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The Topeka Independent Living Resource Center (TILRC) is a civil and human rights organization whose mission is to advocate for justice, equality and essential services for a fully integrated and accessible society for all people with disabilities.  TILRC provides direct services, including Home and Community Based Services (HCBS), as well as individual and policy advocacy services. TILRC is cross-age; cross-disability.  We provide services and advocacy without regard to age or type of disability.

I appreciate the opportunity to provide input to the committee today about this incredibly important topic. I share concerns similar to those of many others about the threat to my agency caused by the loss of revenue and the impact on people with disabilities who are waiting to receive services, or who are having their services capped or cut. When the Governor’s 10% Medicaid reimbursement was announced, TILRC committed to not cutting in-home worker wages and not laying off staff.  This is why for the first time since 1994 (my tenure as Director), I submitted a deficit annual budget to my Board of Directors.  Given the state of the economy, cutting wages and eliminating jobs doesn’t seem to make sense.
There is another aspect to the budget cuts along with the direct negative impacts on providers and consumers. There are very serious Olmstead and Americans with Disabilities Act (ADA) implications to these budget cuts, federal Medicaid implications, as well as state law implications. The ADA requires that goods, benefits and services be provided by the state “in the most integrated setting appropriate to the needs of an individual with a disability” [28 CFR, Part 35, subpart B, 35.130(d)]. The US Supreme Court in the Olmstead case determined the impact of this requirement in the context of provision of long term care under state programs.  Basically, for a state to comply with Olmstead, states should ensure that:

1. People who are residing in nursing facilities and other institutions must be afforded the opportunity to choose to receive alternative home and community services and supports if the treating professional(s) agree that this choice is appropriate.

2. People with disabilities who are at imminent risk of having to enter a nursing facility or other institution must be afforded the opportunity to choose appropriate home and community services and supports.  

Finally, the Supreme Court in its decision stated that a comprehensive, effectively working plan for provision of long term care, handling waiting lists, setting priorities and budgeting, would be an affirmative defense to complaints of discrimination under this section of the law. The “most integrated” requirement is not just tied to the Medicaid programs or federal funds.  It applies to all state-funded or state-sponsored programs and services. This requirement to provide alternative home and community services and supports is not boundless, however.  Fundamental alterations to programs are not required of states to meet this requirement, nor are undue financial burdens. 
For many years, Kansas has supported growth in home and community programs and services.  Budgets have grown to meet need. Waiting lists have been nominal to non-existent (except for the DD Waiver. New programs have been put into place such as Money Follows the Person.  Existing programs have been liberalized; caps on amounts and costs of services removed and “crisis” exceptions put into place.  Historically, then, the state has felt that an “Olmstead Plan” is unnecessary.  
Lack of need for a comprehensive effectively working plan for providing LTC in the most integrated setting appropriate should be reconsidered. Cuts to home and community services and supports and related budget cuts have happened in a vacuum without regard to Olmstead.  The across-the-board cuts highlight the problem.  These cuts were not implemented according to plan, they were “across-the-board.”  No thought was given to Olmstead or to state law. There is no attempt to track and report whether the cuts place people at imminent risk of entering a nursing facility or institution, or whether they are preventing people from exercising their rights to leave nursing facilities or institutions.  The state deserves credit for maintaining both the state and federal Money Follows the Person programs to support people choosing to leave a facility or institution as well as maintaining its “crisis and critical exception” policies.  However, lack of a comprehensive, effectively working plan leaves many gaps and potential violations in meeting Olmstead requirements.  The state is at risk of violating civil rights under the ADA and of violating state law.

State law since 1989, fully a decade before Olmstead, states “Priority recipients of attendant care services shall be those individuals in need of in-home care who are at the greatest risk of being placed in an institutional setting”(K.S.A. 39-7,100).

Consider the following impacts the budgets cuts have created within my agency and the people we serve:

Home Health Services – We are having a very difficult time finding services for people who want and need home health due to difficulty self directing and complicated medical conditions.  Home Health agencies are unwilling to provide the service for 90% of their cost.   Some people really need home health to protect health and safety.  

Nutrition – Our local meals-on-wheels provider has threatened to cut the service because of the cost.  We understand they are negotiating with SRS and Aging to restore the cut or to be able to raise their price (which would obviate the purpose of, and circumvent the need for, the cut in the first instance). Nutritional programs such as meals on wheels have historically been a low-cost service alternative for HCBS consumers.

Assistive Services including durable medical equipment (DME) – DME Providers are holding applications for wheelchairs and other kinds of mobility aides for Medicaid recipients while they negotiate with SRS and Aging.  In the meantime, people are not getting medically necessary devices and equipment and there is a very real fear that providers will not accept payment of 90% of the invoice.

A related issue with assistive services is that they have been eliminated except for “critical situations.”  This policy is well intended to cover some Olmstead and related requirements and to meet contractual obligations of the MFP program and stimulus funding, but it does not cover all of the imminent risk situations and state law requirements to serve as a priority those most at risk of entering an institution or nursing facility.

Sleep Cycle Support – TILRC has had several individuals on the FE Waiver who only use sleep cycle support services.  This one, low cost, relatively limited service was the only publicly supported service that protected the health and safety of these individuals and prevented them from entering a nursing facility.  Anecdotally, individuals have begun to explore assisted living and nursing facility options because of the loss of the service.

Lack of targeting those most at risk and in imminent risk -   By capping hours on the various Waivers, current policy fails to meet federal and state requirements to provide priority supports to people most at risk of institutionalization. While similar to assistive services, people can appeal the cuts on a case-by-case basis according to specific criteria that is the same for for personal services as for assistive services, the fact is that those with the greatest needs are put at risk while those with lesser needs are protected.  

As a consumer-driven organization, we have a tendency to look first to the impact budget reductions and program restrictions have on the people using community-based services and supports. As stated earlier, our board remains committed to maintaining current wages for in-home workers. Since the people our agency employs internally are people with significant disabilities, we also remain committed to avoiding layoffs or staffing reductions within our operations. Some of the program reductions we will need to make include:

Youth services – For many years, TILRC has offered a summer youth program called “The George Wolf Program” named after a much loved agency Board President who passed away untimely.  This program offers paid internships to youth with a variety of disabilities who learn about disability rights, disability laws and programs and learn to be effective advocates.  This program has no funding source; the agency supports the project with discretionary funding.  The 10% cut to the reimbursement rates forced us to cut over 30% the number of youth we could support.  Further loss of revenue will likely eliminate this 12 year old program that draws over 40 applications to participate annually.
Nursing Home Diversion Project – When the state first instituted a waiting list for PD Waiver services in December 2008, our agency allocated resources to support a small project for consumers waiting to receive HCBS. We provided homemaker services to people on the waiting list, to ensure people who would be waiting for months would receive basic supports such as weekly meal preparation, housekeeping, and other non-medical supports. In so doing, we were able to help people keep their homes in a condition that ensured they would not encounter health or safety risks, offer people an opportunity to have weekly meals prepared in advance, and provide supports so family and informal supports could maintain employment. The idea behind this project was to provide a minimum level of supports necessary to help people remain in the community until they were offered HCBS. The program was successful; all the people using this program had remained in their homes. We were using discretionary funds to support this program; with the budget losses associated with the 10% Medicaid reimbursement reduction, it was necessary to eliminate this program. 

Our agency has a high level of investment in Home and Community Based Services in Kansas. We are committed to the program as it represents our state’s commitment to the integration of people with disabilities. We have been involved in this program since its inception. We continue to participate as stakeholders and consultants to policymakers to improve program efficiencies and services. In that capacity, we offer these final thoughts for the committee’s consideration:

State budget cuts across the past few years may have exacted a toll on the Department of Social and Rehabilitation which may make management of HCBS programs less efficient and less responsive. Under current staffing, it appears that state staff may have been reduced down to a level that oversight, data collection, monitoring and enforcement are hindered. If the state could collect and make available things like wages, benefits, any administrative fees and surcharges and related information, this would help consumers, workers and others make better informed decisions. Further, the state and other planners, for example, could track any geographic variation in growth, service utilization, wages, and so on. Without this capability, consumers, workers and others may be missing important information relevant to their decision making around choosing providers, managing budgets and services and choosing where to work. This may sound odd, coming from a “service provider”, but more data collection, reporting and oversight may be needed.  Do SRS and Aging have enough staff to really optimally oversee and manage these large programs?

As additional service reductions are implemented in an attempt to contain program costs, accompanying regulations and policy memorandum are not generated in a contemporaneous manner. Without policy memorandum, appeals of these decisions are likely and are likely to succeed. During an appeal phase, the services remain in place.  No cut occurs.  No savings accrues.  
A lot of appeals will clog up the system since the state agencies are not staffed to handle this load and this will result in a lengthy appeals period when no savings can accrue.  Another factor is that individuals without a savvy, aggressive case manager or some other advocacy assistance will not know how, to or whether to, appeal anyway.  

The importance of the need for data collection, reporting and adequate oversight and the critical need for planning can not be overstated.  It has been well documented for over a decade that demand is going to grow substantially over the next thirty to forty years due to the aging of America and given the correlation between age and increasing disability; disability and need for assistance.  National averages show that the population aged 55 to 64 will grow by 75% in 2050 while those aged 65 to 74 will almost double in 2050 and those aged 75 to 84 will more than double.  Most dramatically, the population aged 85 and older will more than quadruple by 2050.  (Kassner, E. and Bectel, R.,”Midlife and Older Americans with Disabilities: Who gets help?  A Chartbook”, AARP Public Policy Institute, 1998.)

Projections show a doubling in the need for long term care over the next 40 years. (Kaye, Harrington, LaPlante, “Long Term Care:  Who Gets It, Who Provides It, Who Pays, And How Much”, Health Affairs, Jan., 2010). The mounting pressure on the budget of this growing need for assistance calls for long range planning that moves Kansas to a community first system that is most cost effective, prevents or delays institutionalization and maintains and promotes independent functioning.  This planning must include workforce issues in order to ensure that an adequate supply of good workers is available to meet the growing demand and so that informal supports provided by family is protected and promoted.  The majority of all services and supports are provided “informally” by family (Ibid) According to the Paraprofessional Health Institute, direct service workers are one the fastest growing occupations and demand for these kinds of workers will outstrip supply by 2016. (PHI Facts No. 1, “Occupational Projections for Direct-Care Workers 2006-2016”, April, 2008).  

The need for systematic, comprehensive, long range planning is critical to meet this long term issue; budget cycle to budget cycle, crisis mode no longer makes sense for an issue that is not going to go away.  It will remain and grow for another thirty to forty years.  Kansas needs an Olmstead Plan!

