Review of DHS Services for Individuals with Autism Spectrum Disorder 

Purpose: 
This report was developed as a response to discussions that occurred during the 2007 legislative session about the increasing number of children with Autism Spectrum Disorder (ASD) in Oregon and how state agencies were responding. The report below attempts to provide several types of information about the supports and services children and adults with (ASD) receive through the Department of Human Services. It identifies where services are currently provided and what barriers individuals with ASD may experience in accessing those services. The report attempts to identify some of the important issues related to serving this growing population and includes recommendations from DHS staff on how the agency could better respond to needs of children and adults with ASD and their families in Oregon.
Methodology:

There were several different approaches used to gather information. Dr. Goldberg requested each Division in DHS to identify a key contact person within that Division.  A Survey Monkey questionnaire was developed with assistance from several DHS staff members with the intent to request the key contacts to complete the survey. The questionnaire turned out to be too cumbersome for the complexity of the topic. Only two Divisions actually tried to use it and personal contacts were necessary to clarify both the questions and the responses.  The majority of the information was gathered through personal contacts by email, phone or in person. Thanks to the following people both inside and outside of DHS who provided information and recommendations for this report.
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Limitations:
· The information gathered here is a very high level overview of what currently is provided for children and adults experiencing ASD through DHS services. Some Divisions within DHS had limited information to provide.  Others, because of their specific focus on serving people with disabilities had more information and recommendations. This report makes no effort to capture the activities that may occur through DHS partners and contractors at the local level. It does not highlight the individual and often extraordinary work performed by service coordinators, child welfare workers, mental health providers, physicians and others who are on the front lines, helping children and adults, and their families struggle with the impacts of ASD.  
Summary of Conclusions and Recommendations:
· The needs of individuals with ASD and their families cross agency boundaries and include DHS, Education, Higher Education and Health Care. No single agency can respond to all the issues.

Recommendations:

· Create an ongoing Interagency ASD Workgroup to track current research, monitor best practice, and coordinate services to individuals with ASD and their families.  The Interagency ASD Workgroup should include representatives from DHS, ODE, higher education, the Health Resources Commission, and other stakeholders.
· There is concern within DHS about how the agency will respond to the significantly growing population of individuals with ASD and their families who may require support and services from DHS.
Recommendations:

· Create an Autism Spectrum Disorder Unit (ASD Unit) within the Developmental Disabilities Program of Seniors and People with Disabilities. 
· The ASD Unit would be responsible within DHS for coordinating services to individuals with ASD and coordinating services with other state agencies, higher education and stakeholders. 
· Create an internal DHS workgroup to coordinate the development of appropriate services in DHS to individuals with ASD and their families.

· There is an overall lack of current accurate information about Autism Spectrum Disorders among DHS staff at all levels.  There is an expressed desire for access to information that is useable, current and reliable.

Recommendations:

· DHS / ASD Unit should either develop or identify publications to educate its staff and field about ASD. Commonly asked questions format might be one effective format, particularly for staff in the field.
· Training on ASD specific to each Division should be made available.
· Staff should be encouraged to attend approved trainings on ASD provided by community organizations.
· There is a lack of accurate data on the number of individuals with ASD receiving services in DHS and the type of services they receive. This makes program and budget planning difficult.
Recommendations:

· DHS should develop a system for collecting data on the number of people with ASD served and the services received.
· Data should be analyzed for service holes and inefficiencies. Recommendations developed for program design changes.
· Coordinate data collection activities with other state agencies and higher education.
· Individuals “fail” in current services because DHS programs have been unable to adequately respond to the issues presented by ASD.
Recommendations:

· With assistance from the ASD Unit, DHS Divisions should be encouraged to analyze how their services could better support individuals with ASD and propose needed changes.

· In depth training on ASD should be provided to identified staff in each Division. These individuals could become the “in house” experts on ASD to guide program changes.
· DHS Divisions should seek consultation on developing strategies for working with individuals with ASD.
· There is a insufficient number of qualified behavioral consultants able to respond to the needs of both DHS and education programs serving children and adults with ASD.
Recommendations:
· Together with ODE, DHS / ASD Unit should work with the university systems to develop training / certification programs to increase the availability of qualified behavioral consultants.
· There is a lack of coordinated intensive intervention /treatment and support for young children experiencing significant levels of ASD.
Recommendations:
· DHS / Autism Unit should work with education to develop integrated wrap around services for children with ASD.

· DHS / Autism Unit should explore expanding the existing behavior Medicaid waiver or create another waiver specific to ASD to provide time limited intensive interventions.

· There is a lack of support for families / foster families struggling to support an individual with ASD at home.
Recommendations:
· DHS must increase supportive services to more families / foster families, including respite, behavior consultation and assistance, appropriate home modifications, and in-home staff support if necessary. 

Background
Diagnosis / Identification of Autism Spectrum Disorder
Who does diagnosis or identification of children and adults with ASD?

· ASD identification

· Health care providers

· Education programs and schools

· Private psychologists

· Other – OHSU Autism Clinic

What are the issues?

· Professionals within the DHS system are frequently unfamiliar with current information about ASD and may not recognize it well enough to even refer for an evaluation.
· There is not always consistency between the educational identification and the medical identification of ASD.
· There is frequently confusion between identification / diagnosis of ASD and using ASD as an eligibility criteria for services. 
· Does Oregon really have the 2nd /3rd highest number of individuals with ASD in the nation?  The question is raised frequently and there appears to be no easy answer.
· Both education and the health care system claim the other over identifies as much as 40%.
Recommendation:

· There is currently an ad hoc work group that is working on trying to develop some agreements on ASD identification / diagnosis. DHS representatives may want to be involved in these discussions on diagnosis criteria and processes.

Eligibility:

Eligibility for DHS Services?

· ASD alone is not a specific diagnostic criteria for any current program or service provided through DHS.

· Each Division / Program within DHS has their own eligibility criteria that applies specifically to their services. Services contracted out to DHS partners such as counties or mental health plans may also have different processes for determining eligibility for their programs.

· Generally, individuals with ASD must meet program /service eligibility criteria in order to access services, irrespective of their ASD. 

· In SPD /DD, ASD specifically combined either with low IQ or low adaptive functioning scores can meet DD eligibility criteria. VR considers ASD an eligible disability that combined with other factors will allow access to services. In other Divisions and programs, ASD is not a part of the eligibility criteria.


What are the issues?

· ASD is a spectrum disorder that incorporates a wide range of behavior, abilities, and disabilities. The needs of individuals with ASD are very diverse.

· ASD may not be identified or may be misdiagnosed. For example, Child Welfare workers believe that there are probably more children with ASD in foster care than their special rates reflect. The TANF application and assessment process provides opportunities to disclose ASD, answers on questions that may trigger a follow up discussion with a case manager, or for ASD to possibly be identified in the disability screening. Unless the individual self identifies or has contact with a knowledgeable case worker, ASD may not be raised.
· Individuals lacking sufficiently low IQ scores or adaptive functioning skills do not qualify for Developmental Disability services. There are currently few other service options to individuals with ASD who need support but do not meet the DD eligibility. 
· Medicaid eligibility is required for access to some services including some types of in-home support, OHP or respite that are important to families and individuals with ASD.


Recommendations:

· Current accurate information about ASD should be available to all staff in DHS and its partners.
· All sections of DHS involved in assessing eligibility for services need to be more aware of the characteristics of ASD and its impact on the individual and family.
· Discussion: Should the diagnosis of ASD alone qualify the individual for any specific configuration of services?  What would that look like?
Demographics and Data:

Who has data on the numbers of individuals with ASD and the services they receive?

· ODE – Oregon Department of Education conducts a yearly count of students (B-21) receiving special education services. The count captures disability specific data, including autism, by age and school district.

· DHS – There is little tracking or collating of ASD specific information within DHS.  There is no accurate tracking of individuals with ASD utilizing services provided by DHS Divisions or the services they use. Since there is no specific ASD service, individuals are requesting other services and the ASD label may or may not be relevant to the service they are requesting. ASD diagnosis information may be recorded in individual files in specific programs, but it is not readily available. For example, a local mental health professional may identify a person they are working with as having ASD, but the information remains in that file. 

· Some changes in data collection may be occurring. VR tracks the number of individuals it serves with an autism label. SPD will begin tracking autism as a primary diagnosis for individuals eligible for developmental disability services beginning in the Summer 2008. DMAP has some data that captures Medicaid utilization by individuals identified with ASD.


What are the issues?

· There are significant limitations to even the small amount of data that is available. The use of the ASD label is used for eligibility purposes in education and some have challenged it as truly reflecting the number of children who have ASD.  None of the data reflects the individual’s need for services or the nature of those services. DHS is unable to determine / report how many people with ASD are seeking services or receiving services. 

· The lack of existing data makes it difficult to determine the effectiveness of the current services /models for individuals with ASD. What we know is very anecdotal.
· Lack of data makes it difficult to make accurate projections on the nature of supports and services that might be needed in the future.

· SPD does not track the number of individuals with ASD who because of IQ or higher adaptive functioning skills are not eligible for developmental disability services but need support to be successful. (Some is reflected in the VR job failure rates for people who lack ongoing support labeled with autism.)
· Many of the Divisions assume that individuals with ASD are being served elsewhere in DHS. The Division staff may lack basic information about either how they currently serve individuals with ASD or how they could do a better job of serving individuals with ASD.

· While staff in programs like Child Welfare and TANF do not have hard data, their sense is that the numbers of adults and children with ASD in these programs is probably increasing.


Recommendations?

· DHS should work with ODE to better utilize the data currently available.  
· DHS should explore the possibility of a census of individuals with ASD and the DHS services they are receiving for the purposes of budget, planning, and program design.

Service Coordination /case management:


What is available?

· DHS Divisions report they provide differing levels of service coordination for individuals eligible for their services. There is no specific service coordination for individuals with ASD.

· Mental Health and Addictions:  Contracts through Mental Health Organizations and service providers. Primarily focused on mental health crisis situations for both adults and children.
Developmental Disability Services: Service coordination is available to all individuals eligible for DD services through County Developmental Disability Programs. Generally a more holistic approach to the individual’s needs than other case management in DHS programs. Access to service coordination for children is limited and focused on crisis situations. Adults on the Support Services Waiver receive assistance through their brokerage and personal agent. Children on the Intensive In-home Supports Waivers (CIIS) may receive additional service coordination from their CIIS staff.
VR: Individuals working on employment outcomes have a VR case worker to assist with employment outcomes.
TANF / Child Welfare: Adults, children and families have workers to assist them to reach identified goals. Foster care case managers attempt to provide services to support stability in the foster care setting.

What are the issues?

· There is a general lack of knowledge about how ASD affects individuals and the ability of an individual with ASD to successfully comply with the requirements of DHS services.
· There is little Department wide awareness of strategies and resources for people with ASD.
· Some individuals with ASD may have significant needs for multi-agency or wrap around service coordination which is currently not available. 
· Service coordination resources are very limited and usually very narrowly focused.
· Resources available to service coordinators /case managers are very limited.

· Service coordinators / case managers may not know about or how to take advantage of community resources.

Recommendations:

· Increase the awareness of ASD and the specific issues and needs of the population in all areas of service coordination.
· Identify individuals who because of the level of their ASD require more targeted interventions.
· Fund more intensive wrap around service coordination to help / act as advocate with Medicaid, insurance, health care, staff, social service, employment and school issues. Help individuals and families identify their needs. Help families connect with other families. Identify community resources for individuals with ASD and families.
· Increase capacity / time for service coordinators to work more directly with individuals and connect them with the community and local resource partners.

Services available to children experiencing ASD B-21?


What services are available?
· Mental Health and Addiction Services:

· Division does not identify individuals with ASD as a specific diagnostic population eligible for mental health services.  They will respond to and treat a co-occurring mental health condition.  They do not treat ASD.
· If the child is OHP eligible, the child would be eligible for services that are a part of the paired treatment list.  For example, if the treatment on the prioritized list included care coordination that would be available to the child with ASD.  Respite is provided as a part of a therapeutic service.
· Psychiatric residential services, therapeutic foster care, and secure inpatient psychiatric treatment are available for children with crisis level mental health conditions.

· Some of the following are a part of a covered benefit and a possible service array: Respite, flexible family supports, counseling, in-home staff,

· The Children’s Wrap Around project is in the design phase and will ultimately include children birth -17, including non Medicaid children.
· Pilot Wrap Around Projects incorporate information on ASD treatments into the care, practice models, and wraparound services.
· Developmental Disabilities Program
· Children with ASD who either meet the IQ requirement or show significantly lower adaptive skills are eligible for DD services.
· All eligible children are entitled to a county services coordinator who is required to check in a minimum of once a year.
· Children may be eligible for: Family support, comprehensive in-home services, foster care, residential care, Children’s Intensive In-Home Support Home and Community Based Medicaid Waiver Program for child with behavioral support needs (CIIS), training, technical assistance / consultation and crisis funding.

· Access to services other than service coordination is based on intensity of need, crisis status or a waitlist.

· Services, once available, are based on the child’s support needs.
· Children in CIIS –behavior waiver may receive information on various types of ASD treatments.

As part of an individual plan, a child on the waiver may participate in specific interventions / treatments including PECs, Boardmaker systems, sensory integration, OT, communication, TEACH, and ABA. (Available to some children receiving family support and children on the CIIS waiver. Must not be considered an “educational” service.)
· Oregon Intervention System (OIS) training focuses on safety issues for children with significant behaviors. Training is available to families if they are referred.
· Behavior consultants will do a functional assessment, develop plans to reduce behavior, train families and providers, monitor and adjust program. They will work with families in the family home.
· Health Care

· Access to services similar to any child. 
· Child welfare
· If a child is in foster care and identified with ASD, the foster care provider will likely be eligible for special rates.
· The Child Welfare system has limited funding for behavior support consultation, technical assistance, or training.

· Many children with ASD are referred to foster care within the Developmental Disability Program.

Who provides the services?

· Mental Health and Addiction Services are contracted through mental health managed care organizations or other local providers.
· Developmental Disability services may be contracted through County DD Programs and private nonprofit providers. 


What are the issues?
· There continues to be a debate as to whether the intensive interventions with young children with ASD should be the responsibility of the education system or health / human services. Right now no one in Oregon is providing it and families are desperately searching for help.
· Families lack information on where to turn for assistance. Even when there are resources or opportunities available in the community they may not know of their existence.
· Lack of consistency between home and school reduces the effectiveness of interventions and services.

· Lack of behavior consultants with the training and practical skills to really assist families or individuals with ASD. This is particularly difficult in rural areas.

· Lack of resources in the rural areas.

· Difficulty in finding trained respite and in-home support staff.  This is also particularly difficult in rural areas.
· Mental Health and Addictions

· Most services in Mental Health and Addictions are crisis driven.

· Medicaid eligibility limits access.

· Services may not be delivered in a manner or model appropriate to individuals with ASD.

· Efforts were made to use SB1, Mental Health Parity as a vehicle for accessing ABA treatment services.  There has been limited success for a number of reasons including certification of ABA treatment providers.
· Developmental Disabilities

· Wait lists and inadequate funding for services for children and families makes access to services very difficult.

· Many families who need services, training and assistance can not get help and are very alone.
· Health Care

· Efforts have been made to use SB1, Mental Health Parity and HB 2817 as vehicles for assuring individuals with ASD access to ABA treatment and health care services.  This approach has not been highly successful.
· Children with ASD continue to experience discrimination in health care services when they have the label of autism despite the passage of HB 2918 in 2007. Past the age of 6 or 7 private insurance regularly denies speech / language therapy.

· There is a general reluctance on the part of the medical community to address the health related issues of individuals with ADS.
· There is a general lack of evidence based information sufficient to address the concerns of the medical community.


Recommendations?

· DHS and Education systems should work together to create an intensive wrap around system of intervention and support to young children with ASD and their families.
· DHS and Education must work together more closely to increase effectiveness of treatments and support to families who have children with ASD.
· Mental Health and Addictions: 

· Greater coordination / partnership with families, education, SPD, local DD programs, case workers and service providers.
· More information about individuals with a dual diagnosis of ASD and mental health issues to facilitate individually tailored services.
· Provide behavior consultation prior to mental health crisis.
· Expand supported employment to include transition services

· Provide access to services for non Medicaid eligible children and families
· Provide proactive access to services.
· Identify Asperger’s Syndrome / ASD a mental health condition able to access appropriate mental health services. 
· Developmental Disabilities:
· Increase support to families including training, home modifications, respite, and access to community resources.

· Increase behavior support available throughout the state before an individual / family goes into crisis.
· Provide training and technical assistance to families, foster care and residential care programs.

· Facilitate non categorical access to information, resources, and support groups.
· Develop ways for families / providers to share or recycle equipment, technology, and other items.
· Provide families greater support in recruiting, hiring, training, and supervising in-home support staff.

· Provide more technical assistance and financial support to make home modifications for children with ASD.
· Child Welfare and TANF
· Increase the awareness of ASD and provide information and resources to workers and foster care providers.

· Provide families and foster care families with information and support specific to the issues of ASD.
· Health Care

· Work with medical community to increase the awareness of medical issues related to ASD.

· Address the issue of ABA as a medical treatment or educational strategy.
Services available to adults experiencing ASD?


What services are available?

· There are no services specific to individuals with ASD. Individuals must meet the eligibility of the specific services.

· Mental Health and Addictions:

· There are no services provided that are specific to individuals with ASD.  If the individual is also diagnosed as having a mental health condition they are eligible for services.

· If the individual is OHP eligible they would be eligible for services that are a part of the paired treatment list.  For example, if the treatment on the prioritized list included care coordination that would be available to the individual.  

· Psychiatric residential services, therapeutic foster care, and secure inpatient psychiatric treatment is available for individuals with crisis level mental health conditions.

· Supported employment for adults

· Developmental Disabilities

· There are no specific services for individuals with ASD.  
· All eligible adults are entitled to either a county services coordinator or a brokerage personal agent who assists the individual identify needed services and resources.

· Access to Support Services entitles the individual to develop an individualized service plan based on limited public funds and other resources.  The plan may include employment, in home supports, personal assistance, equipment, transportation, community activities, and other supports to meet personal goals.
· Access to the Comprehensive Services system entitles the individual to 24/7 or licensed residential services. This may include foster care, supported living, group homes, intensive in-home support or other residential care.  This also usually includes transportation and either employment or day program services. Access to Comprehensive Services is based on crisis status or a waitlist.

· Comprehensive Services, once available, are based on the individual’s support needs, including consultations, environmental modifications, staffing, and training.
· Vocational Rehabilitation

· Services include employment skill analysis, assistance in securing employment, initial on the job support.


Who provides them?

· Mental Health and Addictions
· Contracted to managed mental health care entities or other providers
· Developmental Disabilities
· Depending on the service it may be part of a direct contract from the state, contracted through counties to local provider organizations, or contracted through local brokerages.

What are the issues?

· Not all individuals with ASD need the same type or intensity of services. 
· Many services, except DD support services,  are crisis driven.
· Medicaid eligibility may limit access to services.

· Services may not be delivered in a manner or model appropriate to individuals with ASD.

· Lack of professionals at all levels (management through direct support) with sufficient knowledge and skill to work with individuals experiencing ASD.

· Developmental Disabilities

· Many individuals with ASD are not eligible for DD services and fall through the cracks.

· Wages for direct support staff too low to attract and retain people able to acquire the knowledge and skill to work with individuals experiencing significant levels of ASD.

· VR 

· Individuals who do not have ongoing supports frequently are unable to maintain employment because of their lack of appropriate social skills. VR cannot continue to serve them if they appear to be unable to maintain employment.

Recommendations?

· Increase the knowledge, at all levels, on how ASD affects the 
individual.
· Increase access to training and technical assistance on how to work with people experiencing ASD. 
· Address the issue of individuals with ASD who require some supports to maintain employment and successful community living, yet are not currently eligible for services in DHS.
Training / professional development?

What is available?
· There is no specific DHS-wide training or information available on recognizing ASD or on strategies to use in identifying and working with individuals who experience ASD.
· Developmental Disabilities Program probably provides the most specific training and technical assistance.
· Oregon Intervention System (OIS) training focuses on safety issues for individuals with significant behaviors. The training is provided to staff and families.
· SPD contracts to provide basic Autism awareness / strategies trainings to providers. Families are often able to participate.
· SPD contracts to provide technical assistance to a very limited number of providers and families. Technical assistance is usually applied when an individual experiences crisis.

· Provider organizations and autism organizations frequently sponsor trainings.


What are the issues?

· Not all individuals experience ASD in the same way. They may need very different supports and services. Training and technical assistance needs to reflect the diversity of the population.
· There are not enough competent behavior specialists to meet the demand in Oregon.  There are individuals who claim to be behavior specialist but who seriously lack the necessary skills.
Recommendations?

· All Divisions within DHS indicate a desire for more training on ASD.  The type of training and the focus for the training will depend on the Division /program. 
· General recommendations for a training content should include:
· Introduction to ASD 
· Resources
· Positive Behavior Supports
· Need more access to OIS training specific to children and families / foster families.
· Coordinate with schools to use consistent appropriate behavior interventions when safety is an issue
· Work with university systems to create a program / certification to attract and train qualified behavior consultants.

Payment Sources for services / treatments for individuals experiencing ASD?

Sources?
· There is no funding within DHS specifically targeted to ASD treatments or to supports for individuals with ASD.
· General Fund and Medicaid are the primary sources of funding for services and supports provided through DHS.

What are the issues?

· Income criteria prevents some individuals and families from accessing needed services.
· There is an inability to wrap funding around an individual who may be unsuccessfully served by multiple Divisions.

· There is a lack of data to show what is currently being spent on this population.
· There is confusion about whether ASD “treatment” falls in the arena of a medical or Medicaid funded service or whether it should be considered an educational strategy.

· There is concern that addressing the issues of individuals with ASD will result in reductions in other programs and services.

· Individuals with ASD are frequently very complex and it appears that the numbers are increasing dramatically. Many these children and their families require both home and school based services. Many of the adults with ASD also require services from several arenas.

Recommendations?

· Explore the possibility of an autism specific Medicaid waiver or increase access to the existing behavior waiver for children who require very intensive intervention.

· Create an Autism Coordinating Workgroup to monitor coordination of services for children and adults with ASD.  The group would include representatives from health care, DHS, and education.
5/20/08 Draft

1

