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BACKGROUND

The Residential Information
Systems Project (RISP) 1s a
Longitudinal Data Project of
National Significance that maintains
records of long-term supports and
services (LTSS) for people with
intellectual and developmental
disabilities (IDD).

RISP reports on national and state-
level data on the history of
institutionalization,
deinstitutionalization, and
community-based LTSS for people
with IDD in the 50 states and the
District of Columbia.

RISP is housed at the University of
Minnesota's Institute on Community
Integration and advised by the
National Association of State
Directors of Developmental
Disabilities Services Research
Committee and a National Advisory

Board.

RISP, operating under a variety of
names and funding sources, has
collected and reported data on LTSS
for people with IDD since 1977 and
references historical records dating
back to the 1880 US Census.
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INTRODUCTION

RISP reports data on state IDD agency caseloads,

defined as people known to IDD agencies who are
eligible for services. We also survey state-run IDD
settings of 16 or more people (Public Residential
Facilities, or PRFs). RISP added questions on race

and ethnicity to the PRF survey in 2016, and to the
state IDD agency survey in 2022.

Comparing IDD agency caseload demographics to
those of the states and nation will help us evaluate
access to state IDD agency services.

METHODS

Annual RISP surveys are distributed to state IDD
directors and staff. IDD agency data are from the
survey for the 2023 fiscal year (July 1, 2022, to June
30, 2023). Thirty-four state IDD agencies provided
race and ethnicity data.

A separate survey of administrators of state-run IDD
facilities serving 16 or more people (PRFs) is also
fielded annually. Out of 95 PRFs in the US, 83 in 30
states reported race and ethnicity data.

People whose race or ethnicity were unknown were
reported in the bottom row of each table but excluded
from the percent breakdowns for people whose race
or ethnicity was known.

U.S. Census data from 2023 for all U.S. states and the
District of Columbia are provided for comparison
purposes.

Totals within columns do not add up to 100% due to
rounding.
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2023 Race in IDD Agencies, PRFs, and
the US Population

IDD PRF

Race : us’
Agencies S
Number of States 34 30 51
White 80% 74% 74%
Black or African American 12% 22% 14%
Amgrlcan Indian or Alaska 10/ 10/
Native
Asian 4% 6%
: . 4%

Native Hawaiian or Other 0% ,
Pacific Islander ° 0.3%
Two or more races or other 2% 39,
Race Unknown 11% 8% 0%

! https://www.statista.com/statistics/183489/population-of-the-us-by-ethnicity-
since-2000/

2023 Ethnicity in IDD Agencies, PRFs,

and the US Population

Ethnicity IDD. PRFs US?

Agencies
Not Hispanic 96% 92% 81%
H|§pan|c, Latino(a) or Spanish 4% 30/, 199
origin
Ethnicity unknown 1% 7% 0%
1 https://data.census.gov/table/ACSDT1Y2023.B03003?g=race+and+ethnicity+usa+2023
PRELIMINARY RESULTS

In 2023, race was unknown for 11% of the IDD agency
population and 8% of the PRF population. Ethnicity
was unknown for 1% of the IDD agency and 7% of the
PRF population.

After excluding people whose race or ethnicity were
unknown, the caseloads of state IDD agencies were
slightly more likely to include people who were white
compared to the US population (80% vs 74%), and
slightly less likely to include people who were Black or
African American (12% versus 14%) or Asian (4%
versus 6%). PRF populations were more likely to be
Black or African American (22% versus 14%).

After excluding people whose ethnicity was unknown,
the people served by IDD agencies (4%) and those in
PRFs (8%) were less likely than the US population
(19%) to be of Hispanic, Latino(a) or Spanish origin.

People in PRFs appeared to be more likely to be Black
or African American or to be of Hispanic, Latino(a) or
Spanish origin than those served by IDD agencies.

DISCUSSION

Not all states and PRFs reported race and ethnicity in
2023. The racial and ethnic characteristics in the
reporting states may differ from the those in
nonreporting states. Further analyses using US data
from the reporting states are needed to confirm these
results.

Race was reported as unknown for 11% of the people
served by state IDD agencies and 8% of the people in
PRFs. Ethnicity data were reported as unknown for
1% of people served by state IDD agencies and 7% of
people in PRF’s. It is unknown whether the
demographic characteristics of people for whom data
were unavailable were like the characteristics of
people for whom data were reported.

The observed differences could be the result of
disparities in outreach and/or access to state IDD
services. They may also reflect cultural differences
between groups seeking governmental assistance
versus using informal supports from family or
friends.

Additional state by state analyses comparing PRFs
and IDD agencies will help to identify whether the
people who are served in state run IDD institutions
differ by race and ethnicity from those served by the
IDD agencies in general for states reporting both.

CONCLUSIONS

It's crucial to understand where individuals are
recelving services (community vs. institutional) to
truly identify and address inequities in the IDD
service system. Robust state and national data
collection is essential for objectively examining how
and where individuals with IDD are receiving
services.
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