COMMONWEALTH of VIRGINIA

Office of the Governor

Whilim A Hasel, Jr, ML November 30, 2010
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To:  Members, Joint Commission on Health Care
Members, Joint Legislative Audit and Review Commission
Members, Senate Finance
Members, House Appropriations

In response to the directive contained in the Joint Legislative Audit and Review
Commission’s (JLARC) report “Assessment of Services for Virginians with Autism Spectrum
Disorders” (House Document 8, 2009), | am forwarding to you a detailed action plan for addressing
the needs of Virginians with developmental disabilities, including autism spectrum disorders.

House Document 8 directed that a plan be developed that reflects the input of relevant
stakeholders and the evaluation of options for next steps to build a more effective system of care for
this population. In response to this directive, the Department of Behavioral Health and
Developmental Services (DBHDS) as lead agency worked with other state agencies to convene a
number of workgroups in order to address the recommendations in the study. In addition to
DBHDS, the state agencies providing leadership in this endeavor included the Department of
Medical Assistance Services (DMAS), the Department of Education (DOE), the Department of
Rehabilitative Services (DRS), the Department of Criminal Justice Services (DCJS), and the
Department of Health (VDH). The input of the various workgroups was used to develop the
detailed action plan in this report. While there was widespread participation from many interest
groups for which we are very appreciative, not all stakeholder groups participated actively.

This document addresses the JLARC recommendations, describes workgroup or state
agency activity to address the recommendations, and outlines specific items for future consideration
or funding by the General Assembly. | am pleased to share with you that many of the
recommended initiatives are already underway by our state agencies. In light of the fiscal
constraints Virginia is currently experiencing, it is my recommendation that we work together over
the coming year to determine which program areas that require increased funding should be
considered for initial implementation.

I hope that you find the information in this report helpful in guiding Virginia’s strategic
efforts for individuals with developmental disabilities, including autism spectrum disorders.

Sincerely,
sisdid L 7o
William A. Hazel, Jr., M.D.
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Executive Summary

During the past decade, the number of individuals diagnosed with Autism Spectrum
Disorders (ASDs) has increased dramatically in Virginia, as well as the rest of the nation. States
are exploring 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 determining 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, educating and providing long-term supports for individuals with ASDs.
Furthermore, the rising prevalence of ASDs has raised questions about the ability of public safety
personnel to properly respond to emergency and legal situations involving persons with ASDs.

In response to concerns about the prevalence of ASDs and availability of services in
Virginia, the 2008 General Assembly enacted House Joint Resolution 105 (HJR 105). This study
directed staff of the Joint Legislative Audit and Review Commission (JLARC) to assess the
availability and delivery of autism services in the Commonwealth, examine the delivery of ASD
services in other states, and recommend ways to improve delivery of these services in Virginia. In
addition, the mandate directed 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.

In June 2009, JLARC published House Document No. 8, “Assessment of Services for
Virginians with Autism Spectrum Disorders,” in response to the General Assembly’s directive.
The JLARC study contained 21 recommendations to improve services in Virginia. The JLARC
recommendations in the study can be grouped into several common themes:

1. ldentifying a single point of entry for access to all services in the state needed for those

with a developmental disability, including ASDs, and establishing a system of statewide
accountability

2. Establishing a centralized, comprehensive and reliable source of information regarding
ASDs for the citizens of Virginia

3. Increasing capacity to educate and train providers of services

4. Improving access to screening and early diagnosis

5. Enhancing early intervention and treatment of children with ASDs

6. Improving educational services for children and youth with disabilities, including ASDs
7. Increasing quality of life and independence for adults with ASDs

8. Enhancing public safety for those with ASDs



The JLARC study requested in its final recommendation that:

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 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 Resources, the Joint
Commission on Health Care, and the House Appropriations and Senate Finance
Committees no later than November 30, 2010.

In response to this directive, the Department of Behavioral Health and Developmental
Services (DBHDS) convened several workgroups or requested that collaborating state agencies
convene workgroups to address the recommendations in the study. The input of these workgroups,
which included a broad base of state agency and stakeholder involvement, was used to develop the
detailed action plan in this report.

This document addresses the JLARC recommendations discussed for each theme it
identified, describes workgroup or state agency activity to address the JLARC recommendations,
and outlines specific items for future consideration or funding by the General Assembly. Below is
a list of initial recommendations and a detailed action plan which prioritizes current and ongoing
activities as well as future activities.

Recommendation #1: Adopt a single definition of developmental disabilities in Virginia.

Recommendation #2: Establish Community Services Boards (CSBs) as the single point of entry
for the Developmental Disability (DD) System, including serving individuals with ASDs.

Recommendation #3: In FY12, move the day to day administration of the IFDDS waiver from
the Department of Medical Assistance Services (DMAS) to DBHDS, in order to realign and
increase coordination of the Intellectual Disability (ID) and Individual and Family Developmental
Disabilities Waiver Services (IFDDS) waiver programs for families.

Recommendation #4: Initiate a resolution in the 2011 Virginia General Assembly to require that
the Department of Medical Assistance Services, as the single state agency designated in Virginia
for the Medicaid Program, and DBHDS, the administrator of the ID Waiver, convene a work
group of providers of current service and relevant stakeholders to conduct a study to determine the
costs and parameters of combining the ID and IFDDS Waivers into one comprehensive waiver
Developmental Disability Waiver. The study will include a comprehensive review of federal
requirements related to combining the current CMS approved 1915 (c) waivers and consider the
differences between the two waivers renewal dates. The study should also include the impact on
and recommendations related to: 1) current waiting lists; 2) existing access and enrollment
processes; 3) current case management systems; 4) services offered; 5) implementation of
technology; and regulatory changes needed to support a combined waiver. The recommendations
should be completed by November 30, 2011 for consideration by the 2012 Regular Session of the
Virginia General Assembly.



Recommendation #5: Increase grants to localities to be used by the Community Services Boards
as Family and Individual Support funds as needed for individuals who are not currently receiving
or are ineligible for services under the ID or IFDDS waivers.

Recommendation #6: Develop an on-line training program and expand the DBHDS-community
college certificate program for direct support professionals to promote a well qualified DD
community-based workforce.

Recommendation #7: Expand and develop Communities of Practice in Autism (CoPA) in order
to develop skills and enhance service delivery planning/implementation through Part C Early
Intervention.

Recommendation #8: Increase by 50 the number of individuals trained and certified as Positive
Behavior Supports Facilitators.

Recommendation #9: Continued funding of the Virginia Autism Council through DBHDS for
Council operations and tuition reimbursement for non-public education professionals and
providers.

Recommendation #10: The State Infant & Toddler Connection (Part C) Program will finalize
“Service Guidelines for Providing Early Intervention Services to Infants and Toddlers with
ASDs,” by June 2011.

Recommendation #11: Seek grant funding to establish a statewide public service campaign
regarding early detection and screening for autism.

Recommendation #12: DBHDS will work with other state agencies to increase the capacity for
screening for ASDs in a non-clinical setting, such as local Departments of Social Services, day
care centers, Head Start/Early Head Start and other places that come into contact with young
children.

Recommendation #13: Expand existing VDH medical homes initiative to assist physicians in
creating medical homes for children with autism or other special needs.

Recommendation #14: The State Infant & Toddler Connection Program (Part C) will collaborate
with the Virginia Chapter of the American Academy of Pediatrics to increase pediatrician
knowledge base of how and where to refer families for interdisciplinary team diagnosis.

Recommendation #15: DBHDS, DMAS and VDH will work with the VAAP and Virginia
Academy of Family Physicians (VAFP) Association to increase the periodic use of regular
standardized developmental screening tools for all developmental delays, including autism.

Recommendation #16: The State Part C Program should modify its data collection to track
progress measures by disability, including ASDs. The State Part C Program should also collect
specific disability information as part of its routine family surveys.



Recommendation #17: The State Part C Program should provide a report to the General
Assembly on the cost of establishing a specialized services program to serve young children with
ASDs.

Recommendation #18: The Department of Education should provide a report to the General
Assembly on the costs of increasing the intensity, staffing and structure of preschool services for
children with ASDs.

Recommendation #19: DBHDS should seek emergency regulatory authority to include Intensive
Individual Support Services as a new license provider category.

Recommendation #20: DBHDS and DMAS should determine the level of need and associated
cost of a Medicaid respite waiver to provide minimum services to children with developmental
disabilities who meet waiver level of functioning criteria.

Recommendation #21: In determining appropriate strategies for addressing the treatment
needs of children with ASDs, Virginia should continue to strongly consider the role of
private insurance in covering treatment in the continuing effort of public/private
partnership in addressing the needs of those with autism.

Recommendation #22: Promote the professional development of educators in the area of
ASD expertise by creating online coursework that will result in achieving certification as a
Board Certified Behavior Analyst (BCBA) or a Board Certified Assistant Behavior
Analyst (BCaBA).

Recommendation #23: Expand Department of Rehabilitative Services (DRS) case services to
respond to the increasing demand for ASD services.

Recommendation #24: Increase access to employment supports for up to 200 individuals
through the long-term employment supports of the LTESS program.

Recommendation #25: Increase employment skills and opportunities for adults with ASDs no
longer in the school system, through a dual phase Project SEARCH model.

Recommendation #26: Implement five (5) five-day, regional Autism Work Support trainings for
a total of 750 participants, designed to increase the knowledge base of employment service
providers, day support providers, individuals with ASDs and their family members about work
supports for persons with ASDs.

Recommendation #27: Create a MicroBoard Association for Virginia to assist adults with
developmental disabilities to live independently using natural supports within their home
communities.

Recommendation #28: ASD Training developed by the Public Safety Workgroup should
be recognized as the minimum training standard in the Commonwealth of Virginia for all
public safety personnel.

Recommendation: #29: All public safety personnel (including judges, magistrates,



attorneys, law enforcement, fire/EMS, etc.) should receive basic autism awareness training
(developed by the PSW) to understand characteristics of autism.

Recommendation #30: The General Assembly should require all public safety personnel
to receive ongoing in-service training for a more in-depth understanding and awareness of
autism spectrum disorders, including current strategies and interventions to use during an
encounter with an individual with autism.

Recommendation #31: The General Assembly should provide a pool of funds for public
service agencies to access when they are unable to pay for ASD awareness training.



Introduction

During the past decade, the number of children with Autism Spectrum Disorders (ASDs)
has increased dramatically in Virginia, as well as the rest of the nation. States are exploring 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 determining 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, educating and
providing long-term supports for individuals with ASDs. Furthermore, the rising prevalence of
ASDs has raised questions about the ability of public safety personnel to properly respond and
appropriately interact with those with ASDs when emergency and/or legal situations arise.

Description of Autism Spectrum Disorders

Autism Spectrum Disorders are a form of developmental disability that usually
manifest themselves before the age of three and affect social interactions, communication
and behavior. The level of impairment and manifestations of ASDs vary greatly among
individuals based on their specific disorder, age and developmental level. Some
individuals exhibit few or mild ASD impairments, while others many be more severely
impaired. However, a number of characteristics are often shared. For example, most
individuals will experience some social impairment, such as not responding to other
peoples smile or facial expressions, not showing concern for others or not bringing objects
of interest to share with others. Individuals with ASDs often have difficulty interacting
socially with others and interpreting social gestures and non-verbal communication such as
facial expressions. This can lead to limited social relationships, inappropriate 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 their hands. Furthermore, children with ASDs
may experience delays in speech and language development. They may repeat exactly what others
say without understanding meaning (echolalia) or not respond to their name. The breadth of ASD
symptoms generally affects individuals’ ability to function in all settings, including home, school,
work and the community.

Autism Spectrum Disorders are complicated in that they often occur with other disorders.
The fact that families of individuals with ASDs must learn about these medical conditions in
tandem with autism further compounds the amount of stress that families experience. The most
prevalent co-occurring disorders include: seizure disorders, genetic disorders, gastrointestinal
disorders, sleep dysfunction, sensory integration dysfunction, pica (an eating disorder), attention
deficit hyper activity disorder (ADHD), anxiety and depression.

Autism Prevalence

The Centers for Disease Control published estimates on December 19, 2009, that between
1in 80 and 1 in 240, with an average of 1 in 110, children in the United States have an ASD. This
represents a prevalence of about one percent of all children. With this current prevalence rate, the
potential number of affected individuals in Virginia could range in the tens of thousands.




Currently there is no one agency collecting and maintaining data on the number of individuals in
the Commonwealth with an ASD diagnosis. However, we can extrapolate possible figures from
the 2009 U.S. Census Bureau numbers. Virginia’s population estimate for 2009 was 7,882,590.
(http://quickfacts.census.gov/gfd/states/51000.html). Children under age five represented 6.7% of
the total population, meaning that as many as 5,281 children under the age of 5 in 2009 may have
an ASD. Looking across all age ranges, one percent of the state’s population equals 78,825
individuals potentially falling somewhere on the Autism Spectrum. Autism is currently not a
reportable health condition in Virginia, so the only data available is that provided by the Virginia
Department of Education (VDOE) educational category count for ages two - 22 and Part C Early
Intervention medical diagnosis counts for children aged birth through three.

The Virginia Department of Education (VDOE) autism data currently is the most accurate
means Virginia has in order to plan for future services for those with autism. VDOE is required by
Part B of the federal Individuals with Disabilities Education Act (IDEA) to maintain data on the
students that they serve with an educational label of autism. There may be an additional number of
students with a medical diagnosis of autism who do not have a school-based plan for special
services (an Individual Education Plan or IEP).

The number of students educationally identified with autism within the Virginia public
school systems have dramatically increased in the last 12 years. In the 1998 VDOE child count,
there were 1521 students enrolled within the school systems with ASDs. By 2004, that number
had increased to 5179. By December 1, 2009, Child Count Data reflected 10,092 students from the
ages of 0 through 22 with the primary disability category label of autism as defined by the IDEA.
VDOE states that they believe this number is still an under representation of those on the Autism
Spectrum, even with the dramatic increase over the last 12 years.

In an effort to better ensure that students are not inappropriately labeled, the VDOE has
required a more specific disability category for the generic category of Developmental Delay.
Previously, if an educational label was uncertain a child would be placed within the
Developmental Delay category. Recently, the age of eligibility for Developmental Delay has
changed from ages two through eight, to two through six. This change encourages local
educational agencies to reassess students’ abilities and performance at a younger age to determine
the appropriate classification and level of services as determined by the IEP team (Virginia
Department of Education, Fast Fact April 2010). There currently is no methodology available to
accurately count the number of individuals with ASDs living within Virginia once they leave the
public school system.

Assessing Needs in Virginia and Developing a Detailed Action Plan

In response to concerns about the prevalence of ASDs and the availability of services in
Virginia, the 2008 General Assembly enacted House Joint Resolution 105 (HJR 105). This study
directed staff of the Joint Legislative Audit and Review Commission (JLARC) to assess the
availability and delivery of autism services in the Commonwealth, examine the delivery of ASD
services in other states, and recommend ways to improve delivery of these services in Virginia. In
addition, the mandate directed 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.




In June 2009, JLARC published House Document No. 8, “Assessment of Services for
Virginians with Autism Spectrum Disorders,” in response to the General Assembly’s directive.
The JLARC study contained 21 recommendations to improve services in Virginia. The 21
recommendations are outlined in Appendix A.

In an attempt to develop a detailed action plan based on JLARC’s report, several approaches
were considered. The decision was made to organize the original recommendations within
categories. The JLARC recommendations in the study are grouped into seven common themes:

1. ldentifying a single point of entry for access to all services in the state needed for those
with a developmental disability, including autism, and establishing a system of statewide
accountability

2. Establishing a centralized, comprehensive and reliable source of information regarding
autism for the citizens of Virginia

3. Increasing capacity to educate and train providers of services
4. Improving access to screening and early diagnosis
5. Enhancing early intervention and treatment of children with autism
6. Improving educational services for children and youth with disabilities, including autism
7. Increasing quality of life and independence for adults with autism
8. Enhancing public safety for those with autism
The JLARC study requested in its final recommendation that:

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 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 Resources, the Joint
Commission on Health Care, and the House Appropriations and Senate Finance
Committees no later than November 30, 2010.

In response to this directive, the Department of Behavioral Health and Developmental
Services (DBHDS) convened several workgroups or requested that collaborating state agencies
convene workgroups to address the recommendations in the study which they had state authority
over. The input of these workgroups, which included a broad base of state agency and stakeholder
involvement, was used to develop the detailed action plan in this report. Appendix C shows the
workgroups and their participants coordinated by DBHDS. In addition, DBHDS sought public
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comment on the initial draft of the action plan. Comments were sought in writing, as well as in
person via a four hour public meeting of The Advisory Consortium on Intellectual and
Developmental Disabilities (TACIDD). Appendix E summarizes public comments.

Comments submitted during the Public Comment period to the Department of
Behavioral Health and Developmental Services covered a wide range of issues. In total 156
comments were received by BHDS. There were a large number of comments that
addressed multiple areas. Specifically: Waivers, Education of Youth, and Autism
Insurance Mandate. The comments are categorized by theme from the First Draft.

Summary of Public Comment Received via Email Comment
by Report Section/Theme Count
Statewide Accountability: State DD definition, Single Point of Entry,
. X 30
Combination of Waivers
Establishing a Centralized Source of Information regarding ASDs 3
Educating and Training Providers 4
Improving Access to Early Diagnosis, Screening and Treatment of Children 3/111
with ASDs/ Autism Insurance Mandate
Improving the Education System for Children and Youth with ASD 21
Services for Adults: Employment and Housing 6
Public Safety: First Responders, Police, Fire, EMT 4
Miscellaneous 6
Total 188

Each section of this report will outline issues and concerns for one particular theme
identified in the JLARC study, discuss recommendations from the relevant agency and
workgroups, then list recommendations for the detailed action plan. This report will conclude with
a detailed plan outlining the costs and implications for the implementation of these
recommendations.

Section 1: Identifying a single point of entry for access to all services in the state needed for those
with a developmental disability, including autism, and establishing a system of
statewide accountability

Section 2: Establishing a centralized, comprehensive and reliable source of information regarding
autism for the citizens of Virginia

Section 3: Increasing capacity to educate and train providers of services
Section 4: Improving access to screening and early diagnosis

Section 5: Enhancing early intervention and treatment of children with autism
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Section 6: Improving educational services for children and youth with disabilities, including
autism

Section 7: Increasing quality of life and independence for adults with autism
Section 8: Enhancing public safety for those with autism

Section 9: Summary of Detailed Action Plan
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Section 1
Establishing a Coordinated System of Statewide Accountability

The JLARC study identified the need for a single developmental disabilities (DD) agency,
improved system coordination, and improved access to care for individuals. The study also
identified the need for Virginia to consider ways to improve delivery of ASD and DD services,
including enhancing Medicaid waiver programs. The study concluded that a more streamlined
system with greater accountability would significantly improve the ability of individuals with
ASDs and their families to access services.

The lack of a lead agency designated to assume responsibility for the establishment and
coordination of a DD system for Virginia was cited by the JLARC study as a major barrier to
successfully resolving issues affecting individuals with ASDs and their families. The study cited
the fragmentation of services that were developed by the various agencies in isolation from each
other and the lack of an entity to develop a clear and unified policy direction for the
Commonwealth concerning ASDs as examples of the problems that Virginians with ASDs and
their families now face.

In 2009, the Joint Commission on Health Care designated DBHDS as lead agency to
coordinate autism services and policy across the Commonwealth. The JLARC Study endorsed the
decision for DBHDS to serve in the lead capacity by observing, “... 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...” (p. 38).

Partly in anticipation of accepting a broader role beyond the traditional role of serving
individuals with intellectual disabilities, the name of the Department changed in July of 2009 from
the Department of Mental Health, Mental Retardation and Substance Abuse Services to the
Department of Behavioral Health and Developmental Services. Also, in October of 2009,
DBHDS added two staff members to help guide and shape this new direction.

The JLARC study also noted that there is limited and fractured funding available for
services for people with ASDs relative to other disability populations in Virginia (e.g., those with
intellectual disabilities). As the lead agency for developmental disabilities, DBHDS began
consulting with stakeholders to better define the ASD and DD population in Virginia. It is critical
that a common definition of developmental disabilities, including those with ASDs be established
so state agencies, including DBHDS, DMAS, VDOE, and others can appropriately plan to address
the needs of this population. In addition, a common definition can assist policy officials and
legislators in determining the resources necessary to serve the DD population in Virginia.

Workgroups were formed to address recommendations in the JLARC report related to the
issues of the single point of entry and centralized systems management. These were made up of
representatives of the Virginia Association of Community Services Boards (VACSB), Centers for
Independent Living, The Arc of Virginia, DBHDS staff, DMAS Division of Long-Term Care
staff, Developmental Disability Waiver case managers, family members and self-advocates.
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While there was not universal consensus on all issues discussed, there was general agreement on
the direction and many of the elements of changes that were recommended. The major points of
agreement were:

1. DBHDS should continue to be the lead state coordinating agency for autism services and
policy.

2. Virginia should adopt a definition of developmental disability to ensure appropriate
services and policy development.

3. The Community Services Boards should be the single point of entry into the system for
individuals with autism and developmental disabilities.

4. Individuals with autism and their families will be better served with one comprehensive
developmental disability waiver rather than the current system.

Defining Developmental Disabilities for the State of Virginia

A workgroup of stakeholders convened to discuss this issue and reviewed various
definitions, including the definition currently used by the federal government (Developmental
Disabilities Act, section 102(8).) to define developmental disability. Another consideration was
that the definition must not exclude anyone who is currently receiving state-funded services in
Virginia. In the end, the workgroup defined the population by accepting the federal definition
with one small change to ensure the inclusion of everyone being served currently by the Individual
and Family Developmental Disabilities Waiver Services (IFDDS Waiver) which services many
people with developmental disabilities, including ASDs. Those individuals whose characteristics
and needs are encompassed by this definition, including those with ASDs, would qualify — with
sufficient funding — for services provided by DBHDS, CSBs, and other state agencies as
applicable. The proposed definition is:

"Developmental Disability" means a severe, chronic disability of an individual that

A. Is attributable to a mental or physical impairment or combination of mental and
physical impairment;
B. Is manifested before the individual attains age 22;
C. Is likely to continue indefinitely;
D. Results in substantial functional limitations in two or more of the following areas
of major life activity:
I. self-care;
Ii. receptive and expressive language;
iii. learning;
iv. mobility;
v. self-direction;
vi. capacity for independent living; and
vii. economic self-sufficiency; and
E. Reflects the individual's need for a combination and sequence of special,
interdisciplinary or generic services, individualized supports or other forms of
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assistance that are of lifelong or extended duration and are individually planned
and coordinated.

An individual from birth to age nine, inclusive, who has substantial developmental delay or
specific congenital or acquired conditions may be considered to have a developmental
disability without meeting two or more of the criteria described above in (A) through (E) if
the individual, without services and supports, has a high probability of meeting those
criteria later in life.

Three levels of support needs were identified in this population. They are:

1. Those individuals who meet the “Level of Functioning” criteria for Medicaid
services. These individuals will require the highest levels of support and will most
likely require some level of support throughout their lifetime.

2. Those individuals who require a fair amount of support in order to fully integrate
into the mainstream of community life, but who do not meet the “Level of
Functioning” criteria that would qualify them for Medicaid services. With some
supports in place to help with basic life skill needs, such as job coaching,
counseling, skills training, budgeting and financial needs planning, and general
periodic monitoring and companionship, these individuals can assimilate
successfully into community life.

3. Those individuals who need periodic support in order to maintain an integrated
lifestyle, such as case management, peer group counseling, occasional assistance
with decision-making and guidance.

Designating a Single State Coordinating Agency

DBHDS, as the newly established lead, coordinating agency began working with many
state and local organizations to coordinate autism services and policy. These efforts built on
significant collaboration already under way.

Advocacy and Non-Profit Partners. The Advisory Consortium on Intellectual and
Developmental Disabilities (TACIDD) is a workgroup of stakeholder agencies, advocates and
interested parties who meet quarterly to advise the DBHDS Office of Developmental Services
(ODS) on policy directions and issues of stakeholder interest. Last year, DBHDS formed the State
Employment Leadership Network Advisory Group, a work group of stakeholders and agencies
gathered to promote integrated employment initiatives for individuals with developmental
disabilities. The Virginia Autism Council (VAC), long seen as operating under VDOE, has
increasingly become a partner working more closely with the support of DBHDS. In July of 20009,
state funds for the Commonwealth Autism Service (CAS) began to be channeled through DBHDS,
as opposed to Virginia Commonwealth University, its former host. In doing this, DBHDS
established a formal relationship with CAS. DBHDS already had a similar arrangement with the
Virginia Autism Resource Center. All of these collaborative endeavors are serving to strengthen
the coordination of efforts among the various agencies on behalf of individuals on the autism
spectrum.
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Community Services Boards (CSBs). The DBHDS contractual relationship with the forty
CSBs has long been a strength of the system of ties between the Department and direct services in
the community. Likewise, the relationship between the Department, the CSBs, and the more than
five hundred licensed, private, community providers of services and supports provides a support
network throughout Virginia for services to individuals with intellectual disabilities. Since July of
last year, the CSBs have agreed that their focus should also expand in scope to include those with
ASDs and other developmental disabilities. To that end, the “Intellectual Disability Council” of
the VACSB has moved to change its name to the “Developmental Services Council.” Members of
this council authored a white paper titled, “Shaping the Future for Comprehensive ASD Services,”
in which they outlined the steps that each CSB could take now to begin to improve their responses
to families and individuals with ASDs living in their communities. As the system continues to
expand and broaden to accommaodate the needs of individuals on the spectrum and who have other
developmental disabilities, the strength of this existing network of providers and stakeholders will
prove most beneficial in bringing services and supports to individuals and their families.

Department of Medical Assistance Services (DMAS). The Centers for Medicare and
Medicaid Services (CMS) requires that the state Medicaid agency retain ultimate administrative
authority and responsibility for the administration of all Medicaid programs, including the State
Plan Option service of Targeted Case Management and all of the Waivers. While other state, local,
regional or private contractual agencies may perform some of the waiver administrative functions,
the state Medicaid agency must exercise oversight of these entities’ performance. Therefore, since
1990, the management of Virginia Medicaid services for individuals with ID has been a joint
effort of DMAS and DBHDS, combining the Medicaid expertise of DMAS with the ID services
expertise of DBHDS. Through an interagency agreement, each department’s responsibilities
regarding the 1D and Day Support (DS) Waivers are enumerated. While some activities are the
primary responsibility of one of the two agencies (examples below), the effective management of
services for individuals with ID requires strong collaboration between both partners in areas such
as the development and submission of waiver applications, regulatory packages, policy manuals
and State Plan Amendments, and the development of budget proposals. The ongoing, collaborative
relationship between DMAS and DBHDS will serve as a foundation for future efforts to improve
waiver services for individuals with ASDs.

Table 1: The Administration Responsibilities for the Intellectual Disability
and Day Support HCBS Waivers

Lead Agency
Responsibility
TASKS DBHDS DMAS

1. Develop/Redesign waiver(s) v

2. Develop provider manuals v

3. Develop policy and regulations v

4. Develop State Plan Amendments v

5. Lead Advisory Groups of stakeholders v

6. Develop provider communications/official 4
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memorandums
7. Respond to public/legislators about v
concerns about the waiver, slot
distribution, and prior authorization
procedures
8. Handle Appeals v
9. Manage waiting lists/distribute slots to v
CSBs
10. Perform Prior Authorization activities for v
the waivers
11. Provider training, technical assistance and v
consultation

12. Perform Quality Management Reviews v

13. Contract monitoring of Prior 4
Authorization process

14. Pay provider claims v

15. Complete federal reports, including the v
demonstration of cost effectiveness

16. Develop provider rates v v

17. Budget monitoring/Accountability v v

18. Budget development/agency funding v

priorities

DMAS operates the IFDDS waiver, which is the primary waiver serving individuals with
autism in Virginia today. The IFDDS, ID and DS waivers now support, together, approximately
8,800 individuals, while another 6,000 individuals remain on the waiting lists for these valuable
services. All three of these waivers seek to address the needs of individuals with developmental
disabilities, including those with ASDs.
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Table 2: Description of Virginia’s Waiver Programs for Individuals with
Developmental Disabilities (July 1, 2009 data)

Waiver Population Served Operating Currently | Waiting List
Agency Enrolled
IFDDS Individuals above the age of 6 DMAS 595 Over 1,000

who have a developmental
disability, but not MR/ID.
Must meet the Level of
Functioning Criteria.

MR/ID Individuals under the age of 6 DBHDS 8152 5348
who are at developmental risk and
Individuals with a MR/ID
diagnosis.

Must meet the Level of
Functioning Criteria.

Day Support | Individuals with a MR/ID DBHDS 280 MR/ID Waiver
diagnosis. Statewide
Must meet the Level of Waiting list (see
Functioning Criteria. above)
EDCD Individuals who meet nursing DMAS 18029 No waitlist

facility criteria.

Must meet dependency criteria
according to the Uniform
Assessment Instrument.

Virginia Department of Education (VDOE). DBHDS, particularly the Office of Child and
Family Services, and VDOE have worked closely for many years on areas common to the two
agencies such as early screening and diagnosis and supports for transition aged-youth and families
whose lives are affected by mental illness, intellectual disability, and substance abuse disorders.
Recent collaborative efforts include development of the Early Intervention Autism Guidance
Document, Awareness and Diagnosis Workgroup, co-membership within the Virginia Autism
Council and jointly seeking grant opportunities to assist individuals with ASDs and their families.
VDOE and DBHDS exchange information at least weekly in order to assist those within the
developmental disability community.

Department of Rehabilitative Services (DRS). DBHDS and the CSBs have worked
cooperatively with DRS for many years to promote the employment of individuals with ID, mental
illness and substance use disorders through a variety of supported employment initiatives. Most
recently, DBHDS and DRS are working together on the State Employment Leadership Network.
DBHDS and DRS have also partnered for a number of years to provide OBRA-87 funding for
needed specialized services for individuals with related conditions who reside in nursing facilities.

Virginia Department of Health (VDH). DBHDS has primarily worked with VDH through
the Part C program, as both have the goal of systematically increasing the developmental
screening, diagnosis and receipt of needed services among young children with developmental
disabilities and related medical issues. DBHDS and VDH collaborated recently to submit a grant
to the federal Department of Health and Human Services in the hopes of obtaining funding to
improve services for children and youth with ASDs. While Virginia’s grant application was not
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funded, the planning work that was accomplished has helped to provide the basis for some of the
proposed joint efforts outlined in this document.

Public Safety Agencies. While DBHDS has worked for many years with public safety
agencies and the courts regarding the forensic population, prevention activities for individuals
with ASDs and other developmental disabilities, such as those described in Section 8, are a new
venture for the Department.

The Community Services Boards as the Single Point of Entry

The JLARC study recommended DBHDS explore methods to improve case management
of services for individuals with ASDs. It recommended examining establishing regional offices to
provide case management, training family members to provide this service or expanding the role
of existing case managers that serve similar populations in Virginia.

JLARC recommended DBHDS consider the following:

e Establishing a new network of regional offices to provide case management to
individuals with ASDs or DDs. The office could provide case management services
through all life stages and ensure there is no conflict of interest between those
providing case management and those providing the services. However, a new network
would require significant additional funding and new infrastructure.

e Training family members to provide case management services to individuals with
ASDs. This option would ensure services were provided by someone known to the
individuals and family. However, many families already provide this service
informally to their loved ones and it is difficult to stay informed about services and
resources.

e Establish CSBs as the case management provider for individuals with ASDs. This
model would use an existing frame work — 40 local CSBs - to provide case
management. CSBs currently provide case management to individuals with ID.
Additional training and education would be required to ensure CSB case managers
understand ASDs, treatment options and resources. However, this network is already in
place and could mobilize quickly with additional funding.

DBHDS brought together a workgroup to examine these recommendations. The group
determined the most effective mechanism to improve case management services for individuals
and families was to leverage the professional case management expertise of those providing the
service under the ID and IFDDS waivers.

Currently, individuals with 1D receive case management through their local CSB (public
case management), while individuals receiving IFDDS Waiver or on the IFDDS Waiver waiting
list receive case management through their choice of private providers. In the model discussed by
the workgroup, CSBs would not only be the single point of entry for those with ASDs seeking
services, but also for the IFDDS Waiver and ID Waivers. Eventually, with appropriate funding,
the CSBs would bear the responsibility for ensuring that all individuals with DDs, regardless of
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ability to pay or Medicaid eligibility, receive needed case management services, either through a
public or private provider. CSBs would thus act as the safety net for individuals with DD, as they
currently do for individuals with 1D, mental illness or substance use disorders. An integral part of
this role is ensuring, with assistance from DBHDS, that there is a person-centered focus to service
planning and delivery and that choice of type of case management provider is honored. Currently,
entry into the IFDDS waiver is accomplished through one of the existing Child Development
Clinics. There are only 12 such entities in the state performing screenings for IFDDS waiver
services. Families must first locate the nearest site by visiting the DMAS web site and then seek
an appointment at a Clinic, which may be a considerable distance from their home community.
By contrast, there are forty Community Services Boards and each is well known in its local
community for convenient access. Current case managers of the IFDDS waiver could contract
with CSBs to continue to provide case management services following initial screenings.

As the single point of entry, services and assistance would be provided through the
following steps:

e Once the CSB, as the single point of entry, is contacted, screening/assessment(s) is
completed to determine the services the individual needs and for which he/she is eligible.

e Choices of services (including case management), for which the individual is
eligible/needs, are presented.

e Families choose their providers. It would be expected that those providing case
management are familiar with the locality in which the individual lives.

e Required annual eligibility re-evaluations for ID/IFDDS (and eventually a combined DD)
Waiver services (i.e., Level of Functioning Surveys) will be completed by the individual’s
chosen case manager.

The group agreed that it is essential that choice of case management provider, like that of
Waiver services providers, includes the following aspects:

¢ All case management entities are presented as equal choices.

e The individual/family is supported in choosing the type of case management entity that is
right for them (e.g., small vs. large, public vs. private, appealing in philosophy).

e The individual/family is supported in their choice of a case manager.

The workgroup agreed that the State continue to provide oversight through the following
agencies:

e DBHDS Offices of Licensing and Human Rights — all case management entities would be

required to be licensed through DBHDS (and thus required to comply with Human Rights
regulations as well).
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e DMAS Quality Management Review and Utilization Review — offer quality assurance and
financial oversight.

The work group also achieved consensus regarding CSBs as the appropriate venue for the
provision of Information and Referral (I&R) Services to anyone with a developmental disability
who asks for assistance in their community. CSBs’ I&R duties will thus include:

e Telephone consultations or face-to-face meetings with individuals seeking services

e The completion of needs assessments, with due consideration of Intellectual Disability,
Mental Health, and Substance Abuse services eligibility

e Determination of individuals’ eligibility for inclusion on ID or IFDDS Waiver waiting
lists, the Elderly or Disabled with Consumer Direction (EDCD) Waiver, Early Intervention
Services and other community services and/or state benefits

e Preparation and distribution of basic information, referral and resource packets to include
fact sheets, relevant web sites, phone numbers to health lines, etc.

The VACSB has agreed that this I&R activity is a necessary function in order to build a
state system for all individuals with DD. To facilitate this, DBHDS has added autism resource
links to its website. In addition to linking to DBHDS’ website for DD and ASD information,
CSBs must post resources they offer to persons with DDs and ASDs on their agency websites.

This I&R function will also enable the CSBs to have the ability to collect data on the needs
of constituents in order to assist with future planning and budgeting for state and local services.
Information to be collected includes:

e For individuals with ASDs who are active in the CSB Service System -
Annual reporting by CSBs, beginning FY2010, of persons with co-occurring ASDs
receiving Mental Health, Substance Abuse and Intellectual Disability services .

e Forindividuals with ASDs who are not currently receiving services through their local
CSB - Data collection, as individuals are made known to the CSB, to minimally include,
the person’s name, contact information, address, telephone and date of birth.

The cost of the additional 1 & R responsibilities for the CSBs can be mitigated through the
transfer of the responsibilities currently given to the Child Development Clinics for screening for
the IFDDS Waiver over to the CSBs. Along with the transfer of responsibility will also be the
ability to bill for the services provided. Additional funding will be required in order to offer case
management services and 1&R services to all individuals with DD. The revised model, with CSBs
as the single point of entry, is depicted in Figure 1 below.
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The work group agreed that it is desirable for the future DD system in Virginia to
encompass a birth to end of life continuum of supports. In this system, individuals will

e Be referred by their pediatrician or family doctor to early intervention services
e Be placed on a Waiver that is administered by their local CSB
e Receive services to ensure a productive, healthy life within their own community

e Have life-long support coordination (case management) within their local community via
private or public providers.

Virginia’s future DD system will have as its goal a streamlined, cohesive structure in
comparison to the current fragmented arrangement of resources.

While there is substantial support for the CSBs to be assigned the responsibility of the single
point of entry into the DD system, there have also been concerns raised by various sectors in the
developmental disability community. Most of these concerns are about the role of the CSBs as
provider agencies along with being the local public entity responsible for intake and referral. The
concerns stem from the premise that there would be less opportunity for choice of providers in a
system where the initial contact into the system may also provide the services the individual is
seeking. However, CSBs have been the single point of entry into the ID waiver system since its
inception and must balance similar concerns. Despite the fact that many CSBs offer direct
services, the private provider industry serving individuals with ID has grown substantially over the
past two decades. There are currently more than 500 private providers of ID waiver services in
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Virginia. Billing records provided by DMAS show that, for the past several years, only 23% of
the ID Medicaid Waiver services are being billed by the CSBs, the remainder is done by private
providers. If CSBs became the designated point of entry for Information and Referral and case
management, they would be required to ensure individuals were guaranteed choice between all
providers available, whether offered by the CSB or a private provider, just as they do now with the
ID waiver services.

Establishing a Comprehensive Developmental Disabilities Waiver

Currently Virginia maintains two separate comprehensive waivers for individuals with
developmental disabilities: the ID waiver and the IFDDS waiver. These waivers are accompanied
by two separate waiting lists. As the individuals served by these waivers have similar and often
co-occurring diagnoses, there is frequently confusion among individuals and their families as to
which waiver is more appropriate, as well as which waiting list will lead to the receipt of needed
services in the shortest amount of time. Children under the age of six years with any
developmental disability or at developmental risk are only eligible for the ID Waiver. However,
when they reach the age of six, if they have not received an ID diagnosis, they must switch to the
IFDDS waiver, which may or may not have an available slot.

In recognition of these challenges, JLARC recommended DBHDS, in concert with
stakeholders, examine combining these two waivers to improve services for the developmental
disabilities population and reduce family confusion over waiting lists and services. A stakeholder
workgroup was convened to discuss this option. The workgroup supported the idea of
transitioning toward a single, comprehensive waiver for all individuals with developmental
disabilities. The consensus of the workgroup was that this would help achieve parity in processes
and services for all individuals with DD in the Commonwealth.

The services offered by the ID and IFDDS Waivers are identical, with two exceptions.
The IFDDS Waiver contains one service not included in the ID Waiver: Family/Caregiver
Training. The ID Waiver contains one service not included in the IFDDS Waiver: Congregate
Residential Support. This service, in which individuals may receive residential supports in
DBHDS-licensed sponsored residential homes, group homes or in supervised apartment settings at
the same time as their roommates, is one which numerous IFDDS Waiver individuals and their
family members have requested and from which they would benefit. Benefits would accrue from
increased independence on the part of the individuals (being able to experience the natural
milestone of moving out of one’s parents’ home), as well as increased peace of mind for
parents/family members in knowing that their loved ones are living and receiving appropriate
services in licensed, supervised settings, if that is the level of support that is required. Thus,
combining these two waivers could provide individuals access to two services to which they were
previously ineligible.

As a first step in a carefully planned and executed transition to a more streamlined and
unified DD service system in Virginia, the stakeholder work group recommended that, prior to the
merging of the ID and IFDDS waivers, DBHDS would assume responsibility for the day to day
management of the current IFDDS Waiver, under DMAS’ oversight, as is presently the case for
the 1D Waiver. This would allow time for the DBHDS staff, the CSBs and the providers of IFDDS
services to become accustomed to working with each other on issues of mutual concern and
interest as preparations are made for combining the waivers. It also assigns the responsibility for
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managing the waiver to the agency now designated to lead developmental disabilities. Over an
appropriate period of time, as recommended by the findings of DMAS and DBHDS and approved
by the governor and General Assembly, the waivers could be carefully merged into one
comprehensive DD waiver.

In recognition of the tremendous need for services, the 2009 Virginia General Assembly
voted to eliminate the waiting list for the ID and the IFDDS Medicaid Waivers by FY 2018. Ata
minimum, they wanted to fund 400 hundred slots each year until the wait list was eliminated.
Budget deficits since that time prevented that goal from being reached during the 2010 General
Assembly session. While the pursuit of the elimination of the waiting lists must continue, Virginia
needs to be looking for alternatives to its current Medicaid Waiver structure if this goal is to be
realized. Placing the responsibility for all DD waiver services under the leadership of DBHDS,
while working toward consolidation of waivers, will enable the Department to take the lead
responsibility for this goal. DBHDS, working in concert with DMAS and its other partners to
more quickly develop creative alternatives to the current system could help meet the goal of
eliminating the wait lists by FY 2018.

To ensure that these two waivers are merged appropriately, a study would be conducted
over a period of one year, with DMAS involvement. This study would need to examine how to
resolve a number of challenges such as:

e The two waivers use different criteria for selection. The ID waiver wait list uses needs,
urgent and non-urgent, to place individuals on the waiting list. The DD waiver uses a first
come, first served methodology.

e Remedy differences in the payment system for the waivers’ case management programs
and ensure that all case managers receive appropriate training to understand autism and
other developmental disabilities.

e Determine the increased costs associated with merging the waivers. While the services
received under the two waivers are nearly identical (as mentioned above), individuals on
the DD waiver do not have access to Congregate Residential Support as do those on the ID
waiver. It will be important to determine any increased costs that may arise as the array of
services available to the two groups becomes consolidated.

e Determine whether the Supports Intensity Scale, which is already being used to provide a
standardized assessment of individuals with disabilities in Virginia, can be used to move to
an Individual Resource Allocation methodology for the DD waiver. Individual Resource
Allocation may permit Virginia to provide more flexible waiver options to individuals in
need without significantly increasing costs.

Support for Providers of ASD Services through the DBHDS Office of Licensing

Pursuant to 837.2-404, this office licenses services providers offering treatment, training,
support and habilitation to individuals who have mental illness, intellectual disability or substance
abuse disorders; to individuals receiving services under the IFDDS Waiver; and to individuals
receiving services in residential facilities for individuals with brain injuries. Licensing staff make
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at least one unannounced inspection of service sites per year and investigate complaints about
licensed providers.

The Office of Licensing has created criteria for providers to be recognized as having an
ASD specialty. In order to be considered qualified to receive an “autism track™ with the agency’s
license, the Office of Licensing requires the applicant to have:

1. Documented organizational, supervisory and staff experience with supporting individuals
with ASDs

2. Evidence of implementation of best practices in ASD supports with an expectation that
some type of Applied Behavior Analysis be in use

3. Certification by staff and supervisors in ABA.

Currently, there is one provider in the state with this ASD specialty designation. Additional
resources and staff should be made available to permit providers to receive ASD specialty
designations. Workforce and provider readiness will be addressed in Section 3 of this document
along with recommendations for expanding licensing resources in this area.

The Need for State General Funds for Family and Individual Supports

In the definition of developmental disability found in this section, there are three
levels of support needed for individuals with ASDs and other developmental disabilities to
ensure an adequately supported system. This plan discusses Medicaid and Early
Intervention resources for individuals in Sections 4 and 5. There are also many individuals,
both children and adults, who are need of supports and who do not fall into the categories
that have already been described.

In the past, Virginia has provided state general fund dollars for family and individual
support needs for individuals whose needs are fewer, but who nonetheless will not be able to fully
integrate into the community without a basic level of support. As the system has evolved, more
and more of the state general fund dollars have become used to draw down the federal Medicaid
funds to serve the Medicaid eligible population, leaving those individuals who do not qualify for
Medicaid without opportunity for supports. These funds should be made available through the
CSB case management system to support individuals and their families as needed.

Family and Individual Support dollars should be made available to each CSB to fund, as
needed, limited specialized supports to qualifying individuals and/or their families. Often, it is as
simple as respite services funds or funding for job training needed by a young adult transitioning
from school.

JLARC recommended that DBHDS work with partner state agencies, local government,
non-profit, providers and advocacy entities to begin developing a coordinated, streamlined system
of supports for individuals with ASDs and other developmental disabilities. As the designated
coordinating agency, DBHDS convened several stakeholder groups to develop a common
definition of developmental disabilities for Virginia, envision a single point of entry system
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supported by local CSBs and determine steps to move toward one comprehensive developmental
disabilities waiver for individuals with ID, ASD and other developmental disabilities. The
recommendations in this section seek to outline the next steps required to fully achieve these goals
and will be incorporated into the detailed, action plan in Section 9 of this document.

Section 1 Summary:

Recommendation #1: The General Assembly should adopt a single definition of
developmental disabilities in Virginia. DBHDS recommends the definition outlined in this
section.

Recommendation #2: Establish CSBs as the single point of entry for case management and
information and referral in the Developmental Disability System, including serving
individuals with ASDs.

Recommendation #3: In FY12, move the day to day administration of the IFDDS waiver
from the Department of Medical Assistance Services (DMAS) to DBHDS, in order to realign
and increase coordination of the Intellectual Disability (ID) and Individual and Family
Developmental Disabilities Waiver Services (IFDDS) waiver programs for families.

Recommendation #4: Initiate a resolution in the 2011 Virginia General Assembly to require
that the Department of Medical Assistance Services, as the single state agency designated in
Virginia for the Medicaid Program, and DBHDS, the administrator of the ID Waiver,
convene a work group of providers of current service and relevant stakeholders to conduct a
study to determine the costs and parameters of combining the ID and IFDDS Waivers into
one comprehensive waiver Developmental Disability Waiver. The study will include a
comprehensive review of federal requirements related to combining the current CMS
approved 1915 (c) waivers and consider the differences between the two waivers renewal
dates. The study should also include the impact on and recommendations related to: 1)
current waiting lists; 2) existing access and enrollment processes; 3) current case
management systems; 4) services offered; 5) implementation of technology; and regulatory
changes needed to support a combined waiver. The recommendations should be completed
by November 30, 2011 for consideration by the 2012 Regular Session of the Virginia General
Assembly.

Recommendation #5: Increase grants to localities to be used by the Community Services

Boards as Family and Individual Support funds as needed for individuals who are not
currently receiving or are ineligible for services under the ID or IFDDS waivers.
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Section 2
Establishing a Centralized Source of Information Regarding ASDs

The JLARC study identified the lack of a consistent and reliable resource to find available
information about autism as a major barrier for Virginia families seeking services. The JLARC
report recommended the development of a centralized, comprehensive and reliable source of
information to educate Virginians about:

1) Autism Spectrum Disorder

2) Research findings regarding treatment approaches and interventions
3) Publicly supported programs and services

4) Private providers specializing in ASDs

5) Support groups

6) Any other relevant information identified by stakeholders.

A workgroup was convened to address these recommendations. The group recommended
there be a manned clearinghouse on ASDs operated directly by the state. While this
recommendation has merit, it would be redundant for DBHDS to create such an entity that
encompasses all of the recommended components. When reviewing resources currently active in
Virginia, many information and referral sources already exist through non-profit, partially state-
funded organizations and other private non-profit organizations such the Autism Society of
America’s chapter parent support groups and The Arc of Virginia. Since 2009, DBHDS has been
partnering with other organizations to ensure the development and expansion of a statewide
network that will provide accurate and timely dissemination of information concerning supports
available to these individuals and their families.

Commonwealth Autism Service

Commonwealth Autism Services (CAS) currently maintains the largest statewide website
on autism and provides information and referral services through a toll free number and website.
CAS has received funding from the General Assembly for this purpose since its creation in 1995.
CAS has recently redesigned their website at a cost of $7,500 to increase visual appeal and contain
the components recommended by the JLARC study. DBHDS will assist in marketing the CAS
website as Virginia’s primary, web-based source of information concerning ASDs.

CAS’ website will have resource links to other parent support groups including all Autism
Society of America chapters, which also have comprehensive resource listings for their local area.
CAS will have other information concerning autism, such as public and private resources, funding
source information, such as how to access Medicaid Waivers or Supplemental Security Insurance
and National Standards on Evidence Based Best Practices for autism. CAS will also be
responsible for continual review of their website to ensure the reliability of the information.
DBHDS will collaborate with CAS to ensure information is timely and accurate. The CAS website
addresses the JLARC recommendation of having a centralized, comprehensive and reliable source
of information to educate Virginians about ASDs.
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An additional resource facilitated by CAS has been the formation of Autism Action
Groups (AAGs). AAGs consist of members of local communities who have a desire to actively
and collaboratively work toward providing quality services and resources for individuals with
ASDs within their own local geographical area. Representatives from each group meet monthly to
network and share ideas and knowledge of resources in order to better serve those with autism
within their own community.

In addition to these activities, CAS services include:
Trans-disciplinary Diagnostic and Assessment Clinic©
Public Safety Training

Transition and Adult Services

Partnership for Capacity Development in Public Schools©
Training and Consultation

Annual Conference

Learning Institute

The Virginia Autism Resource Center

The Virginia Autism Resource Center (VARC) has been in operation since 1982 from a
grant from the General Assembly and was the first autism organization in Virginia. For the first
26 years, VARC was operated exclusively by Grafton School. Since 2008, VARC has been a
collaborative effort between Grafton School and Virginia Commonwealth University (VCU).
Currently, VARC is the only statewide autism resource embedded within a university.
Consequently, VARC has been able to leverage resources to engage in original research that
establishes evidence-based practice. VARC’s mission is to collaborate with individuals, families,
professionals and agencies to build knowledge and skills so that those with ASDs can live, learn
and work in the community. VARC attempts to accomplish this through:

e Raising public awareness about ASDs
e Empowering individuals with ASDs and their families

e Educating families, professionals and the general public on the many strengths possessed
by people with ASDs and promoting respect

e Providing information, education and training to equip families and professionals with
knowledge, skills and tools to effectively teach, support and guide individuals with ASDs.

VARC accomplishes this mission through providing an extensive free lending library, an
updated and easy to use web site with online informational web cast and an extensive list of
resources, and live training workshops. VARC is currently engaged in research to identify
scientifically sound vocational programs for transition aged students and adults with ASDs.
Additionally, through its collaboration with Grafton, Inc., VARC is completing action based
research into the impact of data based decision making on IEP development and implementation.

Staff from VARC is active in many of the Commonwealth’s committees addressing the
needs of individuals with ASDs and supporting efforts to improve the capacity of the
Commonwealth to serve individuals with ASDs across all ages at every level of impact. VARC’s
placement at VCU results in the availability of a post-baccalaureate certificate from the university
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in Autism Spectrum Disorders. VARC staff is also integrally involved in the training of Positive
Behavior Supports facilitators. Finally, through VARC’s consultation, information, referral,
lending library and program development, the agency provides direct services to nearly 3,000
citizens yearly across the Commonwealth.

In the coming years, VARC intends to further support the recommendations of the JLARC
report by:

e Increasing the number of online, web services available to citizens

e Continuing to participate in state-wide committees addressing the needs of individuals with
ASDs

e Providing training and resource referral

e Continuing to complete research to further guide practitioners in Virginia.

DBHDS as the Home for Autism

DBHDS will seek to continue coordinating these information resources through a variety
of mechanisms including email, support groups, and CSB information and referral assistance.
DBHDS has created an e-mail list of ASD support groups within Virginia and will ensure
information concerning ASD at the state level is disseminated to these groups. DBHDS is working
with these groups in order to gain further understanding of the needs of those with autism and
ensure that their families’ voices are heard at the state level.

DBHDS, working with all 40 CSBs, will assist with creating local community resource
action groups where a CAS Autism Action Group does not currently operate. Each CSB is
encouraged to develop a local group of stakeholders, or if one already exists, to become engaged
with this group. DBHDS will assist any CSB in creating a DD Resource Support Group for their
local area. Two CSB-initiated groups have been formed, one in Virginia Beach and another in
Charlottesville. Additional groups are in the organizational phase at this time. See Appendix D for
list of current Commonwealth Autism Service Autism Action Groups.

DBHDS staff has and will continue to collaborate with the state 2-1-1 Information and
Referral System to ensure that accurate and timely information for autism services and supports
are available through this 24 hour/day - seven days/week system. 2-1-1 VIRGINIA is a service of
the Virginia Department of Social Services provided in partnership with the Council of
Community Services, the Family Resource and Referral Center, CrisisLink, The Planning Council,
the United Way of Central Virginia, and the United Way of Greater Richmond & Petersburg.
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Section 3
Workforce Development

The JLARC study found that inadequately trained educational professionals and service
providers can limit the effectiveness of therapies and treatment for children and adults with ASDs.
These concerns are also well established for the broader developmental disabilities community.
This section of the report discusses several current programs that are assisting professionals and
providers in advancing their knowledge and expertise in provider services to individuals and
families who are challenged with developmental disabilities.

Virginia Autism Council

The Virginia Autism Council (VAC) is an interagency council of ASD stakeholders that
seeks to define needed skill competencies and to advance higher education, training and
educational opportunities for personnel and caregivers supporting individuals with an ASD. To
this end, VAC created “Skill Competencies for Professionals and Paraprofessionals in Virginia
Supporting Individuals with Autism across the Lifespan.” This document has served as the
foundational resource for professionals seeking to build knowledge and skills in the area of ASDs
through multiple content areas. The VAC has revised and disseminated “Skill Competencies” in
2010, collaborated with agencies across the state to provide training on an array of ASD-related
topics, as well as assisted DBHDS with meeting the recommendations of the 2009 JLARC report.

The revised and reorganized “Skill Competencies” underwent stakeholder review and
include recent research from a variety of sources (National Professional Development Center on
Autism, National Autism Centers National Standards Report, etc.), as well as terminology
consistent with the use of Applied Behavior Analysis to provide a great behavioral focus.

Revised VAC “Skill Competencies:”

e General Autism Competencies

e Environmental Structure and Visual Supports Competencies
e Comprehensive Instructional Programming Competencies

e Communication Competencies

e Social Skill Competencies

e Behavioral Competencies

e Sensory Motor Development Competencies

e Independence and Aptitude Competencies

VAC has created a number of trainings on relevant topics related to ASDs. The
trainings have been packaged and are designed to be used by both VAC members and
other agency representatives as requested. The following trainings are available:

e Proactive strategies for early intervention service providers
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e Proactive strategies for school age service providers

e Proactive strategies for adult service providers

e Asperger’s Syndrome

e Strategies for parents who have children newly identified with ASDs
e Secondary transition for families

This year, as part of the current VAC work plan, specific goals and action steps were
designed to target the recommendations of the JLARC report. The VAC will:

College/University Coursework

e Continue to review newly developed coursework / certificate programs to determine
alignment with the Skill Competencies.

e Identify the impact the new competencies will have on course work. Create new criteria
for coursework recognized by VAC and ensure this is in alignment with the Skill
Competencies.

e Assist in the development of new coursework for professionals working with individuals
with ASDs (online training for service providers).

Tuition Reimbursement
e Provide tuition reimbursement to public education participants completing recognized
coursework in ASDs via VDOE funding.
e  Work with DBHDS to create a system for tuition reimbursement for service providers
should funding become available.

Website
e Maintain and update the VAC website, providing a clearinghouse for training endeavors
taking place throughout the state, including access to the “Skill Competencies.”
e Link to state ASD website, Commonwealth Autism Services, and additional resources.

Skill Competencies
e Present information regarding the newly revised Skill Competencies at conferences and
workshops throughout the state.

e Distribute the revised Skill Competencies to professionals, paraprofessionals, and families.

Training

e Develop tools to evaluate trainings, determine outcomes and revise content and format as
needed.

e Collaborate with three agencies to provide live training throughout the state (The Autism
Society of America, DRS & VARC).

e Collaborate with early intervention providers to use the existing strategies training in the
development of online training modules.

e Collaborate with adult service providers to use the existing strategies training in the
development of online training modules.

e Reuvise, edit and script the “Newly Identified” Training. Create a training Kit.

31



e Revise, edit and script the Asperger’s Training. Create a training Kit.

The VAC will continue to review additional university programs that wish to obtain
Autism Certificate Certification for class work that meets “Skill Competency” levels. DBHDS is
seeking additional funding for tuition reimbursement for Early Intervention providers, Medicaid
providers and family members who wish to take these classes and expand their ASD knowledge
and skill sets. In order to provide tuition assistance for 200 persons at $300 per class, a yearly
budget of $60,000 will be needed. The Tuition Reimbursement Program for individuals employed
in a public or private school or enrolled in a teacher preparation program in the state of Virginia
will continue to be supported by the Virginia Department of Education.

Tuition Reimbursement Funding for ASD Specific Coursework

The Virginia Department of Education provides funding for education professionals to
access tuition reimbursement for VAC sponsored coursework through community colleges and
universities throughout the commonwealth. In 2010 the Virginia Department of Education
increased the funding for this initiative over 100% from its previous funding level.

Table 3: Eleven Community Colleges and Universities Carrying
VAC Sponsored Coursework (October 2010)

Averett University Old Dominion University
Longwood College Radford University

Lynchburg College Rappahannock Community College
James Madison University Regent University

Mary Baldwin University Mary Washington University
Virginia Commonwealth University

DBHDS Training and Education of Providers

Since the inception of the ID Waiver services, DBHDS has employed five (5) regionally-
based staff responsible for providing training and technical assistance to providers of case
management and Waiver services, as well as to individuals with 1D and their family members.
Being regionally-based has made these “Community Resource Consultants” more accessible to
providers in the five-designated “Health Planning Areas” of the state. In addition to responding to
numerous telephone and electronic inquiries, they frequently go on-site to provide consultation
regarding provider requirements, as well as best practices. Large-scale training events are
coordinated and delivered by this group and on-line training modules have begun to be developed
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on topics of relevance to case managers, service providers and family members. These highly
trained and capable professionals could be leveraged further to train providers if a comprehensive
Medicaid waiver for developmental disabilities is established.

DBHDS recognizes that additional training for private providers of supports to individuals
with ASDs and other DDs is needed. This is particularly challenging considering the high rate of
staff turnover in most provider agencies. Linkages to VAC or VARC sponsored training is one
avenue. Another is the development of an on-line training module to be available through the
DBHDS website.

In addition, DBHDS can improve the capacity and expertise of the provider workforce by
partnering with local community colleges to offer a certificate in direct support services/
management for persons with DDs. The Direct Support Professional Career Pathway (a
partnership between DBHDS and the Virginia Community College system) is a recent effort to
accomplish this goal. This initial project began in July 2010 through the Wytheville Community
College.

Skilled direct support workers are essential to delivering high quality service to individuals
with developmental disabilities and their families because they provide most of the hands-on
support to these individuals. Direct support work is physically and emotionally demanding and
the working conditions are often unfavorable when compared to alternative employment
possibilities. Annual turnover and vacancy rates for direct support workers in DBHDS-operated
facilities are among the highest for any role in State government.

To improve services, reduce high vacancy and turnover rates and create an improved
learning environment for direct support workers, DBHDS community colleges, the College of
Direct Support, and others have structured a three tier career pathway toward becoming a Direct
Support Professional. It is hoped that this career pathway will support a more motivated,
experienced and competent direct care staff pool and provide higher quality supports to
individuals with developmental disabilities, including ASDs.

While this effort is in its early stages and currently involves only DBHDS facility direct
support workers, an expansion of this model across the state to be made available to community
service providers’ staff would be highly beneficial.

Expanding Behavioral Supports

Classes leading to a Positive Behavioral Support Facilitator (PBSF) endorsement are
offered through a cooperative agreement between DBHDS and the Partnership for People with
Disabilities. These professionals offer consultation to families and services providers regarding
positive ways to mitigate the challenging behaviors demonstrated by some individuals with DDs,
including ASDs. The effort to increase the number of PBSFs statewide is funded through 2013,
but financial support for this valuable effort beyond that date would be an asset to the state. In
addition, an increase in the reimbursement rate for behavioral supports would assist in attracting
more qualified professionals to this work in the Commonwealth. Virginia’s $70 per hour
reimbursement rate is approximately $10 under the national average for this service.
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Regional Early Intervention Training and Technical Assistance in ASD

The Partnership for People with Disabilities at VCU (Virginia’s University Center for
Excellence in Developmental Disabilities Education, Research, and Service) currently administers
two contracts with the DBHDS, Virginia’s lead agency for the Part C early intervention system.
Both of the contracts relate to Virginia’s Comprehensive System of Personnel Development
(CSPD) for the early intervention workforce.

The Integrated Training Collaborative (ITC) is the mechanism the Partnership established
for overseeing Virginia’s CSPD. The ITC brings together the experience and expertise of
providers, family members, university faculty, Part C staff and other dedicated individuals to help
implement training opportunities and enhance educational networking on behalf of infants and
toddlers with developmental delays or disabilities and their families.

One priority of the ITC is the continued facilitation of regional Communities of Practice in
Autism (CoPAs). The CoPAs were established in 2007 to serve as a means for regional problem-
solving, for learning about evidence-based practices for serving children with ASDs and building
local expertise in this area. There are nine CoPAs currently operating in Virginia, and each group
has established priorities and developed an action plan for the year. The CoPAs have been, and
will continue to be, an effective mechanism for informal support, networking and learning.

One need that has continued to emerge from the work of the CoPAs and through needs
assessments of the early intervention workforce, however, is hands-on mentoring and coaching as
a means of skill development and service delivery planning/implementation with individual
infants and toddlers and their families. Practitioners have requested the expertise of trained
professionals to assist with local direct service implementation at the child and family level.

The proposed project is designed to bring professionals with expertise in the area of ASDs
to local early intervention providers. Based in the established Part C regions, the program
specialists will be responsible for providing direct consultation to Part C teams, including family
members, so that they can determine eligibility, develop effective Individualized Family Service
Plan outcomes and plan interventions for infants and toddlers with ASDs. The goals for the
program specialists during this one-year pilot project are to bring knowledge and expertise to local
early intervention providers and to build the knowledge base of the early intervention provider
community through mentoring and consultation.

At the conclusion of this special project, the provider community will have developed
skills and expertise that can continue to be used with infants and toddlers served through the early
intervention system. An evaluation plan will be developed and executed throughout the year to
determine the change in provider knowledge as a result of the mentoring. The program specialists
will use evidence-based and promising practices in their consultations, particularly those identified
by the National Professional Development Center on ASD. The program specialists will also
coordinate their work with the VDOE’s Training and Technical Assistance Centers (T/TAC)
statewide.

Many additional trainings and education opportunities are placed within the appropriate sections
of this document in addition to those that are listed above.
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Collaborating with Partner Agencies to Provide ASD Training Opportunities

DRS recently worked with the Virginia Autism Council (VAC), an interagency council of
ASD stakeholders and experts, to develop and implement professional trainings for the DRS
Woodrow Wilson Rehabilitation Center (WWRC) and Employment Services Organization (ESO)
staff on strategies for supporting people that experience social, communication and sensory issues
related to ASDs in an employment, community or training environment. In addition, DRS has
sponsored training on a range of topics also focused on ASDs and employment, such as assistive
technology for the workplace, effective school to work transition models, and vocational service
models for persons with ASDs. Two new training opportunities that are currently in development
include an online, self-paced training series that will cover vocational services and considerations
for working with persons with ASDs and a DRS website with ASD specific tools, resources and
vendors.

Another ASD and employment focused strategy that DRS is involved in a local
Community of Practice model (CoP). In collaboration with George Washington University, DRS
has provided training and technical support to establish the Northern Virginia Autism
Employment Collaborative. The purpose of this CoP is to capitalize upon the knowledge and
resources of a diverse group of stakeholder to develop a shared vision and enhance employment
outcomes of individuals with ASDs in the Northern Virginia region.

To date, DRS has provided a range of training topics and formats to support DRS and
ESO staff training regarding ASDs and is involved in several projects to expand access to training
and resources on supporting persons with ASDs in employment. DRS will continue collaborating
with partner agencies such as the VAC, VCU Rehabilitation Research and Training Center,
Virginia Autism Resource Center, and The National Technical Assistance and Continuing
Education Center at George Washington University to develop new training opportunities.

Section 3 Summary:

Recommendation #6: Develop an on-line training program and expand the DBHDS-
community college certificate program for direct support professionals to promote a well
qualified DD community-based workforce.

Recommendation #7: Expand and develop Communities of Practice in Autism (CoPA) in
order to develop skills and enhance service delivery planning/implementation through Part
C Early Intervention.

Recommendation #8: Increase by 50 the number of individuals trained and certified as
Positive Behavior Supports Facilitators.

Recommendation # 9: Continued funding of the Virginia Autism Council through DBHDS

for Council operations and tuition reimbursement for non-public education professionals
and providers.

35



Section 4
Improving Access to, Screening, Assessment, and Diagnosis
of Children with ASDs

The JLARC study found that Virginia could significantly improve the lives of children
with ASDs and their families and reduce costs to the Commonwealth with earlier diagnosis,
screening, and treatment of children. Intensive early intervention has the greatest potential for
improving outcomes and reducing future state expenditures. JLARC found two states had studied
the costs avoided when Early Intensive Behavioral Intervention (EIBI) treatment was provided at
an early age to children with ASDs. While intensive treatments such as EIBI are costly (ranging
from $23,000 to $60,000 per year), costs of care are significantly reduced during school years and
adulthood." Using the methodology of these two studies, JLARC estimated that the
Commonwealth could save approximately $137,400 in special education costs per student if
intensive EIBI was consistently provided to young children.?

A clear message from the ASD research literature is that “earlier is better.” The Centers
for Disease Control (CDC) released new data in 2009 showing the average age at which children
are diagnosed with an ASD is four and a half years. However, the average age of diagnosis in
Virginia, according to a JLARC survey, was between 6 and 7 years.>

Early identification of the disorder and appropriate interventions lead to more successful
outcomes for children. This message is echoed by the medical community. Both the American
Academy of Neurology and the American Academy of Pediatrics (AAP) call for the routine
screening for autism of all children, because children with autism who receive early identification
and intensive intervention have the best prognosis. However, despite this understanding, many
children are not screened at all.

Additionally, once a concern has been identified through developmental screening, there is
often a lag in receiving a comprehensive diagnosis. As cited in the JLARC report, Virginians with
ASDs must often wait for several months to receive a formal diagnosis and even longer for
comprehensive assessments from interdisciplinary teams.* A staff survey conducted by JLARC
revealed that two-thirds of respondents waited for a diagnosis, a quarter waited one to two months,
another quarter between three and six months and 18 percent waited longer than six months.
Further, only eight percent of respondents indicated receiving a diagnosis from a multidisciplinary
team, which is considered a best practice.’

JLARC identified several reasons that contribute to lack of screening and delayed diagnosis in
Virginia:

! JLARC Study page 15
2 JLARC Study page 15
® JLARC Study page 54
* JLARC Study page 58
®> JLARC Study page 58
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1)

2)
3)
4)

Inadequate information and understanding regarding child development, ASDs and what to
do when early signs of an ASD are noticed,;

Lack of regular and standardized developmental screenings;
Delays when parents begin to pursue diagnosis on the part of parents and physicians; and

Limited information about how to obtain services once ASDs have been identified and
later diagnosed.

This section outlines efforts currently underway and those recommended to improve the depth
and scope of early intervention activities in Virginia, particularly around awareness, screening and
diagnosis. These efforts are achieved through valuable partnerships between Virginia’s Early
Intervention Program (Part C Program), VDOE’s Part B Program, Virginia Department of Health
(VDH) Child Development Centers and other offices and DMAS.

Virginia’s Early Intervention Program (Part C). The Infant & Toddler Connection of
Virginia is Virginia’s system of early intervention supports and services for infants and
toddlers from birth through age two (and their families) who are not developing as
expected or who have a medical condition that can delay normal development. The state
Part C office is an organizational unit of the DBHDS. A wide variety of supports and
services are available to eligible infants, toddlers and their families based on their
individual needs. These supports and services include but are not limited to service
coordination, developmental services, occupational therapy, speech-language pathology,
physical therapy, assistive technology, audiology, nutrition, social work services,
counseling, psychology services, vision services and transportation. Services are provided
by through public and private agencies, by personnel who meet the qualifications of their
specific discipline and who also are certified by DBHDS as Early Intervention
Professionals, Early Intervention Specialists or Early Intervention Service Coordinators.
Early intervention services are designed to meet the full range of developmental needs of
each child and the needs of their families related to the child’s development. Services are
provided within the everyday routines and activities in which families participate and in
places where the family would typically be, so that their daily life is supported and not
disrupted by services. There are 40 Points of Entry, each serving specific cities and
counties across Virginia.

Virginia’s Part B Program. Preschoolers (ages two - five) may be found eligible for Early
Childhood Special Education services under one or more of 14 disability categories, which
are defined in the federal and state regulations and include autism spectrum disorders.
Local school divisions determine the criteria for being found eligible for services under the
developmental delay category. Early Childhood Special Education services are provided
by local school divisions.

The goals, settings and support personnel needed to assist a child’s growth are different for
each individual. Staff from the local school system, with the child’s family and other
professionals as requested by the family, develops an individualized plan with goals and
objectives to meet the child’s developmental needs. The long term goal for preschool aged
children is for them to be as ready as possible to enter kindergarten. The earlier services
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are provided for children with disabilities, the better the long term prognosis. Children with
special needs who have experienced support early in life do better in future settings.
Research shows that participation in programs with typically developing peers is beneficial
to all and enhances the language, social skills and participation in a typical curriculum. A
smooth transition from early intervention to special education is also important.

e DMAS’ Early and Periodic Screening, Diagnosis, and Treatment Services (EPSDT)
Program. This is a Medicaid-funded State Plan service available to all Medicaid-eligible
children under the age of 21. EPSDT is a comprehensive and preventive child health
program which includes periodic screening, vision, dental and hearing services, with the
goal being to keep children as healthy as possible. This is accomplished by assuring that
their health and developmental concerns are diagnosed and treated as early as possible.

e In addition to health screenings and immunizations, other services such as personal care,
assistive technology, private duty nursing and specialized behavioral rehabilitation and
residential treatment services may be provided through EPSDT, when deemed medically
necessary for the child. These types of services may be especially critical for children with
developmental disabilities. In particular, one of the research-based treatments for ASDs,
Applied Behavior Analysis (ABA), can be funded through EPSDT. See Section 5 for
more information.

Information Regarding ASDs

The JLARC Report specifically recommended creating and adopting “Service Guidelines for
Providing Early Intervention Services to Infants and Toddlers with ASDs.” The State Part C
office that operates the Infant & Toddler Connection program will update and adopt these
guidelines for serving infants and toddlers with ASDs in 2011, resulting in multiple benefits:

e The guidelines will provide greater direction to local Infant & Toddler Connection
Program staff and providers for incorporating into their services the components of
effective early intervention practices for young children with ASDs.

e The guidelines will be a useful tool for program staff and providers to educate families
about ASD interventions and what they should expect from the Infant & Toddler
Connection Program system.

e The guidelines will provide local Infant & Toddler Connection Program staff, service
providers and families with consistent and current information as to the effectiveness of
particular treatments.

The adoption of these updated guidelines will assist in ensuring more information is
available to parents and providers regarding ASDs. In addition, the centralized resources that are
currently under development or recommended in Section 2 of this report will assist in educating
Virginia families about early signs of ASDs or other developmental delays and direct them to
additional resources for information or screening. However, additional efforts should be extended
to provide general education and awareness to Virginians about ASDs.
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The Centers for Disease Control and Prevention have launched a “Learn the Signs”
campaign as a national educational effort to increase public awareness concerning developmental
milestones for both providers and the general public. Virginia should tap into these efforts to
launch a statewide campaign in lieu of duplicating efforts of the federal Centers for Disease
Control and Prevention.

In order to further improve awareness of ASDs and provide additional information about
screening and its importance, JLARC recommended training of non-medical personnel as well.
There are many non-medical organizations, such as day care providers, local Department of Social
Services programs, preschool teachers and others that come into nearly daily contact with children
and can be trained to identify signs of developmental delay in children. Once a potential delay is
identified, these same non-medical providers could be trained on how to refer parents to screening
resources and information.

e Recommendation #10: The State Infant & Toddler Connection (Part C) Program will
finalize “Service Guidelines for Providing Early Intervention Services to Infants and
Toddlers with ASDs,” by June 2011.

e Recommendation #11: DBHDS will work with other state agencies to seek grant
funding to establish a statewide public service campaign regarding early detection
and screening for autism.

e Recommendation #12: DBHDS will work with other state agencies to increase the
capacity for screening for ASDs in a non-clinical setting, such as local Departments of
Social Services, day care centers, Head Start/Early Head Start and other places that
come into contact with young children.

Screening
The purpose of screening is to identify children who might have a developmental delay or

disorder, including an ASD. Identifying atypical or delayed development as early as possible is
important so that children can access appropriate intervention. Screening tools are often developed
for a specific problem or condition. The American Academy of Pediatrics recommends screening
for autism at both the 18-month and 24-month well-child visits.

The screening process should involve three steps: 1) completion of a questionnaire by
caregivers to assess social and communication development, 2) direct observation by the specialist
and 3) review of clinical history. A variety of validated screening tools can be found at
http://www.firstsigns.org/screening/tools/rec.htm. It is important that pediatricians be able to
recognize the signs and symptoms of ASDs and have a strategy for assessing them systematically.
Pediatricians also must be aware of local resources that can assist in making a definitive diagnosis
of and in managing ASDs. The pediatrician must be familiar with developmental, educational, and
community resources, as well as medical subspecialty clinics.

Current collaborations between VDH, DMAS, the Infant & Toddler Connection Program
at DBHDS, and the Virginia Chapter of the American Academy of Pediatricians (VAAP) are
working towards the education of physicians regarding the need for regularly scheduled
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developmental screenings and how to bill for these services during office visits. Billing issues are
a key concern to physicians because additional screenings mean longer office visits with their
patients. It is the expectation of VDH, DBHDS, DMAS and VAAP that the systematic use of
standardized tools for developmental screening of young children be spread statewide over the
next several years.

VDH recently received a Virginia Systems Improvement (VSIP) grant of the Maternal
Child Health Bureau State Implementation Grants for Systems of Services for Children Youth
with Special Health Care Needs that is focused on developmental screening and promoting
medical homes (see textbox). The VSIP grant also aims to increase capacity for developmental
screening among home visitors, and to test the model of using home visitors (see second textbox)
to better support medical homes.

The medical home model is a partnership between patients, primary care
providers and families. The philosophy promotes care coordination related to the health
status and developmental progress of the specific needs of a child and his/her family.
The primary care physician in the medical home should be aware of the array of
available subspecialty services, know when these services are needed, know how to gain
access to and advocate for subspecialty care within health plans and know how to use
subspecialists' recommendations and communicate the subspecialists' reports to the
family. Medical homes for children with special health care needs incorporate the same
elements of health supervision, community-based preventive care, developmental
surveillance and anticipatory guidance used in the ongoing care of all children. Care
should be accessible, comprehensive, continuous, compassionate, culturally effective
and family centered. The medical home reinforces care coordination activities by the
primary care practice team: the primary care physiciansin collaboration with nurses,
families, and support staff.

A Home Visitor is a professional who visits a family within their home, such as a
representative of the Department of Social Services, Home Healthcare or Early

At this time, the VSIP grant activities represent VDH’s capacity to promote medical home
in practice by working with practices over time to develop the medical home model. This grant’s
learning collaborative will reach 15 primary care sites with a budget of $220,000. In order to
expand these activities to additional sites, additional funding will be required. These efforts will
assist in promoting more screening among the medical community and ensure care coordination
once a diagnosis is established.

Recommendation #13: Expand existing VDH medical homes initiative to assist physicians in
creating medical homes for children with autism or other special needs.

Appropriate Referral and Diagnosis

If the recommendations at the conclusion of this section are implemented, parents and non-
medical professionals may be aware of early signs of ASDs through enhanced public information
and awareness. More screening may also be made available through additional collaboration
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between state agencies and the pediatric community. However, without additional resources
available for diagnosis, families may still encounter difficulties in getting needed assistance and
services for their child.

The JLARC report noted that parents may experience delays between screening and
diagnosis to confirm screening results. These delays, up to several months, while critical brain and
physical development is underway, can be detrimental to children with developmental disabilities,
particularly those with ASDs. JLARC also noted that it appears there are few professionals in
Virginia qualified to make an ASD diagnosis and very few children are diagnosed via a
multidisciplinary team, which is considered best practice.’

The ideal of a multidisciplinary diagnosis for children suspected of having an ASD
involves recruiting, training, and retaining a team of professionals from different disciplines to
provide diagnostic services to a designated region. This concept was also advanced in the JLARC
study. The professionals involved in a regional diagnostic team should include a speech therapist,
nurse, psychologist, social worker, occupational therapist, neurologist and educational consultant,
among others. There are several efforts currently underway in Virginia to expand the availability
of the multidisciplinary teams.

e Commonwealth Autism Service. Commonwealth Autism Service currently operates a clinic
in Richmond and has helped develop model clinics in the Shenandoah Valley and is
currently working with partners to replicate the model in the Lynchburg area, the Essex
County region and in Abingdon. These clinics provide multidisciplinary diagnosis
resources for families and professionals. It is CAS’ intention to continue to develop clinics
throughout the Commonwealth.

e Virginia Leadership Education in Neurodevelopmental Disabilities (VA-LEND). VA-
LEND, which operates under the auspices of the Partnership for People with Disabilities at
VCU, strives to assist in building capacity to screen and diagnose ASDs. VA-LEND is a
federally funded, advanced level, interdisciplinary leadership education program. The
purpose of the training grant is to prepare healthcare providers and special educators in the
field of neurodevelopmental disabilities to assume leadership roles in the health care
system and the community.

As part of their goals, VA-LEND will provide training in autism screening, diagnosis and
treatment for two Autism Fellows (300+ hours of training) per year and at least 12
medium-term trainees (40-299 hours of training). In addition, one faculty member will
become a certified Autism Diagnostic Observation Schedule (ADOS) trainer in order to
increase the ADOS training capacity in the Commonwealth. VA-LEND also provides
technical assistance and coaching to at least two interdisciplinary teams yearly in targeted
areas, with a goal of increasing the number of these teams from seven to 12 by 2015.

VA-LEND has also implemented training for teams to provide multidisciplinary diagnostic
evaluations in multiple locations throughout the Commonwealth. In FY 2010, training was

® JLARC Study page 58.
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provided for two community-based teams (school systems and clinic/school
combinations). In FY 2011, training will be provided for three community-based teams.

e Virginia Department of Education Part B Program. One of the purposes of the Part B
program is to increase regional capacity to provide identification and assessment services
to individuals with autism. In order to address the immediate need for increasing the
regional capacity of school divisions to accurately assess students with characteristics of
autism the Virginia Department of Education sponsored four regional training sessions in
the administration of the ADOS in 2010. These trainings were to address the need for
educational professionals (autism specialists, lead teachers, educational diagnosticians,
school psychologists, etc.) to be able to conduct assessments using the ADOS. The
Virginia Department of Education has also equipped regional Training and Technical
Assistance Centers (TTAC) throughout the state with the ADOS assessment kit to be used
in local school divisions by professionals trained in its administration.

e Recommendation #14: The State Infant & Toddler Connection Program (Part C) will
collaborate with the Virginia Chapter of the American Academy of Pediatrics to
increase pediatrician knowledge base of how and where to refer families for
interdisciplinary team diagnosis.

e Recommendation #15: DBHDS, DMAS and VDH will work with the VAAP and
Virginia Academy of Family Physicians (VAFP) Association to increase the periodic
use of regular standardized developmental screening tools for all developmental
delays, including autism.

Section 4 Summary:
Information Regarding ASDs:

e Recommendation#10: The State Infant & Toddler Connection Program will finalize
“Service Guidelines for Providing Early Intervention Services to Infants and
Toddlers with ASDs,” by June 2011.

e Recommendation #11: DBHDS will work with other state agencies to seek grant
funding to establish a statewide public service campaign regarding early detection
and screening for autism.

e Recommendation #12: DBHDS will work with other state agencies to increase the
capacity for screening for ASDs in a non-clinical setting, such as local Departments
of Social Services, day care centers, Head Start/Early Head Start and other places
that come into contact with young children.
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Screening:

Recommendation #13: Expand existing VDH medical homes initiative to assist
physicians in creating medical homes for children with autism or other special needs.

Appropriate Referral and Diagnosis:

Recommendation #14: The State Infant & Toddler Connection Program will
collaborate with the Virginia Chapter of the American Academy of Pediatrics to
increase pediatrician knowledge base of how and where to refer families for full team
diagnosis.

Recommendation #15: DBHDS, DMAS and VDH will work with the VAAP and
Virginia Academy of Family Physicians (VAFP) Association to increase the periodic
use of regular standardized developmental screening tools for all developmental
delays, including autism.
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Section 5
Enhancing Early Intervention and Treatment
for Children with ASDs

As noted previously, intensive early intervention services can improve outcomes for
children with ASDs. The last section of this report noted the need to increase public awareness of
ASDs, enhance the capability of pediatricians to screen for developmental delays including ASDs,
improve the training for professionals to screen for ASDs and increase the availability of
multidisciplinary teams to diagnose children with ASDs in a timely manner. This section of the
report addresses how Virginia can improve its ability to provide intensive early intervention
services and treatment for children once they have been diagnosed with an ASD.

The JLARC study found that both the Infant & Toddler Connection Program in Virginia
(Part C) and the VDOE Part B program provide early intervention programs that can help children
with ASDs. However, neither program consistently provides services that have been identified as
best practices for treating children with ASDs. The JLARC study also found that additional
coverage for services available through Medicaid and private insurance are inconsistently
provided and may not cover all the services recommended for improving outcomes for children
with ASDs.

This section outlines how services are currently provided for children with ASDs in
Virginia and discusses gaps in the current network of services. The JLARC study recommended
that the role of public and private sources should be explored to share the cost of better meeting
the needs of Virginians with ASDs. A fully complementary system that provides adequate early
intervention services to children with ASDs should offer services through:

e Early intervention programs such as Part B and Part C programs for children ages birth to
five

e Financial needs-based Medicaid programs such as EPSDT

e Medicaid waiver programs for children who would otherwise require institutional level of
care

e Private insurance coverage of services, where available.

The extent to which these four elements will provide complete access to all children with
ASDs that require services depends largely on the resources available for the Individuals with
Disabilities Education Act (IDEA) Parts B and C programs and the Medicaid program. Private
insurance coverage can also have an impact on families who need services. All of these options
and recommendations to provide a more complete system of coverage are discussed in this
section.
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Early Intervention Programs

Virginia has implemented state and local early intervention programs in accordance with
IDEA. The Early Intervention Part C Program (the Infant and Toddler Connection Program) is
administered by DBHDS Central Office and has 40 local programs that administer services across
the Commonwealth. The program serves children from birth to age two. The Part B special
education services program is overseen by Virginia Department of Education and administered by
local school districts for children ages two to five years.

Current research suggests several elements of early intervention programs that are effective
in improving outcomes for children with ASDs. The JLARC study summarized these key
elements.” They include:

e Family involvement;

e Individualized services;

e At least 20 to 25 hours per week of intervention for two to three years (intensity of
intervention);

e Specialized curriculum;

e Structured environments that are predictable and follow a routine;

e Low child-to-staff ratios;

e  Systematic instruction with research-based interventions;

e Qualified personnel; and

e  Outcomes measurement for individual children.

The JLARC study found that while Virginia’s Part B and C programs provided services
with some of these characteristics to children, they did not provide all of them for children with
ASDs. In general, services were individualized to each child. However, the intensity of
interventions needed for children with ASDs was lacking. In addition, the Part C program, which
for other developmental delays is focused on providing services in a child’s home, did not provide
the structured environment many children with ASDs might require. Perhaps, most troubling, at
the local level, research-based interventions and best practices were not used consistently for
either program.

The JLARC study recommended that Virginia examine whether changes to both the Part C
and Part B programs could be made to provide more intensive and specialized services for young
children with ASDs. The current programs are set up and operated to address the needs of children
with a variety of developmental delays. However, these local program structures, may not provide
adequate resources for children with ASDs. Both DBHDS, as the home of the Part C program and
VDOE must examine the costs and value of establishing these intensive programs for children
with ASDs. These needs should be studied and balanced with the needs of other children that may
have different special needs and receive services through these programs.

DBHDS is required to keep data on children who are served by the Infant and Toddler
Connection per Part C of IDEA. Part C served over 12,000 children in 2009. During 2009 only
27 children had officially received the medical diagnosis of ASD. Two hundred and twenty-two

" JLARC Study page 75
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(222) children were found eligible under the category of Atypical Development with behaviors
that included “Impairment in social interaction and communication skills, along with restricted
and repetitive behaviors.” These children are suspected of having an ASD but have not yet been
through a diagnostic assessment. Even if all of the 222 children do have ASDs, these numbers are
extremely low when considering CDC prevalence rates.

Table 4: Children with a Diagnosis of Autism or Suspected to Have ASDs

New New Atypical Total | Annualized | *December 1
Autism Development with Autism Child Count | Child Count
Diagnosis Spectrum Disorder
Characteristics
2007 42 236 278 11,095 6,023
2008 34 248 282 12,066 6,321
2009 27 222 249 12,017 6,288

*December 1 Child Count represents a point in time of children in the Part C system.

Recommendations in this report focus on bringing more resources to both the Part B and
Part C programs to increase the availability of ASD-specific services for infants and toddlers.
These recommendations complement other recommendations in Section 3 to continue to improve
provider training and competencies to serve children with ASDs, including within the education
system. In addition, there is a recommendation to improve outcomes measurement in the Part C
program to ensure any additional resources are effective in serving children with ASDs.

e Recommendation #16: The State Part C Program should modify its data collection to
track progress measures by disability, including ASDs. The State Part C Program
should also collect specific disability information as part of its routine family surveys.

e Recommendation #17: The State Part C Program should provide a report to the
General Assembly on the cost of establishing a specialized services program to serve
young children with ASDs.

e Recommendation #18: The Department of Education should provide a report to the
General Assembly on the costs of increasing the intensity, staffing and structure of
preschool services for children with ASDs.

Medicaid Programs

The JLARC study found that while Virginia’s Medicaid programs have a significant role in
providing services for children and adults with ASDs and other developmental disabilities, it is
difficult for families to sort through the various programs and services to find one that meets their

needs.

Virginia Medicaid has had a role in funding services specifically for individuals with
developmental disabilities since the advent of Targeted Case Management and Day Health and
Rehabilitation services in 1990. This was closely followed by the initiation of the Mental
Retardation (now Intellectual Disability) Waiver in early 1991. While some individuals with
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intellectual disability (ID) served by the State Plan Option and Waiver services also had other, co-
occurring developmental disabilities (such as autism or cerebral palsy) in addition to 1D,
individuals with non-1D developmental disabilities received comparable Medicaid funded supports
in 2000 through the IFDDS Waiver. Prior to 1990 and continuing through to the present day,
some individuals with developmental disabilities have received Medicaid funding for needed
community-based services through the Elderly and Disabled with Consumer Direction Waiver. It
is clear that Medicaid has become a vital source of funding for supports for qualifying Virginians
with developmental disabilities in the past 20 years.

The Role of EPSDT in Accessing ABA Services

As mentioned in Section 4, the Medicaid Early and Periodic Screening, Diagnosis and
Treatment (EPSDT) program is a comprehensive and preventive child health program available to
all Medicaid-eligible children under the age of 21. While all Medicaid-eligible children can
access periodic screening, vision, dental and hearing services in order to maintain optimum health,
children with disabilities can receive services such as personal care, assistive technology, private
duty nursing and specialized behavioral rehabilitation and residential treatment services according
to their need through EPSDT.

Because EPSDT is a Medicaid State Plan service, children must meet Medicaid financial
eligibility criteria. In general, children only meet these criteria if their families meet the Medicaid
financial criteria. However, children approved for a Waiver program have financial eligibility
determined on their income alone (i.e., family income is not considered). This means that a child,
birth to six years of age, whose family income is more than 133% of the federal poverty level
($29,327 for a family of four) or a child, six — 19 years of age, whose family income is more than
100% of the federal poverty level ($22,050 for a family of four), would only qualify for EPSDT if
he or she is also receiving waiver services. Therefore, many children who could benefit from
ESPDT funded supports, including early intervention in the form of Applied Behavioral Analysis
(ABA), cannot receive them because they are ineligible for them through Medicaid, nor are they
covered by most private insurance policies.

Within the past year, DMAS has approved and defined a more specialized therapeutic
intervention called Behavior Treatment within EPSDT. This service is available to all children
receiving Medicaid and eligible for EPSDT who are deemed to have medical necessity and who
are at risk of needing out-of-home placement due to the severity of their challenging behaviors.
The current version of the EPSDT Behavioral Treatment program will allow only Intensive In-
Home providers or those with an outpatient clinic license to provide services. From September 1,
2009 to August 31, 2010, 121 children have benefited from this intervention at a cost per child of
$7,151. This is not an autism specific or ABA specific service. Most children currently receiving
this service are categorized as Emotionally Disturbed.

While board-certified Behavior Analysts (BCBAS) or board-certified Associate Behavior
Analysts (BCaBAs), as well as Positive Behavioral Supports Facilitators (PBSFs) endorsed by the
Partnership for People with Disabilities at VCU, may be reimbursed through EPSDT for services
provided to individuals with ASDs (as well as other developmental disabilities) under a Licensed
Intensive In-home (specifically Behavior Treatment) Services provider, few are able to meet the
Intensive In-Home requirements. This License requires supervision by a Licensed Mental Health
Provider (LMHP). The number of providers who are aware of this and in possession of the proper
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DMAS provider agreement is limited. Currently there are only 25 providers statewide and very
few of these providers provide a strict ABA therapeutic milieu.

Intensive In-home Licensed Services were designed as a Mental Health Service. The
Licensing requirements for Intensive In-home Services do not align with the service requirements
needed to provide ABA or Positive Behavioral Supports for those with autism. DBHDS created an
Autism Specialty Endorsement for those who planned to work only with those with autism in an
attempt to expand the provider base, and lowered the 100% LMHP supervision to 50% LMHP
supervision, but even with the lowered requirement, providers were still unable to meet the
Intensive In-Home requirements to become a licensed provider. The majority of ABA and PBS
providers do not meet the LMHP requirements for Intensive In-Home and state that it is cost
prohibitive to hire a LMHP, even part-time, just to meet licensing requirements in order to provide
ABA and PBS services. Therefore, these providers need a new licensing category that more
succinctly allows for the services that they currently provide and are needed specifically for those
with ASDs.

Elderly and Disabled with Consumer Direction Waiver (EDCD)

Currently, over 1160 children under the age of 21 and 320 adults on the ID and IFDDS
Waiver waiting lists are accessing services through the EDCD Waiver. These individuals must
meet the EDCD Waiver’s medical criteria (not all individuals with a developmental disability
meet these criteria, so not all are eligible for EDCD Waiver) in addition to needing assistance with
activities or daily living. The services offered through the EDCD waiver are prescribed by a
physician and are related to medical needs identified by that physician. An added benefit for
children receiving the EDCD waiver is that this also qualifies them for EPSDT services as well.

It is clear that some families can access ABA if they have limited resources to qualify for
Medicaid. If these same families can navigate the current fractured system of waiver programs and
supports, they may also access ABA and other services through the EDCD, IFDDS or ID waiver
programs. The current burden to locate these services and resources is on families and may not be
timely. According to the JLARC study, this is a significant impediment to families receiving
services in a timely fashion for their children once a diagnosis has been made.

A Respite Waiver as an Option for Children and the Families

Respite services are typically needed by all families of children with disabilities. Respite
provides much needed relief to families who are the sole provider of supports for their children.
Families often cite respite as the one service that provides them with the ability to continue to
provide the intensive support needed by their children. Upon diagnosis every child with a
developmental disability should receive the Respite Waiver. As a Medicaid Waiver, this too would
qualify children for EPSDT services if needed.

A Respite Waiver may serve as a vehicle to provide services to families who have no other
access to Medicaid, waiver programs or needed services such as ABA through private insurance.
It is recommended that a study be conducted to determine if a Respite Waiver that provides
minimum services to families of children with developmental disabilities can be established so
that all families can receive the benefits of a respite service as a first step in their ability to provide
the care needed by their children. The added benefit of this would be that more intensive
therapeutic interventions prescribed by a physician could then also be made available through

48



EPSDT. The study would have to weigh the costs of such a program with the benefits. In addition,
it would have to weigh the value of such a waiver if Virginia chooses to move to one
comprehensive DD waiver with individual resource allocation methodologies for funding. A
comprehensive DD waiver may provide more value and services to these families over time.

e Recommendation #19: DBHDS should seek emergency regulatory authority to
include Intensive Individual Support Services as a new license provider category.

e Recommendation #20: DBHDS and DMAS should determine the level of need and
associated cost of a Medicaid respite waiver to provide minimum services to children
with developmental disabilities who meet waiver level of functioning criteria.

Private Insurance

Early Intervention programs, such as Part C and Part B as well as Medicaid, clearly play a
role in providing coverage to children who require intensive services for ASDs. However, the role
of private insurance in providing coverage continues to be an issue of contention in Virginia. The
JLARC study states that insurance coverage of ASD services is "consistent with the role of
insurance,” as indicated on page ii of the “Evaluation of Proposed Mandated Health Insurance
Benefits, Evaluation of House Bill 83: Mandated Coverage of Autism Spectrum Disorders,”
September 2008. In other words, private insurance coverage has a role in assisting many families
who need to access to treatment and services. In addition, the JLARC report noted that more than
one solution, through a combination of public and private programs, is required to meet the service
needs of all persons with ASD.

While treatment for medical conditions frequently associated with ASDs (such as digestive
problems) are covered under health insurance, other treatments (such as Applied Behavioral
Analysis based techniques, Speech and Occupational Therapy) are viewed by health insurers as
educational or behavioral and therefore habilitative, versus medically necessary. However,
medical experts indicate that even though there is often an attempt to classify ASD treatments as
either educational or medical, many treatments can be considered both educational and medical. A
child who receives a medical diagnosis of autism will not automatically receive the same
educational diagnosis and therefore may not immediately be eligible for special education services
through the public school system. Autism is a medical condition that is treatable but not curable.
With treatment individuals with autism can improve.

The debate about private insurance coverage centers on whether Virginia should mandate
coverage. A mandate would require all non-self insured health plans to provide some level of
coverage of ASD-related conditions, such as OT, PT, or ABA. On January 13, 2010, two autism
insurance reform bills were introduced; H.B. 303 by Delegate O’Bannon and S.B. 464 by Senator
Howell. The bills would have required health insurance companies to provide coverage of the
diagnosis and treatment of autism spectrum disorders for individuals age 6 and younger. Coverage
for Applied Behavior Analysis (ABA) is subject to an annual maximum of $35,000 and employers
of 50 or fewer employees would be exempt. These two bills did not pass during the 2010 General
Assembly Session. Another previous bill mandating coverage also failed to pass during the 2009
General Assembly session. Much of the discussion around these bills related to the costs and
benefits to implementing mandated ASD coverage.
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Twenty-three states now have autism insurance mandates that require the coverage of ABA
services in addition to speech therapy, occupational therapy and other medical needs.

Table 5: States with Autism Insurance Mandates

Arizona lowa Missouri Pennsylvania
Colorado Kansas Montana South Carolina
Connecticut Kentucky Nevada Texas

Florida Louisiana New Hampshire | Vermont
Illinois Maine New Jersey Wisconsin
Indiana Massachusetts New Mexico

Minnesota, one of the first states (1997) to require comprehensive autism insurance
benefits, reports that its premium impact has been $0.83 per member per month. DBHDS put
requests out to all states for input. Massachusetts, Colorado, Arizona, and Missouri report that
they have recently passed insurance for autism, but it has not been in place long enough for them
to be able to accurately report if insurance premiums have been affected.

There is concern that similar coverage mandates may increase health insurance premiums
in Virginia. However, it may be possible to place within proposed legislation a drop out clause
should premiums for an insurance organization rise by more then .01% within the first 3 years of
such autism coverage. This may assist in alleviating the concern for out of control premium issues
that has been expressed by the health care industry and small businesses.

As discussed earlier in this section, Medicaid provides greater coverage for developmental
disabilities and delays, including Autism, than many private insurers. The federal government
(through TRICARE, its healthcare plan for military personnel and their dependents) also includes
some coverage of care and services for dependents with an ASD. TRICARE does provide limited
coverage of ABA, for certain military dependents with ASDs. This coverage is available under a
separate arm of TRICARE called the Extended Care Health Option (ECHO). ECHO services,
including ABA, are limited to $36,000 a year and are available to dependents of active duty
service members only if delivered by a TRICARE-authorized provider. As of March 2008,
TRICARE initiated its Enhanced Access to Autism Services Demonstration, which works to
improve access to ABA services for children with ASDs. While the maximum allowable charges
for services remains the same, the demonstration seeks to expand the availability of ABA services
by expanding the definition of eligible ABA providers.

In addition to Medicaid coverage and TRICARE coverage that already exists in Virginia
which cover evidence-based autism treatments, the General Assembly may consider revisiting the
role of private insurance coverage for ABA and other services in upcoming legislative sessions.
The JLARC study notes that Virginia could save $137,000 in educational costs per student with
autism over their educational tenure if medically necessary treatments were available to families
through public or private programs. Early and adequate treatment could help reduce the need for
ongoing supports over a child’s lifetime and reduce overall tax payer burden.
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Should the legislature decide to consider an insurance mandate for autism, it is highly
recommended that the covered services must be medically necessary and prescribed, provided or
ordered by a health care professional licensed or certified in Virginia to prescribe, provide or order
those services. Under this possible bill, "medically necessary" would mean: the service is based
upon evidence; is prescribed, provided or ordered by a health care professional licensed or
certified under the laws of this state to prescribe, provide, or order autism-related services in
accordance with accepted standards of practice; and will or is reasonably expected to do any of
the following: (a) Prevent the onset of an illness, condition, injury or disability; (b) Reduce or
ameliorate the physical, mental or developmental effects of an illness, condition, injury or
disability; (c) Assist in achieving or maintaining maximum functional capacity for performing
daily activities, taking into account both the functional capacity of the individual and the
appropriate functional capacities of individuals of the same age.

Medically necessary - A service or treatment that is absolutely necessary in treating a
patient and which could adversely affect the patient's condition if it were omitted.

Recommendation #21: In determining appropriate strategies for addressing the
treatment needs of children with ASDs, Virginia should continue to strongly consider
the role of private insurance in covering treatment in the continuing effort of
public/private partnership in addressing the needs of those with autism.

Section 5 Summary:
Early Intervention Services:

e Recommendation#16: The State Part C Program should modify its data
collection to track progress measures by disability, including ASDs. The State
Part C Program should also collect specific disability information as part of its
routine family surveys.

e Recommendation #17: The State Part C Program should provide a report to
the General Assembly on the cost of establishing a specialized services
program to serve young children with ASDs.

e Recommendation #18: The Department of Education should a provide a
report to the General Assembly on the costs of increasing the intensity,
staffing, and structure of preschool services for children with ASDs.

Medicaid Programs:
e Recommendation#19: DBHDS should seek emergency regulatory authority to

include Intensive Individual Support Services as a new license provider
category.
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Recommendation #20: DBHDS and DMAS should determine the level of need
and associated cost of a Medicaid respite waiver to provide minimum services
to children with ASDs who meet waiver level of functioning criteria.

Private Insurance:

Recommendation #21: In determining appropriate strategies for addressing
the treatment needs of children with ASDs, Virginia should continue to
strongly consider the role of private insurance in covering treatment in the
continuing effort of public/private partnership in addressing the needs of those

with autism.

52



Section 6

Improving the Education System for Children and Youth
with ASDs

The JLARC study recommended that several steps be taken to improve the education
system for children and youth with ASDs. Recommendations included development of operational
guidelines on free an appropriate public education for students with disabilities, development of a
model Individualized Education Plan (IEP) and establishment of transition guidelines for students
with disabilities aging out of the education system. This section outlines the Virginia Department
of Education’s (VDOE) responses to these recommendations.

The VDOE has developed operational guidelines for schools on the provision of a free and
appropriate public education for students with disabilities, as determined by federal and state legal
decisions. These guidelines were developed through a collaborative and multi-stage research,
development and review process. Guidelines from several other state departments of education
were used as models, including Colorado, New Mexico, California and Ohio. Statutes,
regulations, case law and policy provided a framework for expectations in educational goals and
for the process of developing individualized educational programming for children with ASDs.
Peer-reviewed educational, medical and psychological literature informed both the characteristics
of students with Autism Spectrum Disorders and suggested instructional practices. To date, each
draft of the guidelines has been reviewed by experts in the field of education for students with
ASDs.

The guidelines are intended to provide practical guidance on ASD-specific instruction and
professional development programs for school staff, parents, social workers, psychologists and
physicians. Each of the four major guidance documents have been completed and are currently
being edited and formatted within the VDOE in preparation to be released for the 2010-2011
school year. The documents address the following major topics.

ASD Guidance Document

The VDOE guidelines for autism spectrum disorders contain focus areas and resources
directly related to the education and participation of individuals with autism in Virginia Public
Schools. These guidelines are intended to serve as a resource primarily for educators, but may also
be helpful to parents, medical professionals and other providers when they are making informed
choices about the education of students with ASDs. The guidelines offer an overview of the
current best practices for educating individuals with ASDs.

The Guidelines are not a standard of practice for the education of individuals with ASDs in
Virginia. Rather, they are intended to serve as a resource for families, educators, service providers
and others who seek to design educational programming for such students. The inherently
individual nature of ASDs, the broad range and combination of abilities of individuals, and the
legal mandates for individualized instruction necessitate thoughtful, informed consideration in
educational programming design. Continuity across autistic disorders allows these guidelines to
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address both the specific disability category of autism, as well as the more broadly defined group
of Autism Spectrum Disorders. The contents of the guidelines represent the “recommended
practices” available at the time of its creation. Below are the focus areas included in the document
for additional detail.

e Foundational competencies

e Special education process

e Providing an effective education

e Considerations in educational programming
e Professional collaboration

e Family involvement

e Professional development

e Resources

Transition and ASD Guidance Document

The VDOE transition and autism guidance document contains the issues, challenges, and
strategies that are specifically involved in helping young people with autism fully participate in
society. The overall focus of the guide is on assessing the strengths and needs of young people
with autism and designing the supports to expand opportunity and potential. Transition planning
and composition is a critical area of need in supporting young adults with autism. The focus areas
in this guide describe how to help persons with autism move from adolescence to adulthood and
overcome the barriers that their disability presents. The unique needs of students with ASDs are
taken into consideration in this document and guidance is offered for students with ASDs, their
families and IEP teams to develop and implement quality transition plans and IEPs. The guide
also discusses the specific issues to which transition teams should attend in supporting students
with ASDs. Below are the focus areas included in this document.

e Characteristics of excellent transition programs

e Transition team composition

e Transition assessment

e Educational and transition planning

e Instruction for transition age youth in natural environments
e Addressing challenging behavior through positive behavior supports
e Navigating adult services

e Postsecondary education

e  Workplace challenges and supports

e Home living skills

e Recreation and leisure skills

e Social Security and benefits planning
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Parents’ Guide Document

The purpose of the VDOE parents’ guide is to provide parents of students with ASDs
information about the disorders across different ages and to discuss how ASDs may affect school-
aged children and youth. Additionally, the guide presents parents with information about how to
best partner with the school to ensure a quality education for their child and to implement
interventions and carry over skills practiced at school into the home environment. The guide also
provides parents with information that will assist them in understanding how to determine if a
treatment approach is scientifically based and how to communicate with educational staff
regarding other treatments they are implementing at home. The overall focus of the document is
related to ensuring that parents have open communication with the school staff and are active
partners in their child’s education. Below are the focus areas included in this document.

e  Description of autism and impact on learning
e The educational process (assessment, curriculum and Individual Education Plans)
e Life with autism in the home and the community

0 Use of positive behavior supports at home

0 Building social and communication skills

o Communicating and collaborating with private providers and school personnel
e Resources

o0 Parent Resource Centers

0 Teacher Training Assistance Centers (TTAC) Online

o0 Special Education Advisory Committees and Lead Educational Advisory

Committee
0 Due Process and Mediation
o Parent Education Advocacy and Training Center

Model Program in ASD Guidance Document

The purpose of the VDOE Models of Best Practice document is to provide the tools
required to uniformly meet the multifaceted needs of students with ASDs in the educational
setting. The document outlines comprehensive information on the array of available research-
based strategies and supports. Content will enable teachers and related services staff to identify
and implement practices that have the desired effects on students’ short-term functioning and
long-term independence. Below are the focus areas included in this document.

e Model IEP document

e  Curriculum framework

e Assessment framework and procedures

e Goal development

e Instructional strategies and considerations
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e  Addressing interfering behavior

e Educational strategies

e Focus areas for educational intervention
e Educational environment

e Organization and structure

e Collaboration with educational team

e Case studies

e Examples to demonstrate best practice

ASD RELATED PROFESSIONAL DEVELOPMENT

Center for Excellence in ASD

The Center includes a collaborative partnership between the Virginia Department of
Education and Virginia Commonwealth University’s Rehabilitation and Research Training Center
(RRTC) and School of Education. This center brings together noted experts and practitioners in
the field of Autism Spectrum Disorders from a variety of professional perspectives. One of the
center’s first major initiatives will be to assist the Department of Education in working with
selected local school divisions across the commonwealth to improve their capacity to provide high
quality programming for students with Autism Spectrum Disorders. This will be done through a
support model that will provide a school division with qualified personnel that will coach
administrators, teachers and paraprofessionals to improve their autism programs. All training and
coaching is done on-site and strives to create long-term sustainable change.

In order to meet the needs for increased professional development in the area of autism
throughout the state, VDOE is requesting $750,000 to develop a six-university consortium to
coordinate online professional development in the area of autism. This will also serve to prepare
professionals with the coursework and supervision needed to achieve certification as a Board
Certified Behavior Analyst (BCBA) or a Board Certified Assistant Behavior Analyst (BCaBA).
This project will be a collaborative effort between a network of Virginia Institutes of Higher
Education to improve the preparation of teachers, administrators, related service providers and
paraprofessionals who work with students with ASDs. The Center for Excellence will strive to
support this consortium by providing research based information, support in identifying quality
instructors and collaboration with the Behavior Analysis Certification Board (BACB) for the
participating colleges and universities in the development of associated coursework. Below are the
key areas of focus for the initiative.

Eligibility

e Diagnostic teams

e Early intervention

e  Adult service transition
Research

e Model development
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e Technical assistance for long term sustainability
e Peer mentoring
Pre-Service and Professional Development
e ASD Consortium
e BCBA and BCaBA programs increased regionally
e On demand online professional development modules
Technical Assistance
e Product development
e Long term embedded technical assistance (behavioral focus)
e Regional and local technical assistance
e  Self-determination
Family Involvement

Recommendation #22: Promote the professional development of educators in the area
of ASD expertise by creating online coursework that will result in achieving
certification as a Board Certified Behavior Analyst (BCBA) or a Board Certified
Assistant Behavior Analyst (BCaBA).

SUPPORTING TRANSITION-AGED YOUNG ADULTS

Develop New Project SEARCH Programs

Project SEARCH is an employment program that is employer based and “where total
immersion in the workplace facilitates the teaching and learning process through continuous
feedback and application of new skills.”
(http://www.cincinnatichildrens.org/svc/alpha/p/search/transition/default.htm) Students may take
part in three to four internships while in the program. Upon completion of the program a student
is prepared to seek competitive employment with or without supports.

VDOE works with local businesses, state service agencies and public school systems in a
partnership to create and sustain Project SEARCH locations. VDOE supported Project SEARCH
sites are in Richmond City, Montgomery County, Norfolk City and Chesterfield County (partial
support). Additional sites supported by the local school system or another source include Henrico
County (VCU DRIP Grant), Williamsburg/James City, York County, Hampton/Newport News,
Roanoke (4-6 school divisions). VDOE is also planning to support two additional sites in 2010.
For additional details on Project SEARCH see Section 7.

Section 6 Summary:

Recommendation #22: Promote the professional development of educators in the area
of ASD expertise by creating online coursework that will result in achieving
certification as a Board Certified Behavior Analyst (BCBA) or a Board Certified
Assistant Behavior Analyst (BCaBA).
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Section 7
Services for Adults

Becoming independent as we grow into adulthood is often a process that is taken for
granted. As the JLARC Report highlighted, persons with ASDs are not as likely to reach their
potential for independence as other adults, even those with other disabilities. Most of the reasons
for this are clear, “the State’s system of employment services for individuals 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 restricted by eligibility requirements, waiting lists, and a lack of
qualified providers.” The following section focuses on two critical elements in supporting adults
with ASDs to become more independent, have a higher quality of life and, over the long term,
require less services to maintain their independence; those are employment and housing.

EMPLOYMENT

In the JLARC staff survey of individuals with ASDs and their caregivers, employment
supports were the most frequently cited services needed in order for adults to achieve their highest
possible degree of independence and well-being. 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 (in employment settings).

When a young, “neuro-typical” (i.e., a person without a disability) adult reaches the age of
16, he and his family may start seriously thinking about and planning for what he may do when he
“grows up.” Ideally, when a young person with autism reaches the age of 16, the student and his
family are also looking forward to exploring career interests, post-secondary educational options
or trying different vocational interests. Unfortunately, as the JLARC report demonstrates, this is
rarely the case for individuals with ASDs in Virginia.

There are inherent differences between the systems that support children in transition
versus the systems that support adults due to the federal and state mandate of IDEA for a “free,
appropriate, public education.” Services for adults with ASDs or DDs are based on eligibility
criteria, not mandates. To further compound this situation, Virginia has historically and
continually ranked among the bottom five states in the nation for spending on community-based
supports for persons with DD, whereas we rank among the top ten in the country for per capita
income. However, Virginia is not unique in struggling with this fundamental difference in
structure between systems for youth and those for adults. Nationwide, stakeholders advocate for
greater parity between educational services and adult supports.

The JLARC report has served as a catalyst for change in the way various agencies work
together, share resources and face the challenges of supporting adults with ASDs. In the JLARC
report, there were several key suggestions on how to improve the lives of adults living with ASDs
and ways to increase their opportunities for greater independence. Three key areas were
highlighted as being fundamental in achieving these goals: employment, housing and transition.
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DRS Efforts on Behalf of Individuals with ASDs

When surveyed in 2008 as part of the JLARC investigation, “many respondents to the
JLARC staff survey of caregivers and individuals with ASDs expressed dissatisfaction with DRS
services.” 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 (53 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 individuals with ASDs may be cost effective. Even before the issuance
of the JLARC report, DRS had begun planning for this rising population.

The DRS has been quite active in building vocational services capacity for transition-aged
students and adults with ASDs. DRS has partnered with agencies known for their excellence in
vocational supports for persons with DDs and has allocated funding from its budget to pursue key
initiatives to increase its capacity for working with this population. For example, DRS has:

e Hired additional staff experts
e Planned and offered trainings to vocational counselors/rehabilitation providers on ASDs

e Improved upon its services within Woodrow Wilson Rehabilitation Center ( WWRC) by
hiring new, highly trained staff

e  Offered training to existing staff and increased “soft skills supports” (i.e., vocationally-
related social skills, activities of daily living, etc.) for those with ASDs.

Participation in Evidenced-Based Research on ASD Service Models

The VCU ASD Career Links is a collaborative initiative between the Virginia Department of
Rehabilitative Services and Virginia Commonwealth University to conduct evidence-based
research on vocational rehabilitation (VR) services models for individuals with ASDs. The
research covers four areas:

1. The impact of intensive, community-based work experiences on the employment outcomes
of youth with ASDs

2. The postsecondary school participation and ultimate employment of college students with
ASDs

3. The impact of personal digital assistants on the employment outcomes of individuals with
ASDs

4. A longitudinal analysis of VR service delivery and employment outcomes among DRS
clients with ASDs.
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Over the 60-month period of this project, DRS and VVCU will test, refine and implement new
VR service models for individuals with ASDs. As a result of participation in this research project,
DRS will establish best practices from research within the DRS system that are proven to improve
the employment outcomes of individuals with ASDs.

ASD Service Enhancements to Woodrow Wilson Rehabilitation Center Life Skills Training
Program

In 2009, WWRC expanded its Life Skills Training Program to serve an additional 114
individuals. This program expansion addressed the service needs of VR individuals with ASDs to
enhance their social and other independent living skills, resulting in a 15% increase enrollment for
this population. The WWRC Life Skills Training Program is a nine-week program that exposes
students to basic life skills in an environment where they can “grow” their independence and
social networking skills. Many participating students with ASDs report a significant improvement
in social skills because of participation in the program. It is also critical to note that the
rehabilitation rate (the percentage who complete their VR program and become successfully
employed) of individuals who participated in Life Skills Training is around 70 %; almost 20%
higher than those who did not participate in Life Skills Training at WWRC.

In addition, WWRC currently offers a staff facilitated ASD support group to help students
deal with adjusting to campus life at WWRC. This support group has lead to greater opportunities
for students to meet with peers to discuss and process challenges to support their success across
center programs and activities.

Behavioral Supports Pilot Projects

DRS is piloting two projects in Henrico and Fairfax to evaluate the use of Applied
Behavior Analysis (ABA) and Positive Behavior Support (PBS) as strategies for decreasing
negative behaviors that interfere with employment outcomes for persons with ASDs. WWRC will
participate in a three-year project to evaluate ABA as a therapeutic intervention to enhance
employment outcomes for WWRC students. Information gathered from these pilot projects will
support agency decisions regarding further implementation of agency behavioral support services
programs.

Grants to Employment Services Organizations

DRS purchases employment and training services from over eighty Employment Services
Organizations across Virginia. These organizations serve people with all types of disabilities. In
2009, DRS funded two grant programs designed specifically for people with a diagnosis of ASD.
PRS, Inc. (formerly Psychiatric Rehabilitation Services) in Loudoun County was awarded a grant
to establish a specialized community-based work adjustment training program designed
specifically for youth with ASDs. This program is currently serving six youth. The goal of the
program is competitive employment in jobs in the community. DRS also awarded a grant to
Virginia Commonwealth University’s RRTC to support job placement and training for five
Richmond area individuals with ASDs, with an emphasis on Asperger's Syndrome. This program
has exceeded its expectations.
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Project SEARCH

DRS has been involved in numerous internship and work programs over the last several
years to provide work experiences for youth with disabilities. Project SEARCH, a national model
being replicated in Virginia and mentioned in Section 7, has proven to be effective in providing
work experience and assessment for youth with severe disabilities, including ASDs. As one of the
four VCU ASD Career Links studies, DRS has worked collaboratively with VCU RRTC to
develop and evaluate a SEARCH site that served exclusively students with ASDs. This grant
project has proven to be very successful. In the 2010-2011 school years, DRS will support eight
school systems as Project Search sites. Although not all students come with the ASD diagnosis,
many do. DRS will integrate evidence-based practices identified through the VCU ASD Career
links grant across all SEARCH sites that service students with ASDs. See block below for a
detailed description of Project SEARCH.

Project SEARCH is a business-led transition program designed for students or adults with
disabilities. The cornerstone of the one year program is immersion into a community based
work experience at a host business site. During the internship period, individuals participate
in three internships that each last 10 weeks. They meet in a classroom, within the business,
in the morning and afternoon each day to learn other soft skills such as resume preparation,
job interviewing and problem solving skills. Individualized job development and placement
occurs based on the student’s experiences, strengths and skills. In Virginia, several
replications of Project SEARCH are occurring. In particular, the VCU Career Links program
version of Project SEARCH, has successfully trained eight interns, six of whom are
employed by the hospital where the project took place. For more info: www.vcu-autism.org

Increase in Numbers of DRS Applicants with ASDs

The Department of Rehabilitative Services is seeing a steady increase in applications for
services by people with ASDs. In 2010, DRS served 1029 people with ASDs, up from 737 in
2008. In addition, in 2010, 88% of those served are transition age youth. These individuals often
have higher support needs and thus require more extensive vocational rehabilitation services than
other individuals with disabilities served by DRS. As stated throughout this document, DRS is
building its capacity to serve this population by developing specialized services to meet the need.
The federal VVocational Rehabilitation program requires matching dollars to access the program
funds. State General Fund dollars appropriated to DRS are currently insufficient to respond to the
influx of individuals with ASDs applying for vocational rehabilitation services. A General Fund
appropriation of $1,000,000 for case services to respond to this increased demand would help
DRS build its capacity to best serve the population.

Preliminary findings of the VCU ASD Career Links research grant indicates specialty case
loads are an effective practice for serving person with ASDs. DRS would be in a better position to
create specialty caseloads if additional dollars and FTEs were allocated by the General Assembly
to provide this support statewide. It is anticipated that additional FTE resources would be needed
to support small caseload sizes and the provision of more intensive service models that would be
engaged with local CSBs and local education authority staff to coordinate employment focused
services. An appropriation of $500,000 would allow the agency to establish five ASD specialty
counselor positions in parts of the Commonwealth with high numbers of individuals with ASDs.
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Current DRS data show individuals with ASDs require higher levels of employment
supports to achieve successful employment. DRS administers the Long-Term Employment
Support Services (LTESS) program to provide supported employment services to qualifying
individuals beyond the 90 days allowed by the vocational rehabilitation program. DRS contracts
with private Employment Services Organizations to provide these long-term support services. The
program is funded exclusively with General Fund dollars and has the potential to ensure that
individuals with ASDs who need ongoing support remain successfully employed. A study
conducted by Dr. David Dean and his colleagues at the University of Richmond (2010) found that
each dollar that was spent on follow-along services was matched by about $3.40 in earnings. In
FY 2008, people with ASDs represented three percent of all LTESS recipients. In FY 2009, that
percentage increased to 5%. Because funding for the program is capped, and is not disability
specific, not all individuals who require long-term supports are able to receive them. This program
has received significant funding cuts over the last several years. As a result, many individuals with
ASDs as well as other disabilities that require this service will not have access to needed funding.
There are currently 1029 persons with ASDs enrolled in the vocational rehabilitation system. It is
anticipated that a large percentage will likely require LTESS upon exiting the vocational
rehabilitation system. These service supports are not currently available. $600,000 would be
required to address this need based on an anticipated yearly cost per person of $3,000 for 200
people.

. Recommendation #23: Expand Department of Rehabilitative Services (DRS) case services
to respond to the increasing demand for ASD services.

. Recommendation #24: Increase access to employment supports for up to 200
individuals through the long-term employment supports of the LTESS program.

Office of Developmental Services’ Employment Related Efforts on Behalf of Adults with
ASDs

In late fall 2009, the DBHDS Office of Developmental Services (ODS), began its response
to the JLARC report by assembling a variety of stakeholders from across the state to form focus
groups that examined the recommendations assigned to DBHDS. One of the fundamental
differences between supports for those who are “above age 21” and those who are “below age 21”
is the absence of federal and state mandates for those supports. In recognition of this, addressing
issues pertaining to adulthood requires collaboration, the sharing of ideas and resources, but also
the identification/creation of funding for any significant impact to occur.

ODS formed two workgroups to consider ideas and potential actions relative to JLARC
study recommendations #17 (evaluating options for fostering greater independence among adults
with ASDs) and #2 (state level accountability/coordination of services for Virginians with ASDs,
enhancing access to information about community resources and improving the coordination of
individual supports). The latter pertains to all ages but is extremely relevant to adulthood
independence issues. The workgroup that addressed #17 developed a list of ideas/initiatives to
pursue which included:
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e Developing new or utilizing existing curricula for on-going training of direct support
services staff on the characteristics and successful strategies for adults with ASDs

e Developing training plans and piloting various employment models for individuals with
ASDs

e Investing in the improvement of Transition Councils regionally across the state to
monitor and address the complex needs of transition-aged young adults with ASDs

e Developing a system of supports to provide adults with ASDs and other DDs with case
management and services through public and private agencies in the Commonwealth.

The original workgroup that met to discuss recommendation #2, State Level
Accountability and coordination of care, concluded with a core list of action steps that was vetted
by The Advisory Consortium on Intellectual and Developmental Disabilities (TACIDD) at the
group’s April meeting. This work continued to be refined through a department head level
committee, as well as a workgroup comprised of representatives from the CSBs, DD Waiver
provider community, DMAS, advocates and other stakeholders. The final report of
recommendations for an entire DD system change process is outlined in Section 1.

Simultaneous to the release of the JLARC report in June 2009, the ODS had already made
significant investments in helping adults with DD (including ASDs) to become more independent.
The Office brought aboard two new staff to assist DBHDS in becoming more inclusive of an
overall DD population, building collaborations and relationships across historically disability
groups, increasing and improving upon the capacity for serving children and adults with ASDs, as
well as expanding housing and employment opportunities for persons with DD. Furthermore to
improve outcomes for adulthood independence, ODS had also invested in the nationwide
collaborative project “State Employment Leadership Network” (SELN). This project combines
staff expertise from the Institute for Community Inclusion (University of Massachusetts, Boston)
and the National Association of State Directors of Developmental Disability Services
(NASDDDS) in an effort to help states to improve the integrated employment opportunities for the
persons with DD that they serve. More specifically, the goal is to assist these individuals find
community jobs earning minimum wage or more through the use of innovative models.

A large Virginia SELN advisory group has been formed, consisting of multi-
agency/department, disability, and advocacy group stakeholders. This diverse group is in the
process of proposing an “employment first” initiative for the Commonwealth, which emphasizes
that everyone can work, regardless of disability. Upcoming activities may include:

e Recommendations for state policy changes

e Advocacy for regulatory and rate change to provide incentives for employment over day
support services

e Public and business community awareness campaigns
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e Trainings for self advocates on employment options, work incentives/benefits counseling
and job skills

e Trainings on best practices in employment for persons with ASDs for providers of
employment services across the state

e The formation of a “Promising Practices in Employment” team to develop, plan and
implement a Project SEARCH for adults in the Northern Virginia area. Project SEARCH
has proven to be an effective approach to employment for persons with ASDs. Although
its history mainly involved transition-aged students, application of this model to adults
with ASDs or other DDs has shown promise as well.

Continuation of the SELN is paramount to maintaining the momentum for assisting persons with
DDs and ASDs to become employed in their communities.

In response to the JLARC report, which required DBHDS and DRS to identify and plan for
effective employment programs specific to persons with ASDs, ODS and other DBHDS staff and
stakeholders have researched and pursued information about promising and evidenced-based
practices in employment supports for persons with ASDs or DDs. The results of this research
were reported to stakeholders (via the “Collaborations” Conference, October 2010) as emerging
and promising practices in employment supports for persons with ASDs.

Presently, the body of evidence-based research in vocational rehabilitation for persons with
ASDs is very limited. In spite of that realization, we have iden