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Respite care addresses one of the most pressing needs of family caregivers—
temporary relief from caregiving tasks. It is the service strategy most commonly 
offered to support family caregivers and is available in all 50 states. However, 
definitions of respite vary among programs and states, and quality and 
completeness of reported data are often lacking, making rigorous comparison 
among states impossible. This report describes the main sources of publicly 
funded respite care and presents data for the year 2007. 

Respite care addresses one of the most 
pressing needs of family caregivers—
temporary relief from caregiving tasks. 
Prior research has shown that respite is 
the service strategy most commonly 
offered to support family caregivers and 
is available in all 50 states, yet the 
amount of respite offered varies 
substantially from state to state and 
among programs within states.1

The 2011 report Raising Expectations: A 
State Scorecard on Long-Term Services 
and Supports for Older Adults, People 
with Physical Disabilities, and Family 
Caregivers (the Scorecard), evaluated 
state long-term services and supports 
(LTSS) system performance on four 
dimensions, including support for family 
caregivers.2 As contributing authors to 
the Scorecard, produced by the AARP 
Public Policy Institute and funded by 
The Commonwealth Fund and The 
SCAN Foundation, we were initially 
optimistic about including a measure of 
publicly funded respite in each state. 
However, we were not able to construct 

a measure that was complete, accurate, 
and comparable across states. 

However, the data obtained for the year 
2007 (the most recent for which data 
were available during the production of 
the Scorecard) provide perhaps the most 
complete compilation of respite 
spending across all three major funding 
sources: services provided through 
Medicaid home and community-based 
services (HCBS) waivers and other 
HCBS programs, state-funded single- 
and multiservice HCBS programs, and 
the National Family Caregiver Support 
Program, administered by the U.S. 
Administration on Aging.3 The data are 
presented and briefly discussed in this 
Insight on the Issues. 

Medicaid  

Two sources were used to collect data on 
Medicaid respite spending in 2007. The 
first was an analysis of claims data using 
the Medicaid Analytic Extract (MAX) 
database, by Mathematica Policy 



The State of Measurement of Respite Care 

2 

Research (MPR). Building on work for 
the HCBS taxonomy that is under 
development, MPR, as a subcontractor 
to the Scorecard project, identified 
six national and a large number of state-
specific service codes for respite and 
calculated the total respite spending in 
each state on waiver programs, personal 
care, long-stay home health, and other 
HCBS, excluding spending for Medicaid 
beneficiaries under age 21and those 
under age 65 who also used institutional 
services or were enrolled in waivers for 
the mental retardation/developmental 
disability or mental illness populations. 

The second Medicaid data source is 
spending reported by states to the 
Centers for Medicare & Medicaid 
Services on form 372 for 1915(c) waiver 
programs. Total respite spending for 
aged and disabled waivers, by state, 
were provided to the authors by Terence 
Ng at the University of California at San 
Francisco. The core service definition 
for respite is “Services provided to 
participants unable to care for 
themselves that are furnished on a short-
term basis because of the absence or 
need for relief of those persons who 
normally provide care for the participant. 
Federal financial participation is not to 
be claimed for the cost of room and 
board except when provided as part of 
respite care furnished in a facility 
approved by the State that is not a 
private residence.”4

States are free to supplement or modify 
the core definition as appropriate to 
incorporate specific service elements. 
This analysis would only capture respite 
services provided through the waivers, 
and would not include respite provided 
as a state plan service. 

The total amount of Medicaid respite 
spending was $190 million according to 
the 372 reports, and $150 million 
according to the claims analysis. See 

table 1 for amounts for each state from 
both sources. Most of the $40 million 
difference between sources can be 
attributed to Kentucky, which reported 
$38 million in respite spending on the 
372 forms (likely an error, as it would 
represent more than half of the state’s 
total aged/disabled waiver spending) but 
had less than $1 million in spending in 
the claims data.  

Other than Kentucky, most states with 
large amounts of Medicaid respite 
spending showed approximate 
agreement between sources. Perfect 
agreement is not to be expected. In 
addition to normal intersource 
differences that are seen in Medicaid 
data, definitional differences have a 
variable impact, depending on the 
structure of the state’s Medicaid 
program. A state that covers respite as a 
state plan service may have higher 
respite spending in the claims data 
analysis than on the 372 forms; for a 
state in which service codes are hard to 
classify, or in which an aged/disabled 
waiver provides respite to caregivers of 
people younger than 21, the amount 
reported on the 372 forms may be 
higher. 

State-Funded Services 

Robert Mollica, then with the National 
Academy of State Health Policy, 
surveyed state-funded HCBS programs, 
including total spending and services 
covered (out of 16 categories, including 
respite), for a 2009 AARP Public Policy 
Institute report.5 The survey defined 
respite as “short-term temporary 
assistance provided in the home during 
the absence of the primary caregiver or 
to relieve the caregiver; other caregiver 
support.”  

One major challenge with these data is 
that only funding for single-service 
respite programs can be tallied; there 
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was about $20 million in single-service 
respite spending in 12 states in 2007 
(another $4.5 million in two states could 
be estimated based on spending in 
previous years).  

Multiservice programs, however, make 
up the bulk of state general revenue 
HCBS spending (almost 90 percent of 
$1.2 billion in total spending across all 
the states). Multiservice programs with 
respite as a covered service had a total of 
$822 million in expenditures in 
32 states. The amount going to respite 
could only be estimated in 2 of these 
states; for the other 30 states, there was 
no basis in the survey data to estimate 
the proportion going to respite. If even 
5 percent of expenditures in multiservice 
programs that cover respite goes to 
respite, it would triple the amount of 
state money identified; thus it is likely 
that the majority of state-funded respite 
is missing from this data source. 

Total program expenditures for single-
service respite programs and 
multiservice programs that include 
respite are shown in table 2. Two states, 
Alaska and Michigan, had single-service 
programs in 2002 that were aggregated 
into a multiservice program in 2007. 
Assuming the relative amount of 
spending by service can be held 
constant, respite spending can be 
estimated for these states for 2007 (see 
table 3). 

U.S. Administration on Aging 
(National Family Caregiver 
Support Program)  

The U.S. Administration on Aging 
(AoA) administers the National Family 
Caregiver Support Program (NFCSP), 
which provides grants to states and 
territories to fund a range of supports for 
family caregivers, including respite. The 
following are eligible caregiving 
populations: 

■ Adult family members or other 
informal caregivers age 18 and older 
providing care to individuals 
60 years of age and older; 

■ Adult family members or other 
informal caregivers age 18 and older 
providing care to individuals of any 
age with Alzheimer’s disease and 
related disorders; 

■ Grandparents and other relatives (not 
parents) 55 years of age and older 
providing care to children under the 
age of 18; and 

■ Grandparents and other relatives (not 
parents) 55 years of age and older 
providing care to adults age 18 to 59 
with disabilities. 

The basic definition of respite care is 
given in the Older Americans Act 
(OAA) as “respite care to enable 
caregivers to be temporarily relieved 
from their caregiving responsibilities.”6 
At the federal level, this definition is 
intended to serve as a guide for states; 
the states are responsible for defining 
respite care and determining the scope of 
services that are deemed to be respite 
care. AoA does not dictate the type of 
services that should be considered 
respite care. As a result, adult day 
services, in-home care, overnight care, 
and away camp services may or may not 
be considered forms of respite care, 
depending upon the state.7

AoA publishes data that states report on 
how much NFCSP (Title III(e) of the 
OAA) money was spend on respite; AoA 
also encourages states to report all 
respite spending for those eligible under 
Title III(e). NFCSP respite spending, 
and other respite spending reported to 
AoA, is shown in table 4. In 2007, 
NFCSP respite spending totaled 
$53 million, and other reported spending 
$84 million. The State Program Reports 
from which these data are drawn are not 
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intended to be a fiscal accounting 
system. In addition, the Title III(e) 
eligible population is not necessarily the 
same as that eligible under Medicaid 
waivers or state-funded programs. As 
table 5 shows, the “other spending” 
reported to AoA typically does not 
match respite expenditures taken from 
Medicaid and state-funded sources. 

Total Respite and Discussion 

Because of differences in definitions of 
respite between states (each source gives 
only a broad definition, with the state 
determining which services count as 
respite), the differences in Medicaid 
spending on respite between sources, 
and the incompleteness of state-funded 

respite data, we were not able to 
construct a measure that was complete, 
accurate, and comparable across states. 
However, the data collected may be 
useful as a noncomparative resource, and 
to identify the current capacity to 
measure respite across states. 

Table 6 shows total respite spending 
from these three sources, divided by the 
estimated number of caregivers in each 
state.8 These data are not complete or 
comparable between states, and despite 
the rank column in the table (for 
illustrative purposes only), should not be 
used to compare or rank states. If data 
can be made consistent and reliable, this 
or a similar measure would be a useful 
indicator of LTSS system performance. 

Endnotes 
 

1 Lynn Friss Feinberg, Sandra L. Newman, Leslie Gray, Karen N. Kolb, and Wendy Fox-Grage. The State 
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