Testimony to NYS Assembly Committee on Health, May 19, 2005

I am Paula Wolff, Direct Services Supervisor at the Center for Independence of the Disabled, NY (CIDNY).  I also serve as the coordinator of CIDNY’s Nursing Home Transition Project.

The Nursing Home Transition Project

CIDNY is one of five Independent Living Centers in New York State to receive Nursing Home Transition Starter Grants.  The grants result from a partnership between the NYS Department Of Health, the NYS Developmental Disabilities Planning Council, the NYS Office for the Aging, and the NYS Office of Vocational and Educational Services for Individuals with Disabilities.  The project has three primary objectives: 

· Establish methods for identifying individuals who would elect to live at home

· Catalog exemplary programs and services that can make the project’s efforts to deinstitutionalize consumers more effective

· Evaluate the transition process by documenting successful collaborations and linkages that facilitate the identification and deinstitutionalization of individuals capable of returning to their community.

As CIDNY’s coordinator of Nursing Home Transition, I know first-hand what changes in administrative policies and procedures and what resources are needed to allow persons with disabilities to leave institutional settings and return to living in the community. 

One of the most chronic barriers to moving nursing home residents back to the community is the lack of knowledgeable or in-depth discharge planning.  Failure to ensure that appropriate discharge planning is provided to nursing home residents contradicts requirements related to the Olmstead Decision, which, as you know, requires that persons with disabilities receive services in the most integrated setting possible.  In particular, the NYS Department of Health is required to provide oversight that causes nursing homes to complete appropriate discharge planning.  Failure to do so is a violation of civil rights for persons with disabilities seeking to receive services in their homes and/or communities. 
Despite the Department of Health’s oversight responsibility for discharge planning, in which nursing home staff is required to develop individual plans that will lead to successful transitions for residents wishing to return to the community, CIDNY has found in our work on the Nursing Home Transition project that discharge planning either is often not being conducted at all, or is conducted in a very superficial way.  In many cases, only persistent intervention by a resident’s advocates – such as family, friends, third-party social service providers – will result in comprehensive discharge planning by nursing home staff.  

Similar patterns have been reported by the other four Independent Living Centers involved in Nursing Home Transition projects. 
Factors we have observed negatively effecting a nursing home’s ability to conduct discharge planning include the following: 

· Many social workers lack knowledge of community resources related to discharge planning.

· Knowledge of Medicaid Waiver programs and services is often lacking.  

· Understanding different types of subsidized housing and supportive housing programs, qualifications, and application procedures is generally limited. 

· Knowledge of public and private benefits and resources available to undocumented persons is virtually nonexistent.  

The lack of appropriate discharge planning causes great harm to consumers on many fronts.  First, it unnecessarily lengthens stays in nursing facilities at a very high financial cost to the state – estimates range from between $6,000 to $9,000 per month!  As significantly, there exists an extreme personal cost to the residents, who have spoken of increased depression, as well as heightened feelings of hopelessness and powerlessness.  Residents also refer to the loneliness of being separated from friends and families and the negative impact that lack of privacy has on their self-worth.  They speak of wanting to have control over their lives, to make choices, to be able to develop a social life, to go to school or a job training program, to getting back out into the community and rebuilding their lives.  Many residents feel anger and frustration over the time wasted while waiting to be transitioned out of nursing facilities back to more integrated settings.

A telling example of how the lack of discharge planning impacts people in very real ways is the case of Rhonda, a consumer of CIDNY’s Nursing Home Transition project.  
Rhonda is in her 50’s, has high blood pressure, and uses a walker after suffering a stroke some six years ago.  She was admitted to a nursing home post-hospitalization for rehabilitation due to the stroke.  While in the hospital, she lost her housing and, as an SSI recipient, was limited by financial constraints in finding new, affordable housing.  Because the nursing home staff was not intently conducting discharge planning on her behalf, and because the staff had no knowledge of the specialized Medicaid Waiver services for persons with Traumatic Brain Injury – which includes a housing subsidy and programmatic support services -- 
Rhonda remained institutionalized unnecessarily at the nursing facility.  

Another case involves Beth, a woman in her 40’s with multiple sclerosis, who entered a nursing home post-hospitalization because she was unable to return to her 4th floor walk up apartment.  Although the staff knew how strongly Beth wanted to be discharged, particularly since her medical needs could be met in the community, the only effort made at discharge planning was the submission of an application for housing through the NYC Housing Authority.  Beth had been in the nursing home for two years before a friend had her contact CIDNY’s Nursing Home Transition project.  Within a few months, CIDNY was able to help her find housing in a wheelchair accessible building, subsidized through the US Department of Housing and Urban Development.  Beth is now living independently in the community, with some home attendant service.

Elyce, a senior citizen with Cerebral Palsy, had been extremely independent her entire life.  She had worked, and she had raised adopted children.  As a senior, she continued to be active in her community with the assistance of a scooter for mobility and with some homecare. After she fell and broke her hip, she needed to enter a nursing home for rehabilitation post- hospitalization.  Nursing home staff and her son felt she should remain in the nursing home permanently.  Nursing home staff was unaware of available resources that would provide Elyce with homecare that would allow her to return home.  On her own, Elyce called friends, neighbors, and CIDNY’s Nursing Home 

Transition project for help.  She is now back home, along with homecare she needs to remain in the community.  
Each of these cases illustrates how problematic the lack of competent, systemic discharge planning can be for nursing home residents seeking to return to their community.  It is up to the NYS Department of Health to ensure that nursing homes provide ongoing, appropriate discharge planning.  Without its enforcement, widespread harm to residents often results, and the implementation of the Olmstead Decision, as required by law, is impeded.  Again, the cost to the state is very great, both in terms of violation of civil and human rights, and in overall financial cost. *

* For the period of October 2003 to September 2004, for example, CIDNY’s Nursing Home Transition project saved the state over $1.1 million through institutional terminations or diversions of consumers.  
