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EXECUTIVE SUMMARY

Last year, 4,300 adults with autism spectrum dis@@ASD) received services from the
Department of Aging and Disability Services (DAD®)e Health and Human Services
Commission (HHSC), and/ or the Department of Asgsind Rehabilitative Services (DARS).
An estimated 4,000 adults with ASDs have requeS#S services, but have been placed on
an interest list due to a lack of funding. Nedodyf of these 8,300 adults either receiving
services or on an interest list are between 18é&nykars of age. The costs of providing
supports to these individuals will only increasdhaes/, and their caregivers, age. The decisions
that Texas makes in response to the unmet demasérdces, the aging of the population, and
increasing diagnoses of autism will have signifidamman and financial consequences.

To address the wave of children with ASD who wdtbme adults in the coming years, the 81st
Texas Legislature passed H.B. 1574, which was digmnte law by Governor Rick Perry in May
2009. The legislation mandated a study to detegrtiia costs and benefits of a pilot program to
provide services to adults with ASD and relatedbliigies. Pursuant to that requirement,
DADS contracted with Burns & Associates, Inc. (B&#)provide recommendations on options

for pilot programs.

To aid in the development of options to meet thedseof adults with ASDs in Texas, B&A

researched best practices across the country. iDgdvom findings from task forces in other

states, service evaluations, and advocacy groupteeseveral best practices emerged,

including:

» the need for services specifically designed to rtieeheeds of individuals with ASDs
including training programs and outreach campaigns;

* ateam-based, person-centered planning proces®thizes on the individuals’ strengths,
interests, and goals to develop seamless senars;pl

* aresource clearinghouse that provides a one-bmpfer families seeking information;

» a continuum of services that reflect the varieddsesf individuals across the autism
spectrum;

» early and comprehensive transition planning to @reyoung adults for life after high

school;
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» a behavioral plan that is implemented across timsuwmer’s range of services; and,

» employment supports that maximize individual’s iies.

B&A also inventoried existing programs that provg#evices to adults with ASDs and related
disabilities in Texas, which include:

» special education services delivered through taeeSt1,700 high schools;

» vocational rehabilitation supports provided by DARS

* home and community-based service waiver prograrasatgd by DADS;

* health care services through HHSC; and,

» other programs that provide housing, workforce, a@ingér supports.

To evaluate the effectiveness of existing progrd®8sh engaged consumers, parents, providers,
and other stakeholders across the State througbhi@he interviews, in-person focus groups, site
visits, and online surveys. In total, more thaf &@lividuals shared their perspective on
existing services, unmet needs, and potential isolsit Service claim data from DADS, DARS,
and HHSC were also analyzed. Combining these dave and qualitative analyses and
comparing the data to the identified best practisegeral gaps in Texas’ existing systems of
supports for adults with ASDs were identified. $aénclude:

* Insufficient resources result in individuals beingable to access services. More than 78,000
individuals are currently on interest lists for DADwaiver services including an estimated
4,000 adults with ASDs. Without supports, familieport that young adults regress and lose
gains they made in school, are less likely to sugtaployment, and are less engaged in
their communities.

» Services are not designed for adults with ASDst example, services lack behavioral
components that are critical to individuals with[26 day habilitation programs provide
“baby-sitting” rather than meaningful activitiesidgjobs in which consumers are placed are
beneath their abilities.

* The existing system is fragmented. Unlike in s¢hvdwen services for children with
disabilities are primarily the responsibility ofih school, responsibility for providing

services to adults with ASDs is spread across plelstate agencies, local authorities, and
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contracted providers. This can overwhelm famidied result in consumers not receiving
services they need.
* Employment outcomes are poor. Adults with ASDsdm®nically unemployed, having

difficulty in both obtaining and retaining a job.

Despite these gaps, Texas stakeholders identiéieeral positive features in the existing systems
of supports for adults with ASDs including, adoptiaf strategies to promote self-determination,
a large group of committed and knowledgeable paramd a number of excellent providers

across the State.

B&A has designed three pilot programs that aimuibdoon these strengths and incorporate best
practices from across the country to address #wtified gaps. In particular, the pilot options
incorporate DADS’ person-centered planning prirespl Although the pilots have different
structures and goals, each provides a framewolkmthich individual service and behavioral

plans are customized for every consumer accordimgst her strengths, interests, and goals.

The first pilot — Specialized Support Coordinataoxd Community Connections — is designed
primarily to address system fragmentation andalk bf ASD expertise among case managers
and providers. This pilot establishes a foundatibseveral core elements that would be
incorporated in the other pilot options. The foption includes specialized support coordinators
who are specifically trained in working with indiials with ASDs; are experts in community,
state, and federal benefits; and carry an ASD-oaBeload. A total of 210 consumers at three
sites would be enrolled. Complementing specialeagaport coordination, participants would
receive peer support from caregivers of adults Wi#Ds who have experience in navigating
existing systems of support. This pilot optioroatscludes a $2.0 million pool of matching

funds to create and expand local service capa@ityer two years this option would require $4.6

million in total funding, including $4.4 million igeneral revenue funds.
The second pilot would establish a full ASD-apprater continuum of home and community-

based services, from in-home supports through ieident living and residential alternatives.

This option is envisioned as a traditional comprsinge Medicaid waiver program that
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incorporates elements of DADS’ existing waiver peaogs as well as the specialized support
coordination and peer support from the first opaowl adds or expands services to meet the
needs of adults with ASDs, such as more residenpitdbns, greater employment services, and
expanded behavioral supports. The pilot wouldierated at 3 sites with 100 consumers each.
Particular care would be given to ensuring thaividdals across the spectrum are enrolled, from
high-functioning individuals that currently receifgv services to severely disabled consumers
with co-occurring intellectual disabilities for wimothere is an over reliance on institutional care.
The estimated cost of this option is $34.9 millaver two years, including $14.25 million in

general revenue funding.

The third pilot option — Transition and Employmélenters — would move away from the
traditional service delivery model based on a netvad contracted providers. Rather, it would
establish center-based programs responsible fodowting care for adults with ASDs. This
option, also operated under a Medicaid waiver, w@mhphasize strategies to address
deficiencies associated with post high school it@msplanning and employment outcomes.
The centers would provide life-skills training tdudts with ASDs so that they can successfully
transition to the community. To improve employmepportunities, the centers would utilize an
innovative model that has been used elsewheresindtintry and internationally in which
specialized work is in-sourced following a conswgtfirm model. Out-of-center employment
placements and other more traditional services avaldo be coordinated by the centers. All
services would be geared towards improving conssinadility to be successful within the
community. The pilot would include three centeiw80 consumers each, costing $22.1
million over the two-year duration of the projeci;luding $11.05 million in general revenue
funds.

Each of the pilots will be operated by a contracwmler and start-up activities will require
between six and 24 months. Financial considerataod the need to carefully evaluate the
programs require that each be limited initiallyotdy a few geographic areas. Each pilot is then
proposed to last for two years, during which thecomes of the projects will be evaluated and
reported to the Legislature. If demonstrated tefbective, each pilot program has the potential

to be expanded incrementally as resources becoailalale. Considering procurement and
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start-up timelines and the two-year evaluationgzkrihere is likely to be only limited data
available for the legislative session beginninganuary 2013. More comprehensive outcome
data will be available for the session beginning@i5.

After exploring funding possibilities, B&A concludehat a new Medicaid Section 1115
research and demonstration waiver would be thedpgin for the second and third pilots. To
provide matching state funds, it is suggestedttiaBtate explore an expansion of the private
insurance autism mandate to generate Medicaid gaas well as opportunities to shift some

existing general revenue-only services providedugh the local MR authorities to Medicaid.
The number of adults with ASDs is only going torgasse in the coming years. This report

provides options through which the State can peefmarthis wave and assist its residents with
ASDs in achieving their potential.
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Options for Pilot Programs for Adults with Autism Spectrum Disorders and
Related Disabilities
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SECTION 1: INTRODUCTION

H.B. 1574, (81st Texas Legislature, Regular Ses@009) signed into law by Governor Rick

Perry in May 2009, requires the Health and Humami&ss Commission (HHSC) to conduct a

study to determine the costs and benefits of a primgram to provide services to adults with

autism spectrum disorders (ASD) and related digedsii HB 1574 outlines several elements to

be included in a pilot program, including:

» specialized supports coordination and vocationsgssment, training, and support to
encourage sustainable employment and communitgratien;

* meaningful community-based activities for indivitkiBor whom competitive employment is
not a goal;

» promotion of individual development, self-deterntion, and independence;

» coordination of services and behavioral suppontssacall areas of need; and,

» flexible funding and a flexible array of servicesmeet individual needs.

In addition to these requirements, HB 1574 alsdirmed the process to conduct the study,
including researching best practices from othdestaconsulting with key stakeholders,
identifying gaps and barriers, and describing piaefederal sources of funding. Appendix D
specifies these requirements and notes how thep@wegporated in this report.

As the state agency primarily responsible for aglivg services to individuals with
developmental disabilities including ASDs, the Daypent of Aging and Disability Services
(DADS) was tasked with coordinating this projeBEYADS subsequently awarded a contract to

Burns & Associates, Inc. (B&A) to provide recommatidns on options for pilot programs.

Study Methodology

B&A sought to gather information from a wide vayieif resources, both within and outside of

Texas. Within the State, B&A spoke with or receiv®mments from more than 200 consumers,
parents, providers, and other stakeholders; andigtzems data from DADS, HHSC, and the
Department of Assistive and Rehabilitative Servig@aRS); received information from the

Texas Education Agency, Texas Workforce Commissod, Texas Department of Housing and
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Community Affairs; and reviewed guidelines, manualsd other materials relating to existing

services.

Multiple strategies were employed to encourage wmeass, parents, providers, and other
stakeholders in the State to provide input regatheir perceptions of existing services for
adults with ASDs, identify gaps in the system, aalicit suggestions for potential pilot
programs. These efforts included focus groups patfents held in Austin and Houston, a
provider focus group in Houston, and a mixed fagumip (parents and providers) in El Paso.
B&A conducted onsite visits with four local MR auotities as well as an onsite visit to a group
home and day program provider. Additionally, B&Anducted dozens of one-on-one telephone
interviews with consumers, parents, providers, ahtbcates. Two electronic surveys were also
created. The first was sent to the local MR autiesr 21 of 39 responded. The second was an
online survey, available in both English and Spanighich could be completed by anyone with
an interest in the project. The link for this seywas sent to a number of groups across the
State with a request that they forward it to tle@mbership. A total of 160 useable responses

were received.

Overall, input was received from a diverse grougtakeholders, including consumers and
caregivers, providers, community advocates, artd sigency staff. Feedback was received from
each of the State’s 11 health and human servigagrgehic regions (see Appendix C for a map).
References in this report to stakeholder inputrreféhose individuals who shared their opinions

and suggestions through any of the forums cited@bo

After a preliminary assessment of the existingestditservices for adults with an ASD in Texas,
B&A researched national trends. External sourceevevaluated to identify potential best
practices and models that could be emulated istidite. Specifically, B&A reviewed research
literature, reports authored by autism task foestablished in other states, and programs
providing services to adults with ASDs in othertesa
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Structure of This Report

Following this introduction, the report is dividedo six parts.

» Background on Autism Spectrum Disordprevides an overview of the characteristics of
ASDs, a historical perspective on incidence raad,information about the number of Texas
residents with ASDs receiving services.

» Best Practices in Systems and Servitissusses select reports from autism task forces i
other states as well as published evaluationsreices for adults with ASDs, and outlines
the best practices and recommendations found setbeurces. Appendix B provides brief
overviews of programs operating in three statesrnBylvania, Connecticut, and Arizona —
and how these programs address barriers and inededeest practices.

* Programs Currently Providing Services to AdultsswSDssummarizes the roles that
various Texas state agencies have in deliveringcgs to this population.

» Gap Analysisdentifies deficiencies in the existing systemsbports for adults with ASDs
in Texas based on a review of program materialscéichs data, stakeholder input, and
comparisons to the best practices previously ifledti

» Pilot Programssuggests possible initiatives to mitigate or afiate services gaps based on
best practices and programs found across the goandr outlines the elements that would be
common to all of the pilots as well as those spetif each. Appendix A provides a table
that further details, compares, and contrastshteztoptions.

* Possible Funding Opportunitidgghlights potential sources of federal and shateling to

support the pilot programs.
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SECTION 2: BACKGROUND ON AUTISM SPECTRUM DISORDERS

Characteristics of Autism Spectrum Disorders

The term autism spectrum disorder (ASD) curremttfudes five distinct pervasive
developmental disorder diagnoses: autistic disp/iigperger's Syndrome, Rett’'s Syndrome,
childhood disintegrative disorder, and pervasivwetigpmental disorder-not otherwise specified
(PDD-NOS). Persons with an ASD diagnosis presétht @ore symptoms in three areas:

» social interactions and relationships, symptomslath may include significant difficulty
developing nonverbal communication skills suchyes@ntact and facial expressions, lack
of seeking to share enjoyment and interests whbrst and difficulty establishing
friendships;

» verbal and nonverbal communication, symptons ottvimay include deficits in the
comprehension and/ or use of language, presersterebtyped and repetitive language, and
difficulty initiating, joining, maintaining and cfing a conversation; and,

» limited interests in activities or play, symptonfsanich may include focus on parts of an
object rather than the whole object and how it é&ant to be used, an apparent need for
preservation of sameness and routine, a preocompatth topics, and stereotyped motor
behaviors (e.g., hand-flapping, body rocking).

A number of other clinical conditions can co-ocuiith the diagnosis of ASD. It is estimated
that between 25 and 70 percent of persons with A&De mental retardation. This wide range
underscores the difficulty in assessing intelligentpersons with autism. Anxiety disorders and

epilepsy are also relatively common among indiviswdath ASDs.

For the purposes of the data analysis includedigreport, ASD and related disorders are
defined as the following International Classificatiof Diseases (ICD) diagnosis codes:

* 299.0 — autistic disorder;

* 299.1 — childhood disintegrative disorder;

» 299.8 — other specified pervasive developmentalrdess;

» 299.9 — other specified developmental disorderd; an

Burns & Associates, Inc. 5 August 23, 2010



» 315.9 — unspecified delay in development.

H.B. 1574 requires that the pilots developed thiotings project target adults with related
disabilities with similar support needs. Due tis tfequirement, the pilot options will not rely
only on a diagnosis for participants and instedtlimélude a functional behavioral assessment

that can identify adults with similar support needs

Incidence

According to the federal Centers for Disease Comind Prevention (CDC), between 1 in 80 and
1 in 240 children, with an average of 1 in 110, tike criteria for an ASD diagnosis.

Diagnoses are made across racial, ethnic, andesmsiomic groups but males are four-to-five

times more likely to be diagnosed than females.

The estimated incidence of ASDs has increasedibtesicce the 1970s and 1980s when it was
believed to be 1 in 10,000. The CDC has identiiedumber of factors that may account for the
increase, including greater community awarenesieealentification, increased availability of
developmental disability services, and broadenadrdistic criteria that include milder cases.
The increase in autism diagnoses remains a togiorafoversy. Atissue is whether actual
prevalence has increased (and, if so, why) or vendtie increase in cases can be fully explained

by the factors listed above.

There has been comparatively little research caeduegarding the prevalance of ASDs in the
adult population. A recent study conducted inWinéted Kingdom and published in September
2009 concluded that autism is as common in thet @dyplulation as it is in childreh.

Specifically, the study found that roughly one ofi00 adults are on the spectrum of autism,
the same rate reported in children. If acceptad,dtudy contradicts the notion that the
incidence of autism has increased since the 198€suse the study found no signfiicant
differences in the prevalence of autism in adultseyed in their 20s through 70s. It has been

noted that the study had a relatively small sara@e. Additionally, this study has yet to be

http:/lwww.ic.nhs.uk/webfiles/publications/mental@talth/mental%20health%20surveys/APMS_Autism_ttepor
_standard_20_OCT_09.pdf
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replicated since it was only recently publisheds wAth children, the prevalence of autism in

adults remains far from settled.

There are no reliable national estimates of theglemce of ASDs among adults and very few
state-level estimates. The state data that aitablearely on caseloads from developmental
disabilities programs and, at times, projectiorseldeon special education counts. Since services
for adults with an ASD are generally not an entigt and because some adults with an ASD
may be able to function without services, suchmestes likely undercount the actual prevalence
of autism within the states. None come close fw@gching one percent, but these estimates do
provide useful benchmarks regarding the demanddniices.

Surveying existing state programs for individualthvASD and other intellectual and
developmental disabilities, Arizona stands outras af the few without waiting lists (Arizona’s
program is discussed in greater detail later inexuix B). Since Arizona does not utilize
waiting lists, the caseload should closely refteetdemand for services among those individuals
meeting the eligibility criteria. As of July 201there were 1,157 adults with an ASD diagnosis
receiving services (125 of whom were receivingestaily funded services). This represents
0.024 percent (2thousandth®f one percent) of Arizona’s estimated adult popoteof 4.86

million.

The Delaware Legislative Task Force Report on Adwith Autism Spectrum Disorders
reviewed service numbers to determine the numbaduolts with an ASD. In its 2008 report,
the report’s authors reported that there were 2iltareceiving services from the state’s
developmental disability program and 47 studen&s tive age of 18 years old receiving special
education services. The total of 254 is 0.038¢m@rof the state’s estimated adult population of
676,000.

Extrapolating from special education caseloadsn®gmania’s 2005 autism census estimated

that there would be 3,800 adults with an ASD diaiggmby 2010, or 0.039 percent of the state’s
estimated 9.8 million adult residents. Since #s8mate was derived from special education
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services, it is unknown what proportion of thisatatould require or request state or other

publicly-funded supports after high school.

Current Service Numbers in Texas

The Department of Aging and Disability ServicespBement of Assistive and Rehabilitative
Services, and the traditional Medicaid programsiathtered by the Health and Human Services
Commission are the programs that serve the greatedber of adults with ASDs. To evaluate
caseload figures, service utilization, and expemditotals, service claims data from these
agencies were analyzed. DADS and DARS providedailins data for state fiscal years 2008
and 2009 regardless of diagnosis while HHSC pral/midy those claims that had an ASD
diagnosis attached. Combining this data, 4,330tsdith an autism spectrum disorder received

some services between July 1, 2008 and June 30, Z&bQure 1 provides the numbers by

program.
Figure 1: Adults with an ASD Receiving | This total represents 0.023 percent of Texas’ adult
Services by Agency, 7/1/08-6/30/09 . . -
_ y gency population, estimated at 18.8 million by the Texas
Received Services From: Count _
DADS only 1,664 Department of State Health Services’ Center for
DARS only 847 _— g _
HHCS only 582 Health Statistics. This figure does not include
DADS and DARS 76 everyone who is in need of services. In partigular
DADS and HHSC 1,093 . L. L .
DARS and HHSC 39 due to funding restrictions the Medicaid waiver
DADS, DARS, and HHSC 29 programs administered by DADS place individuals
Total 4,330

Source: B&A analysis of service claims data on an “interest list” when a funded slot is not
provided by DADS, DARS, and HHSC . . .
available. According to records provided by
DADS, for the two programs that serve the greatastber of adults with an ASD, there were

more than 78,000 individuals on the interest kstof July 2010.

Eligibility for these individuals has not yet begetermined so it is unknown how many have an
ASD, but if the distribution of diagnoses amongstheonsumers is comparable to the enrolled
population there would be approximately 10,000dreih and adults with an ASD on the interest
list. According to DADS, 46 percent of those oa thterest list, more than 35,000 individuals,
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are 18 years of age or older. If this proporttrue for the estimated ASD population, there
would be almost 4,000 adults with an ASD on theseréest lists.

Adding this estimate to the current service nunyibelds a total of about 8,300 adults with ASDs
requesting services. This is 0.044 percent ofStiage’s adult population, which is slightly higher
than the range suggested by the Arizona, Delavaak Pennsylvania estimates, but generally
consistent with those findings.

The current caseload of adults with ASDs skews  ["Figure 2: Adults with an ASD Receiving
heavily to young adults as illustrated by Figure/. Services by Age, 7/1/08-6/30/09
similar distribution is seen in the overall interkst Agi%z_a;ge %é
numbers. Given the increase in diagnoses in recent 26-34 1,091
e - : 35-44 609
years this distribution is not surprising, but ded 45-64 507
65+ 77

have profound implications for the overall demand
_ ) Source: B&A analysis of service claims data
for assistance as well as the type of servicesahiat provided by DADS, DARS, and HHSC

be needed as these individuals age.
Figure 3 demonstrates how the age distributiordafta with ASDs will look in five, ten, and

twenty years if the incidence does not changer{thmeber of individuals with ASDs turning 18

years old is held constant from year-to-year).
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Figure 3: Adults with ASDs in Need of Services 2010- 2030

6,000

5,000

4,000

3,000

2,000

1,000

Source: B&A analysis of service claims data prodidg DADS, DARS, and HHSC, and DADS interest &t d

This chart illustrates a conservative scenariditmnsthe effect that the simple aging of the
existing caseload will have on the demand for ses/i Even if the number of new adults in the
system remains constant the number of individueadsi@sting services will increase from about
8,300 today to more than 10,000 in five years dmbst 19,000 by 2030.

Over this period, there will be dramatic growthttie number of adults in their 30s and 40s. This
will alter the character of the services that aepired as both consumers and their parents and
caregivers age. Currently, many adults with an ABbBtinue to live with their parents who also
often serve as de facto case managers. Theselesdhat parents will be unable to fill forever.
The current system of supports will need to adajginisure that appropriate housing options and
other services are available to meet the needsesétaging consumers and provide peace of
mind to their families.
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SECTION 3: BEST PRACTICES IN SYSTEMS AND SERVICES

The growing incidence of autism spectrum disordagoses has resulted in a significant body
of research on service interventions with an ovedmimg emphasis on children with an ASD.
As the children diagnosed over the past two dechdes reached adulthood, a nascent focus on

the needs of adults with an ASD has emerged.

States have established task forces to issue reendations for state systems and advocacy

groups have emerged to represent the needs ofadtlit ASDs. Notable efforts include:

« Delaware’s Adult Autism Task Force’s report pubtidhin June 2008

« New Jersey’s Adults with Autism Task Force’s repefeased in October 2089

« The Nevada Autism Task Force’s July 2008 refort

» The Pennsylvania Department of Public Welfare’'sigmtTask Force’s December 2004
report;

« Kentucky's Commission on Autism Spectrum Disord€stober 2006 repdit

» The Organization for Autism Researchurrent State of Services for Adults with Autism
study produced for Advancing Futures for Adultshwkutism, a national consortium of 12
organization§ and,

* IMPAQ International’s environmental scan of pubédhevaluations of services for adults
with autisnf.

These state task forces represent states largenaadtiwith varying size, population, density,
geography, and wealth. Despite the differencesemeports show considerable consistency in

recommendations for an effective system of supgortadults with autism spectrum disorders.

“http://legis.delaware.gov/LIS/TaskForces.nsf/59d&7E06f47485256f6006f8346/c491ae 1686190685251 a3
6cdfa5?0OpenDocument&TableRow=1.5.2#1.5.

3 http://www.state.nj.us/humanservices/ddd/boards/RAt.pdf

* http://dhhs.nv.gov/autism/TaskForce/2008/2008_N\tigkn _Task Force Report.pdf

® http://www.dpw.state.pa.us/About/Secretary/AutistsRForce/003670890.htm

® http://chfs.ky.gov/kcdd/HB+296+KY+Commission+on-+#am+Spectrum+Disorders.htm

" http://www.mofeat.org/files/oar_survey 11309.pdf

8 http://www.impagint.com/files/4-Content/1-6-pulditons/1-6-2-project-reports/FinalASDReport.pdf
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Best Practices in System Design

The reports issued by the advocacy groups andtsisitdorces cited above found that systems
and services with an ASD-specific focus are necgsdaespite the increase in ASD diagnoses,
the number of individuals, particularly adults, wASDs is much smaller than the
developmental disabilities, mentally ill, and ptogdidisabilities populations. The socialization,
communication, and behavior characteristics of Afffizr from these conditions significantly
enough to warrant individualized services, bus insually through programming for these other
populations that individuals with ASDs receive se#g. The reports conclude, though, that
systems designed for other populations do not &g address the needs of individuals with

autism spectrum disorders and related disabilities.

The state task forces propose several strategsvielop an ASD emphasis, including:

» establishment of a new office or bureau on autiemices, frequently within the
developmental disabilities department, to ensudicdéed staffing, funding, and services;

» development of training programs for individualsomork with individuals with autism
spectrum disorders, including case managers, \@atrehabilitation counselors, teachers
involved in transition planning, and service prers

» public education campaigns targeting the generaligbusiness community, law
enforcement, and health care professionals; and

» creation of autism-specific Medicaid waivers faystem of home and community-based
services designed for individuals with ASDs. Caothgten states have Medicaid waivers
specific to individuals with autism, but only twower services for adults, including the
Pennsylvania waiver, which is the only one limitechdults (see Appendix B for a
description of this waiver).

An ASD-focused system needs to recognize the sogmif variability in the needs and abilities
of individuals across the autism spectrum. Thigadity is evidenced in a number of domains
including behavioral, social, vocational, indepamdend adaptive functioning, and academic

success. To recognize the unigue needs of indilsda person-centered focus is necessary with

Burns & Associates, Inc. 12 August 23, 2010



service plans tailored to each consumer. Theftasks and reports noted above suggest that

person-centered plans incorporate several elements:

» age and developmentally appropriate self-determainao allow individuals to be actively
engaged in planning their supports;

» astrength-based emphasis that builds on an indiVglabilities, goals, and interests, and
sets the highest expectations appropriate givemtheidual’s level of functioning;

» ateam-based approach including the consumer’dyfaand others who know and care about
the individual,

» identification and utilization of natural supporés)d,

» seamless service plans that integrate supporte#beca comprehensive individual plan

focused on consumer goals rather than fragmenteitsesilos.

An ASD-focused system must be accessible. Adults ASDs and related disabilities and their
families are often overwhelmed by the complexitexgisting systems of support. While their
children are still in school, parents typically kofrst to their school district for support and
resources, but responsibility for services for &lid more diffuse, spread across multiple state
agencies. Task force recommendations often beigmonganizing available resources and
information. The information clearinghouse reqdiby H.B. 1574 is an example of Texas

acting to implement this best practice. Buildimgsuch a clearinghouse as a first step, a number
of task forces recommend establishment of a systiéima single point of entry for all available

services.

Best Practices and States Task Force Recommendat#im Service Design

The state task forces and advocacy groups refetendbe beginning of this section suggest a
number of considerations when delivering servitrasning, and education to adults with ASDs.
For example, there should be recognition that seswvill need to be ongoing, particularly for
those who are not higher functioning. This isféedént mindset for some programs, such as
vocational rehabilitation, which are time-limite&tructured environments and managing
changes within those environments are also impbftamdults with ASDs. These include

educational, work, and home environments. Imporéments in structured milieu include the
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physical organization, the provision and use ofifptable schedules, and individualized/

differentiated use of teaching methods.

These foundational best practices should be incated in the design of specific services and
supports, including transition from high schoolubmg, and employment and other day
activities. Additionally, when considering servigesign it is important to recognize that a one-
size-fits-all approach will not be effective; a ganof options is necessary to accommodate those

across the entire spectrum of autism disorders.

Transition

The transition out of the public education system present a host of difficulties for young
adults with ASDs. The federal Individuals with Bislities Education Act (IDEA) requires that
individuals with disabilities receive special eduga services through the age of 21 years. To
prepare students with disabilities for the time whigs entitlement to services ends, IDEA

requires that transition planning begin at age 16.

The loss of the familiar routine of school andtimies, the friends they had in high school can be
particularly jarring for an individual with an ASDWithout transition to appropriate supports,
individuals aging out of the school system mayeegy losing many of the gains that they made
while in school. Effective transition strategies aritical to supporting adults on the autism

spectrum in achieving their potential.

Consistent with established best practices thesitian plan must be person-centered and
strengths-based, focusing on what the individualazacomplish rather than what they cannot.
Employment is often the focus of transition plamjibut the plan should cover all aspects of the
individual’s life, including housing, community geipation, leisure, and health. The process
should be inclusive, involving the transitioningixeamer, his/ her family, and the agencies that
will be providing services to facilitate developmenhan integrated and seamless plan. Those
participating in the planning should have a famiyawith ASDs and the services that are
available.

Burns & Associates, Inc. 14 August 23, 2010



Other best practices include recognition of thetiommg benefit of behavioral therapy and skills
training interventions throughout the teen yeaas #e focused specifically on the skills
necessary for successful community living and emplent. These skills include reacting to and
managing changes in the environment such as wbedsites, money management, writing

checks, filling prescriptions, safety, socializatioelationships in the work place, etc.

Housing

As young adults with ASDs transition from the pal@ducation system, many will continue to
live with their parents for some period of time its 2008Living with Autism Study Easter

Seals found that more than 80 percent of indivislwath autism between the ages of 19 and 30
years live with family compared to about one-thofdndividuals without special needs in this
age group. As will be discussed in the followiegtson, the extent to which this is true in Texas
is unknown. Supporting an individual in his/ hamily home is far less costly than providing
residential supports so states should providetassis to those caregivers who need it. These
services may be directed at both the consumer, asitierapies and behavioral support and
access to employment supports and day activiteesiell as to the caregivers. In particular, a
number of the task forces and researchers stresgetid for training for family members to

support the consumer’s behavioral plan as weléspite for caregivers.

Continuing to live with family is not an option fatl adults with ASDs, however. In some
instances, the consumer may no longer wish todiveome and, in others, family may be unable
to provide care due to age, infirmity, or others@as. Housing options are needed for the entire
autism spectrum; providing too little support magult in harm to a consumer while too much
may shortchange his/ her ability to be independedtresult in unnecessary costs for the state.
The range of options should include transitionatisis that are short-term and aim to build

skills necessary to live independently; supportedd in which the consumer lives in their
owned or leased home but receives some assistaaceas of need such as budgeting or
community engagement; supervised living in theined or leased home that is more intensive

than supported living such as, for example, mouhelghich several adults with ASDs live in

® http://www.easterseals.com/site/PageServer?pagsmaiog_living_with_autism_study _home
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different apartments within the same complex so tha
staff may provide oversight; and community-based

group homes.

Whether in their family home, living independently,

in a group home setting, housing supports should be
tailored to the unique needs of adults with ASPBsr
example, many individuals with ASDs lack awareness
of dangerous situations. A housing plan, thenukho
include safety training for consumers and the
appropriate level of supervision for each individua
The characteristics of ASDs can also have an impact
the necessary physical environment, which may requi
home adaptations and assistive technology such as
soundproofing and devices that enable consumers to
communicate and manage sensory and motor
challenges. In all instances consumers should be
provided an opportunity to “design” their home
environment by participating in major home decision

meals, household routines, etc.

One promising practice is family consortiums, inieth
two to four consumers choose to live in a sharedéno
purchased by the consumers’ families. The conssimer
and family members set the direction of the honte an
actively work together for its successful operation
either directly or through contracted service pdevs.
Families hire staff, set the staffing patterns, and
decorate and maintain the home. Services provided

the home include personal care, counseling, norriti
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Best Practices in Practice:
Autism Treatment Center,
Dallas and San Antonio

ATC provides a variety of
services to individuals with
ASDs. Operating these service
under one (organizational) roof,
ATC is able to deliver seamless
supports. ATC operates schoo
for children and young adults,
vocational and day programs,
and therapy services. ATC alsc
owns and operates 20

community-based group homes.

The group homes are single
family homes and duplexes.
Generally three or four resident
live in a home and are matched
for compatibility. Residents are
contributing household member
(e.g. doing chores) and make
decisions about their home suc
as how to decorate their room.

Providing meaningful activities
is an important element of
ATC's residential model.
During the day, residents are
usually out of the home working
volunteering, or participating in
other day activities. In the
evenings and on weekends, the
are outings for shopping,
entertainment, etc. Group hom
are frequently located near eac
other providing more
opportunities for socialization.

ATC's residential model
provides a framework for one
housing option for adults with
ASDs that works within existing
programmatic and funding
constraints (private
fundraising does play an
important role in addressing
remaining gaps)

(v2)
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transportation, and medical supplies and adaptive

equipment. Ohio has 87 of these consortiums.

Employment Supports

Most adults with an ASD are capable of working so
employment should be an expectation. For exantipde,
Delaware task force, which focused on young adults
transitioning from high school as well as oldemgelly
higher-functioning adults, stated their assumptiat
“each individual will spend approximately 40 hopes
week engaged in meaningful activity outside oftibene,
with at least 20 hours of this being gainful emphayt.
This is regardless of where an individual may lioe,

what he or she may do across the day.”

Supported employment programs can take a variety of
forms. In an individualized placement model, a job
coach provides one-on-one onsite support, assistang
consumer with learning both the functional and aloci
aspects of the job. Due to the cost of this model,
intensive support is often time-limited. Group goped
employment models include enclaves and mobile work
crews in which a job coach works with several
consumers. Group supported employment is generally
less integrated with less opportunity for transiiiny to
competitive employment and is, therefore, more
appropriate for consumers who are less likely talie

to work in an individual placement without interesiv

support.
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Best Practices in Practice:
nonPareil Institute, Dallas

The national Autism Society
reports that 90 percent of adults
with autism are unemployed.
Many have marketable skills,
but cannot navigate the
workplace. Interpersonal
relationships, training methods,
even the physical environmen
(e.g. light and noise) can be
barriers to success.

In response, the founders of
nonPareil Institute created a
model in which work is brought
to the individual who “work in
an environment suited to THE
needs rather than forcing them
to adapt to environments more
suited for thee without autism

This ASD-specific program ust
an interests- and strengthasec
approach to the work itself.
nonPareil trains its employees
various aspects of technology
development, an area in whicl
number of adults with ASDs
have an aptitude. Employees
receive competitive wages for
their work.

Long-term nonPareil hopes to
build a “community within a
community” with living
facilities for adults in the
program (living onsite will not
be mandatory). The commun
would seamlessly incorporate
housing, employment,
socialization, and other needs

The program’s name illustrate
the founders’ belief in their
consumers: “A person so
excellent as to have no equal.

[92)
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In recent years, there has been an emphasis aigffaore opportunities to adults with ASDs
and related disabilities through customized empleynand entrepreneurial models.

Customized employment seeks to create an indivizkehjob through negotiation with an
employer. The resulting job, of course, must na@e¢mployer’'s needs and make financial
sense. An entrepreneurial model is similar extiepindividualized job that is created is used as
the basis to form a corporation to pay the conswandrsupport staff rather than the consumer
working for another employer. Such models arei@algrly attractive options in rural
communities without center-based day or employmengrams. The entrepreneurial model

may take one of two paths — a micro-board or saipleyment.

A governing micro-board is created around the coresuand is made up of family members,
friends, community members, and others. Typicdlé/micro-board encompasses all of the
consumer’s lifelong support needs, including h&dditbn and residential needs in addition to
employment. The micro-board incorporates and besocamjualified Medicaid provider. There

are currently several successful micro-boards kxe$e

Self-employment is generally a less resource-imtenrmodel than micro-boards. The focus is
limited to employment and incorporation may or may be necessary and a governing board is
not necessary. The consumer runs the corporatmohherself after having received training in
marketing, billing, paying taxes, and the actuatkwoAs an example, one Texas parent reported

her son with an ASD and mental retardation formedraoration to clean windows.

Evaluations of supported employment programs fivad those that are effective provide
employment specialists with an understanding of ASll@n jobs with consumers’ interests,
provide ongoing support to maintain the job, andknaosely with employers. It has been
shown that consumers involved in supported commiamtployment experience improved
quality of life compared to those in sheltered vebréps.

With the exception of the entrepreneurial modeispleyer participation is key to a consumer’s

successful employment. This, in turn, requires jila coaches be familiar with the business

community in their area and reach out to potemtmaployers to discuss the benefits of hiring an
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Best Practices in Practic:
The Coffeehouse, Houston

Recognizing the need for
services tailored to individuals
with ASDs and the lack of
services for high-functioning
adults, the Harris County local
MR authority established the
Coffeehouse program for adult
with Asperger’s Disorder to
provide an enriching
environment during the day.

The Coffeehouse is a voluntary
drop-in program with a mission
“to provide an opportunity and
atmosphere for people with
Asperger’s Disorder to work on
social and related issues that
affect their independence and
community living.” Limiting
the focus to Asperger’s rather
than the entire autism spectrun
or an even broader group with
developmental disabilities has
resulted in a program that is
tailored to the unique needs of
this population including social
skills training and college/
employment readiness.

Participants discuss with their
peers issues relevant to having
Asperger’s. The group is led
by a trained facilitator, but the
participants largely determine
what will be discussed.

These ingredients — specializec
services, self-determination,
high expectations, and a sense
of community — have created a
meaningful program for its
attendees. In the words of one
consumer, “Despite all the

challenges Coffeehouse and its

staff are pulling miracles daily
in that program.”

>}

)
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individual with an ASD. To further encourage enygo
participation, several task forces have recommeitiued
establishment of tax credits for those that proyidbes to
adults with ASDs and other disabilities.

Day Activities

Activities other than employment should also belatsée.
For some consumers these activities will fill timken they
are not working; for others, employment may notabe
immediate option and so these activities will coisgpa more

significant portion of their day.

Effective day habilitation programs facilitate lesrg with a
focus on skills related to activities of daily Ing, pre-
vocational training, or preparing for continued eahion. The
program should be appropriate to the functionatlle¥ those
participating, rather than serving as an adultctag
program. To the greatest extent possible, an gmpeat
focus should include a goal of graduating the coresuto
community employment rather than emphasizing aestesl
workshop approach that is not individualized, pdesi little
training, expects minimal production, and has Hagff-to-
client ratios. Day habilitation programs shouldlide a
community integration emphasis by providing constame
opportunities to spend time in the community thitoug
volunteer activities, shopping trips, entertainmextursions,

etc.

Behavioral Supports
Certain services have historically been providedfoldren

with ASDs but not adults, including behavioral pragming
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and therapies. In many states, these servicesertb be restricted to children because it has
been believed that they are not effective for agldut recent evaluations on the effectiveness of
these services have found that adults with ASDscoatinue to benefit. A specific example of
this type of service is applied behavior analy8iBA). ABA is a structured, empirically based
behavioral/ educational intervention. ABA aimsitrease on-task behaviors/ attention, teach
skills not currently in the consumer’s behavioggertoire, maintain positive behaviors already
in the individual’s repertoire, generalize posithvehaviors and skills across settings, restrict or
narrow conditions under which interfering behaviocsur, and reduce or eliminate maladaptive

behaviors.

The recommendations from the state task force tejpoid research literature described earlier in
this section demonstrate a high degree of consersasnumber of best practices related to
meeting the needs of adults with ASDs and relateabilities. Appendix B includes

descriptions of systems in Pennsylvania, Connegtaoud Arizona that put many of these
principles into practice. Few, if any, programsreuntly incorporate all of these practices, but
these standards provide a guidepost both for miegsexisting systems and constructing new
programs.
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SECTION 4: PROGRAMS CURRENTLY PROVIDING SERVICES TO ADULTS WITH ASDs

Many state entities are responsible for providiagaus services to adults with autism spectrum
disorders. This fragmented approach is historec@nven in large measure by federal
requirements and funding streams. Each of theDlhith schools in the State must provide
transition services to any individual qualifying &pecial education services. Employment
services may be provided through programs admneidtiey the Department of Assistive and
Rehabilitative Services, Department of Aging anddbility Services, or Texas Workforce
Commission. DADS is responsible for administersegeral different Medicaid waiver
programs that may serve individuals with an ASIxKeaf which has different requirements and
service packages), while the Health and Human &ss\Commission administers the traditional
Medicaid program. In addition to the number otestagencies that are involved, in many
instances responsibility for coordinating and daling services for these programs is delegated

to local authorities or contractors, creating fartfragmentation.

Each state entity is responsible only for the dpeservices that it delivers. No single agency is

responsible for coordinating services for individeansumers.

Independent School Districts

There are more than 1,200 independent schooldss{iiSD), including charter school operators,
and more than 1,700 high school campuses in Tekas.public education system plays an
important role in preparing individuals with autismectrum disorders and related disabilities for
adulthood.

The Texas Education Agency reports that there wene than 4.7 million children (and young
adults) in public schools as of October 2009. Agpnately 456,600 (about 9.6 percent of the
total) were receiving special education servid®@$these, 26,003 individuals had an autism
spectrum disorder diagnosis, representing 0.5%péaf the total number enrolled in public

schools.
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Figure 4 illustrates the total ASD population by ag of October 2009. Although a static
portrait, the chart demonstrates a clear trence Aumber of children with ASD diagnoses rises
until the age of seven years old as children wieonat keeping pace with their peers are
identified, screened for a learning or developmlaitability, and enrolled in special education
services as appropriate. After the age of seeansy the decline in the number of students with
ASDs receiving special education services presuynafiects children who are mainstreamed
back into regular classrooms. Children with mareese disabilities continue to receive special
education services until they graduate from higtostor age out of the public education system

at 22 years of age.

Figure 4: Children with an ASD Diagnosis Receiving Special Education
Services in Public Schools, as of October 2009
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As noted previously, federal law requires that stidevelop a transition plan for students with
disabilities to prepare for life after high schodlexas regulations require that transition
planning include postsecondary education optiofisnetional vocational evaluation,
employment goals and objectives, independent ligiogls and objectives, and referrals to
appropriate services. The transition plan is dised in admission, review, and dismissal (ARD)

meetings, which include the student, his/ her pésgrand school personnel, and may also
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include, at the parents’ option, representativesfthe local MR authority and/ or DARS. Local
MR authorities and DARS are not, however, obligatedttend ARD meetings.

Department of Assistive and Rehabilitative Services

After exiting the public education system, a numiifeyoung adults with autism spectrum
disorders and related disabilities begin to receeational rehabilitation services from DARS.
Vocational rehabilitation is intended to assistwidbals with disabilities obtain and retain jobs.
In order to be eligible for services, an individaalist present a physical or mental disability that
affects their ability to work, require servicesorder to obtain or retain employment, and have

the ability to maintain their job after receivingrsgices.

Once an individual is determined eligible, DARS: ttonsumer, and the consumer’s family as
appropriate develop an individualized plan for esgptent (IPE). The IPE includes an
employment goal, a plan for achieving that goad, ftequency with which the DARS counselor
meets with the consumer, a description of the sesvio be received, and the consumer’s
responsibilities in achieving the employment gdaARS does not have an order of selection

(waiting list) in place; all consumers determindidible receive services.

Case management for vocational rehabilitation sesvis performed by DARS employees,
referred to as counselors. The program contraitkswendors to deliver various services, which
may include training, job placement assistancegcpmrhing, tuition assistance, assistive
devices, and other services. Federal funds rege¢hreugh the Vocational Rehabilitation Act
cover 78.7 percent of most vocational rehabilitmgapenses. This law, however, limits the use
of federal funds for supported employment serv{gdsch generally encompass most of the

services noted previously) to 18 months.

According to DARS’ 2009 annual report, more thar086 individuals received vocational
rehabilitation services at a total cost of $206iion. Individuals with developmental
disabilities, including autism spectrum disordesgresent a minority of these totals. Reviewing
claims data provided by DARS for the twelve monghigpd ending June 30, 2009, only 951

individuals had a primary or secondary impairmentsed by autism and another 6,481 had
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mental retardation, cerebral palsy, or a congeondatition/ birth injury. Overall, individuals

with a developmental disability comprised less tharpercent of the vocational rehabilitation

caseload. Similarly, the $18.4 million of spendietated to this population was only a fraction

of the program’s overall budget.

Figure 5 displays vocational
rehabilitation caseloads and
spending for individuals with ASDs.

On average, the vocational
rehabilitation program expends
about $2,200 for each consumer
with an ASD. The largest categorie

of spending are services leading to

Figure 5: Vocational Rehabilitation Spending for
Individuals with ASDs, 7/1/08-6/30/09
Autism Spectrum Disorders
Age Consumer  Expend. Avg. Spending
Age 13-17 9 $ 9,738 $ 1,082
Age 18-21 532 950,941 1,787
Age 22-25 263 757,974 2,882
Age 26-34 96 255,374 2,660
Age 35-44 34 55,571 1,634
SAge 45-64 17 41,884 2,464
Age 65+ - - -
Total 951 $ 2,071,482 $ 2,178

supported employment and tuition Source: B&A analysis of service claims data proditdyg DARS

assistance. Individuals with an ASD are more Yikbhn other disability populations to receive

evaluations, psychological testing, and counsedgryices.

The vocational rehabilitation program is availasti@tewide, operating out of more than 120

offices. There are, however, significant differemdn spending and services across the State.

Figure 6 compares spending across the State osghbizhealth and human services region.

Burns & Associates, Inc.
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Figure 6: DARS Annual Spending per ASD Consumer by HHS Region,
7/1/08-6/30/09

Reg. 1: High Plains (20)

Reg. 2: Northwest Texas (17)
Reg. 3: Metroplex (312)

Reg. 4: Upper East Texas (24)
Reg. 5: Southeast Texas (10)
Reg. 6: Gulf Coast (286)

Reg. 7: Central Texas (114)
Reg. 8: Upper South Texas (94)
Reg. 9: West Texas (10)

Reg. 10: UpperRio Grande (17)
Reg. 11: Lower South Texas (46)
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Source: B&A analysis of service claims data prodibg DARS
The figure excludes costs associated with vehi@difications and halfway houses to avoid

skewing figures in the smaller regions and focusuttion and training costs. Average per
consumer spending by region ranges from a low (88glin the Lower South Texas region to a
high of $3,273 in the West Texas region. Revievdaryice level details shows that there is a

broader array of available services in metropolgegas compared to more rural areas.

Department of Aging and Disability Services

DADS is responsible for funding and overseeing mloer of programs to provide residential
and home and community-based services for aduttsanitism spectrum disorders and related
disabilities. The most significant of these pragsaare public and private intermediate care
facilities for the mentally retarded (ICF/ MR), twedicaid waiver programs, and general

revenue (GR) funding contracted through the locBl &lithorities.
ICF/ MR services and the waiver programs receiderf@ matching funds through the Medicaid

program. The federal share of costs is based tipostate’s per capita income compared to the

national average. In Texas, the historic feddrate of Medicaid costs is about 60 percent (the
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matching rate has been temporarily enhanced uhddetieral American Recovery and
Reinvestment Act). The GR-only services do nogirezany federal financial participation.

Intermediate Care Facilities for the Mentally Retad

ICF/ MRs are Medicaid-funded institutions that pd®/24-hour residential services.
Additionally, consumers residing in ICF/ MRs mage®e comprehensive behavioral treatment
services; skills training; occupational, physi@ald speech therapies; vocational programs; and
services to maintain connections between indivslaald their families and natural support
systems. According to United Cerebral Palsy’s (WTie Case for Inclusion Repdar 2010°,

in 2008 Texas had more consumers in state-run avate ICF/ MRs than any other state.

In Texas there are 13 state-operated ICF/ MRstrezféo as State Supported Living Centers
(SSLC). According to the DADS website, the censusethese facilities range from
approximately 75 to 580 consumersAccording to the UCP repattere were 4,789 consumers
in these “large state facilities” in 2008, neaiyde as many as in any other state. All of the
consumers placed in the SSLCs have mental retargdtit a number also have co-occurring
diagnoses. In the 12-month period ending Jun2@09, 357 adults with an ASD diagnosis
resided in a SSLC at some point during the y@aioviding ICF/ MR services is expensive. The
average cost of supporting an adult with an ASD\also has a mental retardation diagnosis) in
an SSLC was more than $133,000 in the twelve-mpettod ending June 30, 2009.

The State also has an extensive network of pridzEé MRs. The DADS website lists more
than 800. These homes are substantially diffdrent the state-run institutions because,
although some are medium or large facilities, npoisiate ICF/ MRs are single-family homes
licensed to house six consumers. Claims datanéof2-month period ending June 30, 2009

indicate nearly 7,000 consumers resided in pril@i MRs, including 382 adults with an ASD.

The historic reliance on ICF/ MRs was primarilyegult of the manner in which the federal

government funded services for individuals witrellgctual and developmental disabilities.

19 http://medicaid.ucp.org/pdf/Case_For_Inclusion_&te010.pdf
M http://www.dads.state.tx.us/services/statesch@msieved August 23, 2010)
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State-run ICF/ MRs have been an optional state ggavice under federal Medicaid law since
1972 (private ICF/MRs were not added until 197¥)wvaing costs to be shared between the
federal government and the states. Prior to theratdbf Medicaid waivers, home and
community-based alternatives were not eligibleféaleral funding so states had a financial

incentive to place individuals in ICF/ MRs rathlkan less restrictive options.

Medicaid Waivers

To facilitate a shift away from ICF/ MR placemerits 1981 the federal government established
a “waiver” option for states. In brief, Medicaicaivers authorized under Section 1915(c) of the
Social Security Act permit states to provide home eommunity-based services that are

generally not available through the traditional dadd program.

DADS administers several 1915(c) Medicaid waivergpams, including Community Based
Alternatives, Consolidated Waiver Program, Deaf@IMultiple Disabilities, Medically
Dependent Children Program, Texas Home Living, Camity Living Assistance and Support
Services (CLASS), and Home and Community-basedi@=¢HCS). Although there are
individuals with autism spectrum disorders enrolle@ach of these waivers, the largest numbers
of adults with ASDs are enrolled on either the CISAG& HCS waiver.

The HCS waiver is a “comprehensive” waiver thatymes both home and community-based
services and residential support through small gtoames. About 80 percent of the consumers
enrolled in the HCS waiver live in a paid residehgilacement, either in a group home, adult

foster care, or another supervised living environtne

In order to be eligible for the HCS waiver, a camsn must have mental retardation or a related
condition that results in an IQ of 75 or below. ushan ASD diagnosis alone will not make an
individual eligible for this waiver. Of those widm ASD (in addition to mental retardation) 65
percent had a “current or active state” autistsodier (ICD-9 diagnosis code 299.00) and 32
percent had another current or active state spelqiiervasive developmental disorders (299.80),

which are more severe diagnoses on the autismrapectA consumer must also meet ICF/ MR
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level of care criteria, meaning that, in the absesichome and community-based supports, they

would require institutional care.

Nearly 16,000 consumers received services througtHCS waiver between July 1, 2008 and
June 30, 2009; a little more than 1,200 of thedeviduals had an ASD diagnosis (with more
than 1,000 who are at least 18 years of age). tDtending limitations, not everyone who is
eligible for the program is able to enroll. AsJeily 2010, 46,650 individuals were on an interest
list meaning that they have applied for services Have not yet received an eligibility
determination for the HCS waiver. Some individuadse been on the interest list for as long as
nine years. Assuming the distribution of diagndseshe existing caseloads is similar to the
distribution within the interest list, an estima@d00 are adults with ASDs. Using current
spending averages, enrolling these individuals deoobkt approximately $140 million, of which

$56 million would come from the State.

The CLASS waiver is a “supports” waiver that praschome and community-based services,
but not residential supports, to individuals witkellectual and developmental disabilities. Like
the HCS waiver, an individual must meet ICF/ MReleof care criteria in order to be eligible for
the CLASS waiver. Unlike the HCS waiver, howewedjviduals do not need to have mental
retardation to qualify and a consumer with an AS&ydosis without a co—occurring condition
may be eligible.

Between July 1, 2008 and June 30, 2009, more tH#&®4ndividuals, including more than 800
with an ASD (about half of whom were 18 years of agolder), were served through the
CLASS waiver. Most of the adults with an ASD in £2S have the same two diagnosis that
comprise the majority of the HCS caseload, “currdctive state” autistic disorder and current
or active state specified pervasive developmemsairders, but about 12 percent have an

unspecified developed delay (315.9), which is tglhyca less severe diagnosis.
As with the HCS waiver, the CLASS waiver does rtéhsufficient funding to enroll all

eligible consumers and, as of July 2010, 31,48&iddals were on an interest list. Some

individuals have been on the interest list foragylas seven years. Working from the
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distribution of diagnoses within the existing casel, an estimated 1,900 of the individuals on
the interest list are adults with ASDs. Enrollthgm in the waiver would cost about $60

million, of which $24 million would be state funds.

Figure 7 compares the services offered by the taweavs. In addition to the lack of residential
supports in the CLASS waiver, one of the more rietdiiferences between the two service
packages is the availability of certain specialitegtapies in the CLASS waiver that are not
covered by the HCS waivers. This category of seruicludes massage, music, hydro-, aquatic,
hippo- (equine), and recreation therapy; therapeéwdrseback riding; auditory integration
training; and nutritional services. These spentalitherapies are frequently utilized by

individuals with ASDs, but the HCS waiver coversyoaudiology and dietary services.

Both waiver programs rely on Figure 7: HCS and CLASS Waiver Covered Services
contracted entities for case HCS CLASS
management. Within the CLASS Residential Support v
) _ ) Supported Home Living 4
waiver, case management is provided Sypervised Living Services v
by an independent case management| Foster Care Services v
. Support Family Services v
provider agency. As of June 1, 2010 Fransition Assistance ($2,500 max.) v
case management for consumers Day Habilitation v
. . . . Habilitation Attendant/ Training v
enrolled in the HCS waiver is provide Prevocational 7
by the local MR authority as a state | Supported Employment (HCS-$3,000/ v v
. . yr. max.)
plan service (previously case Respite Care (30 day/ yr. imit) 7 v
management was provided by the dirgcPccupational Therapy v v
_ _ ) Physical Therapy v 4
service agency as a waiver service). [Speech/ Language Pathology v v
Case managers are responsible for | SPecialized Therapies Y
S Audiology (Spec. therapy in CLASS) v
assisting in the development of an Dietary (Spec. therapy in CLASS) v
individual service plan that is expecteq Nursing Services v v
_ _ Psychology (Behavior Support) v v
to consider each consumer’s unique [ Dental ($1,000/ yr. max.) v
needs, strengths, goals, and natural | Social Work v
Adaptive Aids ($10,000/ yr. limit) v v
supports. Minor Home Modifications (lifetime v v

limit—HCS: $7,500; CLASS: $10,000)
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The service plan provides for an authorization specific amount of the various services that
the consumer will receive. The CLASS and HCS waiwilize direct service agencies to
deliver the services identified during the plannpngcess. These agencies cannot also provide

case management services.

Both programs emphasize self-determination andwugs choice to empower consumers with
greater control over aspect of their lives. Constegnmay select any direct service provider or
CLASS case management agency contracting with D&&lx®rve their area. Additionally,
consumers have the option of selecting the consuimected services (CDS) option. In CDS,
the consumer or his/ her designated representaitigs, trains, and supervises direct support
workers. Within the CLASS waiver, CDS is an optfonhabilitation services, respite, nursing,
physical therapy, occupational therapy, speechithgénerapy, and support consultation.
Approximately 58 percent of the consumers with &DAenrolled in the CLASS waiver utilized
the CDS option. Within the HCS waiver, self-ditentwas added only about two years ago and
is only available for supported home living, reggervices and support consultation. Due to the
recent addition of the CDS option in the HCS waied limited services for which it is

available, it is utilized much less frequently lmnsumers in the HCS waiver.

DADS pays providers according to a published fémduale. The rates are intended to account
for wage, benefit, and administration costs andsatein part, using information from provider
cost reports. In general, the same services re¢tkersame reimbursement across the CLASS
and HCS waiver though supported employment is abe@texception. Rates are the same across
the State; there are no differentials to accountdgional variances in the labor market. With

the exception of residential services, foster amdganion care, supported home living, and

habilitation, there are no rate differentials basedonsumers’ level of need.

Many provider reimbursement rates have receivedragincreases in recent years. For
example, since August 2007 supervised living asdlential support service rates increased
between 32 and 64 percent; HCS day habilitatiogsrather than pervasive-plus (which
decreased three percent) increased between 177gmet&ent, CLASS habilitation rates
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increased between 11 and 12 percent, therapyiratesased between 17 and 25 percent, and

behavioral support rates increased 11 percent.

Between July 1, 2008 and June 30, 2009 Figure 8: CLASS and HCS Caseloads and Spending,
- by Age and ASD, 7/1/08-6/30/09
DADS expended more than $1.0 billion to _

_ _ S ) Consumers  Expenditures Avg. Cost
provide services to individuals enrolled incass 4,112 $144,542,051 $35,151
the HCS waiver and more than $140 | W/ ASD 844 25,800,761 30,570

. _ <18 440 12,473,656 28,349
million to support those enrolled in the 18+ 404 13,327,105 32,988
CLASS waiver. Figure 8 summarizes | w/o ASD 3,268 118,741,290 36,335

<18 1,070 31,487,114 29,427

caseloads and costs across the two 18+ 2.198 87254176 39,697
programs.

HCS 15,953  $1,025,240,935 $64,266

w/ ASD 1,239 82,182,004 66,329

The table shows that the average annugdl <18 192 8,394,034 43,719

S _ 18+ 1,047 73,787,971 70,476

per-consumer cost is significantly higher w/o ASD 14,714 043,058,931 64,093

for adults compared to children, <18 563 24,175,885 42,941

18+ 14,151 918,883,046 64,934

particularly in the HCS waiver. This  sgurce: B&A analysis of service claims data prosidy DADS
increase coincides with exit from the public edigrasystem. Without ISD services funded

through IDEA, consumers and their families relytba waivers for day habilitation services.
Comparing the 18 to 21 age group to those betweeades of 26-34, day habilitation costs per
consumer are nearly 250 percent higher in the CLASSer ($6,500 to $22,698) and almost

350 percent higher in the HCS waiver ($5,226 to,$28). Additionally, a number of young
adults exiting high school transition to paid resitlal placements, including HCS group homes,
adult foster care, or supervised living environrseritess than 40 percent of the HCS consumers
between the ages of 13 and 17 are in a paid rdg@atiplacement. This percentage grows to
almost 74 percent for those between 18 and 21 yéage. After the age of 22, more than 90
percent of HCS consumers are living in a paid exdid| placement.

This differs greatly from the 2008 Easter Seal®regpited previously, which found that 80
percent of adults between the ages of 19 and 3@ Yiga with family. This may be partially
explained by parents providing paid foster carthenfamily’'s home. DADS reports that,

anecdotally, this occurs frequently and may exptairch of this increase in paid residential
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placements when consumers reach the age of 18 yidawever, DADS does not have data that
guantifies this assumption and the proportion ofstmners in adult foster care still living in their

family home is unknown.

Within both waiver programs, a small number of sE\categories account for the bulk of total
spending for adults with an ASD. Of the $73.8 imillexpended to support adults with an ASD
enrolled in the HCS waiver, three categories ofises comprised more than 96 percent of the
total: case management (36.5 percent), out-of-h@sidential supports (32.0 percent), and day
habilitation services (27.6 percent). Similarlyuf categories of service account for nearly 86
percent of the more than $13 million of CLASS waispending for adults with an ASD:
habilitation (34.9 percent); client-directed seedacwhich can include a number of different
services (32.0 percent); specialized therapie$ (38tcent); and case management (5.2 percent).

As in the vocational rehabilitation program, sigrant differences in per capita spending are
evident across the HHSC regions (see Appendix @luatrated by Figures 9 and 10.

Figure 9: Annual CLASS Waiver Spending per Adult with an ASD
by HHS Region, 7/1/08-6/30/09

Reg. 1: High Plains (20)

Reg. 2: Northwest Texas (17)
Reg. 3: Metroplex (312)

Reg. 4: Upper East Texas (24)
Reg. 5: Southeast Texas (10)
Reg. 6: Gulf Coast (286)

Reg. 7: Central Texas (114)
Reg. 8: Upper South Texas (94)
Reg. 9: West Texas (10)

Reg. 10: Upper Rio Grande (17)
Reg. 11: Lower South Texas (46)

$0 $10.000 $20.000 $30.000 $40.000

Source: B&A analysis of service claims data proditdg DADS
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Figure 10: Annual HCS Waiver Spending per A dult with an ASD
by HHS Region, 7/1/08-6/30/09

Reg. 1: High Plains (20)

Reg. 2: Northwest Texas (17)
Reg. 3: Metroplex (312)

Reg. 4: Upper East Texas (24)
Reg. 5: Southeast Texas (10)
Reg. 6: Gulf Coast (286)

Reg. 7: Central Texas (114)
Reg. 8: Upper South Texas (94)
Reg. 9: West Texas (10)

Reg. 10: Upper Rio Grande (17)
Reg. 11: Lower South l'exas (46)

$0 $15,000 $30,000 $45,000 $60,000 $75,000 $90.000

Source: B&A analysis of service claims data proditdg DADS

As the charts demonstrate, some regions may héatesety high per-capita spending in one

waiver and comparatively low per-

capita spending in the other waiver. | Figure 11: Per-Capita Waiver Spending on Adults wih
i i ASD Ranks by Region, 7/1/08-6/30/09
Figure 11 ranks each region by CLASS HCS
spending for the CLASS and HCS | Region 1: High Plains 10 1
) ] o Region 2: Northwest Texas 5 2
waivers. Analyzing utilization of Region 3: Metroplex 8 8
s . . egion 4: Upper East Texas 9 4
individual services reveals difference gegion 5 Southeast Texas 11 9
between regions. Region 6: Gulf Coast 7 7
Region 7: Central Texas 6 6
Region 8: Upper South Texas 3 5
o ; Region 9: West Texas 2 10
Within the CLASS waiver, the Region 10: Upper Rio Grande 4 11
regions with the highest utilization of| Region 11: Lower South Texas 1 3

specialized therapies correspond to the Stateje$hametropolitan areas: Austin, Dallas/ Fort
Worth, Houston, and San Antonio. In

each of these regions, a majority of Source: B&A analysis of service claims data prodittg DADS
consumers received specialized therapies, whieweral of the less populous regions, one-third

or fewer of the consumers utilized these servi@silarly, consumers in these regions — plus
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the El Paso area — are more likely to use the ecoesdirected option. These facts imply that
the more rural areas of the State lack choiceanigers and, particularly, specialized providers.

These areas appear to compensate by relying muahheavily on day habilitation services.

The highest per-capita spending in the HCS waiceurs in the more rural areas of the State. In
general, consumers in these regions are more likdlye in paid residential placements and,
since these services are costly, these areas Ighear laverage costs. As with the CLASS
waiver, one of the likely drivers of the higherighence of paid residential placements in rural
areas is the lack of alternative services. Alsalar to the CLASS waiver, HCS consumers in

rural areas utilize more day habilitation servitteen individuals in more populous areas.

General Revenue Services

As noted, the CLASS and HCS waivers are not seffity funded to enroll everyone who is
eligible and more than 78,000 are on an intersstaiting for services, which is more than any
other state according to the 2010 UT#e Case for Inclusioreport. To provide some level of
services to individuals who are not enrolled in ohéhe waiver programs, Texas provides

general revenue (GR) dollars to provide state-@unhgled services.

In fiscal year 2010, $110 million in general reverfunding was distributed to the local MR
authorities in amounts ranging from $509,000 to.$18illion. The funds are intended to be
used to help consumers remain in their own homéividuals eligible for GR funded services
are those that have mental retardation or a pereagvelopmental disorder including autism,
certain nursing facility residents, and childreigiéle for early intervention services. DADS
directs the local MR authorities to give priorityindividuals with the “most intense needs”,
including those at risk of losing his/ her supmystem, especially the living arrangement or
supports needed to maintain self; at risk of almuseeglect; whose basic health and safety needs
are not being met through current supports; atfaskunctional loss without intervention or

preventive or maintenance services; or who dematestirepeated criminal behavior.

Allowable services are generally those coverechkyGLASS waiver, including case

management, habilitation, transportation, employrassistance and supported employment,
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respite, nursing, behavioral support, specialibedapies, vocational training, and in-home
family support. Home modifications and adaptivdsaare not permissible. Though covered
services are similar to those in the CLASS waigarindividual receiving GR funded services
receives much less support than consumers enialkb@ waiver. The local MR authorities
report spending between $3,000 and $6,000 per omerscompared to the CLASS waiver’s
average per-capita spending of $35,000.

Health and Human Services Commission

The Health and Human Services Commission admisigher traditional Medicaid program in
Texas to provide medical insurance to low-incontividuals. HHSC delivers services on a
fee-for-service basis as well as through capitatadaged care plans. HHSC utilizes more than
one fee-for-service model, but the common featsitbat hospitals and providers contract
directly with HHSC and are reimbursed on a perdiseriasis. In the STAR and STAR+PLUS
programs, in contrast, HHSC contracts with healimpand pays them a monthly capitation rate
for each enrolled consumer and the health plaesigansible for ensuring that individuals

receive the services that they need.

The STAR+PLUS program is operated under a Medi8aiction 1915 (b)/ (c) waiver. This
program for individuals with physical or mental aldities who qualify for supplemental
security income (SSI) places responsibility forcdla consumer’s medical needs — acute care,
long term care, and behavioral health — with alsinganaged care organization (MCO).
Participation in the program is mandatory for dyalg individuals in the Bexar, Harris, Harris
Expansion, Nueces, and Travis service areas (Datlds arrant service areas will be added in
2011). Individuals in ICF/ MRs or enrolled in a DA waiver program are ineligible.
Consumers may select any MCO contracting in tregirise area, and that MCO is paid a fixed

monthly rate for each consumer.

Other Programs

There are other programs that reach more limitedbmus of adults with ASDs, including higher

education support, employment services, and hoysiograms.
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Higher Education

Community colleges and universities must make accodations for individuals with
disabilities, including those with ASDs. These@omodations could include assistance with
note taking or additional time to complete an exhut,generally do not include supports in
daily living or socialization that young adults ifSDs often need in order to be successful in
college. There are programs at some colleges, Vewihat have been designed specifically to

support individuals with ASDs.

For example, Midwestern State University startediitism Support Program (ASP) in 2008.
The program provides a residence for 2-3 studeittsam ASD and a like number of students
without an ASD who are special education majorsvand serve as peer mentors. This model
provides mutual benefits; the peer mentors gaireapce working with individuals with special
needs while the individuals with ASDs receive caling), socialization assistance, study hall,
and experience living more independently. Of thgiwal participants with an ASD, one student
now lives with a peer mentor in a campus apartragdtanother is in a traditional residence hall.
ASP continues to provide supports to these studenteeded. The Texas Legislature has

provided funding for the program through May 2011.

Similar programs are not available at all Texasitunsons of higher learning and even this
program is currently reaching only five consumergesv young adults with ASDs have access

to such comprehensive supports in college.

Workforce Programs

The Texas Workforce Commission (TWC) is respondittecoordinating a number of
employment programs, most of which are funded byfélderal Department of Labor (DOL) and
delivered through employment one-stops in 28 legakforce investment areas. In general
vocational rehabilitation programs are partnemheone-stop system, but most of the services
delivered through the system are designed for iticahl” low-income job-seekers rather than

individuals with disabilities.
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To address the difficulty that individuals with dislities have historically had in accessing
services through the one-stop system, the fedexargment began funding the disability
program navigator initiative in 2003. The inteftlee initiative was to increase access to
employment and training services and employmenbdppities for individuals with disabilities,
strengthen relations between one-stop programsamedhunity organizations to better
coordinate service delivery, provide informatiord aupport to businesses to improve their
capabilities in hiring and retaining job seekerthvdisabilities, and act as liaisons between
individuals with disabilities and the one-stop systby assisting individuals to access one-stop
services. There is currently a navigator in eddh® 28 local areas across the State. Beginning
in fiscal year 2009, TWC began fully funding thatstvide initiative after DOL eliminated
disability navigator grant funding. Despite preggs made through the navigator initiative, one-
stop systems across the nation continue to strugtieproviding services to individuals with
disabilities.

Housing Programs

Most housing-related programs are federally fundedsome instances the funds are granted
directly to local governments or service provideffar programs administered through the State,
the funds are handled by the Texas Department asidig and Community Affairs (TDHCA).

As is the case for TWC, most TDHCA programs dospecifically target individuals with
disabilities although much of the focus is oftenimdividuals with physical disabilities, which is

a larger group than those with intellectual andefilgymental disabilities.

There are some funds that are earmarked for inaisdwith disabilities. For example, the
federal Section 811 Supportive Housing for Persuitis Disabilities grant provides capital
grants and project rental assistance to nonprefielbpers of housing for individuals with
disabilities. Several Texas nonprofits have reamgifunding from this grant, including programs
serving adults with ASDs. A portion of Sectionudling is set aside for housing vouchers for
individuals with disabilities and the HOME and Coommity Development Block Grants may be
used to construct or rehabilitate housing for pesswith disabilities. TDHCA reports that
incentives are provided in certain programs toe@nority populations, which may include

individuals with disabilities.
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SECTION 5: GAP ANALYSIS

While there are a number of positive features ofpams available to adults with autism
spectrum disorders and related disabilities, ssdin@ person-centered focus and consumer
directed options under DADS’ waiver programs ad a&la large core group of parents,
providers, and others who are dedicated to impguitcomes for all adults with ASDs, there
are significant gaps in the type and amount ofisesvavailable for adults with ASD as well as

the comparability of services across regions ofState.

Many Texas stakeholders who provided input for stigly, particularly parents and caregivers,
express dissatisfaction with the existing syst&uame of these gaps, such as waiting lists, a lack
of services for young adults transitioning outltd public education system, and system
fragmentation are applicable to all individualshwittitellectual and developmental disabilities.
Others are more unigue to individuals with autigacsrum disorders including programs that
lack services needed by the consumers such asibediaupports and providers without
experience working with adults with ASDs. Familggoke passionately about the failures that
these system deficiencies are causing across tisenaspectrum: young adults that are
regressing after leaving the public school systemoy employment outcomes, and consumers

that do not have opportunities to lead enrichingdi

Insufficient Resources

There are more than 78,000 individuals with inttlial and developmental disabilities waiting
for home and community-based services through tt&SS and HCS waivers. An estimated
4,000 of these individuals are adults with an ASD.

The number of individuals that are unable to aceesgces correlates directly with the
resources invested in programs for individuals wtkllectual and developmental disabilities.
According to the annud&esidential Services for Persons with Developmdditdbilities study
(Lakin, et al.}%, spending for home and community-based servieesh(as those provided
through the HCS and CLASS waiver programs) per $egaident was $28.71 in 2008.

12 http://rtc.umn.edu/docs/risp2008.pdf
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Compared to the other states, this is the secomdsdioper capita contribution to these services

ahead of only Mississippi.

Insufficient funding was an issue that[ Figure 12: Responses to the Question “How would you
was mention the vast maijority of rate the adequacy of funding allocated to servicesr
s mentioned by the vast majority o individuals with ASDs?”

stakeholders, whether consumers, Family Providers
families, providers, or local MR (n=60) (n=38)

. ) Very Adequate 5% 3%
authorities. Figure 12 reports the Somewhat Adequate 8% 50

. ; Neutral 12% 5%

responses received for the online Not Very Adequate 0% 37%
survey question relating to the Very Inadequate 55% 50%

] Source: Compilation of B&A's online survey, opeonfrJune 9 to
adequacy of system funding. More July 19, 2010

than half of both provider and family responderitgse the lowest ranking, very inadequate.

Almost 90 percent of providers responded negatitethis question.

When their adult child is unable to access servitesto waiver funding limitations, parents
report that their adult children do not reach tipeitential. They are unable to obtain a job and
do not have other meaningful activities to occumirtday. This can lead to frustration and

acting out.

“My son...was put on a waiting list in 2007. We at#l waiting for services, and it
is my understanding we will be waiting several gedn part due to this, he has
spent time in a mental health commitment and id’jai
-Mother of a 23 year-old with an ASD

Caregivers are also affected when their family memibunable to access services. If the adult
with an ASD is unable to be at home for an exteruirtbd of time without supervision, the
caregiver may have to stop working or pay out-ofkmd for attendant care. If these are not

options, the consumer may need to be placed ideesal care at a greater cost to the State.

For those individuals who do have a waiver slot,gogasumer spending in the CLASS waiver
compares favorably to supports waivers in othagestdut HCS spending is on the low side for a

comprehensive waiver. Common complaints of fammdth relatives in the HCS waiver are the
40
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lack of coverage of the specialized therapiesdhativailable in the CLASS waiver, the low
spending cap for supported employment, and thestomf coverage for prevocational
services. Further, since HCS requires consumédrave a mental retardation diagnosis and
CLASS does not provide housing supports, thereaarggnificant residential options for higher-
functioning adults with ASDs.

Services Are Not Designed for Individuals with ASDs

Even for those fortunate enough to be enrolledwaeer program, there are a number of gaps
in the system. A frequent frustration expressedthiteholders was that existing services do not
“fit” adults with autism spectrum disorders. Indivals with ASDs generally receive services
through programs designed for persons with melm&lsis or other intellectual or physical
disabilities. These populations are much largantthe number of individuals with ASDs, at
times resulting in less focus on the unique neédsi®group. In Texas, consumers with an
ASD are barely one percent of the vocational rdtiation caseload and adults with an ASD are

only 16 and 7 percent, respectively, of the CLA88 HCS adult caseloads.

Consequently, it is not surprising that the sewic . —— '
“Providers want individuals with ASD

to fit’ into their existing programs.”
ill-fitting, leading to frustration amongst -Mother of a 28 veeold with an ASI

that are provided to adults with ASDs are often

consumers and families. This is true for man;héfihdividuals who shared their thoughts on
this study. As part of the online survey and dgiimerviews and focus groups, questions were
asked regarding various services, including empkntday activities, housing, and case
management, etc. The most common complaints refatde structure of services and the
expertise of the staff delivering these servicésthe same time, many parents whose adult
children received services from providers that ggze in ASD expressed satisfaction with
these agencies. This dichotomy — a general sbassédrvices and providers overall are not
meeting the needs of adults with ASDs, but thatetlaee a relative handful of exceptional
providers — is reflected in responses to the ordingey, which asked for respondents’

perceptions of providers’ knowledge.
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Figure 13 shows that, although both families araVigiers were as likely to say that professional
staff and direct support workers are very or sonawhowledgeable as they were to report that

they were not very or not at all knowledgeable,rappnately 40 percent provided a negative

response.
Figure 13: Responses to the Question “How would yaate the knowledge and skills of
the [staff type] who deliver services to individuad with ASDs?”

[“professional staff”] [“direct support worker”]
Family Providers Family Providers
(n=59) (n=41) (n=51) (n=39)

Very Knowledgeable 19% 20% 16% 15%

Somewhat Knowledgeable 20% 20% 24% 21%

Neutral 24% 17% 22% 18%

Not Very Knowledgeable 27% 39% 24% 33%

Not at All Knowledgeable 10% 5% 16% 13%

Source: Compilation of B&A’s online survey, opeonfrJune 9 to July 19, 2010

Probing these responses, several consumers anigefafeit that programs were not meaningful
enough for adults with ASDs or did not take intc@mt their abilities. They stated that too
many day habilitation programs provide little ménan “baby-sitting” with activities that were
“appropriate for pre-schoolers but not for disaldedlts”. Similarly they feel that many of the
jobs in which adults with ASDs are placed are bdn#eeir skills levels. Although similar
comments were made in relation to services fortadudross the autism spectrum, most of this
feedback was concentrated among consumers wittS&hlbit without mental retardation and
their families. The consensus among this groupthaisday programs and employment
opportunities were designed for individuals withntaé retardation and may be appropriate for
this population, but do not meet the needs of adwuitth ASDs, particularly those with high-

functioning autism or Asperger’s.

At the other end of the spectrum several familgggrted that some providers are unwilling to
work with adults with challenging behaviors. Orazemt reported that her son tried three
different residential placements and was askedawed all three because of challenging
behaviors. The lack of behavioral supports in garend as components of other services is
another example that parents noted to illustratgstem that is not designed for individuals with
ASDs. Families, local MR authorities, and provglsrported that adults with ASDs can benefit
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from such services, including applied
behavioral analysis. However, in the
CLASS waiver program only four adults
with ASDs received behavioral support
services between July 1, 2008 and June 3(
2009. In the HCS program 233 adults with

ASDs received this service, but these

“My adult son is athletic and had a job
reflecting this interest after he got out

of high school. And then they changed

his work schedule. The employer calle
the police because of his aggressive
reaction. Now he is on the couch.”

-Mother of a 24 year-old with an ASD

Q

consumers received, on average, fewer than fiveshmeer this 12-month period. Expanding

access to applied behavioral analysis, especlaibugh board certified behavior analysts

(BCBA), was identified by the local MR authoritiaad families as one of the most pressing

needs in the existing menu of supports.

There are structural impediments to the developrokattism-specific services identified by

study participants, including:

* wages, particularly for day habilitation workerslattendants, that are too low;

» an HCS waiver requirement that providers serveyarer that requests their services

discouraging specialization (which a number oksktelders oppose, due to concerns about

disadvantaging other disability populations); and

» lack of providers in general, and professionalhsagBCBAs in particular, in rural areas of

the State, resulting in part from the lack of diffetiated reimbursement rates that may be

discouraging providers from locating in hard-tovgeregions.

Existing System Is Fragmented

For many consumers and their families, navigativegvarious programs can be overwhelming.
When faced with major decisions — what will happéer high school? what resources are
available? what waiver program is best for my/ mydts situation? — consumers and their
families often do not know where to turn. Theradssingle clearinghouse of information and
resources. Also, with multiple state agencies@odiders responsible for various components
of the system, families report that the lack ofravehing coordination is a hindrance to their
adult child. Providers do not have a holistic vieithe consumer so, rather than working

together to help the individual achieve his/ healgpservices are delivered in a vacuum. Two of
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the prominent examples that stakeholders identdredransition from the public schools and

case management.

Transition from the Public Schools

Nearly every stakeholder participating Figure 14: Responses to the Question “How would yoU
in this study expressed negative rate your experience transitioning between progrant®
. . . Family Providers
sentiments regarding transition (n=46) (n=35)
services as summarized in Figure 14/ Very Effective 2% 9%
Somewhat Effective 2% 6%
More than 90 percent of the families | Neutral 4% 6%
dina to thi fi d Not Very Effective 44% 49%
responding to this question answered . 4t All Effective 48% 31%
that transition services were not very ®&ource: Compilation of B&A’s online survey, opeonirJune 9 to

. . July 19, 2010
not at all effective; no other question y

received a higher proportion of negative respongdthough providers were somewhat less

negative, 80 percent still rated transition servias not very or not at all effective.

Without appropriate supports to replace the sckaglronment, an individual may lose many of
the gains they made while in school. A numberarkepts reported that this is exactly what has
occurred with their adult child, sharing personalies about their children who did not have
meaningful activities to fill their day after higithool, and instead watched television or played
video games. Even in instances in which employmest secured after high school, a number
of parents reported that an absence of appromigdports led to the loss of a job. Due to the
resulting turmoil in their lives, these young adldecame less happy and displayed more
negative behaviors.

Stakeholders identified a number of causes fouffed during the transition out of the public

school system:

» schools are more focused on “paperwork” than opihglyoung adults to be successful post-
high school;

» school staff without adequate knowledge of servibhas may be available; and

» local MR authority and DARS representatives thatrat available to participate in ARD

meetings to discuss transition planning.
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“Transition was really just a few meetings duringiah | figured out that my son’s
post-school programming would be totally up to rhevas right.”
-Mother of a24 veal-old with an ASI

Transition planning is further complicated becatlsze is often “nothing to transition to.”
Federal law provides an entitlement for servicesugh the public schools until an individual’s
22nd birthday, but no similarly broad entitlemexitsés for services after public school. Thus, if
a consumer is not already enrolled on one of th®BAvaivers, he/ she will not have access to a

broad array of support once they leave high school.

Many parents reported that a lack of post high schopports to maintain their children at home
resulted in the need for out-of-home placementsindining consumers in paid residential
placements is very costly. Between July 1, 20@8.-Ame 30, 2009, annual HCS costs for an
adult with an ASD receiving residential supportsevalmost $30,000 greater than those living
with family. Although some post-high school resitial placements will continue to be
necessary and at times desirable, even small iedadb the proportion in an out-of-home

setting could produce large savings.

Case Management

Assisting families in navigating the various syssas) or should be, the responsibility of the
consumer’s case manager. Several families tha¢dhhbeir opinions over the course of this
study spoke about how much they appreciated thsg manager or counselor and the help that

they provide. However, a number of

h di h . hd Figure 15: Responses to the Question “How effectiie
others expressed Just the opposite, that = 56 Management for adults with an ASD?”
although they are generally nice people Family Providers
. (n=59) (n=45)

they do not have the skills, knowledge Very Effective 17% 4%
or institutional support that are Somewhat Effective 20% 31%

] ] Neutral 25% 20%
necessary to be effective. Figure 15 | Not very Effective 2204 16%
illustrates the mixed opinions that Not at All Effective 15% 9%

. Source: Compilation of B&A’s online survey, opeonfrJune 9 to

families have. July 19, 2010
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An equal number of family members report negatipmions as those with positive impressions.

Providers had much more favorable perceptions ¢ caanagement.

Respondents most often noted that failures ocotalse the case manager does not have
experience in working with individuals with an aumi spectrum disorder or even an

understanding of the condition because no spec#ining geared towards ASDs is required.

. Additionally, many families stated that a case
Case managers work for one

agency, but we have to deal with three Manager may know the details about their
agencies, and it seems that none of program, but they frequently lack knowledge of
the three knows what the other two
are really doing”
-Mother of al7 yearold with an ASI example, a DARS counselor can facilitate

vocational rehabilitation services but does not

other services that may be available. For

know what is available from the waiver programsa@LASS case manager can assist a

consumer with waiver services but is unaware ofroomity resources.

Stakeholders identified a number of systemic bextigat make it difficult for case managers to

be effective in meeting the needs of adults witlb&S

* no specialized training to familiarize case managath ASDs and how to work with people
with these conditions;

» high caseloads make it difficult for case managespend much time with the individuals to
whom they are assigned;

* low pay; and

* high turnover, which prevents case managers framrgapractical experience.

A surprising number of parents reported that tHeanaoned their careers to, effectively, become
their child’s case manager. For most familiess thinot a feasible option. Even for those that
are currently filling this role, in addition to tipersonal sacrifices that are required they
expressed concerns about how their children wid f@hen the parents are no longer able to care

for them.
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Employment Outcomes Are Poor

When discussing specific services, consumers N
“Employment services were not at all

effective!”
employment supports. Consumers and family |, -Mother of a 28 ve:old with an ASI

and their families were most critical of

members believe that adults with ASDs and relatsahdities can, and should, work. Doing so
provides a meaningful way for consumers to speait thay, builds self-esteem, and allows them
to contribute to the economy and the cost of tbaie. Stakeholders report broad dissatisfaction
with employment services as summarized in Figure 16

Figure 16: Responses to the Question “How effective| Nearly three quarters of families felt
are Employment Services for adults with an ASD?” .
_ _ that employment services are not very
Family Providers _ o
(n=50) (n=45) or not at all effective. The majority of
Very Effective 8% 11% ; :
Somewhat Effective 14% 16% providers also reported a negative
Neutral 6% 11% impression, though were far less likely
Not Very Effective 32% 53% ]
Not at All Effective 40% 9% to state that employment services were
Source: Compilation of B&A's online survey, opesnfrJune 9 to not at all effective.

July 19, 2010

Vocational rehabilitation programs across the couinéve struggled to generate successful
employment outcomes for adults with ASDs. Accogdin George Washington University’s
Institute on Rehabilitation Issues’ 20Behabilitation of Individuals with Autism Spectrum
Disorders? report, individuals with ASDs were 1.5 times mbkely to have an unsuccessful
closure than a successful closure, which meantHai0 average closures only 40 were
successful. During that same period, out of 1(raye closures for the entire vocational
rehabilitation population, 57 were successful. €ioners and parents shared numerous stories

about how vocational rehabilitation programs haotmet their needs.

In fact, of all the agencies providing any serviteadults with ASDs, respondents were most
critical of DARS, stating that the agency is tdeely to determine that an adult with an ASD will
not benefit from services and determine them iitgkg too often does not participate in ARD

meetings and transition planning, provides supgbgsare too limited, and places individuals in

13 http://gwercre.orglimages/uploads/32IR1.pdf
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inappropriate jobs. Parents are also troublechbytime-limited nature of DARS supports,

which are generally limited by federal law to 18ntits.

DADS also reports poor employment outcomes. lacamt lette’, the Department noted that of
the nearly 35,000 individuals with an intellectoaldevelopmental disability to whom DADS
delivered day services only eight percent recearagloyment supports. The letter also stated
that the national average was 24 percent. Sestadholders noted that the rates that DADS
pays for employment supports through the CLASS ara@re considerably less than DARS,
which makes it difficult to find a qualified (or ghprovider. The CLASS rate may be
appropriate for attendant care types of employreepports, but is inadequate for services
requiring greater provider skills, such as job depment. Additionally, although paying
competitive rates, the HCS waiver limits supporetployment to $3,000 per year.

Stakeholders suggested a handful of other factm®ibuting to poor employment outcomes.
As discussed earlier, providers’ lack of expertmseorking with individuals with ASDs was
mentioned frequently. Even those families who haweked with the TWC disability navigators
reported that these specialists do not understatishaand are ineffective. Respondents also
noted that the employer community does not undedssaitism spectrum disorders and are
therefore reluctant to hire and make accommodafmmnadults with ASDs. Reliable
transportation to and from a job was also noteanaisnpediment to employment. All of these

barriers are exacerbated in rural parts of theeStat

4 http://www.dads.state.tx.us/providers/communicai@010/letters/IL2010-99. pdf
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SECTION 6: PILOT PROGRAMS

The following three pilot options for adults withtesm spectrum disorder and related disabilities
are designed to meet the requirements of HB 15@d4#rer criteria established by DADS, and
evolved directly from analyses of best practicasstang systems in the State, and identified
service gaps. Appendix A provides a table thatitietcompares, and contrasts the three

options.

Placement of the pilot projects is a key decisibanding limitations require a limited

geographic focus for the three pilot options. Ehare significant disparities in the availabilify o

services across the State, which is not surprigiven the diversity of the State. Although not

strictly designed to address underserved areaspthgon of pilot projects should consider

opportunities to simultaneously begin to addresselgaps. Directing a portion of any

investment of funds to underserved areas wouldl ywebstantial benefits beyond the pilot

participants as local capacity is expanded and r@ mamprehensive array of services becomes

available. Selection of pilot sites should be eniby:

» the diversity of geographic regions across Texaplffation density, ethnicity, strength of
the school district, etc.);

e the demand for services (e.g., enough consumagustity pilot implementation);

e existing capacity in the community; and,

e community interest.

The pilot options assume that DADS will issue auesy for proposals (RFP) for development
and implementation of one or more of the selectiedsp There is a wide range of need along
the autism spectrum and the different regions efState have varying needs, strengths, and
capacity. As a result, there is not a one-siz=dlt approach that will be right for everyone
everywhere. The pilots, therefore, are intendgordeide an overall framework through which
individualized services may be provided. The pgilate broadly designed to include enough
flexibility to encourage innovation through the Rpi#®cess. Such innovations should be

evaluated to determine their applicability on blattye and small scales.
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Start-up time for the pilots will be between sixdé¥ months and each is then proposed to
operate for a two year evaluation period. Durind after the period, the outcomes of the
projects will be evaluated and reported by DAD& Legislature to determine whether to
expand the programs to other parts of Texas. rifatestrated to be effective, each pilot program
has the potential to be expanded incrementallyasmunity and state resources become
available. Considering procurement and start-melines and the two-year evaluation period,
there is likely to be only limited data availabte the legislative session beginning in January

2013. More comprehensive outcome data will belabls for the session beginning in 2015.

Common Elements

Although distinct, the three pilots share seveaahmon elements.

Administering Agency

While a number of agencies are involved in prowgdservices to adults with ASDs, the success

of the pilot programs will depend to a great extamthe designation of a single entity to pull

together all of the State’s resources. DADS iddlgecal administering agency for any pilot

project for a number of reasons:

e administration of existing home and community-basexyices waiver programs;

e understanding of ASD and related conditions;

e involvement with the ASD resource center also distadd by HB 1574;

e oversight of and contracting with local MR authiestand Aging and Disability Resource
Centers; and

e expertise in soliciting federal grants.

Assessment
Participation in the three pilots will not rely dragnosis per se, but each will require the use of
an assessment tool:
» to determine which adults with ASDs and relate@ldigties with similar support needs
are eligible to participate;

* to guide care planning;
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» to ensure Medicaid waiver level of care requireraemé met; and

* in Pilots 2 and 3, to align resources to assessedd:

The Adaptive Behavior Assessment System-SeconibEABAS-II) is recommended for the
pilot projects. The ABAS-II is a norm-referencedtrument that provides a comprehensive
evaluation of an individual's strengths and weakessn ten adaptive skill areas across three
key domains (conceptual, social, and practicabor&s can be derived for the three adaptive
domains and a General Adaptive Composite (GACis dppropriate across the life span and
yields standard scores and age-based percentits.rdiis is a simple tool to administer,
requiring only 15 to 20 minutes, and allows for tiplé raters. Prior to implementation DADS
will develop the score thresholds that pilot p@pants must meet.

Training Requirements

The lack of ASD-specific expertise in existing prags was identified as a deficiency in the
current system. To address this gap, each ofilbis mclude training requirements for all
stakeholders — consumers, support coordinatorsjdes (both professionals and direct support
workers), community organizations, etc. Both tleecticut and Pennsylvania programs
discussed in Appendix B include similar requirerser®ADS would import or develop training
guidelines and materials appropriate for Texasdi#h@hally, organizations selected as pilot sites
should be required to have a consumer or family begron the Board of Directors or as staff to

advise the organization on pilot policies and pdoces.

Facilitating Employment

Poor employment outcomes is one of the criticakgdpntified by stakeholders. In addition to
specific employment strategies embedded in the ppgtons, there are two overarching
strategies.

The first is the establishment of a tax creditddvate employers that employ adults with ASDs
and related disabilities. The credit would be medafter Texas’ existing TANF and Medicaid
credit for employers with workers that formerly eaed assistance from these programs. The

credit against franchise, sales and use, and tatkes is equal to 20 percent of the wages paid to
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the employee with a maximum credit of $2,000. @ditrfor employing adults with ASDs and
related disabilities would not have the wage anteberequirements included in the TANF and

Medicaid tax credit.

The second strategy is an increase in DADS’ reiisdrment rate for supported employment
services in the CLASS waiver. The current suppbetmployment provider rate under the
CLASS waiver is a maximum of $13.85 per hour whiile hourly rate paid through the HCS
waiver is $33.83. In most instances, the CLASSHE& waivers pay the same rate for the
same service; this is one of the exceptions. Radradults in the CLASS waiver report that
this rate creates a significant barrier to findiuaglity employment supports, particularly
compared to the HCS rate and a reported DARS fatewe than $30 per hour. It is possible
that the rate is appropriate for some types ofisesve.g., training and supervision), but not
others (e.g., job development). DADS and HHSC khoanduct a study of service
specifications, provider requirements, and mar&ggs for various supported employment
services (e.g., assessment, job development, améhiy and supervision), to determine a rate or

rates that will improve the quality and availalyildf services.

Reviewing the federal Bureau of Labor Statisticepational Employment Statistics, the
employment category educational, vocational, amdalccounselors (occupation code 21-1012)
best approximates the supported employment serdibeugh wages vary across the State, the
May 2009 median hourly wage for this classificatiotypically $25 or $26 in Tex&s When
combined with benefits, administrative, and othests, the HCS and DARS rates provide
reimbursement comparable to this median, but th&S3 rate significantly lags the market.
The fiscal impact of increasing CLASS supported leympent reimbursement would depend on
the rate or rates to be adopted. If a singlewat® maintained, at current utilization levels every
10 percent increase would cost about $27,000 &t tohds ($11,000 in general revenue);
adopting the HCS rate would increase costs by $880($156,000 in general revenue). If a
higher rate led to greater utilization, costs wdugdgreater.

15 http://www.bls.gov/oes/current/oessrcma.htm
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Community Collaborations and Partnerships

A key component of all pilot options is collabooats and partnerships. While the specific
relationships that need to be established diffepilmt design, each pilot and pilot site must
enlist community participation and commitment toethe needs of adults with ASDs. These
collaborations and partnerships could include:

» Aging and Disability Resource Centerse Foundations

* Housing Authorities * Providers

* Employers * Universities

» State Supported Living Centers * Graduate Training Programs

* Primary Care Physicians » Centers for Independent Living

* Mental Health Agencies » Parent and Consumer Groups

* Arcs * Nonprofits

* Autism Societies * Religious organizations
Evaluation

Decisions regarding pilot continuations or expansiawould be based on a quantifiable

evaluation to ensure that public dollars are usetttevely. Key measures include:

» consumer and family satisfaction;

* number of consumers in competitve employment, hawarked, wages and benefits, etc.;

* number of consumers in various living situations]uding with family, independently,
group home, etc.; and

* average cost per consumer.

To compare these variables, DADS would developsalbee profile of each participating
consumer. Additionally, there should be an attetmpidentify a comparison population. These
consumers could include CLASS or HCS waiver paréints or individuals receiving services
through the local MR authorities. The comparisopuation should mirror the participating
group as closely as possible in terms of regiovefgithe significant service variability that
currently exists across the State), age, diagnas@functional status. At six month intervals,
the measures of the participating consumers woellcbilnpared to their own baselines as well as

to the comparison group allowing for early and angadentification of any trends or issues.
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Pilot Differences
Though sharing these foundation elements, thespdibter in the gaps that are addressed,
programs structure and services, anticipated bisnafid funding requirements. The following

summaries outline each of the options, which atiesiudetailed in Appendix A.

Pilot 1: Specialized Support Coordination and Commuity Connection

The first pilot option is intended to benefit congrs through enhanced connections to local,
state, and federal assistance programs facilitatespecialized support coordinators and “peer
support” as well as a funding pool to assist dgwalent or expansion of local capacity.

Gaps Addressed

This pilot is intended to address the followingteys gaps:

» afragmented system of programs and services;

» lack of specific knowledge and expertise relateA%®Ds among case managers; and

« insufficient resources to meet the needs of advitts ASDs.

Program Structure and Services

Three sites serving a total of 210 consumers wbaldelected for this pilot option. Each pilot
site would have two support coordinators for 70l&sduith ASDs, 35 who are currently
receiving DADS waiver services and 35 who are rikair those enrolled in a waiver, specialized
support coordination offered through this optionndoreplace the case management they
currently receive. A variety of organizations nieyinterested in participating, including

ADRCs, local MR authorities, Arcs, and universities

Specialized support coordinators would receivening on working with adults with ASD and
would have an ASD-only caseload. Specialized summmrdinators would be experts on state
and community resources as well as federal bergfith as Supplemental Security Income (SSI)

and supplemental nutritional assistance (formealied food stamps).
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Each pilot site would be expected to:

» assess community needs and monitor service gapsreedved and/or underserved adults
within the geographic area covered by the pilot;

* expand service capacity through development otwar& of partners and providers
committed to serving adults with ASDs;

» expand community resources by identifying non-S¢atending on Medicaid-eligible
services that the State would certify in orderltova Medicaid funds to be claimed for these
local expenditures;

» provide network, resource, and referral servicesaftults with ASDs in the area who are not
receiving specialized support coordination;

» provide estate planning for older caregivers andih& families to professionals trained and
willing to provide such services at low cost;

» support families who are able and willing to prelsitpay for appropriate services; and

* operate community education and outreach programs.

Additionally, a new “peer support” service would ésablished to connect participants with
caregivers who have successfully pieced togethapgaropriate array of services for their adult
relative with autism. This service would compleingpecialized support coordination by
connecting consumers and families with caregivédrs have practical experience in navigating
the various systems of support. Caregivers pragigieer support would be compensated

according to a statewide rate to be developed bp®And HHSC.

Finally, this pilot option includes $2.0 million eneral revenue funding designated as a pool to
incentivize pilot sites to obtain private and federontributions for program services. The
funding pool establishes a public-private partngrsiesigned to motivate foundations and
private citizens to make donations that will betted” with a dollar-for-dollar state

contribution. Funds may also may be used to peowidtch for federal grants where required.
The timing of initiatives associated with the fumglipool will be dependent on federal and

private grant cycles so it will take time to butlds capacity.
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Program Benefits

Designating a single support coordinator to beassible for all services that a consumer
receives, regardless of the entity providing fugdan delivering the services, addresses the
issues of fragmentation and creates a seamlessrsygbgn for pilot participants.

Based on individuals’ person-centered plans, supmardinators will assist consumers and
their families in identifying resources that, whilet as robust as the waiver programs, will
provide greater support than they current receive.

Establishment of linkages to community resources.

The funding pool, which when matched will totaledst $4 million; will build capacity in

the areas in which the pilot is operating (whichilddbe anything from organizing a picnic or
other community event to purchasing a van to pmwednsportation).

Increased consumer and family satisfaction.

Funding Requirement

The estimated total cost of this pilot over tworgea $4.6 million, including $4.4 million in

general revenue. Other than support coordinationigeed to consumers already enrolled on a

Medicaid waiver program, all of the costs woulddoene by general revenue dollars. The

matching pool is projected to generate at leaghifion in new non-State resources.

Pilot 2: Full Service Continuum

The second pilot includes a significantly more exgdze approach than Pilot 1. This pilot builds

on the foundational elements of the first optiowJuding specialized support coordination and

peer support services, and adds a comprehensiti@wom of home and community-based

services from in-home supports to independentgditaresidential alternatives. This pilot is

envisioned as a Medicaid waiver program with aiserpackage that builds on the service

packages covered by the HCS and CLASS waivers.

Gaps Addressed

The pilot would begin to address many of the gdpstified by stakeholders including:

insufficient resources to meet the needs of advitts ASDs;
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» lack of residential alternatives;
» lack of specialized services; and

« poor employment outcomes.

Program Structure and Services

The second pilot option utilizes an assessmentiiméd resource allocation model that considers
an individual's needs and strengths as measurédsbiper ABAS-II score. This score, coupled
with consumers’ living environment (e.g. livinglaame, independently, in a group home) and
natural supports, would be used to assign budgetefvices. Individuals with greater needs
would receive larger budgets and individuals withilsr needs would receive similar budgets.
Using person-centered planning principles, consamweuld then have the flexibility to direct

their budgets to the services that are most impbttathem.

All services currently offered by either the HCSCItASS waiver would be covered and
reimbursed according to existing fee schedulessénvice definitions and provider
gualifications would be revised to meet the neddslalts with ASDs. The service package
would include the following features.

e Rather than service level limitations (e.g. speadifnit limits for each service in an
individual’s plan), control would occur at the beddevel; generally, consumers would be
able to purchase whatever covered services thdy, wisto the cumulative budget limit
(limitations on respite, dental services, environtaémodifications, and assistive devices
would remain).

» All participants would have a behavioral therapgrphnd there would be expanded coverage
of behavioral supports and therapies appropriatadalts with ASDs.

e An emphasis on supported employment services @okldpment, individualized
assessment and job search, and training and ssjpervas well as self-employment
planning and support.

e Expansion of residential options through new suggazband supervised living alternatives
such as models in which several individuals easte tiaeir own apartment (or share with a

roommate) in a complex, but share common spacewgogbrts, as well as permitting parents
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to purchase and own a residence while allowingraraoted provider to staff and run the
home.

e Addition of crisis intervention services includidgsignation of emergency home
placements.

* Inclusion of a rate modifier for non-emergency fportation.

e Addition of specialized pharmacology counseling.

e Availability of self-direction for all services.

Through a procurement process, DADS would selsatgle entity to manage this pilot option

in three sites across a range of geographic afahe &tate. The selected organization would be
responsible for building a network of providers lified to deliver specialized services and
providing training to all participants (support cdimators, providers, and families) for each of

the sites.

A total of 300 consumers would participate. Constsracross the spectrum would be enrolled

so that the pilot’s effectiveness can be evaluededdividuals with varying support needs:

» approximately one-third would be high functionirduls, including those with Asperger’s,
to fill the significant gaps in access to servipest high school.;

» another third should be lower functioning adultsmASDs who are either in residential care
or likely to become candidates for State Suppdttethg Centers placement; and,

» the remaining third would be between these two @fidse spectrum.

These percentages are guidelines and would betaedjas necessary based on community need.

Program Benefits
* Increase in the number of adults with ASDs accgssimprehensive supports.
* Incorporates the specialized support coordinatmmelits from the first pilot option,
including a more seamless system of supports.
» Services specifically designed to meet the uniceexla of adults with ASDs .
* Reduction in intensive residential placements ($3J.Cs) resulting in future cost avoidance.

* Improved employment outcomes.
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* Increased consumer and family satisfaction.

Funding Requirement

The estimated total cost of this pilot over tworgea $34.9 million, including $14.25 million in
general revenue, which is comparable to the cogtafiding services to consumers through the
CLASS and HCS waivers.

Pilot 3: Transition and Employment Centers

Like the second pilot, the third option includes 8pecialized support coordination and peer
support components of the first option, but thistpinoves away from the traditional service
delivery model based on a network of providersstdad, center-based programs would provide
intensive employment and college preparation abagahdependent living skills training to

equip consumers with the skills they need for comityuiving.

Gaps Addressed

This pilot option differs from the second pilotterms of the model to deliver services, but seeks

to address many of the same gaps:

» poor employment outcomes, particularly a lack ddliy jobs for higher-functioning
individuals;

* system fragmentation, with an emphasis on tramsftiom the public school system;

» lack of residential alternatives; and,

» lack of specialized services.

Program Structure and Services

Three pilot sites would be selected to developsiteom and employment centers with each
serving 50 adults with ASDs. The centers woulddsponsible for participating in the
development of a person-centered service, behangoJoyment/ college, and transition plan for
each individual that is designed to help consuraehseve their maximum level of independence

and integration within the community.
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Ten to 20 participants at each site should be dktragers and young adults still in high school
to target poor outcomes often resulting from tlok laf behavioral therapy supports for
adolescences with ASDs still in school and the ats®f ASD appropriate services after high
school. Center representatives would be expeoteditd relationships with area ISDs and
attend ARD meetings for participating consumers.tfie extent possible, ISDs should provide

financial support for the services provided to tisudents through the centers.

Transition goals will vary from consumer to consunfer some it will be a transition to college,
for others independent living will be the goal, dadstill others it will be a supervised setting.
Participants will generally not be able to receseevices through the employment and transition
centers indefinitely. Time limits would be basedeach consumer’s individual transition plan,
which could be 12 months for some individuals, dianger period for others if the pilot is
extended past the initial two-year authorizati@ngoing supports would be delivered through

the second pilot option (or, if not available, thbwan existing DADS waiver program).

As in the second pilot, this option allocates reses for adult participants based on their
assessed needs and strengths and the availabitigfwal supports. Using DADS’ existing
person-centered planning concepts, the consunesr fémily, and the center would develop a
service plan to meet the individual’s objectivd$ie center would receive the individual's
monthly budget allocation and use the funds tofpagervices, outlined in the individual plan,
provided by the center as well as services thatéimer does not provide directly, such as group
home placement. This payment mechanism maximieg#ility in the use of funds and

provides cash flow for the center. Centers are edpected to obtain private and non-Medicaid

federal dollars; a total of $1.5 million is setaatarget across the three sites.

A particular emphasis in assisting consumers taessfully transition to the community is
addressing poor employment outcomes for adults A8Ds, including job placements that are
below the abilities of many higher-functioning imidiuals. This pilot option includes an
innovative employment program modeled after theiflanompany Specialisterne, Chicago-
based Aspiritech, Community Services for Autistidults and Children in Maryland, and the

nonPareil Institute in Dallas. A key feature tstimodel is in-sourcing specialized work

Burns & Associates, Inc. 60 August 23, 2010



following a consulting firm model and outsourcingnk in a more traditional supported
employment model. For in-sourced work, actual pbsild be based on the individual strengths
of the consumers participating in the program gogbotunities in the community. Examples
could include publishing, graphics, and specialigeshputer work (companies elsewhere
specialize in fields such as beta testing softwaik gaming, as well as data entry and more
repetitive work for those with fewer skills). Woikpriced at competitive rates, which is
significantly greater than what most adults withDsSare currently paid, and a portion of the
income goes to support the center and provide gmqat opportunities to lower-functioning

individuals.

Adults with vocational skills other than the spéizieed work to be performed in the center would
be supported in jobs outside the center. Self-eympént is a viable option for some adults with
ASDs and the centers would help these consumeigndasd implement self-employment plans.
Although it is an expectation that employment wolo#dan option for the large majority of
participants, for those consumers for whom compet#gmployment is not an option, the centers
will support individualized meaningful day actiés offered outside of the center. These
activities could include quality day habilitationogramming, volunteer work, or another
community-based activity.

Coupled with assistance in developing skills nemssfor the workplace (showing up on time,
interacting with coworkers, etc.), the center wooligr life skills training to provide consumers
with the abilities they need to live independermypossible. Such skills training could include
money management, accessing transportation, simpppeal preparation, etc. The centers
would work with area colleges and universities ¢velop supports for students with ASDs and
provide appropriate behavioral, social, and comication training for those who wish to attend
college. Behavioral, communication, and socialpsupservices as well as non-emergency

transportation would be provided through the center
The centers would also provide family home suppnod identify other living options. One of

the three pilot centers will include onsite apamtsevith common space for some of the

consumers in the program as they prepare to transit
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Program Benefits

* Increase in gaining and sustaining employment agitelh wages for consumers.

* Incorporates the specialized support coordinatemelits from the first pilot option,
including a more seamless system of supports.

» Services specifically designed to meet the unicgesia of adults with ASDs.

* Increased consumer and family satisfaction, anchg@dults and families transitioning. into
the pilot from school report less fragmentatiorseivices.

» Successful, sustainable transition into the comtyiafter center participation.

Funding Requirement
Including an estimated per consumer cost of $50z00Wally, capital start-up, and
administrative expenses, the estimated total dasipilot over two years is $22.1 million,

including $11.05 million in general revenue.
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SECTION 7: POSSIBLE FUNDING OPPORTUNITIES
Funding the second and third pilot programs oudimmethis report will be difficult given Texas’
ongoing budget challenges. Availing itself of feldunds can help the State reduce the

financial burden.

Nearly all federal grants are restricted in theppses for which they may be expended. Various
federal grants could be used to fund individual porents of the pilot options. For example,
certain Department of Labor grants could be utilit® support employment services and
Department of Housing and Urban Development griamtsousing supports. However, each of
these grants is “capped” meaning that the totaluarhiieceived by the State is fixed. These
funds are currently fully allocated so redirectdalars to the pilot options would result in an
existing program losing funding. Further, thesangs are administered by other state agencies,
which would inhibit seamlessness. Due to thessidenations, the aforementioned grants were

excluded as options.

Medicaid Waivers

Medicaid is the one federal funding source thaladtbe used to for most of the expenditures
envisioned in the pilot programs and Texas will imartake advantage of these federal funds to
support the cost of the pilots. There is not aaaphe amount of Medicaid funding that the
State can receive; the federal government will iooret to pay for Medicaid covered services
provided to Medicaid eligible individuals so long the State funds the non-federal share of
costs. The services included in the pilots gehecalnnot be provided through traditional/ state
plan Medicaid. However, Medicaid allows for waiygograms to provide for such services
(and, as previously noted, Texas already has demettaorized waiver programs). There are
three primary types of waiver programs, which asadibed on the federal Centers for Medicare
and Medicaid Services’ (CMS) website

18 https:/lwww.cms.gov/Medicaid StWaivProgDemoPGl/
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Section 1115 Research & Demonstration ProjectShis section provides the Secretary
of Health and Human Services broad authority ta@gpprojects that test policy

innovations likely to further the objectives of thikedicaid program.

Section 1915(b) Managed Care/Freedom of Choice WaiKs: This section provides the
Secretary authority to grant waivers that allowestdo implement managed care delivery
systems, or otherwise limit individuals' choicepodvider under Medicaid.

Section 1915(c) Home and Community-Based ServicesaWers: This section
provides the Secretary authority to waive Medigaialvisions in order to allow long-term
care services to be delivered in community settiligss program is the Medicaid

alternative to providing comprehensive long-termviges in institutional settings.

States may also combine 1915(b) and 1915(c) waivesslting in the ability to waive freedom
of choice in provider as well as all of the prowiss that may be waived under standalone
1915(c) waivers. These combination waivers, howel@ not formally permit waiving

eligibility requirements.

The first pilot option is not envisioned as a waigeogram and it is assumed that it would be
entirely state-funded except for support coordoraprovided to individuals already enrolled in
an existing waiver program. The State could carsainending the existing Medicaid waivers
to cover peer support services as well as non-giatked services that are identified and not
currently covered by the existing waivers, but maybe able to limit these services to pilot

participants, which would make it more challengiognanage costs.

The second and third pilot options are envisioreeMadicaid waiver programs, specifically

requiring waivers of:

» comparability of services to provide supports tdipgoants that differ from state plan
services;

» state wideness so that the pilots can be limitesp&xified geographic areas; and,
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» freedom of choice of provider so that consumers beagssigned to specific providers

(Medicaid participants are otherwise permittedroase their own providers).

Additionally, to be successful the State would nerad/ers that allow special treatment of

income. The specific elements that would be necgsaclude:

» exclusion of supported employment related incommfMedicaid eligibility determination;

* amaintenance needs allowance of 300 to 400 peoté¢ind federal poverty level for
individuals earning significant wages and livingépendently or in their family home;

» establishment of a share of cost for income greahtar the maintenance needs allowance
that may exceed the cost of services (for the thitibn this provision would remain in place
until the center is self-sustaining but would noply to adults who have transitioned to the
community); and,

» allowing individuals participating in the pilots toaintain Medicaid waiver eligibility

(provided they were eligible at the time of enraimin the pilot) regardless of income.

There are several waiver strategies that have t@esidered for the second and third options.

Option 1: New 1915(c) Waiver

Ten states have developed autism-specific 1915oj)ens. In only two of these states,

Pennsylvania and Indiana, do the waivers covertadudiana’s waiver covers all ages while

Pennsylvania’s is limited to adults over 21 yedrage). These states opted for separate waivers

in order to:

» provide a specified number of slots for individuaith ASDs;

» develop a different cost-effectiveness test naamelexclusively on the ICF/ MR level of
care;

* include autism specific services without expandiogerage of those services to participants
in other waivers;

» overcome the hurdle in their existing waivers reiggia mental retardation diagnosis; and,

» facilitate a specialization focus in autism spettmisorders by support coordinators, the

provider network, vocational rehabilitation, scheya@nd mental health agencies.
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A separate, autism-specific 1915(c) waiver is gitpisupported by some Texas stakeholders
and equally strongly opposed by others. Optiora rejected because the 1915(c) waiver

vehicle does not include the waiver authority fibohathe provisions required by the pilots.

Option 2: Amendments of Existing Waivers

Consideration was also given to amending the egsILASS and HCS waivers. This option

was rejected for several reasons.

* The CLASS and HCS programs are both authorizedrukles(c), which, as noted in the
first waiver option, do not include the authority &ll of the provisions required by the
pilots.

» Both waivers would have to amended and negotiatdd@MS, requiring added effort.

* The federal government may not approve a resolimeaton model (as called for by the
second and third pilot options) for a subset ofgbpulation (i.e. this change would affect
only consumers with ASDs and not those with int#llal and developmental disabilities).

» Expanded and new services could not be limiteditdts. with ASDs.

Option 3: New Combination 1915(b)/ (c) Waiver and

Option 4: Section 1115 Research and Demonstratiaivéy

The two most viable options for the second andltpilot options (alone or in combination) are

a new combination 1915(b)/ (c) waiver or an 111%/@m@ Texas has experience with a 1915(b)/

(c) waiver as this is the authority under which SRF#LUS operates.

However, in keeping with the research and dematistréocus of the pilots, Texas should
attempt to secure an 1115 waiver. The secondrarttilots require waivers specifically
related to eligibility determination and only anlBlwaiver has the clear authority to waive
eligibility requirements. Both Arizona and Vermartilize research and demonstration waivers
to waive certain eligibility requirements. STARHPS has a limited ability to do this out of
profits under its 1915(b)/ (c), but 1115 waivers #re most likely vehicle for facilitating these
eligibility requirements. A research and demornsirawaiver can also accommodate the other
required elements summarized above, including waigefreedom of choice of providers, state

wideness, and comparability of services as wedlidborizing the provision of home and
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community-based services. Though an 1115 is thst hkely option, selection between Options
3 and 4 should be based on a concept paper protodbd federal government and their

resulting advice.

Non-Federal Funding

Increasing the number of individuals receiving sas will require additional resources.
Assuming that Medicaid will provide for 60 percafithe costs, Texas will still need to cover

the other 40 percent. There are a few optiongdoerating a portion of this revenue.

General Revenue Funded Services

As described earlier, the local MR authorities edlively receive $110 million to provide
services to individuals who are not enrolled in edidaid waiver. Many of these individuals are
likely Medicaid<ligible; although they are nenrolledin a waiver because they are on the
interest lists due to a lack of funding. Furthibg GR funded services are often Medicaid waiver
eligible. As a result, some portion of this $11llion in general revenue is being used to
provide Medicaid eligible services to Medicaid &g individuals without receiving any

Medicaid contribution.

If some or all of these consumers could be enralealMedicaid program, the resulting federal
financial participation would generate savingstfar State. Creating savings would require that
the cost of the services that consumers are recenot exceed the current spending level. The
goal of such an initiative, therefore, would betmtinue to provide the same services to the
same individuals with the only difference beingtttealeral Medicaid funds would support 60

percent of the costs. Any resulting GR savingdatbe used to fund the pilot programs.

Capturing Medicaid funding for these services waelguire use of a limited supports Medicaid
waiver with costs comparable to the $3,000 to $&j@Gupports that consumers receive in GR-
only services. Texas pursued a similar strategyutih the Texas Home Living Program
(TxHmL), which was established in 2004 to providenenunity services for consumers

receiving GR-only services. Converting GR-only semers to Medicaid funding provided the
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State the opportunity to expand services to thedi@iduals or increase the number of

consumers served.

To be eligible for TXHmML, a consumer must have ataleretardation diagnosis; an individual
with an ASD but without mental retardation will rgpialify. As with the HCS and CLASS
waivers, an individual must also meet ICF/ MR leoktare criteria. TXHmML case management
is provided by the local MR authorities. The seevpackage is similar to that of GR-funded
services, with the waiver program also providingoanihome modifications, adaptive aids, and
dental treatment. The most frequently utilized/®eis are employment assistance, respite, and
day habilitation. TxHmL currently has a $15,000aal limit, which exceeds current average
GR-funded services spending, but average per-cgpéading is only about $5,200, which is
comparable to the cost of GR-funded services.

Transitioning current GR-funded consumers to a edisupported program could be
accomplished either by enrolling individuals in fieHmL program (if per-capita spending
could be maintained near the GR-only funding leagier than the $15,000 cap) or through the
establishment of a new, more limited supports waive the latter strategy, the service package
would mirror those that are currently provided tigbh GR-only funding. According to a study
published by the federal Department of Health anchein Services, 17 states had supports
waivers in 2008". Most of these waivers had caps in excess ofthent funding level that a
consumer receives through GR-only services. Thase however, at least one exception:
Washington’s Basic Waiver had spending caps of2Bltd $6,500. If Texas opted to pursue a
new supports waiver to leverage existing GR spapdirere is this precedent for a program with

a cap equivalent to current spending levels.

Several local MR authority representatives expieéssene concern with this proposal if it would
result in a loss of funding. The State could alisythis concern by tasking the local MR
authorities with serving the additional TxHmL slotsnew waiver participants. This strategy
would also minimize disruption for consumers sitiegy are already receiving services through

the local MR authorities. This structure would ntain the same consumers receiving the same

7 http://aspe.hhs.gov/daltcp/reports/2007/gaugiagfsendA.htm
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services from the same providers with the same atrafuotal funding; the only difference

would be the funding split — Medicaid would be cong 60 percent of the costs.

If the entire $110 million of GR-funded servicesrarshifted to a Medicaid waiver program, the
State would achieve savings of $66 million. luigikely that every dollar could be shifted to a
Medicaid program, however, and additional analisigecessary. The intent of such a review
would be to leverage federal funds without disadlvgimg current consumers or impairing the
local MR authorities’ ability to maintain existiggograms to provide emergency services or

assistance to support consumers in their homes.

Expansion of Private Insurance Autism Mandate

During its 81st session the Texas Legislature edpdran existing mandate that private group
insurers provide coverage of "generally recognseices” for individuals with ASDs, which
include applied behavioral analysis; speech, odiume, and physical therapy; medications;
and nutritional supplements. HB 451 increasedeheired coverage period from between the
ages of two and six years to the date of diagrtbsmigh the age of nine years old. However,

the age limit is still less than what most othatest with autism mandates require.

According to the National Conference of State Lafises, 21 states had some mandate for
coverage of autism-related servitesFor the 17 states for which age limits were ilgad
available, all were greater than Texas’ limit witle lowest being 15 years of age. Seven states
mandate coverage through the age of 21 (genefdhg individual is still in school), and

another five have mandates through 18 or 19 ydagen

Though generally not the primary purpose of suchdages, requiring private insurers to cover
these services can reduce costs to the Medicagtammo For a Medicaid-eligible child or young
adult who also has access to private insurancejddlieldwill only pay claims for services that

are not covered by the private insurer. By expagdbverage requirements, additional costs are
shifted to private insurers. It is unknown how mde@xas would save by expanding the autism
mandate. Reviewing HCS and CLASS claims, experafttor psychological/ behavioral

18 http://www.ncsl.org/?tabid=18246
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support services and occupational, physical, aeddptherapy for those through the age of 21
years old is only about $150,000. Specializedaghies total another $3.0 million, but it is
unclear what portion of these services would beeoe. Additionally, comparable data from
HHSC would have to be reviewed to determine howhmsdeing expended for these services

under Early Periodic Screening, Diagnosis, andtfreat.

Not all Medicaid expenditures on services that widall under the autism mandate would be
shifted to private insurance because a numberesktichildren and young adults will not have
access to private insurance. Conversely, a nuofigrildren and young adults who are not
eligible for Medicaid would benefit as their instg@vould now cover additional services. Thus,
it is not anticipated that this strategy would teBua significant windfall, but it would generate
some revenue while expanding coverage for childrehyoung adults with ASDs.
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SECTION 8: CONCLUSION

About half of the adults with ASDs receiving stéi@ded services or on a waiver interest list are
between 18 and 25 years of age. Investing in timebeiduals now will yield dividends for the
State. With appropriate supports, these adulisheibble to achieve their full potential to live
more independently, be involved in their commusit@nd work and contribute to the economy.
Any delay in action will increase the human andnecoic costs of addressing the needs of this

population.

Texas faces several challenges in addressing tieesks. More than 78,000 individuals are on
the interest list for the CLASS and HCS waiversjuding an estimated 4,000 adults with ASDs,
due to a lack of funding to serve these consum&hg existing system of supports is fragmented
amongst numerous state agencies, local entitiesc@mtracts, and generally lacks ASD-specific

services. Despite these gaps, the State doeshaeel strengths on which to build.

DADS has embraced the concepts of person-centéaadipg and, although some stakeholders
report that its promise has not been fully realidad in large part to the barriers mentioned
above, the foundation has been laid. Additiondllgxas has a sizable core group of self-
advocates, caregivers, and providers that is caednio improving outcomes for adults with

ASDs and could be a champion of systems change.

Based on research of best practices across thérganu feedback from Texas stakeholders,
this report outlines three pilot program optiosken together, these pilots are designed to
address each of the systems gaps that have betifigdewhile expanding the number of adults
with ASDs that are receiving home and communityedasupports. These options are intended

to serve as a framework to test new methods ofextmy consumers to needed services.

Adjustments to the pilot outlines presented in tejgort will likely be necessary as DADS and
HHSC work with the Texas Legislature. Once legigéaapproval is granted, DADS should
move forward on two fronts. First, requests faygwsals need to be written and released and

responses must be scored to determine the ertiiewvill operate the pilot programs. Second,
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given the importance that federal funding will playthe second and third pilots, HHSC and

DADS should engage CMS to determine which waiveioops most likely to be approved.

Each pilot is proposed to last for two years tcuemshat evaluation outcomes are achieved prior
to program expansion. If the pilots are achievlmgdesired results, including increased
consumer and caregiver satisfaction, improved eympémt outcomes, more consumers living
independently, and cost avoidance and savingsegqubgat expansions incorporating program
adjustments based on lessons learned can be pwasdedding and regional capacity becomes

available.
New service delivery systems are not created ogkt@ind establishment, evaluation, and

potential expansion of any pilot program will ocawer a period of years. The pilot options

outlined in this report mark the beginning of taffort.
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APPENDIX A: OVERVIEW AND COMPARISON OF COMPONENTS OF PILOT OPTIONS

Component of Pilot

Pilot 1: Specialized Support

Coordination and Community

Pilot 2: Full Service Continuum

Pilot 3: Transition and
Employment Centers

Connections

Administration and Purpose

Appropriate Agency Department of Aging and Disability Services

To Design and

Administer

Start-up Time 6-12 months | 12-18 months | 18-24 months

Pilot Duration Two years

Gaps Addressed * Insufficient resources The gaps identified for Pilot 1 plus: | The gaps identified for Pilot 1 plus:

* Consumers placed on interest lis
due to a lack of funding

 Services not designed for the uniq

needs of adults with ASDs

* Limited expertise among case
managers, professionals, and dir
service workers in working with
adults with ASDs

* Lack of specialized training for
case managers, professional staf
and direct service workers

» Fragmentation in existing system
* Lack of comprehensive case

IS
* Insufficient resources
* Over reliance on public and
private ICF/MRs due to the
absence of residential alternativ
and independent living supports
ect
» Un-served and underserved highe
functioning adults

ue

ifs Poor employment outcomes

management

* Fragmentation in existing system

¢ Ineffective post high-school
transition planning
S
» Poor employment outcomes

I'e Insufficient resources

* Over reliance on public and
private ICF/MRs due to the
absence of residential alternatives
and independent living supports
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Pilot 3: Transition and
Employment Centers

Component of Pilot | Pilot 1. Specialized Support Pilot 2: Full Service Continuum

Coordination and Community
Connections

Requirements of HB 1574

Encourage » The support coordinator will » The support coordinator will * The support coordinator will
Sustainable develop and execute with the adult develop and execute with the adult develop and execute with the adult
Employment and family the individualized plan and family the individualized plan and family the individualized plan
of employment of employment of employment
The support coordinator provides Expanded supported employment| « Center recruits work performed at
linkages to community resources services the center and placements outside
after 18 months of DARS services the center
Expanded job-related training and
monitoring
College support and monitoring
Encourage Emphasizes community resources ¢ Directly targets reduction in SSLCs« Provides both independent living
Community to support adults in their homes and ICF/ MRs and family home supports as well gs
Integration and Provides access to resources for Expands independent living independent living skills training
Meaningful adults not receiving waiver servicgs supports and community residentiab Offers employment opportunities at

Community-Based
Activities

that will prevent some ICF/ MR
admissions

alternatives

integrated employer work sites
Transitions residents to independe
living in the community based on
each consumer’s transition plan
Provides community socialization
Supports college placements

2Nt

Promotion of
Continued Individual
Development and
Avoidance of
Regression

Provides linkages to services for
adults not otherwise not receiving
support that can contribute to
avoidance of behavior regressiong

Builds services on the philosophy
that all adults with ASDs with
mental retardation can learn
Allows the adult to use their
intellectual and work skills in
gainful employment

Builds services on the philosophy
that all adults with ASDs with
mental retardation can learn
Allows the adult to use their
intellectual and work skills in
gainful employment

Develops social and independent
living skills

Provides supports for adults
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Component of Pilot

Component of Pilot

Pilot 1: Specialized Support
Coordination and Community
Connections

transitioning from school to reduce
behavior regression

Pilot 1: Specialized Support
Coordination and Community
Connections

Pilot 2: Full Service Continuum

Pilot 2: Full Service Continuum

Requirements of HB 1574 (cont.)

Pilot 3: Transition and
Employment Centers

Pilot 3: Transition and
Employment Centers

Promote of Self-
Determination and
Independence

» Requires person centered plannin

g.

Requires person centered plannin
Allocation of annual funding level
based on assessed need promote
self-direction

Allows for all services to be self-
directed

Requires person centered plannin

* Provides support for independent

living arrangements

« Enhances opportunities for

sustainable gainful employment

Coordinate Services
and Behavioral
Supports Across All
Areas of Need

» Support Coordination provided to
adults with ASD at all levels of
need

Support Coordination provided to
adults with ASD at all levels of
need

All participants receive a behavior
therapy plan

» Support Coordination provided to

adults with ASD at all levels of
need

Center provides services to adults
with ASD at all levels of need

Allow for Flexible
Funding and for a
Flexible Array of
Services

 Builds community partnerships

» Monitors and fills gaps in service
array

» Uses private funding sources to
maximize flexibility

Expanded ASD appropriate servic
Allocation of annual funding level
based on assessed need promote
self-direction

Dollars are distributed based on a
funding level that can be use for
services and supports that are
appropriate to the needs of each
adult

Burns & Associates, Inc.

A-3

August 23, 2010




Component of Pilot

Pilot 1: Specialized Support
Coordination and Community
Connections

Pilot 2: Full Service Continuum

Pilot 3: Transition and
Employment Centers

Consumers

Target Population

210 consumers (70 each at three log

sites) receive specialized support

coordination

 Half currently receiving services
through the CLASS or HCS waiver,

* Half not receiving waiver services

Resource directory and referral to
network partners to any adult with ar
ASD

aB00 consumers (100 at each site)

* Approximately 100 who are high-
functioning/ Asperger’s

* Approximately 100 who are lower-

5 functioning (e.g. with mental

retardation, significant assessed

needs, and/ or minimal or no

communication abilities)

* Approximately 100 between the tw
ends of the spectrum

All must be Medicaid waiver eligible
Excludes individuals with co-
occurring substance abuse or psych
conditions

150 consumers (50 each at three sit¢
All must be Medicaid waiver eligible
Excludes individuals with co-

occurring substance abuse or psych
conditions

ptic

bS)

ptic

Participant Recruiting
Strategies

New enrollees to either CLASS or
HCS waivers

Existing waiver recipients identifie
by case managers as having unmg
needs

On a waiver interest list
Receiving GR services through a
local MR authority

On a waiver interest list
Receiving GR services through a
local MR authority

State Supported Living Center
residents with ASDs

Adults transitioning or recently
transitioned from high school

A portion of enrollment (e.g. 25
percent) can include adults who
voluntarily withdraw from CLASS

)

Ble

On a waiver interest list
Receiving GR services through a
local MR authority

Adults transitioning or recently
transitioned from high school

A portion of enrollment (e.g. 25
percent) can include adults who
voluntarily withdraw from CLASS
or HCS

or HCS

Number who may
benefit statewide

By 2015, there will be an estimated
the potent

10,000 aduits an ASD receiving servi

ces or on an interest dach waiver has

ial to be scaled to provide servicetésd individuals

Assessment Process
and Assessment Too

Facilitating entity conducts assessmi

ent Independent assessors in DAD

| using ABAS-II

S and/or local MR aitig®conduct

assessments using ABAS-I
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Component of Pilot

Pilot 1: Specialized Support

Coordination and Community
Connections

Pilot 2: Full Service Continuum

Pilot 3: Transition and
Employment Centers

Support Coordination and Services

Support coordination

* All participants have a person-

* Facilitating entity provides

* Support coordinator qualifications

* All support coordinators must

centered service, employment, and
behavior plan

designated support coordinator for
each participant

are BA in related area and 2 years
experience working with individuals
with ASDs or five years of ASD-
specific experience

complete the modular training and
testing process

D

¢ All participants have a person-

centered service, employment, ang
behavior plan

Pilot organization provides
designated support coordinator for
each participant

Support coordinator qualifications
are BA in related area and 2 years

experience working with individuals

with ASDs or five years of ASD-
specific experience

All support coordinators must
complete the modular training and
testing process

Care planning guidelines develope
for resource allocation model

o

e Support coordination provided

e Support coordinator qualificationg

¢ All support coordinators must

* Care planning guidelines are

* All participants have a person-
centered service, employment, ar
behavior plan

through the center

are BA in related area and 2 years
experience working with
individuals with ASDs or five
years of ASD-specific experience

complete the modular training and
testing process

developed for resource allocation
model

Services offered

» Development of a specialized AS[
network of partners/providers
Resource directory

Referral to network partners
Peer support

Monitoring of service gaps
Solicitation of funds

Services offered by community
partners and funded through
private/federal resources or
allowable Medicaid match
Provider, consumer, and family
training

Volunteer network

All current CLASS and HCS waive
services (limit on supported
employment services eliminated)
Expanded coverage of adult
behavioral therapies

Expanded supported employment
services — job finding, counseling,
training, monitoring and coaching
and self employment planning,
support, and implementation
Expanded coverage of meaningful
day activities in the community —
planning, training, and monitoring

Ie

Provision of work site and
equipment

Solicitation of in-sourced work
Network of employers for external
job placement

Work specific skills training
Behavioral, social, and
communication training for work
and college

Work and college performance
monitoring and intervention
Community socialization
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Pilot 3: Transition and
Employment Centers

Component of Pilot  Pilot 1: Specialized Support Pilot 2: Full Service Continuum

Coordination and Community
Connections

Support Coordination and Services (cont.)

Services offered
(cont.)

» Expanded residential alternatives
including adult/ family owned
apartments/ homes and independg
cluster apartments

» Non-emergency transportation wit
rural area modification

* Peer support

* Crisis intervention including
maintenance of temporary
emergency placement home

» Specialized pharmacology
counseling specific to ASD and
frequently occurring co-morbid
conditions

h

2nt common space (one site only) for

» Center based independent living
alternative — apartments with

j)

limited number of participants

« Identification and support for
independent living alternatives (not
center based)

* Family home support

» Transportation — work related and
community activities

* Independent living skills (e.qg.
money management)

« Self employment planning, support
and implementation

» Transition planning

Service/Funding
Limitations

State funded pool establishes total
dollars available for the three pilot
sites

Based on assessment informed resource allocatiets)each participant
receives an annual dollar amount for support needs

Payment for
Services/Rates

» Peer support rate established by
DADS using an independent rate
model

* To the extent other services are
offered, rates will follow waiver fee
schedules

» Rates for existing services will
follow the HCS and CLASS fee
schedules

* New or expanded service rates wi
be set using an independent rate
model

Center receives a per-person payment
for each individual based on their
assessed needs
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Component of Pilot

Pilot 1: Specialized Support
Coordination and Community

Pilot 2: Full Service Continuum

Pilot 3: Transition and
Employment Centers

Connections

Evaluation of Outcomes

Expected Outcomes

mmunity capacity is expanded to

s in servic

t sites successfully solicit private a
eral fund

eased consumer and family satisfac
her consumer and family ratings for 1
D specific experience and knowlec

e of support coordinators and provic
ver group home and ICF/MR admissii

ease in gaining and sustain

oloymen

ver group home and ICF/MR admissii
nevior regression is reduced

ilts with ASD and mental retardati

w demonstrable improvement
nmunication, ADLs, and IADI
nsumer/families rate the appropriater
ervices highe

Ilts and families transitioning into tl

t from school eport less fragmentation
ervices

'ease in gaining and sustain
bloymen

her wage:

reased consumer and family satisfac
navior regression is reduc

ver group home admissic

re consumers living independently w
ports

ults and families transitioning into t|

t from school report less fragmentati
lervices

scessful, sustainable transition into

nmunity after center participati

Evaluation

Cost data will also be collected

Evaluations of each of the measures above condegtag six months and compared to:
* The pilot participants’ baseline (prior to enrolimién the pilot)
» A comparison group of similarly situated individsidé.g. functional status, waiver participatiormdgraphics, etc.)
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Component of Pilot  Pilot 1: Specialized Support Pilot 2: Full Service Continuum Pilot 3: Transition and

Coordination and Community Employment Centers
Connections

Contractors to Operate the Pilots
Contracting Strategy | RFP issued with requirements such aFP issued with requirements such aRFP issued with requirements such as:
and Requirements | - Management and business plan | « Management plan » Business plan for enterprise
» Assessment approach » Network of providers who have « Capital required
« Support coordinator selection, wage agreed to complete training » Nonpublic fund sources
and benefits, and training  Support coordinator selection, wage Development time frame
 Partner network commitment and benefits, and training « Experience with ASD
+ Referral process  Proposed interface with related | « Staffing plan
 IT capacity agencies » Proposed interface with health and
« Provider, consumer, and parent | * Proposed community partnershipsi mental health systems, etc.
training strategy and * Proposed interface with health and « Evidence of employer support
implementation schedule mental health systems, etc. « Plan for matching work to
« Plan for monitoring service gaps | * IT capacity participant skills
 Funding plan inclusive of private, | * Experience with ASD « Work and college performance
local, state, and federal dollars + Staffing plan monitoring and intervention plan
 Plan for peer supports * Fund management
» Experience with ASD « Payroll and accounting experience
« Staffing plan  Plan for transitioning center
residents into the community
Preferred Information « Electronic assessment  Electronic assessment  Electronic assessment
Technology » Support coordination/ care plannings Support coordination/ care plannings Support coordination/ care planning
Capabilities and tracking system and tracking system and tracking system
» Referral tracking « DADS, DARS, and HHSC claims | « DADS, DARS, and HHSC claims
* Interface with and encounter
reporting from network partners
* DADS, DARS, and HHSC claims
» Web based resource directory
Potential * ADRCs, Autism Society, Local MR ¢ Local MR authorities * Local MR authorities
Organizations authorities » Provider based organizations » Nonprofits (CILA, ARC, etc.)
Interested » Universities » Parent/ Community collaborative | « Parent/ Community collaborative
» Nonprofits (CILA, ARC, etc.) » Nonprofits (CILA, ARC, etc.) » Experienced out-of-state companiés
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Component of Pilot

Pilot 1: Specialized Support

Coordination and Community

Pilot 2: Full Service Continuum

Pilot 3: Transition and
Employment Centers

Connections

Collaborations and Partnerships

Important .
Collaborations .

ADRC

DARS

Local MR authorities

Housing authorities

Workforce development boards

Medicaid

Primary care physicians

Mental health agency and network
of providers for adults with mental
health co-occurring conditions

» Medicaid
« Primary care physicians
« Mental health agency and network

of providers for adults with mental
health co-occurring conditions

Important .
Community .
Partnerships .

Employers

Universities

Graduate training programs
Physicians

Work programs

HUD

Autism Societies

ARC

Centers for Independent Living
Parent groups

Providers

Foundations

Consumer groups
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Component of Pilot

Pilot 1: Specialized Support
Coordination and Community

Connections

Pilot 2: Full Service Continuum

Cost Impacts — Start-Up through Initial Two-Year Evaluation

Pilot 3: Transition and
Employment Centers

Utilized/Incentivized

DADS administration| $500,000 $800,000 $800,000
(train, contract, (GR) ($400K GR) ($400K GR)
monitor, evaluate)
Contractor operations $1,800,000 $300,000 per site/ yr $2,100,000 $100 startup $3,300,000 $100K per site startup
(support coordination| ($1.6M GR) ($1.05M GR) $1.0M/ yr ongoing | ($1.65M GR) $500,000 per site/ yr
and administration)
Services $300,000 4 hours/ month of peer $32,000,000 100 high - $30K/ yr| $15,000,000 150 at $50K/ yr
(GR) support per consumer ($12.8M GR) 100 med - $50K/ yr| ($6.0M GR)
100 low - $80K/ yr
Other $2,000,000 pool to match private $3,000,000 Capital start-up
(GR) and federal funds (GR) 2 at $750,000
1 at $1,500,000
Total $4,600,000 $34,900,000 $22,100,000
($4.4M GR) ($14.25M GR) ($11.05M GR)
Community $2,000,000 in private and federal No specific target $1,500,000 set as target for three sites
Resources funds generated

Estimated
Cost/Savings of the
Pilot

* $2,000,000 in supports purchased

without state

¢ Lower admission rates to SSLCs al

group homes

dollars

Lower admission rates to SSLCs an
group homes

nd

0o \Wage offset of expense through
share of cost

¢ Lower admission rates to SSLCs a

group homes
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APPENDIX B: CASE STUDIES OF PROGRAMS IN OTHER STATES

The gaps identified in Texas’ system of supportsaftults with autism spectrum disorders and
related disabilities are not unique to the Stdtkese are issues with which state governments
across the country struggle. A number of states leatablished programs that seek to address
these gaps. There are a number of innovative anogjacross the states and three are profiled
here — Pennsylvania, Connecticut and Arizona. &gt profiled, innovative programs
focusing on transition from school in Delawsrand employment in Marylaftiwere mentioned
by several stakeholders.

Pennsylvania’'s Medicaid Waiver for Adults with Autism

Pennsylvania was the first, and is still the oSlitgte with a Medicaid waiver specifically created
to meet the needs of adults with an autism spectlisorder. The waiver arose from the work
of the Pennsylvania Autism Task Force, which waaldished by the Secretary of the
Pennsylvania Department of Public Welfare (DPW2®03. The Task Force was divided into
twelve subcommittees, each of which was tasked evitiuating a specific facet of the systems
in place to provide services to individuals withA8D. One of the subcommittees assessed the

needs of adults over 21 years of age. The TasteHeports were published in December 2004.

The Task Force reported that there were almosbnonity-based services for adults with an
ASD. In particular, the report noted that thoseises that are provided to adults with an ASD
were typically delivered through the mental heattiehtal retardation system, which has a
“caretaker sensibility” rather than a skill-buildior supportive approach. The Task Force
additionally identified other areas of concern]ude inadequate provider rates leading to
turnover, lack of coordination amongst providers] ¢he short duration of vocational
rehabilitation services. These conclusions arg sinilar to the gaps in Texas as identified

through stakeholder surveys, interviews, and fagosps.

19 https://www.cms.gov/PromisingPractices/Downloads$éWwarePromisingPractices6-11. pdf
20 \www.csaac.org
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In response to the Task Force’s recommendatioms)dy&/ania created the Adult Autism
Waiver, which was approved by the federal Cent@rdfedicare and Medicaid Services in May
2008.

The waiver is directly administered by the Bure&duatism Services (BAS), which was also
created based on Task Force recommendations, vidPWv. Direct administration differs from
most mental health and mental retardation serwcgnnsylvania, which are administered by
county-operated Offices of Mental Retardation arehddl Health. The Task Force
recommended that administrative control be retaatdtle State level, reporting that the county
system “drains a significant percentage of the $1lldn spent annually.” The waiver has an
enroliment capacity of 200 at an annual cost ofaxamately $100,000 per individual, or $20
million total.

To be eligible, individuals must be at least 21rges age and have received from a licensed
psychologist or physician a diagnosis before tree@@?2 of autistic disorder, childhood
disintegrative disorder, pervasive developmentsbdier-not otherwise specified, Asperger’s
syndrome, or Rhett’s disorder. 1Q is not an eligipfactor. Consumers must have substantial
functional limitations in three or more major léetivities, including self-care, receptive and
expressive language, learning, mobility, self dicgcand/or capacity for independent living.
Further, individuals must meet the clinical eligjlyifor intermediate care facilities for the
mentally retarded (ICF/ MR). Finally, consumeramat have income that exceeds 300 percent
of the federal benefit rate, which in 2010 is $2,@2r month. Reassessments are conducted

annually.

Consistent with identified best practices, the wantilizes a person-centered approach. BAS
contracts with private providers for support conedion. Consumers are able to select their
support coordinators. The support coordinator snegth the consumer and/ or their family to
identify strengths and needs. The Parental SBeake (PSS), Scales of Independent Behavior-
Revised (SIB-R) assessment, and Quality of Lifes@iaenaire (QOL.Q) are used to assist in the
evaluation of need. The support coordinator therke/with individuals, their families, and

others that the consumer wishes to include to dgvah individual service plan (ISP) and then
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monitors consumers’ services to ensure alignmetft the ISP. The ISP includes information
about who the consumer likes and admires, theiaetithat he/ she prefers, allergies or other
health concerns, a record of fire and traffic saketowledge, and other important information
that is a part of the participant’s everyday lifehe ISP outlines the services that the consumer

needs and the plan is submitted to BAS for appramdlauthorization.

The waiver covers 18 services as shown in Figufle B-

Figure B-1: Services Covered by Pennsylvania's Meckid Waiver
for Adults with Autism

Assistive Technology Behavioral Specialist Services

Community Inclusion Community Transition Services

Counseling Day Habilitation

Environmental Modifications Family Counseling

Family Training Job Assessment

Job Finding Nutritional Consultation

Residential Habilitation Respite

Supported Employment Temporary Crisis Services

Therapies (Occupational, Transitional Work Services
Physical, Speech and Language)

Most of the services covered by the Adult AutismiV@aare also included in Pennsylvania’s
Consolidated Waiver for individuals with mentalanetation. However, in response to the Task
Force’s findings regarding the lack of provider estfse in serving individuals with an ASD,
BAS requires that service providers complete a module training program that address the
multiple needs of adults with autism before thegibelelivering services. Separate training is

required for support coordinators and behavior isists.

In its waiver application, the State estimated ttesrly one-third of participating consumers
would receive residential habilitation services #mat related expenditures would comprise 36
percent of total estimated waiver spending. Residehabilitation is primarily provided in
licensed community homes (group settings) thouggmbed family living homes (adult foster
care) are also included in this service. Individuaceiving residential habilitation require
awake support staff 24 hours per day, seven dayweek. The stated goal of the services is to

“teach skills to give the participant more indepemck so that the participant will be able to
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move to a private home setting in the future.” dtjipant receiving Residential Habilitation
services must contribute 72 percent of his/ herthigrisupplemental Security Income (SSI)
payment to the provider for room and board.

About 80 percent of consumers were estimated wivecommunity inclusion services, which
were projected to represent 28 percent of tota¢edjpures. The service provides assistance to
individuals to improve their activities of dailwlhg and participation in the community.
Specific examples include assistance with bathdngssing, and eating, as well as socializing,

getting to know their neighborhood, and participgtin community activities.

The waiver application assumes that nearly evengamer will utilize behavioral specialist

services, which are estimated to total 13 perckekpenditures. A behavioral specialist creates
a behavioral support plan, which helps those inileggcontact with the consumer to support the
individual. The behavioral specialist trains faymhembers and providers in how to support the

consumer to become more independent.

The majority of the remaining expenditures is agged with day habilitation (provided in adult
training facilities) and supported employment. iBsérvices are estimated to serve 40 percent of

waiver consumers.

BAS, through a consultant, established a prospegtiovider rate schedule. These rates do not
include regional variation. This differs from theethodology used for services reimbursed
through Pennsylvania’s Consolidated and Personil&mected Support Waivers for
individuals with developmental disabilities. Fbpse waivers, reimbursement rates for most
services were established by DPW through its ovatyars of cost data submitted by its
providers. Rates for services under these waitiees, vary from provider to provider. The
State has reported that it will survey providegareing their costs and evaluate utilization data
to adjust the fee schedule as necessary. Curréatiyever, the overall result of these differing
methodologies is that services provided under ttieltAAutism Waiver are usually reimbursed
at a lesser rate than comparable services deliveréer other waiver programs for individuals
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with developmental disabilities despite the addaiorequirements of the Adult Autism Waiver

(i.e. more training).

With only 200 slots the waiver does not have theacdy to enroll all adults with an ASD in
Pennsylvania. Two priority groups were establishBdority 2 includes individuals who are
already receiving services through a waiver omnG@F/ MR, nursing home, or hospital.

Everyone else is in Priority 1.

BAS held a lottery for admission in the programioftty 1 individuals who requested an
application between July 1, 2008 and August 118206re assigned a random order. After the
initial lottery, individuals are placed on an irgst list in the order in which the request is
received. Potential consumers do not receiveigib#ity application until a waiver slot is
available. Priority 2 individuals, regardless dfether they participated in the lottery, are not
sent an application until all Priority 1 individgavho expressed an interest in receiving an

application.

Enroliment in the waiver, which began in Decemi@&, has been slow. In a May 2009 update
posted on its website, BAS stated that its goal twdsave filled the 200 slots by June 30, 20009.
However, according to a November 30, 2009 upd#&@ ,ddividuals were enrolled and 61 of

these consumers had approved plans.

Much of the delay has been related to registermogigers for the program. As noted, existing
providers delivering services to individuals witkveélopmental disabilities and related disorders,
including autism, must complete the training cowtseeloped by BAS. Additionally, it is likely
that the lower reimbursement rates offered unde@tiult Autism Waiver has contributed to the

difficulty the State has had in attracting proviler
Given the relative newness of the program, litde heen published on its outcomes. As the first

and only Medicaid waiver specifically targeting #dwvith ASDs, it will continue to be closely

watched.
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Connecticut Autism Spectrum Disorder Pilot

Recognizing the lack of appropriate supports fartsdvith autism spectrum disorders, the
Connecticut Assembly mandated the Autism Pilot Riog(APP) in 2006. Like Pennsylvania,
Connecticut has established a Division of Autismvises within its developmental disabilities
department, which administers APP. The programdeagyned with a strong evaluation
component so that any expansion would be evideaseeb The evaluation was conducted by
the University of Connecticut in December 2008. ti#t time, there were a total of 52 enrolled

consumers in the two counties in which the progwaas operating.

Similar to findings from Texas stakeholders, Coticeit identified particular gaps in services
for individuals once they graduate from high scharad for higher-functioning individuals.
Thus, the program is limited to individuals overyears of age with substantial functional
limitations in at least three areas of major liféaty. Consumers could no longer be receiving
services through the school system. Individuatk wiental retardation are ineligible for the
program and, after initial implementation, APP exled those with co-occurring mental health

issues. Intake was conducted in the consumer'shom

In addition to case management, the pilot prograweied five services. These services, the rate

paid for each, and the expected utilization aréushed in Figure B-2. Life, social, educational,

and employment Figure B-2: Services Covered by Connecticut's Autis Pilot Program
skills services include| service Rate (hour) Expected Utilization
instruction, * Life, Social, Educational, $35.47 2-15 hours/ week
_ _ and Employment Skills
implementation of « Community Mentor $26.09 2-10 hours/ week
individual service  Job Developer/ Career $55.32 2-6 hours/ week for 6
) Counselor months

plan strategies and | « consultative Services $67.60 ($72.95 for  $3,000/ year limit
therapeutic clinical psychologists)

P * Interpreter Services $52.00

recommendations,

and assistance with activities of daily living asammunity access. Community mentors
provide social interaction, assistance and supervisf household chores, and access to leisure
activities. Job developers in partnership withBueeau of Rehabilitation Services provide

assessments, job analysis, and training to seagrsuwstain employment. Consultative services
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include a range of professional services such &gion, counseling, behavior management and

training, nursing, communication, and therapy. iRagial supports are not covered by APP.

To address the gaps related to a lack of proviggerise in working with individuals with

ASDs, APP incorporated two key best practicesstfFtledicated case managers were assigned
to the program so that they were only working vimtthividuals with ASDs. These case
managers had caseloads of approximately 30 consutneznsure that they had adequate time to
devote to each individual. Second, providers $etkto deliver these services were required to

complete a training video series developed spatifi¢or this program.

Participants were provided an individual budgetdasn their unique needs, which is another
best practice. Of those consumers included iretladuation, budgets ranged from $762 to
$76,230 with a mean of $30,378. Four individuad budgets of less than $12,000, nine had
budgets between $12,000 and $24,000, eight wareaddid budgets of $24,000 to $48,000, and
three had budgets in excess of $48,000. Spendisgsubstantially less than budgeted
allocations and averaged 59 percent of the tota$18,014. It was reported that this difference

was due to the ambivalence of some participan®P Was entirely state-funded.

The evaluation of the program was based on intervigith 28 consumers in the program as
well as caregivers, case managers, and other stigleeb. Eight of these individuals were living
independently, 19 lived with their parents or ottedatives, and one was in a supervised living
program apartment funded by the Department of Métgalth and Addiction Services. The

results of the evaluation were somewhat mixed|drgely positive.

Employment outcomes for individuals with ASDs axeedingly poor across the country.
During the course of the evaluation, the utilizatad employment supports increased from 10 to
21 individuals. At the baseline period for APPvele consumers were employed, but after one
year only six of them were still employed. Howe\wadrthe ten that did not have jobs but had
been employed in the past, seven were working afteryear and, of the six who had never
worked two were employed after one year. Ovetiadlre was a net employment increase of four

consumers and 56 percent of the 27 consumers edlundthis analysis were employed, which is
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higher than national estimates of employment ratesng individuals with ASDs. APP
participants worked in jobs ranging from clericatlsservice (e.g. grocery stores) positions to
illustrators. Most earned less than $10 per hdire evaluation also found significant increases
in job satisfaction with many fewer consumers répgrthat they did not like the people with

whom they worked, the environment, the locatiothefjob, and their pay and hours.

The number of adults using social groups, communiytors, and support groups increased
from 2 to 19. This may help explain a modest deseean “screen time” — the time spent
watching television, using a computer, and playirigo games — from 7.8 hours to 7.1 hours.
Strangely, however, consumers reported fewer cledagionships with family and friends after

one year in the program.

Consumers were also evaluated using the Scaleslepéndent Behavior (Revised), which is a
norm-referenced assessment of adaptive and maiegldgthavior. The evaluation found
improvement on the broad independence scale afdogdice subscales: motor skills, social
interaction and communication skills, personaligskills, and community living skills.
Additionally, improvement was found on each of thaladaptive indices (generalized,
internalized, asocial, and overall support scoxegpt for externalized, which was already in the

normal range.

When asked whether APP helped them achieve thels goonsumers had generally positive

responses. Figure B-3 summarizes these results.

Figure B-3: Connecticut Autism Pilot Program Consuners’ Opinions Regarding Their Goals
% with Were your goals met? How helpful were the services?
goal totally partially didnot very  somewhat not at all
or little
Life Skills 81% 9% 77% 14% 22% 65% 13%
Employment Skills 74% 15% 60% 25% 31% 50% 19%
Community Involvement  33% 33% 44% 22% 33% 47% 20%

The table shows that most consumers said theisgeale “partially” met and that services were

“somewhat or little helpful”. Participants were st@atisfied with having met their goals in

Burns & Associates, Inc. B-8 August 23, 2010



community involvement and least satisfied with pesg in life skills, which include

communication and social skills and performing\atés of daily living.

Figure B-4 notes the responses of APP case manasjexd whether pilot program participants
met their goals. The most interesting findinghis tichotomy on employment skills. Case

managers were three times more likely to respoatddabnsumers totally achieved their goals

compared to the responses o Figure B-4: Connecticut Autism Pilot Program Case Minagers’
the consumers themselves, but Opinions on Whether Consumers Met Their Goals

t Were consumers’ goals met?

also were more likely to repor _ :
totally partially did not

that employment goals were | Life Skills 6% 81% 19%
not met Employment Skills 45% 20% 35%
' Community Involvement 30% 65% 4%

Caregivers were also asked about their perceptibtie program. Families were most
concerned about what will happen when they arengdr able to care for their loved one with
an ASD. They also expressed specific concernteckta socialization, employment, housing,
and safety. After one year in the program, 39 grof the interviewed caregivers reported that

they were less concerned.

The evaluation noted several difficulties experezhover the first year of the program as well as
best practices. The researchers found that trgrgorowas most effective for younger
participants recently involved in services throtiglé school system, underscoring the
importance of effective transition services. Pdevistaff expectations were at times too low as
they were not accustomed to working with higheretioning adults highlighting the need for
specialized training to build ASD-specific servaapacity. Conversely, the evaluation authors

stated that some parents’ expectations were tdg payticularly regarding employment.
Overall, the program generated overall positiveonres in its first year of operation while

filling a gap in services for higher-functioninguis with ASDs who previously had few

services.
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Arizona Long Term Care System

Unique in the country, Arizona operates its entliedicaid program under a single Section 1115
demonstration waiver. Most of the State’s Medigaioigram is operated on a capitated managed
care basis. The Arizona Department of Economiaiffigo(ADES) contracts with the State
Medicaid Agency as the managed care organizatipnawide services to individuals with
developmental disabilities in the Arizona Long Tebare System (ALTCS).

To be eligible for ALTCS, an individual must meketinstitutional level of care determined by
three age-specific preadmission screening instrtsneAutism spectrum disorders are a
qualifying condition; an individual does not needchtave co-occurring mental retardation to
qualify for ALTCS. ADES is responsible for all a&ss of an individual’s care, including acute
care and behavioral health services as well astienmg care services. Support coordination,

service authorization, and utilization review fuoos are performed by state staff.

ALTCS offers an array of traditional service opsaas listed in Figure B-5. None are unique to
individuals with ASDs.

Figure B-5: Arizona Long Term Care System Covered &vices

Habilitation (under which ABA is often provided) Person centered planning facilitation
Specialized habilitation (music, behavioral, and Center based employment

communication) Group supported employment
Group homes Individual supported employment
Nursing supported group homes Housekeeping
Community protection and treatment homes Respite
Developmental homes (foster care) Attendant care
Individually designed living arrangements Day habilitation
Speech, physical therapy, and occupational therapy Independent living support

Like Texas but unlike the Pennsylvania and Conoetprograms discussed previously, Arizona
generally does not have autism-specific programmingpecialized support coordination for
adults with ASDs. Applied behavioral analysispedfically covered for children, but not for

adults. ALTCS, however, does incorporate sevezat practices that are informative.

Arizona is a leader in consumer choice. ADESzd#ian “open and continuous” procurement

that permits providers that meet the service reguénts to enter the system at any time. The
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system has a large network of qualified indepengemtiders for home based supports
(habilitation, attendant care, respite, housekegpatc.) and one of the largest fiscal
intermediary programs in the country with more tda@00 consumers and families operating as
the employer of record. Consumers and their famifiirect the supports delivered by
independent providers, maximizing self-direction gervices tailored to the needs of each
consumer/family. Family members (other than spguaee permitted to provide and receive
reimbursement for attendant care. In fact, amahudtsawith ASDs, nearly 75 percent of all
attendant care services are provided by family negmbTaken together, these program features

maximize opportunities for self-determination.

In order to reimburse independent providers basetth® needs of consumers they serve, DDD
developed a rate adjustment tool. The rate adgrst tool evaluates both environmental factors
(the safety of the home, the availability of nats@pports) as well as behavioral, functional, and
medical needs of the individual. A base rate fmteservice is modified based on the scores for
the individual served by the independent provideroviders who are in continued service for

two or more years also receive a supplement toedtiee

Similar to Texas, Arizona has both large, urbamsugs well as expansive rural areas. To
encourage providers to deliver services in thesasarALTCS uses geographic modifiers to
certain provider rates, such as therapies andpoatation (the underlying rate schedule is
established using an independent cost model)hemrcase of therapies, for example, three tiers
are established depending on population densitighstiae highest tier providing a 50 percent

bonus on the base rate. This strategy has hedpewiltd capacity in rural areas.

Arizona state law establishes an entitlement to 85Tservices for those who meet the eligibility
criteria; waiting or interest lists are not permmitt In fiscal year 2009 Arizona provided services
to 1,006 adults with ASD diagnoses and expendeds$#flion on services for these
consumers. The average annual per person spendsgbout $42,300. This is between the
average amounts expended by Texas in the CLASH&&lwaiver programs, which is to be
expected since ALTCS is essentially a combinatiom @omprehensive waiver and a supports

waiver.
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Of the $42.6 million in ALTCS spending for adult#wASD more than 48 percent, $20.5
million, is associated with group homes. As isdhse in Texas there is a significant jump in the
percentage of consumers living in a paid resideplzecement as an individual ages. Group
home utilization increases from 11 percent in t8¢al21 year old age group to 31 percent in the
26 to 34 year old age group. The lack of waitistslin ALTCS has resulted in a smaller
percentage of individuals in out-of-home placemeptapared to other states because of the
availability of supports to maintain individualstimeir home.

Additionally, ADES utilizes group home placememtdieu of ICF/ MRs. Arizona has only one
state-run institution remaining, but no longer admiew consumers to the facility. Arizona has a
medium-sized private ICF/ MR whose residents gélyesiee medically fragile (e.g. ventilator
dependent). Few, if any, individuals with ASDs eréCF/ MRs. Overall, the availability of
support services and the use of the community-bplsegments rather than ICF/ MRs resulted
in Arizona receiving the top ranking from UCP famemunity inclusion this year. Additionally,
since home and community-based services are mesteffective than institutional placements,
Arizona per-resident costs are significantly lowean the national average (though higher than

Texas’).

Like most of the country, Arizona struggles witHgieg individuals obtain meaningful
employment. Of the 1,006 adults with ASDs recejwervices in fiscal year 2009, 22 received
individual supported employment or an employmepipsut aide and 56 were in group
supported employment. In contrast, 44 were inerdmised employment and 456 were in day
treatment programs. To attempt to resolve theegy$tagmentation issues resulting from both
ALTCS and the state vocational rehabilitation pemgrhaving responsibility for employment
supports, ADES several years ago moved the morsagiased with services for individuals

with development disabilities from the vocationghabilitation program to ALTCS.

Arizona provides a model of how certain best pcastican be implemented system-wide to
benefit all individuals with developmental disatids. However, without a survey of consumers
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with ASDs and their families it is unknown whetlileey feel that they believe that the system is

meeting their unique needs.
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APPENDIX C: TEXAS HEALTH AND HUMAN SERVICES REGIONS

Region Counties Serviced
Region 1: High Armstrong, Bailey, Briscoe, Carson, Castro, Chi#dreCochran,
Plains Collingsworth, Crosby, Dallam, Deaf Smith, DickeBsnley, Floyd,

Garza, Gray, Hale, Hall, Hansford, Hartley, Hemiplibckley,
Hutchinson, King, Lamb, Lipscomb, Lubbock, Lynn, de, Motley,
Ochiltree, Oldham, Parmer, Potter, Randall, Rob&tterman,
Swisher, Terry, Wheeler, Yoakum

Region 2: Northwest | Archer, Baylor, Brown, Callahan, Clay, Coleman, @Goiche, Cottle,
Texas Eastland, Fisher, Foard, Hardeman, Haskell, Jacles] Kent, Knox,
Mitchell, Montague, Nolan, Runnels, Scurry, Shaftkel, Stonewall,
Stephens, Taylor, Throckmorton, Wichita, Wilbargéoung

Region 3: Metroplex | Collin, Cooke, Dallas, Dallas, Denton, Ellis, Eraffannin, Grayson,
Hood, Hunt, Johnson, Kaufman, Navarro, Palo PiRtoker,
Rockwall, Somervell, Tarrant, Wise

Region 4: Upper East| Anderson, Bowie, Camp, Cass, Cherokee, Delta, krartkregg,
Texas Harrison, Henderson, Hopkins, Lamar, Marion, Mgrdanola, Rains,
Red River, Rusk, Smith, Titus, Upshur, Van Zandgod/

Region 5: Southeast | Angelina, Hardin, Houston, Jasper, Jefferson, Ndaolges, Newton,
Texas Orange, Polk, Sabine, San Augustine, San Jacih&b$a Trinity,
Tyler
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Region 6: Gulf Coast | Austin, Brazoria, Chambers, Colorado, Fort Bendy&ston, Harris,
Liberty, Matagorda, Montgomery, Walker, Waller, Wiwa

Region 7: Central Bastrop, Bell, Blanco, Bosque, Brazos, BurlesorrnBy Caldwell,
Texas Coryell, Falls, Fayette, Freestone, Grimes, Hamijltdays, Hill,
Lampasas, Lee, Leon, Limestone, Llano, Madison, &hcian, Milam,
Mills, Robertson, San Saba, Travis, Washington]iglvilson

Region 8: Upper Atacosa, Bandera, Bexar, Calhoun, Comal, DeWithit, Edwards,
South Texas Frio, Gillespie, Goliad, Gonzales, Guadalupe, JackEarnes,
Kendall, Kerr, Kinney, La Salle, Lavaca, Maveritkedina, Real,
Uvalde, Val Verde, Victoria, Wilson, Zavala

Region 9: West Texag Andrews, Borden, Coke, Concho, Crane, Crockett, SoeEctor,
Gaines, Glasscock, Howard, Irion, Kimble, Lovingaftin, Mason,
McCulloch, Menard, Midland, Pecos, Reagan, Reevelsleicher,
Sterling, Sutton, Terrell, Tom Green, Upton, Wakdnkler

Region 10: Upper Brewster, Culberson, El Paso, Hudspeth, Jeff D&rissidio

Rio Grande
Region 11: Lower Aransas, Bee, Brooks, Cameron, Duval, Hidalgo,Hogg, Jim Wells,
South Texas Kenedy, Kleberg, Live Oak, McMullen, Nueces, Refydgsan Patricio,

Starr, Webb, Willacy, Zapata
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APPENDIX D: CROSSWALK OF HB 1574REQUIREMENTS TO REPORT SECTIONS

HB 1574 Requirement Report Section
Sec. 2(b) — outlines requirements of pilgt Section 6 outlines the three proposed pilot optiarsch
programs, including: are designed to address these requirements. App&nd

 Encourage sustainable employment| provides further detail for each of the specifieduirements
and community integration

¢ Develop meaningful community-
based activities for persons for whom
competitive employment is not a goa

* Promote continued individual
development and avoid regression

* Promote self-determination and
independence

» Coordinate services and behavioral
supports across all areas of need

* Allow for flexible funding and for a
flexible array of services to meet
individual needs

Sec. 2(c)(1) — requires that pilots provideSection 6 outlines the three proposed pilot optiarsch
a seamless system of supports to provideire designed to address the requirements. |rcpknti

* Options for independent living, if * Specialized support coordinators are expectedrie ses
appropriate systems navigators to provide a focal point forstoner

« Community-based housing and family contact

« Individualized supports * Pilots 2 and 3 provide a continuum of serviceduidiog

housing supports, to reflect the varying needslofta
across the spectrum

» Each pilot option includes DADS’ existing person-
centered planning philosophy

Sec. 2(c)(2) — requires that the report | In preparing this report, autism task force repfidm three
include research and analysis of best | dozen states were reviewed with the recommendatibtiee
practices and programs from other statgedfive most thorough reports, along with findingsrfrother
national advocates, synthesized to isolate commash b
practices. These conclusions are summarized 0B
Appendix B includes summarizes of programs in tistates
that incorporate many of these best practices

Sec. 2(c)(3) —requires that the report | Utilizing telephone interviews, in-person focusgps, site
authors consult with and solicit feedback visits, and an online survey, B&A spoke with oreeed
from key stakeholders comments from more than 200 individuals acrossStage
including:

» Key agency representatives

* Consumers and self-advocates

* Parents and caregivers

* Providers

* Local MR authority staff

This input informed the entire study, most particlyl the
gap analysis in Section 5 and pilot program dedigoussed
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in Section 6 and Appendix A

Sec. 2(c)(4) through Sec. 2(c)(6) requires « The report relied on analysis of service claimsdaim

that the report DADS and DARS as well as stakeholder input to
¢ Address barriers that may prevent identify barriers and gaps, the most significanmivbfch
consumers from living in their local are summarized in Section 5
community * The pilot option described in Section 6 and Apperdi
* |dentify the existence and cause of are designed to address these gaps

service gaps
* Develop recommendations to
eliminate the gaps

Sec. 2(c)(7) requires that the report The expected outcomes are discussed in Sectiod 6 an
identify potential benefits to persons whpAppendix A

would receive services from the pilot
program

Sec. 2(c)(8) requires that potential federaPotential federal funding opportunities are summpeatiin
sources of funding for the pilot programs Section 7, which concludes that Medicaid (throughi 415
be identified waiver) is the most viable option. The sectiomgisovide
potential sources of State funding to match therfadunds

Sec. 2(e) requires that the report include: « Elements related to the structure, scope, and
* A recommendation for the structure pf administration of the pilots is included in Sect®and
the pilot programs Appendix A

* A recommendation on the choice of| ¢ Discussion of Medicaid waiver options is includad i
an appropriate agency to design and  Section 7
administer the pilot programs

* An estimation of the number of
persons who may benefit if a program
similar to the pilot were instituted
statewide

* An estimation of the potential cost of
the pilot program and whether the
pilot program may lead to savings

* A method of determining which
persons would be eligible to
participate in the pilot programs

* Which Medicaid waiver programs ar
appropriate to the pilot programs an
whether new Medicaid waiver
programs may be required

[SRN¢))
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