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Executive Summary 
 
Medicaid expenditures on home and community-based service (HCBS) waivers 
dominates spending on community-based long-term care services offered through the 
Medicaid program.  The emergence of this waiver program as the major financing 
mechanism for Medicaid community-based long-term care services has been swift, 
shifting from a small to large portion of Medicaid’s community-based service benefits 
over the last decade (from 37% in 1992 to 66% in 2001).  As spending on the HCBS 
waiver program has been growing rapidly, so has the portion of overall Medicaid long-
term care spending dedicated towards community-based services rather than 
institutional care.  While Medicaid spending on institutional care remains high, the rapid 
growth of the waiver program is increasing the percentage of total Medicaid long-term 
care spending that goes towards community-based long-term care services from 15% in 
1992 to 30% in 2002. 
 
Because of its emergence as an increasingly significant source of financing for 
community-based care within Medicaid, the HCBS waiver program deserves close 
attention.  The unique authority for HCBS waivers permits states to provide a wide 
variety of unique services not otherwise covered under Medicaid, such as assistance 
with household tasks, assisted living, supported employment services, accessibility 
adaptations, and respite care.  At the same time, states employ a variety of cost-
containment mechanisms to meet federal cost neutrality requirements and to meet state 
budgetary restrictions.  This paper examines trends in HCBS waiver enrollment and 
spending based primarily on CMS 372 data compiled by the University of California, 
San Francisco (UCSF) and a survey of state waiver program administrators on cost-
containment policies conducted by the UCSF, supplemented with data from the National 
Health Accounts and CMS 64 data compiled by Medstat.  
 
In 2001, 229 waiver programs served 833,000 Medicaid beneficiaries. States typically 
design their waiver services for a specific target population such as people with 
developmental disabilities, people with physical disabilities, elderly persons, or persons 
living with HIV or AIDS.  HCBS waiver programs for persons with mental retardation or 
developmental disabilities (MR/DD) accounted for 38 percent of total waiver program 
participants, but almost three quarters of total waiver program spending in 2001.  
Waiver programs for the aged and disabled accounted for over half of the participants, 
but for only 21 percent of waiver spending (Figure 1).  
 
With revisions in the federal review process in the early 1990s, HCBS waiver program 
spending took off with a 36 percent growth rate from 1992 to 1993.  The movement of 
MR/DD populations to HCBS waiver programs drove much of the large growth rates of 
the early 1990s. The average annual growth rate over the past ten years has been high 
(23%) but this rate masks a moderation in spending growth to 14 percent from 2000 to 
2001(Figure 2).  While much lower than the early 1990s, the 2001 waiver spending 
growth is still higher than institutional spending growth and overall Medicaid spending 
growth. 
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States use some form of cost containment for almost every waiver (Figure 3).  These 
often include enrollment limits and per person spending limits.  These types of controls 
are not available for other Medicaid long-term care services. Given the significant 
authority states have under the waiver program to impose these limitations, Medicaid 
beneficiaries participating in these programs may be subject to cuts or reductions in 
needed services.  Of the 171 waiver programs responding (out of 221 total), 82 waiver 
programs reported using spending caps to manage the cost of their programs.  These 
spending caps range across waiver programs from absolute maximum dollar levels on 
services per participant (hard caps) to targets for average spending per participant (soft 
caps).   Because states often have more potential waiver program participants than 
available slots, some states establish waiting lists.  69 waiver programs (out of 171) 
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Figure 1
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reported having waiting lists in 2002.  The number of people on waiting lists and the 
length of time spent on waiting lists varied considerably by waiver program. 

 
The unique array of services that can be offered to beneficiaries through HCBS waiver 
programs make them popular with states and beneficiaries.  Programs present an 
opportunity for beneficiaries to get needed services in the community and out of 
institutions.  At the same time, state budget constraints may threaten the extent to which 
states are able to address the needs of low-income seniors and persons with disabilities 
through HCBS waiver programs.  In the face of funding pressures, states may place 
additional limits on the number of beneficiaries served and/or the dollar value of 
services provided under home and community-based service waivers.  The HCBS 
waiver program remains the most significant avenue through which Medicaid 
beneficiaries can receive the community-based long-term care services they need and 
merits continued careful monitoring of enrollment and spending trends. 
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Figure 3

Common Cost Containment Tools Reported by 
HCBS Program Administrators, 2002
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Introduction 
 
The Medicaid program was created in 1965 to provide federal financing to states 
offering health care services to low-income people. The original program offered 
primary and acute care services. In 1968, institutional long-term care, such as nursing 
facility care, was added to the program. Since that time, the program has grown to 
cover a wide array of other health care services including some long-term care services 
provided in a person’s home or other community settings. The program provides health 
care services to three basic groups of low-income Americans: children and their 
parents, the elderly, and persons with disabilities. Today, states administer the program 
to over 52 million beneficiaries and together with funding from the federal government, 
spend $235 billion annually to provide medical assistance.1 
 
One of the most unique features of the Medicaid program is its coverage of long-term 
care services.  Aside from a small private long-term care insurance market, Medicaid is 
virtually the only program that pays for long-term care services.  These services include 
long-standing benefits such as nursing home care and institutional care for people with 
mental retardation, and a variety of newer community-based long-term care services 
and supports. These services are provided to people with disabilities under age 65 
(including children with disabilities) and the elderly.  For many people, their need for 
long-term care and the significant expense of caring for these needs impoverishes them 
to the point of qualifying—often for the first time in their lives—for Medicaid payment of 
these services.   

 
Although almost an equal number of beneficiaries receive Medicaid institutional services 
and home and community-based services, spending on long-term care services is 
weighted toward institutional care.  In fact, in 2001, 70 percent of Medicaid long-term 
care spending was for institutional care. This slant toward institutional care has 
persisted since the inception of the Medicaid program when long-term care was only 
available in institutions. However, the program is changing and spending on Medicaid 
home and community-based care is growing. In 1992, only 15 percent or $6 billion of 
Medicaid long-term care spending was for home and community-based care. In 2002, 
this care accounted for $25 billion or 30 percent of total long-term care spending.  
 
States are required to cover just one non-institutional long-term care benefit: home 
health services.  Beyond this minimum, states have the option of providing personal 
care services and/or home and community-based services through waivers. There are 
many similarities and differences between these services.  Home health and personal 
care services are Medicaid state plan benefits, which allow beneficiaries to receive 
services in their home from home health aides and personal care attendants. Services 
can include adult day care services, nursing services and medical equipment and 
supplies. HCBS waiver programs offer similar and at times more expansive services, 
however, states can use enrollment limits, as well as other tools to limit financial risk.   
 
For the past decade, nowhere has Medicaid home and community-based spending and 
participation growth been stronger than for Medicaid HCBS waiver programs.  
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Beneficiaries enrolled in waiver programs receive a wide array of services and supports. 
The waiver program permits states to design unique benefits with the objective of 
allowing beneficiaries to remain in the community. The waiver program also permits 
states to limit services, eligibility and spending in ways that depart significantly from 
policies traditionally available within the Medicaid program, including in Medicaid state 
plan home health and personal care services. 
 
This policy brief explains how the HCBS waiver program works including the 
beneficiaries it serves and the services it offers. The brief also describes the most 
recent trends in waiver program spending and participation growth over the last decade 
at a national level, within different HCBS waiver types, and across states. It also 
examines how states use the waiver authority to control costs in their programs and the 
potential effect these controls have on beneficiaries.  
 
Methodology 
 
A variety of data sources were used to assess the changes in national and Medicaid 
long-term care spending and the specific spending and participation trends for Medicaid 
home and community-based services. 
 
• CMS 372 Data.  The CMS 372 data used in this study was collected and compiled 

for the Kaiser Commission on Medicaid and the Uninsured (KCMU) by Charlene 
Harrington and colleagues at the University of California, San Francisco (UCSF) 
over the last year.  We used CMS 372 data in our analysis to examine the home and 
community-based waiver program spending and participation at the national and 
state levels, as well as for different waiver population groups. This data source was 
necessary to provide detail about Medicaid participation not available on the CMS 
64. We focused our analysis on data from 1992 to 2001 because it is the most 
recent 10-year period for which we had data available. CMS 372 data is reported to 
CMS annually and provides data on HCBS waiver participants and expenditures by 
date of service.  UCSF collected the 372 data directly from states. In instances 
where states had outstanding 372 data, state officials were asked to estimate data 
or provide interim reports.  The 372 we present has not been audited federally in the 
same manner as CMS 64 data.  As a result, the 372 spending data is not directly 
comparable to the CMS 64 data.  

 
• UCSF Home and Community-Based Service Waiver Program Survey. University of 

California, San Francisco conducted a survey of HCBS waiver program 
administrators for the Kaiser Commission. This survey captured information about 
waiver program enrollment slots, waiver program spending caps, cost containment 
tools, and waiting lists for 171 of 229 (75 percent) HCBS waiver programs operating 
in 2002. The survey is a useful tool, however the data reflects a point-in-time in 
2002, and therefore, may not represent program changes since that time.    

 
• National Health Accounts. We used 2000, 2001, and 2002 National Health Accounts 

data to place Medicaid long-term care spending in the context of national spending. 
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This data set is produced annually by the Centers for Medicare and Medicaid 
Services (CMS) and provides information about total national health care 
expenditures for different categories of spending including payer categories. One 
limitation of this data is that it does not reflect home and community-based waiver 
program spending as a single category of spending. However, this data is valuable 
in its tracking of national out-of-pocket spending for health care services and long-
term care. 

 
• CMS 64 Data. We used CMS 64 data from 1992 to 2001 to look at the change in 

Medicaid long-term care spending over the last decade. CMS requires states to 
report their medical assistance expenditures by service category (i.e. nursing 
homes, HCBS waiver programs) on the CMS 64 reporting form each quarter as well 
as annually. These reports are audited and used by CMS to calculate the amount of 
federal Medicaid matching payments each state receives. The CMS 64 data used in 
this study was compiled by Brian Burwell and colleagues at Medstat.2 One of the 
limitations of this data is that although audited, it does not track the number of 
people receiving Medicaid services. Therefore, it does not allow us to analyze 
participation trends under the waiver program. 
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Overview  
 
 In 2002, national spending on long-term care services was $139 billion.  Medicaid 
accounted for over 43 percent of long-term care services ($60 billion) (Figure 4).  In 
contrast, the next largest payer category was out-of-pocket spending, accounting for 
almost one-quarter, or $33 billion, in spending. 
   

 
The payer mix changes slightly when total long-term care is broken down by nursing 
facility and home health care (Figure 4). Medicaid continues to be the major payer for 
nursing facility care in 2002—contributing $52 billion—half of the dollars. The next 
largest payer category was out-of-pocket spending with 26 percent of expenditures. In 
contrast, according to National Health Accounts data, Medicaid has taken on a much 
smaller role in home health spending, which is largely financed by Medicare.  The 
Medicare home health benefit accounted for the majority of expenditures (32%) with 
Medicaid spending accounting for 23 percent, and out-of-pocket expenditures 
accounting for almost 20 percent of spending.  It is important to note that Medicaid 
home health spending in the National Health Accounts data home health category does 
not include Medicaid spending on the HCBS waiver program and personal care 
services.   
 
Medicaid Long-Term Care Services.  Total Medicaid long-term care spending grew from 
$39 billion in 1992 to $82 billion in 2002 (Figure 5).  The overall increase in spending 
masks an important shift in the type of services offered by state Medicaid programs.  
States provide long-term care in both institutional and community settings.3 Between 
1992 and 2002, institutional services delivered in nursing facilities and intermediate care 
facilities for the mentally retarded (ICF/MRs) dropped from 85 percent of total Medicaid 
long-term care spending to 70 percent. During the same period, home and community-
based services, including home health, personal care, and the HCBS waiver program, 
rose from 15 percent of total Medicaid long-term care spending in 1992 to 30 percent of 
spending in 2002. These shifts are due to a 16 percent average annual growth rate in 
home and community-based services spending, pushing Medicaid community-based 

K  A  I  S  E  R    C  O  M  M  I  S  S  I  O  N    O  N
Medicaid and the Uninsured

Figure 4
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long-term care spending from almost $6 billion in 1992 to $24.6 billion in 2002. Over this 
same time period, institutional spending grew relatively slowly at a 5 percent average 
annual growth rate and total spending of $33 billion in 1992 and $53 billion in 2001. 
 

 
Medicaid Home and Community-Based Services. As community-based care has 
expanded over the last decade, HCBS waiver programs have become the primary 
vehicle through which the Medicaid program finances care in the community (Figure 6). 
As a percentage of total Medicaid home and community-based services spending, 
HCBS waiver program spending increased from 37 percent in 1992 to 67 percent in 
2002. Spending in the other Medicaid home and community-based services areas, 
specifically personal care and home health services, dropped from 22 percent of total 
home and community-based spending to 11 percent and from 41 percent to 22 percent, 
respectively.   

 
 

Medicaid Long Term Care Expenditures

HCB Care
15%

Institutional Care
85%

Total = $39 billion

HCB Care
30%

Institutional 
Care
70%

1992 2002

Total = $82 billion
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HCB includes personal care, HCBS waivers, and home health; and Institutional 
care includes ICFs/MR and SNFS. 
SOURCE: Health Strategies analysis 2002 CMS 64 Data for the Kaiser 
Commission

Figure 5
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Medicaid Home and Community-Based Services: Home Health, Personal Care, 
and the Waiver Program  
 
There are three main ways a state can provide Medicaid home and community-based 
services: (1) through the home health benefit; (2) through one of several optional state 
plan services (personal care services); and (3) through 1915(c) home and community-
based service waivers. Each varies in the services that are offered, how they are 
offered, and to whom they are offered. Figure 7 summarizes the similarities and 
differences of these three components. The following describes each benefit. 
 

 
 
 
• Home Health. In 2001, 728,000 Medicaid beneficiaries received home health 

services home health services, accounting for 11 percent of Medicaid home and 
community based spending. As a mandatory Medicaid state plan service, all 50 
states must provide home health services for individuals 21 and older who are 
entitled to nursing facility services. A person who is financially eligible for Medicaid 
and who would otherwise be eligible for nursing facility care is entitled to home 
health services. Medicaid home health includes the following mandatory services: 
point-in-time or intermittent nursing, home health aides, medical supplies, and 
medical equipment. Optional home health services under the Medicaid state plan 
are physical therapy, occupational therapy, speech pathology, or audiology 
services.4  A state can also elect to provide home health services to additional 
Medicaid eligible individuals.  
 
Medicaid home health services are different from other Medicaid home and 
community-based services because federal statute requires all states to offer the 
benefit to all Medicaid beneficiaries who are over the age of 21 and entitled to 
nursing facility care. While federal law permits states to apply medical necessity 
criteria and utilization controls (e.g., one home health visit per day) to the home 

K  A  I  S  E  R    C  O  M  M  I  S  S  I  O  N    O  N
Medicaid and the Uninsured

Figure 7

Medicaid Home and Community-Based Programs, 2001
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health benefit, it also stipulates that the program must provide a sufficient benefit to 
all users and provide the same service across all the eligibility groups it covers.5 

 
• Personal Care. Personal care accounted for 23 percent of Medicaid home and 

community-based spending in 2001. During this time, personal care services were 
provided to 557,000 Medicaid beneficiaries in 27 states. States offering the personal 
care benefit have considerable discretion in defining what services are provided.  
Services can include assistance with Activities of Daily Living (ADLs) and 
Instrumental Activities of Daily Living (IADLs) such as personal hygiene, light 
housework, meal preparation, transportation, and medication management.  These 
services can be offered in and outside a beneficiary’s home.  To qualify for personal 
care, a person must be categorically eligible or qualify as “medically needy” for 
Medicaid, and meet state-defined needs criteria, such as being unable to perform a 
minimum number of Activities of Daily Living (ADLs).    

 
States can elect to provide personal care services to qualifying Medicaid 
beneficiaries under their state Medicaid plans. As an optional state plan benefit, a 
state can elect to offer or not offer the personal care benefit at any time, however, 
similar to home health and other state plan services, once a state elects to provide 
these services it must provide them to all eligible beneficiaries statewide.  

 
• 1915(c) Home and Community-Based Service Waivers.  HCBS waiver program 

spending accounted for 66 percent of Medicaid community-based spending in 2001. 
There are over 229 waiver programs in operation today serving over 833,000 HCBS 
waiver beneficiaries. Every state, except Arizona, has at least one home and 
community-based waiver program in operation.6  Waiver programs provide a variety 
of services tailored to meet the unique needs of individual Medicaid beneficiaries.  
To qualify for a waiver program, Medicaid beneficiaries must meet financial and 
functional eligibility criteria that are at least as strict as those for a comparable 
institutional setting.    

 
Medicaid HCBS waiver programs are a departure from state plan home health and 
personal care service benefits and the Medicaid program as a whole. These waiver 
programs allow states to cap enrollment, and to limit spending and services for each 
waiver program participant. Moreover, unlike other Medicaid services, the HCBS 
waiver programs do not have to provide the same services to similar beneficiaries 
across the states.  These limits within HCBS waivers are a departure from the 
traditional Medicaid program, in which all individuals who qualify are eligible for 
services covered under a full benefit package that the state defines within federal 
guidelines.  The HCBS waiver authority permits states to offer a broad array of 
flexible community services, but it also allows the state to limit the amount of 
services, spending on these services, and most importantly to limit enrollment in the 
program in many ways.  The waiver program is described in more detail in the 
following section. 
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Description of the HCBS Waiver Program. The Medicaid program provides explicit 
authority for the executive branch to waive or set aside federal Medicaid requirements 
so that states can more easily administer components of their Medicaid programs.  Over 
time, at least two of these waiver authorities—established under 1915(b) and 1915(c) of 
the Social Security Act (SSA)—have become a standard part of every state’s Medicaid 
program. Section 1915(b) allows states to operate Medicaid mandatory managed care 
programs. Section 1915(c), which was authorized by Congress in 1981, establishes 
federal requirements for states choosing to provide HCBS waiver programs for 
individuals who would otherwise qualify for care in institutions.  Section 1915(c) allows 
states to provide home and community-based services to these Medicaid beneficiaries 
as long as the average per participant Medicaid expenditures for the population in the 
HCBS program does not exceed 100 percent of the average per participant Medicaid 
expenditures that are estimated to have occurred for this population if the HCBS 
program was not implemented.7   
 
Under the 1915(c) statute, states can waive provisions of Medicaid law related to 
comparability and statewide availability of services. Waiving these provisions allow 
states to create programs that:  
 

• Provide services not otherwise covered under the Medicaid program; 
• Target specific geographic areas, populations, or conditions; and  
• Cap enrollment in the waiver program by creating waiver enrollment slots.8 

 
States use this authority, in combination with the limit on per participant spending, to 
provide services to discrete and limited groups of beneficiaries and protect themselves 
from open-ended financial obligations under the Medicaid program. At the same time, 
the authority allows states to provide beneficiaries with the services they need to stay or 
move into their own home, the home of a family member, or other community setting, 
including new and innovative supports that would not be available under Medicaid 
statute. Often this is accomplished at a lower overall cost than institutional care and with 
a higher level of beneficiary satisfaction.  
 
• Services. Services covered under HCBS waiver programs can include, but are not 

limited to: case management, care coordination, personal care services, assistance 
with household tasks, home health, habilitation, adult foster care, assisted living, 
supported employment services, mental health clinic services, skilled nursing, 
accessibility adaptations, medical equipment and supplies, respite care, and 
transportation.9 The Centers for Medicare and Medicaid Services must approve any 
services offered by states under waiver programs. With CMS’ consent, states can 
provide a wide variety of services to beneficiaries as long as these services are 
specified in an individualized, written plan of care and are required to keep a person 
from being institutionalized.10 

 
With over 229 active HCBS waiver programs, there is considerable variation in the 
services offered through the programs. Much of this variation is the result of 
differences in the state Medicaid programs and other state and local programs that 
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may provide services to the waiver program participants. Waiver programs are 
structured to use existing local services and delivery structures whenever possible. 
They are also built around Medicaid state plan services that are already in place and 
operating within communities, such as home health or personal care services.  

 
• Populations Served. HCBS waiver programs are typically organized around specific 

target population groups such as people with developmental disabilities, people with 
physical disabilities, persons living with HIV or AIDS, children with special needs, 
mentally ill beneficiaries, and people with traumatic brain injuries. These types of 
waiver programs offer services specifically geared toward the health care needs and 
supports necessary for these individuals to live safely in the community. Waiver 
programs can also serve broader groups of beneficiaries. For instance, a common 
waiver type—aged/disabled waiver programs—provides services to aged and 
disabled Medicaid beneficiaries (Exhibit 1).  The services provided under this type of 
waiver program must be sufficient in variety and scope to meet the many different 
care needs of the frail elderly and people with disabilities who may or may not be 
elderly.  

 
HCBS waiver programs for persons with mental retardation or developmental 
disabilities (MR/DD waiver programs) accounted for 38 percent of total waiver 
program participants, but almost three-quarters of total waiver program spending in 
2001.  Waiver programs for the aged and disabled accounted for over half of the 
participants in 2001, but for only 21 percent of waiver program spending (Figure 8).  
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EXHIBIT 1 

Maryland Waiver for Older Adults 
 
� Administration. The Maryland Department of Aging, Area Agencies on Aging, and Maryland 

Department of Health and Mental Hygiene. 
� Target Population. Persons age 50 years and older 
� Financial Eligibility. Monthly income of $1590 (300% of the SSI level) and assets of less than 

$2500   
� Functional Eligibility. State-established Medicaid nursing facility level of care 
� Services. Personal care, respite care, extended home health care, environmental modifications, 

case management, home-delivered meals, assisted living services, Senior Center Plus, 
family/consumer training, personal emergency response systems, assistive devices, behavioral 
consultation services, and nutritional services 

� Service Delivery. License assisted living facilities and in enrollees’ homes 
� Waiver Participants. Subject to state budget appropriations, 3,235 slots in state fiscal year 2002 
� Waiting List. Began May 1, 2003, approximately 1,600 participants on waiting list. 
� Actual Spending. $13 million in federal fiscal year 2002.  
 
SOURCE: Maryland Waiver For Older Adults Fact Sheet; State reports on CMS form 372, UCSF, 
2003; and Maryland Department of Health and Mental Hygiene.        

 
• Eligibility Requirements.  An individual must be eligible for Medicaid to participate in 

a HCBS waiver program. This means a person must qualify for Medicaid based on 
their income, assets, and other criteria, such as state residency requirements. 
States’ eligibility requirements for Medicaid and HCBS waiver programs vary widely 
from state to state.  States can elect to set requirements anywhere within certain 
broad federal Medicaid eligibility guidelines.11 Generally, a potential HCBS waiver 
program participant must meet similar Medicaid income and asset level thresholds 
as Medicaid participants eligible to receive care in an institution.12   

 
A waiver program participant must also meet the state’s institutional level of care 
criteria to participate in program. Level of care criteria means participants would 
require care in an institution without waiver services. Each state defines the 
particular level of care required for a person to be placed in an institution in 
accordance with its own policies and guidelines.  The level of care criteria can be 
based on the diagnosis of a certain medical condition, the number of ADLs or IADLs 
a person is unable to perform, daily hours of nursing services needed, or some other 
condition-related criteria.13  In addition, the level of care criteria is not uniform across 
institutional settings.  Criteria applied to waiver programs must be at least as 
stringent as criteria applied to the comparable institutional setting. A beneficiary 
applying to enroll in MR/DD waiver programs must meet the state’s ICF/MR level of 
care, while a person applying for services under an aged/disabled waiver program 
must meet the state’s nursing facility level of care criteria. 
 
Once a person meets general Medicaid eligibility qualifications for income, assets, 
and residency and is determined to meet the institutional level of care criteria, they 
may be eligible for a HCBS waiver program. However, states can elect to further 
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limit waiver participation to specific conditions or age groups, such as persons living 
with HIV or AIDS or disabled people over the age of 50. Potential waiver participants 
must fall within these targeted waiver categories to ultimately be eligible for HCBS 
waiver programs. 

 
• Federal Approval Process and Cost Neutrality Requirements. Home and community 

based service waiver programs are approved initially for three years and can be 
renewed for up to five years at a time.  CMS reviews all waiver program applications 
to ensure they meet federal statute and regulations including an overall cost-
neutrality test. Under federal statute, the average cost of providing care to a waiver 
program enrollee must not exceed the average cost of providing care to a similar 
person in an institution.14 Spending for additional community supports provided to 
beneficiaries outside of the Medicaid program is not incorporated into the cost-
neutrality test. A waiver program has exceeded its overall cost neutrality if the 
average Medicaid spending per waiver program participant in a year exceeds the 
comparable average institutional Medicaid spending per person in a year. Within the 
cost-neutrality rules, a state can elect to provide services in whatever amount and 
scope is most appropriate for each waiver program participant.    

 
Trends in Home and Community-Based Service Waiver Program Spending 
 
Over the past ten years, states have used the HCBS waiver authority to create 
hundreds of new waiver programs. As a result, there has been a dramatic increase in 
home and community-based service waiver program spending from $2.2 billion in 1992 
to $14.2 billion with an average annual growth rate of 23 percent (Table 1) by 2001. 
 
Several changes to the HCBS waiver program have spurred program growth. First, the 
Health Care Financing Administration (now called CMS) made significant administrative 
changes to the program in the early 1990s to ease the HCBS waiver program 
application and implementation process for states.15  These changes included the 
release of a streamlined application process in 1991, which was followed by a surge in 
the number of applications for waivers.  
 
Another important development was the repeal of the “cold bed rule” in 1994.16 This rule 
required states applying for waiver programs to prove to the federal government they 
would have the institutional bed capacity to serve each waiver program participant if the 
waiver program did not exist or was shut down. The rule was created to prevent a 
sudden onslaught of persons with significant health care needs who were living in the 
community from enrolling in the waiver program.17  States viewed the cold bed rule as 
difficult to prove in practice and, as a result, found the waiver application process 
burdensome. The repeal of this requirement markedly reduced the difficulty of obtaining 
HCBS waiver program approvals.  
 
An important factor in HCBS waiver program growth and expansion during the 1990s 
was the shift of entire community MR/DD service systems to HCBS waiver programs. 
Because Medicaid HCBS waivers are partially financed with federal dollars, states were 
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inclined to move their community-based service programs for the developmentally 
disabled, which were traditionally funded at the state and local level, to Medicaid HCBS 
waiver programs. This process accelerated with the repeal of the cold bed rule, easier 
application requirements, and the continued efforts of states to move people with 
developmental disabilities from ICF/MRs to community-based programs. The movement 
of MR/DD populations to HCBS waiver programs drove the large overall growth rates of 
the early 1990s, but as more and more states have made this change, there are fewer 
MR/DD programs and participants to shift over to the Medicaid waiver programs and 
consequently growth in this category and overall HCBS waiver program spending has 
slowed significantly. 
 
Throughout the 1990s and today, advocacy groups for people with disabilities have also 
been working steadily to encourage states to transition people with disabilities from 
institutions to community settings using HCBS waiver programs as well as home health 
and personal care state plan benefits. In concert with the advocacy community’s efforts, 
the 1999 Olmstead decision (Exhibit 2) has also led many states to create 
comprehensive long-term care plans that include efforts to transition people or maintain 
people in community-based settings.18 The pressure from advocacy groups and 
Olmstead has pushed states to consider community-based care as a viable alternative 
to institutional care and move to provide services to increasingly more Medicaid 
beneficiaries in community settings, however, many states face fiscal constraints and 
are currently unable to implement new initiatives.19   
 

 
Total Waiver Spending and Participation. Today, HCBS waiver program spending is 
rising and the average annual growth rate over the past decade has been very high (23 
percent). However, the rate of growth has declined since the early 1990s, when 
spending and participation data for HCBS waiver programs first became available.  
Figure 9 shows how waiver program growth rates for spending, participation, and 
spending per participant have changed over the last decade. While the average annual 

Exhibit 2
Olmstead Decision 

 
In June 1999, the Supreme Court ruled in Olmstead v L.C. it is a violation of the Americans with Disabilities 
Act (ADA) for states to discriminate against people with disabilities by providing services in institutions when 
the individual could be served more appropriately in a community-based setting.  The decision affirmed that 
states are required to provide community-based services for people with disabilities if treatment 
professionals determine that it is appropriate, the affected individuals do not object to such placement, and 
the state has the available resources to provide community-based services.   
 
The Court suggested that states could establish compliance with the ADA by having: (1) a comprehensive, 
effective working plan for placing qualified people in less restrictive settings, and (2) a waiting list for 
community-based services that ensures people can receive services and be moved off the list at a 
reasonable pace. 
 
Source: Rosenbaum Sara, The Olmstead Decision: Implications for Medicaid, for the Kaiser Commission on 
Medicaid and the Uninsured: Washington, DC, March 2000. 
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growth rate over the last decade for total waiver program spending was 23 percent, the 
growth rate in 2001 slowed to 14 percent compared to 36 percent in 1993.  
 
The two components of total spending growth are growth in participation and growth in 
spending per waiver participant.  Growth in participation has largely driven changes in 
overall waiver program spending. There were 235,580 HCBS waiver program 
participants in 1992 and 832,915 participants in 2001 (Table 1). Figure 9 shows how 
growth in participation has largely mirrored the growth in overall spending, declining 
from a 26 percent growth rate in 1993 to an 8 percent growth rate in 2001. In contrast, 
changes in the spending per waiver participant growth rate have remained relatively 
stable over the last decade with an average annual growth rate of 7 percent. Spending 
per participant increased 8 percent from 1992 to 1993 compared to 5 percent from 2000 
to 2001. In 2001, average waiver spending per participant across all types of waiver 
programs was $17,070 compared to $9,187 in 1992.20  While this figure almost doubled 
over the ten-year period, it is a minor increase relative to overall HCBS waiver program 
spending which was seven times higher in 2001 than it was in 1992. 

 
 
Table 1: Spending and Participation for All Waiver Programs 

  
1992 

 
2001 

Average Annual 
Growth Rate,  

1992-2001 
 
Total Spending 

 
$2.2 billion 

 
$14.2 billion 

 
23% 

 
Total Participants 

 
235,580 

 
832,915 

 
15% 

Spending Per 
Participant 

 
$9,187 

 
$17,070 

 
7% 

SOURCE: Health Strategies analysis of UCSF estimates based on CMS Form 372 for the Kaiser 
Commission. 
 
Figure 10 provides another illustration of the trends we describe above.  The total 
spending growth rate from 1992 to 1993 was 36 percent compared to 14 percent from 
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2000 to 2001.  The growth rate in waiver participation was 26 percent from 1992 to 
1993 compared to eight percent from 2000 to 2001.  The growth in spending per 
participant was eight percent from 1992 to 1992 and five percent from 2000 to 2001.    
 

 
 
Spending and Participation for Specific Waiver Populations. We examined spending 
and participation growth rates for two types of HCBS waiver programs—MR/DD and 
aged/disabled—to determine how growth in their spending and participation compared 
to overall spending and participation growth. As the dominant waiver programs, 
significant change to these waiver programs can influence overall rates of waiver 
program growth and participation.  
 
MR/DD waiver program spending grew from $1.4 billion in 1992 to $10.4 billion in 2001 
with the average annual growth rate being 25 percent (Table 2). Participation in MR/DD 
waiver programs grew almost as quickly over the same time period at an average 
annual rate of 21 percent with the number of participants growing from 57,627 to 
319,946. However, similar to trends in the overall HCBS waiver program spending per 
participant was relatively stable growing only 4 percent per year on average from 
$20,431 to $29,245 during this time.21 
 
Table 2: Spending and Participation for MR/DD Waiver Programs 

  
1992 

 
2001 

Average Annual 
Growth Rate,  

1992-2001 
 
Total Spending 

 
$1.4 billion 

 
$10.4 billion 

 
25% 

 
Total Participants 

 
57,627 

 
319,946 

 
21% 

Spending Per 
Participant 

 
$20,431 

 
$29,245 

 
4% 

SOURCE: Health Strategies analysis of UCSF estimates based on CMS Form 372 for the Kaiser 
Commission. 

Growth Rates of National HCBS Waiver 
Participation and Spending
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SOURCE: Health Strategies analysis of UCSF estimates based on CMS 
Form 372 for the Kaiser Commission.
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Spending for the aged/disabled waiver program category grew from $573 million in 
1992 to $3 billion in 2001, reflecting an average annual growth rate of 20 percent. 
Participation in these waiver programs also grew at an average annual rate of 12 
percent from 155,836 to 446,463 participants over the same time period (Table 3). Like 
MR/DD waiver programs, spending per participant remained relatively low from 1992-
2001, growing only 5 percent on average each year from $4,852 to $7,734.22  
 
Table 3: Spending and Participation for Aged/Disabled Waiver Programs 

  
1992 

 
2001 

Average Annual 
Growth Rate,  

1992-2001 
 
Total Spending 

 
$573 million 

 
$3 billion 

 
20% 

 
Total Participants 

 
155,836 

 
446,463 

 
12% 

Spending Per 
Participant 

 
$4,852 

 
$7,734 

 
5% 

SOURCE: Health Strategies analysis of UCSF estimates based on CMS Form 372 for the Kaiser 
Commission. 
 
The growth rates for expenditures and participation in the MR/DD population group and 
the aged/disabled waiver programs are similar to the growth rates in total waiver 
program spending and participation. Representing over 90 percent of waiver spending 
and participation, these two types of waiver programs have a heavy influence on overall 
spending.  
 
Summary of Spending Trends. The HCBS waiver program spending and participation 
data illustrate a decrease in overall spending and participation growth among and within 
all waiver population groups.  The slowing growth rate reflects the near completion of 
the shift of MR/DD populations from state and local programs to Medicaid HCBS waiver 
programs and the natural difficulty of maintaining the high growth rates of the early 
1990s as the base of spending gets larger.  That is, a growth rate of 36 percent above 
$1.4 billion is easier to achieve (requiring an increase in spending of $500 million) than 
the same rate above an annual spending amount of $10.4 billion (requiring an increase 
in spending of $3.7 billion).  Despite this decline in growth, waiver program expenditures 
continue to increase from year to year at a rate higher than institutional spending (8.8 
percent in 2001) and overall Medicaid spending (10.8 percent in 2001) as states begin 
to offer waiver programs for aged and disabled populations as well other target groups 
such as persons living with HIV/AIDs and the mentally ill.23 
   
However, the slowing growth rate also likely reflects the degree to which states can use 
the HCBS waiver authority to carefully control the number of Medicaid beneficiaries who 
enroll in waivers and the amount of spending per waiver participant.  The following 
section describes the cost control mechanisms available to states through the waiver 
authority, how states use these mechanisms and the possible implications for Medicaid 
beneficiaries participating in waivers or in need of home and community-based services.  
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States’ Use of Waiver Flexibility and Cost-Containment Tools 
 
Using the statutory waiver authority, states employ a variety of cost-containment 
strategies to meet federal waiver cost neutrality requirements and to limit waiver 
program spending so that costs do not exceed state budgetary restrictions.24  These 
strategies allow states to use HCBS waiver programs to limit long-term care spending 
and participation in the Medicaid program and to tailor the number of services they offer 
to waiver program participants. The availability of these tools has made the HCBS 
waiver program popular with state Medicaid officials. In contrast, the Medicaid home 
health and personal care state plan benefit permit no such explicit mechanisms to 
contain spending. Once these state plan benefits are offered, states must provide 
Medicaid services to all those who qualify regardless of cost.   
 
The cost-containment tools used by states to limit Medicaid home and community-
based waiver program spending and participation can have a direct impact on the 
Medicaid beneficiaries enrolled or those who would like to enroll in HCBS waiver 
programs. A state can elect to employ most of these cost-containment tools without 
stringent federal oversight, but each tool discussed below can have an immediate 
impact on beneficiary access to services and participation in waiver programs. For 
example, a state can elect to cut a waiver program service to meet budgetary 
constraints; this has a direct impact on beneficiaries who rely heavily on that service. 
 
In order to understand how states control spending in home and community-based 
waiver programs, the University of California, San Francisco conducted a survey of 229 
waiver programs in 2002, for the Kaiser Commission on Medicaid and the Uninsured. 
The surveyors requested information from state officials regarding waiver cost-
containment tools. They received responses for 171 of the 229 waiver programs. In 
general, the survey data and discussions with federal and state policy officials indicate 
the following two main conclusions25:  
 

• Enrollment limits and spending caps are the most commonly used tools used 
by states to control waiver program expenditures. 

 
• Despite having the flexibility to do so, states are not making dramatic 

reductions in financial or functional eligibility limits for HCBS waiver programs, 
or cutting back on regions where services are offered.   

 
Enrollment Limits and Waiting Lists. Setting enrollment limits is a powerful cost-
containment tool. Federal 1915(c) waiver statute requires states to limit the number of 
people it will serve in a waiver program by capping enrollment.  This federal enrollment 
limit can be reduced further by states once they receive federal approval for their HCBS 
waiver program. This allows states to protect themselves financially against the 
possibility that demand for HCBS waiver program services may be higher than 
anticipated.  This protection for states, however, may prevent Medicaid beneficiaries 
who need HCBS waiver program services from receiving them. Often, state enrollment 
limits lead to waiting lists for those who qualify for HCBS waiver program services. 
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Table 4 shows a summary of waiver program enrollment slots reported by state officials 
for each waiver type.  This data is limited because it shows only the waiver enrollment 
slots reported in the survey (171 out of 229 programs). Program administrators reported 
the data during the survey collection period in 2002; therefore, the data may not reflect 
the most current enrollment slot numbers. The data is useful, however, because it is 
demonstrates the explicit limits on HCBS waiver enrollment by waiver type.  For 
example, the smallest aged and disabled waiver permits an enrollment of 100 Medicaid 
beneficiaries while the largest permits 44,680.   Across waiver types, almost twice the 
enrollment slots were available for aged/disabled waivers than for MR/DD (406,141 vs. 
222,386).  The average number of slots per waiver was 3,556.   

 
Perhaps more importantly, just less than half a million slots were available for aged and 
disabled waivers, which is consistent with the participation data we received from the 
CMS 372 data.  With only a half a million waiver slots, some seniors or persons with 
disabilities who are eligible for Medicaid, and have significant care needs, are not 
receiving waiver services. Without waiver services, people with significant care needs 
may eventually need to rely on more expensive institutional services. 
 
Table 4: Summary of State Enrollment Limits, 2002 
 
Waivers in Survey* 

Minimum 
Slots  

Maximum 
Slots 

 
Average Slots 

 
Total Slots 

MR/DD 97 32,000 3,587 222,386 
Aged/Disabled 100 44,680 9,692 406,141 
Physically Disabled 32 20,350 2,250 47,247 
Children 40 1,071 398 4,781 
AIDS/ARC 100 1,650 726 4,358 
Mental Health 2,040 2,040 2,040 2,040 
TBI/Head Injury 25 1,564 430 6,879 

Average   3,556  
Total Slots    693,832 
*171 waiver programs (out of 229) responded to the survey. 
SOURCE: UCSF analysis of 2003 Home and Community-Based Waiver Program Survey for the Kaiser 
Commission. 
 
Because states often have more potential waiver program participants than available 
slots, some states establish waiting lists for waiver program applicants when all the 
program slots are filled. Those beneficiaries who are placed on waiting lists do not 
receive any Medicaid HCBS waiver program services. They may continue to receive 
Medicaid services in an institution or state plan benefits such as home health or 
personal care. However, unlike the waiver program, these services may not be tailored 
to the beneficiary’s unique needs.  
 
As Table 5 shows, of the 171 waiver programs that responded to the survey, 69 had 
waiting lists in 2002. 26 There were 157,640 people on the waiting lists for these waiver 
programs in that year.  The average number of people on these waiver program waiting 
lists across all populations was 1,367 people. MR/DD waiver programs in the survey 
had the largest number of people on waiting lists across the country, with 76,162 people 
waiting for HCBS waiver program services. Fifty-six percent of MR/DD waiver programs 
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in the survey had waiting lists and there was an average of 2,270 people on these lists. 
While only 19 percent, or just three, traumatic brain injury waiver programs had waiting 
lists, there were a high number of people awaiting waiver services, with 3,907 people on 
waiting lists.  
 
Table 5: Summary of Waiting Lists By Waiver Program Type, 2002 

 
 

 
Types of Waiver* 

 
Number of Waivers 

Reporting  
Waiting Lists  

 
Number of 

People Reported 
on Waiting Lists 

 
Average Number 

of People on 
Waiting Lists  

MR/DD 35  72,647 2,270 
Aged/Disabled 16  76,162 818 
Physically Disabled 8  4,551 569 

Children 7  373 75 
AIDS/ARC 0 0 0 
Mental Health 0 0 0 
TBI/Head Injury 3  3,907 1,469 
Total (All Waiver 
Programs) 

69 157,640  1,367  

*171 waiver programs (out of 229) responded to the survey. 
SOURCE: UCSF analysis of 2003 Home and Community-Based Waiver Program Survey for the Kaiser 
Commission. 
 
Of the 69 waiver programs reporting waiting lists, states provided information about time 
spent on waiting lists for 41 waiver programs. Of these 41 waiver programs, which 
represent 18 percent of total HCBS waiver programs, the average waiting time for 
persons on waiting lists was 10.6 months. Waiver programs for children with special 
needs and traumatic brain injury had the longest waiting lists with average waits over 20 
months. MR/DD waiver programs averaged a 19-month wait for services and waiver 
programs for the physically disabled and aged/disabled had average wait times 
between 9 and 10 months.  
 
Per Participant Spending Caps. Federal statute requires service that the average per 
person Medicaid spending under a home and community-based waiver program not 
exceed the average per person spending if the person were in a comparable 
institutional setting.  However, some states in the survey report that they limit spending 
per participant to an amount below the institutional equivalent amount or cost neutrality 
amount (Table 6).  For example, if the average nursing home spending were $50,000 
per person per year, a state would limit per person waiver spending to $20,000 per 
year. Per participant spending caps together with enrollment limits ensure that spending 
on the waiver program will not exceed an appropriated or pre-determined state budget 
amount.27  Table 6 shows that 82 waiver programs in the survey reported using 
spending caps that limit spending per participant to an amount below the federally 
required institutional equivalent spending per person.  
 
Forty of these 82 waiver programs limit the waiver program spending by imposing a 
“hard cap.”  A hard cap is an absolute limit on the maximum dollar value of waiver 
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program services a participant may receive.  For example, one HCBS waiver program 
reported using a hard cap of $4,067 per year per waiver participant.   
 
The ability of states to cap spending in Medicaid HCBS waiver programs makes these 
programs unusual.  Medicaid generally permits states to control spending on services 
through limits on the extent of services available to beneficiaries, particularly by limiting 
the amount duration and scope of these services.  This means that a state may, for 
example, establish limits on the number of a certain service, like physician visits, that a 
beneficiary may receive.  However, states may not establish predetermined dollar limits 
on the value of services beneficiaries receive.  HCBS waivers provide an exception to 
this policy. 28  Moreover, one of the problems with hard caps is that they can 
unnecessarily exclude some potential waiver participants who have community care 
costs over the cap, but under the institutional level.  In some HCBS waiver programs 
with hard caps, this problem is ameliorated by allowing exceptions for a limited number 
of care plans that may exceed the hard cap.29  Another way to avoid this problem is to 
exclude certain services from the spending cap calculation. These services may be very 
expensive or unpredictable for waiver program beneficiaries and therefore could push 
beneficiaries over the cap. Excluding these types of services from the calculation gives 
case managers and administering agencies more flexibility to cover higher cost 
beneficiaries. Another potential problem with a hard cap is that an individual may 
receive fewer services than what is needed to ensure their health and welfare in an 
effort to keep them under the cap. 
 
Table 6: Summary of Per Participant Spending Caps 
 Distribution of Waiver Program 

by Type of Spending Cap 
Types of Spending Caps* (#) (%) 

 
Waivers with maximum dollar per participant 
spending caps (hard caps) 

40 23.4 

Waivers with average cost per participant caps    
(soft caps) 

15 8.8 

Other 27 15.8 
Total Waivers Reporting Caps 82 48.0 
Unknown  15 8.8 
No additional expenditure caps reported 74 43.3 
*171 waiver programs responded to the survey. 
SOURCE: UCSF analysis of 2003 Home and Community-Based Waiver Program Survey for the Kaiser 
Commission. 
 
Fifteen of the 82 waiver programs in the survey reported that the programs used a “soft 
cap” to manage costs below the federal cost neutrality limit (Table 6).  A soft cap allows 
states to manage per person spending by establishing a targeted average cost per 
participant.  For example, one waiver program manages around a $1,200 average 
spending cap per participant. Although somewhat more challenging to manage, the 
average cost per participant framework allows states more flexibility in providing 
services and almost always ensures that participants receive the services they need to 
remain in the community and avoid institutionalization. This type of cap allows 
beneficiaries to remain in HCBS waiver programs despite unexpected high cost service 
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needs, while this is not necessarily the case for waiver program beneficiaries who are 
subject to hard caps.  
 
States also reported “other” types of caps for 27 waiver programs. Like hard and soft 
caps, spending caps in the other category are generally below the federal cost-neutrality 
limit and may therefore limit the amount of services a beneficiary would receive.  These 
caps are generally alternate forms of hard and soft caps with many similar 
characteristics. The effect of these per participant spending caps on beneficiaries is 
likely similar to those under hard or soft spending caps.   
 
Services. Another way states can control expenditures is through limits on the amount 
of services provided to individual HCBS waiver program participants. States may limit 
hours of service per day or the number of visits, as long as services are provided in 
sufficient scope to meet the needs of most beneficiaries. The result of these limits is to 
contain per person spending without setting explicit spending caps on waiver programs. 
   
Survey results indicate that only 9 waiver programs were reported to explicitly limit the 
hours of service per day for certain services. For example, Virginia limits care for 
persons in its physically disabled waiver program to 16 hours per day per person, and 
the District of Columbia limits personal care aide services for MR/DD waiver program 
participants to the same amount of time. However, federal officials believe that state 
waiver program administrators are looking to eliminate or cap services in their waiver 
programs in an effort to curb costs.30 In particular, where they perceive excess capacity 
(i.e., the majority of participants use less than current service maximums), they are 
further reducing service limits.  While their actions may have little impact on the majority 
of participants, the few beneficiaries who rely on an underutilized service will notice a 
reduction in care.  
 
Eligibility Limits. As mentioned previously, states have a great deal of flexibility to set 
eligibility requirements for their waiver programs as long as the financial and level of 
care criteria used are at least as stringent as those for nursing home eligibility or 
ICF/MR eligibility in the state. These financial eligibility limits and level of care criteria, 
as well as targeting criteria, are unique to each state and each HCBS waiver program. 
For example, a state can limit waiver program participation, and consequently spending, 
by requiring potential participants to have lower income and resources than Medicaid 
nursing facility residents. The state could also set the level of criteria at stricter levels 
than those required to receive care in a nursing facility. For instance, it could require 
waiver participants to exhibit difficulty in performing 4 ADLs instead of only 3 ADLs 
required for nursing facility admission. Finally, as discussed earlier, a state can limit 
waivers to very specific populations such as persons with disabilities over age 50. 
 
All states limit their HCBS waiver programs to narrow populations or conditions through 
targeting criteria. However, few states apply eligibility limits that are narrower than the 
state institutional eligibility limits.31  The survey data confirms this observation. In 2002, 
9 percent of the HCBS waiver programs in the survey had stricter financial eligibility 
criteria than the criteria used for institutional care in their respective states. These 



 24

numbers have declined since 2000 when 13 percent of programs had more stringent 
financial eligibility criteria. The same holds true for level of care criteria; fewer than 10 
percent of the 171 waiver programs that responded to the survey had more stringent 
level of care criteria than for institutional care in 2000 and 2002.   
 
Geography. As part of the section 1915(c) waiver statute, states can limit waiver 
program participation to specific geographic areas such as counties or metropolitan 
areas. Some states elect to start waivers in one or two geographic areas and then 
expand waiver services across the state as the program grows. Despite this ability, only 
11 waiver programs at the time of the survey were not offered statewide.  Based on 
interviews with federal officials, this appears to be consistent with previous years. 
Geographic restrictions appear to play a small part in restricting spending for home and 
community-based waiver programs.32 
 
Other. As with other Medicaid services, states use several other approaches to limit 
their spending on waiver programs. A few states have contracted with managed care 
organizations to provide home and community-based services to find savings in their 
programs.33 Some states have elected not to conduct outreach or marketing activities 
for a program. This can limit enrollment by failing to reduce administrative barriers to 
enrollment, such as difficult waiver applications or onerous eligibility certification 
processes. In addition, waiver services that are too limited can make a program 
unappealing and reduce demand. Therefore, a short waiting list or empty waiver slots 
may indicate a problem in one of these areas instead of a program that is meeting 
community demand. 
 
Summary 
 
The HCBS waiver program has evolved over the past decade from a very small part of 
Medicaid long-term care spending in 1992 to the program most likely to equalize 
Medicaid spending on institutional and community-based services in the next decade.  
As it has grown over the past ten years, states have increasingly used the HCBS waiver 
authority to offer specially tailored home and community-based services exclusively to 
specific populations in ways they cannot through Medicaid state plan community-based 
long-term care services (i.e., personal care and home health).  After the loosening of 
federal requirements in the early 1990s, the spending growth rate has averaged 23 
percent annually over the past 10 years.  The number of Medicaid beneficiaries enrolled 
in waivers has grown from less than a quarter of a million to over 800,000.  While 
spending continues to grow quickly, it has slowed from the extremely high growth rates 
of the early 1990s (i.e., 36 percent from 1992 to 1993). 
 
As participation and spending on the waiver program have grown, many Medicaid 
beneficiaries have received specialized community-based services that have met their 
long-term care needs.  However, the waiver program, which allows for community-
based long-term care service innovation at the local level, also allows states to apply 
cost control mechanisms.  The UCSF survey data shows that states widely use these 
mechanisms, such as enrollment caps, service limits, and limits on spending per waiver.   
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Policy Implications 
 
Three major factors: (1) the importance of the waiver program in meeting unique long-
term care needs of Medicaid beneficiaries in the community, (2) the significant control 
states exert over cost containment mechanisms, and (3) the rapid HCBS waiver 
spending growth have significant policy implications for the HCBS waiver program in the 
future. The unique array of services that can be offered to beneficiaries through HCBS 
waiver programs make them popular not only with states, but beneficiaries. These 
programs present an opportunity for beneficiaries to get the right amount of services 
they need, when they need them and they allow beneficiaries to remain in the 
community and out of institutions. 
 
Although the waiver program has helped provide important community-based 
alternatives to institutional care, states’ ability to limit the scope of services and the 
population that receives services changes the face of the Medicaid program. These 
types of state constraints represent a departure from the traditional Medicaid program in 
which beneficiaries are largely entitled to program services. Enrollment limits prevent 
many Medicaid beneficiaries from getting the services they need and Medicaid 
beneficiaries who are able to enroll in waivers may experience limits on the services 
they can obtain or how many dollars can be spent for their care.  As state spending on 
Medicaid HCBS waiver programs continues to grow, even at the more recent moderate 
rates, the fundamental differences between HCBS waiver programs and traditional 
Medicaid may become more critical. The HCBS waiver program is now the dominant 
program through which Medicaid home and community-based waiver services are 
delivered, far exceeding delivery through traditional Medicaid state plan services such 
as home health and personal care.   
 
The number of seniors and persons with disabilities under age 65 who are predicted to 
need long-term care services over the next three decades will continue to rise. While 
HCBS waiver programs will begin to address some of the needs of low-income seniors 
and others in need of community care, they will not address all of these needs. The 
states’ power to limit the scope and duration of services to specific Medicaid 
beneficiaries may leave Medicaid beneficiaries with two options for their care—limited 
services in the community, or care in an institution. As the HCBS waiver program grows, 
a careful balance must be struck between what is an adequate amount of services for 
each individual in the community and offering community services to as many 
beneficiaries as possible.    
  
A careful balance must also be struck between offering more and more waiver 
programs and adequately assessing the quality of care delivered to beneficiaries in 
these programs.  Medicaid HCBS waiver program growth has occurred so quickly, it has 
outpaced state and federal regulatory activities to ensure that public dollars are spent 
on high quality care.  A recent GAO report identified serious quality oversight concerns 
across all HCBS waiver programs.34  According to the report, CMS had limited 
information from states to help determine the quality of care under waivers. Available 
information reflected the failure of states to provide necessary services, inadequate 
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plans of care, and insufficient case management. As the home and community-based 
waiver program continues to grow, quality assurance and oversight of care will become 
increasingly important for the beneficiaries who use waiver services. It will also require 
additional resources from CMS and states to oversee properly.  
 
Without broad policy changes, the HCBS waiver program remains the most significant 
avenue through which Medicaid beneficiaries can receive the community-based long-
term care services they need.  Because of waiver program’s important role in providing 
community-based long-term care services, careful monitoring of HCBS waiver spending 
trends and continued examination of the impact of state cost control mechanisms are 
crucial to ensuring that an institutional alternative is maintained in the future.  
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