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Introduction

T
he New Jersey Council on Developmental Disabilities (NJCDD) is an agency established through federal legislation and operates under the auspices of the US Administration on Developmental Disabilities.
  As stated on its website (http://www.njddc.org/), the Council is funded by the federal government with matching funds from the state and is codified in State Administrative Codes. State law places the Council "in but not of" the New Jersey Department of Human Services.  NJCCD seeks to promote progressive systems change in policy and practice on behalf of people with developmental disabilities.

Guiding Council activities is its “State Plan.” This plan provides details on Council membership, information about research relevant findings, a listing of Council priority areas and activities for the Plan Cycle, and required assurances and basic financial information on Council allocations.  The plan cycle lasts five years.  As one cycle comes to a close, the plan is reviewed, input is gathered and Council members establish its priorities for the next cycle.

Presently, the Council is working through a process for developing a new State Plan for another five year cycle.  As part of this process, the Council engaged the Human Services Research Institute (HSRI) to examine New Jersey’s system for serving people with developmental disabilities.  More specifically, HSRI was asked to:

· Conduct a review of the New Jersey system with regard to present utilization patterns and expenditures;  

· Compare New Jersey’s performance with neighboring states, including other states in its CMS region, the US average, and states with similar population;

· Reach conclusions regarding how New Jersey is presently positioned to address funding cuts and offer recommendations for what it might do to improve its service response going forward; and 

· Offer recommendations regarding what the NJCDD may do to over time to improve the service system.

The purpose of this Brief is to report on our efforts and findings.  In specific, in this Brief, we: (a) describe the methods applied to complete our work; (b) present findings and impressions from  data analysis and key informant interviews; and (c) provide recommendations for improving the service system, and (d) offer recommendations for what the Council may do to facilitate systems change.  This latter section may be used by the Council to inform the priority areas it sets in its new State Plan. 
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Methods

Prior to making a series of policy choices aimed at re-positioning the New Jersey developmental disabilities service system, it is essential to gain a perspective on the present issues confronting the system.  After all, the system is not being designed from scratch.  Rather, its current status results from past decisions made over many years which have resulted in current policy preferences, funding patterns, and service arrays.  Taken together, these system factors comprise the planning context or platform upon which the future system must be built.  

The New Jersey Division of Developmental Disabilities (DDD) has primary responsibility for establishing and maintaining a system of services for people with developmental disabilities whose mission is to support these individuals by “protecting the health and safety of the individuals it serves, promoting equity and fairness and spending state dollars responsibly.”  This includes operation of state Developmental Centers  and programmatic management of the Medicaid Home and Community Based (HCBS) waivers established to fund services, and other services not funded through Medicaid.  
To gain a better understanding of the planning context, we reviewed New Jersey’s service system performance against national averages as well as several comparison states.  To complete this work, we also conducted interviews with key New Jersey stakeholders about the current system.

Available State and National Data 

HSRI worked with national experts and as well as New Jersey state staff to gather data from 2001 to 2008 relevant to the New Jersey developmental disabilities services system.  We gathered information from the following sources:

· Data available from the Research and Training Center on Community Living, Institute on Community Integration/UCEDD at the University of Minnesota.  The research team at RTCCL/UMN collect information by state on the numbers served and related expenditures associated with Medicaid-funded developmental disability programs, including Intermediate Care Facilities for the Mentally Retarded (ICFs/MR) and Home and Community-Based Services (HCBS) waivers.  This resource provided us with data through 2008
.

· Data available from the University of Colorado’s Coleman Institute for Cognitive Disabilities tracking longitudinally the level of spending, service delivery practices and numbers served across all states.  This resource provided us with data through 2006.

To assess performance against these markers, we often compared New Jersey to other states and the national average.  Comparison states were selected using two main criteria: (a) states within the same federal Medicaid region as New Jersey (Region 2); and (b) states with populations between 7.5-13 million people. New Jersey’s 2008 state population was 8,682,661. The states selected for this comparison include:
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Comparison States

	CMS Region 2
	2008 State Population
	
	States with Populations Between 7.5-12 Million People
	2008 State Population

	New Jersey
	8,682,661 
	
	Georgia
	9,685,744 

	New York
	19,490,297 
	
	Illinois
	12,901,563 

	
	
	
	Michigan

	10,003,422 

	
	
	
	North Carolina
	9,222,414 

	
	
	
	Ohio
	11,485,910 

	
	
	
	Pennsylvania
	12,448,279 

	
	
	
	Virginia
	7,769,089 


Interviews with New Jersey Stakeholders

We worked with NJCDD to establish a list of 20 key informants representing a wide range of stakeholders.  These included state DDD agency personnel and knowledgeable informants familiar with the New Jersey service system, individuals representing various stakeholders (e.g., self-advocates, family members, labor unions, service providers, advocacy groups) and NJCDD members.

Staff of the NJCDD contacted each individual by phone or email to schedule face-to-face or telephone interviews during a two-day site visits in early March 2010 in Trenton.  HSRI staff, including John Agosta and Valerie Bradley, conducted the interviews.  Each interview lasted 30-60 minutes, though sometimes more.
To guide the conversations, project staff developed a key informant interview protocol.  This guide covered three topic areas (Perceived Status and Direction of the System, Policy Goals, Legislative/Executive Actions) and included 19 questions.  Each respondent did not respond to all these questions.  Rather, these questions were meant simply to guide conversation.  Individual interviews varied in substance due to the expertise of the person being interviewed, the flow of the conversation and time restraints.
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Interview Protocol

Perceived Status and Direction of the System 

To begin, we want to understand your perception of the current service system.

· What is your perception of the status of the current long-term care system?

· Are you satisfied with the current service array?  If not, what are you unsatisfied with?

· Are you satisfied with the current means and level of financing for the system?  If not, what are you unsatisfied with?

· We note that the state supports a large percentage (70%) of service recipients who live with a family member.  Do you see this percentage rising, falling or staying the same?  Why?

· What service or funding trends do you see in play?

· We note that the state spends, on average, over $50,000 per person in its HCBS waiver.  This seems high, given the high reliance on “in-home supports.”  What do you make of this observation?

· We note that the state relies heavily on residential options involving residences of 16+ beds.  What do you make of this observation?
· Over the next 5 years, how to you see the system changing?
· What, if anything, are you hearing from people with developmental disabilities regarding their expectations of the service system?

· What, if anything, are you hearing from family members about their expectations?

· What, if anything, are you hearing from service providers or others about their expectations?
· What factors in NJ will promote or hinder changes to the service system over the next five years?

Policy Goals 

New Jersey, like most other states, faces significant challenges regarding the design of its human service system.  In addition, we recognize that there are pressures regarding pertaining to waitlists and spending patterns coupled with associated demands for system change. 

· What policy goals do you have for developmental disability services in NJ? 

Note that during the interview, you will be asked to note those policy goals that you favor, but will also be prompted to discuss potential goals related to: 

· Cost containment or other budget related goals 

· Service rates for service providers or wages paid to direct support workers

· Reducing the wait list

· Rebalancing the long-term care system to focus resources increasingly on community systems.

· Promoting “consumer direction” and person-centered planning

· Changing the composition of services, phasing out certain services in favor of others

· Of these, which goals are most important? 

· What factors in NJ will promote or hinder progress in this direction? 

Legislative/Executive Actions 

· Do you anticipate legislative actions related to the service system for people with developmental disabilities?   If so, what actions?

· Are you aware of the Governor’s position or planned initiatives regarding the long-term care system?

· What legislative/executive actions is the state agency supporting regarding its long-term care system? 

· What factors in NJ will promote or hinder progress for any of these actions?

[Page left intentionally blank for double-sided copying]

Findings Resulting From Data Analysis
The following information provides a review of New Jersey’s service system to national and other similar state comparisons.  Though there are many other facets of a state service system, this report focuses on (a) the overall number of individual’s receiving Medicaid funded services, (b) the type and size of residential services provided to individuals, and (c) the use of Medicaid funding to furnish services to individuals.  

Individuals Receiving Medicaid-Funded Services

Our review of the New Jersey developmental disabilities service system finds that the state provides Medicaid-funded services to significantly fewer individuals with developmental disabilities than the national average per 100,000 (i.e., 100K) in the general state population.  
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Service utilization patterns can be used to benchmark a state in terms of how many individuals receive services.  New Jersey furnishes Medicaid-funded services (Home and Community Based Service (HCBS)) waivers and Intermediate Care Facilities for the Developmentally Disabled (ICF/MR)) at a rate that is nearly 27 percent below the nationwide average (149 per 100K population in New Jersey versus 203 per 100K population nationwide as can be seen in Chart 1).  New Jersey’s utilization of Medicaid-funded services allowed the State to offer services to 12,926 individuals in 2008.  For New Jersey to have served the national average of people per 100K population in 2008, the state would have had to provide services to roughly 4,689 more people in that year.  

	Number of Individuals with Developmental Disabilities Added to Service per Year from 2001-2007

	Table 1

	2001
	2002
	2003
	2004
	2005
	2006
	2007
	2008
	Total

	33
	442
	432
	291
	549
	503
	255
	40
	2,514

	Source:  Lakin et at., Residential services for persons with developmental disabilities: Status and trends through 2008.  Minneapolis: University of MN, Institute on Community Integration


Since 2001, New Jersey has expanded its system capacity.  From 2001-2008 New Jersey enrolled an additional 2,514 people with developmental disabilities in services (359 people per year on average).  Table 1 depicts the year over year system change.  

Despite this growth, the state has been unable to keep up with the increased demand for services.  While New Jersey has added capacity in recent years the state still serves significantly fewer individuals per 100K than the national average, and like other states, a waitlist has accumulated
.

Further, of those receiving Medicaid-funded services, 78 percent are utilizing Home and Community-Based waiver services, compared to 85 percent nationally, as shown in Chart 2 below.  The remaining 22 percent are receiving ICF/MR services.
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Conclusion:  Over the past 7-8 years, New Jersey has worked to expand its service capacity for people with developmental disabilities.  However, there does not appear to be adequate service capacity within the state.  New Jersey is serving significantly fewer individuals with developmental disabilities in comparison to national averages and the majority of other comparison states.  For those who are receiving services, the state is furnishing services to individuals through their waiver at a lower proportion than elsewhere.

It is likely that if the state continues to grow capacity, as has been done in the past, but at a higher rate, they may reach the national average of service recipients.  Not taking such action, however, would likely increase the growth of the State’s wait list for services.  However, the national average will continue to grow as other states build upon their service systems, as well.  Over the past few years, an increase of roughly 5 percent has been found in the increased number of individuals per 100K receiving Medicaid-funded services.  

Individuals Receiving Residential or In-Home Support Services

As previously noted, New Jersey served 12,926 individuals with developmental disabilities through Medicaid-funded Home and Community Based Services (HCBS) waivers as well as in Intermediate Care Facilities for People with Mental Retardation (ICFs/MR).  This amounts to 149 individuals per 100K in the general population.  It is important to note that this includes the system capacity expansion from 2001-2008.

Data presented by Lakin et al. (2009) shows that in 2008:  

· New Jersey provided residential services to 2,878 people in ICFs/MR and another 10,048 through HCBS waiver funding.  
· New Jersey provided residential services in facilities averaging 3.5 beds, compared to 2.5 beds nationally.
· 70% of those receiving services lived at home with a family member.

· The number living in ICFs/MR amounted to 22 percent of the total, compared to 15 percent nationally.

· 2,897 individuals resided in state-run institutions, or 33.4 individuals per 100K compared to 11.8 nationally.
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In 2008, about 60 percent of the 11,485 people receiving residential services in New Jersey lived in homes of 1-6 people, compared to the national average of 73 percent.  Further, over 32 percent of individuals receiving out-of-home residential options reside in facilities with 16 or more beds, compared to nearly 14 percent nationally, as seen in Chart 3.
· 972 individuals with developmental disabilities resided in nursing home facilities, roughly 11 people per 100K compared to 8.6 nationally.

These data suggest that, compared to the national average, New Jersey is serving fewer people in small community settings, utilizing institutionalized living situations more, and has more people per 100K residing in nursing home facilities.  At issue is the status of these outcomes presently.  What follows is a more detailed presentation of closely related findings, along with complementing observations.

· New Jersey Relies Heavily on Families to Provide In-Home Supports.  Chart 4 shows that in 2008 New Jersey served 70 percent of service recipients through in-home family supports.  This compares to 57 percent nationally.  Further, the state furnished about 22 percent of its services to people in out-of-home placement options, compared to 16 percent nationally.
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The heavier reliance on in-home supports depicted in Chart 3 does not suggest that the state’s investment in in-home supports is undesirable.  However, there are two key questions to consider regarding funding, infrastructure, and the availability of alternatives to in-home supports. 
1. Is current funding for in-home supports adequate given the needs of the individuals being served and their families?  Put another way, are the budget allocations per person and the amount of services allocated to each individual sufficient?  Likewise, are providers of in-home support services being adequately compensated?
While developing a system of in-home supports may be cost efficient and preferable for many recipients, it is essential that the state provide the resources necessary to meet the support needs of individuals being served in home settings.  
2. Is the infrastructure to support an effective in-home support network in place?  Infrastructure can be defined as the underpinning physical and organizational structures needed for the operation or enterprise to succeed.  Human services infrastructure may include system administration, rules or regulations, paperwork requirements, service coordination, training for system participants, technical assistance, crisis response capacity, information management, quality monitoring and assurance, and other supportive functions.
Beyond financial support, it is important that New Jersey implement out-of-home options for adults with developmental disabilities.  Infrastructure to support individuals wishing to move into the community is vital.  After all, not all adults with disabilities want to live with their families. Instead many want to move out on their own to make their own way.  Likewise, not all families want their adult son or daughter to stay at home.  Some parents may want their child, as he or she becomes an adult, to experience a typical separation from their parents.  Likewise, older parents may want the freedom to live out their lives free of day-to-day support responsibilities and knowing that their loved one is well supported elsewhere.
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Further, circumstances in any household can change.  The death or illness of a parent, siblings moving away, a change in jobs, or a change in the needs of the family member can significantly alter any family’s capacity to provide in-home support.  
In addition, simple demographics of an aging population suggest that baby-boomers with disabilities have aging parents who will soon be unable to continue providing support at home.  As these life-long support-givers stand aside, who will provide support to their loved ones and where?  As illustrated by Chart 5, about 25 percent of care-givers nationally are over 60 years of age.  
Consistent with these factors, an emerging demand for services may press policymakers to offer increased opportunities for out-of-home alternatives, such as, supported living or shared living accommodations in apartments or small homes.  If such options are unavailable or unsatisfactory, families may be thrown into crisis or seek other less preferable placements, such as in nursing homes or ICFs/MR.  

	Individuals Served in Large, State-Operated Facilities: New Jersey and the United States (1998-2008)
(Lakin 2008)
Table 2

	Year
	New Jersey
	Percent Change
	United States
	Percent Change

	1998
	3,853
	N/A
	52,469
	N/A

	1999
	3,669
	-5%
	50,094
	-5%

	2000
	3,514
	-4%
	47,592
	-5%

	2001
	3,433
	-2%
	46,236
	-3%

	2002
	3,296
	-4%
	44,236
	-4%

	2003
	3,169
	-4%
	43,289
	-2%

	2004
	3,121
	-2%
	42,120
	-3%

	2005
	3,040
	-3%
	40,532
	-4%

	2006
	3,051
	0%
	38,810
	-4%

	2007
	2,995
	-2%
	37,172
	-4%

	2008
	2,897
	-3%
	35,741
	-4%

	1998-2008
	(956)
	-25%
	-16,728
	-32%


Use of Large Congregate Care Facilities
New Jersey, like many other states, has reduced its reliance on state-run institutions.  From 1998-2008, New Jersey cut its institutional population by 25 percent from 3,853 to 2,897 individuals, as can be seen in Table 2.  In addition, New Jersey is in the process of reviewing further options for moving additional individuals out of State-operate institutions.  As can be seen from Chart 6, on the following page, even though New Jersey has worked to reduce its reliance on state-operated institutions, they are still significantly higher than the national average for the percentage of service recipients residing in these facilities. 
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New Jersey operates 7 state developmental centers
.  All of these facilities are licensed and certified as ICFs/MR.  Operation of facilities such as these are inconsistent with a vision of having all individuals with developmental disabilities live self-directed lives in their communities and falls short of the standard held by the present ideology of having individuals live in the most integrated setting.  

Certainly, there are individuals residing in these facilities with extraordinarily challenging behaviors as well as individuals committed by the courts.  Such individuals may pose a great threat to others or the community at large, and so are justifiably segregated from the community.  Other individuals, however, have no such behaviors and pose no threat.  

Overall, reasonable questions should be raised over why New Jersey continues to rely on and maintain such facilities.  Given experiences in other states, however, this presumption is arguable at best, considering that several states have no institutions at all.  
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After all, consider that:

· As illustrated by Chart 7, the average per diem cost to serve an individual in a New Jersey developmental center is steadily rising.  In 2008 it was $641 per day or $233,965 annually.  This is nearly 25 percent higher than the national average.  There is reason to believe that many of the individuals currently served in these centers could be supported as well, or better, in alternative community settings, though a study of individual level of need was not conducted for this project.  Such a study is outside the scope of this project. Given experiences elsewhere (e.g., TX, NE), it would not be surprising to find that the great majority of individuals served in New Jersey’s centers have “twins” with similar support needs who are being served in the community.  

An example of this pattern was found in a report conducted by HSRI in the state of Texas
.  Data available in Texas found that there was a modest tendency to support people with more significant disabilities in ICFs/MR settings (referred to as ICF/MR in Texas).  The trending, however, was not absolute.  The percentage of people with a “Limited Level-of-Need” served in either ICFs/MR or waivers was roughly equivalent (44.8 percent ICFs/MR to 42.9 percent in waivers).  However, 2,768 individuals or 24.8 percent of all those served in community waivers have extensive support needs compared to 38.36 percent or 1,085 people in ICFs/MR.  Meanwhile, 13.5 percent or 1,573 of those with intermittent needs were served in ICFs/MR settings, compared to 32.31 percent or 3,605 served through the waivers.  These data raised issues over why so many people with intermittent (low level) needs are in ICFs/MR.  Likewise the data show that community-based waivers serve significant numbers of people with extensive (moderate to high) levels of need.
States increasingly seek a unified approach to financing a full range of community supports required by people with developmental disabilities.  This ranges from periodic home and community-based supports to highly intense, round-the-clock medical and social supports provide at home or in small, community living arrangements. Under present circumstances, the HCBS waiver authority is the only available vehicle for achieving a unified funding approach while maximizing federal financial participation. This objective can be accomplished without undermining the financial integrity of existing agencies that operate private ICFs/MR facilities, as the experiences of other states (e.g., CO, IN, PA and MA) have illustrated.
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Of further concern is the state’s use of nursing home facilities for individuals with developmental disabilities.  Nationally, the trend over the past 15 years has been to decrease the number of individuals with developmental disabilities served in nursing home facilities.  

Chart 8 shows the number of nursing facility residents with developmental disabilities in New Jersey.  As the chart depicts, since 1991, New Jersey has shown a steady increase in the numbers of people with developmental disabilities served in nursing homes.  The number has grown from 210 in 1991 to 972 in 2008, an increase of nearly 363 percent.  Noteworthy, the state is significantly higher than the national average.  

Conclusion:  New Jersey services significantly fewer individuals when compared to the national average, and in doing so, the state has a high reliance on the state-operated developmental centers, and nursing home facilities.  The State has also relied heavily on families, with 70 percent of service recipients living in the home of a family member.  The state operates a polarized system, with 25 percent of individuals receiving out-of-home options in state Developmental Centers, and on the other spectrum 70 percent of service recipients living at home.  This type of system invests resources in very costly services, but very inexpensive services at the same time.  A more even mix of services, with a smaller reliance on large congregate facilities could benefit the state.

Expenditures for Services

In comparison to other states, as well as the nation as a whole, New Jersey spends considerably more per service recipient on furnishing services to individuals with developmental disabilities.  Yet, New Jersey lacks the national average in the number of people served per 100K in the general population (149 to 203 per 100K).  

There is no doubt that appropriately supporting people with developmental disabilities requires a substantial financial commitment on the part of a state.  Developmental disabilities are life-long.  People with developmental disabilities have significant functional impairments and many require day-to-day services and supports throughout their lives.  Developmental disabilities services are among the most costly long-term services.  Therefore, it is important that a state: (a) invest ample resources in financing services to this population, and (b) employ effective financial management practices that promote economy and efficiency in the delivery of services.

One measure to review a state’s level of financial effort is to compare its expenditures per citizen with other states – that is, total developmental disabilities expenditures divided by the state’s population.  Chart 9 compares New Jersey’s expenditures per citizen to the nation as a whole and to other selected states.  In 2008, New Jersey spent $131 per citizen for developmental disabilities services, this is nearly 14 percent higher than the nationwide average ($113 per citizen).  
Measured in this fashion, New Jersey’s spending seems slightly high, but not completely out of character with some of the other states in the comparison group.  However, Chart 10 shows that in all residential service types, New Jersey spends significantly more than the national average.  This high spending across services is displayed by the combined ICF/MR and HCBS expenditures.  New Jersey spends $88,117 on average per person for Medicaid-funded services.  This is nearly 60 percent higher than the national average ($55,433).

Further, Charts 11 shows that of the combined HCBS and ICF/MR funding, 78 percent of individuals are receiving HCBS waiver services in New Jersey, and are using 44 percent of the total budget.  Nationally, 85 percent, 7 percent more than New Jersey, are receiving HCBS services, and are utilizing 65 percent of the overall budget, 21 percent higher than New Jersey.

As shown by Chart 12, however, New Jersey furnished ICF/MR services to 22 percent of service recipients, but allocates 56 percent of funding to these services.  Nationally, 15 percent of individuals are served in such settings and 35 percent of the budget is allocated for such services.  These findings are in line with New Jersey’s higher per person combined Medicaid expenditures.  The high proportion of funding allocated to ICFs/MR is a profound player in the high combined expenditure outlays within the State.

Though New Jersey spends more per person for HCBS waiver services, studies show the option is more cost effective than state-operated facilities.
 
 Annual services for individuals served in state-operated or private community ICF/MR settings are 337 percent higher than HCBS waiver services.  Further, services provided in state-operated Developmental Centers are almost 365 percent more costly to the state than the HCBS waiver options.  

Conclusion:  The state’s overall investment of dollars in the developmental disability service system is considerable, however, the use of the available funding is not on par with national trends.  New Jersey’s investment in ICF/MR and Developmental Centers is likely tying up funds that may be used to serve additional people waiting for services, or providing ample funding to families supporting family members in their homes.
Findings Resulting From Interviews
Interviews with key informants provide depth to the data-based observations.  We interviewed a range of individuals with informed perspectives of the service system.  We cannot provide an exhaustive review of their comments on the system or of the complete range of the topics that were discussed.  Instead, we seek to provide a synthesis of the major points raised.  In doing so, we acknowledge that opinion on some issues varied.  Still, we noted consensus among respondents on several topics.  

For ease of review, we sort our observations into the following categories: (a) existing momentum, (b) service capacity, (c) service delivery, (d) expenditure patterns, (e) system infrastructure, and (f) advocacy and participant expectations.  

Existing Momentum

State policy makers are keenly aware of the challenges they face in responding effectively to the needs of New Jersey citizens with developmental disabilities.  They recognize, for instance, that the state faces significant revenue shortfalls overall, and that this circumstance has and will have an impact on developmental disability services.  Surely, this reality undercuts the state’s efforts in some ways to improve or expand the service response, while simultaneously pressing for change to increase system efficiency.

We note that:

· State leaders recognize that the present funding and service pattern is out of step with national trends where states are increasingly phasing out “legacy systems” in favor of more agile community options funded through Medicaid HCBS waivers.
· In addition, they recognize several difficulties associated with present community system.
· Decision-makers reveal through their planning documents a commitment to: (a) “rebalance” the system by de-emphasizing reliance on large, congregate care options in favor of community-based alternatives, (b) improve the community service system, including efforts to address infrastructure issues, (c) address the wait list, and (d) give people with developmental disabilities greater say in the services they receive and in shaping policy.
· Consistent with this observation, state leaders offer their view of their policy intentions and recent efforts.  A recent PowerPoint slide show
 presents a number of “core principles” to guide their work as well a series of action steps.

· NJDDD Core Principles include these 13:

· Ensure health and safety while respecting the rights of individuals 

· Serve people in-state
· Avoid unnecessary institutional placements 

· Expand community supports & services
· Develop a presence in each county 
· Spend state dollars responsibly

· Promote choice through individual budgets 
· Promote equity and fairness
· Ensure continuous compliance with fed. & state regulations

· Access quality, culturally competent  services 
· Share information; communicate regularly

· Collaborate with other agencies
· Conduct business ethically and professionally
· NJDDD priority action areas include:

· Rebalancing Services & Service Dollars.  This includes actions to decrease reliance on costly out-of-home options in favor of less costly alternatives.  Necessarily this requires review of institution and community based options as well as use of out-of state placements.  
· Individualized Budgeting.  Individuals are assigned budget allocations according to their needs to a specified limit, have ample choice of providers and follows the individual if s/e moves.  In FY2009 DDD expected that Individual Budgets will be assigned to everyone newly enrolled for waiver services.

· Contract Reform.  This involves a shift in the relationship between DDD and service providers from the current “cost reimbursement” method to a “Fee-for-Service” process.

· Reduce Waiting Lists.  DDD recognizes the large number of people awaiting services and that many refuse an out-of-home placement when offered, favoring supports while staying in the family home.  DDD also seeks to eliminate wait lists for day services.

· Rethink How to Best Provide Services.  DDD established three Task Forces to consider issues pertaining to individuals with a dual-diagnosis (DD and MI), family support, and autism.
· Home and Community-Based Services (HCBS) Waiver Amendment.  The present waiver had been in effect since 19982.  DDD sought to amend the waiver in 2007 to: (a) claim federal funding for additional services, (b) free up state funding for  new uses, and (c) claim federal funding for a broader set of service standards.  Amendments were approved in 2008.

· Olmstead Plan Path to Progress.  This eight year plan outlined actions to re-locate 1,850 people from Developmental Centers into the community.  From 2007 to March 1, 2010 a total of 365 people have been re-located.  
· Support the Community Work Force. NJ service providers employ about 26,000 individuals.  DDD intends to support their training through participation online through the College of Direct support (http://info.collegeofdirectsupport.com)

· Employment Services.  DDD has executed a Memorandum of Understanding (MOU) between DDD and Division of Vocational Rehabilitation Services (DVRS) to promote employment for DDD service recipients.
· Self Directed Services.  DDD promotes self direction in service delivery so that individuals may direct their own services, choose their own providers, use an individual budget based on their needs, and receive services in a more timely fashion.
· Children’s Placement Enhancement Pilot (C-PEP).  DDD seeks to bring those served out-of-state home to New Jersey and to cease sending individuals, including children, out of state.  Key to success are providers who are qualified and willing to serve children with complex needs.  Growth in out-of-home placements of children fell to zero on 2008.  A similar initiative for adults is underway.
· Improve DDD’s Internal Structure.  DDD has embarked on several initiatives to improve its internal operations, including: (a) interest in moving to a county oriented system, (b) improving its data base to track individuals, service use and expenditures, (c) improving communications and use of technology, and (d) streamlining operations. 
· Intake and Case management Re-Design.  DDD recognizes the shortcomings of the present DDD case management system, with caseloads sometimes approaching 1:400-500.  DDD seeks to reduce caseloads and has, as an initial step, partnered with the Office of Information and Assistance Services (OIAS) at DDS to provide information and referral services.  Further DDD intends to assign individuals with minimal case management support needs to OAIS as warranted. 

In listing these priorities, we note that several are well underway, though others have met resistance and/or are stalled due to budget restraints.  Still, it is important to recognize the systems change goals DDD is seeking to advance.
Service Capacity

· Respondents recognize that New Jersey funds services for far fewer individuals than other states.  Several pointed to a wait list of 8,000 people.  In 2008, DDD reported a waitlist of 4,649 for residential services, a 40% shortfall given the current total of residential service recipients (11,485 people)  ( Lakin et al. 2009).  One parent exclaimed “I’ve been waiting so long, I‘ve forgotten what I am waiting for.”

· Respondents note that the present budget shortfalls have brought many planned changes, including increasing system capacity, to a halt.  
· Respondents note that if given the option, most individuals and families would opt for in-home supports so that the service recipient could stay at home. It is unclear whether this preference is due in some part to an absence of well crafted out-of-home alternatives.
Service Delivery

· Respondents express concerns about the quality of the services delivered.  They note that the absence of needed funding over time undercuts the capacity of providers to deliver quality services.  

· Respondents observe that the system lacks capacity to respond to specialty service needs, especially regarding people with behavioral challenges.

· Respondents are generally enthused with DDD’s commitment to self-directed services.  Still, they express concern over how funds are allocated, the support individuals receive, and he support choices available.  

· Regarding the means by which individuals are assessed and assigned a budget within the “Real Choices” self-directed option, we understand that an assessment is completed by phone by the NJ Institute of Technology.  Based on the series of questions asked, individuals are assigned to one of four funding tiers.  Several respondents express concern about this process.  We understand that DDD is considering alternative means for assessing individuals, and is reviewing the potential utility of the Supports Intensity Scale (http://www.siswebsite.org).
· With one notable exception, all respondents indicate a preference for moving quickly to relocate individuals from the Developmental Centers.  At issue among respondents was the pace of such relocation.  Some felt that the pace outlined in NJ’s Pathway to Progress where 1,850 people would be relocated over 8 years was about right.  
Others, however, feel that a more vigorous approach is warranted.  Assembly Bill A3625, advanced by Assemblyman Louis Greenwald, seeks close 5 of the 7 state institutions and support the people living there in the community.  The approach presses the state’s responsibility, as decided by the federal Supreme Court in the Olmstead Decision, to place individuals with developmental disabilities in the most integrated setting appropriate to their needs as determined by themselves and their treatment professionals. This position coupled with NJ’s enduring reliance on Developmental Centers fuels actions in support of A3625. 

· New Jersey acted proactive to participate in the federal “Money Follows the Person” (MFP) initiative.  Using MFP, New Jersey planned to relocate 734 individuals from Developmental Centers and nursing homes into the community.  This program was meant as a means for supporting the state’s Path to Progress plan.  Unfortunately, respondents indicate that budget cuts coupled with procedural complications associated with implementing MFP have greatly undercut the momentum for this effort.
· Respondents are not certain of the reason for the steady increase in nursing home placements.  Some felt that this reflected a normal and predictable response to an aging population.  Others note that even if this were so, it reflects the state’s inability to help individuals stay at home by reconstituting the supports providers offer to aging service recipients.  Still others wonder if individuals were circumventing the DDD system and gaining admittance to nursing homes, perhaps inappropriately.
· One topic of great concern among several respondents is the state’s “family support system.”  In essence the state maintains two separate “family support” efforts:

· The Family Support Act of 1993 created nine regional Family Support Councils and assigned the NJ Council on Developmental Disabilities as the agency to coordinate their activities throughout the state. The Act sought to assure families a role in planning the State’s service delivery system, and means for providing flexible support to families caring for individuals at home.  These family support services are funded exclusively though state general funds.  Respondents estimate that the program is allocated about $42 million annually and serves about 8,000 families.  Information regarding the precise number served and what families spent the dollars on are unavailable.

· Independent of the system resulting from this Act, DDD also moved to establish means for supporting individuals living at home through its Medicaid funded HCBS.  About 70% of all those served by DDD in its mainstay waiver live at home.  In this approach, the individual service recipient is the “Medicaid beneficiary” and the primary target of service, not the family.  In fact, very few Medicaid reimbursable services can be viewed strictly as “family support.”  As a result, these services are more aptly labeled as “in-home support” rather than family support.

Clearly, the state relies heavily on families to provide support to individuals living at home.  Respondents articulate a range of concerns regarding both these approaches.

· Services offered through the Family Support Act are challenged by: a lack of consistency in practices across regions, uneven performance of local Family Support Councils, eroding dedication to founding family support principles, an absence of means for tracking service use and spending by recipient, and too few resources allocated per person.  Moreover, it is understood that the exclusive reliance on state general funds leaves the program vulnerable to budget reductions, given the state’s inclination to fund services in ways to gain federal Medicaid reimbursement.

· Meanwhile, the state’s in-home support approach experiences its own difficulties.  Respondents are concerned about the means by which individuals are allocated their budget, the amount allocated, the supports offered and the service array and providers they may choose from.

Overall, respondents understand that both approaches to supporting individuals living at home need attention.  Some focused on what might be done to address shortcomings within each approach.  Others sought a solution that would reconcile the two, forming a restructured single approach.  In this regard, DDD seeks to unify the two approaches, perhaps within a new HCBS “supports waiver.”  Doing so, however, would likely do away with the program operated under the Family Support Act. 
Expenditure Patterns
· Respondents generally understand that New Jersey spends more per person than do most other states.  They point out that some of the key features contributing to this circumstance are: (a) the state’s reliance on high cost-per-person Developmental Centers, (b) traditional “cost reimbursement” contracts with community providers that tend to arc costs per person up over time, and (c) high costs of living in New Jersey.
· Respondents acknowledge a need for state policy makers to take definitive action to increase system efficiencies by disinvesting from high cost service options when lower cost alternatives are available, assuring that state funds are applied to gain and maximize federal Medicaid reimbursement, and restructuring how the system operates to embed dynamics within it to utilize alternative sources of support and drive costs per person down.  

· Agreeing on broad stroke remedies, however, masks a lack of consensus over what precisely should be done.  Further, respondents were not altogether certain if stakeholders statewide understood the magnitude and urgency of the difficulties faced by DDD due to state revenue shortfalls.  
System Infrastructure

· Respondents noted that case managers have caseloads that are much too high or find the system too inflexible to get people the supports they need.  They note caseloads of 1:300-500.  
· Respondents noted that the present means for contracting with community providers is based on an out-dated grant-in-aid “cost reimbursement” process. DDD contracts with providers annually to deliver specified services to some number of individuals.  Subsequently, upon being billed, DDD reimburses providers for services delivered accordingly.  In such a system, DDD is the sole designated “Medicaid service provider.”  

Respondents noted several difficulties with the approach:  (a) the state may be reimbursing providers for services or activities that may not be Medicaid reimbursable, (b) the state is likely paying for a variety of “middle sector” expenses for system operations, (c) it is virtually impossible to track a “unit per service” in the system, and (d) the state may be paying for vacancies or service delays due to its pre-set contractual arrangement.  Taken together, the process tends to arc costs up over time.  In addition, this practice results in dollars being awarded to and controlled by providers, limiting individual choice of providers.

· Respondents note across several service domains a lack of data-based information to track service recipients, expenditure per person and service, and outcomes.  Given this circumstance it is difficult for policy makers and advocates alike to reach decisions over what the status of the system is precisely.  One respondent declared “It’s hard to know what the truth is.”

· Respondents indicate that there is an absence of capacity to prepare community providers to support people with complex needs, behavioral or medical.  This leads to an enduring inclination to utilize developmental Centers or place individuals out-of-state.

Advocacy and Participant Expectations

· Respondents note a lack of vibrant statewide advocacy in support of progressive developmental disability services.  For instance, there is no “family advocacy movement” along the lines of what was observed leading up to passage of the Family Support Act in 1993.  Likewise, respondents articulated concerns over the strength of the existing self-advocacy movement.

This is not to say advocacy groups do not exist or are not active.  There is advocacy to close Developmental Centers and to keep them open.  Autism advocates argue for a separate system to support people with autism.  Provider associations press for policies to their liking.  Self-advocates press an agenda to promote voting rights, employment and ridding our vocabulary of the “R” word.  In turn, DDD advocates for its own policy agenda.

Still, there was agreement among respondents that the advocacy in play is fragmented among constituencies and not organized around common themes.  As a result, advocates often press for policy decisions related to their unique issue or position without considering overall system circumstances and goals.

· Given the state’s enduring reliance on Developmental Centers, long wait lists, state revenue shortfalls and other issues, respondents observe that families and individuals have low expectations of the system.  

[Page left intentionally blank for double-sided copying]

Actions To Improve State Performance
In this Brief, our purpose is not primarily to provide DDD with a thorough strategic plan of action, but to offer the NJCDD guidance for re-crafting its State Plan.  Still, to inform the Council’s work it is beneficial first to outline a series of actions that DDD might take going forward.  DDD has already, however, outlined a series of Core Principles to guide the reforms it seeks and a number of related actions completed, planned or already underway.  As a result, the broad stroke recommendations we offer are meant to build on DDD’s vision, perhaps in places pressing the agency to do more or to consider complimentary actions.  

What follows are recommendations pertaining to: (a) service capacity, (b) service delivery and expenditure patterns, (c) system infrastructure, and (d) advocacy and participant expectations.  In making these recommendations, we recognize the significant budget challenges faced by policy makers.  Acknowledging these circumstances, however, should not preclude planners from articulating a firm policy direction.  In setting policy, decisions should always favor an “action bias” consistent with the desired policy goals.

Service Capacity

· New Jersey should develop reliable and accurate means of tracking and projecting service demand and associated trends.  To plan effectively, state policy makers must have reliable and accurate information pertaining to the number of people who have requested services and need them presently (expressed unmet demand) and others who would likely seek services in the near future (latent demand).  Doing so requires diligent data collection over several years to examine how demand trends behave over time. 

Presently, it is understood that in 2008 DDD provided Medicaid funded services to far fewer people per 100K than the national average (149 per 100K in NJ to 203 per 100K nationally), suggesting that there are significant wait lists.  DDD reports over 4,649 people awaiting residential services and interview respondents suggest that there are 8,000 individuals awaiting services overall.  What supports they may need precisely or their urgency of need are largely unknown.  
· Seek resources to expand system capacity so that all people who have “emergency” or “critical” needs will be served.  Resources are needed to increase the number of people served simply to reach the national average utilization rate of 203 per 100K in population.  Given a state population estimate of 8,682,661 in 2008, to reach the national average 54 people more per 100K will need to be served, totaling about 4,689 individuals.  Experience shows, however, that states that serve closer to 300 per 100K have little or no waitlists.  Reaching his marker will require considerably more investment given a need to serve about 13,100 more people. 
To address the issue, the state may systematically invest resources to bring the wait list down over several years.  What is needed, however, is a commitment to do so.

Service Delivery and Expenditures

Respondents agreed that there are shortcomings in the delivery of community developmental disability services in New Jersey.  Several actions should be taken to address these concerns:

· Embrace the principle of supporting people in the most integrated setting by reducing the role that large congregate care facilities play in the New Jersey service system.  In its landmark Olmstead v. LC & EW decision, the United States Supreme Court affirmed that, under Title II of the Americans with Disabilities Act, states are obliged to operate their programs for people with disabilities in a manner that ensures that individuals receive services in the most integrated setting appropriate to their needs.  The Olmstead decision established a clear benchmark for the operation of public programs for people with disabilities.

As a practical matter, “most integrated setting” means that individuals are supported in community settings that are like the typical living arrangements of people without disabilities.  The Olmstead decision sent the strong message that people should not be unnecessarily institutionalized.  The decision also established affirmative expectations for the transition of persons from institutional settings to the community.

We understand that state revenue shortfalls have undercut the state’s intentions, as outlined in Pathway to Progress, to relocate 1,850 people from Developmental Centers.  Still, DDD should not lose sight of this strategic goal.  In this regard, the state should continue its efforts to utilize, when possible, the federal MFP program to help achieve this goal.
· Devote attention to promoting use of resources available within local communities across the state, as well as the support individuals can provide one another. As previously mentioned, 70 percent of individuals receiving Medicaid funded services through DDD live at home with their families.  In this context, individuals and families function as islands – disconnected from each other – with no infrastructure to facilitate networking and mutual assistance.  Given that New Jersey is committed to a service mix that relies heavily on families and individuals, it is essential to provide increased opportunities for these individuals to support one another and build strength through collaborative actions.  Such opportunities would promote:

· An emphasis on effective use of community assets.  Future systems must seek to discover and utilize every capacity available within the local community.  One of the strongest assets any community has is its people.  People volunteer daily to do any number of tasks for others, formally through structured groups or spontaneously through individual initiative.  Beyond individual efforts, any community also has an array of community serving entities, such as churches, schools, colleges, businesses, libraries, neighborhood associations, clubs, recreational entities and other community organizations.  Future systems must seek to forge reciprocal alliances between individuals with disabilities and the vast array of community assets available to find additional means of supporting individuals with developmental disabilities and their families.
· An emphasis on blending resources available from multiple organizations, agencies and individuals.  The formal, paid services furnished through DDD programs need to mesh with other generic and informal supports accessed through local faith-based and other community service organizations.  In addition, future support systems must offer individuals and families opportunities to offer mutual support to one another through peer support networks or exchange networks.  The blend of supports offered is the seat of the stool and is supported by three legs:  public services, community supports, and individuals and families helping one another.  Working with each of these resources, future family support staff will bring services and supports together around families to build a cohesive response to each family’s needs.

· Consistent with this action, DDD should work with willing stakeholders to reconcile and reconstruct its family support and in-home support systems.  Families and advocates worked hard to gain passage of the Family Support Act in 1993.  Careful thought, however, should be given to consider the utility of this program today, nearly 20 years later.

Today, it is apparent that the family support system, funded exclusively through state general funds, is vulnerable to budget reductions given state revenue shortfalls and an emphasis on programs gaining federal Medicaid reimbursement.  Further, the effort is troubled by several shortcomings that require attention.  At the same time, New Jersey, like other states, has already committed to a service structure within its HCBS waiver to offer in-home support.

We appreciate the concerns of family support proponents who are reluctant to draw back from the existing family support program.  Yet, present circumstances are not sustainable and require remedy.  Going forward, the two approaches must be reconciled.  Efforts to address specific challenges within each program may yield short-term benefit, but the better solution rests with establishing a unified approach to addressing individual and family needs.  The approach will necessarily be embedded within a special HCBS “supports waiver,”
 but funds may still be set aside to support individuals and families outside the Medicaid framework.  After all, not all individuals will qualify for Medicaid, and some may have unique or modest levels of need that are more efficiently addressed outside Medicaid.  

· Promote self-direction among people with developmental disabilities.   At the center of any planned changes must be people with developmental disabilities. These individuals are the ultimate end-users of the services provided by the system.  In pursuing desired system restructuring, contributions from both individuals with developmental disabilities and professionals should be valued.  Success, however, will require the participation of “self-advocates” (i.e. people with developmental disabilities who speak up for themselves and others) who are more prepared than ever to shape the restructuring effort.  To succeed, DDD should invest in self-advocacy in ways to: 

· Support individuals with disabilities to understand concepts embedded within a “self-directed” system so that they may play an effective role in deciding on the supports they need to live the life they want in the community and choosing providers to help them succeed.
· Inform and empower self-advocacy organizations to speak with a unified and effective voice about the system reforms they seek.
· Act consistently to drive down the cost per person overall through increasingly efficient investments.  Certainly, not all high cost services have low value.  Individuals, for instance, with extraordinary medical conditions or behavioral challenges may cost a lot to support.   The money may be very well spent if their health and well-being is enhanced.  
To contrast, some services or practices may have high costs and/or low value, and yet we continue to invest in them.  For example, large congregate care facilities (such as institutions) cost a good deal to operate and yet nearly all self-advocates would prefer to live elsewhere.   In locales without such facilities, discussion may center on the value and associated costs of operating community residences of greater than 4-6 beds.  What people do during the day may also come into question, with discussion centering on day-time training centers or sheltered workshops.  Are such services what self-advocates want?  Are the costs too high?  While giving a speech to a professional gathering, one young self-advocate thanked her audience for all their efforts over the years, but then added that “what you built, we don’t want.”  She implored all to divest from unwanted costly services, and offer services that help self-advocates live the life they wanted in their communities.

In essence, as illustrated by the accompanying graphic, the challenge is to make systems more efficient by eliminating wasteful expenditures and investing in lower cost high value alternatives.  By doing so, systems may actually drive down the per person services costs, freeing up resources that may be used to strengthen the system or serve additional people. 

System Infrastructure

Infrastructure refers to the underlying base or foundation needed for the functioning of a system or organization.  Regarding DDD, this may refer to a variety of organizational needs such as intake, information and referral, case management, communion, staff development, information gathering and analysis on system performance and financing strategies.  Respondents concurred that DDD can do much to improve the infrastructure surrounding its community system.  In this regard: 

· DDD, in collaboration with interested stakeholders, should complete work to adopt a fee-for-service process for contracting with community providers.  Historically, the New Jersey community developmental disabilities service system was structured around grant-in-aid “cost reimbursement” contracts between the state and service providers.  This protocol ties dollars to service providers and impedes the free selection of providers by individuals.  Moreover, several respondents commented that the system, over time, arcs costs up and leaves the state vulnerable to inquiry from CMS regarding operations of it HCBS waiver.  In this regard, New Jersey is unique among states (We believe North Dakota may be the only other state still utilizing this contracting protocol.)  

To help contain costs and advance person-centered and self-directed approaches to service delivery, DDD should act decisively to restructure its service contracting protocol, moving to a “fee-for-service” contracting process.

· DDD, in collaboration with interested stakeholders, should complete work on an assessment driven process of allocating resources through “individual budgets.” The Center for Medicare and Medicaid Services (CMS) states that  as used in an HCBS waiver application, the term individual budget amount means “a prospectively-determined amount of funds that the state makes available for the provision of waiver services to a participant ” (Instructions: Version 3.5 HCBS Waiver Application).   Often the allocated amount is fixed, though a range may be specified.  Further, the individual is typically told what amount is allocated before developing a service plan (i.e., prospective planning), rather than after the plan is completed (i.e., retrospective planning).  Finally, to determine the budget level, states must establish appropriate infrastructure to support the practice (e.g., means to assess needs and allocate budgets per person, service planning protocols, reasonable reimbursement rates for providers, means for providers to be reimbursed for services rendered, and quality assurance).

States are acting to establish individual budgets per person in response to a variety of pressures.  Most notably, policymakers seek to restructure systems to achieve greater efficiency and equity.  By doing so, they hope to make better use of available resources while better positioning their service systems to take on current and future challenges  

· DDD should maintain and strengthen its commitment to build capacity to address challenging individual needs and retain a competent workforce.

· Strengthen means of serving people with complex support needs, such as those facing extraordinary medical or behavioral challenges.  A critical measure of the effectiveness of a community developmental disabilities service system is how well it supports individuals who have especially challenging behavioral or medical conditions.  DDD has already taken action in this regard, seeking to establish resources for individuals with complex needs.
· Maintain efforts to train direct support staff.  Community agencies in New Jersey, like many states, are challenged to retain well trained direct support professionals.  DDD’s efforts to train staff through the College of Direct Supports is notable.  DDD and providers, however, will need to continue to work together to provide instruction to staff related to preferred practices (e.g., self-directed supports, supported employment) and pursue means for improving conditions that lead to greater job tenure.
· DDD should continue its efforts to improve its case management network.  Interview respondents noted several difficulties regarding case management that erode the quality of the system and make it difficult for individuals to receive the supports they need.  Instead, the supports planning process often becomes a brisk means for working through required paperwork to allocate funds and services.  Moreover, responsibilities for negotiating the system are passed onto individuals and family members.  DDD will need to change this dynamic if it is to realize the program’s potential for individuals and their families.

Advocacy and Expectations

As noted above, it is advised that DDD invest directly in self-advocacy to assure that service recipients have a say over the policy and practices that affect them.  After all, if DDD seeks to reform service practices, say to promote self-direction, it has a responsibility to assure that service users are prepared to participate effectively.  In this regard, DDD may utilize Medicaid funding to provide instruction directly to Medicaid beneficiaries.

Aside from self-advocates, DDD may promote progressive advocacy and heighten expectations in two ways:

· DDD should consistently present an unambiguous message to stakeholders regarding the policy directions it prefers.  Such action may not be always popular among all, but it is essential that stakeholders understand the policy trends in play, and that individual decisions work together around a larger goals.

For instance, embracing a fee-for-service contracting process supports the promotion of self-directed services.  Relocating significant numbers of individuals from the Developmental Centers will result, over time, in a more efficient system, and could be undertaken in ways to build community infrastructure.  Building capacity to accommodate complex individual needs will, over time, increase reliance on community centered responses to disability, making it easier to downsize the Developmental Centers.  And reconciling the family support and in-home support systems will result in a more efficient use of state funds while potentially expanding the system capacity.  

· DDD should invest with others to present stakeholders with information on cutting edge practices that promote community integration and self-direction.  Ellen Goodman once wrote that “where imagery leads, policy follows and behavior results.”  Over time, information on what is possible shapes service demand among service recipients and creates continual tension for change.  DDD should participate whenever possible to offer information and training to self-advocates, family members and providers and direct support staff in support of the reforms it seeks and to introduce new ideas.
Actions The Council May Take 
New Jersey is in a difficult position.  Our analysis shows that DDD is working to improve system performance but faces significant challenges.  Meanwhile, it should be plainly understood that the NJCDD is not in a position to direct state developmental disability policy.  Instead, acting as an “agent for change” and oversight it could do much to influence policy and practice.

When considering what the council may do in this regard it is important to note the Council’s stated vision and purpose:

The vision of the New Jersey Council on Developmental Disabilities is that all individuals with developmental disabilities are contributing members of their neighborhoods and communities; make real choices and have control over their own lives; have the freedom to strive, excel, and make mistakes; are in a position to achieve personal goals, are in a position to affect policy and process decisions that affect their lives; and have the same rights, privileges, responsibilities, and opportunities of citizenship as does any other New Jersey resident.

The purpose of the Developmental Disabilities Councils, according to federal law, is to engage in advocacy, capacity building and systemic change that contribute to a coordinated, consumer and family-centered, consumer- and family-directed comprehensive system that includes needed community services, individualized supports, and other forms of assistance that promote self determination for individuals with developmental disabilities and their families.
Given circumstances in New Jersey, it will be easy to generate ideas over how the NJCDD should direct its future investments.  Regardless, any topic area or potential investment should always be consistent with NJCDD’s vision.  When considering what topic areas to emphasize, however, the NJCDD should assure that a topic area or investment satisfies at least one of the following three criteria:

1 The topic area and potential investment is relevant to the fiscal challenges faced by the state overall, and DDD in particular.  

2 The topic area and potential investment contributes concretely to system reform related to increasing system capacity, improving service delivery and efficiency, improving system infrastructure, or promoting effective advocacy.
3 The topic area and potential investment introduces new policy or practice to improve system performance, heighten awareness among service recipients or stimulate service demand.
In this context, what follows are a series of actions that the NJCDD may take.  These actions should be considered suggestive.  We understand that Council members will need to meet, discuss this report and other sources of information and reach their own conclusions over what topic areas and investments is will emphasize in its State Plan.  

Promote advocacy and leadership among self-advocates and family members.

· Invest in training individuals with developmental disabilities to teach them to take the lead in shaping their lives.  If individuals with developmental disabilities are to live self-directed lives in the community, they will need instruction and support in how to participate and thrive within a system seeking to promote community integration and self-direction.  NJCDD can help familiarize individuals with these unfolding changes so that they can participate most effectively in shaping their lives. 

· Invest in self-advocates to establish and maintain a statewide self-advocacy organization that serves as the collective voice of people with developmental disabilities in shaping public policy and practice.  New Jersey self-advocates must play a leadership role in helping to guide change with the state’s developmental disabilities service system. The group’s advocacy efforts should focus on promoting self-determination, community integration and fiscal responsibility.  Beyond providing training on self-advocacy, the NJCDD can help ensure that individuals translate such training into collective opinions and action strategies for improving services.

· Invest in action to increase the presence of self-advocates on policy shaping panels and local provider boards of directors. A key message that underlies this action comes directly from self-advocates: “Nothing about us without us.”  Put bluntly, self-advocates want to have a say about decisions that affect their lives.  Delivering on this goal, providers should include self-advocates in whatever decisions are being made that have a direct impact on the quality of their daily lives.  In addition, self-advocates should participate systematically on existing policy shaping panels.  NJCDD can facilitate such participation by offering self-advocates instruction and support, and likewise offering guidance to providers and others in supporting self-advocates.

· Invest in youth with developmental disabilities.  The NJCDD is already investing in helping to develop a next generation of self-advocacy by investing in youth with disabilities.  The Council might consider building on his effort to assure that youth with disabilities grow into strong self-advocates as adults.
· Invest in actions to promote family leadership and advocacy.  Unlike self-advocates, family members have a longstanding historical role as change agents in New Jersey.  Presently, family members advocate strongly for a variety of positions.  Still, the NJCDD may invest in actions to rally families together around particular issues.  Moreover, young families are continually coming into the system and require information, guidance and opportunity to press for change.

Provide opportunities for stakeholders to reach consensus for system reforms.

New Jersey policy makers, in partnership with various stakeholders, will need to work together for system reform.  Along the way, DDD staff and stakeholders will need opportunity to think together, reach consensus whenever possible, and work out the “10,000 details” of proposed reforms.  In this context, NJCDD may invest in meetings, forums, or other opportunities where stakeholders can come together.  Examples include meetings to discuss:

· A reconciliation of the state’s family support and in-home support systems;

· Moving from a grant in aid cost reimbursement contracting process to one utilizing a fee-for service protocol;

· Developing means for assessing individual needs and developing means for establishing individual budget allocations; and

· Means for enhancing system capacity to address complex individual needs.
Take action to help heighten expectations among self-advocates and family members
Interview respondents observe that the New Jersey service system is dominated by legacy service approaches that, over time, result in modest service expectations.  The NJCDD may help reverse this circumstance by investing in means for individuals and family members to become aware of progressive practices elsewhere.  This may be achieved through, printed media, teleconferences, webinars, conferences or local information forums.  

Fund innovative practices to demonstrate new ideas to build momentum for desired system reform

Councils often shy from funding demonstration projects because after the funding cycle is completed, projects often evaporate without any long term effect.  Still, NJCDD may elect to invest selectively in demonstrations that demonstrate new ideas or create additional energy in support of activities DDD is already undertaking.  

For instance, NJCDD may invest in inaugural peer support or human service cooperatives while working with DDD to assure means for the efforts to continue through HCBS waiver funding after Council funding ends.  Likewise, the Council may invest in innovative supported employment practices that DDD assures will be fundable within the waiver.

Help build system capacity by providing opportunities to provide information and training related to specialty topics or to advance new ideas.

To establish a more effective community system, training of many types will be needed.  The Council will not want to usurp the responsibility of DDD or providers to provide routine staff training.  On occasion, however, the Council may consider investing in specialty training related to particular topics (e.g., self-direction, positive behavioral supports, complex medical needs and treatment).

Support DDD when possible to undertake specific tasks related to system reform.

In responding to current challenges, DDD will inevitably have a need for support.  Again the Council will not want to take on tasks that are fundamental to DDD’s responsibilities.  There may be, however, opportunity for NJCDD to help DDD by purchasing the services of specialty consultants or otherwise providing the funds needed to complete a task.

For instance, the Council may purchase consultant expertise on behalf of DDD to guide movement toward a fee-for-service contracting protocol, reconcile the family support and in-home support systems, prepare a framework for crafting a new supports waiver, or consider what may be done to expand self-directed service options.

Engage in public relation actions to build parochial and public support for desired public policy changes

The reforms that are required in New Jersey will require the support of stakeholders within the developmental disabilities field and the general public.  The NJCDD should not take such support for granted.  

Surely, those resisting change will be gathering support in opposition. To build needed support, the Council may invest in a variety of public relations actions to inform individuals of the changes sought, the reasons for making change and the benefits that will result.  

_______________________________

Surely, New Jersey stands at a crossroad, and does so while facing unique fiscal challenges.  Even so, people with developmental disabilities nationally argue strongly for support systems that look decidedly different than the current service system in New Jersey.  As articulated in the Alliance for Full Participation Action Agenda (Alliance for Full Participation, 2005): 

“We [people with disabilities] do not belong in segregated institutions, sheltered workshops, special schools or nursing homes.  Those places must close, to be replaced by houses, apartments and condos in regular neighborhoods, and neighborhood schools that have the tools they need to include us.  We can all live, work and learn in the community.”
There is no reason to believe that people with developmental disabilities in New Jersey will settle for anything less.  Toward this end, the NJCDD has an enormous opportunity to promote the reforms required to succeed.
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