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Remembering the Past
Malmo, Sweden, 1970
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Conclusions and Demands: Leisure Time
Activities and Vacations

~

AUnder no cir
we want to walk in large
groups 1 n

AWe have all
summer camps for adults
should be banished (This
refers to segregated camps
for both retarded adults and
chil dren)

t

nWe think fur

financial situation of [people
with disabilities] is such that
he cannot afford the leisure
time activities or
organizations he wants to
part

t ake

AWe think tra
good, but one should travel
with other [non-disabled]
young adults of the same
age. o

nWe all agree
more rights to participate in
decisions, especially in
planning and carrying out
our | el sur e

AWe think one
oneself what to do during
vacations
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Conclusions and Demands: Living
Conditions

AnWe want the
h together with members of
the opposite sex when we We want to choose our own
feel ready for it, and we also furniture and have our own
want the right to marry when furniture |
we ourselves find the time is
0

AWe wish to
apartment of our own and AWe want to
not be coddled by own our own apartment but
personnel; therefore we without priority in the waiting
want courses in cooking, |l i st . O
budgeti ng,

AnWe want to
nWe wi | | abso personal freedom and not as

specific hours to follow in It 1Is nowéwhe
terms of going out, to ask for permission to
returning, shop for fruit, newspapers,
tobacco, e

AWhen we are
institutions, we want social
training so as to be able to
move out into society and

manage on o
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Conclusions and Demands: Education

AWe think ten

(special) schooling is good enough,
but there should be more courses in
languages, math, contemporary
events, social orientation,
ng, SoCcC

handwr i t |

AWe demand mor e
wider range of vocational fields so
that we can have a larger freedom

of choice in determining our
vocations. o

AnWe demand that
real work experience than at present
should be provided to vocational
students, and that at higher salaries
be given during these practicum
periods. At the same time, we want
to have study grants (stipends)

during our vocat

AnThere should be
which can take part in decisions
about the curriculum, choice of
books, leisure time activities, etc.
The same goes, of course for
vocati onal S C

AnWe ask for adu
daytime, either in study circles a few
days a week, or during a longer
continuous period. To compensate
for the salary one loses during the
study period, we ask for study
grants.
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Conclusions and Demands: Work

n We

de mand
high enough so that we

do not need to depend

on the pension which we
d 6

t hi nk

| S

NnNWe do not

used (exploited) on our

jobs by being given the

worst and most boring
tasks, as

NWe think t
pay is tiring and
stressful, and instead we
want higher pay per hour

per mont

nNnWe demand
more information about
our disability, and the
possibilities we have of
entering the open
mar ket . o

nNnWe demand
capacity for work should
not Dbe unde
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Consider This...

You were placed in an environment where
these were your conclusions and demands.
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Willowbrook State School, 1972

SOURCE: WILLOWBROOK 51 YEARS LATER: A LOOK AT
.~ . . HISTORY AND, MODERN ADVQCACY - DISABILJTY,RIGHTS
AnNThe facility was prcturead by t1te

administration to be a safe ’
Institutions for residents to receive
therapy, opportunities, resources, .‘
and proper car e. O

AnNDue to severe un
overcrowding, and lack of funding,
resi dents r eszefiisv e
all 6 | evel of <car
revealed to be widespread neglect
and I nhumane tr ea
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https://www.disabilityrightstn.org/willowbrook-51-years-later-a-look-at-history-and-modern-advocacy/
https://www.disabilityrightstn.org/willowbrook-51-years-later-a-look-at-history-and-modern-advocacy/

Developmental Disabilities
Assistance and Bill of
Rights Act of 2000
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Programs Established by

the Developmental Disabilities Act

University Centers for Excellence in

|| ° Developmental Disabilities
State Councils on Education, Research, & Service
ate Councils o (UCEDDS)

Developmental
Disabilities | Protection & Advocacy
(DD Councils)

. System (P&AS)

Projects of National
Significance (PNS)
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Subtitle E - Projects of National Significance

Sec 161. Purpose - The purpose of this
subtitle is to provide grants, contracts or
cooperative agreements for projects of
national significance that -

(2) Support the development of national and
State policies that reinforce and promote, with
the support of families, guardians, advocates,
and communities, of individuals with
developmental disabilities, the self-
determination, independence, productivity,
and integration and inclusion in all facets of
community life of such individuals through

1. Family support activities;

2. Data collection and analysis;

3. Technical assistance to entities funded
under subtitles B & D

Projects of National
Significance

T
| : I

Supporting Short-term Ongoing Longitudinal

Emerging  Projects, Data Collection
Needs  Differences '
ThinkWork
State
State of the States |

© 2025 E.S.Tanis. All Rights Reserved



Data-Driven Ecosystem

ADD Council s fi¢yda)goalspas devefoyed thrgughbdata driven
strateqgic planning , for advocacy, capacity building and systemic change
related to the areas of emphasis, to be undertaken by the Council, that i 0

AUCEDDs #f(B) address the pr agdaeddctviges al s
based on data driven strateqic planning and in a manner consistent with the
objectives of this subtitle, that T 0

AProtection & Advocacy fi(C) on an annu
Secretary, and take action with regard to goals (each of which is related to 1 or

more areas of emphasis) and priorities, developed through data drive strategic
planning , for the systems activities i 0
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State of the States In
Intellectual and
Developmental Disabilities
Ongoing Longitudinal
Project of National
Significance

State of the States

In Intellectual and Developmental Disabilities



Examines Financial and
Programmatic Trends in
Supports and Services for
People with IDD and their
Families

1848 - 2024




Prevalence of Intellectual and Developmental Disabilities

In the U.S. In 2020

A Estlmated 8 38 MI”IOn Children and Adults with IDD in the U.S.in 2020
people with IDD in the U.S. 6,102,524
A 27% adults
2,881,326
A 44% of adults are known to
state IDD agencies
2,275,551
Source 2R 2R 1,270,150
Larson, S. A., Neidorf, J., Pettingell, S., & Sowers, M. m
(2024). Long-term supports and services for persons m
with intellectual or developmental disabilities: Status Children Adults
and trends through 2020. Minneapolis: University of
Minnesota, Research and Training Center on Developmental delay only
Commu_nlty Living, Institute on Community Intellectual diability/autism spectrum disorder (children),
Integration. intellectual disability/developmental disability (adults

Bl Known tostate IDD agencies

© 2025 E.S.Tanis. All Rights Reserved



Data Sources

Primary Secondary

CENTERS FOR MEDICARE & MEDICAID SERVICES

C United States™

ensus

S 117 ¢ D
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Key Program and Participant Categories

Community &
Residential
Settings (7 -15)

Institutional
Settings (16+)

oPublic & Private o Public & Private
ICF/ID ICF/ID
oNursing Facilities o Other Residential

oOther

Community &
Residential
Settings (6>)

o Public & Private
ICF/ID

0 Supported Living

o Personal
Assistance

o Family Support

o Other Residential

Day/Work Program Technology

0 Sheltered o Smart Homes
Employment/Work o Individual Support

Activity Technology
o Day Habilitation 0 Remote Supports
0 Supported

Employment
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Factors Influencing State Data

State Demography

1 State Legislation
/

State Budget
\:L/ J

t . State Fiscal Policy

Litigation

Eligibility Criteria

State Initiatives

State Defined Services
Walivers
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Institutional Census of People with IDD in the US.
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Closures of Institutions for People with IDD

1. District of

Columbia (1991) 10

2. New Hampshire
(1991)

3. Vermont (1993)

4. Rhode Island
(1994)

5. Alaska (1997)

6. New Mexico
(1997)

7. West Virginia
(1998)

8. Hawaii (1999)

9.

11.
12.
13.
14.

Maine (1999)

Minnesota

(2000) STATE SCHOOL AND HOME FOR THE FEEBLE-
_ MINDED, MEDICAL LAKE, WASHINGTON (1892)

Indiana (2007)

Michigan (2009)
Oregon (2009)
Alabama (2012)
Oklahoma (2016)

Tennessee
(2017)

Montana (2018)
Colorado (2022)
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Smallest IDD Public State Institutional Census

FY 2023

A#l Tennessee (5) IDAHO STATE SCHOOL AND HOSPITAL (1918),
A #2 |daho (8) FORMERLY STATE SANITARIUM, NAMPA (1910)

A#3 Nevada (40)

A #3 Wyoming (40)

A #4 Delaware (42)

A #5 North Dakota (59)
A#6 Arizona (53)

A#7 Nebraska (78)

A #8 Maryland (90)
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Historical and Projected Census of State-Operated Public

Institutions for People with IDD in the U.S. and IL. FYs 1977-2107

160,000 ; ;
150,207 —IL Historical (1977-2023)
140,000 - —IL Projected Closure (2107)
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- - U.S. Projected Closure (2042)
N 100,000
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Average Dalily Persons

Average Daily Persons By Residential Size in the

U.S. FYs 1987 - 2023

800,000
728,386
—Total Persons 707,684
700,000 —16+ Persons 674,049 635 764
600,000 —©6 or Less Persons 555,420 556’269//’
500,000
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400,000
300,000
214,088
236,225 ’
200,000 o
131,702
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Institutional and Community Spending in the U.S.

$120.00
n
S ® |nstitutional Spending
= $100.00 | | e
8 m Community Spending
™
N $80.00
S
«  $60.00
: $47.27
e
S $40.00
& $21.05
0 $20.00 $15.64 $19.96

$0.00 ano)

1989
Fiscal Year
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Nursing Home Residents with IDD in the

Mountain Region FY 2023

450
400

350

*UT did not furnish
nursing facility
data for FY 2023

390
300
250
200 183 184
150
96 102
100
49
50
o |
0
CcCO KS MT ND SD UT WY
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Preferred Living Situations for People with IDD:

Kansas 2024 Waitlist Study

2%

17%

6%

Alone

56%

43%42%

With
parent/relative

25%
16%
8% 8% 10% 9% 8%
E =2 0B =z B
| [
With partner, In shared house or In a building or
spouse and/or apartment with one home where other
children or a few roommates people with

disabilities live

W underils8 18-20 m21-64

17%
11% 11%

| [

| don't know Other
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Over 950,000 People with IDD Received Services Through

Home and Community-Based Services In FY 2023 in the U.S.
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Federal-State Medicaid Makes up 83% of

Total IDD Spending in the US in FY 2023

$120.00
. : $104.57
m Medicaid Spending
$100.00
% = Non-Medicaid Spending $82.74
© $80.00
[=)
O
g $60.00
S $42.57 832006 g3 1494
HC_D $40.00 26.78 $30.71 77.94% 27 15%
0 $2001 326 ) 76 77%
g $20.00 70.77% i
= 58.72% 57 91% .
= 31.37% 57.87%
o $000 [ ] —
1977 1982 1985 1990 1995 2000 2005 2010 2015 2020 2023

Fiscal Year
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Fiscal Effort

A Fiscal Effort Is a measure of how
much a state spends on IDD LTSS
per $1.,000 of statewide personal
Income.

Aéi n ot hehowmuhdbes,
your state spend after you
control for state wealth 1 this
allows you to compare your state to
any other state regardless of state
wealth.
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—Institutional Services

Fiscal Year

Community/Family Services

Total



Total Fiscal Effort by State in Mountain Region

$0.00 $0.50 $1.00 $1.50 $2.00 $2.50 $3.00 $3.50 $4.00 $4.50 $5.00
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Individual and Family Support Spending
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—Supported Employment (CIE)

Billions of 2023 Dolla

O N D O A O NI OO A O N VYV VY A 9 N D
D D DT DT D DTN OO OO OO QOO N N N NN
7 Q7 O O O O QWQ,\'Q N

DU S
Fiscal Year

© 2025 E.S.Tanis. All Rights Reserved



2

—0 00 000 (e G20 §20 G0 0ue o fme oo § w., g
Do G0 Gme Gme Gme oo e e Gue G | © Jume e

20 m0 Bm Bus Gus 020 Bno Bmo fme B | Jane e
0 000 000 000 02+ G0 000 004 104 00+ G0 e § .m........
1o o o B+ 00 s 0o 03 0 oo o el T npme e
1+ 894 B+ @mo B0 @0+ @2 B3¢ G+ B0 B0+ B0+ 001 mme o
10 0 09 B9+ B0 B0 Do+ 500 s 001 B0+ B0+ Bu+ Bule Bas oo
9000 000 000 000 00§00 000 000 G0 Goe ue @ - 100 000 G0
5 —190 090 000 000 500 090 090 §00 §0 000 04 B¢ { w......!
10 090 000 00 000 900 04 90 020 o0 0o goe " Jguogee
10 e oo Gue oo Guo §ue Gue §oo o0 Jue oo P Jume e 00

) oo Gme ue Guo §ue oo §e o0 Puo oo oo e une 00 0

N 990000 00 000 000 04 Gu0 04 g0 gue g0 § , I

20090 004090 000 004 000 000 004 000 §00 - 00 o0
/80 020 00 00 B0 020 0me §ms Gae gne @ (V1o gme e
004 006 00 0m¢ G0+ 000 B+ 006 G0 001 B0 ubs G0 06

= 590 004 G0 000 B0 00+ P00 000 B0+ 00+ Gu s oo ¢
om0 0m oo fmo fne Gue ne oo Bme 0 1o@me e
o — 090 000 090 004 000 00 000 00 P00 ,."._z.,.....!
190 90 900 090 §00 000 G0 900 goe § ' m gue goe
40 004 m0 0+ m0 G4 1m0 B0+ 0+ G+ us 04 0
900 009 §0 §m0 G0 000 §0¢ 100 G0 u0 Ge o0
1§00 000 0o0 00 G0 Goo Qoo ne ~1100e P00
- —§0 00 000 000 000 00 00 a0 § w........
50 5o 0o 000 00 o+ e o | puigme g
24 e s B0+ 00+ B0+ 00+ s 00+ Gu e e

1o 00 904 00 B4 B0+ B e o Qa0 B0
R

~
n—1 090 090 00 G0 00 00 Gae ] &, 100
N

771
530,958

565

257

612

573.4

119

499

458,601

ts FYs 1995 - 2023

a

23

© 2025 E.S.Tanis. All Rights Reserved

19 21

15 17

13
Total Day Work (excluding
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Iceberg Analysis and Data

Data You
Know

Data You
Donot Know
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Forecasting the Future

State of the States

In Intellectual and Developmental Disabilities




National and State Landscape is Uncertain

A Threats to Medicaid
A Devolution of community-living

A Resistance to competitive
Integrated employment (CIE)

A Federal and state budget cuts
A State budgetary deficits

A Unknown funding of
Developmental Disability Act
Programs
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Historical Trends

Increase in Participants in HCBS Decrease in ICF/ID Census
I 0% | o
Plateau of Competitive - Increase in the Number of
Integrated Employment Service Family Caregivers
Funding

- i
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Future Forecasts

Increase in Participants in HCBS No Change in ICF/ID Census

1 —

Increased Utilization of Increase in Technology
Nursing Facilities Solutions Spending

| 1
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Data-Driven Decision Making for Policy

A Ongoing Longitudinal Data Projects of National
Significance (PNS) provide unique longitudinal data
uniting stakeholders around issues of importance.

A Demonstrate national trends in programs and services for
states to use in policy development, innovation, and
remedial actions.

AHelp our nation to learn from the past and reimagine the
future.
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Website and Resources

State of the States

In Intellectual and Developmental Disabilities
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Our Website https://stateofthestates.ku.edu

| Data +
State of the States in Intellectual and Developmental Disabilities
A Home 2 About + @ Accessibility + Projects + ou Products + BB Contact E D ata B | tES

AB Data Dictionary

B Chart Creator 5 Key Questions
State of the States in )
Intellectual and Developmental S State Profiles
Disabilities _
State of the States @ 5 Key Questions

In Intellectual and Developmental Disabilities
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