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TOTAL PUBLIC IDD SPENDING FOR SERVICES
Fiscal Years 1977-2023
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PUBLIC IDD SPENDING BY REVENUE SOURCE
Fiscal Year 2023

Local Related Medicaid
$23 Millions $39 Millions

Waiver SSIIADC
State $255 Millions
$1.27 Billions

ICFND

$434 Millions
Federal
$1.42 Billions

HCBS Waiver

$690 Millions

Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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FISCAL EFFORT FOR IDD SERVICES
Fiscal Years 1977-2023
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TOTAL FEDERAL-STATE MEDICAID SPENDING
AS 85.2% OF TOTAL IDD SPENDING
Fiscal Year 2023

Other State Funds - Related Medicaid
$147 Millions $77 Millions
Other Federal Funds

$255 Millions

Medicaid ICF/ID
$862 Millions

Federal-State Medicaid
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Medicaid HCBS
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ADJUSTED WAIVER COST PER PARTICIPANT
Fiscal Years 1993-2023
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Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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INDIVIDUAL AND FANMILY SUPPORT SPENDING
Fiscal Years 1987-2023
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INDIVIDUAL AND FAMILY SUPPORT SPENDING
BY REVENUE SOURCE
Fiscal Years 1977-2023
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PERSONS WITH IDD BY SIZE OF SETTING: Fiscal Years 2013-2023

24885 24825 26335 27501 28468 27,046 27434 27957 28082 28,550
16+ PERSONS
Nusing Faciliies 946 968 988 1794 2085 &0 80 83 715 750 750
State Institutions 1790 1777 1724 1672 1658 1662 1669 1645 1615 1609 1598
Private ICFs (164) 2980 2755 5291 4955 4888 4841 4750 4565 4352 4183 4269
OtherResidential (164) 491 182 166 261 231 219 224 220 213 191 168
PubliciCFs(7-1) o0 o ©0 0 0 0 0 0 0 0 0
PivateICFs(7-15) 2813 2457 0 0 0 0 0 0 0 0 0
Other Residential (7-15) 5955 5661 5049 5797 5628 5540 5362 5509 5408 5231 5191
910 11,025 12217 13,022 13978 13914 14569 15075 15779
PublicicFs(<<) 0 0 0 0 O O O O 0 0 0
Private ICFs (<=6) 193 176 185 184 181 175 166 149 147 144 151
Supported Living (<=6) 5173 6325 6898 7155 7752 8194 8590 9237 9962 10748 11509
Other Residential (<=6) 4544 4524 5134 5683 6045 5545 5813 5689 5670 5694 569

Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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ANNUAL COST OF CARE BY RESIDENTIAL SETTING

Fiscal Year 2023
(In Thousands of 2023 Dollars)

Supported Livingh . $29.4

Private ICF/ID (<‘IB)I $ sa36

Public ICF/ID (<16)

16+ Private NDn-ICF.-'ID $67.9
16+ Private ICF.r’ID $80.0

M~ © O O O O Rl

IDD EXPENDITURES
AS A PERCENTAGE OF TOTAL SPENDING ($2,714M)
BY CATEGORY

Fiscal Year 2023
(In Millions of 2023 Dollars)

$1.9
(0.1%)
$58.5
(2.2%)

Supported
Employment

Family Support

$337.9

Supported Living (12.5%)
- (+]

$1,450.7
(53.4%)

6 or Fewer Community
Services

6 or Fewer ICF/ID

7-15 Persons

$353.1
(13%)

$512.2
(18.9%)

16+ Private
Institutions

16+ State-Operated
Institutions

Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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TOTAL DAY WORK AND SUPPORTED EMPLOYMENT PARTICIPANTS
Fiscal Year 2023
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ESTIMATED NUMBER OF INDIVIDUALS WITH IDD
BY LIVING ARRANGEMENT

Fiscal Year 2023
(in thousands)

29.3 (10%)

Supervised o D] oo | ]
Residential Setting O Dﬂu o Dn':' O N " O A

oo
oo

0o
oo

52.0 (18%)

) Alone or OOOOOOOO
with Roommate D CH_ )

0

)

205.2 (72%)

With Famil 2
i amily
Caregiver /—\

20

Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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ESTIMATED NUMBER OF CAREGIVERS
BY LIVING ARRANGEMENT

Fiscal Year 2023
(in thousands)

49.7 (24%)

NN N N NG
o2 2 o2 o2 2

Caregiver
Age 60+

72.0 (35%)

Caregiver
Age 41-59

83.6 (41%)

Caregiver

ESTIMATED NUMBER OF IDD CAREGIVING FAMILIES
AND FAMILIES SUPPORTED BY IDD AGENCIES
Fiscal Year 2023
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Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental
Disabilities, Kansas University Center on Disabilities, The University of
Kansas. https://stateofthestates.ku.edu
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STATE NOTES - ILLINOIS

State of the States

In Intellectual and Developmental Disabilities

lllinois (IL

1. No notes were provided.

The State of the States in Intellectual and Developmental Disabilities Project is a national longitudinal comparative study of financial and
programmatic trends in spending on supports and services for people with intellectual/developmental disabilities (IDD) in the United States.
The project is funded by the U.S. Administration on Community Living as a Longitudinal Data Project of National Significance.

Source: Tanis, E.S., et al. (2025). The State of the States in Intellectual and Developmental Disabilities, Life Span Institute, University of
Kansas. www.stateofthestates.ku.edu

©2025 Tanis, E.S. All Rights Reserved



CHART GLOSSARY AND DESCRIPTIONS

State of the States

In Intellectual and Developmental Disabilities

Terms and Definitions
All terms, definitions, and their sources can be found at stateofthestates.ku.edu/data-
dictionary

1. Family Supports- Community-based services provided to families of children
or adults with IDD living in the family home with the family as the primary
beneficiary. The state IDD agency may provide vouchers, direct cash payments
to families, reimbursement, or direct cash payments to serve providers. There
are two categories of family support, 1) financial
subsidy/cash payments to families; and 2) general family support payments
including respite care, family counseling, equipment, architectural adaptation of
the home, parent education and training, or other state designated categories
of family support. Used in charts: Individual and Family Support Spending,
Individual and Family Support Participants

2. Fiscal Effort (FE)- Spending for IDD services per $1,000 of aggregate
statewide personal income. Used in chart: Fiscal Effort for IDD Services

3. Home and Community Based Services (HCBS)- Home and community-based
services (HCBS) provide opportunities for Medicaid beneficiaries to receive
services in their own home or community rather than in institutions or other
isolated settings. Used in charts: Total Public IDD Spending for Services,
Federal IDD Medicaid Spending by Revenue Source

4. Intellectual and Developmental Disabilities (IDD)- A term used to describe a
group that includes either people with both intellectual disability and another
developmental disability or a group that includes people with intellectual
disability or another developmental disability. Used in all charts.

5. Intermediate Care Facility for Individuals with Intellectual Disability
(ICF/ID)- An optional Medicaid benefit that enables states to provide
comprehensive and individualized health care and rehabilitation services to
individuals to promote their functional status and independence. Used in charts:
Total Public IDD Spending for Services, Federal IDD Medicaid Spending by
Revenue Source

6. Medicaid- Medicaid provides health coverage administered by the states,
according to federal requirements. It provides health coverage to millions of
Americans, including low-income adults, children, elderly adults, pregnant
women and people with disabilities. It covers many long-term services and
supports. Used in charts: Total Public IDD Spending for Services, Federal
IDD Medicaid Spending by Revenue Source

7. Personal Assistance- Services that provide adults with IDD the necessary
level of support to remain in their homes. This includes guidance toward more
independence and arrangements that exercise a measure of participant-
direction. Used in charts: Individual and Family Support Spending, Individual
and Family Support Participants

8. Supported Living - Supports funded by the state IDD agency for adults in
housing arrangements that guarantee: a) choice of where participants live and
choice of house-mates; b) control of the living arrangement by the individual,
the individual’s family or an organization not providing services to the individual
with a disability; and c) supported living planning that recognizes the
individual’s changing needs for effective support in their living arrangement and
daily life. Used in charts: Individual and Family Support Spending, Individual
and Family Support Participants



CHART GLOSSARY AND DESCRIPTIONS

State of the States

In Intellectual and Developmental Disabilities

State Profile Charts and Term Definitions:
Page 1
+ Total Public IDD Spending for Services

A line chart illustrating Total Public Intellectual and Developmental
Disabilities (IDD) Spending for Services. The X axis represents fiscal
years 1977-2023, while the Y axis represents millions of 2023 dollars.
The chart aims to show how total spending has increased, decreased,
or maintained over time. It also aims to show how much of the total
spending on IDD services has come from Medicaid spending.
Specifically, it shows spending for Home and Community Based
Services (HCBS) Waivers, Intermediate Care Facilities for Individuals
with Intellectual Disabilities, & other related Medicaid spending
compared to non-Medicaid spending over time.

+ Public IDD Spending by Revenue Source

A Sankey chart illustrating Public IDD Spending by Revenue Source
in FY 2023. The chart aims to show how much of the total public
spending comes from federal, state, and/or local funds. It also aims to
show a breakdown of what services were paid through federal
spending. Total percentage values may be greater than or less than
100% by up to 1% due to rounding.

Page 2

«+» Fiscal Effort for IDD Services

A line chart illustrating Fiscal Effort for IDD Services. Fiscal Effort is a State
of the States measure for spending on IDD services per $1,000 of aggregate
statewide personal income. The X axis represents fiscal years 1977-2023.
The Y axis represents spending per $1,000 personal income. The chart aims
to show how the total fiscal effort for IDD services have increased,
decreased, or maintained over time. Specifically, it aims to show how
community fiscal effort has increased, decreased, or maintained compared to
institutional fiscal effort. Community fiscal effort is spending on services
serving 15 persons or less with IDD, while institutional fiscal effort is
spending on settings of 16 or more persons with IDD.



CHART GLOSSARY AND DESCRIPTIONS

State of the States

In Intellectual and Developmental Disabilities

+ Federal IDD Medicaid Spending by Revenue Source
A line chart illustrating Federal I/DD Medicaid Spending by Revenue Source.
The X axis represents fiscal years 1977-2023. The Y axis represents
spending per millions of 2023 dollars. The chart aims to show how spending
from HCBS Waivers, spending from other Medicaid sources; and spending
from public and private ICF/IDs have increased, decreased, or maintained
over time. Total percentage values may be greater than or less than 100% by
up to 1% due to rounding.

Page 3

+ Total Federal-State Medicaid Spending as a Percentage of Total IDD
Spending

A Sankey chart illustrating Total Federal-State Medicaid Spending as a
Percentage of Total IDD Spending in FY 2023. The chart aims to show how
much of the total public spending comes from federal-state Medicaid, other
federal funds, and/or other state funds. It also aims to show a breakdown of
what services were paid through Medicaid spending.

« Adjusted Waiver Cost per Participant

A line chart illustrating the Adjusted Waiver Cost per Participant from
FYs 1993-2023. The X axis represents fiscal years 1993-2023, and the Y
axis represents cost in 2023 dollars (in $1,000). The chart aims to show
how the waiver costs per person has increased, decreased, or
maintained overtime.

Page 4
+« Individual and Family Support Spending

A line chart illustrating Individual and Family Support Spending. The X
axis represents fiscal years 1987-2023, and the Y axis represents
spending per millions of 2023 dollars. The chart aims to show how
spending for supported living and personal assistance, family supports,
and supported employment have increased, decreased, or maintained
overtime.

+ Individual and Family Support Participants
A line chart illustrating Individual and Family Support Participants. The X axis
represents fiscal years 1987-2023, and the Y axis number of people receiving
the service. The chart aims to show how the number of people receiving
supported living and personal assistance, family supports, and supported
employment services have increased, decreased, or maintained overtime.



CHART GLOSSARY AND DESCRIPTIONS

State of the States

In Intellsctual and Developmental Disasilities

Page 5

+ Individual and Family Support Spending by Revenue Source
A line chart illustrating Individual and Family Support Spending by Revenue
Source. The X axis represents fiscal years 1997-2023, and the Y axis
represents millions of 2023 dollars. Total spending is broken into Federal-
State HCBS Waiver and Non-Waiver spending. The chart aims to show how
total individual and family support spending has increased, decreased, or
maintained overtime. The chart also aims to show what percentage of the
total spending went to federal-state HCBS waivers compared to non-waiver
spending.

+ Persons with IDD by Size of Setting
A table illustrating Persons with IDD by Size of Setting for fiscal years
2013-2023. The left column represents the different type of residential
settings, while the top row represents fiscal years 2013-2023. The table aims
to compare how total persons with IDD in a variety of residential settings
have increased, decreased, or maintained overtime. Residential settings are
broken down by settings of 16+ persons, 7-15 persons, and 6 or less
persons.

Page 6

« Annual Cost of Care by Residential Setting
A horizontal bar chart illustrating the Annual Cost of Care by Residential
Setting in FY 2023. X axis represents thousands of 2023 dollars and the Y
axis represents type of residential setting. Chart aims to show the annual
cost of care for supported living, private ICF/ID, public ICF/ID,16+ non
ICF/ID,16+ private ICF/ID, and 16+ state operated institutional settings.

< IDD Expenditures as a Percentage of Total Spending by Category

A horizontal bar chart illustrating IDD Expenditures in 2023. The chart aims
to show the total spending in 2023 and break down the total spending by
service category as percentages of the total. Categories can include: 6 or
fewer community services, ICF/IDs of 6 or fewer persons, settings 7-15
persons, public institutions, private institutions, supported employment;
family supports; supported living.
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Page 7

gi’ Total Day/Work and Supported Employment Participants
A stacked column bar chart illustrating Total Day/Work and Supported
Employment Participants. The X axis represents fiscal years 1987-2023, and
the Y axis represents the number of participants. Total participants are
broken into the total number of Day Work participants and the percentage of
supported employment participants. The chart aims to show how the total
number of day work participants has increased, decreased, or maintained
overtime. The chart also aims to show what percentage of the total Day Work
participants are utilizing Supported Employment services overtime.

% Estimated Number of Individuals With IDD by Living Arrangement

A horizontal bar chart illustrating the Estimated Number of Individuals with
IDD by Living Arrangement in FY 2023. The chart aims to show what
percentage of individuals with IDD live in a supervised residential setting,
live alone or with a roommate, or live with a family caregiver.
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+ Estimated Number of Caregivers by Age
A horizontal bar chart illustrating the Estimated Number of Caregivers by Age
in 2023. The chart aims to show what percentage of caregivers are
caregivers aged 60 or older, caregivers aged 41-59; or caregivers aged 41 or
younger.
% Estimated Number of IDD Caregiving Families and Families

Supported by IDD Agencies

A stacked column bar chart illustrating the Estimated Number of IDD
Caregiving Families and Families Supported by IDD Agencies. The X axis
represents fiscal years 1989-2023, and the Y axis represents the number of
families. The bars in the chart are broken into total number of IDD caregiving
families and the percentage of families supported by state IDD agencies. The
chart aims to show how the total number of IDD caregiving families has
increased, decreased, or maintained overtime. The chart also aims to show
what percentage of those caregiving families were supported by state IDD
agencies overtime.





