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Residential Information Systems Project



Purpose

 Track status and trends in deinstitutionalization and community 

residential supports and services

 Nationally

 State-by-state

 Used by federal and state policy makers, and advocates to: 

 Present national and state trends in LTSS to Congress, State 

Legislatures, Courts and other stakeholders 

 Compare a state’s performance to the nation or other states 

 Prepare reports 

 Advocate for systems change 

 Enhances ongoing programs of research:

 Provides state level data to help explain variability in outcomes

 Provides a local context for proposed changes



People with IDD in the US in 2014

1,168,860 receive LTSS through State IDD agencies



Age of People in State IDD Systems in 

2014

22 or Older
61%

Birth to 21
39%



Living Arrangements of Service Recipients 

in 2014

Family Home
57%

Own Home 1-3
11%

Host/ Foster 
Family 1-3

5%

IDD Group 1-3
6%

IDD Group 4 - 6
11%

IDD Group 7 - 15
5%

IDD Group 16+
3%

Nursing Home, Psychiatric
2%



Percent of People with IDD Living With a 

Family Member in 2014
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Percent Living with a Family Member by State in 

2014
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RISP Dimensions

Operating Entity

(State vs Non-state)

Setting Type

(ICF/IID, group home, host 
home/foster, own home, family 

home, other)

Funding Authority

(Medicaid Waiver, Medicaid State 
Plan, Other)

Setting Size 

(1-3, 4-6, 7-15, 16+)

How many people? How many 
settings?

Age

0-21 vs 22+



Funding Authority (Flavors of Waivers)

Medicaid HCBS Waiver

 1115 Demonstration waivers

 1915(a) – Voluntary managed care

 1915(b) – Managed care 

 1915(b/c) – Managed care 

 1915 (c) Waivers 

 Comprehensive Waivers 

 Capped Supports Waivers

 Model Waivers (e.g., for people with 

special healthcare needs)

 Autism waivers 

 Other Medicaid Waiver Authorities

Medicaid State Plan

 ICF-ID Medicaid Intermediate Care 

Facility for Persons with Intellectual or 

Developmental Disabilities

 1915(i) – State plan HCBS 

 1915(j) – Self-Directed Personal 

Assistance Services 

 1915(k) – Community First Choice

 Other state plan LTSS 

 Other Medicaid Authority

 State IDD Agency

 Other State Agency

 Other

Non-Medicaid funded 



Number of People with IDD by Funding 

Authority 2014

759,420

76,201

341,483

241,922
170,864

Medicaid
Waiver

Medicaid
ICF/IID

Medicaid
State Plan

State Funds No Public
funds

Includes duplicate counts.  State plan and state 

funds can be combined with other funding authorities



Medicaid Recipients by Age, Residence and 

Funding Authority 2014

162,835

22,977
4,514

215,655

345,450

71,687

Waiver (Family Home) Waiver (Non-Family) ICF/IID

21 years or younger 22 years or older



Average Annual Per Person Expenditures by 

Age, Residence, and Funding Authority FY 2014

$12,978 

$46,046 

$119,198 

$23,865 

$58,839 

$128,359 

Waiver (Family) Waiver (Other) ICF/IID

21 years or younger 22 years or older



Medicaid Waiting Lists and Utilization FY 2014

209,267

95,999

27,932

Waiting for Medicaid Waiver LTSS

Waiting to move from family home

Getting Targeted Case
Management While Waiting

836,889
           ICF/IID Plus Waiver

Recipients



1965 Medicaid 

Program 

1971 Medicaid 

Intermediate Care 

Facilities for Individuals 

with Intellectual 

Disabilities
1975 PL 94-142 

Individuals with 

Disabilities 

Education Act

1981 Home and 

Community Based 

Services Waiver

1990 Americans 

with 

Disabilities Act

1999 Supreme 

Court Olmstead 

Decision

2014 Home and 

Community 

Based Services 

Rule

Milestones



Funding Source for LTSS Recipients Living with Family

1998 to 2014
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LTSS Recipients in Non-Family Settings 

by Operating Entity 1977 to 2014



People in Non-Family Residential Settings of 

Different Sizes 1977 to 2014
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Medicaid Funded LTSS for People with 

IDD in the US States 1977 to 2013

Moving From

Intermediate Care Facilities 

for Individuals with 

Intellectual Disabilities 

(Dark Green)

To

Home and Community 

Based Waiver Services

(Dark Blue)
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Medicaid LTSS Recipients with IDD

1977 to 2014
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People with IDD in Large State Institutions 

1950 to 2014
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PRF Facility/ IDD Unit Closures and Projected 

Closures in 5-Year Intervals 1960 to 2024 
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People in Individualized Services Have 

Better Outcomes

 Family satisfaction

 Individual satisfaction

 Choice

 Skills

 Cost per person



Status

 22% of people w/IDD are supported in the IDD 

system (mostly adults)

 Most people w/IDD of ALL ages live with a 

family member  

 51% in non-family settings shared a home with 

3 or less people with IDD 

 232,204 waiting for Medicaid LTSS

 IDEA funded supports



Trends

 Changing numbers and types of funding 

authorities

 Growth of Medicaid LTSS Managed Care

 Deinstitutionalization success

 14 states have no large state IDD facilities 

 34 state-operated facilities closed between 

2010 and 2014

 99% reduction in the number of children in 

large facilities since 1965



Challenges

 112,000 people with IDD live in a facility of 7 or 

more people

 69,326 in nonstate IDD facilities

 28,002 in state IDD facilities

 21,011 in nursing homes

 2,613+ in state psychiatric facilities

 2014 HCBS Waiver Rule (Settings)

 Changing diagnoses of those leaving school



2014 CMS HCBS Rule

Medicaid HCBS funded services must

 Be integrated in and provide support for full access to the greater community, 

including opportunities to seek employment and work in competitive integrated settings, 

engage in community life, control personal resources, and receive services in the 

community, to the same degree as individuals not receiving Medicaid HCBS. 

 Be selected by the individual from among setting options including non-disability specific 

settings and an option for a private unit in a residence. The setting options are identified 

and documented in the person-centered service plan and are based on the individual's 

needs, preferences, and, for residential settings, resources available for room and board. 

 Ensure an individual's rights of privacy, dignity and respect, and freedom from 

coercion and restraint. 

 Optimize individual initiative, autonomy, and independence in making life choices, 

including but not limited to, daily activities, physical environment, and with whom to 

interact. 

 Facilitate individual choice regarding services and supports, and who provides them. 



HCBS in Provider Owned or Controlled 

Residences
 The unit or dwelling must be a specific physical place that can be owned, rented, or 

occupied under a legally enforceable agreement by the individual receiving services, and 

the individual has, at a minimum, the same responsibilities and protections from eviction 

that tenants have under the landlord/tenant law of the State, county, city, or other 

designated entity. 

 Each individual has privacy in their sleeping or living unit including: 

 Entrance doors can be locked by the individual, with only appropriate staff having 

keys. 

 Individuals sharing units have a choice of roommates within that setting. 

 Individuals have the freedom to furnish and decorate their sleeping or living units to 

the extent allowed by the lease or other agreement. 

 Ensure individuals have the freedom and support to control their own schedules and 

activities, and have access to food at any time. 

 Ensure individuals are able to have visitors of their choosing at any time. 

 Be physically accessible to the individual. 



RISP 2014 State Profile
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