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Introduction
It has been well documented that long-term care services under Medicaid have an inherent nursing home / institutional bias as a result of the exclusive entitlement to institutional care in Title XIX of the Social Security Act of 1965. Medicaid Waivers enable States to provide long term care in a community setting to people who would otherwise be in institutions. In terms of how Pennsylvania fares, our Commonwealth has improved from a previous bias of 97% Nursing Home Care -3% Home and Community Based Services (HCBS) in 2002 to the current ratio of 73-27% (rounded) in 2009. [1] Recently, the administration stated that Pennsylvania currently ranks 43rd in the nation-up from 49th. ADAPT, a national disability organization, still ranks PA in the bottom states with regard to supporting Home & Community Based Services (HCBS). [2] This makes it clear that there remains much work to accomplish within Pennsylvania to reach a balancing of long term care toward a 50/50 ratio. As targeted by the states under the Money Follows the Person (MFP) plan, several key issues arise relative to permitting individuals to live in their homes and other community settings: 1) proper funding of the system to address the home or housing needs, as well as community based services; 2) addressing the needs of people with disabilities; 3) transitioning those within institutions currently [nursing homes, state center (MR), state hospitals (MH), and other institutional type settings]; 4) supporting those currently receiving HCBS; and finally, 5) those who will need supports –either because they have not requested supports for their disability as well those acquiring a disability in the future. 

This paper addresses the need to expand HCBS across PA- for those who want choice– based on ideals of the proposed Federal Community Choice Act (CCA). [3] PA currently has a program called Community Choice implemented only on a limited pilot basis that did not successfully do what the federal CCA is to do: balancing long term care away from institutions away from institutions.  PA needs to be looked at from various vantage points: where we were, our current status, where we want to go and how we compare with other states. A statewide Community First  (based on the ideals of the Federal CCA), which grants HCBS as a care option, would not eliminate PA’s current Medicaid Waivers. As the law stands currently, the state can permit personal care services, which would not offer the same array of services currently available within the waivers, but would at least guarantee attendant services to assist the elderly and people with disabilities. Even if personal care is an option, Medicaid Waivers would be needed to provide home modifications, peer supports, independent living skills training, respite, and other supports. Such changes in public policy could decrease the need for multiple waivers, as Medicaid Waivers enable states to provide long term care in a community setting to people who would otherwise be in institutions. If the state were to implement a statewide program, which incorporates the option of personal care services to assist people with disabilities and the elderly, it would counteract Pennsylvanian’s over reliance on costly institutional care. This change may decrease the need for separate Medicaid Waivers.  PA has 12 Waivers (with a 13th –Assisted Living -soon to be considered following completion of the regulatory process). [4] Finally, a statewide CCA would empower either the current or a future Administration to achieve a 50-50% balance more quickly than even the current incremental changes.

How Community First would be introduced in PA

In order to provide Medicaid-eligible people with disabilities and the elderly the option of Personal Care Services in Pennsylvania, the State Legislature can follow the trail of many other states that have included this option in their Medicaid State Plan. Since the creation of 42 CFR § 440.167 (outlining the rules and regulations for personal care services under the Federal Medicaid Program) in 1975, States can offer personal care services without the need of applying to the Center for Medicaid and Medicare Services (CMS) for a waiver. The Pennsylvania State Legislature can author a bill for eventual approval that would amend the regulations that already outline the coverage and administration of the State Medicaid Program, to include the option of Personal Care Services to Medicaid eligible people with disabilities and the elderly. The bill could also include a reasonably attainable timeline for all counties to implement the new program. By setting a timeline, the State would be allowing state and county officials sufficient time to prepare an infrastructure to administer the program and it will send a positive message to the disabled and elderly community that the State has pledged its commitment to a personal care service option by a specified date. Another option at the states disposal can be an executive order signed by the Governor, that will appoint a committee entrusted with the duty of formulating a feasible transition plan for the State to include personal care services in the State Medicaid Plan. Such an order would require a clear deadline for the committee to formalize their transition plan and to an eventual launch date for the program. 
What Statewide Community First could look like 

A statewide Community First program would do a number of things. First, PA would be able to receive enhanced FMAP (Federal Medicaid Assistance Program) dollars from the Federal Government to provide community based services. The Commonwealth would have to designate such guidelines- as it does for Medicaid Waiver and other services- and this would have to be approved by the Federal Centers for Medicare & Medicaid Services (CMS). PA already has consumer task forces – but may need to develop another one to assist in the development of evaluating service co-ordination and cost-sharing approaches, particularly for individuals with multiple disabilities. Those involved in a new task force-with 51% of the task force being people with disabilities or their designated representatives, would include individuals with various disabilities, seniors, family members (where appropriate), service providers and disability advocacy organizations. [5] 

Core principles of community services and supports would include: 

1. Meaningful choice of long term supports and services in the most integrated and accessible settings according to the individuals needs; 

2. Maximized consumer control;

3. Quality services that maximize independence in the home and community, including the workplace (also a principle included in the Federal CLASS Act). [6]

This would be in line, but not limited to, several pieces of landmark Federal Legislation / Court Decisions: 

1. Olmstead Decision (1999) which noted that an individual should be able to live in the most integrated settings possible and require PA to be on record and implement an state Olmstead plan in DPW and Aging / Office of Long Term Living (OLTL); [7] 

2. ADA (1990) integration mandate and 3) Employment provisions for people with Disabilities in the Rehabilitation Act (1973). [8]

The key principle in an effective State Community First law and program is the integral concept of ‘choice’. Individuals would not be mandated to choose HCBS, but be provided the option to choose either HCBS or institutional care. Such institutions that would be impacted are nursing homes, state hospitals (Mental Health), state centers (Mental Retardation) and ICF (including both those with MR and other disabilities). While some disability advocates consider the use of personal care homes as appropriate settings for individuals with disabilities, others advocates view such options as institutional or congregate settings. In some states, such facilities are presented as viable housing options to consumers. However, in Pennsylvania, expanded use of personal care (also known as boarding) homes is viewed very apprehensively, particularly due to issues of size and past health and safety issues. [9]

 A Pennsylvania version of the Federal CCA would not only increase independence and choice, but if done properly, enhance the quality of services. Criteria would need to be established for agencies seeking to be providers, such as: minimum service standards and qualifications for consumer, agency and other models; financial operating standards and appeals procedure for denials and resolving disagreements. PA would need to monitor both agencies and individuals to see a consumer’s needs and complaints are addressed in a timely manner. This would also involve protections for those in the community of all ages, disabilities and other demographic categories. While service providers would be accountable to individuals across receiving services, their families, advocates and the state government, the state government would be accountable to the federal government to ensure that services and supports are consistent statewide. Inconsistencies exist in both the physical disability and ODP (MR/DD) systems, as there is a great deal of variation between counties.  CMS has requested that Aging and DPW work to eliminate such inconsistencies in PA.  To promote increased consistency, the federal government insists on communicating with one Medicaid Agency per state for all populations. DPW functions as that sole contact with CMS for PA. [10]

While traditional HCBS services for people with disabilities and seniors would be addressed in ‘Community First’, some other issues would need monitoring and support even if not included in this legislation. Such issues include housing expenditures; special education and supportive services (i.e.: Federal IDEA [11]); assistive technology and services; durable medical equipment and home modifications. Such expenditures, at least during the time of initial transition, could be covered or addressed such as health and dental coverage, initial housing allowance (i.e.: first month’s security deposit), and home resources (i.e.: furniture, bedding, clothes). This would include the resources to support Activities of Daily Living (ADLs), travelling, communication devices and staff support (such as Personal Care Assistants, Attendants, Community Support Staff, and Case Managers).

Opposition and Clarification State Community First Issues
There will undoubtedly be opposition to Community First on many levels. Some in the general populace fear additional changes, regardless of the reasons, including a few seniors, people with disabilities and their families. It will be noted here, however, that the most ardent opponents are protectors of institutions: nursing homes, state centers (MR), state hospitals (MR) and Intermediate Care Facilities (ICF, including those with MR and /or other disabilities). The most serious impediment will be the well funded interests of the nursing homes and the elected officials along with other policy makers they influence. In other cases, it may be organized labor representing the workers in nursing homes or other institutions. They fear that a Community First Act would likely result in a large number of individuals leaving if provided the option to choose services and supports within the community, thereby losing their jobs. This fear could also extend to institutional providers, who would likely see many of their residents leaving if the community provides an option to choose services and supports in a different setting. On the other side, some disability advocates have concerns that the very same Medicaid Waivers that they fought for years to create, may become weaker in providing the supports and services needed. That is contrary to the purpose of this paper, which is to strengthen, not weaken, community supports for ALL people with disabilities-no exceptions. This position paper was created to advocate for an HCBS service option to ALL Medicaid eligible people with disabilities and elderly-period.

It is the perspective of the PA SILC that all people with disabilities should receive the appropriate supports to live in the community in the least restrictive, non-segregated, safe and healthy environment possible.   

Core Principles and Recommendations of PA SILC for a Statewide Community First Act:

· Independent Living (IL) philosophy must be within the core principles and  include, but not be limited to the following principles:

- Consumer choice and control of all services and supports.

- Self determination and direction.

· All people with disabilities and seniors should receive the appropriate supports to live in the community in the least restrictive, non-segregated, safe, and healthy environment possible-regardless of the need, age, disability, geographic location or other demographic criteria.   

· Support for both Consumer and Agency models.

· Provide Personal Care Services as an option under the Pennsylvania State Medicaid Program. Ideally, if personal care services were provided through a recommendation from a doctor to the elderly and people with disabilities, it may clear more waiver spots for people who truly need the services, but have to deal with a long waiting list. 

· Embracing Money Follows the Person (MFP) model [12]- particularly that money goes with an individual when a person leaves an institution and that the funds not be returned to general revenue streams of state government. Such legislation has been introduced in PA [13], but has not advanced due to resistance from Budget Secretaries and others concerned with protecting the status quo-particularly obligations to the general fund and institutions.

· Continuation of current Nursing Home Transition (NHT) efforts done by CILs and other HCBS partners with state government. [14]

· Introducing state legislation that would mandate for the State to close a certain amount of nursing home beds per year. The funds that normally would be used to fund services for that bed, would be transferred to the budget for use in HCBS services. This way, long term care spending would be gradually evened out with clearly attainable goals and less disorganization. The legislation could include wording that “the ultimate goal would be to achieve a 50/50% balance in long term care spending. Such logic would also be applied to closing other institutions: state centers (MR), state hospitals (MH) and ICFs of all types.

· Such services should receive annual Cost Of Living Adjustments (COLA) and /or adjusted rates to cover direct care salaries, health care benefits and the cost of doing business for service providers (food, fuel, insurances, other human resources and facilities costs). It is noted that fair living wages and benefits are essential to achieving a reliable and retainable workforce of attendants as HCBS expands in Pennsylvania. Such increases should be line with reliable inflationary indicators, such as CMS Home Health Market Basket Index (the rate of home care inflation) or the Consumer Price Index in recent years. Such legislation that required the Governor to propose such an increase in the annual budget was passed by the PA Legislature in 2006 for MH/MR services, but was vetoed by the Governor and didn’t include programs for people with physical disabilities and seniors. [15]

· Addressing both Transition from Institutions and Diversion: State Community First should be first targeting those receiving institutional care; and second, be an option provided immediately to those entering the long term care system regardless of age, disability, setting, geographic location or other demographics.. Similar efforts are being made by DPW’s ODP division in transitioning individuals with MR who graduate high school into community supports and services. [16] That has proven to be less expensive than having individuals languish on waiting lists, since younger individuals have some fresh skills and other transition costs are eliminated. When long term care is administered early with appropriate supports from an IL perspective, it tends to be less costly and empowers individuals to lead more fulfilling lives, including becoming tax paying citizens.

· Increased interagency co-operation –Memorandum Of Understanding (MOU) between PA Department of Education (PDE), Aging / Long Term Living (ALTL), Health (DOH) and Public Welfare (DPW), Veterans & Military Affairs (DVMA), through early identification with ongoing updates and data sharing across departments that would cover all people with disabilities across departments and demographic lines. With some exceptions, cross departmental sharing of data for the disability community between stage agencies has been lacking and needs to be greatly improved.


[1] Commonwealth of Pennsylvania: 2009-10: Governor’s Executive Budget, Edward G. Rendell, see pp. 380-381 (or noted as pp. E7.8, E7.9). In Pa, the average cost for HCBS averages less than $1800 month for a person with a physical disability. Nursing Home costs average about $4400 per month. 

http://www.portal.state.pa.us/portal/server.pt?open=512&objID=4566&mode=2 

[2]  Adapt Press Release, May 15, 2008: http://www.adapt.org/adaptpr/index.php?mode=A&id=270;&sort=D
[3] The Federal Community Choice Act (CCA) was previously introduced as MiCASSA prior to the 2007-2008 (1101th Congress). As of May 2009 (111th Congress), the most recent versions of CCA are HR 1670 and S. 683 which can be viewed on www.thomas.gov by putting in Community Choice Act and scrolling down to view the respective bills. These may also be a part of future federal long term care reform as a part of overall healthcare reform.

[4] For more Pa’s current Medicaid Waivers, see http://www.dpw.state.pa.us/servicesprograms/medicalassistance/suppservwaivers/default.htm and for the proposed Assisted Living Regulations and Waiver, see http://www.paassistedlivingconsumeralliance.org/ for more information from a disability community perspective. Other programs, such as the Living Independence For the Elderly (LIFE) program, Act 150, Family Care giver Support and Options Services, aren’t Medicaid Waivers but are funded by Pa as part of long term care. Also see http://www.portal.state.pa.us/portal/server.pt?open=512&objID=3950&&level=1&css=L1&mode=2.

[5] See these websites: www.dpw.state.pa.us ,  www.aging.state.pa.us, www.doh.state.pa.us, www.dli.state.pa.us for more details on both disability and aging groups. In Pennsylvania currently, these groups include CLAC (Community living and Advisory Council), SPT (Stakeholder Planning), ODP PAC  (MR/DD focus) and OMHSAS advisory groups (MH) and now the Council on Aging.  Other stakeholders who could be involved in an advisory council include: Statewide Independent Living Council (SILC), Developmental Disabilities Council (DDC), Mental Health Council (OMHSAS Advisory Board), brain Injury workgroups (DPW, DOH) and others designated by Secretaries of Department of Public Welfare, Aging / Long Term Living and others deemed important.

[6] For more information on the Community Living Assistance Services Support (CLASS) Act, to www.thomas.gov , put in ‘CLASS Act’ and scroll down. As of May 2009, the most recent versions were HR 1721 and S. 697. The first versions of this legislation were introduced in the previous (110th Congress, 2007-08). Like CCA, these could be a part of future healthcare reforms in the long term care system. This would help individuals with disabilities in the community by providing support for community living activities such as education, employment and other community activities as an insurance program.

[7] For more on the US Supreme Court Olmstead Decision (1999), see http://www.accessiblesociety.org/topics/ada/olmsteadoverview.htm . Although some say that  Pa. has an Olmstead plan for individuals to live in the community and that various stakeholder groups are a part of that plan, there is not a specific ‘Olmstead Plan’ in Pa that covers all individuals within institutions or every disability.

[8] For on the Federal 1990 Americans with Disabilities Act (ADA), see www.ada.gov and for the Rehabilitation Act (1973, updated in 1992), see http://en.wikipedia.org/wiki/Rehabilitation_Act_of_1973  and http://www.ed.gov/policy/speced/reg/narrative.html
[9] For information on personal care homes, see http://www.ed.gov/policy/speced/reg/narrative.html and past PCH issues in Pa, see http://www.observer-reporter.com/OR/Print/03_22_WelfareSecretary and http://abclocal.go.com/wpvi/story?section=news/local&id=6001149 .

[10] This has been a topic of discussion within Pa stakeholder groups such as DPW SPT, ODP PAC and CLAC for both the MR system and Aging systems. CMS has stated that they work with one Medicaid, not various county or jointer systems and want consistency between counties, as services vary greatly for in the various disability and aging systems in Pa.

[11]  For Individuals with Disabilities Education Act (IDEA), see http://en.wikipedia.org/wiki/Individuals_with_Disabilities_Education_Act and http://idea.ed.gov/ 

[12] For more on Money Follows the Person (MFP), see http://www.cms.hhs.gov/DeficitReductionAct/20_MFP.asp and for MFP efforts in Pa, see http://www.dpw.state.pa.us/partnersproviders/longtermliving/003675323.htm
[13] Legislation has been introduced in PA to have dollars follow individuals into the community for closures of State Hospital (MH) and State Centers (MR). See SB 1383 and HB 1190 for 2009-10 session; these were introduced in the previous session also. See www.legis.state.pa for more information by putting in the bills numbers. 

[14] More can be found on Nursing Home Transition (NHT) in Pa on http://www.dpw.state.pa.us/resources/documents/pdf/maacmtgatt/02-06nursinghometransition.pdf ; CILs do NHT, but many CILs receive reimbursements from DPW / Aging in Pa.

[15] Governor Rendell vetoed HB 1813 in 2006, legislation that would have required Pa Governors to propose an annual inflation indexed Cost of Living Adjustment in each budget for MH/MR services. HB 1813 didn’t require passage of annual budgets that included such an amount; only that the Governor propose it.  In most recent years, CMS has estimated that the Home Care rate of inflation is about 3 % (rounded by 0.5% or less).For more on HB 1813, see http://www.state.pa.us/papower/cwp/view.asp?A=11&Q=457621 and CMS home care inflation rates, see http://www.cms.hhs.gov/MedicareProgramRatesStats/downloads/mktbskt-hha.pdf on attached charts and scroll down on chart for rates by year per quarter. 

[16] See http://www.elc-pa.org/pubs/downloads%202009/TransitiontoAdultLifeStudentsWithDisabilites4-09.pdf for more information on transitioning to adult life from the education system in Pa.

