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	Type of Service
	Contracted

Capacity

FY 2009
	Contracted

Capacity

FY 2010
	Contracted

Capacity

FY 2011
	Contracted

Capacity

FY 2012

	Group Homes
	4,875
	4,969
	5,128
	5,314

	Supervised Apartments
	1,330
	1,335
	1,301
	1,326

	Supported Living
	794
	866
	875
	894

	Skill Development Homes/

Community Care Residences
	1,121
	1,194
	1,187
	1,187

	Real Life Choices
	525
	445
	445
	445

	Adult Activities
	8,599
	8,633
	8,829
	9,223


The array of services available in the community allows us to serve individuals with a wide range of needs.  Within each of these types of services, there are specialty programs that allow us to serve individuals with incredibly complicated needs.  We are already supporting individuals in the community whose needs are very similar to the needs of the individuals currently living in institutions. We are able to serve individuals with significant medical needs, behavioral needs, and individuals who require extensive assistance with activities of daily living.  We have the skills, knowledge, and ability to serve all people with developmental disabilities in the community, and there is currently a substantial amount of development going on in an effort to address the growing demand for community-based supports and services as the state continues to move people out of developmental centers.  

In 2007, the New Jersey Institute of Technology, Developmental Disabilities Planning Institute released a study titled Descriptive Characteristics of All Consumers Residing in New Jersey’s DD Centers which provided detailed information on the support needs and preferences of all people living in developmental centers.  It is critical that this data is tracked over time and updated as people move out of institutions. Also, the State’s Path to Progress plan states that there has been an assessment of available community resources, including the quality of those resources and their capability for meeting the demand.  However, this information has not been publicly available. In order to adequately monitor community capacity and know where development is needed, DDD must do a better job of collecting, updating and disseminating critically-necessary data on the needs of people with developmental disabilities and available services in New Jersey.  The recent passage of P.L.2011, c.163 requiring the Department of Human Services to collect and disseminate data about persons with developmental disabilities will significantly help to better identify the aggregate service needs of individuals with developmental disabilities served by the Department.
Given what we do know about the needs of individuals living in our state developmental centers (see Appendix A), the professional infrastructure in the community to meet their medical, mental health, and behavioral support needs must be expanded. Obtaining appropriate health care, especially specialized primary health care, is a challenge for people with developmental disabilities. Access problems also exist in relation to various specialty practitioners (such as dentists, psychiatrists, gynecologists, cardiologists, and others) as well as for ancillary services such as occupational, physical, and speech therapies. There are barriers to care, including inadequate Medicaid provider networks, health care provider misinformation, lack of appropriately trained healthcare providers, lack of individualized accommodations, limited healthcare facility accessibility and lack of examination equipment for people with varying disabilities.  There are provisions in the Affordable Care Act that address these barriers, but it will take time for the new law to be fully implemented.

As individuals leave developmental centers where their healthcare has been provided on site, they will face the challenge of finding health care providers in the community. Though difficult, this is not an impossible challenge. In fact, tens of thousands of people with developmental disabilities already living in the community are able to find the healthcare services they need. We can make it easier by ensuring that every person leaving an institution is accompanied by a complete medical record and medical history. Also, nurses and similarly credentialed professionals must be engaged in staff positions in residential providers of size, and through other network arrangements as needed for groups of small providers or community care residences. Nurses working in this model should be included in the discharge planning process and work with care managers from the Medicaid Managed Care Organizations to ensure that the services needed are in place as a person transitions to the community. Additionally, DDD must promote primary healthcare delivery models (as they are doing with the new Medical Home pilot) by providing market analyses, technical assistance, training assistance, business planning, access to Medicaid expertise and programs and, possibly, pilot project support to enhance the capabilities of existing providers and engage new providers.  

In addition to the obstacles to obtaining appropriate medical care, access to mental health and behavioral services have been long-standing problems for our community. We believe that some of the provisions in the Department’s Comprehensive Medicaid Waiver proposal will address the unmet needs of individuals with a dual diagnosis of a developmental disability and a mental illness. We think that the inclusion of a dual diagnosis pilot program for children, the amendment of the Community Care Waiver to incorporate behavioral supports, and the creation of specialized case management and care coordination protocols for managing dually diagnosed adults will significantly increase the ability of individuals with developmental disabilities to access mental health services. However, we do not feel that these proposals are enough to fully address the lack of behavioral health services in the community. We strongly support the suggestions of the Dual Diagnosis Task Force and encourage the State to fully implement the recommendations made in their report.  We also believe that there must be a significant financial investment in creating additional behavioral services for adults and children with developmental disabilities. This is a growing area of need that requires substantial development in order to adequately support individuals and families.   

In addition to the medical and mental health needs of people with developmental disabilities, the lack of accessible and affordable housing in the community can be an obstacle. Based on the 2007 report Descriptive Characteristics of All Consumers Residing in New Jersey’s DD Centers, 47% of the people in institutions utilize wheelchairs, making accessible housing a necessity for nearly half of those looking to transition into community living. The overall need for accessible housing will continue to grow as people with developmental disabilities age, requiring more barrier-free community-based residential options for people with significant medical needs in order to avoid nursing home placements. Certainly we all agree that no individual should be in an institution simply because there is no accessible housing available in the community.  The Administration has recognized the lack of affordable housing for individuals with developmental disabilities and the Departments of Community Affairs (DCA) and Human Services (DHS) have recently begun a new special needs housing initiative aimed at creating affordable, supportive housing for 600 individuals with developmental disabilities by June 2013.  There are also several legislative proposals currently being considered and we are encouraged by these efforts and feel that the Administration’s special needs housing initiative is a great start to addressing the need for affordable housing.
As we look at how to enhance the capacity of the community to serve more people with developmental disabilities, I can’t stress enough the need to examine the true cost of care and put in place mechanisms for consistent increases in provider contracts and rates to meet sky-rocketing costs and to retain quality staff. During the recession, New Jersey’s developmental disabilities spending saw an inflation-adjusted decrease of 7% as compared with a national average 3% increase in inflation-adjusted spending on services during this same period. One of the biggest challenges the community faces in serving people with developmental disabilities is the recruitment and retention of Direct Support Professionals (DSPs). The care that DSPs provide for people with disabilities is needed 24 hours a day, 7 days a week, 365 days a year and is often extremely demanding. Unfortunately, nationally 45% of DSPs live below the federal poverty level and 46% live in households that receive public assistance (for example food stamps or Medicaid). At the same time, the demand for DSPs is continuing to grow and direct-care occupations are projected to be the second largest occupational group in the US by 2018. While the NJ Partnership for Direct Support Professional Workforce Development has worked to create access to training and a career path for DSPs, we really need an aggressive plan to address this challenge.  

Finally, whether served in an institution or in the community, the safety of individuals with developmental disabilities is paramount and we believe that there are solid mechanisms in place to ensure the safety of individuals with developmental disabilities living in the community.  Community agencies contracted with DDD are well-regulated, subject to appropriate oversight, and include investigatory and review mechanisms to protect the rights of the individuals using services. Staff of contracted agencies are required to be fingerprinted and undergo background checks when hired and every two years thereafter.  The Department’s Office of Program Integrity and Accountability (OPIA) independently investigates incidents of abuse and neglect and conducts financial and program audits. The OPIA posts a quarterly dash-board, reporting performance data from each DDD contracted provider agency across various systems including licensing, auditing, investigations and critical incident reporting. Additionally, we have a Central Registry of Offenders against Individuals with Developmental Disabilities which requires the Department to maintain a list of caregivers who have been determined to have abused, neglected, or exploited an individual with a developmental disability. The law bars listed offenders from being re-employed by, or volunteering in, Department-funded programs. Employees and volunteers of any facility or program licensed, contracted or regulated by the Department are required to report allegations of abuse, neglect or exploitation of any person with a developmental disability.  
Despite facing some challenges, we continue to serve individuals with developmental disabilities with a wide array of quality services in the community. Community capacity is an issue that we have been working on for years and will continue to address regardless of what happens in terms of institutional closure. We are excited about the new policies, initiatives, and development that are happening right now in an effort to address the growing demand for community-based supports and services.  New Jersey has a huge opportunity here to enhance our service system, making community-based supports and services better for everyone and preparing ourselves for future growth. We hope that the recommendations of this Task Force will help catapult New Jersey from having some of the highest rates of institutionalization in the country, to becoming leaders in the quality and cost effectiveness of our services while at the same time championing the human and civil rights of individuals with developmental disabilities.

Thank you again for the opportunity to speak today on this critically important issue. 
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Good Morning. My name is Thomas Baffuto and I am the Executive Director of The Arc of New Jersey. The Arc of New Jersey is the largest statewide advocacy organization for people with intellectual and developmental disabilities. Our mission is to enhance the quality of life of children and adults with intellectual and developmental disabilities and their families through advocacy, empowerment, education and prevention.  We have 20 affiliated local chapters providing services in all 21 counties in New Jersey.  Thank you for the invitation to speak with you today about the very important issue of developmental center closure and New Jersey’s capacity to serve people from its developmental centers in community settings. The Arc of New Jersey believes that we need to move beyond a discussion of “if” we should close New Jersey’s Developmental Centers and on to the discussion of “how.” The issue isn’t, “Can we do it?”  We know we can do it; we have done it before and are doing it now.  





New Jersey has changed the way supports and services are provided to the vast majority of individuals with developmental disabilities, yet we continue to hold on to our old institutional system of care. We support the right of an individual and their family to choose where they want to live. Most people and their families are choosing community-based supports and services, leaving our state institutions well below capacity. Individuals on the state’s waiting list for services don’t want to live in institutions. As the census of our seven institutions continues to decline, the per diem costs have risen dramatically. As we continue to reduce our institutional census, we must begin consolidating our institutions. We simply do not need seven large institutions anymore. We urge this Task Force to come up with a long-term plan to close five of New Jersey’s developmental centers within the next fifteen years.





For over thirty years, New Jersey has been successfully serving individuals with developmental disabilities in the community. During the 1980s, there was a substantial push toward development and utilization of community-based services in New Jersey as the result of an amendment to the Medicaid rules allowing states the option to provide services in community settings, rather than in institutions, through the use of Home and Community Based Services (HCBS) “waivers.” Since then, community-based supports and services have grown and today the vast majority of families rely on community-based services to assist them in caring for their loved one with a developmental disability.





According to the state budget, the Division of Developmental Disabilities (DDD) is currently funding the following community services:











