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Summary

Demographic challenges posed by the growing elderly population and demands
for greater public commitment to home and community-based care by persons with
disabilities of al ages have drawn the attention of federal and state policymakersfor
some time. Spending on long-term care in both the public and private sectors is
significant. In 2001, spending for long-term care services for persons of all ages
represented 12.2% of all personal health care spending (almost $152 billion of $1.24
trillion). Federal and state governments accounted for ailmost two-thirds of this
spending. By far, the primary payor for long-term careisthe federal-state Medicaid
program, which paid for almost half of al long-term care spending in 2001.

Many states have devoted significant efforts to respond to the desire for home
and community-based care for persons with disabilities and their families.
Nevertheless, the financing of nursing home care, chiefly by Medicaid, till
dominates most states' spending for long-term care today. To assist Congressin
understanding the issues that states face in providing long-term care services, CRS
undertook a study of 10 states in 2002. This report, which will not be updated,
presents background and analysis about long-term care in Oregon.

Oregonisarecognized |eader in home and community-based careand hasmore
than 20 years of experience in moving long-term care clients from institutional
settingsto home and community-based settings. 1n 2002, 82% of Oregon’ sMedicaid
long-term care clients were served in the community. Additionally, Oregon wasthe
only statein the nation whose spending for institutional care waslessthan half of the
state’ s total Medicaid long-term care spending in 2000, with only 37.2% spent on
ingtitutional care compared to the national average of approximately 70%.

In 1981, a clear preference for home and community-based services was
established by the state legislature in Senate Bill 955. Thislegidation streamlined
the administrative structure and established aclear vision for along-term care system
that embodies the values of independence, dignity, privacy, and choice. It aso
mandated that any cost-savings from reductions in institutional spending be
reinvested into asystem that promoteshomeand community-based care. Thevarious
functions of Oregon’ s long-term care system are administered by a single division
(Seniors and People with Disabilities) housed within a single state agency (the
Department of Human Services). This centralized administration shares acommon
vision to promote care in the community over institutions.

Oregon officials recognize that with the aging population and increasing costs,
they may need to rethink the design of their current system. They hopetoincorporate
a concept of “bounded choice” where a person’s wishes are considered within the
boundaries of service capacity and fiscal constraints.



The 10-state study was funded in part by grants from the Jewish Healthcare
Foundation and the U.S. Department of Health and Human Services, Health
Resources and Services Administration, Office of Rural Health Policy.
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Preface

Demographic challenges posed by the growing elderly population and demands
for greater public commitment to home and community-based care by persons with
disabilities of all ages have drawn the attention of federal and state policymakersfor
some time. Spending on long-term care by both the public and private sectors is
significant. In 2001, spending for long-term care services for persons of al ages
represented 12.2% of all personal health care spending (almost $152 billion of $1.24
trillion). Federal and state governments accounted for aimost two-thirds of this
spending. By far, the primary payor for long-term careisthe federal-state Medicaid
program, which paid for amost half of all U.S. long-term care spending in 2001.

In FY 2001, federal and state Medicaid spending for long-term care was about
$75 billion, representing over one-third of all Medicaid spending. Over 70% of
Medicaid long-term care spending was for institutions — nursing homes and
intermediate care facilities for the mentally retarded (ICFSMR). Many believe that
the current federal financing system paid through Medicaid is biased toward
ingtitutional care. State governments face significant challengesin refocusing their
long-term care systems, given the structure of current federal financing. In this
regard, many stateshave devoted significant effortsto expand home and community-
based services for persons with disabilities and their families. Nevertheless,
financing of nursing home care — primarily through the Medicaid program — still
dominates most states' spending in long-term care today.

While advocates believe that the federal government should play alarger role
in providing support for home and community-based care, Congress has not yet
decided on whether or how to change current federal policy. One possibility is that
Congress may continue an incremental approach to long-term care, without major
federal involvement, leaving to state governments the responsibility for devel oping
strategies that support home and community-based care within existing federal
funding constraints and program rules.

To assist Congressin its consideration of optionsfor any future federal policy,
andto assist policymakersin understanding issuesthat statesfacein the development
of long-term care services, the Congressional Research Service (CRS) undertook a
study of 10 statesin 2002. The research was undertaken to review state policies on
long-term careaswell astrendsin both institutional and home and community-based
care for persons with disabilities (the elderly, persons with mental retardation, and
other adultswith disabilities). Theresearchincluded areview of state documentsand
dataonlong-term care, aswell asnational datasourceson spending. Interviewswere
held with state officialsresponsiblefor long-term care, awide range of stakeholders
and, in some cases, members or staff of state legislatures.

The 10 states included in the study are: Arizona, Florida, Illinois, Indiana,
Louisiana, Maine, Oklahoma, Oregon, Pennsylvania, and Texas. Stateswere chosen
according to anumber of variables, including geographic distribution, demographic
trends, and approaches to financing, administration and delivery of long-term care
services.

This report presents background and analysis about long-term care in Oregon
and isone of aseries of CRS state reports on long-term care.



A CRS Review of Ten States: Home and
Community-Based Services —
States Seek to Change the Face of
Long-Term Care: Oregon

Introduction: Federal Legislative Perspective

States choosing to
modify their programs for
long-term care face
significant challenges.
Financing of nursing home
carehasdominated long-term
care spending for decades.
The federal financing
structure that created
incentives to support
ingtitutional care reaches
back to 1965. A number of
converging factors have
supportedrelianceon nursing

The Social Security Amendments of 1965, which
created the Medicaid program, required states to
provide skilled nursing facility services under their
state Medicaid plans, and gave nursing home carethe
same level of priority as hospital and physician
Services.

“ Section 1902 (a) A Sate plan for medical assistance
must provide for inclusion of some institutional and
somenoninstitutional careand services, and, effective
July 1, 1967, provide (A) for inclusion of at least . . .
(1) inpatient hospital services ...; (2) outpatient
hospital services, (3) other laboratory and X-ray
services; (4) skilled nursing home services (other than
services in an institution for tuberculosis or mental

i i diseases) for individuals 21 years of age or older; (5)
222:? mﬁ}?ﬂdlg}?. Mzgiocr ai :jo physicians' services....;” P.L.89-97, July 30, 1965.
homes for the aged and other
public institutions were

financed by a combination of direct payments made by individuals with their Social
Security Old Age Assistance (OAA) benefits, and vendor payments made by states
with federal matching payments on behalf of individuals. The Kerr-Mills Medical
Assistancetothe Aged (MAA) program, enacted in 1960, apredecessor to Medicaid,
allowed states to provide medical services, including skilled nursing home services,
to persons who were not eligible for OAA cash payments, thereby expanding the
eligible population.

In 1965, when Kerr-Mills was transformed into the federal-state Medicaid
program, Congress created an entitlement to skilled nursing facility care under the
expanded program. The Social Security Amendments of 1965 required that states
provide skilled nursing facility services, and gave nursing home care the same level
of priority as hospital and physician services. Amendmentsin 1967 allowed states
to provide carein “intermediate carefacilities” (ICFs) for persons who did not need

! CRS Report 83-181, Nursing Home Legislation: Issues and Policies, by Maureen Baltay.
Archived and available from authors upon request.
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skilled nursing home care, but needed more than room and board. 1n 1987, Congress
eliminated the distinction between skilled nursing facilities and intermediate care
facilities (effective in 1990). As a result of these various amendments, people
eligibleunder the state’ sMedicaid plan are entitled to nursing homefacility care; that
is, if aperson meetsthe state’ sincome and asset requirements, aswell asthe state’s
functional eligibility requirementsfor entry into anursing home, he or sheisentitled
to the benefit.

These early legidlative devel opments were the basisfor the modern day nursing
homeindustry. Significant growth in the number of nursing homes occurred during
the 1960s — from 1960 to 1970, the number of homes more than doubled, from
9,582 to almost 23,000, and the number of beds more than tripled, from 331,000 to
more than one million.?
Today there are about 17,000
nursing homes with 1.8
million beds.?

Since its inception, Medicaid has been the predominant

payor for nursing homecare. 1n 1970, over $1 hillionwas
spent on nursing home care through Medicaid and
Medicare. Federal and state Medicaid payments
During the latter part of | accounted for almost all of this spending — 87%.

the 1960s and the 1970s, Medicaid spen_di ng for nu_rsi ng home caregrew by 50%in
nursing home care attracted a the 3-year period beginning in 1967.

great deal of congressiona | |n FY2001, Medicaid spent $53.1 billion on institutional
oversight as a result of | care (for nursing homes and care in intermediate care
concern about increasing | facilitiesfor the mentally retarded).

federal expenditures, and
instances of fraud and abuse
that were becoming evident. Between 1969 and 1976, the Subcommittee on Long-
Term Care of the Senate Special Committee on Aging held 30 hearings on problems
in the nursing home industry.*

Home care services received some congressional attention in the authorizing
statute — home health care services were one of the optional services that states
could provide under the 1965 law. Threeyearslater in 1968, Congress amended the
law to require states to provide home health care services to persons entitled to
skilled nursing facility care as part of their state Medicaid plans (effectivein 1970).
During the 1970s, the Department of Health, Education and Welfare (now Health and
Human Services, (HHS)) devoted attention to “alternatives to nursing home care”
through a variety of federal research and demonstration efforts. These efforts were
undertaken not only to find ways to offset the high costs of nursing facility care, but
alsotorespondto thedesiresof personswith disabilitiesto remainintheir homesand

2 U.S. Congress, Senate Special Committee on Aging, Developments in Aging, 1970,
Report 92-46, Feb. 16, 1970, Washington, cited from the American Nursing Home
Association Fact Book, 1969-1970.

3 American Health Care Association, Facts and Trends 2001, The Nursing Facility
Sourcebook, 2001, Washington. Thenumber of nursing homesisfor 1999-2000 and number
of bedsisfor 1998. (Hereafter cited as American Health Care Association, The Nursing
Facility Sourcebook.)

4 U.S. Congress, Senate Special Committee on Aging, Nursing Home Care in the United
Sates. Failure of Public Policy, Washington, 1974, and supporting papers published in
succeeding years.
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incommunity settings, rather thanininstitutions. However, it wasnot until 1981 that
Congress took significant legislative action to expand home and community-based
services through Medicaid when it authorized the Medicaid Section 1915(c) home
and community-based waiver program.

Under that authority (known then as the Section 2176 waiver program), the
Secretary of HHS may waive certain M edicai d state plan requirementsto allow states
to cover a wide range of home and community-based services to persons who
otherwise meet the state’ seligibility requirementsfor institutional care. Thewaiver
provision was designed to alter the fact that the Medicaid program had emphasized
ingtitutional care rather than care in home and community-based settings. Services
under the Section 1915(c) waiver include: case management, personal care,
homemaker, home health aide, adult day care, habilitation, environmenta
modifications, among many others.> These services are covered as an option of
states, and under the law, persons are not entitled to these services as they are to
nursing facility care. Moreover, states are allowed to set cost caps and limits on the
numbers and types of personsto be served under their waiver programs.

Notwithstanding wide use of the Section 1915(c) waiver authority by statesover
the last two decades, total spending for Medicaid home and community-based
serviceswaiversissignificantly lessthan ingtitutional care— about $14.4 billionin
2001, comparedto $53.1 billionfor nursing facility care servicesand carefor persons
with mental retardation in intermediate care facilities (ICFSYMR). Despite this
disparity in spending, in many states the Section 1915(c) waiver program is the
primary source of financial support for awide range of home and community-based
services, and funding has been increasing steadily. Federal and state Medicaid
support for the waiver programs increased by over 807% from FY 1990 to FY 2001
(in constant 2001 dollars).

The home and community-based waiver program has been asignificant source
of support to carefor personswith mental retardation and developmental disabilities
as states have closed large state institutions for these persons over the last two
decades. Nationally, in FY 2001, almost 75% of Section 1915(c) waiver funding was
devoted to providing services to these individuals.

Statesadminister their long-term care programs agai nst this backdrop of federal
legidlative initiatives— first, the entitlement to nursing home care, and requirement
to provide home hedlth services to persons entitled to nursing home care, and,
second, the option to provide awide range of home and community-based services
through waiver of federal law, within state-defined eligibility requirements, service
availability, and limits on numbers of persons served.

® States may waive the following Medicaid requirements: (1) statewideness — states may
cover servicesin only aportion of the state, rather than in all geographic jurisdictions; (2)
comparability of services— states may cover state-selected groups of persons, rather than
all persons otherwise eligible; and (3) financial eligibility requirements — states may use
more liberal income requirements for persons needing home and community-based waiver
services than would otherwise apply to persons living in the community. For further
information, see CRS Report RL31163, Long-Term Care: A Profile of Medicaid 1915(c)
Home and Community-based Services Waivers, by Carol O’ Shaughnessy and Rachel Kelly.
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A CRS Review of Ten States: Report on Oregon

In the late 1970s and early 1980s, Medicaid expenditures for long-term carein
Oregon’s nursing homes were skyrocketing. From 1974 to 1979, the number of
Medicaid clientsbeing servedin nursing facilitiesincreased by morethan 30%, while
the popul ation aged 75 and older wasincreasing by only 14%.° Therate of inflation
for institutional long-term carewas morethan 100% annually.” Althoughthe Oregon
Department of Human Services (DHS) was created in 1971 to unify a fragmented
service delivery system in the state, the offices responsible for long-term care
continued to have separate budgets and administrative |eadership.

In order to address these concerns, Oregon's state legislature decided to
drastically reshape its Medicaid long-term care program. In 1981, the state
legislature combined the state's unit on aging and its Medicaid long-term care
program. This new division within DHS was charged with containing the costs of
long-term care, while a the same time promoting the option of home and
community-based care over nursing facility care. Over the last 20 years, state
officials have strived to create acoordinated system of long-term care where nursing
homes are the placement of last resort.

Thenumber of Medicaid clientsreceiving homeand community- based services
has been steadily rising. In 2002, 82% of Medicaid long-term care clients were
receiving home and community-based care, compared with only 40% of clientsin
1985-86.% Thisdramaticincreaseisdue, in part, to thediverse homeand community-
based care options provided by the state. These optionsincludearange of supported
housing arrangements such as: assisted living facilities, residential care facilities,
adult foster care, as well as in-home care where clients may select their own
caregivers.

In 2001, the statelegidlature directed the state’ sprincipal long-term care agency
(Seniors and Disabled Services Division) to administer programs for persons with
developmental disabilities. Thisnew agency (Seniors and People with Disabilities)
planstoincreasetheavail ability of homeand community-based carefor personswith
developmental disabilities by expanding one of the state’ s Medi caid Section 1915(c)
home and community-based waivers.

State officials acknowledged that many of the barriersthat have inhibited other
states' attempts to develop comprehensive home and community-based service
optionswere not felt as acutely in Oregon. Initial opposition from the nursing home
industry was overcome by legislative and advocacy support; citizens and advocate
groups in Oregon worked collaboratively for increased home and community-based

® Seniors and People with Disabilities, The Oregon Model, Dec. 2001.
[www.sdsd.hr.state.or.us/about/oregon_model.htm].

" Ibid.

8 Barry Donnenfeld, The Economic Downturnand ItsImpact on Seniors: Sretching Limited
Dollarsin Medicaid, Health, and Senior Services, Testimony for the United States, U.S.
Senate Special Committee on Aging, Mar. 14, 2002.
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options; and the statel egislature has continued to beinvolved in shaping thedirection
of the state’ s long-term care system.

Over thelast two decades, researchersand state of ficial shave documented many
of theinnovative policiesthe state hasinstituted in the development of itslong-term
care system. A number of reports have concluded with similar findings. Among
other things, Oregon’s success in moving clients to home and community-based
settings can be attributed to:

¢ thelegidlative mandateto reinvest any cost-savingsfrom reductions
ininstitutional careinto the devel opment of a system that promotes
home and community-based care;

o thecentralization of administrative responsibility in providing long-
term care services,

e theuseof public fundsfor servicesthat are appealing to consumers,
such as assisted living facilities, adult foster homes, and in-home
serviceswhere clients may select their caregivers,

¢ theleve of involvement of community-based areaagenciesonaging
(established by Title 11l of the Older Americans Act) in the local
administration of long-term care programs and their promotion of
home and community-based services through consumer-friendly
websites and telephone hotline services; and

e dtate legidation that allows unlicenced caregivers to be trained by
nursesto provide certain medical servicesto long-term care clients.

In spite of Oregon’s achievements in reorienting its long-term care system,
officialsrecognizethat with the aging baby boom population and increasing costs of
long-term care, they may need to rethink the design of their current system to meet
the challenges ahead.

This report provides an analysis of Oregon’ s long-term care system and isone
in aseries of 10 CRS reports on state long-term care systems.
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Summary Overview®

Overview

e Oregon, arecognized |eader in home and community-based care, has
over 20 years of experience in shifting state resources from
institutional long-term care to home and community-based care. A
clear preferencefor promoting home and community-based services
over ingtitutional care was established by the state legidlature in
1981.

e Oregon’s guiding principles in long-term care are to “embody the
human values of independence, dignity, privacy, and choice.”

Demographic Trends

e An aging population poses challenges for the state. Its population
age 85 and older — the group in greatest need for long-term care
services — grew by 48% from 1990-2000, ranking 18™ highest in
the nation. Persons aged 85 and over with two or more limitations
inactivitiesindaily living (ADLS) are estimated to grow by 38% by
2010.

e Oregon’s population age 65 and older is expected to increase to
24.2% of the state’' s population by 2025, compared to 18.5% in the
total United States population.

Administration of Long-Term Care Programs

e Unlike most other states, the various functions of Oregon’s long-
term care system are administered by asingle division (Seniorsand
People with Disabilities (SPD)) and housed within a single state
agency (the Department of Human Services). This centralized
administration sharesacommon visionto eliminateany biastowards
institutional care.

e Areaagencieson aging (AAAS) have been given astrong leadership
role in Oregon’'s long-term care system. AAAs can choose to
administer long-term care programs for the elderly and younger
people with disabilities.

Trends in Institutional Care
e Over the last two decades, the state has developed a number of

methods to control nursing home utilization. These include: a
certificate of need program, which requires nursing facilities to

® Information based on Oregon dataand documents, national data, and interviewswith state
officials. This report does not discuss programs for persons with mental illness. It also
generally excludes discussion of programs for infants and children with disabilities, other
than those serving persons with mental retardation and devel opmental disabilities.
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obtain permission from SPD before new facilities are built or old
facilities are expanded; a pre-admission screening program for both
private and Medicaid clients; extensive use of the Medicaid Section
1915(c) home and community-based waivers, and a state-funded
program (Oregon Project Independence) that encourages the use of
home and community-based services.

As a result of Oregon's strategies to control nursing home
utilization, state official sindicatethat thedisability levelsof nursing
home residents have increased dramatically. Thisisattributed to a
greater use of home and community-based services that delay entry
into nursing facilities.

Since the state first implemented its home and community-based
services waiver in 1981, the utilization of nursing homes for
Medicaid clients has steadily declined. Between 1996 and 2001,
therewasa17.2% decreasein the number of nursing homeresidents,
and a 10% decline in the nursing facility occupancy rate.

Trends in Home and Community-Based Care

In 2002, approximately 82% of Oregon’s Medicaid long-term care
clients were served in the community, up from 53% in 1990.
Oregon administers a wide range of home and community-based
services though a single Medicaid 1915(c) home and community-
based waiver for seniors and adults with disabilities. Services
include: adult foster care; assisted living facilities; residential care
facilities, and in-home services which alow residents to remain in
their homes and select their caregiver.

The state has made extensive use of the Section 1915(c) Medicaid
waiver program to provide home and community-based servicesto
personswith devel opmental disabilities. Asof June 2001, therewere
only 50 clients with developmental disabilities being served in the
state's only intermediate care facility for persons with mental
retardation (ICFSYMR).

Oregon has devel oped a unique state-funded home and community-
based service program, Oregon Project Independence (OPI), which
provides servicesto personswho cannot afford the full cost of home
and community-based care and are not enrolled in Medicaid. The
program is designed to delay entry into the state’'s Medicaid
program.

Long-Term Care Spending

In FY 2000, Oregon spent over $712 million on Medicaid long-term
care. Unlike most other states, Oregon spent approximately two-
thirds of these dollars on home and community based services, and
only one-third on institutional services.

From 1990 to 2001, Medicaid spending for home and community-
based services increased by almost 560% in constant dollars,
whereas spending for institutional care increased by only 105%.
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e In 2001, only 1% of Medicaid long-term care spending went to
intermediate care facilities for persons with developmental
disabilities compared with amost 14% for the U.S. asawhole.

e Unlikemany other stateswherenursing home expendituresrepresent
asignificant portion of both Medicaid spending aswell asMedicaid
long-term care spending, in Oregon, spending for nursinghomecare
issignificantly less, representing about 20% of Medicaid spending
and about one-third of Medicaid long-term care spending in
FY 2000.

Issues in Financing and Delivery of Long-Term Care

e In Oregon, many of the staffing shortages experienced by other
states are ameliorated by the state’ s nurse delegation program and
the client employed provider program. Nurse delegation allows
licensed registered nurses to delegate certain nursing tasks to
unlicenced caregivers. Through the state’ s client employed provider
(CEP) program, individuals may select a caregiver with no formal
long-term caretraining. The caregiver isthen trained to administer
the client’s care plan. In spite of the success of this program, state
officialsare concerned about potential staffing shortagesof frontline
long-term care personnel in the future.

e Waitinglistsfor servicesfor personswith developmental disabilities
have been apersistent problemin Oregon. Recent litigation resulted
in a settlement agreement which requires the state to increase
funding for home and community-based services for persons with
developmental disabilities by a cumulative total of $350 million by
2007.

e Recent state budget cuts have greatly impacted Oregon’ slong-term
care system. Long-term care spending was reduced by nearly 30%
for the current state fiscal year. Asof April 2003, over 4,792 persons
were no longer eligibleto receive Medicaid long-term care services
(over 16% of total program participants), with potentially more cuts
needed in the future. In addition to reducing the number of people
eligiblefor Medicaid, the state al so eliminated in-home supportsfor
3,800 seniors who were not eligible for Medicaid; reduced
reimbursement rates to Medicaid long-term care providers by 15%
to 30%; and eliminated the state’'s medically needy program for
8,757 individuals.

e Oregon administrators recognize that with the aging popul ation and
increasing costs of long-term care, they may need to rethink the
design of their current long-term care system. They hope to
incorporate a concept of “bounded choice” where an individua’s
wishes are considered within the boundaries of service capacity and
fiscal constraints.
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Demographic Trends

Oregon has arelatively small population of 3.4 million people, but ranks tenth
in the nation in terms of land area. Approximately 70% of its residents live in the
Willamette Valley between Portland and Eugene, an area that covers less than
one-third of the state from the Pacific seaboard to about 300 milesin-land. Much of
therural, eastern area of the stateis sparsely populated. In 2000, 12.8% of Oregon’s
residentswere over the age of 65, only dlightly above the national average of 12.4%.

From 1990-2000, Oregon’s total elderly population grew by 12%, but its
population age 85 and older, those in greatest need for long-term care services, grew
by 48%. The proportion of Oregon’s popul ation aged 85 and older isthe 18" largest
in the nation. From 1990 to 2000, the state experienced a 26% increase in the
population aged 75 to 84, those at near risk of needing assistance with daily tasks
(see Tablel).

Table 1. Oregon Population Age 65 and Older, 1990 and 2000

1990 2000
2000
population
1990- rank in
Per cent of Per cent of 2000 u.S.
total total per cent (based on
Age Number | population Number population change per cent)
65+ 391,324 13.8 438,177 12.8 12.0% 25
65-74 224,438 7.9 219,342 6.4 2.3% 35
75-84 128,071 4.5 161,404 4.7 26.0% 18
85+ 38,815 14 57,431 17 48.0% 18
Under 65 | 2,450,997 86.2 2,983,222 87.2 21.7% 27
Total 2,842,321 3,421,399 20.4% 28

Source: United States Census Bureau. Profile of General Demographics for Oregon: 1990-2000
[ http://www.census.gov/census2000/states/or.html].

Like most states, Oregon will face asignificant increase in its aging popul ation
over thenext 25 years. Between 2000 and 2025, Oregon’ s 85 and older population
IS expected to increase by 124% (see Figure 1). In 2025, 24% of Oregon's
population will be 65 yearsor older, compared to 18.5% for the nation (see Table 2).
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Figure 1. Percent Population Increase in Oregon, 2000-2025
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Source: Congressional Research Service (CRS) calculations based on data from the U.S. Census
Bureau Projectionsat [ http://www.census.gov/popul ation/www/projectiong/st_yrby5.html]; analyzed
data from State Population Projection: Every Fifth Y ear.

Table 2. Elderly Population as a Percent of Total Population,
Oregon and the United States, 2025

Proportion of total Proportion of total
population, Oregon population United
Age States
65+ 24.2% 18.5%
65-74 13.3% 10.5%
75-84 8.0% 5.8%
85+ 2.9% 2.2%
Under 65 population 75.8% 81.5%

Sour ce: Congressional Research Service(CRS) cal culationsfrom censusprojections
released in 1996. See Appendix 2 for information about projections, their
methodology and limitations.

Need for Long-Term Care

Table3 presents estimates of the number of personsaged 18 and over who have
limitations in two or more activities of daily living (ADLS) in Oregon. These
estimates were derived from data generated by The Lewin Group and combine
national level data on persons with disabilities with state-level data from the U.S.
Census Bureau on age, income, and broad measures of disability. Persons aged 85
and over with two or more limitations in ADLS are estimated to increase by 38%
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from 2002 to 2010. Thisgrowth will place pressure on public and private long-term
care resources.

Table 3. Estimated Number of Persons with Two or More
Limitations in Activities of Daily Living (ADLS), by Poverty
Status, in Oregon

2002 2005 I 2010

Personswith 2+ ADL s by age and income

Per cent
of poverty | 18-64 | 65+ 85+ 18-64 | 65+ 85+ 18-64 | 65+ 85+

Up to 100% | 1,960 | 2,128 847 | 2,040 | 2,308 964 | 2,126 | 2,650 | 1,165

Up to 150% [2,763 | 4,620 | 1,555 | 2,876 | 4,976 | 1,771 | 2,999 | 5626 | 2,139

Up to 200% [ 3,405 | 6,202 | 1,986 | 3,546 | 6,671 | 2,262 | 3,698 | 7,525 | 2,732

All income | 7,174 (13,513 | 3,843 | 7,469 (14,511 | 4376 || 7,789 (16,445 | 5,286

Source: Congressional Research Service (CRS) analysis based on projections generated by The
Lewin Group through the HCBS State-by-State Population Tool, available on-line for subscribers at
[http://mww.lewin.com/cltc]. The Lewin Group Center on Long Term Care HCBS Population Tool,
by LisaM.B. Alecxih, and Ryan Foreman (2002).

Administration of Long-Term Care Programs

State and Local Administration

According to state officias, alarge part of the success of Oregon’s long-term
care system stems from its administrative structure. Oregon’s system is one of the
few in the country to consolidate al of the various administrative and service
functionsinto asingle state agency. The goal of state officials over thelast 20 years
(partially in response to several state |legislative mandates) has been the creation of
a seamless system for seniors and people with disabilities that favors care in
community settings rather than in nursing homes or other institutions.

In 1981, on the final day of one of the longest legidative sessionsin Oregon’s
history, the state legislature passed Senate Bill 955, drastically reshaping Oregon’s
long-term care system. The bill consolidated the state's unit on aging and its
Medicaid long-term care program creating the Senior Services Division (which later
became the Seniors and Disabled Services Division and is now Seniors and People
with Disabilities). The new division was charged with containing the costs of
long-term care, while at the same time creating a long-term care system that
supported the preference of people with disabilities for home and community-based
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services. A visionwasarticulated in the legislation for along-term care system that
embodies the “human values of independence, dignity, privacy, and choice.”*

In testimony to the U.S. Senate Special Committee on Aging in 1998, Roger
Auerbach, thedirector of the Seniorsand Disabled ServicesDivision stated that, “the
crisis Oregon faced was partially the product of the fragmentation and bureaucracy
created by piecemeal legidative responses, without a clear vision of how a system
should be built. The success we have to date isreally proportionate to the clarity of
our vision. That vision, which is now very clear, is one of a consumer-centered,
individualized program delivered by a coordinated, accessible system.”*

The most recent reorganization spearheaded by the legislature in 2001
consolidated all statelong-term carefunctionsinto the singledivision of Seniorsand
People with Disabilities (SPD), one of seven divisions within the Department of
Human Services. It isunique among long-term care systemsin the United Statesin
that it incorporatesthe state’ s Medi caid agency, the state unit on aging, the state unit
on developmental disabilities, and the long-term care regulatory agency under a
single administrative structure and budget.

Figure 2 portrays the primary functions performed by SPD and local agencies
that collectively make up Oregon’s long-term care system. Those functions are:
financial andfunctional determination of eligibility; licensing and protective services,
financial reimbursement; management of servicesfor elderly and disabled persons;
and the management of services for persons with mental retardation and
developmental disabilities. Each of these functions is described in detail in the
following sections.

19 Oregon State Legislature, Senate Bill 955, 1981.

' Roger Auerbach, Reforming the Delivery System, Testimony before the U.S. Senate
Special Committee on Aging, Mar. 3, 1998
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Figure 2. Oregon Long-Term Care System
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Management of Services for Seniors and Other Persons with
Disabilities. At the state level, supervision of long-term care services for the
elderly and personswith disabilitiesresideswithinthedivision of Seniorsand People
with Disabilities (SPD). SPD either contracts with area agencies on aging (AAAS)
to provide these services, or uses state employees housed within the county offices
of the Department of Human Services(DHS) to administer Medicaid and other long-
term care programs. These offices serve as “single points of entry” for avariety of
services available in state.

Local Administration. Oregon’slong-term care service delivery systemis
built on a diverse network of community organizations and state offices to provide
careat thelocal level. Thelaw creating the current long-term care system supported
astrong rolefor the state’ sareaagencies on aging (AAAs) and allowsfor significant
local control. SPD contracts with AAASs that wish to administer long-term care
programs in the state. In areas where the AAA chooses not to provide services
(primarily in the rural areas of Eastern Oregon), state employees within the county
human services office administer long-term care services and programs. The result
is that local service providers and administrators can choose the most appropriate
administrative structurefor their localities. Therearethreetypes of service delivery
modelsin Oregon — Type A, Type B1, and Type B2. Each type of delivery system
is described below:

e Type A — In this service delivery model, the AAA administers
programs and services funded by the Older Americans Act and the
state-funded Oregon Project Independence (OPI) programfor seniors
aged 60 and over. InaType A area, the state operates alocal multi-
service office (housed within the county human services office) to
administer Medicaid for long-term care clients. State employees
develop care plans, provide ongoing case management, and license
and monitor long-term care facilities for seniors and adults with
physical disabilities. There are 19 Type A areas in Oregon.

e Type B1 — In this service delivery model, the AAA administers
programsand servicesfunded by the Older AmericansAct, the state-
funded OPI program for persons 60 and older, and the state's
Medicaid long-term care program for seniors 65 and over. It does
not provide Medicaid services to people with physical disabilities
who are under the age of 65 or to individuals with developmental
disabilities. In aType Bl area, the state operates alocal Disability
Service Office (housed within the county human services office) to
administer Medicaid and other state programs for long-term care
clients not served by the AAA. There are seven Type Bl areasin
Oregon.

e TypeB2— Thisservicedelivery model administersall of the same
programs that Type B1 agencies may administer, but also serves
adults aged 18 to 64 with physical disabilities. People with
developmental disabilities are served in the Disability Service
Office. There are eight Type B2 areasin Oregon.
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For the last several decades, Oregon’s Department of Human Services has
attempted to integrate its service delivery systemsthroughout the state. Oftentimes,
clients with complex needs were forced to visit multiple social service offices and
provide the sameinformation to multiple caseworkers. Inorder to makeit easier for
clientsto navigatethesocial servicesystemin Oregon, the Department hasdevel oped
a“no wrong door” approach to service provision. A client should be able to walk
into any areaagency on aging or county DHS officeto determineinitial eligibility for
a variety of programs, such as Medicaid, food stamps, TANF, and state-funded
programs such as OPI. Oregon has attempted to utilize the structure of the area
agencies on aging to serve as an information center for a variety of social service
programsin the state.

Management of Services for Persons with Developmental
Disabilities. In 2001, the state | egislature mandated that SPD administer programs
for persons with developmental disabilities. At thelocal level, county DHS offices
employ staff to provide case management services. Other servicesare subcontracted
to loca providers which typically specidize in serving individuas with
developmental disabilities.

Licensing. SPD is responsible for licensing long-term care facilities and
ensuring that quality care is delivered in both nursing homes and home and
community-based settings. Oregon’ slicensing processincludesinspection, reporting
on inspection outcomes or complaint investigations, and sanctioning deficient
facilities. In spite of these regulatory responsibilities, officials in the Office of
Licensing and Quality of Care (housed within SPD) have attempted to move away
from astrictly punitive approach, and adopt amodel that offers technical assistance
and problem solving to encourage continuous quality improvement.

Protective Services. SPD isresponsible for adult protective services for
seniors and people with disabilities in home and community settings and licensed
facilities. State laws provide for mandatory reporting of elder abuse. Local Area
Agency on Aging and state office personnel complete investigations and provide
needed protection. SPD is also responsible for abuse prevention and statewide
educational activities to strengthen awareness and partnerships for community
interventions.

Case Management. Case managers are critical to implementing Oregon’s
preference for home and community-based care over nursing home care. Case
managers take on avariety of rolesin the state’ slong-term care system. In addition
to managing clients care plans, performing pre-admission screenings, and
determining client eligibility for Medicaid, case managers also monitor nursing
facilities and community-based care facilities.

Because home and community-based care requires more rigorous oversight by
case managers to ensure the best placement of clients, SPD regulates the number of
individuals a case manager can serve depending on the type of care he or she is
receiving. In nursing facilities the staffing ratio is one case worker per 130 clients;
in adult foster care, the staffing ratio is one case worker per 79 clients; in residential
carefacilities and assisted living facilities, the staffing ratio is one case worker per
100 clients; and for in-home services, the staffing ratio is one case worker per 69
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clients. Depending on the type of service areawhere aclient resides, case managers
areemployed by either thelocal areaagencieson aging, the disability service office,
or the multi-service office.

Financial and Functional Eligibility Determinations

Information about financial eligibility for Medicaid and other state programsis
gathered at thelocal level by caseworkersin the areaagencieson aging, thedisability
service office or the multi-service office. Although initial decisions on financial
eligibility are made locally, state officials within SPD make the final digibility
determination.

Functional eligibility isalso determined at thelocal level. Inorder to assist case
managers in making eligibility determinations, SPD has developed a number of
automated tools to streamline the process. The Client Assessment and Planning
System (CA/PS) is a computer system that assists caseworkers in determining
eligibility and assigning service priority levels. A service priority level isanumber
between 1 and 11 that identifies an individual’s long-term care needs, based on
limitations in activities of daily living (ADLs). A caseworker will make a number
of assessments about a client’s need for assistance, input information into the
computer system, and CA/PS will automatically return a decision about eligibility,
and if appropriate, assign a service priority level. To be considered functionally
eligible for Medicaid services a client must be assigned a service priority level
(Table 4). Once the assessment is compl ete, case managers work with the client to
determine the most appropriate setting, incorporating a variety of factors such as
informal supports and client wishes. A service plan is developed and periodically
changed to meet the needs of the client. CA/PS aso provides caseworkers with
assistance in developing service plans that are appropriate for each priority level.

Changes in Functional Eligibility Requirements Due to Budget
Reductions. After astate-wide ballot initiative to increase taxes was defeated by
votersin January 2003, Seniors and People with Disabilities had to reduce itslong-
term care spending by nearly 30% for the current state fiscal year. SPD decided to
cut funding for individuals who were assigned service priority levels of 12 through
17 (Table5). Asof April 2003, over 4,792 personshad lost Medicaid long-term care
services (over 16% of total program participants), with potentially more cuts needed
in the future.

Of the residents who lost Medicaid services, 3,834 were receiving in-home
services; 765 wereresiding in community-based assi sted housing arrangements; and
193 wereresiding in nursing facilities. SPD worked with the Centersfor Medicare
and Medicaid Services (CMS) to make changes to their current waiver to provide
limited transitional services for those who no longer qualify for Medicaid.
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Table 4. Service Priority Levels Eligible for Medicaid Services

Servicepriority level Description of servicepriority level
Requires full assistance in all major activities of daily
Level 1 living
Level 2 Requires full assistance in mobility, eating and cognition
Requires full assistance in at least one of the following
Level 3 activities of daily living: mobility, cognition or eating
Level 4 Requires full assistance in elimination
Requires substantial assistance with mobility and eating
Level 5 and requires assistance with elimination
Level 6 Requires substantial assistance with mobility and eating
Requires substantial assistance with mobility and
Level 7 assistance with elimination
Requires assistance with mobility and eating and
Level 8 elimination
Level 9 Requires assistance with eating and elimination
Level 10 Requires substantial assistance with mobility
Requires assistance with elimination and minimal
Level 11 assistance with mobility

Sour ce: Documents provided by Oregon Department of Human Services, SPD.

Table 5: Eliminated Service Priority Levels

Eliminated service

priority levels Description of eliminated service priority levels
Requires minimal assistance with mobility and assistance
Level 12 with eating
Level 13 Requires assistance with elimination
Level 14 Requires assistance with eating
Level 15 Requires minimal assistance with mobility
Level 16 Requires full assistance in bathing or dressing
Level 17 Requires assistance in bathing or dressing

Sour ce: Documents provided by Oregon Department of Human Services, SPD.
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Oregon’s Long-Term Care Services
for the Elderly and Persons with Disabilities

Trends in Institutional Care

Sincethestatefirst implemented itshome and community-based serviceswaiver
on December 21, 1981, the utilization of nursing homes for Medicaid clients has
steadily declined. Between 1996 and 2001, there was a 17.2% decrease in the
number of nursing home residents® According to the DHS Performance
Measurement Report, in June of 2001, only 22.1% of all seniorsreceiving Medicaid
long-term care services and 9% of all adults (aged 18-64) with disabilities were
served in nursing facilities.*®

In 2001, there were 151 nursing facilities operating in Oregon serving
approximately 9,444 persons.** The number of beds per 1,000 elderly persons is
considerably less than the national average. In 2000, there were approximately 31
beds per 1,000 persons aged 65 and older and 235 beds per 1,000 elderly persons
aged 85 and older, as compared to 53 and 435, respectively, for the United States
(Table 6). At the beginning of Oregon’s efforts to expand home and community-
based servicesin 1981, the number of nursing home beds per 1,000 persons aged 65
and older in Oregon wasroughly equal to the national average.*> The occupancy rate
for Oregon’ s nursing homes in 2001 was 72.8%, somewhat |ower than the national
average of 80.8% (Table 6).

Over the last two decades, the state has developed a number of methods to
control nursinghomeutilization. Theseinclude: acertificate of need program, which
requires nursing facilities to obtain permission from SPD before new facilities are
built or old facilities are expanded; a pre-admission screening program for both
private and Medicaid clients; and extensive use of the Medicaid Section 1915(c)
home and community-based waiver. Asaresult of these strategiesto control nursing
home utilization, state officials indicate that the characteristics of nursing home
residents have changed over the last 2 decades. Disability levels of patients have
increased dramatically. This is attributed, in part, to a greater use of home and
community-based services that delays entry into nursing facilities.

12 Steven R. Gregory and Mary Jo Gibson. Across the Sates 2002: Profilesin Long-Term
Care—Oregon. 2002, AARP Public Policy Institute, (Washington) 2002. (Hereafter cited
as Gregory and Gibson, Across the States 2002.)

13 Department of Human Resources, Performance Measurement Report, fall 2001. At
[http://www.dhs.state.or.us/publications/pm_reports/dhsfall2001. pdf].

14 Gregory and Gibson, Across the States 2002.

> Robert Kane, et al., Oregon’s Long-Term Care System: A Case Sudy by the National
Long-Term Care Mentoring Program, at [http://www.ilru.org/pas/Itc.htm] 1996.
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Table 6. Nursing Home Characteristics in
Oregon and the United States
(dataare for 1999-2000 unless otherwise noted)

Characteristic Oregon United States
Number of residents 10,205 1,490,155
Number of facilities 151 17,023
Number of beds 13,493 1,843,522
Number of Medicaid beds 5,440 841,458
Number of total beds per 1,000 pop. aged 65 and older 30.8 52.7%
Number of total beds per 1,000 pop aged 75 and ol der 61.7 111.1
Number of total beds per 1,000 pop aged 85 and ol der 234.9 434.8
Occupancy rate 72.8% (2001) 80.8%

Source: Data comes from the following sources: Oregon’s occupancy rate — AARP, Across the
Sates2002: Profilesin Long-Term Care—Oregon; al other information comes from the American
Health Care Association (AHCA), Facts and Trends: The Nursing Facility Sourcebook.

Implementation of the Medicaid 1915(c) Waiver Program for Seniors
and Adults with Physical Disabilities. In 1981, Oregon becamethefirst state
in the nation to implement a Section 1915(c) waiver program on a statewide basis.
This waiver program resulted in decreased reliance on nursing homes, in part,
because, state officials decided at the program’s inception to offer residents equal
access to home and community-based care, with no caps on the number of people
who could be served by the waiver and no waiting lists for services.

Because areaagencieson aging or state employeesof SPD determineeligibility
for both home and community-based services and nursing facility services, they are
able to inform clients of all available long-term care options. According to state
officials, casemanagersareencouraged to arrange care plansso that individual swho
do not wish to enter anursing facility are able to find suitable alternatives at home
or in the community.

Pre-Admission Screening. In 1989, Oregon adopted a pre-nursing home
admission screening program. Oregon requires al prospective nursing home
residents to be screened before entering a nursing facility. A patient’s level of
impairment is evaluated, and home and community-based service options are
discussed with the client and family members. Partially asaresult of this screening
process, the rate of hospital discharges directly into nursing homes is significantly
lower than the national average.™®

Certificate of Need. In the 1970s, Oregon instituted a certificate of need
(CON) program to control and downsize the number of nursing facilitiesin the state.

16 Unpublished documents from the Oregon Health Care Association. 2002.
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In order to build anew nursing facility or expand an existing facility, aprovider must
receive DHS approval for Medicaid beds. The state reviews an application from a
provider on a case-by-case basis using the following criteriac nursing facility bed
occupancy in the service area; availability of home and community-based services
in the area; and economic and financial feasibility. This procedure is intended to
complement SPD’s goal of promoting home and community-based services over
ingtitutional care by controlling the number of nursing home beds that enter the
market.

Trends in Home and Community-Based Care

According to state reports, between 1985 and 2000, the number of Medicaid
clients in need of long-term care served in home and community-based settings
increased by 224%."" In 2002, approximately 81.5% of the state's Medicaid clients
received home and community-based services, as opposed to only 18.5% in nursing
facilities. Oregon supportsawiderange of home and community-based servicesfor
the elderly and persons with physical disabilities which are primarily provided
through aMedicaid Section 1915(c) waiver and a state-funded program — Oregon
Project Independence — for persons who are not receiving Medicaid. While many
states have multiple waivers targeted to specific eigibility groups, Oregon has a
singlewaiver to fund all home and community-based Medicaid servicesfor seniors
and adults with physical disabilities.

Thestate hasdevel oped avariety of innovative policesthat encouragehomeand
community-based care under its waiver. Oregon was one of the first states in the
nation to useitswaiver to support servicesin assisted living facilities; it isone of the
only states to develop a large adult foster care system; and its use of unlicenced
caregivers(throughitsclient employed provider program) hasdramatically increased
the number of individuals that can be served in their homes.

Medicaid 1915(c) Waiver for Seniors and Persons with Physical
Disabilities. Oregon operatesasingleMedicaid waiver programfor theelderly and
adults with physical disabilities. In order to qualify for Medicaid services, persons
must have income that does not exceed 300% of the Supplemental Security Income
(SSl) level ($1,656 per month in 2003) and must meet SSI’ sresourcelimit of $2,000
for an individual.®® For some individuals who do not meet these requirements, the
state operates a Miller Trust that permits additional income and resources to be
recovered by the state, thereby alowing an individual to qualify for Medicaid
services.™

" Seniors and People with Disabilities, The Oregon Model, Dec. 2001, at
[www.sdsd.hr.state.or.us/about/oregon_model.htm]

18 Certain items are excluded, such as an individua’s home; up to $2,000 of household
goods and personal effects; life insurance policies with aface value of $1,500 or less; an
automobile with value up to $4,500; and burial funds up to $1,500, among other things.

% For more information on Miller Trusts and Medicaid €eligibility, refer to CRS Report
RL 31413, Medicaid: Eligibility for the Aged and Disabled, by Julie Lynn Stone.
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Originally approved in 1981, this waiver has been the primary alternative to
nursing home care for adults with physical disabilities. In 2001, the estimated
average cost per client under thewaiver was $5,558 per year. Approximately 42,242
persons are expected to receive long-term care services under this waiver for state
fiscal years (SFY) 2001 to 2003.

The waiver provides a wide range of home and community-based services
including:  respite care, adult day health, specialized medica equipment,
environmental accessibility adaptations, transportation, home delivered meals,
specialized living services, and in-homeservices. For individuaswho arenot served
in their own homes, the waiver provides long-term care in community settings,
including adult foster care, residential facility care, and assisted living facility care.

In 2002, 81.5% of Oregon’s Medicaid long-term care clients received home or
community-based services under thiswaiver (see Table 7). Of theseclients, 46.6%,
wereservedintheir homes; 17% were servedin adult foster homes; 12% were served
in assisted living facilities; and 6% were served in residential care facilities.

Client Employed Provider Program. The magjority of Oregon’sin-home
services are provided through the client employed provider (CEP) program. The
CEP program allowsMedicaid clientsto hireand supervisetheir own care providers.
Clients may select their own caregiver (such as friends or relatives) or they can be
assisted in their search for a provider by the loca AAA or county DHS office.
Although CEPs are self-employed, the state pays unemployment insurance and the
social security FICA paymentson behaf of the CEP. State officialsindicatethat this
program, which alowsunlicenced caregiversto providelong-term care services, has
greatly expanded the state’ s ability to provide home and community-based services.

Nurse Delegation and Contract Registered Nursing Services. In
1987, thestatelegislatureamendeditsNurse Practice Act to allow licensed registered
nurses to delegate certain medical tasks to unlicenced caregivers, such as client
employed providers or workersin adult foster homes. Asaresult of thislegidation,
nursesmay train caregiversin certain home and community-based settingsto perform
almost all nursing tasks except for certain types of injections. Once an assessment
is made by the nurse to ensure that a client is in stable condition, a care plan is
developed; hands-on training is provided to the caregiver; and nursing tasks are
delegated in writing. The nurse delegate must periodically assess a client’s health
and review the care plan.

In 1994, the state developed a system of contract registered nursing services,
which expanded the state' s ability to use nurse delegates for its Medicaid home and
community-based waiver program. There are currently 150 nurses under contract
with SPD providing nurse delegation services for Medicaid long-term care clients
around the state. State officials and providers maintain that the use of nurse
delegation has been essentia to the expansion of home and community-based care
servicesin Oregon.
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Table 7. Medicaid Long-Term Care Caseload by Setting,

July 2002

Total Medicaid Per cent

long-term care of total

Setting caseload caseload
Total Medicaid Clients 31,266 100%
Institutional Services 5,782 18.5%

- Nursing Facilities 5,782

Home and Community-Based Services (HCBS) 25,484 81.5%
In-Home Care 14,556 46.6%
- Adult Foster Homes 5,399 17.3%
- Assisted Living Facilities 3,662 11.7%
- Residential Care Facilities 1,867 6.0%

Sour ce: Congressional Research Service (CRS) cal culations based on Seniors and People
with Disabilities Data Sheets, July 2002. Percentagesdo not sum to 100% dueto rounding.

State Programs. Oregon Project Independence. Many state officials and
advocatesbelievethat theeligibility requirementsfor Medicaid, particularly the asset
limits, are a barrier to personsin need of long-term care who want to live at home.
State official sindicated that many peoplein need of home and community-based care
do not feel comfortable depleting almost all of their liquid assets that may be needed
for household expensesand emergencies. Oneof thewaysthat Oregon hasaddressed
thisconcernisthrough astate-funded program, Oregon Project Independence (OPI).
OPI offers home and community-based servicesto persons with income up to 200%
of the poverty level with no resource or asset test.

Funded entirely by state revenues, OPI provides long-term care services for
Oregonians over the age of 60. Clients with net incomes between 100% and 200%
of the poverty level (between $8,869 and $17,720 per year in 2002) pay a diding
scale fee for services based on income. Individuals with income over 200% of the
poverty may still enroll inthe program but will pay thefull rate of services. Services
provided by the program include: personal care, respite care, assisted transportation,
homemaker/home care services, chore, home hedth, adult day care, case

management, registered nursing services, home delivered meals, and other services
as authorized by SPD.
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Oregon’s Long-Term Care Services for
Persons with Mental Retardation and
Developmental Disabilities

Overview

Servicesto personswith mental retardation and other devel opmental disabilities
in the United States have changed dramatically over the last half of the 20" century
asaresult of anumber of converging factors. These include the advocacy efforts of
families and organized constituency groups, various changes to the Social Security
law that provided payments to individuals through SSI and SSDI and to service
providersthrough the Medicaid program, and significant litigation brought on behal f
of persons with developmental disabilities.”

Oregon’s system of services for persons with developmental disabilities has
been influenced by a number of significant factors. Theseinclude:

¢ theinitiation of the Section 1915(c) M edicaid homeand community-
based waiver services option in 1981,

e the Plan for Universal Access to Services for People with
Developmental Disabilitiesinitiated by the Oregon State legislature
in 1999;

e the 2000 settlement agreement of Staley v. Kitzhaber which requires
the state to increase funding for devel opmental disabilities services
by a cumulative total of $350 million by 2007; and

¢ theincorporation of theMental Health and Devel opmental Disability
Services Division into the division of Seniors and People with
Disabilitiesin 2001.

There are an estimated 15,500 persons of all agesthat meet Oregon’ sdefinition
of developmentally disabled.? Of these, approximately 8,400 are adults and 7,100
arechildren. In FY 2000, total spending for servicesfor personswith devel opmental
disabilities was $354.7 million (Table 13). Spending for home and community-
based services represented 90% of total expenditures. Thisisadramatic shift from
1990 spezr;di ng levelswhen only 41% of spending was devoted to community-based
services.

% For a detailed history of the development of services for persons with developmental
disabilities, see David Braddock, Richard Hemp, Susan Parish, and James Westrich, The
Sate of the Sates in Developmental Disabilities, University of Illinois at Chicago.
American Association on Mental Retardation (Washington) 1998. (Hereafter cited as
Braddock, et al., The State of the Sates in Developmental Disabilities.)

2 Oregon Department of Human Services, A Plan for Universal Access to Services for
People with Developmental Disabilities, 2000.

2 CRS calculations based on data presented in Braddock, et al., The State of the Statesin
Developmental Disabilities (Fifth Edition), (Washington) 1998, American Association on
Mental Retardation, p. 404 (for 1990 data). Unpublished data furnished by Richard Hemp,
University of Colorado (for 2000 data).
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Trends in Institutional Care

The early history of services to persons with developmental disabilities is
characterized by large state institutions or training schools begun during the latter
part of the 19" century and continuing through the first part of the 20™ century.
Between 1920 and 1967, institutions quadrupled in size and resident total s peaked
at almost 200,000 individual s nationwidein 165 free-standing state-operated mental
retardationinstitutional facilities.® Today, some statesare still faced withthelegacy
of large state-operated institutions.

In many states and in Oregon, most state-operated institutions have been closed
or downsized, a development that has often been prompted by litigation. In 1908,
Oregon opened Fairview, itsfirst state-funded institution to carefor individual swith
developmental disabilities and mental retardation. By the early 1960s, thousands of
persons received care in three state-run institutions in Salem, Pendleton, and The
Dalles.

Today, after a decades-long process of moving persons with developmental
disabilitiesinto community-based group homes and residential settings, thereisonly
one remaining state-operated institution in Oregon — the Eastern Oregon Training
Center in Pendleton — with 50 residentsin 2001. (See Appendix 2 for alist of the
institutions that have been closed.) Persons living in large institutions with 16 or
more persons declined from 37% in 1990 to just over 8% in 2000 (T able 8).

The Medicaid home and community-based services waiver option has allowed
Oregon to focus on the devel opment of small congregate care options. 1n 2000, over
90% of persons with developmental disabilities were living in group residential
settings, with the majority (78.5%) living in residences of six or fewer persons (see
Table8).

% Braddock, et d., The State of the States in Devel opmental Disabilities.
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Table 8. Persons with Mental Retardation and
Developmental Disabilities Served in Residential Settings,
by Size of Residential Setting, 1990, 1995, and 2000

Per sons served by setting

1990 1995 2000
4,168 4,239 4,562
Total (100% ) (100% ) (100%)
1,556 904 384
16+ Persons (37.3%) (21.3%) (8.4%)
Nursing facilities 443 300 180
State institutions 840 463 105
Private ICFSYMR 140 0 0
Other residential 133 141 99
697 600 597
7 - 15 Persons (16.7%) (14.2%) (13.0%)
Public ICFSMR 0 0 0
Private ICFSYMR 22 0 0
Other residential 675 600 597
1,915 2,735 3,581
<6 Persons (45.9%) (64.5) (78.5)
Public ICFSMR 0 0 0
Private ICFSMR 0 0 0
Other residential 1,915 2,735 3,581

Source: David Braddock, Richard Hemp, Mary C. Rizzolo, Susan Parish, and Amy Pomeranz. The
Sate of the Sates in Developmental Disabilities: 2002 Sudy Summary, by Coleman Institute for
Cognitive Disabilities and Department of Psychiatry, University of Colorado, June 2002.

According to data compiled by Braddock et. a., Oregon ranked seventeenth in
the nation in its use of small facilities (residences of six or fewer persons) in 2000.%*
There isarecognition on the part of Oregon state officials and stakehol ders that the
use of larger facilities should be further reduced in keeping with the state's
commitment to community-based care.

4 David Braddock, ed., Disability at the Dawn of the 21% Century and the State of the Sates,
American Association on Mental Retardation, (Washington), 2002, p. 86.
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Trends in Home and Community-Based Care

Over the last two decades, Oregon has made significant use of Medicaid
financing to reduce the number and size of intermediate care facilities for persons
with mental retardation and developmental disabilities (ICFYMR). As in many
states, the Medicaid Section 1915(c) waiver program has been the chief source of
revenue for home and community-based services for persons with developmental
disabilities. In 1981, Oregon applied for and received awaiver that would serve as
an aternativeto oneof thetwo state-runinstitutions. By 2001, the Fairview Training
Center in Salem had been closed and only 50 individuals remained in the Eastern
Oregon Training Center.

Unlike the waiver program for the elderly and physically disabled, where the
state has no waiting lists for services, persons with developmental disabilities often
face lengthy waiting lists due to limited resources. Since the focus of the 1981
waiver was to remove individual s from institutions, those who were not residing in
one of the two state ICFS/M R often spent yearswaiting to receive community-based
services.

In 2000, parentsof individual swith developmental disabilitiesfiled suit against
the stateto challengethe existence of thecurrent waitinglists. In Staley v. Kitzhaber,
the plaintiffs argued that Oregon violated federal Medicaid law and the Americans
with Disabilities Act (ADA) for failing to provide individuals with developmental
disabilities the option of home and community-based long-term care services with
“reasonable promptness.” %

The state and the plaintiffs settled the lawsuit in September 2000. The parties
agreed that the settlement would apply not only to the plaintiffs named in the suit but
alsoto “all other smilarly-situated individual swith devel opmental disabilitiesunder
the federal Medicaid program,” thereby treating the lawsuit as a class action.”® As
part of the agreement, Oregon agreed to implement its Sate Plan for Universal
Accessto Services for People with Devel opmental Disabilities over a 6-year period
between 2001 and 2007. The plan provides for improved access to supportive
services, such aspersonal care, in-home care, respite care, and job coaching, so long
as cost of services does not exceed $20,000 annually per client.

By 2007, after the plan has been fully implemented, supportive services must
be provided within 90 days after the individual is determined eligible for services.
Comprehensive services — or services costing more than $20,000 per year — will
be offered to a limited number of individuals. This may include intensive in-home
care, 24-hour group homes, adult foster care homes, and environmental adaptation
services. Comprehensive servicesfor about 50 adults per year will be phased-in over
the next 6 years.

% National Center for Family Support at
[http://www.familysupport-hsri.org/resources/r_medicaid_dd-1.html].

% Oregon Department of Health, SPD at
[http://oddsweb.mhd.hr.state.or.us/Pubs/settl ement/settlement.htm] .
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The agreement aso requires the state to improve its service delivery
infrastructure. Funding for case management will beincreased so that casel oadswill
drop from an average of about one caseworker per 95 clients to one per 45 clients.
Additional funding will also be used to improve the provider network at the local
level.

In 2001, the statelegislature approved the plan and agreed to fund the settlement
agreement. The state will increase funding for developmental disabilities services
by a cumulative total of $350 million by 2007.

Medicaid 1915(c) Waivers.?” Oregon operates two 1915(c) waivers for
adultswith devel opmental disabilities. Below isabrief description of each waiver's
average costs and the types of services offered.

e 1981 Waiver for Developmentally Disabled Individuals. For the
2002 waiver year, it is estimated that 5,762 persons with
developmental disabilities received long-term care services under
thiswaiver. Originally approved in 1981, the waiver was designed
as an dternative to intermediate care facilities for the mentally
retarded (ICFSYMR) with the goa of reducing the number of
individuals in state-run institutions. A wide range of services are
provided under the waiver including: respite care, day habilitation,
prevocational services, supported employment, adult foster care,
adult group homes, supported living services, specialized medical
equipment and supplies, environmental accessibility adaptations,
transportation, family training, in-home support services, crisis
diversion services, and extended state plan services. This program
addresses someof themost complicated casesto servein community
settings and is consequently the most expensive of Oregon’s three
waivers. For the 2002 waiver year, the estimated average cost per
client under the waiver was $49,274.

e 2001 Waiver for Developmentally Disabled Individuals.. This
waiver came about in response to Saley v. Kitzhaber. Approvedin
2001, 951 developmentally disabled individual sreceived long-term
care services during the first year of the waiver’s implementation.
Average annual costswere $6,371 per case. By thethird year of the
waiver it is estimated that 6,081 individuals will be served at an
annual cost of $11,691 per case. Servicesprovided under thewaiver
include: respite care, supported employment, community living
supports, specialized medical equipment and supplies,
environmental accessibility adaptations, transportation, chore,
homemaker, personal emergency response systems, family training,
in-home support services, crisis diversion services, and extended
state plan services.

" In addition to these waivers, Oregon operates two 1915(c) waivers for children with
devel opmental disabilitiesunder the age of 18, aswell asan additional waiver for medically
fragile children. This report generally excludes discussion of programs for infants and
children with disabilities.
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Financing of Long-Term Care in Oregon

In most states, Medicaid isthe chief source of financing for long-term care. In
addition to the state’ s matching of federal Medicaid funds, many states also devote
significant resourcesto long-term care. In Oregon, the Medicaid program accounted
for $1 billion in long-term care spending in FY 2001.

Medicaid Spending in Oregon

Medicaidisasignificant part of state budgets. After elementary, secondary and
higher education spending, M edicaid spending was the largest share of state budgets
in 2001. According to data compiled by the National Association of State Budget
Officers (NASBO), federal and state Medicaid spending represented 19.6% of state
budgets for the United States as awhole in 2001.

In Oregon, Medicaid spending isthe largest single category of federal and state
spending. Of the state’s $17 billion budget in 2001, federal and state Medicaid
spending represented 14.9%. Federal and state spending for Medicaid doubled asa
proportion of the state's budget from 1990 to 2001, outranking spending for
elementary and secondary education (Table 9).

State spending for Medicaid services in Oregon contributed from state funds
only (excluding federal funds)®® also increased during the 1990s. As a percent of
spending for al categoriesof state spending, state Medicaid spending increased from
3.3%in 1990 to 7.6% in 2001 (Table 10).

% Federal and state governments share the costs of Medicaid spending according to a
statutory formula based on a state’ s relative per capitaincome (federal medical assistance
percentage, or FMAP). In FY 2001, the federal share for Medicaid in Oregon was 60%.
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Table 9. Share of Federal and State Spending by Category,
Oregon and the United States, 1990-2001

Oregon All states
Expenditure category 1990 1995 2000 2001 2001

Total expenditure

(in millions) $6,987 $9,937 $16,557 | $17,033 | $1,024,439
Medicaid 7.5% 15.3% 13.0% 14.9% 19.6%
Elementary and secondary

education 10.6% 17.7% 14.8% 13.7% 22.2%
Higher Education 14.8% 11.9% 10.9% 12.4% 11.3%
Public assistance 2.2% 3.1% 1.7% 1.7% 2.2%
Corrections 2.2% 2.8% 4.4% 3.6% 3.7%
Transportation 7.6% 8.0% 6.9% 5.2% 8.9%
All other expenses 55.2% 41.2% 48.3% 48.4% 32.1%

Source: Congressional Research Service (CRS) calculations based on data from the National
Association of State Budget Officers (NASBO), State Expenditure Reportsfor 1992, 1997 and 2001.
Data reported are for state fiscal years. Numbers may not sum to 100% due to rounding.

Table 10. State Spending for Medicaid as a Percent of Total
State Spending, Oregon and the United States, 1990-2001

Oregon All states
State spending 1990 1995 2000 2001 2001
- — |
Total state spending
(in millions)? $5,944 $7,569 | $13,397 | $13,580 $760,419
State Medicaid spending
(millions)® $194 $578 $819 $1,032 $85,141
State Medicaid spending asa
percent of total state
spending 3.3% 7.6% 6.1% 7.6% 11.2%

Source: CRScalculationsbased on datafromthe National Association of State Budget Officers(NASBO), State
Expenditure Reports for 1991, 1997 and 2001. Data reported are for state fiscal years.

& Total state spending for al categories, excluding federal funds.

® Includeslocal fundsin FY 1995; NASBO notesthat local funds are avery small part of the program.
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Medicaid Long-Term Care Spending in Oregon?®

Long-term care spending represented 33.2% of the $2.1 million spent for
Medicaid services in Oregon in FY 2000,% down from 50.7% in FY 1990. (Tables

11 and 12) Many state officias
maintain that this decline is due, in
part, to Oregon’s commitment to
homeand community-based services
and decreased reliance on expensive
institutional care.

Ingtitutional spending as a
percent of total long-term care
spending has also declined
dramatically from FY1990 to
FY2000. In 1990, aimost 80% of
long-term care dollarswere spent on
ingtitutional care. This dropped to
37.2%in FY 2000. Duringthissame
10-year period, spending for home

Medicaid long-term care financing in
Oregon at a glance:

Long-termcarespending represented al most
40% of Medicaid spending in FY2001, a
decline from dlightly more than half of all
Medicaid spending in FY1990.

Unlike most other states, Oregon spends
more on home and community-based
services through Medicaid than for
institutional care. In FY2000, almost two-
thirds of Medicaid long-term care dollars
were spent on home and community-based
services, with only one-third of that spending

and community-based services | devoted toinstitutional care.
increased from 22.1% in 1990 to
62.8% in 2000 (Table 11). Today,
more than 80% of Medicaid clients
recelve long-term care in the

community.

Between 1990 and 2001, there was a 559%
increase in state and federal Medicaid
spending for home and community-based
SErvices.

According to state officias,
these trends are due to anumber of factorsimplemented at varying times during the
1980sand 1990s. Theseinclude alegislative mandate that called for apreferencein
providing community-based care over nursing home care; implementation of the
state's pre-admission screening program to divert patients from nursing homes,
implementation of Oregon Project Independence for persons who do not meet
Medicaid financial eligibility requirements; significant use of Medicaid’'s Section
1915(c) home and community-based waiver services for persons with mental
retardation; and closure of large state institutions for the devel opmentally disabled.

Note that between FY 2000 and FY 2001, spending for institutional care amost
doubled, however, this is not representative of actual spending trends in Oregon
(Figure4 and Table 12). According to state officials, thisincreaseislargely dueto
Oregon’ suseof Medicaid Upper Payment Limits. Under Medicaid provisions, states
can be reimbursed by the federal government at the “upper payment limit” for
nursing home services, whilethe providersinthe statearereimbursed at alower rate.
States can use excess funds that result from the gap between the Medicare Upper

2 This section discusses total Medicaid spending, both federal and state.

% Total Medicaid spending using National Association of State Budget Officers (NASBO)
data differs from data shown in this table due to differences in data collection methods.
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Payment Limit — the maximum Medicare rate paid to nursing homes — and the
actual Medicaid reimbursement rate paid to providers. In Oregon, the difference
between the upper payment limit and the state’ sreilmbursement rateto nursing homes
was transferred back to DHS in 2001 and used to fund increases in the
reimbursement rates to nursing facilities and community-based care facilities.
Because of thesetransfersof state and federal funds, the 28% increaseininstitutional
spending between 2000 and 2001 is not representative of actual spending trends. In
2001, the Centers for Medicare and Medicaid Services (CMS) tightened the
regulations that apply to Medicaid Upper Payment Limits. Future budgetary
documents may be more representative of spending trendsfor institutional and home
and community-based services.*

Table 11. Medicaid Long-Term Care Spending In Oregon,
FY1990-FY2000

State spending 1990 1995 2000

Long-term care spending as a percent of Medicaid
spending 50.7% 32.7% 33.2%

Institutional care spending asa per cent of long-term
care spending 77.9% 50.1% 37.2%

Nursing home spending as a percent of long-term
care spending 42.3% 34.0% 33.7%

ICFSMR* spending as a percent of Long-term
care spending 35.5% 16.1% 3.4%

Total home and community-based services spending
as a per cent of long-term care spending 22.1% 49.9% 62.8%

HCBS waivers spending as a percent of Long-
term care spending 21.3% 44.8% 59.3%

Sour ce: Congressional Research Service (CRS) cal culations based on CM S/HCFA 64 data provided
by The Medstat Group, Inc. For 2000 and 2001, Brian Burwell et al., Medicaid Long-Term Care
Expenditures in FY2001, May 10, 2002. For 1995, Brian Burwell, Medicaid Long-Term Care
Expendituresin FY2000, May 7, 2001. For 1990, Brian Burwell, Medicaid Expendituresfor FY1991,
Systemetrics/M cGraw-Hill Healthcare Management Group, Jan. 10, 1992. Total 1990 Medicaid
spending, based on HCFA 64 data provided by Urban Institute, Washington, D.C.

*Intermediate care facilities for the mentally retarded.

31 For additional information on Medicaid Upper Payment Limits, see CRS Report RL31021,
Medicaid Upper Payment Limits and Intergovernmental Transfers. Current Issues and Recent
Regulatory and Legidative Action, by Elicia J. Herz.
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Figure 3. Institutional and Home and Community-Based Services
as a Percent of Medicaid Long-Term Care Spending
in Oregon, 1990-2000
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Source: Congressional Research Service (CRS) calculations based on Burwell, Medicaid

Expenditures FY1991-FY2001.

Table 12. Medicaid Spending in Oregon, Total Spending and
Long-Term Care Spending, by Category, and Percent Change,
FY1990-FY2001
(dollarsin millions)

Per cent
change
1990-2001
(in constant
Spending category 1990 1995 2000 2001 2001 dollars)
Total Medicaid $536.6 | $1,437.7 | $2,144.1 $2,668.5 291.2%
Total long-term care* $272.3 $469.9 $712.1 $1,058.3 205.7%
Total institutional care $212.1 $235.3 $264.8 $554.0 105.4%
Nursing home $115.3 $159.7 $240.3 $542.8 270.2%
ICFSIMR** $96.8 $75.6 $24.5 $11.2 -90.9%
Total home and o
community-based services $60.2 $234.6 $447.3 $504.3 559.0%
Home health $0.8 $1.8 $0.7 $0.7 -31.2%
Personal care $1.5 $22.1 $24.0 $32.2 1613.7%
HCBSwaivers $57.9 $210.8 $422.6 $471.4 540.5%

Source: The Congressional Research Service (CRS) calculations based on Burwell, Medicaid
Expenditures FY1991-FY2001. Total 1990 Medicaid spending, based on HCFA 64 data provided by

Urban Institute, Washington.
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Figure 4. Medicaid Long-Term Care Spending by Category
in Oregon, FY1990-FY2001
(in constant 2001 dollars)
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Source:  Congressional Research Service (CRS) calculations based on Burwell, Medicaid
Expenditures FY1991-FY2001.

Figures 5a and b depict changes in long-term care spending patterns from
FY 1990 to FY2000. In 1990, 35.5% of Medicaid long-term care spending was
devoted to care for persons with mental retardation in ICFSMR,; this decreased
dramatically to 3.4% in 2000. At the same time, nursing home spending decreased
from 42.3% in 1990 to 33.7% in 2000.

Between 1990 and 2000, spending on home and community-based services
more than doubled as a share of long-term care spending, increasing from 22.1% in
1990 to 62.8% in 2000. Thisis primarily due to expansion of the Section 1915(c)
waiver for personswith physical disabilitiesin Oregon. Waiver spending increased
from 22.1% of long-term care spending in 1990 to 59.3% in 2000.
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Figure 5a. Medicaid Long-Term Care Spending in Oregon by
Category, FY1990
Total Medicaid LTC Spending: $272.3 million
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Source: Congressional Research Service (CRS) calculations based on Burwell, Medicaid
Expenditures FY1990-FY2000.

Figure5b. Medicaid Long-Term Care Spending in Oregon
by Category, FY 2000
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Source:  Congressional Research Service (CRS) calculations based on Burwell, Medicaid
Expenditures FY1990-FY2000.

In the nation as a whole, approximately three-quarters of Medicaid waiver
spending is for persons with mental retardation and developmental disabilities. In
Oregon, 52.8% of waiver spending for persons with mentaly retardation and
developmental disabilities, and 47.2% is devoted to spending on other disability
groups (Figure6). Thisislargely dueto the commitment of state officialsto ensure
that no waiting lists exist for the elderly and physically disabled waiver, while
allowing waiting lists to be used for persons with developmental disabilities. The
waiver for the developmentally disabled initiated in 1981 was primarily used to
removeindividualsfrom Fairview and the Eastern Oregon Training Center. In 2001,
the state legislature approved a plan to increase funding for anew MR/DD waiver.
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The plan outlinesthe state’ sintent to increase funding for devel opmental disabilities
services by aminimum of $350 million by 2007.

Figure6. Medicaid Home and Community-Based Services
Waiver Spending by Target Population in Oregon,
FY 2001

Total Medicaid HCBS Waiver Spending: $471.4 million
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Source: Congressional Research Service (CRS) calculations based on Burwell,
Medicaid Expenditures FY1990-FY2000

Medicaid and State Spending on Services for Persons with
Mental Retardation and Developmental Disabilities

In 2000, spending for home and community-based services made up 90% of
total Medicaid expenditures for persons with developmental disabilities. Thisisa
dramatic shift from 1990 spending levels when only 41% of spending was devoted
to home and community-based services. These funds serve approximately 9,654
personsin avariety of community, residential, and institutional settings. Combined
federal and state spendingin Oregon for personswith developmental disabilitieswas
$354.7 million in 2000 (Table 13). This represented more than a57% increase (in
constant 2000 dollars) since 1990. Of total 2000 spending, a significant share —
45.5% — was contributed by the state.

The state has used the waiver to maximize federal M edicaid reimbursement for
home and community-based services, whileat the sametimeit has decreased federal
spending for institutional services. Federal spending for institutional services
decreased by 70.4% from 1990 to 2000.
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Table 13. Federal and State Spending for Institutional and
Community Services for Persons with Mental Retardation/

Development Disabilities in Oregon, 1990 and 2000
(millionsin current dollars)

Per cent
1990 2000 Per cent of change
(current (current FY 2000 (in constant
dollars) dollars) total 2000 dollars)
Total funds $181.3 $354.7 100.0% 57.7%
Congr egate/institutional services $106.8 $34.5 9.7% -74.0%
Federal fund $60.0 $22.1 6.2% -70.4%
State funds $46.7 $12.4 3.5% -78.6%
Community services $74.5 $320.3 90.3% 246.3%
Federal funds $33.0 $171.2 48.3% 318.4%
ICF/MR funds $0.4 $0.0 0.0% -100.0%
HCBS waiver $20.7 $113.6 32.0% 342.6%
Title XX/SSBG funds $1.8 $0.0 0.0% -100.0%
Other $10.0 $57.6 16.2% 362.3%
State funds $41.5 $149.0 42.0% 189.0%

Source: Congressional Research Service( CRS) cal culations based on data presented in The Sate of
the Statesin Devel opmental Disabilities(Fifth Edition), by David Braddock et a . (1998) Washington,
American Association on Mental Retardation, p. 404 (for 1990 data). Unpublished datafurnished by
Richard Hemp, University of Colorado (for 2000 data).

* Intermediate care facilities for the mentally retarded.
** Home and community-based waiver (Section 1915(c)) of the Medicaid statute.
*** Social Services Block Grant (Title XX of the Socia Security Act).
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Issues in Long-Term Care in Oregon

Oregon officialsand stakeholdersidentified issuesinthe state’ slong-term care
system in a series of reports over the years. The following discussion highlights
selected issuesidentified in reports by researchers, task forces and advocacy groups,
aswell asissuesthat surfaced in CRS interviews with state officials, providers, and
consumers.

Institutional Bias in Federal Funding and Oregon’s Response. A
recurring theme in discussions of long-term care with state officialsisthe view that
thefederal financing system is biased towardsinstitutional care. Thisislargely due
to the fact that nursing facility care is an entitlement under Medicaid for persons
meeting its eligibility criteria. Financing of institutional careis afederal mandate;
home and community-based care is not. Although states may choose to provide
home and community-based services under various M edicaid options, state officials
indicate that state funding constraints and the provider system that was created as a
result of the institutional entitlement make it difficult to reorient the system.
Although Oregon has been successful in providing the mgjority of itslong-term care
clients with home and community-based services, many officials believe that the
federal system should equally support a consumer’ s choice to stay at home or in the
community.

For most states, theimpetusfor heavy relianceoninstitutional careisembedded
in the structure of the federal Medicaid system resulting in vast funding disparities
between institutional care and home and community-based care. Over the last 20
years, Oregon hasrelied on anumber of strategiesto amelioratetheinstitutional bias
embedded in that system. For example, rather than relying on providers to refer
hospital patients directly into nursing homes, Oregon requires most residents to be
screened before entering a nursing home. A patient’s level of impairment is
evaluated, and home and community-based service options are discussed with the
client and family members. Partially asaresult of this screening process, the rate of
hospital discharges directly into nursing homes is significantly lower than the
national average.

Another method to counter institutional bias is to control or downsize
institutional capacity. Oregon controls its institutional capacity by requiring the
approval of Medicaid bedsthrough the Certificate of Need process (described earlier)
and through limitation on reimbursements. Controlling the supply of state
institutionsfor the developmentally disabled differs somewhat from that for nursing
homes. The state has closed all but one intermediate care facility for persons with
developmental disabilities over the past severa decades, and as of 2001, fewer than
1% of personswith developmental disabilitieswere served iningtitutions. The state
could do so because these facilitieswere operated by state government. Virtually all
nursing homes in the state are privately owned and therefore controlling or
downsizing institutional capacity is not as direct as in the case of state-operated
facilities.

State officialsindicated that federal entitlement to nursing home care should be
changed so that nursing homes are an exception rather than the rule. In Oregon,
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home and community-based careis considered first, and then, if services are judged
to be inappropriate or unavailable, the aternative is an institutional placement.

Budget Cuts. Recent state budget cuts have greatly impacted Oregon’ slong-
term care system. After a statewide ballot initiative to increase taxes was defeated
by votersin January 2003, the state has been forced to make up its revenue shortfall
with drastic cuts in a number of socia service programs. Seniors and People with
Disabilities (SPD) had to reduce its long-term care spending by nearly 30% for the
2003 state fiscal year (SFY). SPD decided to cut funding for individuals whose
impairment levels fell within service priority levels 12-17 (Table 5). As of April
2003, over 4,792 persons had lost Medicaid long-term care services (over 16% of
total program participants), with potentially more cuts needed in the future.

By choosing to restrict Medicaid enrollment through functional eligibility
criteria (as opposed to caps on 1915(c) waiver spending, for example), Oregon was
able to ensure that institutional services, as well as home and community based
services, were effected by these budget reductions. Of the residents who lost
Medicaid services, 3,834 were receiving in-home services; 765 were residing in
community-based assisted housing arrangements; and 193 were residing in nursing
facilities. SPD worked with the Centersfor Medicare and Medicaid Services (CMS)
to make changesto the state’ s current waiver program to providelimited transitional
services for those who no longer qualify for Medicaid.

In addition to reducing the number of people€ligiblefor Medicaid, thestatealso
eliminated in-home supports for 3,800 seniors who were not eligible for Medicaid;
reduced reimbursement rates to Medicaid long-term care providers by 15% to 30%;
and eliminated the state’'s medically needy program for 8,757 individuals.

Medicaid Eligibility Requirements and Access to Services. A number
of issues identified by state officials relate to Medicaid eligibility for home and
community-based services. Persons needing long-term care services paid for by
Medicaid must meet countable income and resource limits established by the state
within federal requirements. States may allow persons with income up to 300% of
the federa SSI level to become dligible for Section 1915(c) home and community-
based waiver services. Thislevel in 2003 is $1,656 per month and isthe level used
by Oregonfor itswaiver programs. Theresourcelevel used by Oregonfor thewaiver
programs is the same as that for nursing home care; that is, in order to qualify for
Medicaid, a person may have resources that do not exceed $2,000 for an individual
and $3,000 for a couple.*

Whiletheserequirementslimit the number of personswho may becomeeéigible
for Medicaid, they also act as a barrier to many persons in need of long-term care
wholiveat home. For example, state officialsindicated that personsin need of home
and community-based care who live in their own homes do not feel comfortable

32 Certain items are excluded, such as an individual’s home; up to $2,000 of household
goods and personal effects; life insurance policies with aface value of $1,500 or less; an
automobile with value up to $4,500; and buria funds up to $1,500, among other things.
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depleting almost all of their liquid assetsthat may be needed for household expenses
and emergencies.

Oregon, through its state-funded Oregon Project Independence program, has
addressed some of these Medicaid financial digibility issues. The Oregon Project
Independence program alows personswithincome up to 200% of thefederal poverty
level (up to $17,720 per year in 2002) to become eligible for state-funded home and
community-based services, with no resource or asset test. Individuals pay adliding
scale fee for each service based on income. This allows persons needing long-term
care to receive services and gradually become eligible for Medicaid, rather than
havingtowait until all countableresourcesare depl eted to the $2,000 M edicaid level.

Waiting Lists for Persons with Developmental Disabilities. Waiting
lists for services for persons with development disabilities have drawn attention
across many statesand in Oregon. Despite the sizable amount of funding devoted to
home and community-based services for persons with developmental disabilitiesin
Oregon, waiting lists for services have been a persistent problem.

According to state reports, as of June 13, 2002, 4,773 individualswere waiting
to receive home and community-based services. Of those, 750 had been on the
waiting list for less than 2 years, 763 had been on the waiting list between 2 and 4
years; and 3,260 had been waiting for services for more than 4 years.® Asaresult
of the Staley lawsuit, approximately 5,000 persons with developmental disabilities
are to be removed from the waiting list and receive services by 2007.

Long-Term Care Staffing. Across the country, states are faced with the
challenge of finding sufficient numbers of qualified staff to provide long-term care
services. Many of the staffing shortages experienced in other states, however, are
ameliorated in Oregon by the state's client employed provider (CEP) program and
nurse delegation program. 1n 2001, approximately 20,000 individual s needing long-
term care were served in their home by client employed providers. State officials
indicate that this program, which allows clients to select unlicenced caregivers to
provide long-term care services, has greatly expanded the state’s ability to serve
individualsintheir homes. The state has also addressed issues of staffing shortages
throughitsnursedel egation program. Thisprogramallowslicensed registered nurses
to delegate certain medical tasks of nursing to unlicenced caregivers. State officials
and providers maintain that the use of nurse delegation has been essentia to the
expansion of home and community-based care services in Oregon.

In spite of the success of these two initiatives, state officials expressed concern
about finding adequate numbers of direct careworkers (defined ashomehealth aides,
nurseaides, personal attendantsand personal careaides), particularly to serve persons
with developmental disabilitiesin residential settings.

% Oregon Department of Human Services, Seniors and People with Disabilities. At
[http://oddsweb.mhd.hr.state.or.us/Pubs/CPM S/waitsum.htm].
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Centralization of Responsibility. Many states confront issues of
fragmentation in the administration of long-term care programs. Oregon’s system,
however, isone of the few in the country to consolidate all of the various functions
of its long-term care system into a single state agency. Many state officials credit
the success of Oregon’ slong-term care system to the centralization of responsibility
within asingle administrative structure and budget. The goal of state officials over
thelast 20 years (partially in responseto several state legidative mandates) has been
the creation of aseamless system for seniors and people with disabilities that favors
care in community settings rather than in nursing homes or other institutions.

Bounded Choice. State administrators recognize that with the aging
population and increasing costs of long-term care, they may need to rethink the
design of their current system. In the coming years, administrators hope to
incorporate a concept of “bounded choice” into the system where an individual’s
preferencesfor servicesare considered within the boundaries of service capacity and
fiscal constraints.

The Governor’s Task Force on the Future of Services to Seniors and People
with Disabilities made anumber of recommendations for incorporating a concept of
bounded choice in Oregon’s long-term care system. The concept raises some
difficult questionsin light of the state’ s ongoing commitment to promoting asystem
that values consumer choice. The task force hopes to pursue changes in federal
regul ations and the state’ swaiver programs that would allow service packagesto be
designed within certain financial constraints.

Other Issues. Other issuesraised by advocates, providers, and state officials
are:

e Consumer Choice. Inthefall of 2001, Oregon initiated aMedicaid
pilot project — Independent Choices — to offer consumers the
option of expanded control over their long-term care services. In
this program, SPD authorizes clients to receive lump monthly
payments in their bank accounts. Participants are then responsible
for meeting their long-term care needs within that monthly
allotment. Consumer-directed care of thiskind — often referred to
as “cash and counseling” programs — is not currently available on
a larger scale in Oregon, although state officials expressed their
ongoing commitment to expand consumer choice within their long-
term care system.

e Estate Planning and Avoidance of Estate Recovery. State officials
reported that although there may be a small number of people
sheltering assets in order to qualify for Medicaid long-term care
services sooner than they otherwise would, the number is growing.
An increasingly popular way of sheltering assets in Oregon is to
shelter assets in trusts (i.e., Pooled Trusts), annuities and other
financial instruments that are deemed “not available” to the
Medicaid applicant to pay for long-term care, or transferring assets
to community spousesand other individuals. Particular concernwas
expressed about the use of special needs trusts among younger
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individualswith disabilities. State officialsalso provided anecdotal
evidence of increasing avoidance of Medicaid Estate Recovery
requirements.

e Provider Costs and Liability Insurance. In Oregon, as in many
states, nursing home providers were unanimous in their concern
about the increasing costs of liability insurance and the absence of
state caps on punitive damages. This issue was raised by many of
the provider groups that were interviewed for this study.

¢ Integration of Medicareand Medicaid. Advocatesand stateofficials
expressed aninterest in eliminating theadministrativeinefficiencies
associated with using multiple payers and delivery systems in a
poorly coordinated system between Medicare and Medicaid. One
option might be to pool Medicare and Medicaid financing to
promotefinancial and serviceintegration, and revising programrules
to promote administrative integration. This, advocates asserted,
could help reduce incentives to use institutional care, improve the
quality of care, and streamline administration and oversight.

e Assisted Living as an Alternative to Nursing Home Care. Some
providers and advocates in Oregon expressed concern about an
upward swing in the disability levels of clientsin community-based
settings in recent years. Anecdotal evidence suggests that this
upward swing is particularly apparent in assisted living facilitiesin
Oregon. Caringfor personswith acutedisabilitiesin potentially less
regulated home and community-based settings raises concerns for
some long-term care advocates and providers.



CRS-42

Appendix 1. Major Home and Community-Based Long-Term Care Programs
for the Elderly and Persons with Disabilities in Oregon

Functional digibility

Financial eligibility

Annual cost
Income/ No. of persons cap
Target Deter mined resource Deter mined enrolled/dots (aggregate/ Admin. Financial
Program group Criteria by limits by Services approved individual) Oversight oversight
Home and Seniors Nursing | Areaagencies | Individuals must Areaagencies Personal care, 34,676 persons/ | $245,899,253/ | Seniorsand | Seniorsand
community- aged 65 and | facility on aging haveincomeat or | onagingunder | respitecare, 2002 waiver 2002 waiver Peoplewith | Peoplewith
based waiver | older witha | level of under below 300% of the | contract with assisted year estimates | year Disabilities | Disabilities
for the disability care contract with federal SSI level SPD or state transportation,
dder| d d SPD or state (%$1,656 in 2003) employeesina | homemaker/ (Aggregate
er_ yan an T employeesin | and resources of Multi-Services | home care ggreg
physically individuals aMulti- $2,000 or lessper | Officeor a services, chore, cost cap)
disabled aged 18 to Services individual or Disability home health,
[1915(c)] 64 with a Officeor a $3,000 per couple. | Services adult day care,
physical Disability Office. case
disability. Services management,
Office. registered
. nursing
Inltlat_ed . services, home
statewidein delivered meals,
1981 and other
services as
authorized by
Seniors and
People with
Disabilities.

Source: Prepared by the Congressional Research Service (CRS) based on data provided by Oregon Department on Human Services.
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Functional digibility

Financial eligibility

Annual cost
Income/ cap
Target Deter mined resource Deter mined No. of persons (Aggregate/ Admin. Financial
Program group Criteria by limits by Services served individual) Oversight oversight
1981 waiver Personswith | Applicants SPD Individuals SPD Respite care, 5,762 persons/ | $255,479,779/ | Seniors Seniors and
for develop- develop- must be employees must have employees habilitation (day 2002 Waiver 2002 Waiver and People | Peoplewith
mentally mental diagnosed housed income at or housed habilitation, Year Estimates | Year with Disabilities
disabled disabilitiesof | witha within a below the within a prevocational Disabilities
A dl agesasan | develop- Multi- federal SSI Multi- services, (Aggregate
individual Sas aternativeto | mental Services level ($1,656 Services supported cost cap)
an alternative | an disability by | Officeora in 2003) and Officeora | employment,
toan intermediate apsychiatrist. | Disability resources of Disability adult and child
intermediate care facility. InOregon,a | Services $2,000 or less | Services foster care, adult
care facility developmenta | Office. per individual Office. and child group
for the | disability is and $3000 per homes, supported
defined as couple. living services)
;netegrgg or having an IQ specidized
. of 69 or less medical
personswith or an 1Q of equipment and
related 75 or less supplies,
conditions with environmental
complicating accessibility
(1915(c)) conditions. adaptations,
transportation,
family training,
in-home support
Initiated services, crisis
statewidein diversion
1981 services, and
extended state
plan services.

Source: Prepared by the Congressional Research Service (CRS) based on data provided by Oregon Department on Human Services.
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Functional Financial
Eligibility Eligibility
Annual Cost
Income/ No. of Cap
Target Deter mined resour ce Deter mined Persons (Aggregate/ Admin. Financial
Program Group Criteria by Limits by Services Served Individual) Oversight Oversight
2001 waiver Persons with Applicantsmust | SPD Individuals SPD Homemaker, 951 persons | $27,302,365/ Seniors and Seniors and
for develop- develop- be diagnosed employees must have employees respite care, 2002 2002 Waiver Peoplewith | Peoplewith
mentally njentz.all . with adevelop- hqused income at or hqused habilitation Wajver Year | Year Disabilities Disabilities
disabled disabilities mental within a below 300% | withina (supported Estimates
R aged 18 and disability by a Multi- of the Multi- employment, (Aggregate cost
individuals older who live | psychiatrist. In Services federal SSI Services community living cap)
asan on their own Oregon, a Officeor a level Officeor a supports,
alternative or witha devel opmental Disability ($1,656 in Disability community
toan family member | disability is Services 2003) and Services inclusion)
intermediate | asan defined as Office. resourcesof | Office. specialized
carefacility | atemaiveto having an 1Q of $2,000 or medical equipment
for the an ' 69 or lessor an !essjper and.supplies,
mentally intermediate 1Q of 75 or less individual environmental
care facility with and $3000 accessibility

retarded or complicating per couple. adaptations,
personswith conditions. transportation,
related chore, personal
conditions emergency

response systems,
(1915(c)) family training, in-

home support

Services, crisis
Initiated diversion services,
statewidein and extended state
2001 plan services

Source: Prepared by the Congressiona Research Service (CRS) based on data provided by Oregon Department on Human Services.
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receiving benefits
from Medicaid,
Medicare Beneficiary
or Supplementa Low
Income Medicare
Beneficiary Program.

and other services
as authorized by
Seniors and People
with Disabilities.

Functional Financial
Eligibility Eligibility
I ncome/ No. of Persons
Target Deter mined resour ce Deter mined Enrolled/Slots Admin. Financial
Program Group Criteria by limits by Services Approved Oversight Oversight
Oregon project | Aged 60 or Nursing Areaagencies | Clientswith net Areaagencies | Persond care, 4,538 persons/ Seniors and Seniors and
independence older facility on aging. incomes between on aging. respite care, assisted | StateFiscal Years | People with People with
or patients level of 100% and 200% of transportation, (SFY) 2001-2003 | Disabilities Disabilities
State-funded with care FPL pay adliding home maker/ home
program Alzheimer's scale fee for each care services, chore,
or related service; individuas home health, adult
Statewide conditions with income over day care, case
200% of FPL pay the management,
Initiated full rate of each registered nursing
statewidein service; no resource services, home
1977 caps. Cannot be delivered medls,

Source: Prepared by the Congressiona Research Service (CRS) based on data provided by Oregon Department on Human Services.
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Appendix 2. Population in Large State Facilities for

Persons with Mentally Retardation/Developmental
Disabilities, Closure Date, and

Per Diem Expenditures, 1960-2001

Average Average per

Large state MR/DD Y ear Residents daily MR/DD diem

facilities or units facility Y ear with MR/DD residents expenditures
oper ating 1960-2001 opened closed on 6/30/01 FY 2001 FY2001 ($)
Columbia Park
Hospital and Training
Center (The Dalles) 1963 1977
Eastern Oregon
Training Center
(Pendleton) 1964 50 50 540.10
Fairview
Training Center
(Salem) 1908 2000

Source: Censusinformation provided by the Office of Seniorsand Peoplewith Disabilities. Average
per Diem Expenditure data from: Residential Servicesfor Personswith Developmental Disabilities:
Satus and Trends Through 2001. Research and Training Center on Community Living, Institute on
Community Integration/lUCEED. University of Minnesota (June 2002).
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Appendix 3. About the Census
Population Projections

“The projections use the cohort-component method. The cohort-component
method requires separate assumptions for each component of population change:
births, deaths, internal migration (Internal migrationrefersto state-to-statemigration,
domestic migration, or interstate migration), and international migration .... The
projection’ sstarting dateis July 1, 1994. The national population total is consistent
with themiddle seriesof the Census Bureau’ s national population projectionsfor the
years 1996 to 2025.” Sour ce: Paul R. Campbell, 1996, Population Projections for
States by Age, Sex, Race, and Hispanic Origin: 1995 to 2025, U.S. Bureau of the
Census, Population Division, PPL-47. For detailed explanation of the methodol ogy,
see same: at [http://www.census.gov/popul ation/www/projections/ppl47.html].
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