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Deinstitutionalization:
Are we done?



People in IDD Institutions 1880 to 2016
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Presentation Notes
The number of people with IDD living in state-operate IDD facilities increased from 2,429 in the 1880 census to 194,650 in 1967 (47% of whom were children). By 2016, the total had declined to 19,502 people (4% of whom were children).  The number of people with IDD living in state operated facilities in 2016 was the lowest it had been since 1910.In 2016, a total of 39,705 people with IDD lived in institutional settings of 16 or more people (Table 1.9).In 2016, an estimated 15,712 children ages 21 years or younger lived in congregate settings of 4 or more people (Table 1.12).



Policy changes reduce number of children in 
institutions

Source: RISP - Larson et al, 2018
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Presentation Notes
HCBS really was the ticket to the deinstitutionalization effort in the US that we so often celebrate. In the US, we have gone from having nearly 200,000 people with IDD (half of whom were children) living in institutions in the 1970s, to just under 30,000 people today.  While that is worth celebrating, there are STILL nearly 30,000 people with IDD living in institutions in the US  with no chance for community living and participation. There is much work still to do. In addition we have tucked people away in different kinds of places, nursing homes, residential treatment facilities through child welfare agencies, private institutions and residential schools. Many more than 30,000 individuals with IDD live in institutional settings, we are just able to count the nearly 30,000.2016 was the first time since 1910 that large state-operated institutions had fewer than 20,000 people in them. However, nonstate institutions tend to have more people than in the past. 



Age and Level of IDD for People 
Entering and Leaving IDD Institutions
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Presentation Notes
Most people in institutions are 40 years or older and have profound ID.People coming in are children or young adults with mild or moderate ID.In 2017 52% of all current PRFF residents were ages 40 to 62 years.Half of all people admitted or readmitted to a PRF in 2017 were between 22 and 39 years, and 26% were 21 years or younger.Most (76%) of the people with IDD who moved from a PRF to another setting were between 22 and 62 years old.More than half (55%) of all residents of PRFs on June 30, 2016 had profound intellectual disabilities, compared to 21% of the people admitted and 27% of the people who left PRFS.37% of people admitted and 38% of people who left PRFs in 2017 had no or mild intellectual disabilities.



Residence of People Entering/Leaving IDD 
Institutions
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Presentation Notes
The most common prior residence of people admitted to PRFs were nursing homes, correctional facilities and mental health facilities (28%), family or own home settings (25%) and group settings of 15 or fewer people.



IDD Institution Closures 1960 to 2024
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Source: RISP - Larson et al, 2018
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Presentation Notes
Since 1960,  248 institutions have or are projected to close by 2019 and an additional 2 are in process for near future closure. Of those, 99 (or 40%) in the period since Olmstead. Closed, downsized, converted to non IDD use, or converted to non-state operation in 5 year intervals



IDD Institution Closings by State 2016
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Presentation Notes
Since 1977, RISP has tracked the institutional presence across the nation. At that time, there were 327 state-operated IDD facilities for 16 or more people. By 2016, the total had dropped to 140. By 2016, 15 states (including the District of Columbia) had closed all of their large state-operated institutions. States that have closed their institutions include: Alabama, Oklahoma, New Mexico, Oregon, Alaska, Hawaii, Minnesota, Michigan, Indiana, West Virginia, the District of Columbia, Rhode Island, Vermont, New Hampshire, and Maine. 
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Presentation Notes
Between 1977 and 2016 the setting sizes of nonfamily residences in which people with IDD lived declined dramatically.In 1977 84% of all LTSS recipients not living with a family member lived in institutions housing 16 or more people and only 8% lived on group settings of six or fewer people.By 2016, the reverse was true. 84% of LTSS recipients not living with a family member lived in settings of six or fewer people and only 8% lived in settings of 16 or more people.
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Presentation Notes
Since 1998, the number of people receiving supports while living with a family member has increased dramatically.



More people now live in their own home or a 
small group home than in larger facilities
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Or, Have We Only Just 
Begun?
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Presentation Notes
As the number of Medicaid Waiver recipients increased from 291,255 in 1996, to 807,462, the number of people waiting for Medicaid waiver funding also increased (from 87,187 to 193,828.The proportion of those waiting to those receiving services declined from 30% in 1996 to 24% in 2016.



People with IDD in Today’s Institutions
 Child welfare

 4,789 GH 7+ or institution

 Special Education
 7,155 Residential School
 593 Correctional Facility

 Jail/Prison 
 67,173 people with IDD (est.)

 Nursing homes
 26,381 with IDD (RISP)

 Psychiatric facilities
 3,715 people with IDD (RISP)

 ICF/IID
 74,615 people
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599,670 people with cognitive limitations (DOJ)11.2% with cog. limitations had IDD = 67,173 (unweighted NHIS 2017)30% of 1,505,400 (prison) = 451,62020% of 740,700 (jail) = 148,140Nursing homes (2016)1,437,600 people total0.84% w/IDD = 12,07526,381 (RISP)Psychiatric facilities101,351 people (2014)3.8% with IDD = 3,8513,715 (RISP)ICF/IID



Normalization
People regardless of type or severity of disability 
should
 Be supported to live, play, work and learn in culturally 

normative and physically and socially inclusive settings 
 Be treated with respect and dignity with right to make both 

big and little choices
 Be full participants in individualized daily routine
 Typical patterns of life (holidays, vacation, go places)
 Inclusive activities and settings typical for age



2014 Final HCBS Waiver Rules
Homes must
 Be integrated in and support full access to the community
 Be selected by the individual from among setting options
 Ensure individual rights of privacy, dignity and respect, and 

freedom from coercion and restraint
 Optimize autonomy and independence in making life choices
 Facilitate choice regarding services and who provides them



Provider Owned Settings
 The individual has 

 a lease or other legally enforceable agreement
 privacy in their unit including lockable doors, 
 choice of roommates and 
 freedom to furnish or decorate the unit;

 The individual controls his/her own schedule 
including access to food at any time;

 The individual can have visitors at any time; and
 The setting is physically accessible.



Housing Models: New words or new ways
 Intentional 

Communities 
 Assisted Living
 Supported Living 
 Independent Living
 Life care

 Shared Equity
 Condos
 Co-housing
 Homeowner associations

 Gated communities
 Cluster housing
 Vocational training 

facilities - Job corps
 Post-secondary 
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Cohousing is a participatory form of housing, where residentscollaborate in the design and governance of their communities.Centers for Independent LivingAlthough forms and functions may vary,intentional communities are planned residentialdevelopments that promote social cohesionand strive to meet the shared needs of itsmembers. Intentional communities for adultswith ASD are designed to meet their social,communication, sensory, and behavioralneeds. Every detail from the selection of land,to the construction of housing, the selectedstaffing model, the daily structure, and theconsiderations for transportation and amenitiesare all informed by the specific needs ofindividuals with autism. Safety, integration,self-direction, independence, andnt living



Challenges
 Waiting lists for publicly funded home and 

community based services
 Affordable accessible inclusive housing
 Available, accessible, affordable transportation
 Poverty, unemployment, under-employment
 The IDEA generation – expectations and experiences
 Dramatic increases in life expectancy



Strategies
 Home ownership
 Integrated housing
 Universal Design and 

visit-ability standards
 Alternative financing: 

grants, lease to own, Able 
accounts, rent assistance

 Consumer controlled 
budgeting

 Housing-first approaches
 Separate housing from 

supports – If it doesn’t 
work, the service not the 
resident leaves

 Accessible affordable 
public housing

 Enforcement of fair 
housing regulations



Not finished yet



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

Institute on Community Integration (UCEDD), 
University of Minnesota, 

214 Pattee Hall, 150 Pillsbury Drive SE, Minneapolis, 
MN 55455

Residential Information Systems Project

https://risp.umn.edu/
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Longitudinal data collection for the RISP project began in 1977 with a national census of living arrangements of people with IDD served by state IDD systems. A second census was conducted in 1982. AIDD has funded the project continuously since 1988.
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