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Introduction

In New Jersey, approximately 2,800 people with developmental disabilities live in 7 large state-run institutions that are funded under the Medicaid law and labeled in the federal law as “Intermediate Care Facilities for the Mentally Retarded (ICFs-MR).”  New Jersey calls its state-run ICFs-MR “developmental centers.” One of these developmental centers has around 100 residents; the other 6 have between 400-500 residents. 

It appears that New Jersey is far behind other states in serving people with developmental disabilities in smaller community settings:
Most residences licensed or operated by states for persons with ID/DD were small and almost all people living in small residences were served by nonstate agencies. Of the 167,857 total residential settings on June 30, 2007, an estimated 166,873 (99.4%) had 15 or fewer residents and 160,048 (95.3%) had 6 or fewer residents. 

….

Most large residential facilities were also operated by nonstate agencies. Nonstate agencies operated 784 (79.7%) of the total 954 facilities with 16 or more residents.

[[Executive Summary]. R.W. Prouty, K. Alba & K.C. Lakin (Eds.), Residential services for persons with developmental disabilities: Status and trends through 2007. Minneapolis: University of Minnesota, Research and Training Center on Community Living, Institute on Community.]

This report will describe some information for the Public Policy Committee, which seeks more detailed information about how New Jersey compares to other states in the country.

1. 
How many other large state-run residential facilities for people with ID/DD exist in the country?

Snapshot:  State-run Residential Settings with 16 or more people:
The following observations are based on a report showing for each state:

· the total number of people with an intellectual disability (ID) or developmental disability (DD) 
· living in a state-operated residential setting 
· with 16 or more people 
· on June 30, 2007
Based on this data – here are the national trends:

· There were 8 states that did not operate any facility with 16 or more people

 
(AK, HI, ME, NH, NM, RI, VT, WV).
· There were 2 states with a total of 1-50 people living in state-run facilities with 16 or more people (MN, OR).
· There were 5 states with at total of 51-100 people living in state-run facilities with 16 or more people (DE, ID, MT, NV, WY).
· There were 7 states with a total of 101-200 people living in state-run facilities with 16 or more people (AZ, CO, IN, KY, MI, ND, and SD).
· There were 7 states with a total of 201-500 people living in state-run facilities with 16 or more people (AL, UT, KS, MD, NE, OK, WI).
· There were 8 states with a total of 501-1000 people living in state-run facilities with 16 or more people (CT, GA, IA, MA, MO, SC, TN, WA).

· There were 8 states with a total of 1001-2000 people living in state-run facilities with 16 or more people (AR, FL, LA, MS, NC, OH, PA, VA).

· There were 4 states with a total of 2001-3000 people living in state-run facilities with 16 or more people (CA, IL, NJ, NY)
· Texas alone had nearly 5,000 people living in state-run facilities with 16 or more people (4,894).
What can we learn from this data? 
· More than half of the states in the country –29 states on June 30, 2007-- had no more than 500 people with intellectual or developmental disabilities receiving services in state-run institutional settings with 16 or more residents.
· More than half of the states in the country –30 states on June 30, 2007—ran either zero or only one facility with 16 or more residents.  

· New Jersey was (and remains) one of only 5 states serving more than 2,000 people living in institutions with 16 or more people.

2.
How many state-run facilities have very large populations, such as more than 100 or over 500 residents? 

· We are seeking an understanding of how many large, institutional settings exists across the country. 

· The data tends to be reported for facilities with 16 or more residents.

· Subjectively, we expect that people living in a setting for 16 residents have a different experience than people living in a setting for 100 people. We also expect that people also have a different experience living in settings serving 500 people. 

· Without a breakdown of how many people live in each non-state-run ICF-MR, it is difficult to make fair comparisons between states.

Snapshot: Here is the size, on June 30, 2007, of each state’s largest state-operated facility for people with ID/DD:
· States that did not operate facilities with more than 100 residents are not included.

· In parenthesis is the number of other large state-run institutions in operation on that day in that state with smaller populations than the state’s largest institution.

AL 206  

AR 509 
(5 others with populations of 72-158)

AZ 133  

CA 706 
(6 others with populations of 48-670)

FL 470 
(5 others with populations of 29-376)

GA 337 
(4 others with populations of 75-323)

IL 598 

(8 others with populations of 91-383)

IA 331 

(1 other with population of 241)

KS 201 
(1 other with population of 163)

KY 143 
(1 other with population of 30

LA 515 
(7 others with populations of 43-294)

MD 172 
(3 others with populations of 19-94)

MA 284 
(5 others with populations of 64-189)

MI 151

MS 512 
(4 others with populations of 122-281)

MO 260 
(9 others with populations of 34-169)

NE 338

NJ 589 
(6 others with populations of 101-500)

NY 295 
(9 others with populations of 47-283)

NC 537 
(4 others with populations of 127-428)

ND 127

OH 255 
(9 others with populations of 109-224)

OK 164 
(1 other with population of 150)

PA 355 
(4 others with population of 135-336)

SC 300
(4 others with populations of 84-199)

SD 158

TN 278 
(2 others with populations of 128 & 154)

TX 643

(12 others with populations of 75-519, average approximately 377)

UT 235

VA 490
(4 others with populations of 172-313)

WA 392
(4 others with populations of 51-247)

WI 273

(1 other with population of 201)
Key: Highlight = states with largest state-run ICF-MR population roughly 400 or larger
What can we learn from this data?
· 8 states did not operate any residential facilities with 16 or more people

· 12 states operated only 1 or 2 facilities with more than 100 residents 

· 10 states did not operate any facilities with more than 100 residents

· NJ was one of only 10 states that operated institutions with more than 400 residents

· NJ was one of only 11 states that operated more than 5 large institutions 

3.
Do states have other types of large institutions for people with ID/DD?
Snapshot:  Non-state-run Residential Settings with 16 or more people:

The following observations are based on a report showing for each state:

· the total number of people with an intellectual disability (ID) or developmental disability (DD) 

· living in a non-state-operated residential setting   

(non-state means operated by private or local government entity)

· with 16 or more people 
· on June 30, 2007

Based on this data – here are the national trends:

· There were 17 states that did not have any non-state-run facilities with 16 or more people. 

· There were 8 states with a total of 1-50 people living in non-state-run facilities with 16 or more people (AZ, ME, MO, NV, NH, ND, OK, PA).

· There were 3 states with a total of 51-100 people living in non-state-run facilities with 16 or more people (DE, KS, NJ).

· There were 3 states with at total 101-200 people living in non-state-run facilities with 16 or more people (GA, VA, TN).

· There were 4 states with a total of 201-500 people living in non-state-run facilities with 16 or more people (AR, NE, IN, KY).

· There were 10 states with a total of 501-1000 people living in non-state-run facilities with 16 or more people (CA, IA, LA, MN, MS, NY, NC, OK, VT, WI)

· There were 3 states with a total of 1001-2000 people living in non-state-run facilities with 16 or more people (FL (1,770 people in 47 facilities), PA (1,472 people in 19 facilities), TX (1,372 people in 18 facilities).

· There were 2 states with approximately 3000 people living in non-state-run facilities with 16 or more people  (Ohio -2790 people in 75 facilities and Illinois -3202 people in 40 facilities)  
What can we learn from this data? 

· More than half of the states --31 states on June 30, 2007—had less than 200 people with ID or DD living in residential facilities run by private or local government entities with 16 or more residents.  
· Although, of course, each facility in the same category has a different number of people living in them, in order to get a general idea of how large these facilities might be, we can divide the total number of residents in the state living in such facilities by the number of non-state operated facilities they live in to get an average number of residents per facility. This will give us one way to look at how large the non-state run facilities might be.

· Using this approach, only 3 states have an average of more than 100 residents in each non-state-run facility.

· No state had an average greater than 150 people per facility.
· This average number is not conclusive, because it does not tell us if any of these facilities have large populations. No report of the largest non-state ICF-MR in each state could be found.
· The 15 states that have either no state run ICFs-MR (8 states) or have only state-run ICFs-MR with no more than 100 residents each, similarly do not have any non-state run ICFs-MR with more than 100 people.

4.
What is the most common size of residential settings in the nation for people with ID/DD?
Snapshot: Looking at all the people with ID/DD receiving services in a “non-family” residential setting, what percentage of these residents lived with 1-15 other people on June 30, 2007? 
· In 26 states, more than 90% of residents lived in small settings.
· In 10 other states, more than 80% of residents lived in small settings.
· In 10 other states, more than 70% of residents lived in small settings.
· Arizona and New Jersey alone had only 50-60% of residents living in small settings.
· Missouri had the lowest percentage with only 41.5% of its residents living in small settings.
What can we learn from this data?
· New Jersey and Arizona alone served 40-50% of people with ID/DD in larger residential settings with 16 or more people. 

· 46 states served less than 30% of people with ID/DD in larger residential settings with 16 or more people.

5.
Do any states rely on nursing homes, psychiatric hospitals, non-state (private or local government) operated ICFs-MR, or other large institutional settings to serve people with ID/DD while reporting zero or low numbers of people living in large state-run ICFs-MR?


The following table allows a comparison, within and between states, of:

· the number of people with ID/DD living in all types of ICFs-MR – regardless of size or whether the facility counted is state operated

· the number of people with ID/DD living in all settings that have 16 or more residents  (including facilities that are not an ICF-MR)

· the number of people living in the state’s largest state-run ICF-MR

· the number state-run ICFs-MR – all sizes

· the number of non-state ICFs-MR with 16 or more residents

See table next page:
Key: 
Highlight = more than 1,000 people w/ID/DD living in settings with 16 or more people.


Highlight = more than 450 people in largest state ICF-MR.
	STATE
	# LIVING IN ICF-MR

(all sizes / all operators)
	# LIVING WITH 16 OR    MORE PEOPLE 

(all  settings)
	# LIVING IN LARGEST STATE-RUN ICF-MR
	# STATE-RUN 

ICFs-MR


	# NON-STATE

ICFs-MR 

16+

	Alabama (AL)
	244
	206
	206
	1
	0

	Alaska (AK)
	0
	0
	NA
	0
	0

	Arizona (AZ)
	185
	173
	133
	1
	1 (40 people)

	Arkansas (AR)
	1,616
	1,649
	509
	6
	4

	California (CA)
	9,598
	5,065
	706
	7
	11

	Colorado
	125
	104
	29
	2
	0

	Connecticut
	1,148
	794
	526
	7
	0

	Delaware
	141
	141
	80
	1
	1 (60 people)

	Wash DC
	640
	0
	NA
	0
	0

	Florida
	3,205
	3,185
	470
	6
	47

	Georgia
	1,034
	1,034
	337
	5
	1 (110)

	Hawaii
	78
	0
	NA
	0
	0

	Idaho
	543
	478
	93
	1
	0

	Illinois
	9,213
	6,178
	598
	9
	40

	Indiana
	4.012
	470
	53
	4
	3

	Iowa
	2,123
	1,645
	331
	2
	21

	Kansas
	599
	441
	201
	2
	2

	Kentucky
	637
	635
	143
	2
	4

	Louisiana
	5,320
	1,999
	515
	8
	10

	Maine
	322
	20
	NA
	0
	1

	Maryland
	336
	336
	172
	4
	0

	Massachusetts
	952
	978
	284
	6
	0

	Michigan
	151
	151
	151
	1
	0

	Minnesota
	2,513
	979
	41
	1
	36

	Mississippi
	2,601
	1,988
	512
	5
	5

	Missouri
	1,214
	1,020
	260
	9
	1 (32)

	Montana
	54
	67
	67
	1
	0

	Nebraska
	582
	573
	338
	1
	2

	Nevada
	118
	84
	47
	0
	1 (18)

	New Hampshire
	25
	25
	NA
	0
	1 (25)

	New Jersey
	2,963
	3,797
	589
	7
	2

	New Mexico
	182
	0
	NA
	0
	0

	New York
	7,995
	3,185
	295
	10
	31

	North Carolina
	4,124
	2,432
	537
	4
	13

	North Dakota
	593
	179
	127
	1
	1 (30)

	Ohio
	6,667
	4,409
	255
	10
	75

	Oklahoma
	1,630
	1,225
	164
	2
	26

	Oregon
	41
	94
	40
	1
	0

	Pennsylvania
	3,833
	no info given
	355
	5
	19

	Rhode Island
	41
	23
	NA
	0
	1 (23)

	South Carolina
	1,615
	971
	300
	5
	0

	South Dakota
	158
	174
	158
	1
	0

	Tennessee
	1,223
	699
	278
	3
	3

	Texas
	11,447
	6,256
	643
	13
	18

	Utah
	794
	767
	235
	1
	12

	Vermont
	6
	0
	NA
	0
	0

	Virginia
	1,684
	1,477
	490
	5
	2

	Washington
	767
	1,215
	392
	5
	0

	West Virginia
	477
	47
	NA
	0
	2

	Wisconsin
	1,059
	1,016
	273
	2
	11

	Wyoming
	93
	94
	93
	1
	0

	Total USA
	96,527
	62,496
	-----
	158
	408


What can we learn from this data?

· Only 4 states, California, Illinois, Ohio and Texas had more people in large residential settings than NJ.
· NJ is one of only 11 states operating ICFs-MR with 450 or more residents

· The available data, while incomplete, does not warrant concern that there are significant numbers of private or local government (non-state) operated ICFs-MR with very large populations (more than 200 people).
· Only three states showed more people with ID/DD living in settings with 16 or more people than there were people living in ICFs-MR of all sizes. This might mean that these extra numbers represent people with ID/DD living in other types of large settings such as nursing homes, psychiatric hospitals or correctional settings. The extra numbers of large setting residents with ID/DD are: New Jersey (834), Oregon (53) and Washington (448). 
· There are nearly a thousand people with ID/DD in New Jersey living in large residential settings such as nursing homes and psychiatric hospitals. The issue of whether they have medical needs that make these placements appropriate is a matter that may warrant future research and advocacy. 
· This is not to say that other states are appropriately serving in their ICFs-MR people who have complex medical needs due to disability or aging or who need psychiatric treatment. The data does not allow us to determine whether other states successfully provide these specialized services in ICF-MR settings or in smaller settings, or whether medical and psychiatric needs simply go unmet while New Jersey ensures treatment in nursing homes or psychiatric facilities.  However, it does raise an issue of why New Jersey appears to be one of only 2 states that have more than 500 people with ID/DD living in large institutional settings that are not certified as ICFs-MR.
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