would be needed.

In addition to the statewide options identified above, agencies
could also implement a variety of creative programs to raise
awareness of ASDs among their personnel. These programs may
involve bringing parents of children with ASDs to speak with per-
sonnel, having officers spend time in an ASD classroom at a local
school, or inviting individuals with ASDs and their families to tour
stations and meet personnel. As will be described in the last sec-
tion of this chapter, these community-based efforts not only pro-
vide first-hand exposure to ASDs for public safety personnel, they
also provide an opportunity for people with ASDs and their fami-
lies to forge relationships with public safety personnel and poten-
tially reduce anxieties.

Training Could Be Made Available Only to
Certain Public Safety Personnel

While all public safety officers could benefit from ASD awareness
training, certain types of public safety personnel could be priori-
tized for training. The nature of law enforcement work requires of-
ficers to carry weapons, which can quickly turn an incident into a
dangerous situation. Such severe potential consequences may
speak to prioritizing training for law enforcement officers over
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other types of public safety personnel. This view was embraced by
a nationally-recognized expert on ASD awareness training for pub-
lic safety personnel interviewed by JLARC staff, and by most (78
percent) respondents to a JLARC staff survey of criminal justice
academies.

Among states that have implemented ASD awareness training for
public safety personnel, North Carolina and Illinois have provided
training for law enforcement as a first step. Now that North Caro-
lina’s ASD awareness training is well established for its law en-
forcement personnel, the state is developing training for its judi-
cial personnel. Indiana initially required ASD awareness training
for only EMS and law enforcement officers working in schools, but
is now considering legislative action to expand the requirement to
all law enforcement and fire personnel. New Jersey has required
ASD awareness training for all public safety personnel since the
inception of the program.

Mechanism Used to Introduce Training Will Affect Utilization

If the State elects to promote ASD awareness among public safety
personnel, it must be decided whether personnel will be required
to receive training, or if the State will simply encourage training.
Requiring training could be achieved in two ways: (1) the General
Assembly could elect to mandate ASD training by statute, or (2) in
the absence of a specific requirement in the Code of Virginia, the
executive agencies responsible for regulating training for the vari-
ous public safety personnel could promulgate regulations requiring
ASD training.

Instead of requiring ASD training, the Commonwealth could en-
courage building ASD awareness training by making materials
available to agencies and academies. However, it is unclear
whether training agencies would utilize these materials. As previ-
ously described, two-thirds of criminal justice academies that do
not currently have ASD awareness training cited the lack of a
State requirement as a primary reason for not providing training.

Some states, including Indiana, Illinois, and New Jersey have im-
plemented ASD awareness training for public safety personnel via
an addendum to state laws; however, other states, such as North
Carolina and California, appear to have opted to implement ASD
training for public safety personnel without a mandate. In both
North Carolina and California, state agencies developed and dis-
seminated ASD awareness training materials to law enforcement
academies and agencies.
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Summary of Options to Promote Awareness of ASDs Among
Virginia Public Safety Personnel

In addition to having different policy merits, options described in
this chapter vary in terms of the financial and human resources
required, the extent to which they address the issues discussed in
this chapter, and the time needed for implementation. Figure 24
summarizes these implementation considerations and reflects the
best judgment of JLARC staff based on discussions with experts
and knowledge gained during this review. To facilitate the State’s
decision whether and how to promote awareness of ASDs among
Virginia public safety personnel, DCJS, VDH, and the Supreme
Court of Virginia should collaborate with relevant stakeholders to
weigh policy and implementation considerations, and identify
which options are most suitable to reshape the training programs
administered by their agencies.

Figure 24: Implementation Considerations for Options to Increase Awareness of ASDs
Among Public Safety Personnel

Extent to
Which
Resources  Addresses  Time Needed
Major Goal Needed Major Goal ®  to Implement
Carry Cards * &
Carry Card Review * &
In-Service Review Session K &
Video Presentation Yok [oTe0)
Basic Training Workshop ' Yok [C1%)
In-Service Training Workshop + J [1Z)

Personnel to Receive Training

Law Enforcement Personnel YR X
EMS, Fire, and Rescue Personnel apprl\:cc:);ble + % (1%
Judicial Personnel * (C1%]
Make Curricular Materials Available * ok OO
Mandate Training Through Agency Regulations YK &
Mandate Training Through the Code of Virginia N Yok ok OO
Least * Somewhat @ ) < 6 Months
# ok  Substantially & 6.18 Months
“}g; Yoy Greatly GOE® > 18 Months

? Ratings reflect the extent to which each option addresses the major goal described in the gray-shaded row.

Source: JLARC staff analysis of research literature, other states' practices, and interviews with State agencies.
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Recommendation (18). The Department of Criminal Justice Services
should collaborate with relevant stakeholders to (1) evaluate the op-
tions for promoting awareness of autism spectrum disorders among
law enforcement personnel; (2) identify which, if any, options are most
beneficial to pursue; and (3) report its findings to the Department of
Behavioral Health and Developmental Services no later than March
31, 2010.

Recommendation (19). The Virginia Department of Health should
collaborate with relevant stakeholders to (1) evaluate the options for
promoting awareness of autism spectrum disorders among emergency
medical services, fire, and rescue personnel; (2) identify which, if any,
options are most beneficial to pursue; and (3) report its findings to the
Department of Behavioral Health and Developmental Services no
later than March 31, 2010.

Recommendation (20). The Supreme Court of Virginia should col-
laborate with relevant stakeholders to (1) evaluate the options for
promoting awareness of autism spectrum disorders among judicial
personnel; (2) identify which, if any, options are most beneficial to
pursue; and (3) report its findings to the Department of Behavioral
Health and Developmental Services no later than March 31, 2010.

TRAINING INDIVIDUALS WITH ASDs AND THEIR CAREGIVERS
COULD IMPROVE INTERACTIONS WITH PUBLIC
SAFETY PERSONNEL

Individuals with ASDs and their families may also benefit from re-
ceiving information about public safety personnel and how to in-
teract with them. Even when public safety personnel receive ASD
awareness training, they may not recognize a person as having an
ASD. As a result, experts indicate that individuals with ASDs and
their families should disclose this information to public safety per-
sonnel as quickly as possible. Providing individuals with ASDs the
opportunity to learn about public safety personnel, their standard
procedures, and the expected behaviors when an interaction occurs
may reduce behavior escalation and help prevent difficult interac-
tions from occurring later.

Several jurisdictions, including some in Virginia, have worked to
help familiarize individuals with ASDs with public safety person-
nel by arranging structured interactions. For example, an ASD
class or a local ASD organization may have an organized field trip
to the local police station where individuals can meet police offi-
cers, tour the police station and police car, learn about appropriate
interactions with police officers, and even take part in role playing.
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The role playing activity might involve teaching individuals how to
disclose their disability to personnel in an emergency situation.

Families may also choose to take proactive steps to disclose an in-
dividual’s diagnosis before a situation arises. For example, parents
may place autism bumper stickers, magnets, or license plates on
their vehicles to alert public safety personnel to the potential that
an individual with an ASD may be present. Individuals with ASDs
can also wear medical alert jewelry, autism alert tags on their
clothing, or autism alert temporary tattoos.
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Chapter

Conclusions and Funding Options

In Summary

While several programs exist to support Virginians with ASDs and their families,
they do not fully meet the needs of those who have extensive impairments, require
supports from programs that have limited funding, or fail to meet eligibility criteria.
If Virginia chooses to build a more effective and comprehensive system of care for
these individuals, priority could be given to ensuring that existing resources are
used as efficiently as possible, publicly supported programs have the tools to deliver
effective services, and service gaps are alleviated for individuals who are currently
unserved or underserved. In particular, intensive early intervention services could
be provided to improve outcomes of individuals with ASDs and reduce future State
expenditures. To achieve meaningful improvements while recognizing fiscal con-
straints, the State could implement pilot projects and focus on specific aspects of the
service delivery system. To fund options it wishes to implement, Virginia could lev-
erage Medicaid federal matching funds, use federal stimulus money to identify
promising practices through pilot projects, explore a local match for waiver and em-
ployment services, reconsider mandated health insurance benefits, or require per-
sonal contributions.

As discussed throughout this report, there are numerous opportu-
nities to improve Virginia’s service delivery system for individuals
with ASDs and their families, and several options to address each
issue. Given the reality of finite resources and competing priori-
ties, the State will need to consider the extent to which the issues
affecting persons with ASDs should be addressed. This chapter of-
fers a framework that could be used to prioritize initiatives, and
guidance that could be followed to achieve meaningful improve-
ments while balancing the fiscal constraints facing the State. In
addition, State dollars need not be the exclusive funding source for
implementing the options described in this report: the role of other
public and private sources could also be explored to share the cost
of better meeting the needs of Virginians with ASDs and their
families in a fair and appropriate manner.

DESPITE EXISTING PROGRAMS, NEEDS OF SOME VIRGINIANS
WITH ASDs ARE NOT FULLY MET

Virginia operates an array of publicly supported programs that
provide important services but still cannot fully meet the needs of
some Virginians with ASDs. In particular, service gaps exist for
individuals with ASDs who need services that extend beyond the
scope of existing programs, seek supports from programs that have
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limited funding, or fail to meet eligibility criteria. While service
gaps exist at all life stages, they appear to be especially pro-
nounced among adults.

The Early Intervention Part C program, which serves young chil-
dren with ASDs and their families, is neither designed nor funded
to provide the types or intensity of services that have been shown
to maximize long-term outcomes and minimize societal costs.
School-age children may not consistently receive services that ade-
quately meet their multifaceted needs and enable them to achieve
independence, which is a stated program goal. School Part B ser-
vices focus largely on improving children’s functioning in the
school rather than in the home or community, where symptoms of-
ten manifest. Furthermore, schools are obligated to provide only
an “appropriate” rather than an optimal education, and are not
consistently planning and providing services to help students suc-
cessfully transition to adulthood.

While the Comprehensive Services Act can supplement the array
of services offered by schools, children are entitled only to services
in their Individualized Education Programs (which address pri-
marily educational needs), unless they are in foster care or at risk
of foster care placement. Several programs exist to provide em-
ployment supports to adults with ASDs, but funding constraints
limit the number of clients who can be served. Beyond employment
supports, adults with ASDs have access to few services, such as
housing or transportation assistance, that can help them live as
independently as possible.

While waiver programs offer a wide range of services that can sup-
plement other programs supporting Virginians with ASDs of all
ages, eligible individuals may wait up to seven years before they
can enroll in a comprehensive waiver program because of the lim-
ited number of slots. In addition, waiver services are available only
to individuals with pronounced functional impairments, which
may exclude higher-functioning individuals such as those with As-
perger’s syndrome. Adults with ASDs must also earn less than
$1,900 per month (in 2008) in order to remain eligible for services.

STRATEGIC FRAMEWORK FOR PRIORITIZING ACTIONS TO
IMPROVE VIRGINIA’S SERVICE DELIVERY SYSTEM

The options discussed in this report aim to improve Virginia’s abil-
ity to meet the needs of Virginians with ASDs during each of four
major life stages, while better coordinating services across all pro-
viders involved in plans of care (Figure 25). The options for ad-
dressing the issues described in Chapters 4 through 8 can be
grouped into three broad categories: they all improve the system of
care by (1) fostering greater efficiency, (2) bolstering effectiveness,
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or (3) alleviating service gaps. If Virginia chooses to take steps to
improve its system of care for individuals with ASDs, it could be-
gin by ensuring that existing resources are used as efficiently as
possible. The next step could be to provide existing programs with
the tools needed to administer effective services. Once existing pro-
grams are fulfilling their current mission as efficiently and effec-
tively as possible, Virginia could then explore building a more
comprehensive system of care by addressing gaps in the intensity
and availability of services.

Figure 25: Report Options Address Improving Delivery and
Coordination of Services Across Major Life Stages
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Enhancing Efficiency

The efficiency of Virginia’s service delivery system for individuals
with ASDs could be enhanced through several initiatives to foster
greater coordination and collaboration. First, because it has been
designated the lead agency for all developmental disability ser-
vices, the Department of Behavioral Health and Developmental
Services (BHDS) could play a critical role in coordinating the ex-
tensive network of agencies and programs that serve individuals
with ASDs. In its new role, the agency could identify opportunities
to reduce duplicative services, rationalize and integrate similar
programs, and reallocate resources toward the most effective ini-
tiatives. To ensure that the agency moves forward in a direction
that adequately represents the interests of Virginians with ASDs
and aligns with the vision of both the legislative and executive
branches, BHDS should create a detailed action plan that ad-
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dresses key priorities, including those discussed in this report, and
present its findings to the Secretary of Health and Human Re-
sources, the Joint Commission on Health Care, and the House Ap-
propriations and Senate Finance Committees. This plan should be
developed collaboratively with all relevant ASD stakeholders such
as individuals with developmental disabilities (including ASDs),
caregivers, organizations with expertise in ASDs such as Com-
monwealth Autism Service, other State agencies and entities, and
experts in ASDs from Virginia Commonwealth University and the
University of Virginia.

Recommendation (21). The Department of Behavioral Health and
Developmental Services should create a detailed action plan reflecting
the input of relevant stakeholders and the evaluation of options con-
ducted by other State agencies, which specifies how the department
will address the issues contained in this report and build a more effec-
tive system of care for Virginians with developmental disabilities, in-
cluding autism spectrum disorders. This plan should be presented to
the Secretary of Health and Human Resources, the Joint Commission
on Health Care, and the House Appropriations and Senate Finance
Committees no later than November 30, 2010.

In addition, a centralized and comprehensive information reposi-
tory should be developed to help educate families and providers
about ASDs, effective treatment options, and available programs.
Through this resource, individuals with ASDs may learn about
programs for which they are eligible, receive more appropriate ser-
vices, and 1nitiate interventions earlier when outcomes can be
most easily shaped.

Bolstering Effectiveness

Existing programs could better meet the needs of Virginians with
ASDs and more effectively shape outcomes if they had the tools to
apply best practices, measure progress, and work toward common
goals. Providers across the service delivery system could benefit
from additional training and guidance about selecting and imple-
menting research-based practices that have demonstrated success.
In addition, more emphasis could be placed on using data to meas-
ure progress and adjust plans of care to ensure that they achieve
the intended results. Comprehensive plans of care drafted by mul-
tidisciplinary teams could also facilitate access to needed interven-
tions by helping families and providers better understand the full
array of services needed, which publicly supported programs could
be used, and where personal resources might be required to opti-
mize outcomes. Lastly, case management services that coordinate
the work of all providers could help ensure that services aim to
achieve a common purpose and collectively meet as many needs as
possible.
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While a more com-
prehensive system of
care could benefit
individuals with
ASDs of all ages, the
provision of intensive
early intervention
services has been
shown to offer the
greatest potential for
improving long-term
outcomes while re-
ducing costs to the
State.

Alleviating Service Gaps

A comprehensive system of care could help a larger number of Vir-
ginians with ASDs receive services that more fully meet their
needs. Even if publicly supported programs were more efficient
and effective, some individuals with ASDs would likely still remain
unserved or underserved. BHDS should facilitate the development
of a State vision regarding the services that could be made avail-
able, and the resources needed to achieve this vision. Further,
BHDS should provide leadership in designing and building the
most appropriate system of care.

Service gaps could first be addressed in the early intervention sys-
tem. While a more comprehensive system of care could benefit in-
dividuals with ASDs of all ages, the provision of intensive early in-
tervention services has been shown to offer the greatest potential
for improving long-term outcomes and could result in significant
cost savings to the State and society. Because intensive early in-
tervention will not succeed in eliminating the need for supports
among all individuals with ASDs, providing appropriate employ-
ment services to adults could play an important role in maximizing
the degree of independence and productivity they can achieve. In
addition, Virginia should ensure that the services and supports in
place to help further integrate individuals with disabilities in the
community also address the unique needs of adults with ASDs.

Creating a regional office structure could also address many ser-
vice gaps as well as streamline and further integrate the State’s
system of care. Regional offices could provide many of the critical
services identified as lacking in Chapters 4 through 8 (including
case management, multidisciplinary assessments, comprehensive
plans of care, and direct ASD services) in a setting that is central-
ized and easily accessible. While alternatives exist, CSBs appear to
be the most logical choice for assuming this role, given their rela-
tionship to BHDS and current role as service providers to indi-
viduals with intellectual disabilities. However, CSBs will likely be
challenged to handle this additional responsibility given the con-
cerns raised in 2008 by BHDS’s Inspector General regarding the
adequacy of services they deliver.

POTENTIAL APPROACH FOR IMPLEMENTING OPTIONS

If the State chooses to address issues affecting the delivery of ser-
vices to Virginians with ASDs, several strategies could be followed
to achieve meaningful results while acknowledging fiscal con-
straints. These strategies have been either used or recommended
in several other states that have recently explored options to im-
prove their service delivery system.
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e Start with “quick hits” that require limited resources and
have a short implementation timeframe to begin helping
families right away.

e Build upon existing programs whenever possible in order to
minimize the need for ramp-up in knowledge and resources,
and expedite implementation.

e Implement pilot projects to identify successful initiatives
which can be expanded when funding is more widely avail-
able.

e Focus efforts on specific programs or populations as a start-
ing point.

FUNDING ALTERNATIVES TO IMPLEMENT OPTIONS

Several of the options contained in this report would require addi-
tional resources. While Virginia may choose to use general funds to
implement options it wishes to exercise, other public and private
sources could also be explored. In addition, the State could reinvest
savings derived from its efforts to increase the efficiency of existing
programs.

Medicaid Funding

Implementing options that involve Medicaid programs would en-
able Virginia to receive federal matching funds for at least 50 per-
cent of expenditures (the federal matching rate is higher between
October 2008 and December 2010 due to the American Recovery
and Reinvestment Act). In particular, increasing the number of
Individual and Family Developmental Disabilities Support (DD)
and Mental Retardation (MR) waiver slots could help many indi-
viduals with ASDs receive comprehensive care during all life
stages. The 2009 General Assembly tasked the Governor with cre-
ating a plan to reduce the urgent care waiting list for the MR
waiver and the entire waiting list for the DD waiver by 20 percent
prior to 2012, and eliminating these lists altogether before the
2018-2020 biennium. While this plan does not commit the State to
allocating resources, it acknowledges the potential for this option
to better meet the needs of Virginians with developmental disabili-
ties while leveraging federal funds.

American Recovery and Reinvestment Act Funding

The American Recovery and Reinvestment Act (ARRA), otherwise
known as the federal stimulus package, could also be used in the
short term to implement options for better meeting the needs of
Virginians with ASDs. According to the State’s 2009-2010 budget,

Chapter 10: Conclusions and Funding Options 180



a substantial portion of stimulus funding will be allocated to pro-
grams that support individuals with ASDs:

$10.3 million for Early Intervention Part C programs,

$9.5 million for preschool initiatives under School Part B
program,

$218.4 million for other special education purposes under the
School Part B program,

$11.6 million for vocational rehabilitation, and

$0.3 million for centers for independent living (CILs).

While limited in duration, a portion of these funds could be used to
initiate pilot projects to identify successful practices, which Vir-
ginia could subsequently choose to expand with other funding.

Reinvested State Savings

If the State chooses to implement options to maximize the effi-
ciency of existing programs, resulting savings could be reinvested
to improve the effectiveness of existing programs as well as ad-
dress service gaps. In addition, research has shown that investing
in intensive early intervention services could result in significant
long-term cost reductions for the State, which could also be used to
fund improvements in Virginia’s system of care for individuals
with ASDs.

Local Government Funding

Local governments could also allocate additional funding to pro-
grams that support individuals with ASDs. While localities pay for
a substantial portion of School Part B and CSA expenditures, and
sometimes choose to contribute to the Early Intervention Part C
program and CILs, they do not appear to contribute to other pro-
grams such as Medicaid waivers or vocational rehabilitation. Vir-
ginia could re-examine the extent to which localities should sup-
port program expenditures, or require local matching funds for
new services. This approach would be consistent with other pro-
grams, such as CSA, where Medicaid-funded services require a lo-
cal match. In addition, building a more effective and comprehen-
sive system of care could reduce the need for special education
services and therefore reduce the expenditures of local govern-
ments, which pay nearly two-thirds of School Part B expenditures.

Health Insurance Coverage

While the cost of serving individuals with ASDs is currently borne
primarily by publicly supported programs and personal resources,
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steps could be taken to increase the role of health insurance cover-
age in paying for medically necessary services. Several states have
chosen to override the objections of health insurers described in
Chapter 3 by enacting comprehensive mandated health benefits
legislation covering all ASD-related therapies, including speech,
occupational, physical, and behavioral interventions. As of May
2009, 13 states (Arizona, Connecticut, Florida, Illinois, Indiana,
Louisiana, Montana, Nevada, New Jersey, New Mexico, Pennsyl-
vania, South Carolina, and Texas) had enacted such legislation.
Bills had been introduced in another 25 states in 2009, including
Virginia. Further, a bill was introduced in the U.S. Congress in
April 2009 that would compel comprehensive coverage of research-
based, medically necessary ASD therapies (including applied be-
havior analysis) by health insurance plans not governed by State
laws.

Legislation mandating health insurance benefits for individuals
with ASDs was not enacted in Virginia largely due to concerns
over the fiscal impact of rising premiums on small businesses and
the State; disagreements over the nature of ASD interventions as
educational rather than medical; a lack of a mechanism to ensure
that only effective practices are used; and difficulties ensuring the
qualifications of providers. However, it appears that other states
have found ways to mitigate several of these issues. For example,
California issued guidelines to more clearly delineate the responsi-
bilities of schools toward meeting educational needs and health in-
surers for covering medically necessary services. California also
recommended creating an advisory council of medical and allied
health professionals who would be responsible for identifying the
practices that effectively treat ASDs and would be reimbursable by
health insurers. In addition, several states, including Pennsyl-
vania, have created a certification to ensure minimum qualifica-
tions for providers of behavioral interventions, such as ABA.

Personal Resources

To defray a portion of the costs associated with better meeting the
needs of individuals with ASDs, Virginia could require the contri-
bution of personal resources based on ability to pay. While the
School Part B program entitles families to special education ser-
vices and supports at no cost, other programs are not subject to
this requirement. The State could therefore evaluate whether the
program fees currently charged to individuals with ASDs and their
caregivers are adequate, and use any appropriate increase in indi-
vidual contributions to provide better or more services. Alterna-
tively, Virginia could require personal contributions only for new
services 1t wishes to implement.
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List of Recommendations:

Assessment of Services for Virginians With Autism
Spectrum Disorders

C

1. The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant State agencies and
stakeholder groups to design a centralized, comprehensive, and
reliable source of information to educate Virginians about (1)
autism spectrum disorders, (2) research findings about treat-
ment approaches and interventions, (3) publicly supported pro-
grams and supports, (4) private providers specializing in au-
tism spectrum disorders, (5) support groups, and (6) any other
relevant information identified by stakeholders. The depart-
ment and stakeholders should determine the mechanism most
suitable for delivering this information, such as a guidebook,
website, or staffed clearinghouse, and the entity best suited to
create and administer the mechanism selected.

2. The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant stakeholders to (1)
evaluate the options for promoting State-level accountability
and coordination of services for Virginians with autism spec-
trum disorders, enhancing access to information about commu-
nity resources, and improving the coordination of individual
care; and (2) identify no later than March 31, 2010, which, if
any, options are most beneficial to pursue.

3. The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant stakeholders to (1)
evaluate the options for raising public awareness about autism
spectrum disorders, increasing consistent and standardized
screenings, expediting diagnoses, and improving the referral
process; and (2) identify no later than March 31, 2010, which, if
any, options are most beneficial to pursue.

4. The Department of Medical Assistance Services should develop
and implement a plan for educating Virginians with autism
spectrum disorders (ASDs) and their families; Medicaid case
managers; providers; and personnel from relevant programs
including School Part B, Early Intervention Part C, and Com-
prehensive Services Act about the availability of Medicaid
waivers and programs through which needed services can be
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obtained. In particular, outreach efforts should convey that in-
dividuals with ASDs may be eligible for the Elderly or Disabled
with Consumer Direction waiver, and that Medicaid and
waiver recipients under age 21 can receive a comprehensive ar-
ray of medically necessary services through the Early and Peri-
odic Screening, Diagnosis, and Treatment program. The de-
partment should present a detailed plan outlining its proposed
outreach efforts to the Joint Commission on Health Care no
later than November 30, 2009.

5. The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant stakeholders to (1)
evaluate the options for enhancing the early intervention sys-
tem for children with autism spectrum disorders by improving
the Early Intervention Part C program and developing services
through regional offices; and (2) identify no later than March
31, 2010, which, if any, options are most beneficial to pursue.

6. The Department of Education should collaborate with relevant
stakeholders to (1) evaluate the options for enhancing the early
intervention system for children with autism spectrum disor-
ders by improving the Part B special education services avail-
able to preschool-age children and offering educational alterna-
tives through a scholarship program; (2) identify which, if any,
options are most beneficial to pursue; and (3) report its findings
to the Department of Behavioral Health and Developmental
Services no later than March 31, 2010.

7. The Department of Medical Assistance Services should collabo-
rate with relevant stakeholders to (1) evaluate the options for
enhancing the early intervention system by improving the
Medicaid programs serving young children with autism spec-
trum disorders; (2) identify which, if any, options are most
beneficial to pursue; and (3) report its findings to the Depart-
ment of Behavioral Health and Developmental Services no
later than March 31, 2010.

8. The Virginia Department of Education should collaborate with
the Office of the Attorney General to develop operational guide-
lines for schools on the provision of a free and appropriate pub-
lic education for students with disabilities, as determined by
federal and state legal decisions.
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9.

10.

11.

12.

13.

The Department of Education should develop a model indi-
vidualized education program (IEP) for Virginia students with
autism spectrum disorders. The model IEP should include
guidance on (1) developing appropriate and measurable goals
and objectives; (2) addressing all major domains of functioning
for students with autism spectrum disorders, including behav-
lor, communication, sensory, and cognitive skills; (3) building
social and life skills; and (4) fostering generalization of skills to
environments other than the school.

The Department of Education should create transition guide-
lines that offer strategies for addressing the unique and com-
plex needs of high school students with autism spectrum disor-
ders; securing the services needed to build life, social, and
vocational skills; and positioning them for pursuing opportuni-
ties of their choice after these students exit the school system.

The Department of Education should collaborate with relevant
stakeholders to (1) evaluate the options for improving the de-
livery of services to school-age children with autism spectrum
disorders by increasing the consistency of service provision,
enhancing its professional development programs, developing
goals and objectives and monitoring progress, improving tran-
sition services, and offering educational alternatives through a
scholarship program; (2) identify which, if any, options are
most beneficial to pursue; and (3) report its findings to the De-
partment of Behavioral Health and Developmental Services no
later than March 31, 2010.

The Department of Medical Assistance Services should collabo-
rate with relevant stakeholders to (1) evaluate the options for
improving the delivery of services to school-age children with
autism spectrum disorders by increasing knowledge about
Medicaid services, developing standards and rates for Medicaid
providers, and adjusting existing or creating new waiver pro-
grams; (2) identify which, if any, options are most beneficial to
pursue; and (3) report its findings to the Department of Behav-
ioral Health and Developmental Services no later than March
31, 2010.

The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant stakeholders to (1)
evaluate the options for improving the delivery of services to
school-age children with autism spectrum disorders by develop-
ing services through regional offices; and (2) identify no later
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14.

15.

16.

17.

18.

19.

than March 31, 2010, which, if any, options are most beneficial
to pursue.

The General Assembly may wish to consider directing the
Olmstead Community Integration Implementation Team to in-
clude in its action plan and implementation update a discus-
sion of steps that can be taken to help Virginians with autism
spectrum disorders achieve greater levels of independence and
be further integrated in the community.

The Department of Rehabilitative Services should collaborate
with relevant stakeholders to (1) evaluate the options for fos-
tering greater independence among adults with autism spec-
trum disorders by improving employment services and sup-
ports; (2) identify which, if any, options are most beneficial to
pursue; and (3) report its findings to the Department of Behav-
ioral Health and Developmental Services no later than March
31, 2010.

The Department of Medical Assistance Services should collabo-
rate with relevant stakeholders to (1) evaluate the options for
fostering greater independence among adults with autism spec-
trum disorders by improving Medicaid waiver programs; (2)
identify which, if any, options are most beneficial to pursue;
and (3) report its findings to the Department of Behavioral
Health and Developmental Services no later than March 31,
2010.

The Department of Behavioral Health and Developmental Ser-
vices should collaborate with relevant stakeholders to (1)
evaluate the options for fostering greater independence among
adults with autism spectrum disorders; and (2) identify no later
than March 31, 2010, which, if any, options are most beneficial
to pursue.

The Department of Criminal Justice Services should collabo-
rate with relevant stakeholders to (1) evaluate the options for
promoting awareness of autism spectrum disorders among law
enforcement personnel; (2) identify which, if any, options are
most beneficial to pursue; and (3) report its findings to the De-
partment of Behavioral Health and Developmental Services no
later than March 31, 2010.

The Virginia Department of Health should collaborate with
relevant stakeholders to (1) evaluate the options for promoting
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20.

21.

awareness of autism spectrum disorders among emergency
medical services, fire, and rescue personnel; (2) identify which,
if any, options are most beneficial to pursue; and (3) report its
findings to the Department of Behavioral Health and Develop-
mental Services no later than March 31, 2010.

The Supreme Court of Virginia should collaborate with rele-
vant stakeholders to (1) evaluate the options for promoting
awareness of autism spectrum disorders among judicial per-
sonnel; (2) identify which, if any, options are most beneficial to
pursue; and (3) report its findings to the Department of Behav-
ioral Health and Developmental Services no later than March
31, 2010.

The Department of Behavioral Health and Developmental Ser-
vices should create a detailed action plan reflecting the input of
relevant stakeholders and the evaluation of options conducted
by other State agencies, which specifies how the department
will address the issues contained in this report and build a
more effective system of care for Virginians with developmental
disabilities, including autism spectrum disorders. This plan
should be presented to the Secretary of Health and Human Re-
sources, the Joint Commission on Health Care, and the House
Appropriations and Senate Finance Committees no later than
November 30, 2010.
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Study Mandate

Appendix

HOUSE JOINT RESOLUTION NO. 105
Directing the Joint Legislative Audit and Review Commission to study autism services in the
Commonwealth. Report.

Agreed to by the House of Delegates, February 8, 2008
Agreed to by the Senate, March 4, 2008

WHEREAS, autism spectrum disorders (ASDs) are a group of developmental disabilities defined
by significant impairments in social interaction and communication and the presence of unusual
stereotypical or repetitive behaviors, interests, and activities that often appear before the age of
three and affect all racial, ethnic, and socioeconomic groups; and

WHEREAS, many people with ASDs also have unusual ways of learning, paying attention, or
reacting to different situations and sensations, and the thinking and learning abilities of people
with ASDs can vary significantly; and

WHEREAS, the Center for Disease Control's Autism and Developmental Disabilities Monitoring
Network reports that the rate of autism among the population has grown by 173% over the past
decade, and that in 2007, one in every 150 eight-year-old children had a diagnosed ASD; and

WHEREAS, between 1998 and 2006, the number of children aged three to 22 with an identified
ASD enrolled in the Virginia Public School System increased by more than 400%, from 1,521 to
6,753; and

WHEREAS, law-enforcement officers, public safety personnel, first responders, judges, magis-
trates, attorneys for the Commonwealth, public defenders, and various personnel involved in the
legal system may not be aware of the impacts of ASDs or of the best ways to assist individuals
with ASDs; and

WHEREAS, providing education and training to such persons will result in less disruptive, more
meaningful interactions for all persons involved and better and more equitable services for per-
sons with autism; and

WHEREAS, the need for uniform, consistent, effective, and appropriate approaches to the diag-
nosis, treatment, and management of ASDs has grown apace with the prevalence of ASDs; now,
therefore, be it

RESOLVED by the House of Delegates, the Senate concurring, That the Joint Legislative Audit
and Review Commission be directed to study autism services in the Commonwealth.
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In conducting its study, the Joint Legislative Audit and Review Commission shall (i) assess cur-
rent availability and delivery of autism services in the Commonwealth; (i1) identify best practices
in the diagnosis, treatment, and management of ASDs; (iii) evaluate the need and means to dis-
seminate information collected during assessments to relevant service areas including education,
law enforcement, rehabilitation, mental health, and emergency services; (iv) assess service deliv-
ery in other states; (v) identify current autism educational and training opportunities available to
or provided to law-enforcement and judicial personnel, including law-enforcement officers, pub-
lic safety personnel, first responders, judges, magistrates, attorneys for the Commonwealth, pub-
lic defenders, and other personnel involved in the legal system; (vi) identify best practices and
areas for improvement in autism education and training for law-enforcement and judicial person-
nel, and other models for providing autism education for law-enforcement and judicial person-
nel; and (vii) recommend ways to improve the delivery of autism services in the Commonwealth,
including methods of providing the range of autism educational and training opportunities to
law-enforcement and judicial personnel.

All agencies of the Commonwealth shall provide assistance to the Joint Legislative Audit and
Review Commission for this study, upon request. In addition, the Joint Legislative Audit and
Review Commission may seek input from the Secretary of Health and Human Services, the Sec-
retary of Education, Commonwealth Autism Services, the Joint Commission on Health Care, the
Virginia Institute of Autism, and other interested stakeholders.

The Joint Legislative Audit and Review Commission shall complete its meetings for the first
year by November 30, 2008, and for the second year by November 30, 2009, and the Director
shall submit to the Division of Legislative Automated Systems an executive summary of its find-
ings and recommendations no later than the first day of the next Regular Session of the General
Assembly for each year. Each executive summary shall state whether the Joint Legislative Audit
and Review Commission intends to submit to the General Assembly and the Governor a report
of its findings and recommendations for publication as a House or Senate document. The execu-
tive summaries and reports shall be submitted as provided in the procedures of the Division of
Legislative Automated Systems for the processing of legislative documents and reports and shall
be posted on the General Assembly's website.
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Appendix

Research Activities
and Methods

Key research activities for this study included

e site visits to local Early Intervention Part C programs, school
divisions, regional special education programs, vocational re-
habilitation field offices, and Centers for Independent Living;

e surveys of individuals with ASDs or their caregivers, Vir-
ginia public schools, and criminal justice academies that
train law enforcement personnel,

e public input sessions;

e structured interviews with staff from State agencies, service
providers, and other stakeholders;

e reviews of best practices used by other states to serve indi-
viduals with ASDs;

e reviews of the literature on autism spectrum disorders; and

e participation in professional conferences.

SITE VISITS

JLARC staff visited eight Virginia areas to conduct structured in-
terviews with staff from entities that serve individuals with ASDs,
including local Early Intervention Part C programs, school divi-
sions, regional special education programs, Department of Reha-
bilitation Services (DRS) vocational rehabilitation (VR) field of-
fices, and Centers for Independent Living (CILs). These site visits
were conducted in December 2008 and January 2009, and each
visit was completed in one to two days. In a few cases, interviews
were handled over the phone to reduce time and costs associated
with travel. Staff interviewed included Part C system managers,
infant educators, special education directors, school division au-
tism specialists, VR field office staff, and CIL staff. Topics dis-
cussed during site visits included

e estimates of individuals with ASDs who are served and their
characteristics,

e types and adequacy of services that are provided to individu-
als with ASDs,

e types of and extent to which additional services are needed,
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e qualifications of staff and other providers who serve indi-
viduals with ASDs,

o efforts to ensure the effectiveness of services, and
e barriers to serving individuals with ASDs.

The study team used several criteria to select the eight areas in
which to conduct site visits (Figure B-1). Staff identified school di-
visions serving at least 10 students with ASDs, and then selected
one school division from each of the eight School Superintendent
regions which, collectively, represented urban, suburban, and rural
areas, as well as varying levels of fiscal stress.

JLARC staff also conducted site visits or telephone interviews with
agencies in several other areas of the State, including

the Shenandoah Valley Special Education Regional Program,
the Fairfax County VR field office,
the Henrico County VR field office, and

the Chesterfield County Public Schools Career and Transi-
tion Services office.

SURVEYS

JLARC staff administered three surveys targeting (1) individuals

Figure B-1: JLARC Staff Visited Eight Virginia Areas

Northern Virginiaftt

Southwest

Southside Hopewell Areat

Legend
T Site visit to area included VR field office I Selected school division (also served by Part C office)
11 Site visit to area included CIL [ Served by Part C office

11t Site visit to area included VR field office and CIL
B Served by Part C office and part of regional special education program with selected school division

=23 Part of regional special education program with selected school division

Source: JLARC staff analysis.

Appendix B: Research Activities and Methods 192



with ASDs or their caregivers, (2) public schools in Virginia, and
(3) criminal justice academies. Surveys were designed to supple-
ment the information gathered during input sessions, site visits,
structured interviews, and reviews of the literature.

Survey of Individuals With ASDs or Their Caregivers

JLARC staff surveyed individuals with ASDs or their caregivers to
gather information on individuals with ASDs, the services they
have received, and any barriers they or their families have faced in
obtaining services. Survey topics included

¢ timeline for identifying and diagnosing the ASD, and difficul-
ties obtaining them;

¢ information provided after obtaining a diagnosis;

e services received throughout life stages from publicly-funded
early intervention, school-based, and other programs, includ-
ing the adequacy of services;

e services secured with private funding and barriers to access;
and

e levels of independence and productivity achieved by adults
with ASDs and barriers to greater independence.

JLARC staff contacted all major ASD stakeholder groups and
asked that they notify their members about the electronic survey,
and 600 responses were received from individuals with ASDs or
their caregivers.

Survey of Virginia Public Schools

To gather information on school-based services for students with
ASDs, JLARC staff conducted a survey of a sample of preschool,
elementary, middle, and high schools in Virginia. Survey topics in-
cluded the types and intensity of services schools provide to stu-
dents with ASDs, schools’ ability to address the various functional
needs of these students, the resources available to school personnel
for developing and implementing appropriate education plans for
these students, and the challenges schools face in meeting stu-
dents’ educational needs. JLARC staff surveyed a random sample
of 560 schools out of 2,107 in Virginia, and received responses from
436 schools (78 percent of the sample).

Survey of Criminal Justice Academies

JLARC staff conducted a survey of the 36 criminal justice acad-
emies in Virginia. The purpose of this survey was to gather infor-
mation on the extent to which criminal justice academies provide

Appendix B: Research Activities and Methods 193



ASD training to criminal justice personnel such as police officers,
sheriffs, jail personnel, corrections personnel and court security of-
ficers. Survey topics included the provision of training, training re-
cipients, catalysts for providing training, resources necessary to
deliver training, and training content. Of the 36 academies sur-
veyed, 27 provided responses (75 percent).

STRUCTURED INTERVIEWS

JLARC staff conducted a variety of interviews with personnel from
State-level entities, service providers, and stakeholder groups, as
well as State and national experts on topics such as public safety
personnel training and employment supports for individuals with
disabilities.

Interviews With Staff of State-Level Entities

JLARC staff interviewed staff of the following State-level entities
to gain additional insight into the delivery of services to individu-
als with ASDs, the effectiveness of ASD treatment methods, prob-
lems experienced in obtaining services across life stages, the num-
ber of individuals with ASDs served, service costs, and the history
of State policies for serving individuals with ASDs:

e Virginia Department of Behavioral Health and Developmen-
tal Services (formerly Mental Health, Mental Retardation
and Substance Abuse Services),

e Virginia Department of Education and the Training and
Technical Assistance Centers,

e Virginia Department of Health,
¢ Virginia Department of Medical Assistance Services,

e Virginia Department of Rehabilitative Services and the
Woodrow Wilson Rehabilitation Center,

e Virginia Board for People with Disabilities,
e Joint Commission on Health Care, and
e Research and Rehabilitation Center on Workplace Supports

and Job Retention at Virginia Commonwealth University.

JLARC staff also interviewed staff of several agencies that provide
training to public safety personnel to gather information on issues
involving individuals with ASDs and the availability of ASD train-
ing opportunities for public safety personnel:

¢ Virginia Department of Criminal Justice Services,

¢ Virginia Department of Health,
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Virginia Department of Fire Programs,

Supreme Court of Virginia,

e Commonwealth’s Attorney Services Council, and

Roanoke County Criminal Justice Training Academy.

Interviews With Stakeholder Groups and Service Providers

JLARC staff conducted structured interviews with various stake-
holder groups and service providers to gather information on
health care professionals’ diagnostic practices; professional opin-
ions about service needs, adequacy of services, and effective prac-
tices; and suggestions for improving the delivery of services to Vir-
ginians with ASDs:

Virginia’s Commonwealth Autism Service,

Virginia Autism Council,

Virginia Treatment Center for Children at Virginia Com-
monwealth University,

Virginia Chapter of the American Academy of Pediatrics,

Virginia’s Faison School for Autism, and

Autism Speaks.

PUBLIC INPUT SESSIONS

Four JLARC staff-led public input sessions were held at the begin-
ning of this review to assist JLARC staff in defining the issues
faced by individuals with ASDs and their families when seeking
services. Sessions were held in the fall of 2008 in Chesterfield
County and the cities of Roanoke, Portsmouth, and Woodbridge,
and 56 individuals provided formal comments. Staff posted an an-
nouncement on the JLARC website to notify individuals about the
public input sessions. ASD stakeholder groups were also asked to
post an internet link to the announcement on their website and
distribute it to their members via e-mail. Individuals who could
not attend the sessions could also submit written comments via e-
mail, fax, or telephone, and 40 individuals provided input in this
form.

REVIEW OF RESEARCH LITERATURE AND VIRGINIA POLICIES

JLARC staff reviewed numerous documents and studies to sup-
plement and validate findings from interviews, site visits, and sur-
veys. A review of the literature was conducted regarding the
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e diagnostic process, specifically factors impacting delays in re-
ceiving a diagnosis, and the age when stable ASD diagnoses
can be made;

o effectiveness of treating ASDs, particularly the impact of
early intensive interventions;

e best practices in educational programs for students with
ASDs, including training school personnel; and

e previous Virginia studies of the delivery of services to indi-
viduals with ASDs or other developmental disabilities.

Finally, JLARC staff reviewed State statutes and policies related
to services for individuals with ASDs.

REVIEW OF BEST PRACTICES IN OTHER STATES

JLARC staff used a three-pronged approach to review best prac-
tices that other states have implemented. First, staff compiled in-
formation on policies and practices other states use to provide ser-
vices to this population, including recent initiatives states have
implemented or considered. Summaries of state efforts compiled by
several national organizations such as the Easter Seals and the
National Conference of State Legislatures were reviewed by staff.
In particular, the Easter Seals website provided links to ASD-
related task forces, programs, and legislation within each state.

Second, JLARC staff identified for further review programs or
policies that have been implemented by other states that appeared
to be promising practices for effectively and efficiently serving in-
dividuals with ASDs. For some programs, staff were able to gather
evidence of program effectiveness through formal reports of pro-
gram outcomes. However, many of these programs were newly im-
plemented or had recently undergone significant changes. As a re-
sult, JLARC staff considered additional factors such as the extent
to which the program contained components that had been identi-
fied by national organizations and experts in the field as effective
for serving individuals with ASDs, used mechanisms to ensure pro-
gram accountability, and had been replicated in other states.
Lastly, JLARC staff contacted agency staff in other states to
gather more detailed information about the programs that had
been identified as best or promising practices.

PARTICIPATION IN PROFESSIONAL CONFERENCES

Project staff also participated in two professional conferences re-
lated to ASD services during the study. Staff attended a special
education law conference focused on the implementation of IDEA
as well as the eighth annual Autism Conference sponsored by the
Commonwealth Autism Service.
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Appendix

Summary of Major Studies on
Effectiveness of Early
Intensive ASD Treatment

Outcomes

Average Gain in

Group Description 1Q Points Educational Placement
EIBI compared to less intensive public school special education (2006 study)
Treatment 21 children who received EIBI that +25 = 29% fully included in regular class
was ABA-based (35 to 40 without supports
hours per week) = 52% of children in regular class
with supports
Comparison 21 children who received commu- +14

nity-based interventions such
as public school special educa-
tion (15 to 30 hours per week)

5% primarily in regular class

EIBI compared to less intensive parent-training model (2000 study)

Treatment

Comparison

15 children who received 30 hours
of ABA-based therapy from
therapists

13 children who received ABA-
based therapy from parents in
addition to special education
(20 to 25 hours per week total)

+16

27% in regular class without sup-
ports

= No children in regular class without

supports

EIBI compared to two groups who received less intensive treatment (1987 study)

Treatment

Comparison

19 children who received 40 hours
of one-to-one ABA

19 children who received 10 hours
or less of one-to-one ABA,
same provider as treatment
group

21 children who received 10 hours
or less of one-to-one ABA, dif-
ferent provider than treatment

group

= 47% achieved

normal range 1Q
scores (94 to
120)

= 2% achieved 1Q

in normal range

Source: JLARC staff review of literature on early intensive behavioral interventions.

47% successful first grade per-
formance in general class without
supports

42% placed in special education
classes for language delayed
11% placed in class for children
with autism or MR

= 2% placed in general class without

supports

= 45% placed in special education

class for language delay
53% places in class for children
with autism or MR
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Appendix

Major Programs Serving

Virginians With ASDs

Child Development Clinics

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources

Year Established

Guiding Legislation

Eligibility Criteria

Cost of Services

Program Funding ($M)
Federal
State
Local
Other
TOTAL

Individuals Served
Total
With ASDs

Provide services to children suspected of having devel-
opmental or behavioral disorders. Services provided in-
clude diagnostic assessment, care planning, limited fol-
low-up care coordination, referrals, and screening for the
Individual and Family Developmental Disabilities Sup-
port waiver.

Department of Health (VDH)

Local health departments and State universities.

Multi-disciplinary team comprised of a pediatrician,
nurse, social worker, psychologist, and educational con-
sultant employed by a local school division.

Schools, local department of social services, physicians,
families

1955

e Code of Virginia §32.1-12 and §32.1-77

¢ 12VAC5-191

Age: Under 21 years of age

Diagnostic: suspected of or at-risk of developmental dis-
ability or behavioral disorder

Functional: None

Financial: None

Co-payments based on VDH’s sliding scale

SFY 08 SFY 07 SFY 06 SFY 05
$1.92 $2.02 $1.78 $1.85
1.63 1.61 1.54 1.59
0.01 0.01 0.20 0.15
$3.56 $3.63 $3.52 $3.59
SFY 08 SFY 07 SFY 06 SFY 05
2,516 2,494 2,687 2,449
n/a n/a n/a n/a
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Individual and Family Developmental Disabilities Support (DD)

Waiver

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources
Year Established

Guiding Legislation

Max. Enrollment (’08)

Eligibility Criteria

Cost of Services

Provides comprehensive home and community-based care
to individuals would otherwise require placement in an
intermediate care facility for persons with mental retar-
dation (ICF/MR).

Department of Medical Assistance Services (DMAS)

Pre-admission assessments completed by child develop-
ment clinics (CDCs) through local departments of health;
local departments of social services determine financial
eligibility.

Private providers generally, and some community ser-
vices boards and local departments of health.

Staff from local agencies, parents
2000

Social Security Act - Section 1915(c) Home and Commu-
nity-Based Services Waivers

608; 715 on waiting list as of May 2009

Age: 6 or older

Diagnostic: developmental disability excluding intellec-
tual disability

Functional: meeting ICF/MR criteria based on depend-
ency level in two or more categories of the “level of func-
tioning survey”

Financial: individual income below 300% of SSI benefits
($1,911 per month in 2008) and assets up to $2,000

Co-payments required if income > 100% of SSI, up to
300% of SSI benefits if employed 20+ hours per week

Program Funding ($M)
Federal

State

TOTAL

Individuals Served
Total
With ASDs

SFY 08 SFY 07 SFY 06 SFY 05
$5.32 $4.75 $4.15 $3.10
5.32 4.75 4.15 3.10
$10.64 $9.50 $8.30 $6.20
SFY 08 SFY 07 SFY 06 SFY 05
541 408 388 338
316 213 212 200
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Elderly or Disabled With Consumer Direction (EDCD) Waiver

Program Description

State Administrative
Agency

Local Administration

Service Providers
Referral Sources
Year Established

Guiding Legislation

Max. Enrollment (’08)

Eligibility Criteria

Cost of Services

Program Funding ($M)
Federal

State

TOTAL

Individuals Served

Total
With ASDs

Provides home and community-based services to indi-
viduals who would otherwise require placement in a nurs-
ing facility. Services include personal care, respite care,
adult day health care, personal emergency response sys-
tem and medication monitoring.

Department of Medical Assistance Services (DMAS)

Screening requested from local departments of social ser-
vices or health; local departments of social services de-
termine financial eligibility.

Private providers
Staff from local agencies, parents
2005

Social Security Act - Section 1915(c) Home and Commu-
nity-Based Services Waivers

None

Age: > 65, or any if disabled

Diagnostic: disability if under 65

Functional: meeting level of care requirement for admis-
sion into nursing home based on the “uniform assessment
instrument”

Financial: individual income below 300% of SSI ($1,911
per month in 2008) and assets up to $2,000

Co-payments required if income exceeds 100% of SSI
benefits

SFY 08 SFY 07 SFY 06 SFY 05
$113.96 $95.31 $79.81 $68.57
113.96 95.31 79.81 68.57
$227.92 $190.62 $159.62 $137.14
SFY 08 SFY 07 SFY 06 SFY 05
16,159 13,965 12,588 11,901
371 174 78 64
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Mental Retardation (MR) Waiver

Program Description

State Administrative
Agency

Local Administration

Service Providers
Referral Sources
Year Established

Guiding Legislation

Max. Enroliment (’08)

Eligibility Criteria

Cost of Services

Provides comprehensive home and community-based care
to individuals who would otherwise require placement in
an intermediate care facility for persons with mental re-
tardation (ICF/MR).

Departments of Medical Assistance Services (DMAS) and
Behavioral Health and Developmental Services

Pre-admission assessments conducted by 40 community
services boards (CSBs); local departments of social ser-
vices determine financial eligibility.

CSBs or private providers
Staff from local agencies, parents
1991

Social Security Act - Section 1915(c) Home and Commu-
nity-Based Services Waivers

7,852

Age: all

Diagnostic: intellectual disability or, if under age 6, de-
velopmental disability

Functional: meeting ICF/MR criteria based on depend-
ency level in two or more categories of the “level of func-
tioning survey”

Financial: individual income below 300% of SSI ($1,911
per month in 2008) and assets up to $2,000

Co-payments required if income > 100% of SSI, up to
300% of SSI benefits if employed 20+ hours per week

Program Funding ($M)
Federal
State
TOTAL

Individuals Served
Total

With ASDs

Wait List
Total
Urgent
Non-Urgent

SFY 08 SFY 07 SFY 06 SFY 05
$215.00 $190.93 $162.84 $140.18
215.00 190.93 162.84 140.18
$430.00 $381.86 $325.68 $280.36
SFY 08 SFY 07 SFY 06 SFY 05
7,295 6,850 6,599 6,421
837 735 615 533

SFY 08 SFY 07 SFY 06 SFY 05
4,375 3,872 3,345 2,763
2,289 2,017 1,724 1,103
2,086 1,855 1,621 1,660
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Day Support Waiver

Program Description

State Administrative
Agency

Local Administration

Service Providers
Referral Sources
Year Established

Guiding Legislation

Max. Enroliment (’08)

Eligibility Criteria

Cost of Services

Provides training, assistance, and specialized supervi-
sion to enable individuals on the waiting list for the
Mental Retardation waiver.

Department of Medical Assistance Services (DMAS) and
Department of Behavioral Health and Developmental
Services

Pre-admission assessments conducted by 40 community
services boards (CSBs); local departments of social ser-
vices determine financial eligibility.

CSBs or private providers
Staff from local agencies, parents
2005

Social Security Act - Section 1915(c) Home and Commu-
nity-Based Services Waivers

7,852

Age: all

Diagnostic: intellectual disability diagnosis made by a
licensed professional or, if under age 6, developmental
evaluation must show developmental delay
Functional: meeting ICF/MR criteria based on depend-
ency level in two or more categories of the “level of func-
tioning survey”

Financial: individual income below 300% of SSI ($1,911
per month in 2008) and assets up to $2,000

Co-payments required if income exceeds 100% of SSI
benefits, up to 300% of SSI benefits if employed 20+
hours per week

Program Funding ($M)
Federal
State
TOTAL

Individuals Served
Total
With ASDs

Wait List
Total
Urgent
Non-Urgent

SFY 08 SFY 07 SFY 06 SFY 05
$1.54 $1.48 $0.90
1.54 1.48 0.90
$3.08 $2.96 $1.79 -
SFY 08 SFY 07 SFY 06 SFY 05
270 265 227
33 25 18
SFY 08 SFY 07 SFY 06 SFY 05
4,375 3,872 3,345 -
2,289 2,017 1,724
2,086 1,855 1,621
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Early Intervention Part C Program

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources
Year Established

Guiding Legislation

Eligibility Criteria

Cost of Services

Program Funding ($M)
Federal

State
Local
Other

TOTAL

Individuals Served
Total

With ASDs/Suspected ASDs

Provides comprehensive supports and services focused on
increasing the child's participation in family and commu-
nity activities. Supports and services focus on coaching
parents and other caregivers on finding ways to help the
child learn during everyday activities.

Department of Behavioral Health and Developmental
Services (BHDS). The Virginia Interagency Coordinating
Council (VICC) advises and assists BHDS.

BHDS contracts with 40 local lead agencies: 33 commu-
nity services boards (CSBs), 2 public school divisions, 2
universities, 2 social service departments, and 1 local de-
partment of health. Local interagency coordinating
councils (LICCs) advise and assist each local lead agency.

Local lead agencies or private providers with whom they
contract

Physicians, parents, staff from local agencies
1986

Individuals with Disabilities Education Act IDEA) Part
C — Infants and Toddlers with Disabilities

Age: under 3

Diagnostic: if no developmental delay, physical or men-
tal condition with a high probability of resulting in a de-
velopmental delay

Functional: functioning at a level 25% or more below
their age or show atypical development

Financial: none

No cost to families for several core services, and sliding-
scale based on ability to pay for others

SFY 08 SFY 07 SFY 06 SFY 05
$11.20 $9.87 $8.86 $8.92
8.52 8.23 3.57 3.13
8.37 7.43 5.41 -
4.36 5.13 2.92 -
$32.45 $30.65 $20.76 $12.04
SFY 08 SFY 07 SFY 06 SFY 05
11,351 10,330 10,212 9,615
460 n/a n/a n/a
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School Part B Program

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources
Year Established

Guiding Legislation

Eligibility Criteria

Cost of Services

Program Funding ($M)
Federal
State
Local
TOTAL

Individuals Served
Total
With ASDs

Provides appropriate educational services and supports
to meet students with disabilities’ unique needs and pre-
pare them for further education, employment, and inde-
pendent living.

Department of Education (DOE.) The State Special Edu-
cation Advisory Committee advises DOE.

134 local educational agencies (school divisions)

Public early childhood education centers and elementary,
middle, and high schools; Head Start programs; private
or other contract providers

Parents, physicians, staff from local agencies
1974

Individuals with Disabilities Education Act IDEA) Part
B — Assistance for Education of All Children with Dis-
abilities

Age: 2 through 21

Diagnostic: any disability

Functional: disability impacts ability to receive an ap-

propriate education
Financial: none

No cost to families. Schools are required to provide a free
and appropriate education (FAPE.)

SFY 08 SFY 07 SFY 06 SFY 05
$256 $255 $243 $225
472 428 423 377
1,297 1,188 1,005 1,025
$2,024 $1,871 $1,670 $1,627
SFY 08 SFY 07 SFY 06 SFY 05
169,538 172,631 175,730 175,579
7,580 6,449 5,674 4,751
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Comprehensive Services Act for At-Risk Youth and Families

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources

Year Established
Guiding Legislation
Eligibility Criteria

Cost of Services

Program Funding ($M)
Federal
State
Local
Other
TOTAL

Individuals Served
Total
With ASDs

Provide comprehensive services that are child-centered,
community-based, cost-effective, and family-focused to
at-risk children and youth

Office of Comprehensive Services, which is overseen by
the State Executive Council (SEC). The State and Local
Advisory Team (SLAT) manages the cooperative efforts
among the various State agencies involved and is an ad-
visory body to the SEC.

Local CSA programs receive policy guidance and man-
agement from Community Policy and Management
Teams (CPMT); Family Assessment and Planning Teams
(FAPT) determine eligibility and develop service plans

Local CSA programs contract with local private or non-
profit service providers

Local DSS offices, schools, other local agencies, and fami-
lies

1992
Code of Virginia, Title 2.2 Chapter 52

Age: 0-21

Diagnostic: none

Functional: serious emotional and behavioral problems
Financial: none

Other: Entitlement for children in foster care, at risk of
being placed in foster care (foster care prevention), or
receiving special education services in a private place-
ment because their needs cannot be met in the public
school setting; subject to funding availability for others.

No cost to families

SFY 08 SFY 07 SFY 06 SFY 05
$244.3 $219.6 $189.2 $174.2
136.2 122.7 105.9 2L
$380.5 $342.2 $295 $273.2
SFY 08 SFY 07 SFY 06 SFY 05
18,195 18,458 17,109 16,247
831 687 605 518
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Vocational Rehabilitation

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources
Year Established
Guiding Legislation
Eligibility Criteria

Cost of Services

Program Funding
Federal
State
Local
Other
TOTAL

Individuals Served
Total
With ASD

Provides job coaching and supported employment services
to assist individuals with disabilities to find and maintain
competitive employment.

Department of Rehabilitative Services

42 field offices and more than 80 private employment
services organizations

DRS field offices and private employment services or-
ganizations

Schools, local departments of social services
1920
Federal Vocational Rehabilitation Act and State Law

Age: none

Diagnostic: any disability

Functional: limited ability in multiple domains
Financial: none

Some financial participation required.

SFY 08 SFY 07 SFY 06 SFY 05
$58.35 $56.84 $55.56 $47.88
14.42 13.87 14.29 13.61
$72.772 $70.71 $69.85 $61.48
SFY 08 SFY 07 SFY 06 SFY 05
25,105 24,933 24,563 23,409
794 652 489 372

a Includes State funding for the long-term employment support services.
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Woodrow Wilson Rehabilitation Center

Program Description

State Administrative
Agency

Local Administration
Service Providers
Referral Sources
Year Established
Guiding Legislation
Eligibility Criteria

Cost of Services

Program Funding
Federal
State
Local

Other

TOTAL

Individuals Served
Total
With ASDs

Provides campus-based vocational and life skills training to
transition-age school students and to adults with disabilities to
provide them with the skills needed to find and maintain com-
petitive employment

Department of Rehabilitative Services

None

WWRC is sole service provider

Schools and DRS

1947

Federal Vocational Rehabilitation Act and State Law

Age: 18 or older, unless for programs designed for minors
Diagnostic: all disabilities

Functional: Must be medically, physically, and psychologically
stable and have a favorable prognosis to complete and benefit
from services

Financial: none

May require financial participation.

SFY 08 SFY 07 SFY 06 SFY 05
$13.66 $12.67 $13.63 $11.72
9.13 10.36 9.72 9.02
1.67 2.34 2.24 1.94
$24.47 $25.36 $25.59 $22.67
SFY 08 SFY 07 SFY 06 SFY 05
2484 2447 2605 2424
123 86 76 45
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Centers for Independent Living

Program Description

State Administrative
Agency

Local Administration

Service Providers

Referral Sources
Year Established
Guiding Legislation
Eligibility Criteria

Cost of Services

Program Funding
Federal
State
Local
Other
TOTAL

Individuals Served
Total
With ASDs

Independent non-profit agencies that provide services
and advocacy to promote the independence of people with
disabilities. Services include information and referral,
advocacy, peer counseling, and independent living skills
training.

Department of Rehabilitative Services

16 separately governed CILs

CIL staff, community-based providers, Medicaid waiver
providers

Schools, DRS, and DSS
1985
Parts B and C, Title VII of the Federal Rehabilitation Act

Services available to individuals with significant disabili-
ties, but more specific criteria vary by individual CIL

No cost to clients

SFY 08 SFY 07 SFY 06 SFY 05
$1.50 $1.54 $1.55 $1.55
5.24 5.14 4.82 4.44
1.00 n/a n/a n/a
$7.74 $6.68 $6.36 $5.99
SFY 08 SFY 07 SFY 06 SFY 05
8,500+ 8,600+ n/a n/a
453 n/a n/a n/a
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Rating of Virginia’s Early
Intervention Programs

Appendix

Table E-1 describes components of effective early intervention pro-
grams for young children with ASDs.

Table E-1: Effective Early Intervention Programs for Young Children With ASDs Contain
Several Key Components

Component Description

Family involvement Programs should encourage family involvement in planning and imple-
menting interventions as they have unique insights into the needs of their
children and provide an opportunity for interventions to continue in the
home.

Individualization of services  Goals, intervention strategies, and assessment criteria should be indi-
vidualized for each child. Decisions should be made based on the child’s
needs and abilities and the family’s concerns, priorities, and resources.

Intensity of intervention Children should be actively participating in social and nonsocial envi-
ronments for at least five days a week over the course of two to three
years, and for at least 20 to 25 hours per week for children age three and
older. Interventions may occur within a program, home, or community
setting.

Interventions at early ages Program eligibility should be designed so that children have the ability to
begin interventions as soon as they are identified as having an ASD,
developmental delay, or atypical development.

Specialized curriculum Programs should be designed to address deficits in skills children with

(ASD-specific) ASDs often experience: paying attention to their environment, imitating
others, comprehending and using language, playing appropriately with
toys, and interacting socially with others. In addition, programs should
use interventions that are developmentally sequenced and have a func-
tional approach to problem or challenging behaviors.

Structured environment Interventions should be predictable and follow routines. The environment
should be structured to minimize distractions, and the child-to-staff ratio
should be low to facilitate the acquisition of specific skills. As skills are
acquired, high levels of support should fade and the environment be-
comes more natural to aid in generalization of skills.

Systematic instruction Instruction should be based on a conceptual or theoretical framework for
teaching children with ASDs; designed to achieve meaningful goals; and
logically planned, consistently implemented, and adjusted based on data
pertaining to child progress.

Source: JLARC staff review of the literature assessing the components of effective early intervention programs for young children
with ASDs.

JLARC staff considered three factors in determining the extent to
which Virginia’s early intervention programs (Figures E-1 and E-
2) implemented these key components with respect to serving
young Virginians with ASDs: (1) whether the program is required
by federal or State laws or regulations to implement the compo-
nent, (2) statements by State and local program staff regarding the

Appendix E: Rating of Virginia’s Early Intervention Programs 211



extent to which components are implemented in practice, and (3)
results of staff surveys which provided information as to whether
efforts to address these components are having the desired impact
for young children with ASDs.

Figure E-1: Explanation for Staff Ratings of the Part C Program Related to Serving Infants

and Toddlers With ASDs
Component  Implementation Explanation

. Family Involvement + Part C of IDEA requires families to participate in the service planning process
:Eftfectlvet.EarLy ® + Local Part C program staff in all eight areas emphasized that parents and other
niervention Frograms caregivers are coached by service providers to provide the interventions
ForYoung e L ...
Children with ASDs Individualization of (") + Local Part C program staff in all eight areas stressed that service plans

services (Individualized Family Service Plan or IFSP) are developed for each infant or

toddler based on his or her unique needs, as required by Part C of IDEA

Intensity of intervention e . PartIC of IDEA requirgs that thg number of hours, frequency, and duration of
services must be provided as listed in [FSP
* Most children only receive 1-2 hours of services per week from Part C providers;
Provision of additional hours is responsibility of parents and other caregivers

Interventions at early ages . Serveg eligibl.e 9hildren frqm birth through age two, as required by Part C of IDEA
+ ASD diagnosis is not required — children are eligible if have developmental or
atypical delay
« Many children with ASDs do not receive Part C services according to staff surveys

Specialized curriculum O * Part C of IDEA states that services should address each child's needs in the areas of
physical, congitive, communication, social, emotional, or adaptive development
+ A sizable proportion of caregivers rated the impact of Part C services on their child’s
functional needs as poor

Structured environment O . PartIC of IDEA requires s'ervices to be provided in natural environments to the
maximum extent appropriate
+ Children typically receive services in their own home or in a day care setting with
typically developing peers
+ Burden of structuring the environment is placed on the family or other caregivers

Systematic instruction @) + Part C of IDEA requires services and goals listed in the IFSP to be based on
comprehensive assessments; IFSPs must be reviewed at least annually, but more
frequently if the need arises

+ Lack of training in ASDs (as cited by local Part C program staff) can impact the
quality of service planning

General Effective
Program Practices

Legend

Research-Based O + Part C of IDEA requires provision of research-based practices

Interventions + Few Part C programs provide research-based practices such as ABA-based
.. o
Qualified Personnel @) + Service providers will be required to complete training modules to become Part C

providers as of July 1, 2009; trainings do not focus on ASDs and Part C providers
are not required to participate in other ASD-specific trainings

» Communities of Practice in Autism (COPA) groups were formed in 2008 to address
knowledge and training for providers working with children with ASDs; Groups are
regional so information and trainings provided may not be consistent statewide

* Training offered by Virginia Autism Council (VAC) historically has not focused on
serving infants and toddlers but new modules for this population were recently
developed

Outcome measurement @) * Individual child progress is measured based on ability to meet goals listed in IFSP
+ Part C of IDEA now requires states to report child outcome measures, but no
requirement to report them by disability; no Virginia-specific requirement to report
outcomes by disability

In terms of its benefit to young children with ASDs, this component is

@  Strong - emphasized by program (O  Inconsistent - emphasized by program (O Weak — not emphasized by program
and generally implemented but not always implemented and generally not implemented

Source: JLARC staff review of federal and State program documents, discussions with State and local program staff, and analysis of

survey results.
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Figure E-2: Explanation for Staff Ratings of School Part B Services for Preschool-Age
Students With ASDs

Component  Implementation Explanation

. Family Involvement + Part B of IDEA requires families to participate in service planning
Effective Early y O + Schools can provide support and training to families, but they reported limited
resources are available for this purpose
» Thirty percent of caregivers surveyed reported receiving training to reinforce school
services

Individualization of o + Special education staff in all eight regions stressed that service plans
services (Individualized Education Program or IEP) is developed for each student based on

Intensity of intervention O + Part B of IDEA requires that the number of hours, frequency, and duration of
services must be provided as listed in the IEP
« Thirty percent of caregivers reported preschool-age child received appropriate

Intervention Programs
For Young
Children with ASDs

Interventions at early ages @ * Eligible children as a young as age 2 on Se_ptembe_r 3_0_of the school year can
receive special education services, according to Virginia regulations
+ Medical or educational ASD diagnosis is not required — children are eligible if meet
school's definition of developmental delay

Specialized curriculum ) * Part B of IDEA states schools must consider the academic, developmental,
functional, behavioral, and communication needs of students receiving special
education and related services

« Parents reported that schools not adequately addressing ASD-related needs of
preschool-age children

Structured environment ) . Par? B of IDEA requires schools to provide studlents with those :services listed in
their IEP, and preschool programs are one option for young children
+ Most elementary schools surveyed offer preschool classes, including classes for
students with developmental disabilities and/or ASDs so opportunities for structured
environments exist
+ Few preschool-age students with ASDs receive 1:1 instruction

Systematic instruction ) * Part B of IDE_A requires services and goals Iisteq in the IEP to be based on
comprehensive assessments; IEPs must be reviewed at least annually, but more
frequently if the need arises

+ Lack of training and expertise in ASDs as indicated in staff survey can impact the
quality of service planning

General Effective Research-Based ) + Part B of IDEA requires provision of research-based practices

Program Practices Interventions + Eighty-one percent of schools with preschool programs reported using scientifically
based practices though this varied by region; half reported using practices that
are not recommended

Qualified Personnel ') + Part B of IDEA requires that schools use highly qualified staff
+ Over half of caregivers reported school staff (teachers, aides, and related services)
had necessary experience to address ASD-related needs of their children
+ Over half of schools with preschool classes that were surveyed reported lack of
teachers certified in ASD interventions was moderate or significant challenge to
Outcome measurement ) * Individual child progress is measured based on ability to meet goals listed in IEP
+ Part B of IDEA now requires states to report child outcome measures, but no
requirement to report them by disability; no Virginia-specific requirement to report
Legend outcomes by disability

In terms of its benefit to young children with ASDs, this component is

@ Strong - emphasized by program O Inconsistent — emphasized by program (O Weak — not emphasized by program
and generally implemented but not always implemented and generally not implemented

Source: JLARC staff review of federal and State program documents, discussions with State and local program staff, and analysis of
survey results.
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COMMONWEALTH of VIRGINIA

DEPARTMENT OF
MENTAL HEALTH, MENTAL RETARDATION AND SUBSTANCE ABUSE SERVICES
Post Office Box 1797
JAMES S. REINHARD, M.D. Richmond. Virginia 23218-1797 Telephone (804) 786-3921
COMMISSIONER May 29, 2009 VOICE/TDD (804) 371-8977

www.dmhmrsas.virginia.gov

Mr. Philip A. Leone, Director

Joint Legislative Audit and Review Commission

Suite 1100, General Assembly Building, Capitol Square
Richmond, Virginia 23219

Dear Mr. Leone:

Thank you for the opportunity to comment on the exposure draft report, "Assessment of
Services for Virginians with Autism Spectrum Disorders." The Department of Mental Health,
Mental Retardation and Substance Abuse Services recognizes the significant needs of the people
with autism spectrum disorders and their families and the complexities of serving these

individuals.

The Department supports JLARC's recommendations to develop a more coordinated and
integrated system to support individuals and families with autism spectrum disorders in the
Commonwealth.

The 2009 General Assembly provided funding to the Department to recruit two
specialists in autism spectrum disorders and developmental disabilities. These two individuals,
who will begin work in the summer of 2009, will move forward with establishing a plan to
improve coordination among state agencies serving individuals with autism spectrum
disorders, identify service gaps and resources needed at the local and regional level to serve
individuals, improve information and outreach to families, and improve training and workforce
skills for people who serve individuals with autism spectrum disorders. JLARC's
recommendations support this work and underscore the importance of outreach, education, and
coordination of services and policies for individuals with autism.

We are committed to working with stakeholders during the planning process and
partnering with community services boards to identify adequate funding, training, and resources
needed to potentially act as regional providers.

On July 1, the Department will change its name to the Department of Behavioral Health
and Developmental Services, this name change reflects our vision for the agency as one that
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serves as a resource for all people with developmental disabilities, including those with
intellectual disabilities and those with autism spectrum disorders.

We are committed to moving forward as the coordinating entity for autism in the
Commonwealth and we look forward to working with you and your staff to utilize the
information and recommendations in the report to move forward.

Sincerely, '

James S. Reinhard, M.D.
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COMMONWEALTH of VIRGINIA

Patricia I. Wright, Ed.D. DEPARTMENT OF EDUCATION Office: (804) 225-2023
Superintendent of Public Instruction P.O. BOX 2120 Fax: (804) 371-2099

Richmond, Virginia 23218-2120

May 28, 2009

Mr. Philip A. Leone

Director

Joint Legislative Audit and Review Commission
General Assembly Building, Suite 100
Richmond, Virginia 23219

Dear Mr. Leone:

Thank you for giving the Virginia Department of Education the opportunity to
comment on the Exposure Draft of Assessment of Services for Virginians with Autism
Spectrum Disorders. JLARC has worked with agencies, organizations, school personnel,
and other individuals to gather information about services and supports for individuals
with autism spectrum disorders (ASD). While the recommendations and options suggest
a wide variety of considerations to improve and enhance efforts in Virginia, they also
raise some concerns from the Department’s perspective. The concerns relate directly to
the following portions of the exposure draft as italicized.

1. The treatment of applied behavioral analysis (ABA)

Packages such as ABA, LEAP or TEACCH prescribe a curriculum (p.16) and schools
report using comprehensive packages such as applied behavioral analysis (p. 114).

ABA is not a curriculum or a comprehensive package. It is “the specific and
comprehensive use of principles of learning, including operant and respondent
learning, in order to address behavioral needs of widely varying individuals in diverse
settings.” ABA includes a large number of techniques, such as analysis and
measurement, assessment, developing an individualized curriculum, use of

' The Behavior Analysis Certification Board http://www.bacb.com/becom frame.html retrieved 5/24/09.
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reinforcers, promoting generalization and decreasing behaviors, that can be used in
: . : : 2
various combinations across many different contexts®.

Several treatment approaches have been found to meaningfully improve the outcomes
if individuals with ASDs, including the commonly referenced applied behavioral
analysis (ABA) method. (p.i1) See also p.11, p.79.

The document mentions research-based practice and lists only ABA as an example.
The principles of ABA are used in methods such as Activity Schedules, Behavior
Chaining, Discrete Trial Instruction, Errorless Learning/Teaching, Incidental
Teaching, Peer-Mediated Social Skills Training, Positive Behavior Support (PBS),
Shaping, and Verbal Behavior. These interventions use specific principles of ABA
and are designed based on the individual needs and behaviors of the learner.
Research-based practices such as Pivotal Response Training, Picture Exchange
Communication System (PECS), Verbal Behavior, Social Communication Emotional
Regulation Transactional Support (SCERTS), and Social Stories could also be
included as examples of research-based practices.

The Autism Special Interest Group (SIG) of the Association for Behavior Analysis
states that “professional certification in behavior analysis is evidence that a
professional has met minimum competency standards related to the practice of
behavior analysis; however, it does not guarantee that the individual has specific
expertise in the treatment of autism nor that s/he has the skills needed to produce
optimal treatment outcomes.” * (emphasis added in the original)

2. Application of the Mandates Under the Individuals with Disabilities Education Act
(IDEA) and Virginia Regulations Governing Special Education Programs for Children
with Disabilities

A. Suggestion that decisions for special education and related services can be
made by those other than the student’s Individualized Education Program (IEP)
team

The School Part B programs serving children ages two to five do not
emphasize family involvement. Neither of these two programs emphasizes
providing intensive services (p.v). See also p.77.

* Anderson, S. Romanczyk, R, (1999) Early Intervention for Young Children with Autism: Continuum-
Based Behavioral Models, JASH 24,3, p 162-173.

3 Consumer Guidelines for Identifying, Selecting, and Evaluating Behavior Analysts Working with
Individuals with Autism Spectrum Disorders
http://www.abainternational.org/Special_Interests/AutGuidelines.pdf p. 3 retrieved 5/24/09,
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Family involvement and interventions are determined by the child’s IEP
team in accordance with state and federal regulations governing special
education, not by the Virginia Department of Education (VDOE) staff.

Even when conducting on-site consultations, T/TAC personnel interviewed
by JLARC staff reported that their role is not to act as the school’s expert
for determining how best to serve an individual student (p.118).

While TTAC staff are a valuable resource, they do not serve on the IEP
team and cannot take the place of the IEP team’s determinations for
individual students. Considerations are provided to the [EP team that is
responsible for developing an IEP that includes “a statement of the special
education and related services and supplementary aids and services to be
provided for the child, or on behalf of the child, and a statement of the
modifications or supports for schools’ personnel that will be provided for
the child” (34 CFR §300.347 (a) (3)).

B. While Virginia schools report generally being able to provide an appropriate
education to children with ASDs, it appears that most struggle to fully meet these
students’ multifaceted needs and prepare them for independent living (p.vi). This
has been commonly interpreted to mean that schools are not expected to provide
students with disabilities the best of all possible educations...A 2006 U.S. District
court case, K.L. v. Mercer Island School District found that “providing a
meaningful educational benefit under the IDEA requires programs and results
which reflect the Act’s emphasis on preparation for self-sufficiency (p.109).

Virginia is in the Fourth Circuit and therefore holds to the Rowley standard.

C. Prior to accessing services, the possibility of an ASD must first be identified
and subsequently confirmed through a diagnosis (p.27). One potential venue for
a regional multidisciplinary diagnostic team would be local school districts,
because schools are already involved in making educational diagnoses (p.67).

A medical diagnosis is not a requirement for identification as a child with a
disability who needs special education and related services. The regional team
does not make diagnoses, but completes assessments that can be considered by
the local school division’s eligibility team.

D. Currently, SOQ staffing ratios for pre-school classrooms containing children
with ASDs are staffed at 6:1 (child:staff) or 8:1, but these ratios neither account
for the age of the student nor the severity of the ASD symptoms (p.94).

The Virginia regulations governing special education define the caseload

maximum for Autism as 8:2 (with paraprofessional) and 6:1 (without
paraprofessional). Preschool-aged center-based programs are required to have 8
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children to 2 adults (one teacher and one paraprofessional). School divisions are
permitted to employ additional staff using local funds. Individualized instruction
or assistance can also be included in the IEP if required to provide a free and
appropriate public education.

3. Provision of professional development and guidance by VDOE and TTAC

A. Furthermore, though DOE and its Training and Technical Assistance Center
(T/TAC) staff promote the use of research-based practices, DOE has provided
limited guidance about effective interventions (p.84). See also p.115.

These statements do not reference VDOE, Autism Priority Project, and
regional TTAC efforts such as:

Presentations at statewide and regional conferences including
Commonwealth Autism Services, Speech-Language Hearing
Association of Virginia, Transition Forum, VDOE Hearing Officers
Training, Virginia School Board Association Autism Hot Topic
Conference Fall 2008, Virginia,

Statewide regional training sessions on the VAC autism skill
competencies and strategies,

Development of online resources for ASD match to VAC skill
competencies document,

Autism Specialists Network Meetings (twice/year) and statewide
provision of meeting materials on CD in train-the-trainer format
[topics included Data Collection and Autism Training Supports in
Virginia (2007), Evidenced-Based Practices, Data & Research in
Autism (2008), and IEP Development and Data Use (2009)], and
Development of VDOE guidelines for Autism (expected publication
and training in late fall 2009).

B. The agency has not provided guidance on best practice techniques for
developing IEPs specifically for students with ASDs. Moreover, DOE has not
emphasized the importance of tracking students’ progress by frequently
recording quantifiable data for students with ASDs (p. 122). See also p.132.

These statements do not include information on the following activities:

Development of 16 autism specific Web shops (www.ttaconline.org);
Host 2 annual Autism specific TTAC conferences: Virginal Tech and
VCU Insight;

Publish Autism E news (30+ issues 2004-2009) 1,700+ subscribers;
Ongoing support for Autism Train-the-Trainer teams (20 teams) with
ASD materials and tools to use for consultation and training. From
September 2008 to March 2009 these teams provided 459 events
reaching 3,919 individuals across Virginia;
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= Support and funding for Communities of Practice in Autism with early
intervention and Part C;

* Development of Data CD by ODU TTAC (including sections on data
collection, analysis, and forms for teacher use);

= Annual Autism Specialists Network focus on data including tutorials
for aim and trend line graphing and data collection tools and
comprehensive IEP development;

= Support for and collaboration with autism organizations including
Commonwealth Autism Services, Shenandoah Valley Autism Project,
Autism Society of America local chapters, and Virginia Institute of
Autism; and

= Provide the majority of funding of the Virginia Autism Council which
developed the skill competencies® and strategies training.

C. JLARC staff found that only one T/TAC staff person across all seven T/TACs
is professionally certified in an intervention that is considered effective for
students with ASDs (p.118).

TTAC staff have certification in interventions that are considered effective
including: Picture Exchange Communication System (PECS), Social
Communication Emotional Regulation Transactional Support (SCERTS)
Level I and II, Teaching and Education of Autistic and related
Communication-handicapped Children (TEACCH) Level I and II, and
BCBA® and training in numerous additional interventions such as Positive
Behavioral Supports, Social Stories, and Visualizing and Verbalizing that do
not offer an official certification.

4. Technical Corrections and Comments

In addition, families of children with ASDs can obtain information about the
special education system through parent resource centers available in every
school division (p.31).

There are currently 48 PRCs that serve 53 of Virginia’s 132 school divisions.
The Parent Education and Advocacy Training Center (PEATC), Virginia’s
federally funded parent information and advocacy service, provides support
throughout Virginia.

The Advisory Consortium on Intellectual and Developmental Disabilities
(TACIDD) could become formalized through the Code of Virginia and report on

4 Skill Competencies for Professionals and Paraprofessionals in Virginia Supporting Individuals with
Autism Across the Lifespan, Virginia Autism Council, 2005 www.autismtrainingva.org .
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its progress annually. Membership of this workgroup could include individuals
with ASDs, caregivers, and advocates; providers, decision-makers from all
agencies that serve individuals with ASDs and their families; and staff from
BHDS (p. 44).

Citing The Advisory Consortium on Intellectual and Developmental Disabilities
(TACIDD) as the group to be formalized to serve in this capacity does not
recognize the expertise and efforts of the Virginia Autism Council (VAC). The
VAC has current and historical information about autism in Virginia and includes
parents, private providers, and stakeholders from across Virginia.

Evidence suggests that ASD diagnoses are occurring later in Virginia...Data from
Virginia public schools show that the number of children with an ASD diagnosis
peaks at age nine (p.53-54).

Currently there is no statewide system to track diagnosis of autism. The VDOE
child count data that is referenced is only a measure of the educational
identification or category that is agreed to by the parents and school division and
reported to the VDOE annually. Children with ASD under the age of 8 may be
identified as Developmentally Delayed. Virginia regulations state that “Nothing in
this chapter requires that children be identified by their disability, as long as each
child has a disability under this chapter and by reason of that disability needs
special education and related services.” (8 VAC 20-80-56 H).

Among students with ASDs who have been receiving special education services
for at least a year, 73 percent of students require the same or greater level of
services than when services were first initiated by the school. (p.111). While
research on interventions for children with ASDs indicates that many children
who receive appropriate services will require fewer special education services
and supports over time, this does not occur for most Virginia students with ASDs

(p.110).

The text states that students receiving appropriate services will require fewer
special education services and supports over time. Level of services cannot be
used to determine appropriateness of services. Virginia regulations governing
special education require parental consent prior to “any revision to the child’s IEP
services.” 8 VAC 20-80-70 E. 1. c. A parent may refuse to decrease IEP services
even when a child has made progress and no longer requires the same level of
intervention.

According to DOE staff, the foremost objective of the Priority Project is to

determine the degree of effectiveness for the various interventions and strategies
that have been promoted for students with ASDs (p.115).
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This is not the objective of the project. The Autism Priority Project serves to
build capacity for local school divisions, provide statewide high quality
professional development, technical assistance, collaborate with other
organizations and groups working with children with ASD in Virginia.

Most significantly, in 2006 VAC initiated an ASD certificate program which is
offered to both existing and future teachers in seven Virginia colleges and
universities (p.120).

The VAC created an incentive program to recognize college and university
training programs that cover 80 percent or more of the knowledge and skill
competencies in a sequence of courses leading to a certificate in autism.
Educators in recognized programs are eligible for tuition reimbursement from the
VAC. The VAC does not offer any college coursework or grant certificates in
autism.

Currently, DOE dedicates half a staff position to the role of State autism
specialist (p. 125) -- this should be a .33 FTE position.

DOE could undertake an assessment of teacher’s ASD competencies. The
professional development tracking tool that was recently developed for school
personnel to compare their own ASD knowledge to the VAC'’s skills competencies
could be used by school divisions to collect this information (p.131)

This statement requires clarification. The PD tracker was designed to assist
educators in documenting training in ASD and identifying areas for additional
study. The items in the PD tracker are based on the knowledge and skill
statements from the VAC skill competencies and not designed to be used as a
formal assessment of autism knowledge.

Thank you for the opportunity to review the Exposure draft and submit feedback.
I hope this information is useful to you as you finalize this document.

Sincerely,

2 4/0%'4'/

atricia I. Wright, Ed.D.
Superintendent of Public Instruction

PIW/DC/MI
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COMMONWEALTH of VIRGINIA

Department of Health

Karen Remley, MD, MBA, FAAP P O BOX 2448 TTY 7-1-1 OR
State Health Commissioner RICHMOND, VA 23218 1-800-828-1120
May 29, 2009

Philip A. Leone

Director

Joint Legislative Audit and Review Commission
Suite 1100 General Assembly Building

Capitol Square

Richmond, Virginia 23219

Dear Mr. Leone,

This letter is in response to the draft report Assessment of Services for Virginians
with Autism Spectrum Disorders, received by my office on May 21, 2009. This report
represents a significant synthesis of complex information, and I commend the
Commission’s staff for producing a clear summary of services available in the
Commonwealth. [ offer the following brief technical corrections:

» Page 23 paragraph 1 — “The Department of Health operates eight child
development clinics...” Please change this to “nine” clinics.

e Page 25 Table 6 — “Funding Sources listed for Child Development Clinics” is
listed as “84% Federal and 16% Other”. Our fiscal records indicate that for
FYO08, funding for the Clinics was 46% General Funds and 54% Federal Funds
(see the detail presented below regarding Appendix D).

e Page 66 Table 14 — “Disadvantages” column related to Child Development
Clinics — “Requires recruiting speech and occupational therapists™ and “Is limited
to 8 locations”. We do not believe that speech and occupational therapists would
be needed to diagnose children with Autism Spectrum Disorders. The number of
clinics again needs to be changed to 9.

e Page 68 Paragraph 1 — We feel the last sentence is not really accurate. The CDCs
report increased referrals for evaluation of children suspected of having autism
spectrum disorders. While the clinics do not have speech or occupational therapy
specialists available, several have staff trained specifically in assessment
instruments used for diagnosing autism. Two clinics have developmental
pediatricians on staff who are qualified to diagnose autism.

VDM

Protecting You and Your Environment
www.vdh.virginia.gov
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e Appendix D Page D-1 — Please change as follows:
o Program Description: The Clinics also conduct screening for the

Developmental Disability Waiver
o Local Administration: State universities also house Clinics
o Service Providers: The educational consultant is actually employed by a local
school division
o Referral Sources: The second highest referral source is local departments of
social services
o Eligibility Criteria...Diagnostic: Children may be referred if they are
suspected of or at risk of developmental disability or behavioral disorder

The Program Funding Table on Page D-1 contains information that was provided by our
staff as an estimate. We have since obtained the specific information from our fiscal files

as follows:

Funds ($M) SFY 08 SFY 07 SFY 06 SFY 05
Federal $1.92 $2.02 $1.78 $1.85
State 1.63 1.61 1.54 1.59
Local

Other 0.01 0.01 0.20 0.15
Total $3.56 $3.63 $3.52 $3.59

I appreciate the opportunity to offer these clarifications to your Commission’s
draft report. Please do not hesitate to let me know if you have questions about these
comments. The Virginia Department of Health staff and I look forward to the discussion
that will take place at the June Commission meeting.

Sincerely,

State Health Commissioner

cc: The Honorable Marilyn Tavenner
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BATRICK W, FINNERTY Department of Medical Assistance Services SUITE 1300

DIRECTOR 600 EAST BROAD STREET
RICHMOND, VA 23219
804/786-7933
800/343-0634 (TDD}

May 29, 2009

Mr. Philip A. Leone

Director

Joint Legislative Audit and Review Commission

Suite 1100, General Assembly Building, Capital Square
Richmond, VA 23219

Dear Mr. Leone:

Thank you for the opportunity to review and comment on the exposure draft of the report
titled Assessment of Services for Virginians with Autism Spectrum Disorders. I commend
you and your staff’s effort in its extremely broad examination of a very complex set of
issues facing the Commonwealth. We greatly appreciate the collaborative nature of your
staff’s approach to researching and reporting on autism services.

In the time allowed for our review, we have not attempted to verify every Medicaid-
related statistic presented in the report, as we understand these data were primarily
derived from information requested from and provided by my staff at the Department of
Medical Assistance Services (DMAS). Overall, we have no dispute with the facts
regarding Medicaid coverage (or options for coverage) as presented in the draft report.
Your staff has done an excellent job summarizing the complexity of eligibility for and
coverage of autism-related services under Medicaid.

Regarding the Medicaid-specific recommendations, I offer the following comments:

Recommendation 4: The Department of Medical Assistance Services should develop
and implement a plan for educating Virginians with autism spectrum disorders
(ASDs) and their families; Medicaid case managers; providers; and personnel from
relevant programs including School Part B, Early Intervention Part C, and
Comprehensive Services Act about the availability of Medicaid waivers and
programs through which needed services can be obtained. Inm particular, outreach
efforts should convey that individuals with ASDs may be eligible for the Elderly or
Disabled with Consumer Direction waiver, and that Medicaid and waiver recipients
under age 21 can receive a comprehensive array of medically necessary services
through the Early and Periodic Screening, Diagnosis, and Treatment program. The

Appendix G: Agency Responses 231



Mr. Philip A. Leone
May 29, 2009
Page 2

department should report on its outreach efforts to the Joint Commission on Health
Care no later than November 30, 2009.

The Department has no objection to the intent of this recommendation and certainly
concurs that existing outreach efforts to promote a better understanding of our waiver
programs and coverage available under the Early and Periodic Screening, Diagnosis, and
Treatment Program (EPSDT) should be continued and enhanced with specific
information related to individuals with ASDs. As always, we are more than willing to
brief the Joint Commission on Health Care (JCHC) on any issues pertaining to Medicaid
and the other programs administered at DMAS at their request and according to their
needs and schedule. It is not clear in the recommendation if there is an expectation that
outreach efforts should be completed in order to meet a November 30, 2009 reporting
deadline; if this is intended, it may not be practical for either DMAS (due to the breadth
of the recommended outreach) or the JCHC (due to their current meeting schedule and
work plan) to meet that deadline. Obviously, DMAS would defer to the JCHC regarding
their desire for a status update on ouireach efforts under the timeline proposed by this
recommendation.

Underlying this recommendation is the notion that available autism-related services in the
Medicaid program are underutilized based on a lack of knowledge regarding eligibility
for Medicaid waivers, particularly the Elderly and Disabled with Consumer Direction
(EDCD) waiver, which currently has no cap on enrollment, and the resulting access to
both waiver services (for all ages) and services available under EPSDT (for recipients
under age 21). As noted in the JLARC report, a broader understanding that these services
are available to those eligible under Medicaid (through the enhanced outreach effort
described in the recommendation) should certainly improve access to needed autism-
related services. However, the EDCD waiver is unlikely to be the panacea for the entire
population, as recipients would still need to meet the eligibility requirements (both
medical and functional) of the waivers; many individuals may not meet those criteria.

Secondly, and again pointed out by the JLARC report but reiterated here, any increase in
utilization of services under Medicaid will have a fiscal impact on the Commonwealth
(albeit with the federal government funding a significant portion). I do not state thisin a
judgmental manner, but rather as a pragmatic recognition of the current budget
environment in the Commonwealth of Virginia. As always, the Governor and General
Assembly will determine the funding priorities of the Commonwealth, and the
Department will react accordingly.

Recommendation 7: The Department of Medical Assistance Services should
collaborate with relevant stakeholders to (1) evaluate the options for enhancing the
early intervention system by improving the Medicaid programs serving young
children with autism spectrum disorders; (2) identify which, if any, options are most
beneficial to pursue; and (3) report its findings to the Department of Behavioral
Health and Developmental Services no later than March 31, 2010.
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Recommendation 12: The Department of Medical Assistance Services should
collaborate with relevant stakeholders to (1) evaluate the options for improving the
delivery of services to school-age children with autism spectrum disorders by
increasing knowledge about Medicaid services, developing standards and rates for
Medicaid providers, and adjusting existing or creating new waiver programs; (2)
identify which, if any, options are most heneficial to pursue; and (3) report its
findings fo the Department of Behavioral Health and Developmental Services no
later than March 31, 2010.

Recommendation 16: The Department of Medical Assistance Services should
collaborate with relevant stakeholders to (1) evaluate the options for fostering
greater independence among adults with autism spectrum disorders by improving
Medicaid waiver programs; (2) identify which, if any, options are most beneficial to
pursue; and (3) report its findings to the Department of Behavioral Health and
Developmental Services no later than March 31, 2010.

These three recommendations follow a common theme, and the evaluation component of
these recommendations is already underway as part of the Department’s collaboration
with the Department of Behavioral Health and Developmental Services (DBHDS) in
examining the feasibility of creating an Autism-specific waiver. This process has been
and will continue to be an open process with active participation by the relevant
stakeholders. As part of this process, services under the current waivers will be examined
with an eye toward options to either modify the existing service offerings or develop a
new waiver program targeted toward the specific needs of individuals with ASDs. This
process is in its early stages, but on track for the development of potential options for
consideration by the Governor and General Assembly in the 2010 Session. While we
have no concern with the reporting deadline, DBHDS is co-chairing this effort, so a
separate report from DMAS to DBHDS seems unnecessary.

DMAS stands ready to work with all interested parties to further explore whatever
options the Governor and General Assembly believe appropriate in response to this
report. Again, thank you for the opportunity to comment on the draft report.

Patrick W. Fi
Director

PWE/sf

cc: The Honorable Marilyn B. Tavenner, Secretary of Health and Human Resources
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COMMONWEALTH OF VIRGINIA

James A. Rothrock, M.S., L.P.C. ilitati H VOICE: (804) 662-7000
COMMISSIONER Department of Rehabilitative Services FAX. (804) 662.9532
8004 FRANKLIN FARMS DRIVE TTY: (804) 662-9040

RICHMOND, VIRGINIA 23229 VOICE - TOLL FREE: 800-552-5019

TTY — TOLL FREE: 800-464-9950
EMAIL: drs@drs.virginia.gov

June 1, 2009

Mr. Phillip A. Leone

Director

Joint Legislative Audit and Review Commissioner
Suite 1100, General Assembly Building
Richmond, Virginia 23219

Dear Mr. Leone:

Thank you for providing me with the draft report, Assessment of Services for Virginians
with Autism Spectrum Disorders, prepared by the Joint Legislative Audit and Review
Commission (JLARC). 1 have reviewed this report as it relates to the information and
recommendations regarding the services at the Department of Rehabilitative Services (DRS), and
I extend to you my support of the recommendations made in this report relative to DRS and my
willingness to work on these efforts, recognizing the lead role of the Department of Behavioral
Health and Developmental Services in service coordination for individuals with developmental
disabilities.

I would like to acknowledge the excellent work of the JLARC Analysts on this report and
look forward to the presentation of the report on June 8. If you need any further information,
please do not hesitate to ask.

With best regards, | am

Sincerely,

G
James A. Rothrock

JAR/ees
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