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Residential Information Systems Project (RISP) 
An Administration on Community Living  

Data Project of National Significance 

Funded under the DD Act of 1988 and subsequent reauthorizations to 

inform Congressional decisions about funding supports and services for 

people with IDD. 



RISP Purpose 

g Track status and trends in long-term supports and services (LTSS) for 

people with intellectual or developmental disabilities (IDD) 

g Nationally 

g State-by-state 

g Provide research evidence used by federal and state policy makers, 

advocates and other stakeholders to:  

g Describe national and state trends in LTSS for people with IDD 

g Compare a stateôs performance to the nation or other states  

g Inform legislation, litigation and policy decisions 

g Advocate for systems change  

g Evaluate impact of policy decisions 

g Inform and provide a context for research and training 

g Describe state variations in service utilization and expenditures 

g Provide context for public discourse (in the media, by advocates) 



RISP Topics 

g Conduct annual surveys of IDD agencies in 50 states and the District of Columbia 

g Collect longitudinal data on  

g Medicaid- and State-funded Long-Term Supports and Services (LTSS) for people 

with Intellectual or Developmental Disabilities (IDD) since 1977 

g Residential IDD Institutions since 1880 

g Report Status and Trends in  

g Living arrangements (Own home, family home, congregate settings) 

g Supports for families 

g Congregate setting sizes 

g Medicaid rebalancing and deinstitutionalization 

g State-operated residential services 

g Medicaid utilization and expenditures 

g Age of LTSS recipients 

g Monitor the impact of legislation, policy and litigation on services for people with IDD 

risp.umn.edu  

http://risp.umn.edu/


Long-Term Supports and Services 

g Supported or competitive 

employment 

g Adult day care  

g Environmental Modifications 

and Technology 

g Supports for families 

g Habilitation (skill 

development) 

g Behavior Supports 



Long-Term Supports and Services 

g Personal Care: ADLs 

g Residential and In-

home Services: IADLs 

g Respite 

g In-Home Therapies 

and Medical Supports  

g Participant Directed 

Supports 

g Transportation 



Long-Term Supports and Services Dimensions 

 

Operating Entity 
(State vs Nonstate) 

 

 

The proportion of LTSS recipients living in 
non-state settings increased from  

37% in 1977 to 93% in 2014 

Setting Type 
(Own home, family home, host/foster home, 

group residence, institution) 

 

     Funding Authority 
      (Medicaid State Plan, Waiver,  

       ICF/IID; State only) 

 

    91% of 826,350 Medicaid ICF/IID  

plus waiver recipients received  

Medicaid Waiver funding. 

 

Setting Size  
(1-3, 4-6, 7-15, 16+) 

 

Of 483,784 LTSS recipients not living with a 
family member  

53% lived in settings of 1 to 3 people 

26% lived in settings of 4 to 6 people 

 

Age  

61% of LTSS recipients were 
22 years + 

Range: 34% (AZ) to 95% (DC)  

57% of LTSS recipients lived in 

the home of a family member  



How many people in the U.S. have an IDD? 

How many receive supports and services? 

Prevalence of Intellectual and 

Developmental Disabilities 



1.17 million 

received long-

term supports or 

services through 

state IDD 

agencies 



State IDD Agency Caseloads per 100,000 
431 per 100,000 people in the United States are known to state IDD agencies (on their caseload) 
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LTSS Policy 



1965 Medicaid 

Program  

1971 Medicaid 

Intermediate Care 

Facilities for Individuals 

with Intellectual 

Disabilities 

1975 PL 94-142 

Individuals with 

Disabilities 

Education Act 

1981 Home and 

Community Based 

Services Waiver 

1990 Americans 

with  

Disabilities Act 

1999 Supreme 

Court Olmstead 

Decision 

2014 Home and 

Community 

Based Services 

Rule 

Milestones 


