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Two decades ago, autism was a little known, uncommon disorder. Today, with prevalence estimates increasing at an alarming pace, autism is emerging as a national health emergency.

2009 Interagency Autism Coordinating Committee Strategic Plan for Autism Spectrum Disorder Research

One in 68 children has autism spectrum disorder.

Centers for Disease Control and Prevention website, ASD homepage, Data and Statistics, Prevalence, retrieved October 24, 2014 
Terminology
For the purposes of this report, except when referring to statute or otherwise credited material, the term autism spectrum disorder (ASD) is used and is intended to be inclusive of all diagnoses considered to be on the autism spectrum.
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Foreword
The Texas Council on Autism and Pervasive Developmental Disorders (Autism Council) 2014 Report identifies continuing needs and offers recommendations for both statutory reform and targeted appropriations increases for consideration by the 84th Texas Legislature.
The Centers for Disease Control and Prevention (CDC) estimates that 1 in 68 children are on the autism spectrum and suggests that the prevalence rate is increasing at the rate of 10–17 percent each year.
 As we prepare for the 84th Legislative Session, we recommend:
· implementation of universal screening for autism spectrum disorder (ASD) and developmental disabilities;
· expanding community services through increased Medicaid Waiver funding;
· creating a telepractice model for the delivery of ASD services;
· enhancing training for direct service providers in evidence-based interventions; 
· developing community-based ASD diagnostic partnerships; and
· developing a registry for Texans with ASD and developmental disabilities.
Council members are eager to work with Texas leadership on these and other policy recommendations that will improve the lives of people with ASD and their families. Together we must work to develop viable, effective, and sustainable programs to respond to the challenges presented by ASD.
Mission Statement

The mission of the Texas Council on Autism and Pervasive Developmental Disorders (Autism Council) is to “advise and make recommendations to state agencies and the Texas legislature to ensure that the needs of persons of all ages with autism and pervasive developmental disorders and their families are addressed and that all available resources are coordinated to meet those needs.”
Texas Council on Autism and Pervasive Developmental Disorders Structure

The Autism Council was established in 1987 by legislation that added Chapter 114 to the Human Resources Code. 
The Autism Council is composed of seven public members, the majority of whom are required to be family members of a person with autism, appointed by the governor with the advice and consent of the Senate.
	Council members appointed by the governor

	Name
	Appointment expiration
	Designation

	Frank McCamant, Chair
	February 1, 2015
	Parent

	Dr. Stephanie Sokolosky, Vice Chair 
	February 1, 2016
	Professional

	Dr. Pamela Rollins, Secretary
	February 1, 2016
	Professional

	Daniel Durany
	February 1, 2015
	Professional

	Tammy Lemoine
	February 1, 2015
	Parent


	Callie Vivion-Matthews
	February 1, 2015
	Parent

	Ann Hart
	February 1, 2016
	Parent



A representative from each of the following agencies serves as an ex-officio member:
· Texas Health and Human Services Commission (HHSC)
· Texas Department of Aging and Disability Services (DADS)
· Texas Department of Assistive and Rehabilitative Services (DARS)
· Texas Department of Family and Protective Services (DFPS)
· Texas Department of State Health Services (DSHS)
· Texas Education Agency (TEA)
Advisory Task Force

The Advisory Task Force, made up of Regional Advisory Committee Chairs, is the primary advisory group to the Autism Council. It represents parents, families, and professionals. Members act as regional resources, providing input and feedback on council activities and strategic planning efforts. Contact information for the Regional Advisory Committee chairs can be located on the DARS website at: http://www.dars.state.tx.us/councils/autism/autismmembers.shtml
Texas Council on Autism and Pervasive Developmental Disorders Funding

The Autism Council is financially supported by its six member agencies. During fiscal year 2014, each member agency contributed $14,000 for a total Autism Council budget of $84,000. Beginning September 1, 2014, DARS provides administrative support to the Autism Council. Prior to DARS, administrative support was provided by the Department of Aging and Disability Services (DADS).
Autism Spectrum Disorder in Texas
Autism spectrum disorder (ASD) is a neurodevelopmental disorder characterized, in varying degrees, by difficulties in social communication and restrictive and repetitive behaviors.
ASD can be associated with intellectual and developmental disabilities (IDD), difficulties in motor coordination and attention, and such physical health issues as sleep and gastrointestinal disturbances. 
ASD appears to have its roots in very early brain development; however, the most obvious symptoms of ASD tend to emerge between two and three years of age.

The Texas Health and Human Services Commission (HHSC) Center for Strategic Decision Support (SDS), using Centers for Disease Control and Prevention (CDC) prevalence data and U.S. Census Bureau information, estimated in 2014 that 399,915 Texans have an ASD diagnosis, including 130,316 children below 22 years of age. 
Caring for a child with ASD can be a daunting challenge for a family. Disruptive behaviors, communication difficulties, ancillary medical problems, and issues related to a person’s intellectual deficits can tax the physical, emotional, and financial reserves of families.
The lifetime cost of supporting an individual with ASD has been estimated to be $1.4 million. If there is also an intellectual disability, the total rises to $2.4 million.

Facts about Autism Spectrum Disorder
· ASD affects 1 in 68 children.
· ASD is almost five times more common among boys than girls: 1 in 42 boys versus 1 in 189 girls.
 

· ASD costs a family $60,000 a year on average. 

· Forty percent of people with ASD have average-to-above-average intellectual abilities. 

· ASD receives less than 5 percent of the National Institutes of Health research funding. 

· ASD occurs in all racial, ethnic, and socioeconomic groups. 

· Autism is the fastest growing serious developmental disability in the United States. 

· No medical detection or cure exists for autism.

Autism Services in Texas
Texas has a number of state agencies providing autism services, including:
· Texas Department of Assistive and Rehabilitative Services 
· Early Childhood Intervention

· Autism Program (Applied Behavior Analysis: Children)

· Vocational Rehabilitation 

· Texas Department of Aging and Disability Services

· State Supported Living Centers (SSLC)

· Intermediate Care Facility for individuals with an intellectual disability or a related condition (ICF/IID) 
· Community Living Assistance and Support Services (CLASS)

· Home and Community-based Services (HCS)

· Deaf Blind with Multiple Disabilities (DBMD) Services

· Medically Dependent Children Program (MDCP)

· Texas Home Living (TxHmL) Program

· Local Authority (LA)

· Nursing Facilities (NF)

· Guardianship Services


· Texas Education Agency

· Local Independent School Districts Special Education Programs
Texas Council on Autism and Pervasive Developmental Disorders Priorities for the 84th Legislative Session
Children and adults with autism spectrum disorder (ASD) and their families face many challenges. Their needs are evident in the areas of early identification and intervention, special education, transition, employment, and residential and other adult services. A state service delivery framework could help to ensure effective and efficient planning, funding, delivery, and evaluation of ASD services. As the Autism Council looks forward to the 84th Legislature, it recognizes that the resources necessary to fully address the countless needs of all Texans with ASD would be extensive.
Accordingly, the Autism Council has selected six high-priority initiatives for legislative action that we believe could have maximum impact on the ASD service system. 
Collaboration with Act Early Texas! 
The Autism Council is working closely with Act Early Texas! (AET!), a collaborative endeavor among nine university autism centers (see Appendix A) and stakeholders from the public and private sectors based at the Children’s Learning Institute at The University of Texas Health Science Center in Houston. AET! is developing a comprehensive plan for services for children and youth with ASD. AET! joins the Autism Council in presenting the following legislative priorities for the 84th Legislative Session.
Note: These initiatives are presented according to the Autism Council’s priorities. However, given that the needs of Texans with ASD and their families are so complex and the rate of ASD diagnoses has grown so rapidly, it is critical that the Legislature address all six priorities to ensure that the necessary range of evidence-based state services is available to provide an effective and efficient response to these growing needs.
We are pleased to note that several of our funding priorities are reflected in the legislative appropriations request of the Health and Human Services (HHS) system agencies. 

Fund Universal Screening for Autism Spectrum Disorders and Developmental Delays

Issue

Young children who have a Primary Care Provider (PCP) or pediatrician are not routinely being screened for Autism Spectrum Disorders (ASD) and other developmental issues despite the best efforts of the American Academy of Pediatrics (AAP) and Texas Health Steps. Texas Health Steps is a program administered by the Texas Department of State Health Services, which provides regular medical and dental checkups and case management services to children from birth through 20 years of age who have Medicaid.
The significant numbers of young children in Texas who do not have a PCP and who receive sporadic well-child care through various clinics are being screened even less frequently. With the second largest and fastest growing child population in the country,
 Texas also has a very large population of children with ASD and other developmental disorders.

Texas is facing a crisis, as these children are not receiving the necessary evaluations and interventions before entering school, when interventions would have the greatest impact.
It is well documented
 that early recognition of developmental delays with subsequent early initiation of appropriate, evidence-based interventions greatly benefits a child’s development and school readiness, with an estimated return to society of $1.80 to $17.07 for each dollar spent.
 Routine developmental screening of all children from birth to 5 years of age using validated instruments is necessary to identify potential delays across multiple functional domains.
 However, the rate of routine developmental screening activities in medical homes
 in Texas remains low, at 19.2 percent in the recent parent-reported National Survey of Children’s Health.

Recommendation

Fund the expansion and sustainability of the Act Early Texas! (AET!) universal screening initiative for all children in Texas from birth to 5 years of age
The universal developmental screening will be performed with the Ages & Stages Questionnaire-3rd Edition (ASQ-3) assessment tool. The tool helps parents provide information about the developmental status of their young child across five developmental areas: communication, gross motor, fine motor, problem solving, and personal-social.
The cost of universal developmental screening in Texas through AET! from birth to 5 years of age is as follows: 
· Cost for 10 screenings (9 ASQ-3™ and 1 ASQ:SE) per child at $1.25 each =       $12.50
· Annual average cost per child for 5 years = $2.50
Texas’s new Early Childhood Comprehensive Systems (ECCS) Program, AET! will consist of a web portal for universal developmental screening. Funded by the federal Health Resources and Services Administration (HRSA) and the Texas Early Learning Council through July 31, 2016, the portal will be available in English, Spanish, and Vietnamese, and will include the following services:

· Digital versions of the Ages & Stages Questionnaires-3rd Edition (ASQ-3™) and the Modified Checklist for Autism in Toddlers, Revised with Follow-Up Interview (M-CHAT-R/F) with automated scoring.
· Four learning modules with free continuing education units (CEU) aimed at early childhood education and care (ECEC) professionals and leading to their certification as developmental screening consultants.
· All available materials produced by the CDC’s “Learn the Signs, Act Early” program in downloadable PDF format.
· Automated e-faxed referrals for failed screenings to an Early Childhood Intervention (ECI) provider or the independent school district (ISD) based on age and home zip code to decrease the reported 50 percent attrition between failed screenings and referrals.

· Zip-code-specific referrals to PCPs if one is not identified at registration.
· Resources for parents and professionals on ASD and other developmental disorders.
The portal design will permit routine developmental screening in PCP settings. 

Following recommendations by the Ounce of Prevention Fund report,
 we propose funding to cover 10 ASQ screenings for each child from birth through 60 months of age, targeting ECEC centers and the general public. This is greater than the number of screenings recommended for PCPs by the American Academy of Pediatrics; however, developmental screening in PCP settings is supplemented by routine developmental surveillance at every well-child visit, which is not possible outside of the Medical Home in ECEC or general public settings. One of these screening types, the M-CHAT, is available at no cost.
Through AET! we endorse the following screening schedule, based on the recommendations by the Ounce of Prevention report:

Table 1.
	Schedule for recommended number of ASQ screens

	Birth to 12 months: every 3–4 months
	ASQ-3 at 4, 8, and 12 months

	13–36 months: every six months
	4 ASQ-3 at 18, 24, 30, and 36 months

M-CHAT-R/F at 18 and 24 months

	37–60 months: every year
	2 ASQ-3 at 48 and 60 months


The Texas AET! ECCS Program is designed to target ECECs in seven of the top 25 neediest Texas counties. Those counties are as follows:

· Cameron, Hidalgo, Willacy, and Nueces counties in the Rio Grande Valley 
· Dallas County
· Cherokee County
· Gregg County
These counties represent both urban and rural settings. AET! has already contracted with Brookes Publishing Company for 40,000 ASQ screenings ($2.50 each for a total of $100,000) to cover the developmental screenings in these counties through July 31, 2016.

We anticipate that participation in AET! Universal Screening will be achieved gradually over the next decade and will be optimized with participation of PCP Medical Homes. Therefore, we are requesting initial funding for this legislative biennium to cover the costs of the estimated participation of 10 percent of all children in state fiscal year 2016 and 20 percent of all children in Texas in fiscal year 2017.
We are also requesting funding to support the following AET! program goals: 
· a web developer to make the continual changes that will be necessary as usage increases; 
· a developmental specialist as the point of contact for questions or concerns about AET! who will work directly with Pauline A. Filipek, MD, FAAP, Professor of Pediatrics at the University of Texas Health Science Center at Houston, Children’s Learning Institute, and Director of AET!; and 
· an outreach program coordinator who will be responsible for coordinating the public relations and media focus on AET! in order to inform the public and recruit participation in AET!, and who will be required to travel to regions across Texas.
AET! projects the cost of this initiative to be $1,545,770 in fiscal year 2016 and $136,464 in fiscal year 2017.
The Department of Assistive and Rehabilitative Services (DARS) has requested an exceptional item for the Office of Autism Services for $675,000 in fiscal year 2016 and $1,115,000 in fiscal year 2017. These funds, if approved, could support this initiative.
Identify and Expand Use of Evidence-based Practices

Issue:

Early screening, diagnosis, and treatment can have a positive impact on the lives of children with autism spectrum disorder (ASD).  The earlier the diagnosis is made and treatment is begun, the greater the potential for limiting or ameliorating the physical, behavioral, and social challenges associated with ASD. The provision of early intervention services may result in fewer supports being required and may reduce a child’s reliance on expensive publicly funded ASD programs. The Autism Society currently estimates the national cost of lifetime care for a person with ASD at $3.5 to $5 million, with a potential cost-savings of nearly $2 million for those children receiving early intervention.  
Because ASD is a spectrum disorder, children with ASD have variable needs. To maximize cost-savings, Texas’s ASD service model should include evidence-based treatment practices to meet the need of each child.

A significant body of national research has identified an array of evidence-based ASD treatments. Both the National Professional Development Center on Autism Spectrum Disorders and the National Autism Center’s National Standards Project have identified evidence-based treatment practices that can benefit people with ASD in different age groups, among differing diagnostic populations, and with various treatment targets. Texas may select from among these validated interventions to design an ASD service model best suited for Texas.

Texas has a substantial number of experts in the field of ASD. We also have access to national experts through the National Autism Leadership Collaborative. These experts, including published researchers, have extensive knowledge of evidence-based practices and the design of state ASD services systems.

Recommendation:

The Autism Council recommends that the Legislature direct the Executive Commissioner of the Texas Health and Human Services Commission (HHSC) to empanel an ad-hoc Commission of ASD Experts, no later than September 1, 2015, to identify a comprehensive ASD service model best suited for Texas and to provide a report to the Legislature no later than November 1, 2016.

Implement Medicaid Funded Coverage of Services for People with Autism Spectrum Disorder

Issue:

On July 7, 2014, the federal Centers for Medicare and Medicaid Services (CMS) issued an information bulletin.
 The bulletin clarifies that state Medicaid programs must cover a comprehensive array of preventive, diagnostic, and treatment services under the Early and Periodic Screening, Diagnostic and Treatment (ESPDT) benefit for children under age 21 with autism spectrum disorder (ASD) if the services are determined to be medically necessary.

The bulletin is posted online at: 
http://www.medicaid.gov/Federal-Policy-Guidance/Downloads/CIB-07-07-14.pdf
The EPSDT benefit is designed to ensure that children receive early detection, preventive care, and medically necessary treatment services so that health problems are averted or diagnosed and treated as early as possible.
Under the Medicaid state plan, services to address ASD may be covered under several different benefit categories. These categories include: 
· Services of other licensed providers
· Preventive services 
· Therapy services

Consistent with the provisions of EPSDT, states must cover services that could otherwise be covered at state option under these categories. Further, under these categories, all other state Medicaid plan requirements, such as state-wideness and comparability, must also be met by these services.

The federal information bulletin states that the role of the states is to make sure that all covered services are available and to ensure that the families of enrolled children, including children with ASD, are aware of and have access to a broad range of services to meet their children’s needs.
The information bulletin further notes that if a service, supply, or equipment that has been determined to be medically necessary for a child is not covered (for adults) in a state’s Medicaid state plan, Texas will nonetheless need to arrange for and cover it for the child as long as the service or supply is included within the categories of mandatory and optional services. 

Recommendation:

The Autism Council recognizes that preventive, diagnostic, and treatment services are crucial in effecting positive outcomes for children with ASD. The Autism Council supports the actions of the Texas Health and Human Services Commission to more fully integrate these services in an expedited manner.
Increased Medicaid Waiver Funding

Issue

Most long-term care services for people with intellectual and developmental disabilities (IDD), including people on the autism spectrum, are funded through Medicaid and are administered by the Texas Department of Aging and Disability Services (DADS). Medicaid waiver programs provide services and supports to persons with IDD in their own home or other home-like settings in the community. Medicaid covers the expenses of institutional and nursing facility care, called Intermediate Care Facilities (ICF). ICFs can be as small as six people living in a home, or as large as 400 people in a facility or institution. ICF institutional services are an entitlement for eligible persons. Medicaid Long-Term Care also includes a waiver program called Home and Community-based Services (HCS). This program waives many of the ICF rules to create a more flexible community services and supports program that is often much more appropriate to the needs and interests of people with IDD. Medicaid waiver services are not an entitlement.
In the past, eligible individuals had to live in such institutional settings as a nursing home or State Supported Living Center (SSLC) in order to qualify for Medicaid long-term services. Now, a Medicaid waiver allows the state to use Medicaid to provide a range of flexible community based, long-term care services to eligible people with disabilities as long as the program meets certain cost and programmatic requirements.
In Texas, waiver programs offer a broad range of home and community-based services. The programs are as follows: 

· Community Living and Support Services (CLASS)
· Medically Dependent Children Program (MDCP)
· Deaf Blind with Multiple Disabilities (DBMD)
· Texas Home Living (TxHmL)
· Star+Plus

· Home and Community-based Services (HCS) 
HCS is the waiver program most typically used to fund alternatives to institutional care for either children or adults with IDD, which may include ASD.
Although HCS is a Medicaid program, it is not an entitlement. It is available statewide, but only to a limited number of people meeting certain eligibility criteria. Typically, people are offered waiver services based on the date their names were put on an “interest list” for the program. It can be many years and, in some cases, more than a decade before a “waiver slot” becomes available; however, there are conditions under which a person meeting certain criteria may get an HCS slot faster than the regular interest list process takes.
To be eligible for HCS, a person must have an intellectual disability with an intelligence quotient (IQ) of 69 or below; or an IQ of 75 or below and a related condition (such as autism or cerebral palsy) and have mild to extreme deficits in adaptive behavior. HCS has no age limit, so no one ever “ages out.” An important and distinguishing feature of Medicaid waiver funding is that if the person moves within Texas, the funding is not interrupted.
There are 13 SSLCs in Texas. These facilities cost taxpayers more than twice as much per person on average compared to community-based services. The estimated monthly cost of care at a SSLC is:

· 2011 - $13,546
· 2012 - $14,407
· 2013 - $15,181
The estimated average monthly cost of care in a HCS program is:

· 2011 - $3,465

· 2012 - $3,423

· 2013 - $3,449

In 2013, the average monthly cost for service in a SSLC was approximately 4.4 times the average monthly cost of care in a HCS program.

Recommendation

Increase appropriations to reduce interest lists for all Medicaid waiver programs by at least 10 percent per year of the biennium
Increasing funding to support innovative, best-practice approaches that will continue to shift the focus of Medicaid long-term services and supports from institutional to community-based services and supports could:
· Support the Balancing Incentive Program (BIP), which allows for state structural reforms that increase nursing home diversions and expand access to non-institutional long-term services and supports.
· Maximize the number of Texans with an IDD who receive high-quality services and supports in typical homes and communities through the Medicaid waivers, Consumer Directed Services (CDS), and safety-net services.

· Reduce interest-lists for the Medicaid waivers by at least 10 percent per year of the biennium.
· Enhance the Community Living Options Information Process (CLOIP) in SSLCs.
· Expand the CDS option to all service definitions in the Medicaid waivers.
· Support and implement the 2014 Texas Sunset Advisory Commission recommendations regarding SSLCs. We ask that members establish a commission on SSLC realignment to ensure ongoing evaluation of the system and to consider further system downsizing. 

The Autism Council notes that the Department of Aging and Disability Services (DADS) Legislative Appropriations Request (LAR) for the 84th Legislature addresses several of these priorities.

Recommendation

Consider implementing improvements for managing the interest lists and available waiver slots

In addition to funding more waiver slots, the Legislature should consider directing DADS to improve the management of the interest lists and available slots by:
· triaging the people on the interest lists to determine what services and supports each person needs the most and respond to those needs immediately; 
· providing clearly defined procedures and criteria for requesting an HCS institutional diversion Medicaid waiver slot; 
· developing and communicating consistent procedures and criteria about how to request changes in an individual’s Level of Need (LON); and
· providing clarification and training for parents about guardianship options. 
Creation of a Telecare Designation of Telepractice in Texas as a Pilot for Diagnostic and Intervention Services for Individuals with Autism Spectrum Disorders

Issue

At 80 persons per square mile, Texas’s population density ranks 24th in the nation;
 77 percent of Texas’s 254 counties are designated as rural. The large proportion of rural Texans means that many children with autism spectrum disorder (ASD) in those regions have little or no access to diagnostic or intervention services. In addition, child poverty is higher in Texas than the national average, with 1.5 million children under 18 years of age living in poverty. 
 The high rate of child poverty is a significant factor preventing access to evidence-based diagnostic and intervention services for the children of Texas with ASD.
If successful, current campaigns to increase routine developmental and ASD screening activities in medical homes and child care settings (for example, the American Academy of Pediatrics’ Healthy Child Care America and AET!) will result in an increasingly larger number of children requiring evaluations and interventions as the child population continues to increase. Texas, therefore, is facing a high service demand with its children in general, and in particular with its children with ASD—one for which the existing infrastructure is unprepared. 

Current Texas telemedicine (TM) and telehealth (TH) regulations,
,
, 
 provide guidance about provision of medical and allied health services to people living in rural or medically underserved regions of Texas and to children requiring special care. However, some of these regulations do not permit the use of TM and/or TH to provide evidence-based diagnostic and intervention services to children and adults with ASD. These restrictions exist in most Texas regions without affordable or geographic access to the evidence-based practices that are based in the nine university-based autism centers across Texas.

The proposed creation of a third telecare designation of “telepractice" as a pilot would provide an immediate increase in capacity to serve the newly estimated 103,000
 children under 18 years of age with ASD among the total child population of 7 million in Texas.
No legislative appropriation or funding outside of Medicaid billing for services rendered is requested for the new telepractice designation, as equipment funds are currently available through a Health Resources and Services Administration (HRSA) grant to Children’s Memorial Hermann Hospital (CMHH) to create a telecare system specifically for ASD in Texas.

Recommendation

Create a third telecare designation of “telepractice” as a pilot from 2015-2021 to be based within the Texas university-based autism centers (see Appendix A)

Create changes to the existing TM/TH regulations necessary for the success of this pilot telepractice program
The proposed changes combine most telemedicine (TM) and telehealth (TH) regulations and add other specific regulations to permit the greatest capacity and access to the program throughout Texas. The changes are:
· Distant Site designations would be increased to include all sites located within or associated with the nine designated university-based autism centers in Texas.

· Distant Site provider designations would include those currently allowed by TM and TH, and would add the following professionals if employed by or contracted with one of the designated university-based autism centers:

· Board Certified Behavior Analysts (BCBAs);

· Occupational Therapists (OTs);

· Speech-Language Therapists (SLPs); and
· Physical Therapists (PTs).

· Distant Site procedure designations would be expanded to include the provision of intensive behavioral intervention (IBI), applied behavior analysis (ABA), speech-language-communication, and developmental diagnostic and intervention services by adding specific Current Procedural Terminology (CPT) codes to those already allowed for TM and TH.
· The current TH requirement for an in-person evaluation within the 12 months before the telecare encounter would be removed, since the need for the proposed telepractice system is predicated on the lack of access to direct provision of services to children and adults with ASD in a majority of the state.

· The TM rural or medically underserved area requirement for the telepractice initiative would be removed, as people with ASD in Texas can theoretically be considered an underserved population in Texas.
· Patient and Client Site designation would be expanded to include primary and secondary schools, Alternative Education Centers, Education Service Centers, licensed childcare facilities, Early Head Start facilities, Early Childhood Intervention (ECI) provider sites, and the patient or client home for intervention services. This will permit greatest access through schools, childcare centers, therapy clinics, and other ‘non-medical’ sites. Allow facility fees (procedure code Q3014) for all telepractice services, unless provided in-home.
· The requirement that “the patient-site presenter must maintain the records created at the Distant Site unless the Distant Site provider maintains the records in an electronic-health-record format” would be changed to require that the Distant Site provider will maintain records and provide copies to the Patient Site, whether or not in electronic-health-record format. This provision change is recommended because many of the patient and client sites will be non-traditional sites without access to medical records, whereas all of the university-based autism centers provide billable services under Texas Medicaid regulations.
· Patient and Client Site Presenter designations would expand to include certified primary or secondary teachers, licensed early childhood education and care professionals, licensed specialists in school psychology (LSSP), certified educational diagnosticians, ECI service providers who are not QMHP-CS certified, registered and licensed vocational nurses who are not QMHP-CS certified (for example, school nurses), board certified behavior analysts (BCBAs), speech-language pathologists, occupational therapists, physical therapists, Maternal Infant and Early Childhood program home visitors, and promotoras (Spanish-speaking lay community health workers). Again, this change will permit the greatest access to diagnostic and intervention services to individuals with ASD in Texas.

The proposed legislative addition of a telepractice designation to the existing regulations for telemedicine and telehealth will provide access to evidence-based diagnostic and intervention services to any child in Texas with or at risk for an ASD diagnosis. 
Pilot Program for Training Autism Direct-Service Providers in Evidence-Based Behavioral Intervention
Issue

Access to services throughout the life span is considered critical to improving long-term health and quality of life for people with ASD. For example, research indicates that the state of Texas would save $208,500 per child across 18 years of education with early intensive behavioral intervention
 and attention toward the reduction of challenging behaviors.

Further, Texas’s high percentage of people whose first language is not English and of people living below the federal poverty line indicates that, when providing services, it is important to consider cultural and linguistic diversity and the effects of poverty.
 Given the large number of children in Texas reaching adulthood and the lack of well-trained service providers working with young adults and adults with ASD, attention to transition to adulthood is warranted as well. Unfortunately, the professionals now expected to provide effective services to individuals with ASD in Texas, including early intervention specialists, school personnel, medical professionals, and vocational counselors, have received little or no training in evidence-based ASD intervention practices.

The dearth of people with specialized training is particularly severe in rural areas. For example, all but 35 Board Certified Behavior Analysts (BCBAs) qualified to deliver intensive behavioral intervention (IBI) to address challenging behaviors live within 100 miles of Houston, Dallas, and Austin.

Just one BCBA is available for every 446 children with ASD outside of those major metropolitan areas. DARS contracts with agencies employing BCBAs to provide treatment services to children with autism 3 to15 years of age through its Autism Program.

DARS also recently began contracting with BCBAs to provide services to adults with ASD served by the vocational rehabilitation program to assist vocational rehabilitation counselors who may lack training for serving this population. Strategies to increase and enhance training opportunities for professionals who are already providing services to residents with ASD would help meet the growing needs in our state and greatly improve the long-term outcomes for this population.

There is a significant need to prepare direct-service providers—those providing interventions in public schools, community settings, state agencies, medical facilities, and allied health facilities—to meet the needs of individuals with ASD from early childhood to young adulthood in Texas. 

The necessary training should specifically address challenging behaviors and improvements in learning ability, particularly among individuals with ASD who live in low-income, rural, or culturally and linguistically diverse areas of the state.

Such training should primarily consist of interventions based on behavior analysis due to a preponderance of evidence supporting the effectiveness of these interventions for individuals with ASD.
 A number of institutions of higher education have the expertise to train direct-service providers in the areas of ASD and behavior analysis.

Barriers to training and preparation of professionals currently working with individuals with ASD include the high cost of degree and certification programs, and, in rural areas, access to training programs. Approximately 12 Texas institutions of higher education, including six with lead faculty on the AET! collaboration, offer specialized training programs in applied behavior analysis (ABA) for individuals with ASD. However, these institutions lack the additional funding to recruit and motivate direct-service providers to engage in this training, the obvious barrier being the cost of tuition and practicum supervision. 

Funding to these university training programs for recruitment and training activities to expand the number of competent professionals, particularly those in rural areas of Texas, would greatly enhance the capacity of ASD service providers and, subsequently, the quality of ASD services in Texas.

Recommendation

Fund grants for up to six years to offer incentives to direct-service providers to complete advanced training in evidence-based behavioral interventions
Only institutions of higher education with specialized training programs in ABA for individuals with ASD would be eligible to apply for appropriated grant funds. This application would be done through a competitive process administered by a state agency. Eligible direct-service providers include those who enroll in an undergraduate degree or certificate program or a master’s or higher degree or certificate program in Texas with a specialization in behavior analysis interventions for individuals with ASD. For a master’s or higher degree or certificate programs, the service provider’s program must result in eligibility to sit for the Behavior Analyst Certification Board exam for Board Certified Behavior Analysts.
Institutions of higher education with specialized training programs in ABA for individuals with ASD could also use the funds to contract with agencies and school districts to provide short-term training of paraprofessionals.

Students receiving this funding who are enrolled in a degree or certificate program would commit to remain in Texas in positions directly serving people with ASD for two years per year of funding.

Training programs receiving the grant(s) must focus on one or more of the following:
· service providers in rural areas (with distance education or on-line programs as an option);

· service providers in public schools;

· serving culturally and linguistically diverse populations of individuals with ASD and their families;

· serving low-income families of individuals with ASD; and
· transition to adulthood for individuals with ASD.

Grant funding would provide:
· start-up costs to expand existing university-based degree programs to improve capacity to provide additional training (e.g., equipment to support long-distance education and salary support to develop new practicum opportunities);

· outreach of programs and recruitment activities;

· students with tuition, fees, books, and costs for supervision of direct experience requirements;

· funds for fieldwork supervisors and faculty for travel and administration and evaluation of the program;

· induction-year support for graduates to provide on-the-job coaching and follow-up; and
· administrative support for grant project management.

A minimum of 65 percent of the funding must be provided as support for the direct service providers receiving training.
A total of 210 direct service providers would be trained in evidence-based behavioral intervention through this initiative:

· Paraprofessional training leading to certification as Registered Behavioral Technician: 100 trained for $200,000

· Undergraduate training leading to certification as Board Certified Assistant Behavior Analyst: 60 trained for $600,000

· Graduate (Master’s level) training leading to a Master’s degree and certification as  Board Certified Behavior Analyst: 50 trained for $1,500,000

· Start-up expenses: $200,000

AET! projects the cost of this initiative to be $1,350,000 in fiscal year 2016 and $1,150,000 in fiscal year 2017.
Texas Community-Based Autism Diagnostic Partnerships

Issue
While early diagnosis is critical for children to receive timely and appropriate intervention services, a significant shortage of professionals qualified to diagnose toddlers and young children with ASD exists in Texas.

For toddlers with ASD, effective early intervention beginning before age 3 can dramatically increase the number of children who learn to talk and attend kindergarten with typically developing peers. This can reduce the cost of education by more than $10,000 per child per year
 contrasted to those who do not receive early intervention, according the U.S. Government Accountability Office.

Recommendation
Fund 12 pilot Texas Community-Based Autism Diagnostic Partnerships that build on existing resources to provide statewide timely access to a standardized, comprehensive diagnostic evaluation for young children with social communication disorders including ASD
$327,180 would provide for a minimum of 50 assessments a year for each of the 12 programs
Funds would provide administrative start-up costs to support the integration of each partnership. Within two to four years, the partnerships should be self-sustaining. Funding would also support training to increase the capacity of diagnostic and intervention providers in areas of the state that have few or no providers knowledgeable about ASD.
Texas Community-Based Autism Diagnostic Partnerships will:
· coordinate and leverage the resources and expertise of state, university, and private-sector programs in their communities, using the Community Assessment and Planning Toolkit for Autism Services developed by the Texas Autism Research and Resource Center (TARRC) at the Texas Department of Assistive and Rehabilitative Services (DARS);
· be selected through a competitive process based on documented need, with emphasis on serving low income areas, rural areas, and culturally and linguistically-diverse populations; and
· meet a set of minimum guidelines to permit a standardized, comprehensive diagnostic evaluation consistent with best practices.

Community-Based Diagnostic Assessment Partnership teams will be composed of experts in social communication and behavioral issues, a cooperating physician or psychologist, and a case manager.

Once established, it is anticipated that each Community-Based Autism Diagnostic Partnership will serve a minimum of 50 children per year.
The Department of Assistive and Rehabilitative Services (DARS) has requested an exceptional item for the Office of Autism Services for $675,000 in fiscal year 2016 and $1,115,000 in fiscal year 2017. These funds, if approved, could support this initiative.

Registry for Children and Adults with Developmental Disabilities in Texas

Issue

Reliable, comprehensive data on the number of people with ASD or other developmental disabilities in Texas does not currently exist. Prevalence for most developmental disabilities in Texas is usually estimated by applying Centers for Disease Control and Prevention (CDC) prevalence figures to the Texas population.

While helpful, these estimates may not be an accurate reflection of Texas’s special needs populations. Knowing who these individuals are, their diagnoses, where they reside, and other important demographic information, such as their gender, age, and race and/or ethnicity, is essential for state and local leaders’ knowledge and understanding of these special populations.
A more complete picture of the number of adults living with a disability is needed for statewide planning purposes. Advocates and professionals agree that adults with disabilities are often excluded from consideration when it comes to receiving necessary services and supports. The best means to acquire such comprehensive information is through a developmental disabilities registry: a secure, confidential database which individuals and families affected by developmental disability, or the professionals who work with them, could enter relevant information. A registry also offers a simple mechanism to guide individuals and families to programs that can potentially provide services and facilitate their access to enrollment information, thereby reducing the confusion and frustration many report experiencing when trying to navigate state services.

Recommendation

Fund the creation of a state-managed registry, or database, of individuals of all ages with developmental disabilities who are living in Texas
The primary purposes of the registry would be to gather information about people with these disabilities, support research, and provide information to families regarding enrollment in state programs. People could gain access to the registry on a Health and Human Services Commission (HHSC) website, and data would be primarily entered online. Hard-copy surveys could also be submitted by families, individuals, and professionals on the HHSC website for staff entry of information.

Entry of information into the database would be voluntary for individuals, families, and professionals. Qualified professionals who provide a diagnosis would be asked to enter data on behalf of the family or individual diagnosed, or individuals and families could enter their own data. Individuals and families not interested in being part of the registry could elect not to participate.

Contact information, demographic information, diagnosis, and whether siblings are also affected would be essential information collected in the database. Designers of the database would need to strike a balance between the need to collect enough information to conduct research within the database and discouraging completion of the survey because it is too lengthy.
Information entered into the registry would be secure and confidential. Opportunities to participate in research would be available to individuals and families who indicated such an interest. Only aggregate data from the registry would be published or provided. Responses to open-record requests would not include individuals’ names, contact information, or any identifying information. It is suggested that aggregate reports of data be made available each year so that information in the database can be used easily by any person or entity interested, including parents, local service providers, or nonprofit organizations. To avoid duplication in the database, a unique identifier would be assigned to each individual.
A major benefit of registration would be that families would have access to enrollment information and could be provided with referrals for services and supports. Upon registration, the website would provide a list of suggested state programs and organizations, their contact information, and hyperlinks to program web pages.

Post-entry communications to people in the registry would be possible (as long as email addresses or mailing addresses are collected). Possible communications might include invitations to participate in outside research studies, requests to update registry data, or information regarding state programs (for example, new programs, changes to existing programs, etc.). A newsletter with valuable information for individuals and families affected by disability might also have merit.

Since the registry would be voluntary, a robust outreach campaign would need to accompany this effort to ensure strong participation among Texans. Outreach ideas include use of billboards, social media, public service announcements (television and radio), presentations and exhibits at conferences, and partnerships with nonprofits (for example, the Autism Society and Autism Speaks) and professional associations (for example, the Texas Medical Association), licensing boards, etc., all of which could help with communications to families and professionals.

Other than supporting research and state planning efforts and receiving information regarding state programs, there would be no other incentives provided for completing the registry survey.

A legislative appropriation for development and ongoing maintenance costs of the registry will be needed. Estimated development cost would be $500,000, and annual operating costs would be $200,000, with one full-time employee. 
HHSC estimates that as many as 1.5 million Texans may have an intellectual and developmental disability (IDD). Implementing an IDD registry would cost $.33 in development costs per person with IDD, and $.13 in maintenance costs per person with an IDD, for a total of $0.47 per person with an IDD.

Merging the ASD and IDD registry with an existing database, such as the Texas Department of State Health’s (DSHS) birth defects registry, would not create financial savings, as the modifications necessary to accommodate the purposes of the proposed registry would be significant.

Interagency contracts with universities or access fees charged to researchers could offset annual operating costs. Grant-funding is also possible, through such entities as Autism Speaks and the CDC.
The Department of Assistive and Rehabilitative Services (DARS) has requested an exceptional item for the Office of Autism Services for $675,000 for fiscal year 2016 and $1,115,000 for fiscal year 2017. These funds, if approved, would support a study of the benefits and challenges of developing a statewide registry for persons with autism spectrum disorder (ASD).
Conclusion
As we approach the 84th Legislative Session, the Autism Council is aware that legislative leaders in the House and Senate have expressed interest in taking significant steps to address the challenges posed by the rapid increase in the incidence of ASD in Texas.

The Autism Council has followed three guiding principles in identifying its legislative priorities for the 84th Legislative Session. The principles are as follows:
· Our proposals must be strategic. They must promise to bring forth systemic change that will benefit people with ASD over the long term.
· Our proposals must bring the maximum return on investment of state tax dollars. They must be effective and efficient, not just in the short run, but over a long time.
· Our proposals must have broad support. The community of ASD stakeholders must be supportive of the legislative measures, especially those that involve the appropriation of new funding.

The Autism Council believes that it has appropriately addressed each of these guiding principles in our legislative proposals:

· Our proposals for Texas Community-Based Autism Diagnostic Partnerships, Telepractice in Texas to expand the scope of ASD services, and new models for professional training will foster collaboration in new strategic alliances, sharing resources and new technologies to respond to local need.
· Identifying children with ASD as early as possible through universal screening and then applying effective intervention strategies can reduce their future reliance on state funded services. Implementation of an ASD registry will help the state to plan more effectively for development of future services and supports. Increasing Medicaid waiver services provides cost-effective community support alternatives to institutional placements.
· The Autism Council is working closely with Act Early Texas! (AET!) and with its university partners and participating family and advocacy organizations to advance these goals. We believe that the ASD advocacy community will be united in the support of these six proposals.

The Texas Council on Autism and Pervasive Developmental Disorders is eager to work closely with the members of the 84th Legislature to address the needs of Texans with ASD and their families. As more children and adults with ASD are identified, the need for early intervention services, special education, transition, employment, residence, and other community services increases dramatically.

Consistent with our mission, we have offered recommendations that we believe will build a better future for people with ASD and their families. The council stands ready to offer resources, advice, expert witnesses, and other support to assist you in enacting the six legislative proposals presented in this report.

Appendix A

University Autism Programs Participating in Act Early Texas!
University of Texas Health Science Center—Houston: Autism Center at the Children’s Learning Institute

Baylor College of Medicine: The Autism Center at Texas Children’s Hospital

University of Houston—Clear Lake: UHCL Center for Autism and Developmental Disabilities

Texas A&M: The Autism Clinic at Brazos Valley Rehabilitation Center

UT Dallas: Callier Autism Center

UT Southwestern Medical Center: The Center for Autism and Developmental Disabilities

University of North Texas: the UNT Kristen Farmer Autism Center

Texas State: CARES—The Clinic for Autism Research, Evaluation and Support

Texas Tech University: Burkhart Center for Autism Education and Research
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