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ñUnder no circumstances do 
we want to walk in large 
groups in town.ò

ñWe think further, that the 
financial situation of [people 
with disabilities] is such that 
he cannot afford the leisure 

time activities or 
organizations he wants to 

take part in.ò

ñWe all agree that we want 
more rights to participate in 

decisions, especially in 
planning and carrying out 
our leisure activities.ò 

ñWe have all agreed that 
summer camps for adults 
should be banished (This 

refers to segregated camps 
for both retarded adults and 

children).ò

ñWe think travel abroad is 
good, but one should travel 

with other [non-disabled] 
young adults of the same 

age.ò

ñWe think one should decide 
oneself what to do during 

vacations.ò
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ñWe wish to have an 
apartment of our own and 

not be coddled by 
personnel; therefore we 
want courses in cooking, 

budgeting, etc.ò

ñWe want to have a right to 
own our own apartment but 
without priority in the waiting 

list.ò

ñWe want the right to move 
together with members of 
the opposite sex when we 

feel ready for it, and we also 
want the right to marry when 
we ourselves find the time is 

right.ò

We want to choose our own 
furniture and have our own 
furniture in the room.ò

ñWe will absolutely not have 
specific hours to follow in 

terms of going out, 
returning, etc.ò

ñWe want to have more 
personal freedom and not as 
it is nowéwhere you have 

to ask for permission to 
shop for fruit, newspapers, 

tobacco, etc.ò

ñWe want the right to invite 
others to our hostels.ò

ñWe want to have our own 
key when we live at home.ò

ñWhen we are living in 
institutions, we want social 
training so as to be able to 
move out into society and 
manage on our own.ò
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ñWe think ten years of separate 
(special) schooling is good enough, 
but there should be more courses in 

languages, math, contemporary 
events, social orientation, 

handwriting, social training, etc.ò

ñWe think the name óseparate 
schoolô is degrading.ò

ñThere should be student councils 
which can take part in decisions 
about the curriculum, choice of 

books, leisure time activities, etc. 
The same goes, of course for 

vocational schools.ò

ñWe demand more training in a 
wider range of vocational fields so 
that we can have a larger freedom 

of choice in determining our 
vocations.ò

ñWe demand that longer periods of 
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 vocational education.ò

ñWe ask for adult education in 
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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ñWe demand interesting 
jobs.ò

ñWe do not want to be 
used (exploited) on our 
jobs by being given the 
worst and most boring 
tasks, as present.ò

ñWe demand to have 
more information about 
our disability, and the 

possibilities we have of 
entering the open 

market.ò

ñWe demand a salary 
high enough so that we 
do not need to depend 

on the pension which we 
think is denigrating.ò

ñWe think that piecework 
pay is tiring and 

stressful, and instead we 
want higher pay per hour 

per month.ò

ñWe demand that our 
capacity for work should 
not be underestimated.ò 
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You were placed in an environment where 
these were your conclusions and demands.
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ÁñThe facility was pictured by the 
administration to be a safe 
institutions for residents to receive 
therapy, opportunities, resources, 
and proper care.ò

ÁñDue to severe understaffing, 
overcrowding, and lack of funding, 
residents received a óone-size fits 
allô level of care which was later 
revealed to be widespread neglect 
and inhumane treatment.ò

SOURCE: WILLOWBROOK 51 YEARS LATER: A LOOK AT 
HISTORY AND MODERN ADVOCACY - DISABILITY RIGHTS

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/
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Projects of National 

Significance (PNS) 

University Centers for Excellence in 

Developmental Disabilities 

Education, Research, & Service 

(UCEDDs)
State Councils on 

Developmental 

Disabilities

(DD Councils)
Protection & Advocacy 

System (P&As)
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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
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ÁDD Councils ñ(A) specifying 5-year goals, as developed through data driven 

strategic planning , for advocacy, capacity building and systemic change 

related to the areas of emphasis, to be undertaken by the Council, that ïò

ÁUCEDDs ñ(B) address the project goals, and carry out goal-related activities, 

based on data driven strategic planning and in a manner consistent with the 

objectives of this subtitle, that ïò

ÁProtection & Advocacy ñ(C) on an annual basis, develop, submit to the 

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 ï ò 
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1848 - 2024
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Prevalence of Intellectual and Developmental Disabilities 
in the U.S. in 2020

ÅEstimated 8.38 Million 

people with IDD in the U.S. 

Å27%  adults

Å44% of adults are known to 

state IDD agencies

Source
Larson, S. A., Neidorf, J., Pettingell, S., & Sowers, M. 

(2024). Long-term supports and services for persons 

with intellectual or developmental disabilities: Status 

and trends through 2020. Minneapolis: University of 

Minnesota, Research and Training Center on 

Community Living, Institute on Community 

Integration.
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Primary Secondary
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2 3 4 5

Institutional 

Settings (16+)

oPublic & Private 

ICF/ID

oNursing Facilities

oOther

o Public & Private 

ICF/ID

o Other Residential

o Public & Private 

ICF/ID

o Supported Living

o Personal 

Assistance

o Family Support

o Other Residential

o Sheltered 

Employment/Work 

Activity

o Day Habilitation

o Supported 

Employment

o Smart Homes

o Individual Support 

Technology 

o Remote Supports

Community & 

Residential 

Settings (7 -15)

Community & 

Residential 

Settings (6>)

1

Day/Work Program Technology
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Eligibility Criteria 

State Initiatives 

State Defined Services ï 

Waivers

Litigation 

State Demography 

State Legislation 

State Budget

State Fiscal Policy
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1. District of 
Columbia (1991)

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. Maine (1999)

10. Minnesota 
(2000)

11. Indiana (2007)

12. Michigan (2009)

13. Oregon (2009)

14. Alabama (2012)

15. Oklahoma (2016)

16. Tennessee 
(2017)

17. Montana (2018)

18. Colorado (2022)

STATE SCHOOL AND HOME FOR THE FEEBLE-

MINDED, MEDICAL LAKE, WASHINGTON (1892)
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Á#1 Tennessee (5)

Á#2 Idaho (8)

Á#3 Nevada (40)

Á#3 Wyoming (40)

Á#4 Delaware (42)

Á#5 North Dakota (59)

Á#6 Arizona (53)

Á#7 Nebraska (78)

Á#8 Maryland (90)

IDAHO STATE SCHOOL AND HOSPITAL (1918), 

FORMERLY STATE SANITARIUM, NAMPA (1910)
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*UT did not furnish 

nursing facility 

data for FY 2023
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31.37% 58.72% 57.87%
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Á Fiscal Effort is a measure of how 
much a state spends on IDD LTSS 
per $1,000 of statewide personal 
income.

 

Áéin other words, how much does 
your state spend after you 
control for state wealth ï this 
allows you to compare your state to 
any other state regardless of state 
wealth.
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Data You 

Know

Data You 

Donôt Know
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ÁThreats to Medicaid 

ÁDevolution of community-living

ÁResistance to competitive 

integrated employment (CIE)

ÁFederal and state budget cuts

ÁState budgetary deficits

ÁUnknown funding of 

Developmental Disability Act 

Programs
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Increase in Participants in HCBS Decrease in ICF/ID Census

92%10%

Plateau of Competitive 

Integrated Employment Service 

Funding

Increase in the Number of 

Family Caregivers

3%
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Increase in Participants in HCBS No Change in ICF/ID Census

Increased Utilization of 

Nursing Facilities 
Increase in Technology 

Solutions Spending
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ÁOngoing Longitudinal Data Projects of National 
Significance (PNS) provide unique longitudinal data 
uniting stakeholders around issues of importance.

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

ÁHelp our nation to learn from the past and reimagine the 
future.
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5 Key Questions


