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A joint publication of 

national data trends in 

community living over the 

last 30 years from the 

Longitudinal Data Projects 

of National Significance. 

https://acl.gov/30years 

https://acl.gov/30years








 

  

  
 

 
 

 

 
 

 

 

 

  

Institutional Settings (16+) 
Public & Private ICF/ID 

Nursing Facilities 

Other 

Community and Residential 
Settings (7-15) 

Public & Private ICF/ID 

Other Residential 

Community and Residential 
Settings (1-6) 

Public & Private ICF/ID 
Supported Living 
Personal Assistance 
Family Support 
Other Residential 

Day / Work Program 
Sheltered Employment/Work Activity 

Day Habilitation 

Supported Employment 

Technology 

Smart Homes 

Individual Support Technology 

Remote Supports 



         Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

         

Data Cycles 

Year 1 
Data collection Data Collection 
occurs on 2. Analyses 

biennial basis 
3. State 1. 

Confirmation State 

Collect from 

Some delays 

due to COVID 

2020-2021 data 

collection to 

being in 2022 

2 

Years 

Year 2 

Data Dissemination 
Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

 

         

 Due to the data collection cycle, reporting of actual 
expenditures, and secondary data sources reporting is 

generally on a 2-year lag 

 Statewide data may not be representative of the activities 

in select areas or programs in a state 

 Analyses are only as good as the data systems and 

reporting 

 Difficult to rank and compare states due to diversity and 

complexity of state political, fiscal, and programmatic 

variations 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



         Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



           

         

California 

2018 – 2019 

National 
2018 – 2019 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 
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Larson, S.A., van der Salm, B., Pettingell, S., Sowers, M., & Anderson, L.L., (2021). Long-term supports and services for persons with 

intellectual or developmental disabilities: Status and trends through 2018. Minneapolis: University of Minnesota, Research and Training 

Center on Community Living, Institute on Community Integration. 
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#1 Tennessee (10) 

#2 Idaho (17) 

#3 Nevada (40) 

#4 Delaware (49) 

#5 Oklahoma (50) 

#6 Wyoming (55) 

#7 North Dakota (67) 

#8 Arizona (78) 

#9 Maryland (93) 

#10 South Dakota (103) 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 
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HCBS waivers “waive” certain Medicaid requirements 

applied to Medicaid nursing or other facilities, thereby 

making Medicaid funding eligible to those living in home-

like and family settings. 
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Local Funds Public IDD Spending by Revenue Source: FY 2019 

State Funds 
Federal Breakdown 

Federal Funds $30,000 

$25,000 

54% $20,000 

$15,000 
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43% $5,000 

$0 
2% Other Federal Other ICF/MR Waiver Waiver Title XX/SSBG 

Medicaid SSI/ADC 

$26,347 

$5,991 

$7,791 

$248 

$2,800 

$305 

Total $77.72 

M
il
li
o

n
s
 

Billion 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



         Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



   

  

   

  

 

  

  

         

▪ Fiscal Effort is a measure of how 

much a state spends on IDD 

LTSS per $1,000 of statewide 

personal income. 

▪ …in other words, how much 

does your state spend after U.S. Total Fiscal Effort: $4.60 

you control for state wealth – 
this allows you to compare your U.S. Community Fiscal Effort: $4.18 

state to any other state regardless 

of state wealth. 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 
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 Rank with caution 

 In fiscal effort we rank according to how much change 

between years (ex. CA rank 26th in percent change in 

fiscal effort between 2017-2019) 

 Colorado will always have a low fiscal effort investment 

($2.29) due to TABOR legislation 
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Family supports are community-based services are provided to 
families for children or adults with IDD living in the family home. 

 Services range from service coordination on an episodic basis to a 
full array of respite care and in-home supports provided on a daily, 
weekly or monthly basis. 

 There are two categories of Family Support: 
1. Financial subsidy/cash payments to families; and 

2. General family support payments (non-subsidy) including respite 
care, family counseling, equipment, architectural adaptation of the 
home, parent education and training, behavior management training, 
or other state-designated categories of family support. 

 The state IDD agency may provide vouchers, direct cash payments 
to families, reimbursement, or direct payments to service providers, 
which that state agency identifies as family support. 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 
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Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

 
 

         

 An estimated 74% of 
Californians with 
ID/DD live with their 
families in FY 2019 

 Approximately 18% of 
those families receive 
formal support from 
the state 

 Approximately 10% of 
families nationally 
receiving formal family 
supports in the U.S. 

This Photo CC BY 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 

https://ferrisintroductiontosocialwork.pressbooks.com/chapter/chapter-7-child-welfare-and-foster-care/
https://creativecommons.org/licenses/by/3.0/


 

     

 

This Photo by Unknown Author is licensed under CC BY 

Source: StateData: The National 

Report on Employment Services 

and Outcomes Through 2018. 

www.statedata.info 

In 2018: 
▪ 12% of people with 

IDD served in 
integrated 
employment 

▪ 87.7% were in facility-
based non-work 
settings 
▪ 7% were in facility-

based work 

▪ 80% were in 
community-based non-
work 

http://journalistsresource.org/studies/society/education/double-majors-influences-identities-impacts
https://creativecommons.org/licenses/by/3.0/
http://www.statedata.info/


         Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



         Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

         

 Cost of Care by Setting 

 Cost Per Participant in HCBS Waivers 

 Spending for Supported Living 

 California in Relation to Regional States 

 Federal-State Medicaid Breakdown 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

         

Alternative 
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Investments 
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Technology 

Increasing 
ID/DD 

Census in 
Nursing 
Homes 

Aging 
Caregivers 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

         

“If you can’t measure it, 

you can’t improve it.” 

 Developing measurable goals for mobilization 

 Evaluating state policy and progress 

 Identifying trends 

 Demonstrating inequity 

 Identifying innovation 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



 

 

 

 

         

How does CA compare to 

other states? 

How has COVID impacted 

financial investments in 

people with ID/DD and 

families? 

Can you break down your 

data by race/ethnicity? 

Source: Tanis et al., (2022). State of the States in Intellectual and Developmental Disabilities, University of Kansas 



  

 

Special thanks to the  U.S. Administration on Disabilities 

(AoD), Administration for Community Living for supporting 

the Longitudinal Data Projects of National Significance. 

WWW.ACL.GOV 

WWW.ACL.GOV


 Email us: 

Tanis@ku.edu 

Stateofthestates@ku.edu 

http://www.StateoftheStates.org 

http://www.stateofthestates.org/
mailto:Tanis@ku.edu
mailto:Stateofthestates@ku.edu
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