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“Don’t tell me what you 
value, show me your 
budget, and I’ll tell you 
what you value.”

~Joe Biden, 47th Vice President of the 
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Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities
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Sources: Braddock et. al. (1981-2017)

I. INSTITUTIONAL SERVICES FINANCIAL DATA
(16 or more persons)

A. PUBLIC 16+ INSTITUTIONAL SERVICES FUNDS 
1. State Funds

a. ICF/ID Medicaid Match
b. General Funds (not including state ICF/ID match)
c. Other State Funds (not including state ICF/ID match)
d. Local Funds in Excess of Match

2. Federal Funds
a. Federal ICF/ID
b. Title XX/Social Services Block Grant
c. Other Federal Funds

B.  PRIVATE 16+ INSTITUTIONAL SERVICES FUNDS
1. State Funds

a. ICF/ID Medicaid Match
b. General Funds (not including state ICF/ID match)
c. Other State Funds (not including state ICF/ID match)
d. Local Funds in Excess of Match

2. Federal Funds
a. Federal ICF/ID
b. Other Federal Funds



II. COMMUNITY SERVICES FINANCIAL DATA 
(15 or fewer persons)

A. COMMUNITY SERVICES FUNDS FOR 15 OR FEWER PERSONS
1. State Funds

a. ICF/ID Medicaid Match
b. General Funds (not including state ICF/ID match)
c. Other State Funds (not including state ICF/ID match)
d. Local/County Funds in Excess of Match
e. SSI State Supplement Funds

2. Federal Funds
a. Public ICF/ID (<16)
b. Private ICF/ID (<16)
c. HCBS Waiver
d. Other Medicaid Services 

1. Rehabilitation  Services
2. Clinic Services
3. Targeted Case Management
4. Personal Care Services
5. Other Medicaid Services

e. Title XX/Social Services Block Grant
f. Other Federal Funds 
g. SSI and Adults Disabled in Childhood (ADC) benefits – HCBS 

Waiver participants



I. COMMUNITY RESIDENTIAL SETTINGS (1-6 PERSONS)
A. Public ICFs/ID
B. Private ICFs/ID
C. Supported Living
D. Personal Assistance
E. Other residential settings

(Group homes, apartments, foster, host homes)

II. COMMUNITY RESIDENTIAL SETTINGS (7-15 PERSONS)
A. Public ICFs/ID
B. Private ICFs/ID
C. Other residential settings for 7-15 persons

III. DAY/WORK PROGRAM PARTICIPANTS
A. Sheltered employment/work activity
B. Day habilitation ("day training")
C. Supported/competitive employment

IV. HCBS WAIVER PARTICIPANTS

V. PUBLIC & PRIVATE INSTITUTIONAL SETTINGS (16+ PERSONS)
A. State-operated institutions
B. Private ICFs/ID
C. Other private residential facilities
D. Nursing faciltiy residents with I/DD

Sources:  Braddock (1981, 2002a); Braddock, Hemp, & Fujiura (1987).

   
   

 



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

 Preliminary FY 2016-17 data
 Subject to additional analysis



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

One reduction in 2011



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

75.7%

13.1%

19.0%

Total spending: $71.4 billion



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

Total federal-state Medicaid: $48.5 billion

68%

13%

19%



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities
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Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

TOTAL: $71.7 B



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

Growth between 1993 – 2017:
Supported Living/Personal Assistance: 1746%
Family Supports: 889%
Supported employment: 74%



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities

4% 6% 10%
14% 15% 17%

2.79
2.85

3.05
3.11

0.00

0.50

1.00

1.50

2.00

2.50

3.00

3.50

4.00

4.50

5.00

88 89 90 91 92 93 94 95 96 97 98 99 00 01 02 03 04 05 06 07 08 09 10 11 12 13 14 15 16 17

M
ill

io
ns

 o
f c

ar
eg

iv
in

g 
fa

m
ili

es

Fiscal year

IDD caregiving families and families supported by state IDD agencies: 
FY 1988-2017

Families supported by state IDD agencies

Total IDD caregiving families



Source: Braddock, D. et al.  (2018).The State of the States in Intellectual Disabilities
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To learn more about the Coleman Institute visit www.ColemanInstitute.org

For more information about State of the States visit: 
http://www.StateoftheStates.org

Financial support was obtained from the U.S. Administration on Intellectual 
and Developmental Disabilities and the Coleman Institute for Cognitive 
Disabilities, University of Colorado.

http://www.colemaninstitute.org/
http://www.stateofthestates.org/


Like us on FaceBook

Follow us on Twitter@SOS_in_DD

Email us:
Shea.Tanis@cu.edu
Amie.Lulinski@cu.edu

mailto:Shea.Tanis@cu.edu
mailto:Amie.Lulinski@cu.edu




Community Inclusion and the 
Residential Information Systems 

Project (RISP)
risp.umn.edu     risp@umn.edu

HCBS Conference 2018 
Heidi Eschenbacher hje@umn.edu

Larson, S.A., Eschenbacher, H.J., Anderson, L.L., Taylor, B., Pettingell, S., Hewitt, A., Sowers, M., & Bourne, 
M.L. (2018). In-Home and Residential Long-Term Supports and Services for Persons with Intellectual or 
Developmental Disabilities: Status and Trends through 2016 . Minneapolis: University of Minnesota, Research 
and Training Center on Community Living, Institute on Community Integration. Retrieved from: 
https://risp.umn.edu

Preparation of this presentation was supported, in part, by cooperative agreements (90DN0297, 90DN0291, 
and 90RT5019-01-00) from the US Health and Human Services, Administration on Community Living. Grantees 
undertaking projects under government sponsorship are encouraged to express freely their findings and 
conclusions. Points of view or opinions do not, therefore necessarily represent official AIDD policy.

mailto:hje@umn.edu
https://risp.umn.edu/


Why is the RISP data important?
 Track status and trends in LTSS for people with IDD 

(e.g., deinstitutionalization)
 Nationally
 State-by-state

 Used by federal and state policy makers, advocates and other 
stakeholders to: 
 Review national and state progress toward LTSS goals
 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



System Information

How many people are there with IDD? 
What supports to people with IDD access? 

risp.umn.edu



People 
with IDD in 
the US in 

2016
2% of the 

U.S. 
population



How RISP calculated Prevalence in FY2016

5,147,596
People Age 0-17

6.99% of the U.S. 

1,970,933
People Age 18+

0.79% of the U.S. 

255,873
People in 

Congregate 
Settings of 4 or 

More People

RISP data FY 
2016 from State 

Children's’ prevalence 
estimates(NHIS)

1994/5: 3.84% age 0-5
1994/5: 3.17% age 6-17

(Larson et al, 2001)

2014: 5.76% age 3-17
2015: 6.04% age 3-17
2016: 6.99% age 3-17

(Zablotsky et al, 2017)



Long-Term Supports and Services (LTSS) 
Long-Term Supports and Services (LTSS) assist people experiencing ongoing 
difficulties as a result of aging, chronic illness, or disability to perform activities of daily 
living (such as eating, bathing, and dressing), instrumental activities of daily living 
(such as cooking, housekeeping, and managing money or medications), and to 
participate in employment, educational, recreation, and community activities of their 
choice. 

LTSS include, but are not limited to, 
 residential supports, 
 in-home supports, 
 personal care assistance, 
 family supports, 
 day or employment supports, 
 case management, 
 behavioral supports, 
 support for participant direction, 

 therapeutic services, 
 non-medical transportation, 
 equipment, 
 technology and modifications, 
 home delivered meals, 
 community transition services, 
 family and caregiver training, 
 respite, and 
 financial management services.

Case management alone is not LTSS, but with one service it is LTSS.



FY 2016 Highlights

risp.umn.edu



Where did LTSS Recipients with IDD live?

Family …

Own Home
12%

Host/ Foster 
Family

5%

IDD Group 1-3
7%

IDD Group 4 - 6
11%

IDD Group 7 -
15
4%

IDD Group 16+
3%

1,228,700
LTSS 

Nursing home and 
Psychiatric Facility 
Residents often do not 
receive LTSS through IDD 
Agencies



Percent of LTSS Recipients with IDD Living with a Family 
Member Compared to the Proportion of People Served by 

the State IDD Agencies Age 21 and Under
by State on June 30, 2016
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Average Number of LTSS Recipients with IDD 
Per Setting as of June 30, 2016

68.8
18.6

9.2
5.2

3.4
2.2
1.6
1.4

State ICF/IID

Nonstate ICF/IID

Nonstate Group Home

Host/Foster Family Home

Average Number of LTSS Recipients with IDD Per Setting

This figure does not include LTSS recipients 
living in the home of a family member.



Percent of LTSS Recipients who lived with 3 or fewer and 6 
or fewer people with IDD on June 30, 2016
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Medicaid

risp.umn.edu
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Number of Individuals by Medicaid Funding Authority 
and Residence Type

with Average Per Person Expenditure FY 2016

173,363 

31,043 

204,406 

5,022

254,547 
348,509 

603,056 

69,592

Waiver (Family Home) Waiver (Other Setting) Waiver (all settings) ICF/IID

21 years or younger
People

$13,831 
$37,360 

$17,404 

$117,714 

$26,486 

$72,224 
$52,918 

$142,499 

Waiver (Family Home) Waiver (Other Setting) Waiver (all settings) ICF/IID

Birth to 21 years 22 years or more
Cost Per Person



Per Capita Investment in People with IDD 
FY 2016

People with IDD Receiving Funded Supports and Services

Medicaid Funding provided 
to people with IDD provided 
per state resident

380
273

$142 

 Term Suppports and Service Recipients per 100,000Medicaid Recipients ICF/IID and IDD Waiver per 100,000Expenditures per capita (Medicaid ICF/IID and IDD W



People With IDD Waiting for Services in 
the United States…

291,255 291,255 
443,606 

592,070 

774,964 807,462 

87,187 71,922 
73,828 

115,059 

199,641 193,828 

1996 2000 2005 2010 2015 2016

Waiver Recipients People Waiting

% is the amount of growth needed to serve those waiting. 
From 2010 on, people waiting may include people waiting for residential services in addition to the Medicaid Waiver. In 
2015-16 people waiting were those waiting in the family home for Waiver Services.



Medicaid Waiver
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Number of People Receiving Waiver-
Funded Supports per 100,000 of the 

Population



Age and Spending for Waiver Recipients 
Settings in 2016



53% 15% 7% 26%

DE

CO

CT
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NV

TN

OK

VT

GA

SD

ND

MN

MO

IL

PA

MI

OR

WA

MS

CA

Family %

Percent of Medicaid 
Waiver Recipients 
with IDD in Family 
Home, Own Home, 

Host or Foster Family 
Home, or Group 

Settings by State June 
30, 2016



Medicaid Waiver Recipients with IDD per 100,000 of the 
Population by Age and State on June 30, 2016
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Annual Medicaid Waiver Expenditures for People with IDD 
per State Resident by State FY 2016
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ICF/IID
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Number of People in ICF/IID Settings per 
100,000 of the Population



Age and Spending for People Living in 
ICF/IID Settings in 2016



People Living in an ICF/IID per 100,000 of the Population by State 
and Age on June 30, 2016
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Proportion of LTSS Recipients in an ICF/IID Certified Facility by 
Type of Operation and Setting Size on June 30, 2016

5%

34%

83%

11%6% 14%

97%

66%

1-6 People 7-15 People 16+ People All sizes

Pe
rc

en
t i

n 
an

 IC
F/

IID

Facility Size

Nonstate-…
State-Operated

Excludes LTSS recipients with IDD living with a family member.

ICF/IIDs make up the 
majority of 16+ 
facilities among LTSS 
recipients.

Most people in 
state-operated 
facilities are in 
ICF/IIDs.



Historical Trends
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Historic Trends: RISP tracks LTSS for people with IDD 
(e.g., deinstitutionalization)
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Number of people in State-Operated Facilities 
with 16 or more people with IDD



Children and adults in large state 
IDD facilities of 16 or more people 1950-2016

Source: RISP - Larson et al, 2018
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Historic Trends: State IDD Agencies are serving more 
people, particularly in community settings

17% 15% 15% 13% 12% 12% 11% 10% 9% 9%

8% 7% 7% 6% 6% 6% 6% 5% 6% 6%

11% 11% 10% 10% 10% 10% 10% 11% 11% 10%
9% 9% 10% 10% 10% 10% 9% 9% 8% 8%9% 9% 9% 9% 10% 10% 11% 10% 10% 11%35%

37%
36% 37% 37% 35% 33% 34% 34% 33%12%

11%

13% 14%
16% 18% 19%

21% 22%
23%

693,691 

794,925 

908,876 
954,517 

1,017,054 1,042,698 1,072,997 
1,138,121 1,170,190 

1,258,796 

1998 2000 2002 2004 2006 2008 2010 2012 2014 2016

Family with
Waiver
Family No
Waiver
Own Home

Host/Foster,
IDD 1 to 3



Non-family IDD Settings by Setting Size, and Proportion with 1 to 6 
People on June 30 of Selected Years, 1977 to 2016

63% 66% 80% 85%
92%

94%
95%

96% 96% 96%
97% 97%

11,00815,581
33,477

49,479

96,530
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167,874

201,804205,294203,443
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16+



Recipients with IDD Per Non-family Setting on June 30 of 
Selected Years 1977 to 2016
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Public Residential Facilities

State-Operated Facilities 
with 16 or more people

risp.umn.edu



State Operated Settings, by Size



Closures of State-Operated Facilities with 16 
or more People as of June 30, 2016



Demographics of Newly Admitted, Readmitted, and 
Discharged PRF Residents in FY 2016

4%
19%

31%
45%

30%
43%

18% 9%17%

61%

13% 8%11%

38%
23% 27%

0 -21 years 22-39 years 40-54 years 55+ years

Age Distribution
On June 30, 2016 New Admissions Readmissions Discharges

14% 14%
19%

53%

42%

27%

11% 11%

48%

29%

11% 10%

36%

22%

10%

27%

Mild or None Moderate Severe Profound

Level of Intellectual Disabilities
On June 30, 2016 New Admissions Readmissions Discharges



PRFs Closed, Downsized, or Converted to Non-IDD Use or Nonstate
Operation Between 1960 and 2016 with Projected Closures for 2016 

to 2024 in 5-Year Interval
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1977 1987 1998 2008 2016
63+ 6,044 5,682 4,119 4,204 4,130
40-62 28,71 25,56 25,22 21,30 10,57
22-39 61,95 51,13 19,56 7,918 3,662
0-21 54,40 12,31 2,574 1,612 714
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Contact Us, and What’s 
Available Online
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Trends over time & current year data: State Profiles



What’s available online

 State Profiles
 Interactive Visualizations 
 Reports 
 Infographic  pages



Contact Us with questions or for technical 
assistance

Heidi Eschenbacher hje@umn.edu
Sheryl Larson, Ph.D. Principal Investigator

RISP MN: Amy Hewitt (ICI Director), Sheryl Larson (Principal Investigator), 
Heidi Eschenbacher, Lynda Anderson, Sandy Pettingell, Kristin Dean, 
Jonathan Walz, Shawn Lawler, John Westerman, Sarah Hollerich

HSRI: Brittany Taylor, Yoshi Kardell, John Agosta

NASDDDS: Mary Lee Fay, Mary Sowers, Mary Lou Bourne

Research and Training Center on Community Living
Institute on Community Integration (UCEDD) 
University of Minnesota, Twin Cities
214 Pattee Hall, 150 Pillsbury Drive SE
Minneapolis, MN 55455

risp@umn.edu
For general questions: 

mailto:hje@umn.edu
mailto:risp@umn.edu


Access to Integrated 
Employment
Employment Outcomes & Services



Core Activities
 National Survey on Day and Employment Services

State IDD Agencies

 VR services and outcomes
RSA 911

 National Core Indicators

 American Community Survey 
Employment participation and outcomes

 Social Security Administration
Work incentive use, work participation

Workforce development
Number of customers, entry into employment



Core Activities
Promising Practices

IDD Agency, Community Providers, 
Community Life Engagement

National Survey of Community Rehabilitation Providers
1987, 1992, 2002-2003, 2010

Employment first case studies

Young Adult Outcomes and Services Report

Real People Real Jobs
www.realworkstories.org

http://www.realworkstoris.org/


How many people are employed?

No disability

Any disability

Cognitive disability

No disability

Any disability

Cognitive disability

Source: American Community Survey



Number in Employment and Day Services
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Integrated employment

632,000

312,448

Source: ICI National Survey of
State IDD Agencies



Number in Employment and Day Services
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Integrated employment
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Source: ICI National Survey of
State IDD Agencies

+12%



Participation in integrated 
employment services varies widely
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20%

40%

60%
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100%

Source: ICI National Survey of
State IDD Agencies 2015



Context matters
Higher-Performing States Model

Hall et al., 2007



Works In Integrated Employment
Nation

5.7%

5.0%

6.8%

14.0%

19.1%
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Supporting Choice

No paid 
job 81%

Paid job 
19%

Does not 
want job 

53%

Wants 
job 
47%

No job 
goal in 

ISP
59%

Job goal 
41%

610,188 232,011 136,886

Source: National Core Indicators
2015-2016



Changing Investments

FB & Non-Work FB & Non-Work
87.0%

Services Funding

Integrated 
Employment 
18.8%

Integrated 
Employment 
13.0%

Source: ICI National Survey of 
State IDD Agencies 2016



Self Sufficiency & Meaningful 
Day
Mean Hours and Wages per week

Hours worked Gross Wages

Individual job with 
supports

13 $111

Individual job 
without supports

14 $119

Group supported 
job

13 $84

Source: National Core Indicators
2015-2016



Self Sufficiency & Meaningful Day
Average hours worked per week: Individual job
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VR trends: Nation
Number of closures: Persons with ID
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VR: Engagement with individuals 
with an ID
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Reasons for exiting VR without a job: 
Persons with ID



Use of work incentives: 
Impairment Related Work Expenses
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Policy Influences

CMS Employment Guidance
CMS Settings Rule

Department of Justice
WIOA

State Employment First



Focus Areas
WIOA Implementation

Pre-employment Transition Services
Section 511: Subminimum wage
Interagency collaboration

Community Life Engagement
Provider capacity
Case Management
Service definition redesign
Funding
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John Butterworth
(617) 287-4357

john.butterworth@umb.edu

www.ThinkWork.org

www.RealWorkStories.org

http://www.statedata.info/
http://www.statedata.info/
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