Resources

What Steps can NJ take to 

Improve the Quality and Availability of Community Supports?
1. Recommendations from  New Jersey Stakeholders
NJ Council on Developmental Disabilities
· Redirect some of the state and federal money currently used to operate seven large developmental centers to the development of safe and effective self-directed, home- and community-based services and supports 
· Immediately allocate federal and state funds to meet the following goals:

· stop new admissions to developmental centers of people who could be served in the community by, among other things, meeting emergency requests for services in less restrictive settings
· increase the pace of transitioning to the community the more than 2,000 developmental center residents whom the State has identified as waiting for less restrictive settings 

· annually meet the needs of at least 10% (400) of the current number of people on the State’s growing priority waiting list for community based services and reduce the presently unacceptable length of time people remain on the priority waiting list for community services.  
DD Coalition

· increase the pace of transitioning individuals from the institutions to the community

· prevent admissions to developmental centers
· provide a comprehensive range of community resources to ensure access to safe and effective planned and emergency supports and services 

Association for the Betterment of Citizens with Disabilites (ABCD)
· New Jersey Treasurer and/or Legislature must reinvest all federal funds from the Community Care Waiver in to the community services for people with developmental disabilities in order to build community infrastructure.
· According to the findings of the NJ Institute of Technology Study, Developmental Disabilities Planning Institute report entitled: Interim and Emergency Admission to DD Centers, An Analysis (August 2007), community infrastructure must include:
· accessible housing  
· community based psychiatric services and supports

· community based behavioral services and supports
· community based services and supports for complex medical needs 
Vitale / Greenwald bill would require the Department of Human Services to:

· close 5 of the state’s 7 developmental centers in 5 years
· leave one developmental center open in the northern part of the state, one open in the southern part of the state
· reduce the number of people in New Jersey developmental centers by 80% within 5 years, leaving less than 600 people in two developmental centers down from the current status of almost 3,000
·  create a Community Services Planning Council to guide the planning and implementation of the bill’s requirements
· shift financial and human resources from the state’s developmental centers to community based services and supports and residential options

· create a Community Services and Supports Fund to finance community living (use the Fund to create more community services, supports and housing so more people can live outside of developmental centers)
· allocate federal funds paid to the state from the federal Medicaid waiver program to the Community Services and Supports Fund  
The Arc of NJ
· Review and strengthen NJ DDD’s Path to Progress plan for transitioning people from developmental centers to the community so that at least 250 developmental center residents a year can move into smaller, less restrictive settings in the community.
· Implement The Arc of NJ’s specific recommendations for designing, funding and implementing community capacity. These recommendations are The Arc’s published report: Community Infrastructure Needs for people with Developmental Disabilities who are Leaving Developmental Centers: Medical, Mental Health, Behavioral and Ancillary Service Areas (May 2006). These services and supports include redesigning and enhancing discharge planning, mental health services and behavioral supports. 
· Redesign and privatize case management

· Fund The Arc of NJ’s recommendations for preventing new admissions to developmental centers set forth in The 10% Solution so that approximately 450 people every year can move from the waiting list to community based residential supports of their choosing.
· Collect, disseminate and maintain current data on people with disabilities and their service and support needs and preferences
· Form a task force to design and oversee the implementation of a plan to close 5 of NJ’s 7 developmental centers in 12-15 years (close 2 within 4 years, then 1 every 3 years)
· Assist developmental center staff in becoming Medicaid qualified providers 
· Reinvest savings from closures into community based services for people with developmental disabilities
· Reinvest federal funds received through Medicaid waivers and ICF-MR program
· Ensure an appropriate cost of providing care increase for community providers (will address need to enhance availability, training and retention of direct support professionals)
2. Strategies from other States
Policy Research Brief
Research and Training Center on Community Living, University of Minnesota 
Bonnie Shoultz, Pam Walker and Steve Taylor (Center on Human Policy, Syracuse University) and Sheryl A. Larson (Research and Training Center on Community Living, Institute on Community Integration, UCEDD, University of Minnesota)

· Two major barriers to closing institutions are lack of community capacity and economic impact on surrounding community and labor union.

· It is clear that the costs of running a dual system of services –maintaining large institutions and community services and supports—results in taking funds from community programs.
· When comparing costs between settings, there is not enough sound research to make unequivocal statements. For example, although most studies show community settings are less expensive, some argue that differences in costs may be due largely to the lower wages direct support professionals receive in community settings. Also, some people may cost more to support in the community.
· States must provide a level of wages and benefits to direct support professionals who support people with ID/DD in the community that is comparable to the wages and benefits received by institutional staff. Without this investment the workforce impact of downsizing or closing institutions can be an almost insurmountable barrier.

· Significantly, there is solid research to show that people have better outcomes in terms of self-determination, behavior, quality of life measures and adaptive behaviors when they are in less restrictive community based settings even when compared to community based ICFs-MR. Accordingly, rather than an argument for budget savings, the drive for institutional closure should be based on the commitment to developing the political will to provide a “quality community life” to all. 

Deinstitutionalization of Persons with Developmental Disabilities:

A Technical Assistance Report for Legislators
National Council of State Legislators

DeWayne Davis, Wendy Fox-Grage, and Shelly Gehshan

http://www.ncsl.org/programs/health/forum/pub6683.htm 

This report sets out various strategies that states can use to eliminate their reliance on institutional care. These strategies include:

· Building community resource networks and community crisis/emergency response systems to address the reason people initially are institutionalized; 

· Creating systems of long-term care for people with disabilities that are more consumer-driven and include more home-and community-based services; 

· Developing guidelines that reflect the state's individual MR/DD populations and regional variations; 

· Emphasizing the search for  ways to treat individuals with disabilities more effectively both medically and socially; 

· Experimenting with various payment models for personal assistance services, such as direct payment for services and vouchers; 

· Convening a task force of legislators, state agencies, providers, and people with developmental disabilities and their families to discuss and report on the service needs of people with developmental disabilities; 

· Establishing a statewide data-collection system that identifies people with developmental disabilities, their demographic and personal characteristics, and their service needs; and 

· Appropriating money to operate both the institutional and community services until a community-based infrastructure can be developed.

Blueprint for System Redesign in Illinois
In 2008, The Arc of Illinois partnered with the Illinois Council on Developmental Disabilities to develop a detailed plan for redesigning the delivery of services and supports. 

The report first identifies major overarching goals for the state’s Legislature and policy-makers: 

· significantly reduce the number of people living in State Operated Developmental Centers (SODC) 
· close 5 facilities.

· create incentives for ICF/DD providers to transition into the Medicaid waiver system (encourage providers to develop services for smaller settings). 

·  work with CMS to make more services part of the state’s Medicaid Home and Community Based Services (HCBS) waiver.
· increase funding to maintain and expand the existing HCBS system 

· focus on person-centered outcomes
The report also identifies performance benchmarks to measure the success of the system:

· System Access – services are accessed with reasonable promptness

· Service Delivery  
· services are delivered in the most integrated setting
· services are person-centered
· Outcomes – services result in desired outcomes for recipients

· System Infrastructure

· Promotes access – the system’s Infrastructure promotes “ready access” to services

· Quality and Oversight -services continuously meet quality standards and recipients are confident that quality oversight systems function effectively and reliably.  

· Economy and Efficiency -the system promotes economy and efficiency in the delivery of services and supports.

Based on these goals and performance benchmarks, the report then identifies 6 System Redesign Action Areas with supporting action steps:

Support People in the Most Integrated Setting -Reduce the role of large congregate settings

· Reduce number of people in SODC and close five centers
· Enact State Money Follows the Person program

· Prohibit building of residential facilities with more than 6 people and encourage those with 7-8 people to downsize to 6

· Provide policies and financial incentives that encourage providers to change from operating ICF-DD facilities to offering Medicaid waiver services in smaller settings 
Strengthen Community Services

· Retain competent workforce – increase funding and improve conditions and benefits for community workers
· Build capacity to meet challenging individual needs in the community
· Improve oversight of community services

Expand System Capacity

· Increase available services so that by 2014, all people with emergency or critical needs are served with reasonable promptness

· Will require a funding commitment to ensure that capacity grows faster than demand -by serving 2300 more people a year from 2009 through 2014

· Consider separate Medicaid “supports” waiver for home-based supports to meet demand for services

Redesign Service Coordination and Point of Entry – so people have independent link to needed services
· Develop and fund an “external service coordination system”

· Develop and implement a single point of entry system

Restructure Services and Funding 
· Design community services structure and funding to promote person-centered,  flexible and portable service plan 

· Adopt a data-based, data driven method for setting rates paid to providers for community services
· Increase the use of self-direction in all aspects of the service system  
· Make sure service and supports are outcome-oriented.

Measure Performance and Assure Quality  

· Make a major commitment to measure system performance and implement continuous quality improvement
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