
Public vs. Private Services 
Recommendation to the MH/DS Work Group 

 
The rate to serve an individual in a public Resource Center is ~ $600/day.  There is a question as 
to whether this rate is fully inclusive or does not include clinical nursing care, facilities 
maintenance, staff salary and benefits.  Recently the Des Moines Register printed an article citing 
the independent consultant report that included information that Glenwood spent $3.4 million in 
overtime in 2008.  This is not included in the per diem. 
 
The rate to serve an individual in a privately run community provider facility is  capped at ~ 
$300/day and includes clinical nursing care, facilities maintenance and all staff costs.   
 
In one year, taking just the stated per diem, the savings to provide the same service in the 
community is $109,500 (again, not taking into consideration the additional expenses that are not 
included in the public institution cost of service) per person per year. 
 
The Olmsted decision is marking its 10 year anniversary, a commitment to community-based 
care.  Leadership at the state’s administrative and policy level, and advocates in countless 
meetings state that it is preferable for individuals with disabilities to live, work and recreate in 
community-based settings of their choice.  Iowa received a $51 million grant (Money Follows the 
Person) to assist in the movement of adults from facility to community service. 
 
Arguments that individuals within the Resource Centers are more significantly involved, 
medically-fragile or behaviorally challenging, are simply not true.  There are individuals currently 
served in private community-based settings that are tube fed including nocturnal pumps requiring 
direct nursing oversight, on ventilators, receiving a multitude of therapies onsite including 
percussion vest therapies (breathing therapy), peritoneal dialysis (for renal failure), inhalation 
therapies, basal nerve stimulators (seizure intervention), intermittent catheterization and CPAP.  
Other therapies include positioning, range of motion, gate training, extensive follow up from 
orthopedic surgery. Equipment is used onsite including stand up, supine and prone standers, 
Hoyer lifts, and Seri-lift (full body stand lift).  In addition, community providers work with children 
and adults with significant behavioral involvement requiring multiple interventions on a daily basis. 
 
While leaders and advocates support community-based services, the fact is the state places a 
much higher (financial) value on publicly funded, large institutional settings.   
 
The Glenwood Resource Center has been under an injunction by the Department of Justice for 
as long as the Olmsted decision has been around.  While the latest report indicates 
improvements have been made, this facility has had more citations than any other facility in the 
state.  Beyond the number of citations, one must consider the severity of those citations – 
insufficient clinical care, staff abuse, medication errors, etc.  If a private community provider 
received the severity of citations as Glenwood has in the past year, it would have been de-
certified by the Department of Inspections and Appeals.    
 
With the state facing its largest budget shortage in its history (estimates $500 million to $1 billion), 
now is the time to make the changes to the community-based services we say we value.  It 
makes sense from an advocate’s perspective and certainly is much, much more efficient than the 
public alternative.  The Money Follows the Person grant calls to move 573 people into the 
community.  After nearly 3 years, fewer than 100 people have moved.    
 
Our fiscal priorities seem to be maintaining status quo while our stated values are in complete 
opposition.  Now is the time to align our values, and help the state reduce its shortfall. 
 
Shelly Chandler, Executive Director, Iowa Association of Community Providers  9/23/09 
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Medicaid and Long-Term Care Services and Supports 

 
Medicaid is the nation’s major public health coverage 
program designed to address the acute and long-term care 
needs of millions of low-income Americans of all ages. 
Medicaid is the primary payer for long-term care covering a 
range of services including those needed by people to live 
independently in the community such as home health and 
personal care, as well as services provided in institutional 
settings such as nursing homes. Many of these critical 
services are not covered by Medicare or private insurance.  
 
Who Needs Long-Term Care Services and Supports? 
 
Over 10 million Americans, or almost 5 percent of the total 
adult population, need long-term services and supports to 
assist them in life’s daily activities (Figure 1). The majority of 
individuals who receive long-term care services are age 65 
and above while 42 percent are under age 65.  Long-term 
care includes a range of services and supports that assist 
individuals with performing activities of daily living (ADLs) 
and instrumental activities of daily living (IADLs). These 
range from providing assistance with eating, dressing, and 
toileting, to assisting with managing a home, preparing food, 
and medication management. 

 
People with long-term care needs span all ages and often 
have substantial acute care needs. Children with 
intellectual disabilities such as mental retardation and 
development disabilities such as autism often need care 
throughout their lifetimes. Young adults with spinal cord 
and traumatic brain injuries and serious mental illness 
may need services for decades. Older people with 
Alzheimer’s disease often need some long-term services 
due to decreasing mobility and cognitive functioning that 
comes with aging, and those with severely disabling 
chronic diseases such as diabetes and pulmonary disease 

need more extensive acute and long-term services as 
they age.   
 

Who Pays for Long-Term Care Services? 
 
Many people who need long-term care rely primarily on 
unpaid help from family and friends. Paying for long-term 
services is expensive and can quickly exhaust lifetime 
savings. Nursing home care averages $70,000 per year, 
assisted living facilities average $36,000 per year, and 
home health services average $29 per hour. The cost of 
these services often exceeds individuals’ ability to pay for 
their care. In 2006, nearly $178 billion was spent on long-
term services (Figure 2). Medicaid accounts for 40 percent 
of total long-term care spending. Medicare provides limited 
post-acute care through its skilled nursing facility benefit 
and its home health care benefit, accounting for slightly less 
than one-quarter of spending. Direct out-of-pocket care 
spending by individuals and families accounts for 22 
percent of spending.  

 
Who Qualifies for Medicaid Long-Term Care Services? 
 
Medicaid is intended to assist low-income individuals and is 
not available to everyone who needs long-term services. 
Individuals must first meet financial qualifications for 
Medicaid coverage of long-term services and supports, in 
addition to meeting need criteria. For the elderly and people 
with disabilities with long-term care needs, these limits are 
often tied to the Supplemental Security Income (SSI) 
program    $674 per month in 2009 – but states can, and 
often do set higher limits.  Additionally, elderly and disabled 
individuals who qualify for Medicaid must have very few 
assets ($2,000 for an individual and $3,000 for a couple, in 
most states).  
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SOURCES: Health Policy Institute, Georgetown University, analysis of data from the 2005 National 
Health Interview Survey and the 2004 National Nursing Home Survey.
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Figure 2

Long-Term Care Financing, 2006

Total = $124.9 billion
Note: Total LTC expenditures includes only spending on nursing home and home health services. Some 
community-based services financed primarily through Medicaid home and community-based waivers and 
delivered in other settings are not represented here.  SOURCE: KCMU estimates based on CMS National 
Health Accounts data, 2008.
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The Kaiser Commission on Medicaid and the Uninsured provides information and analysis on health care coverage and access for the low-income population,
with a special focus on Medicaid’s role and coverage of the uninsured.  Begun in 1991 and based in the Kaiser Family Foundation’s Washington, DC office, the
Commission is the largest operating program of the Foundation.  The Commission's work is conducted by Foundation staff under the guidance of a bipartisan
group of national leaders and experts in health care and public policy.

Medicaid is also the safety net for long-term care services 
for individuals who become impoverished as a 
consequence of disabling illness or injury. Thirty-six states, 
including DC, allow the “medically needy” – those with high 
medical bills – to spend down to a state-set eligibility 
standard, and because few people can afford the high cost 
of nursing home care, 38 states allow individuals needing 
nursing home care to qualify with income up to 300 percent 
of SSI ($2,022 per month in 2009). However, individuals 
who apply for Medicaid assistance with nursing home care 
are subject to a “look back” period of five years for asset 
transfers during which eligibility may be denied. This is 
intended to prevent those above the eligibility levels for 
Medicaid from giving away their resources in order to qualify 
rather than spending down to Medicaid eligibility. Medicaid 
coverage is excluded for individuals with home equity in 
excess of $500,000 (or up to $750,000 at state option). 

To address the gaps in private coverage, many states 
provide a means for higher income individuals to buy-into 
Medicaid, such as the Ticket-to-Work option for individuals 
with disabilities to work and retain their health coverage and 
the Family Opportunity Act for disabled children with family 
income up to 300 percent of poverty. 

What Services Does Medicaid Provide for Long-Term 
Care Populations? 

Over 3 million individuals, or 7 percent of the Medicaid 
population, rely on Medicaid long-term care services for a 
range of physical and mental health care needs. Over half 
of those who use Medicaid long-term care services are 
individuals age 65 and older, but 45 percent are disabled 
children and adults. Among Medicaid long-term care users, 
75 percent of spending went toward long-term services and 
supports, while the remaining 25 percent was devoted to 
acute care and other supportive services such as inpatient 
hospital, prescription drugs, physician, rehabilitative and 
therapy services (Figure 3).  

Medicaid covers a continuum of long-term care service 
settings from nursing homes to the community. While 
many prefer to remain in the community, some individuals 
with extensive needs require nursing home care. 

Spending on Medicaid home and community-based services 
has been growing. In 2006, spending on home and 
community-based care accounted for 41 percent ($44.7 
billion) of total Medicaid long-term care services spending, up 
from 13 percent in 1990 (Figure 4). Spending patterns for 
Medicaid home and community-based services vary widely 
among states although demand for services in the 
community is growing as evidenced by the number of 
beneficiaries on waiting lists for home and community-based 
waiver services – 331,689 individuals in 33 states in 2007 – 
an 18 percent increase over the previous year.  

States are employing a wide range of approaches to 
balance their long-term care delivery systems in favor of 
community settings. Efforts to make Medicaid benefits more 
flexible and allow consumer involvement in determining and 
managing services are expanding across the states. 
Currently, 42 states allow some form of consumer direction 
of personal assistance services where the Medicaid 
beneficiary has greater control over hiring, scheduling and 
paying personal care attendants.  Additionally, 31 states 
received Money Follows the Person Demonstration grants 
in 2007 that give states enhanced matching funds to 
transition Medicaid beneficiaries from institutional to 
community-based settings.  

Outlook
As the economic crisis deepens, states will be under 
increasing pressure to control overall costs in their Medicaid 
programs bringing new uncertainties for the provision of 
Medicaid home and community-based services.  At the 
same time, the need for long-term care services that 
Medicaid addresses will likely grow in the coming years.
For the foreseeable future, Medicaid will remain the major 
financing system for long-term care services and supports 
in our nation, and the program that addresses the needs of 
low-income Americans.  The challenges for the financing, 
design, and provision of long-term care under the Medicaid 
program are how to align incentives to ensure access to 
needed services and provide cost-effective high quality 
services and supports to low-income Americans.  
This fact sheet (#2186-06) is available on the Kaiser Family Foundation’s 
website at www.kff.org. 

Figure 3

Medicaid Spending by Long-Term Care Users 

Total = $118.6 billion
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DoNoninstitutional Long-Term
Care Services ReduceMedicaid
Spending?
Home and community-based services help people with disabilities
stay in their homes while reducing long-term care spending.

by H. Stephen Kaye, Mitchell P. LaPlante, and Charlene Harrington

ABSTRACT: Medicaid spending on home and community-based services (HCBS) has
grown dramatically in recent years, but little is known about what effect these alternatives
to institutional services have on overall long-term care costs. An analysis of state spending
data from 1995 to 2005 shows that for two distinct population groups receiving long-term
care services, spending growth was greater for states offering limited noninstitutional ser-
vices than for states with large, well-established noninstitutional programs. Expansion of
HCBS appears to entail a short-term increase in spending, followed by a reduction in institu-
tional spending and long-term cost savings. [Health Affairs 28, no. 1 (2009): 262–272;
10.1377/hlthaff.28.1.262]

Enacted in 1965 to prov ide health coverage for impoverished
Americans, the Medicaid program quickly became a major source of pay-
ment for long-term care (LTC) services for elderly and nonelderly people

with disabilities. During the program’s first two decades, these services were of-
fered almost exclusively in institutional settings, such as nursing homes and facili-
ties for people with intellectual disabilities. In the mid-1980s, however, states be-
gan to offer LTC services to people living outside of institutions, through what are
known as Home and Community-Based Services Waiver programs and Personal
Care Services (PCS) Optional Benefit programs. These two programs, plus the
smaller Medicaid Home Health Benefit, are collectively referred to as Medicaid
home and community-based services (HCBS); all such programs may offer per-
sonal assistance that enables people who need help in performing daily activities
to continue to live and thrive in the community, instead of being forced to relin-
quish their independence and move into an institution.

Pressured by advocates for people with disabilities and the elderly, and com-
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pelled by the Supreme Court’s 1999 Olmstead decision to offer services in “the most
integrated setting” appropriate to the person’s needs, many states have created or
expanded HCBS programs, offering an alternative to institutionalization for mil-
lions of poor or near-poor Americans.1 As a result, HCBS spending has constituted
a steadily increasing share of Medicaid LTC costs, rising at a much more rapid rate
than spending on institutional services.2 The estimated $35.2 billion spent on
HCBS in 2005 amounts to 37.2 percent of the $94.5 billion national Medicaid LTC
expenditure, or 11.7 percent of the $300.3 billion total Medicaid expenditure.3 A
decade earlier, HCBS spending accounted for only 19.2 percent of Medicaid LTC
spending and 6.3 percent of all Medicaid spending.4

Although states still spend much more on institutional than noninstitutional
LTC, the expansion of HCBS programs has nonetheless been blamed for the over-
all growth in LTC spending. Opponents of further expansion in HCBS have re-
cently used the continued growth in overall LTC spending to argue that noninsti-
tutional LTC services are not cost-effective, in the sense that they increase rather
than reduce overall expenditures.5

This paper explores the question of whether states that offer extensive HCBS
programs experience greater or lesser growth in Medicaid LTC spending than
states in which institutional LTC continues to predominate. We are aware of no
similar analyses, although one study compared LTC spending in three states that
were offering extensive HCBS with projections of spending in the absence of such
programs, and concluded that those states had greatly reduced their spending.6

The main issue is not the cost of services per person served. A recent study
found that the average total public expenditure on a recipient of HCBS waiver ser-
vices (who must meet the eligibility criteria for institutionalization) was about
$44,000 less per year than for a person receiving institutional services.7 Indeed,
waiver programs are required to demonstrate cost-neutrality, in that the per par-
ticipant spending under the waiver cannot exceed the state’s estimate of the costs
for the same people had they entered institutions.

Instead, the concern is with the aggregate cost, which may grow if increasing
numbers of eligible people are served. There is a fear that the introduction of
HCBS programs would create a “woodwork effect,” in which large numbers of
people who previously received help from family members and did not seek insti-
tutional services might sign up for the more desirable noninstitutional services,
thus increasing the overall costs. The impact of HCBS programs on aggregate
Medicaid spending has been studied in several demonstration projects, but re-
sults have been inconclusive.8

Data Sources And Methods
! Sources. State data on Medicaid LTC spending for fiscal years 1995–2005

were obtained from reports submitted by state Medicaid agencies to the Centers for
Medicare and Medicaid Services (CMS). States report both institutional spending,
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for services provided in either nursing homes or so-called intermediate care facili-
ties for people with mental retardation (ICF/MR), and noninstitutional spending,
for services provided through waiver, personal care, and home health programs.
Data on nursing home, ICF/MR, personal care, and home health spending were ob-
tained from CMS 64 reports, as compiled annually by the Medstat Group.9 Data on
HCBS waiver spending, by type of waiver, were obtained from CMS 64 reports on
individual waiver programs, occasionally corrected with data obtained from CMS
372 reports.10

Because spending patterns, including the proportion devoted to HCBS, differ
markedly according to the targeted population, we analyzed spending explicitly
directed toward people with mental retardation and other developmental disabil-
ities (MR/DD) separately from those primarily directed toward people with other
types of disabilities. ICF/MR spending and MR/DD waiver spending are classified
as MR/DD spending, while nursing home, non-MR/DD waiver, personal care, and
home health spending is classified as non-MR/DD spending.

! Data limitations. Limitations in these data include occasional incomplete or
inaccurate reporting and expenditures reported according to the date of payment
rather than the date of service provision, causing year-to-year fluctuations when
states delay payment and shift expenditures to the next fiscal year. Furthermore, a
limited amount of spending on services provided under capitated managed care pro-
grams is not reported; this limitation is mostly an issue for Arizona, which we ex-
cluded from the analysis because the bulk of its expenditures are not listed. A few
states (most notably Texas) have or had relatively small “frail elderly” programs dis-
tinct from the noninstitutional services already mentioned; because data for these
programs are available from the Medstat compilations for some years but not others,
we omitted these programs from the analysis, too.

In a few cases of missing or incomplete waiver data for particular waivers or
states, we interpolated or extrapolated to estimate expenditures. In one case of a
suspiciously large expenditure followed by a negative reported expenditure in the
subsequent year, we replaced both numbers with their average.

! Facilitating comparisons. To facilitate comparison across states, we obtained
per capita (not per recipient) expenditures for each state by dividing the reported
spending by the Census Bureau’s population estimate for the state for the given
year.11 To further facilitate comparison across years, we adjusted the per capita
spending for inflation in medical care costs, using the Consumer Price Index (CPI)
for medical care services; amounts shown are in 1995 medical care dollars.12

! Classification process. We then classified states according to their level and
pattern of HCBS spending. First, we divided the states into two groups according to
the proportion of their total 2005 LTC spending devoted to HCBS. States that spent
less than the median proportion on HCBS were classified as low-HCBS states; the
remaining states were classified as high-HCBS states. The latter were further di-
vided into two categories according to whether their HCBS spending remained rela-
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tively stable or increased markedly during the decade of interest: states whose per
capita, inflation-adjusted HCBS spending more than doubled during 1995–2005
were classified as expanding-HCBS states; the remaining states, as established-
HCBS states. States that were pioneers in offering extensive noninstitutional ser-
vices fell into this latter group.

The classification process was done twice, once for non-MR/DD spending and
once for MR/DD spending. Thus, two separate groupings of states were obtained
(Exhibit 1).

Study Findings
! Non-MR/DD spending. The high- and low-HCBS states (as differentiated ac-

cording to their 2005 expenditures) differed markedly in the types and amounts of
spending on the non-MR/DD population (Exhibit 1). Low-HCBS states spent only
about $14 per capita on HCBS in 1995, compared to more than $24 for the high-
HCBS states. Both groups of states increased their HCBS spending over the decade
much faster than the rate of inflation, with the low-HCBS states increasing by 56.7
percent and the high-HCBS states growing still faster, by 110.0 percent.

HCBS spending data reveal vastly different rates of growth for the established-
and expanding-HCBS states (Exhibit 2). Established states increased their HCBS
spending relatively modestly during the period (21.2 percent), while expanding
states increased their spending by 276.2 percent. Especially rapid HCBS growth is
apparent among the expanding states during 2000–2005, mostly because of pro-
gram growth but also because California shifted a state-only program to a Medic-
aid personal care plan in 2001.

Nursing home spending grew by 3.4 percent in the low-HCBS states over the
period, after adjusting for inflation, but declined by 15.3 percent in the high-HCBS
states (Exhibit 3). A pattern of substantial growth is apparent in the low-HCBS
states between 1997 and 2002 (followed by a sharp one-year decline, which we hy-
pothesize is attributable to state budget shortfalls), and a steady decline is appar-
ent for the high-HCBS states beginning in 2002.

Total LTC spending on the non-MR/DD population grew by similar amounts in
the low- and high-HCBS states (Exhibit 4). But when we compared established
and expanding HCBS states, we found that LTC spending actually declined by 7.9
percent in the established-HCBS states, but increased markedly in the expanding-
HCBS states (24.2 percent). Spending increased greatly in both the low- and ex-
panding-HCBS states during 1997–2002, when the established-HCBS states were
able to hold their LTC spending relatively constant. The established-HCBS states
also experienced a large decline in spending between 2003 and 2005, which is not
seen in the data from the other states.

! MR/DD spending. Also shown in Exhibit 1 is HCBS and institutional spend-
ing targeted to the MR/DD population. The practice of deinstitutionalizing this
population, or avoiding institutionalization entirely, is much better established than
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for people with other types of disabilities, and even the low-HCBS states devoted,
on average, half of their 2005 MR/DD LTC spending to noninstitutional services.
Both the low- and high-HCBS states more than doubled their HCBS spending over
the period; this spending nearly tripled among the expanding-HCBS states. Institu-
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EXHIBIT 1
Mean Per Capita, Inflation-Adjusted Medicaid Long-Term Care (LTC) Spending In
States With High And Low Home And Community-Based Services (HCBS), By Type Of
Expenditure, And Percentage Change, Fiscal Years 1995 And 2005

Low-HCBS
statesa

High-HCBS states

Non-MR/DD spending All Establishedb Expandingc

HCBS spending
FY 1995
FY 2005 (1995 $)
Change

$13.69
$21.46
56.7%

$24.35
$51.10
110.0%

$39.67
$48.09
21.2%

$14.12
$53.12
276.3%

Institutional spending (nursing homes)
FY 1995
FY 2005 (1995 $)
Change

$122.64
$126.85
3.4%

$110.83
$93.88
–15.3%

$138.54
$116.03
–16.3%

$92.35
$79.12
–14.3%

Total LTC spending
FY 1995
FY 2005 (1995 $)
Change

$136.34
$148.31
8.8%

$135.17
$144.99
7.3%

$178.21
$164.12
–7.9%

$106.47
$132.24
24.2%

HCBS proportion of total
FY 1995
FY 2005

10.0%
14.5

18.0%
35.2

22.3%
29.3

13.3%
40.2

Low-HCBS
statesd

High-HCBS states

MR/DD spending All Establishede Expandingf

HCBS spending (MR/DD waivers)
FY 1995
FY 2005 (1995 $)
Change

$14.21
$36.31
155.6%

$28.89
$59.49
105.9%

$47.82
$71.04
48.6%

$18.24
$52.99
190.4%

Institutional spending (ICF/MR)
FY 1995
FY 2005 (1995 $)
Change

$42.44
$36.33
–14.4%

$24.81
$11.93
–51.9%

$26.73
$10.30
–61.5%

$23.72
$12.86
–45.8%

Total LTC spending
FY 1995
FY 2005 (1995 $)
Change

$56.65
$72.64
28.2%

$53.70
$71.42
33.0%

$74.55
$81.34
9.1%

$41.97
$65.84
56.9%

HCBS proportion of total
FY 1995
FY 2005

25.1%
50.0

53.8%
83.3

64.1%
87.3

43.5%
80.5

SOURCE: Authors’ calculations based on data from Centers for Medicare and Medicaid Services 64 and 372 reports.
NOTES: MR/DD is mental retardation/developmental disability. ICF/MR is intermediate care facility for mental retardation.
a AL, CT, DE, FL, GA, HI, IN, IA, KY, LA, MD, MI, MS, NE, NH, NJ, ND, OH, PA, RI, SC, SD, TN, UT.
b AR, CO, ME, MA, MT, NY, OR, VA, WV, WI.
c AK, CA, ID, IL, KS, MN, MO, NV, NM, NC, OK, TX, VT, WA, WY.
d AK, CA, CT, ID, IL, IN, IA, KY, LA, MI, MO, NV, NJ, NY, NC, ND, OH, OK, PA, SC, TN, TX, UT, VA.
e CO, MA, NH, OR, RI, SD, VT, WA, WY.
f AL, AK, DE, FL, GA, HI, KS, ME, MD, MI, MN, MT, NE, NM, WV, WI.



tional spending dropped for both low- and high-HCBS states, after adjusting for in-
flation, but the drop was much more dramatic for the high-HCBS states, where
ICF/MR spending declined by more than half, compared to a 14.5 percent drop
among the low-HCBS states. Particularly impressive is the 61.5 percent drop in
ICF/MR spending among established-HCBS states.

Total LTC spending for the MR/DD population increased for all types of states,
with a 28.2 percent increase among low-HCBS states and a 33.0 percent increase
among high-HCBS states (Exhibit 5). Established-HCBS states, however, experi-
enced by far the lowest rate of growth (9.1 percent), with hardly any growth in in-
flation-adjusted spending between 1998 and 2005. Expanding-HCBS states had
the highest rate of spending growth, at 56.9 percent.
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NOTE: For explanation of types of HCBS states, see text.
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EXHIBIT 2
Mean Per Capita, Inflation-Adjusted Spending On Home And Community-Based
Services (HCBS), Excluding Mental Retardation/Developmental Disability (MR/DD)
Programs, In States With Low And High HCBS, Fiscal Years 1995–2005
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! Expenditures following HCBS expansion. Having observed that for both
non-MR/DD and MR/DD programs, established-HCBS states controlled spending
better than low-HCBS states and much better than expanding-HCBS states did, we
hypothesized that HCBS programs incur an initial cost and have the eventual, but
not immediate, effect of reducing institutional spending and limiting the growth of
overall LTC spending. To explore this possibility, we examined LTC spending be-
fore, during, and after expansion of HCBS programs in several states.

Nine states rapidly expanded their non-MR/DD HCBS spending during the lat-
ter part of the 1990s and then held that (inflation-adjusted) spending relatively
steady until at least 2005. One state created a new PCS program and another ex-
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panded an existing program, two states created new waiver programs and four ex-
panded existing waivers, and one state expanded both a PCS and a waiver pro-
gram. The growth in HCBS spending typically occurred over two years and then
leveled off.

Exhibit 6 presents the mean spending on non-MR/DD HCBS, nursing homes,
and total non-MR/DD LTC for the nine states; data for the states are combined not
according to the fiscal year of expenditure but instead according to the year rela-
tive to the expansion. The states had not yet begun to increase spending during
Year 0 (1995 for three states, 1996 for two, and 1997 for four); the expansion was es-
sentially complete by Year 2; and HCBS spending remained relatively steady for
the six subsequent years (ending in 2003, 2004, or 2005).

For these states, HCBS spending increased on average by 57.3 percent during
the two years of rapid growth, and then much more slowly during subsequent
years. Nursing home spending remained fairly stable for the three years following
full expansion and then declined in each subsequent year. Total non-MR/DD
spending rose especially rapidly during the period of HCBS expansion and then
rose more slowly for the next three years. During subsequent years, however, total
inflation-adjusted spending fell substantially, returning to just below its pre-
expansion level in the final year.

For comparison, we identified fifteen states that held their non-MR/DD HCBS
spending stable over the entire period (Exhibit 6). With flat HCBS spending and
increasing nursing home spending, the comparison states saw a 4.6 percent in-
crease in overall spending over the period. Initial levels were roughly equal in the
comparison and expansionary states; following a temporary increase, the expan-
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sionary states were able to reduce their overall non-MR/DD LTC spending to ap-
proximate that of the comparison states in Year 6, and then further reduce it in
subsequent years to below the comparison levels.

A similar analysis of states that expanded their MR/DD spending in the late
1990s (not shown) also suggests a lag between an increase in HCBS spending and
a reduction in institutional spending, but the lag period appears to be shorter than
for the non-MR/DD population.

Discussion
An analysis of state-by-state Medicaid LTC spending for 1995–2005 reveals that

states offering extensive noninstitutional services experienced growth in overall
spending comparable to that in states offering lower levels of such services. This
finding holds true for spending on services both for people with nondevelopmen-
tal physical or cognitive disabilities, on the one hand, and for people with intellec-
tual and other developmental disabilities, on the other.

For both types of spending, states with extensive, well-established noninsti-
tutional programs saw much less spending growth than states with minimal
noninstitutional services. In the case of non-MR/DD spending, states with well-
established noninstitutional programs actually reduced their overall, inflation-
adjusted LTC spending, in contrast with growing expenditures among states with
minimal noninstitutional services. States that greatly expanded their HCBS pro-
grams during the period, however, saw greater increases in overall spending than
other states did; the bulk of this expansion occurred after 2000, and its long-term
effects are not yet observable.

! Negligible impact of other factors. In comparing LTC spending patterns
across states, it is worth exploring whether economic or population factors might
account for the observed differences. Published models of state variations in total
LTC spending have identified the most important predictors as average income and
proportion of the population likely to need LTC, based either on a disability measure
or on the proportion of residents who are very elderly.13 We obtained state-by-state
data from the 2000 census on median household income and on the proportion of
residents with self-care difficulties; we found no significant correlation between ei-
ther of these variables and the proportional change in LTC spending. It is therefore
unlikely that such factors could explain the different spending trends observed
among the states.

! Lag between HCBS expansion and lower LTC spending. An examination of
a group of states that expanded HCBS programs in the late 1990s suggests that there
is a lag between the expansion of noninstitutional services and a subsequent, com-
pensatory reduction in institutional spending, resulting after several years in lower
total LTC spending than in states that did not expand HCBS programs. Because
HCBS programs tend to serve people at risk of needing institutional services, with
the goal of deferring or obviating their eventual institutionalization, and not merely
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people gradually moving out of institutions, a lag between the introduction of an
HCBS program and a reduction in the institutional population might be expected.
Furthermore, real savings in institutional costs occur only when the number of
Medicaid-financed nursing home residents is reduced, a process that can take years.

It seems apparent that states offering noninstitutional LTC services as an alter-
native to institutionalization are not only complying with the Olmstead decision
and meeting the demands of their citizens with disabilities, but are also poten-
tially saving money. One caveat, however, is that an initial outlay is required to
launch a new HCBS program, followed several years later by a reduction in insti-
tutional spending and the possibility of overall cost savings. Additionally, our re-
sults do not necessarily imply that institutional savings occur automatically, but
instead may result from parallel policy initiatives such as certificate-of-need pro-
grams or moratoria on new nursing home beds.14

It is clear, in any case, that states offering noninstitutional alternatives do not
generally suffer any long-term financial penalty as a result. Such states have been
able to contain and even reduce costs, largely avoiding a feared “woodwork effect”
in which the demand for services was predicted to grow tremendously once HCBS
programs became available.

! Pending legislation and its costs. Legislation pending before Congress
would require states not already doing so to offer noninstitutional alternatives to
anyone eligible for institutional services. The Community Choice Act, successor to
the Medicaid Community-Based Attendant Services and Supports Act (MiCASSA),
was once estimated by the Congressional Budget Office to require additional Medic-
aid expenditures of $10–$20 billion or more annually, but a recent study calculates
that the cost would be much lower, $1.4–$3.7 billion.15 Neither analysis attempted to
estimate cost savings through a commensurate reduction in institutional spending,
however. Our study suggests that if experience is any guide, such legislation would
likely entail no additional long-term spending and might in fact save money over the
long run by providing less costly services to people who could then avoid or defer
entering a nursing home or an ICF/MR.

Fra i l elderly people , and especially nonelderly people with various
types of disabilities, need services that allow them to remain in their homes
and retain their independence, and avoid entering an institution, possibly to

remain there for the rest of their lives. In some states, those who cannot afford to
purchase their own services have no alternatives to institutionalization. Justifica-
tions based on financial constraints can no longer be credibly offered as reasons for
forcing such people into nursing homes and other institutions. HCBS programs
may be one instance in which offering people greater choice also helps reduce
costs.
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