





ABSTRACT


As of 2011/2012 data, the population of Children with Special Health Care Needs (CSHCN) in the United States was 14,598,000 representing 20% of the population of children under age 18. In Pennsylvania, the percentage of CSHCN is above the National rate at 22%. The majority of funding to provide CSHCN with necessary health services and supports comes from Medicaid programs. State budgets are stretched and can’t keep pace with the growing need for services and are often faced with cutting benefits or limiting access. The public health relevance for addressing the increasing demand for access to appropriate healthcare services for CSHCN in Pennsylvania is that the Medicaid program is critical to the health and well-being of thousands of children and their families and without a potential redesign, will not be able to offer the same access and level of services that it does today. The Centers for Medicare and Medicaid (CMS) has provided states with broad flexibility to design their Medicaid programs to serve the unique needs of their population and they must take advantage of available program options to provide necessary services to all CSHCN while controlling costs. 

The purpose of this Essay is to educate readers on the options that states have to design their Medicaid programs to address the needs of CSHCN; to examine Pennsylvania’s current approach to its Medicaid program that serves CSHCN as well as two other state approaches; and to provide a set of recommendations for Pennsylvania to consider as redesign opportunities. 
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1.0  Introduction

Children with Special Health Care Needs (CSHCN) are broadly defined by the Maternal and Child Health Bureau (MCHB) as "those who have one or more chronic physical, developmental, behavioral, or emotional conditions and who also require health and related services of a type or amount beyond that required by children generally".
 The population of CSHCN in the United States is growing exponentially. The 2011-2012 National Survey of Children with Special Health Care Needs reports that there are 14,598,000 children in the United States with a special health care need, representing 20% of the population.
 The same survey completed in 2001 reported 9,360,356 children with special health care needs, or 13% of the population. Advances in medical treatment have primarily contributed to this trend as children born extremely premature that once died at birth are surviving, and children with complex medical conditions are surviving longer. Prior to 2001, data regarding the prevalence of CSHCN was limited, making it difficult for researchers, policymakers, and program planners to evaluate trends and develop or modify programs accordingly.
  
CSHCN access health care services through a decentralized network of federal, state, and local programs. The majority of funding to provide health services to CSHCN comes from state Medicaid programs. The broad MCHB definition of CSHCN, however, does not correspond to eligibility for Medicaid or other programs. Children are eligible for Medicaid if they meet the following criteria.

1. Income criteria.  CSHCN with family incomes of up to 100%-133% of the federal poverty level, depending on the state, are eligible for Medicaid.

2. Disability criteria.  Low income children with significant disabilities who receive Supplemental Security Income (SSI) are eligible for Medicaid in most states.

3. Eligibility for Institutional Care. Some CSHCN from higher income families may qualify for Medicaid if their disability requires the level of care provided in an institution and in one state, Pennsylvania, even if their disability does not require the level of care provided in an institution.


States receive partial funding for their Medicaid Programs from the federal government via a formula based on the Medicaid Federal Medical Assistance Percentage (FMAP) but retain a high level of discretion to design their programs, creating substantial variation among the states in provision of services. In addition to Medicaid, CSHCN may have commercial insurance, be eligible for SSI, and/or be enrolled in a Medicaid waiver program. They may also receive services from public health departments, schools, Early Intervention programs, State Title V programs, the juvenile justice or foster care system, and state departments that support individuals with developmental disabilities and/or mental health.


The public health challenge associated with providing health care services for a growing number of CSHCN is controlling costs without reducing access to the necessary level of services and supports that are essential for these children. Faced with difficult budgetary restraints, states are pressured to find ways to reduce spending and often target services and programs that are optional benefits within their Medicaid programs. A solution to serving this population in a cost-effective manner is essential so that they may benefit from a system of care that is comprehensive, and that maximizes their potential to reach the highest level of wellness. The best opportunity to address this public health challenge is to examine health policy options that support creative and innovative models to provide the services and supports that CSHCN and their families require in the most cost-effective way. The variation in Medicaid programs from state to state also provides an opportunity to compare models to determine a best approach in terms of quality and cost outcomes.

In Pennsylvania, the 2011-2012 National Survey of Children with Special Health Care needs reports that there are 614,000 children with a special health care needs, representing 22% of the population and above the National rate of 20%.
 

Table 1: Children with Special Healthcare Needs; United States and Pennsylvania
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Like other states, Pennsylvania faces budgetary challenges and is forced to examine how to continue to provide access to the necessary services and supports to the growing number of CSHCN. This assessment includes reviewing the economic feasibility of continuing some optional state programs and current services including providing Medicaid coverage to the broadest category of children as compared to every other state. It also provides an opportunity to evaluate the effectiveness of its current model compared to states that have implemented different options. 
The objectives of this essay are to:

1. Examine options that states have within their Medicaid programs to provide access to healthcare services and supports to CSHCN.

2. Examine Pennsylvania’s approach to providing Medicaid benefits to CSHCN including its unique PH-95 loophole.

3. Compare Pennsylvania’s approach and benefit offerings to two other states with similar characteristics in terms of demographics and services available for CSHCN.
4. Recommend Medicaid program and benefit design changes for Pennsylvania to provide high quality and effective comprehensive healthcare services to CSHCN that are cost-effective. 

The public health relevance for addressing the increasing demand for access to appropriate healthcare services for CSHCN in Pennsylvania is that the Medicaid program is critical to the health and well-being of thousands of children and their families and without a potential redesign, will not be able to offer the same access and level of services that it does today. If benefits or access to Medicaid is reduced, children risk a decline in health status and caregivers will likely have to make the choice between working and caring for a disabled child.
2.0  LITERATURE REVIEW
To examine this public health problem, I begin with a review of the Medicaid program with a specific focus on eligibility and optional programs and benefits that states can choose to include. In my research I did not find a similar evaluation for the state of Pennsylvania however I did find a similar report published in 2006 to address access to care for Connecticut CSHCN. The Child’s Advocate’s Report on Improving Access to Care for Children with Special Health Care Needs: State Health Insurance Options is the product of a collaboration between the Office of the Child Advocate and the Yale School of Medicine, Department of Epidemiology and Public Health: Community Health Planning Class. This report explores four options to optimize resources and improve access to care for Connecticut children with special health care needs. I also reviewed Katie Beckett Proposal published by the Utah Regional Leadership Education in Neurodevelopmental and Related Disabilities. This report discussed the background on the Katie Beckett waiver, national Katie Beckett waiver information, and provided a synopsis of current Utah waivers, family testimonials, and costs estimates for implementation of the Katie Beckett waiver in Utah.
2.1 mEDICAID
In 1965, Medicare and Medicaid were enacted as Title XVIII and Title XIX of the Social Security Act. Medicaid is a public benefit program that provides health insurance to specific groups of individuals but primarily it is intended as the safety net for low income and disabled persons. The federal government sets minimum standards, including specifying certain categories of people that all states must cover and certain benefits they must provide.  Beyond these minimum requirements, states are free to determine who and what will be covered. Medicaid provides health coverage to over 8.8 million non-elderly individuals with disabilities.
 In most states, Supplemental Security Income (SSI) eligibility automatically qualifies an individual for Medicaid coverage. To be eligible for SSI, a person must meet financial criteria and also be determined disabled by the Social Security Administration’s definition of disabled. Because SSI is a Federal program, income standards do not vary by state and for children, their parents’ income is taken into consideration.
 Children who meet the definition of disabled but whose parent’s income is too high do not qualify for SSI and so do not automatically qualify for Medicaid.   In some states, even if the child qualifies for SSI, the state adds another layer of eligibility requirements to be able to access Medicaid benefits. Such states are commonly referred to as 209(b) states. In those states, individuals who have been determined disabled by the Social Security Administration must still demonstrate that they have an impairment that prevents them from performing “substantial gainful activity”.
 In contrast, several other states allow children who meet social security’s definition of disability, but are denied SSI due to their income being too high, to be eligible for Medicaid through the Katie Beckett waiver or TEFRA and TEFRA Look-alike programs. Those options will be explored later in this paper.

The core set of benefits included in Medicaid programs provides more comprehensive services than Medicare or any commercial insurance plan with little or no out-of-pocket costs to recipients. The flexibility and options that states have to design their programs is a greenhouse for opportunity and innovation.
2.1.1 MEDICAID MANAGED CARE
In an effort to control costs and provide more coordinated care to Medicaid recipients, states can move Medicaid services from a fee for service model to a managed model. A large and growing majority of states have contracts with Managed Care Organizations (MCOs) to provide Medicaid services to enrollees. Many states even require that Medicaid eligible individuals select an MCO under mandatory managed care programs. There is variation among states regarding the populations and the benefits that states move to managed care. For example, some states only include Temporary Aid to Needy Families (TANF) enrollees in managed care while other states include all categories of aid, including those receiving SSI, in their managed programs. Some states include non-emergent transportation in the managed benefit package while others leave that in the fee for service program. There is also variation related to the inclusion of behavioral health services in managed care versus leaving those services in the fee for service system and, if included, having separate and distinct Behavioral Health MCOs manage the behavioral health benefits versus integrating physical and behavioral health benefits for a single MCO to manage. 

Many states have also recently transitioned Medicaid covered long-term services and supports – nursing facility care and home and community-based services (HCBS) provided under 1915c waivers – to managed care. Approximately 19 states have already moved to a Managed Long-term Services and Supports (MLTSS) system and several others are planning to do so in the next few years.
 Moving HCBS from Medicaid waivers into MLTSS programs expands the population that can receive HCBS and decreases the need for institutional care. A detailed look at HCBS is provided later in this Essay.

2.1.2 EARLY AND PERIODIC SCREENING, DIAGNOSTIC AND TREATMENT (EPSDT)

As part of their Medicaid program, federal law requires that Medicaid cover a very comprehensive set of benefits and services for children known as EPSDT - Early and Periodic Screening, Diagnostic and Treatment - to children under the age of 21.
 The EPSDT benefit is really a program of itself inside the Medicaid program, providing the most comprehensive set of services for children under the age of 21 that exists in the U.S. Under EPSDT, Medicaid children are entitled to health care screenings “to correct or ameliorate defects and physical and mental illnesses and conditions discovered by the screening services” and access to all Medicaid-covered services they need, regardless of any Medicaid benefit restrictions imposed on adult beneficiaries by their state and even if it is not an optional service in the state’s Medicaid plan.
 The range and depth of services provided under EPSDT, coupled with a unique medical necessity standard, has resulted in an unparalleled and comprehensive health benefit package for children.”
 Given that, access to EPSDT is paramount for CSHCN who need services such as ongoing therapies, medications, frequent doctor visits, and intensive behavioral health services. EPSDT also provides access to hourly, or “shift”, nursing and home health aide services for children that are technology dependent or require assistance with activities of daily living. Under EPSDT, these services can be medically necessary for up to 24 hours per day. 
2.1.3 MEDICAID WAIVERS


Medicaid waivers provide states with enormous flexibility to design innovative programs. States can use waivers to test new and existing service delivery models in Medicaid. There are four primary types of waivers; Section 1115 Research and Demonstration Projects, Section 1915(b) Managed Care waivers, Section 1915(c) Home and Community-Based Services (HCBS) waivers, and Concurrent Section 1915(b) and 1915(c) waivers.
 Generally, waivers “waive” one or more Medicaid rules to extend Medicaid to a broader population or provide additional benefits not included in the core Medicaid benefit package. 
2.1.3.1 1915c HOME AND COMMUNITY-BASED SERVICE (HCBS) WAIVERS

The Medicaid HCBS waiver program was established with the passage of section 2176 of the Omnibus Budget Reconciliation Act (OBRA) of 1981.
 The 1915(c) waivers are one of many options available to states to allow the provision of long term care services in home and community based settings under the Medicaid Program. A 1915c Waiver provides the state with the opportunity to develop a set of services that specifically meets the needs of a target group. Every state has at least one 1915c waiver. Waivers can provide a combination of standard medical services and non-medical services including but not limited to case management, homemaker, home health aide, personal care, shift nursing, habilitation (both day and residential), and respite care. States can also propose "other" types of services that may assist in diverting and/or transitioning individuals from institutional settings into their homes and community. In 2009, nearly one million individuals were receiving services under HCBS waivers.
  States can waive certain Medicaid program requirements under HCBS Waivers that allows for waivers to be targeted in certain geographic areas of the state, to be targeted groups of individuals, and to allow individuals that would not normally qualify financially to be eligible. Examples of 1915c Waivers include programs for individuals with Traumatic Brain Injury, HIV/AIDS, Intellectual Disabilities, and Physically Disabled. CSHCN can be enrolled in Medicaid and a 1915c waiver simultaneously. 
2.1.3.2 1115 WAIVERS

Section 1115 of the Social Security Act gives the Secretary of Health and Human Services authority to approve experimental, pilot, or demonstration projects that promote the objectives of the Medicaid and CHIP programs.
 1115 Waivers give states flexibility to design and improve their programs to meet the unique needs of their state. 1115 waivers are often used to expand eligibility to individuals who are not otherwise eligible for Medicaid or CHIP, provide services that are not typically covered in the Medicaid benefit package, and test innovative service delivery systems designed to improve population health and reduce costs. As an example, some states use an 1115 waiver to include persons above the set poverty threshold to be eligible for Medicaid.
2.1.3.3 KATIE BECKETT/TEFRA LEGISLATION
In 1981, President Reagan created the Katie Beckett “waiver” which changed Medicaid rules to allow children with certain healthcare needs to receive care at home instead of an institution.
 The waiver was named after Katie Beckett, a little girl who in the early 1980’s developed encephalitis that attacked her central nervous system and paralyzed her diaphragm, permanently affecting her ability to breathe and swallow without medical support. Katie was hospitalized for almost three years which exhausted her lifetime private insurance policy after which she qualified for Medicaid. When her condition stabilized enough to allow her to be discharged home, her parents could not afford the nursing care and equipment that she would need to be cared for outside of an institutional setting. At that time, Medicaid rules did not permit coverage outside of a hospital, nursing facility, or intermediate care facility because her household income was too high. Katie was essentially “stuck” in the hospital. Katie’s parents convinced a Republican congressman from Iowa to support a bill that would allow Katie to go home with Medicaid coverage. The bill was initially denied by the Health and Human Service (HHS) Department so the congressman went to then Vice-president George Bush who took the matter to President Reagan. President Reagan argued that it was not logical to spend six times the cost each day to care for Katie in the hospital than to provide her Medicaid coverage at home where she could be with her family. Iowa, where Katie Beckett lived, was the first state to implement the Katie Beckett waiver. After hundreds of families contacted HHS, the Department developed a Katie Beckett board that “clarified the ramifications the policy would have on the Medicaid program, solidified qualifications of those who would be eligible for the program, discussed plans of care, and a process to ensure that services were available within the communities of these children”. The HHS Katie Beckett board approved or denied each individual case for two years and then decided to give states the ability to apply for federal Katie Beckett funding, with each state receiving individual funding if approved.
  “In, 1982, Congress expanded what had been accomplished by the Katie Beckett waiver by creating a new state plan option under section 134 of the Tax Equity and Fiscal Responsibility Act (TEFRA), also referred to as the Katie Beckett provision.”
 Under TEFRA, states have the option to waive the deeming of parental income and resources for children under 18 years old to receive Medicaid services at home or in other community settings.
 In order to qualify for Medicaid under either the TEFRA state plan option, a child must meet the following criteria.
· Meet SSI criteria for disability;

· Be 18 years old or younger;
· Meet the state’s definition of institutional level of care;
· Have medical care needs that can be safely provided outside of an institutional setting; and
· The cost of care in the community must not exceed the cost of institutional care.

According to the Catalyst Center, 18 states have a TEFRA or TEFRA Look-alike program. Programs vary widely across states because of the requirement that the child must require an institutional level of care. Since each state has different criteria for defining an institutional level of care, the number of children who qualify varies from state-to-state. Pennsylvania and New Hampshire developed TEFRA look-alike programs. In Pennsylvania it is the PH-95 waiver program and New Hampshire developed the Home Care for Children with Severe Disabilities (HC-CSD).
 The New Hampshire and Pennsylvania programs allow a broader group of children to be eligible for Medicaid services. New Hampshire’s program includes individuals that are eligible for Intermediate Care Facility services and Pennsylvania’s PH 95 program does not include a level of care requirement at all, making it the most generous of all.

Since the implementation of TEFRA, states have experienced increases in enrollment which add to budgetary pressures. States look to other ways to provide Medicaid coverage to children who would otherwise need to be admitted to a facility. A popular option for states and alternative to TEFRA is to design a 1915c HCBS waiver. Unlike TEFRA which is a state plan option and must be available to all Medicaid recipients who meet criteria, 1915c HCBS waivers can target just a particular condition or diagnosis and limits can be placed on enrollment. The benefits of a HCBS waiver is that while they serve fewer people, additional benefits are covered that are not covered under Medicaid, such as home modifications.
2.1.3.4 1915i WAIVERS
The Deficit Reduction Act (DRA) of 2005 created a new Section 1915(i) in Medicaid law giving states the option to provide home and community based services (HCBS) to individuals who are elderly or disabled within their core Medicaid benefit package. Prior to the DRA, states had to apply for a waiver and demonstrate cost neutrality before they could include this option under Medicaid. The 1915(i) waiver also lets states include individuals who do not require nursing facility level of care, so that they can proactively provide HCBS to recipients to prevent the need for institutional care. States have more flexibility under this option than they do for other state plan services. For example, states can limit the number of individuals served and/or the geographic areas of the state. Participation is restricted to individuals with incomes at or below 150% of poverty.  However states that cover medically needy individuals in their state plans may elect to waive rules relating to this group’s financial eligibility and instead use institutional eligibility criteria. This means states can cover children in families with incomes over 150% of poverty by disregarding their parents’ income.
 Covered services can include those typically provided by 1915c waivers such as; case management, homemaker, home health aide, shift nursing, habilitation, respite care, etc. 
2.1.4 FAMILY OPPORTUNITY ACT OF 2003
The Family Opportunity Act (FOA) allows families of disabled children to purchase Medicaid if their children do not qualify via the existing pathways.
 As a review, prior to this act, disabled children could qualify for Medicaid if they meet the income guidelines (all states), are disabled and receive SSI benefits (most states), or require nursing facility level of care (some states). The FOA was passed in 2006 and since then a handful of states have rolled it out including Louisiana and Texas. The FOA targets families of children with severe disabilities with family income of up to 300% FPL.
3.0  Study Design
The overall approach used to collect, assemble, and analyze data for this report is described in this section. First, a description of Pennsylvania’s current approach to providing services and supports to CSHCN through its Medicaid program is given. Next, a description of two other state Medicaid programs, Michigan and Ohio, is given. These states were selected for comparison because they have very similar demographics in terms of population, availability of healthcare services for children, and geography. Next, quality outcome data and cost data from the 3 states is compared to determine the program design that yields the highest quality outcomes in the most cost efficient manner. Finally, results from the literature review and the comparison of other state models is assessed to inform a set of recommendations.
4.0  FINDINGS/RESULTS


A review of Pennsylvania’s approach to the design of its Medicaid program to serve CSHCN as well as a comparison to two other state models, Ohio and Michigan, follows. 
4.1 pennsylvania’s Approach to medicaid eligibility and benefits for cshcn
4.1.1 MEDICAID ELIGIBILITY


Pennsylvania has an agreement, a “1634 agreement”, with the SSA to make Medicaid eligibility determinations. Any individual that is determined by SSA to be SSI eligible is automatically approved for Medicaid benefits.

4.1.2 MEDICAID MANAGED CARE

In 1997, Pennsylvania began the roll out of HealthChoices, its Medicaid Managed Care Program. HealthChoices is a risk-based managed care program that over time, expanded to cover all counties and services. With very few exceptions, all Medicaid eligible individuals are required to enroll in a Managed Care Organization (MCO). The program covers acute, primary and some specialty services, as well as dental care. The State’s Office of Mental Health and Substance Abuse Services oversees the behavioral health (BH) component of the HealthChoices program, and services are provided by behavioral health plans under contract with each county. In other words, coverage for behavioral health services are provided by separate BH-MCOs. Long-term services and supports remain under the fee-for-service program.

In 2017, Pennsylvania plans to move coverage for long-term services and supports from fee-for-service to managed care. The target population will include recipients of existing 1915c waivers that are under the auspices of the Office of Long Term Living (OLTL). These waivers serve individuals with physical health disabilities. The plan is for a phased-in approach that will start with the Pennsylvania counties in the Southwest region in 2017, then the Southeast region in 2018, and finally the balance of the state in 2019. Pennsylvania has decided to exclude children under 21 in their Managed Long-term Services and Supports program. 
4.1.3 PH 95 LOOPHOLE

Since 1988, under a state plan amendment (SPA), Pennsylvania has provided Medicaid benefits to children that meet the Social Security definition of disabled, regardless of family income, under a program called PH 95 - otherwise known as the PH 95-loophole. 

Social Security has a strict definition of disability for children.

· The child must have a physical or mental condition(s) that very seriously limits his or her activities; and
· The condition(s) must have lasted, or be expected to last, at least 1 year or result in death.

The PH 95-loophole looks very similar to the Katie Beckett waiver or TEFRA however there is a major difference in the criteria for eligibility that sets Pennsylvania apart from all other states that have a Katie Beckett or TEFRA program. To be eligible for the PH 95-loophole, a child must meet the following criteria;

· Are 18 years old or younger
· Meet the Social Security disability standards (SSI may deny SSI benefits to the child due to income and assets, but as long as a disability determination was made, the child can be eligible.)

· Are not eligible for other MA Categories 

Pennsylvania DOES NOT require that the child meet the institutional care level of need. That significantly widens the doorway for CSHCN that reside in Pennsylvania to access Medicaid. Since 2005, DHS is required to publish a report that describes information regarding certain children enrolled in the Medical assistance program whose parental income was not taken into consideration in determining their MA eligibility to certain committees of the PA Senate, House of Representatives, and other interested members of the general public. As of the 2011 report, there were 62,715 children enrolled under the PH-95 category and a total DHS expenditure of $764,160,828.77. According to the 2011 report, that number reflects an 8.8% annual increase in the number of PH-95 children from 2010 to 2011 and a 7.9% increase in expenditures. The table below represents the top diagnosis for PH-95 enrolled children in 2011, according to the Commonwealth’s report. 

Table 2: Top Diagnosis for PH-95 Enrolled Children, 2011

	Rank
	Diagnosis
	Number of Children

	1
	Autistic Disorder and Other Pervasive Developmental Disorders
	7,344

	2
	Attention Deficit Hyperactivity Disorders
	6,025

	3
	Communication Impairments Associated with Documented Neurological Disorders
	4/,684


For the past decade, the PH-95 program has been targeted by Pennsylvania’s Department of Human Services (DHS) to reduce Medicaid spending by implementing cost sharing for PH-95 families.  Efforts to initiate co-payments in 2012 were vehemently opposed by families and advocates for children with special healthcare needs and put on hold. In 2013, Governor Corbett announced a new “fair share” premium initiative on the families of children with disabilities in the PH-95 category that was estimated to save $8.3 million but it was not implemented prior to his term ending.
4.1.4 1915c HCBS WAIVERS
Pennsylvania currently offers 11 unique HCBS waivers. Only two HCBS waivers apply to children, the Person/Family Directed Support (P/FDS) Waiver and the Consolidated Support Waiver. Both waivers are targeted to individuals that are intellectually disabled. The table below describes the waivers and services provided by each.

Table 3: Pennsylvania 1915c Waivers for CSHCN

	Waiver
	Criteria
	Services

	Person/Family Directed Support (P/FDS) 
	Age 3 or older
*Require an ICF/MR level of care
*Sub-average intellectual functioning and impairments in adaptive behavior
*Does not reside in a mental retardation licensed community residential home or a mental retardation licensed family living home.
	*Homemaker/ chore
*Habilitation
*Respite services
*Physical adaptations
*Visual mobility therapy
*Behavioral therapy
*Visiting nurse
*Personal support
*Adaptive appliances and equipment services
*Extended State Plan services

	Consolidated 
	Age 3 or older
*Require an ICF/MR level of care
*Sub-average intellectual functioning and impairments in adaptive behavior
	*Community Habilitation
*Respite services
*Minor physical adaptations
*Permanency planning services
*Therapy services
*Transportation


While a child can be on MA and receive waiver services, there is typically a waiting list and children under 21 are often moved down the list because they have access to EPSDT.
4.2 michigan’S APPROACH to medicaid eligibility and benefits for cshcn
4.2.1 MEDICAID ELIGIBILITY


Michigan has an agreement, a “1634 agreement”, with the SSA to make Medicaid eligibility determinations. Any individual who is determined by SSA to be SSI eligible is automatically approved for Medicaid benefits.

4.2.2 MEDICAID MANAGED CARE


Like Pennsylvania, Michigan rolled out a Medicaid managed care program called Comprehensive Health Care Program (CHCP), a MCO program that covers acute, primary, and specialty services, and prescription drugs through contracting MCOs in 1996. Also like Pennsylvania, behavioral health services are managed at the county level, carved out. The CHCP program includes disabled children is mandatory across the state.

4.2.3 TEFRA


Michigan is one of the states that uses the TEFRA option to provide Medical Assistance to CSHCN who would not otherwise meet MA eligibility due to family income. Michigan’s criteria for eligibility includes the following.

· Ages: 0-18

· Levels of Care: Intermediate Care facility, Nursing facility, Hospital

· Income: only child’s income is counted
Data regarding the number of children enrolled under TEFRA in Michigan was not found.

4.2.4 1915c WAIVERS
According to CMS, Michigan has the following 1915c waiver programs that support CSHCN. Unlike Pennsylvania, Michigan has developed a waiver that specifically addresses children with serious emotional disturbances and a waiver that addresses the needs of children with autism.     
Table 4: Michigan's 1915c Waivers for CSHCN

	Waiver
	Criteria
	Services

	Waiver for Children with Serious Emotional Disturbances

	Age 0-21
*Live in a participating county; OR

*Live in foster care in a non-participating county pursuant to placement by MDHS or the court of a  participating county, with SEDW oversight by a participating county's CMHSP; AND

*Reside with the birth or adoptive family or have a plan to return to the birth or adoptive home; OR

*Reside with a legal guardian; OR

*Reside in a foster home with a permanency plan; OR

*Be age 18, 19 or 20 and live independently with supports; AND

*Meet current MDHHS criteria for the State psychiatric hospital for children, as defined in the Michigan  Medicaid Provider Manual; AND

*Meet Medicaid eligibility criteria and become a Medicaid beneficiary; AND

*Demonstrate serious functional limitations that impair their ability to function in the community.  
	*respite

*child therapeutic foster care

*community living supports *community transition

*family home care training *family support and training *home care training-non-family

*therapeutic activities *therapeutic overnight camping

*wraparound for individuals w/mental illness SED

	Children's Waiver Program
	Age 0-17
*children with autism, mental retardation (MR), developmental disabilities (DD
	*specialty services
*community living supports

*transportation

*respite care

*psychological/behavioral treatment

*family training/didactic services

*enhanced medical services

*environmental accessibility

adaptations

	MI Habilitation Supports
	All ages

*Have an intellectual disability *Reside in a community setting *Medicaid eligible and enrolled *Would otherwise need the level of services similar to an ICF/IID
	*out-of-home non-vocational habilitation
*prevocational services, respite

*supported employment

*supports coordination

*enhanced medical equipment and supplies

enhanced pharmacy

*goods and services

*community living supports

*environmental mods

*family training

*personal emergency response systems (PERS)
*private duty nursing for individuals w/DD



4.2.5 1915i WAIVER

Since 2013, Michigan has had a 1915(i) State Plan Amendment (iSPA) to address children with autism. The service provided is Applied Behavior Analysis (ABA) and the target group is children 18 months through age 5 with a diagnosis of Autism Spectrum Disorder (ASD). Michigan’s 1915(i) operates concurrently with a 19159(b) managed specialty supports and services plan for behavioral health and intellectual/developmental disabilities (I/DD) and a 19159c) waiver for I/DD. Prior to implementation, Michigan identified that they had a gap in services specifically designed for the treatment of ASD, particularly young children. After the 1st full year of implementation, Michigan has realized many successes with the program including that families are reporting amazing behavior improvements and changing their daily life and a significant increase in providers that are trained and certified to do ABA supported by 6 universities offering ABA degree programs.

4.3 ohio’s approach to medicaid eligibility & benefits for cshcn
4.3.1 MEDICAID ELIGIBILITY: 209B


Ohio had been one of ten 209b states however in 2015, Ohio simplified its Medicaid eligibility process for individuals with disabilities and moved the two layered determination of disability to a single disability determination that is made by the SSA and accepted by the state of Ohio.  

4.3.2 MEDICAID MANAGED CARE


Most Medicaid consumers in Ohio are required to select a MCO however a few notable groups are excluded; individuals on waivers and children with cancer, cystic fibrosis, or hemophilia that receive services under the Bureau of Children with Medical Handicaps. 
4.3.3 MEDICAID BUY-IN


Ohio has not taken advantage of the Family Opportunity Act but the state does offer a buy-in program for workers with disabilities. The program targets disabled workers between 16 and 64 years old who are 250% of the FPL or below.

4.3.4 1915c WAIVERS


Like Pennsylvania, Ohio offers two waivers that target individuals with mental retardation and/or developmental disabilities.
Table 5: Ohio's 1915c Waivers for CSHCN

	Waiver
	Criteria
	Services

	Level 1 Waiver
	No age requirements

*Must meet Medicaid eligibility criteria

*ICF level of care
*diagnosis of mental retardation or developmental disability 
	*Homemaker/Personal Care

*Community Respite

*Personal Emergency Response Systems

*Environmental Accessibility Adaptations

*Supported Employment

*Residential and Informal *Respite

*Transportation

*Specialized Medical Equipment

*Emergency Assistance

*Day Habilitation

	Individual Options Waiver
	No age requirements

*Must meet Medicaid eligibility criteria

*ICF level of care

*diagnosis of developmental disabilities
	Homemaker/Personal Care

*Community Respite

*Residential and Informal Respite

*Personal Emergency Response Systems

*Environmental Accessibility Adaptations

*Supported Employment

*Community Respite

*Ohio Shared Living

*Transportation

*Specialized Medical Equipment

*Emergency Assistance

*Day Habilitation


5.0  analysis and discussion

Pennsylvania, Michigan, and Ohio have very similar characteristics in terms of population, geography, and children’s healthcare services however differ substantially in their approach to providing access to Medicaid for CSHCN. Ohio has been the most exclusive state with respect to Medicaid eligibility requirements for CSHCN, requiring two levels of disability determination –something that only nine other states do. As of 2015, Ohio moved to a single eligibility determination process; however it does not have a Katie Beckett waiver or TEFRA option, so CSHCN whose parents do not meet the financial eligibility criteria for Medicaid cannot qualify. Pennsylvania on the other hand is the most inclusive state in the country, only requiring that children meet SSA’s determination of disability to be eligible to receive full Medicaid benefits and without any cost sharing. As described previously, this approach is not sustainable. Michigan’s approach to eligibility ensures that CSHCN that require intensive medical or behavioral health services are eligible for Medicaid regardless of parental income and provides other programs to support CSHCN that do not meet financial criteria for Medicaid and whose needs are not as intensive.
All three states have enrolled most of their disabled populations into managed care with a few exceptions in Ohio. Pennsylvania has an opportunity to include CSHCN in its MLTSS program that it plans to roll out in 2017. This program would provide CSHCN a broader array of home and community based supports not available under EPSDT and often less costly.
An examination of Pennsylvania’s PH-95 loophole revealed that the top diagnosis for CSHCN who are deemed eligible in this category is autism, followed by attention deficit hyperactivity disorder (ADHD), then communication impairments. While Medicaid’s EPSDT program provides essential services to identify, diagnose, and treat chronic conditions, EPSDT wasn’t designed as a specific program for children with autism or ADHD. EPSDT pre-dates autism awareness and all of the new tools and therapies to improve the lives and health of children with autism. Interestingly, Michigan’s 1915c waiver and 1915i waiver would better fit the needs of those children and are a more cost-effective strategy.
Ohio’s Medicaid program does not offer Pennsylvania any experience or best practices to learn from and does not provide access to Medicaid for CSHCN that do not meet financial requirements. It is beyond the scope of this Essay but a review of how Ohio uses its Title V funding to develop programs for CSHCN, including those that are above the FPL required for Medicaid, is worth exploring. 

A look at a few select outcomes from the 2011/2012 National Survey of Children’s Health shows that Pennsylvania did better than Michigan and Ohio in 3 of the 4 measures selected, however all 3 states ranked higher or significantly higher than average for states across the country in all measures. All measure outcomes are the result of a survey administered to families with CSHCN. 
Table 6: 2011/12 National Survey of Children's Health

	
	Pennsylvania

(percent)
	Michigan

(percent)
	Ohio

(percent)
	Nationwide

(percent)

	Percent of children with adequate insurance, medical home, and preventive care
	46.6
	43.3
	43.5
	39.0

	Percent of children with a preventive medical visit in the past year
	90.4
	86.2
	87.7
	84.4

	Percent of Children whose current insurance is adequate to meet child’s needs
	80.9
	78.7
	78.1
	76.5

	Percent of Children in excellent or very good health
	87.3
	88.1
	86.8
	84.2


6.0  recommendations 

States have broad flexibility to design their Medicaid programs to meet the unique needs of their population. Since Medicaid was rolled out in the 1960’s, several vehicles have been introduced to further support states ability to provide a wide array of services and benefits to an increasingly broad population and to provide appropriate, high quality services that are more cost-effective. The following set of recommendations for Pennsylvania would address the challenges associated with providing Medicaid access and appropriate, high quality services and supports to care for CSHCN in the most cost-efficient way. The recommendations are listed in the order that they would likely be achieved. Each recommendation would require the governor to buy-in and CMS approval.
1. Eliminate Pennsylvania’s PH-95 SPA. The PH-95 loophole is not sustainable and broad access to Medicaid benefits while important for some, may limit other more relevant options.
2. Request a TEFRA State Plan Amendment (SPA). A TEFRA SPA would ensure that CSHCN with a high level of need would still be eligible for Medical Assistance. Pennsylvania can design the level of care tool to still allow a broad category of disabled children to qualify.
3. Include children and young adults age 0-20 who meet criteria in Pennsylvania’s Community HealthChoices Program (MLTSS). An MLTSS program for CSHCN has the following advantages.
a. Level of Care Assessment (LOCA) would reserve eligibility for those with high level of need

b. Automatically include TEFRA children

c. HCBS benefit would provide home modifications, respite, employment training, day programs, etc.
d. Reduce costs by offering expanded HCBS versus paying for private duty nursing and facility care
e. Increase opportunities to go to school, work, volunteer, and generally be in the community
f. Include behavioral health services as part of  fully integrated package of benefits
4. Design 1915c waiver to target children with moderate level of need and moderate income. To address the needs of CSHCN that do not meet the level of care required for the TEFRA option, Pennsylvania should create a waiver that is not diagnosis or condition specific but provides essential benefits to CSHCN not eligible for full Medicaid such as pharmacy coverage, specialty care, and home and community based services.
5. Implement the Family Opportunity Act to Pennsylvania’s model as an option for high income and low to moderate level of need. Pennsylvania families could buy-in to the Medicaid program based on their income and children would not need to meet the institutional level of care requirement. Pennsylvania could still take advantage of federal match dollars.
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