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Title IV provides funding and support for aging research, as well as funding
for new approaches (i.c., demonstration programs) in the delivery of aging
services and training. Examples of these programs include the Aging and
Disability Resource Centers (ADRCs), which help frail individuals remain in
the community, and Chronic Disease Self-Management Programs (CDSMP),
which help individuals manage their own health services and chronic illnesses.
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THE EVOLUTION OF SERVICES FOR PEOPLE WITH DISABILITIES

The Rehabilitation Act of 1973 and the Americans with Disabilities Act of
1990

After the Older Americans Act and the Aging Network had taken shape, Congress passed
legislation that laid the foundation for home and community-based service provision for
people with disabilities: the Rehabilitation Act of 1973, which was strengthened by the
Americans with Disabilities Act of 1990. The Rehabilitation Act prohibited discrimination
based on disability in programs run or funded by federal agencies, or in employment policies
of federal contractors. Section 504, a key part of the act, requires reasonable accommodations
for individuals with disabilities, including communication assistance for individuals who
have hearing or vision disabilities. The Americans with Disabilities Act provides civil rights
protections to people with disabilities in the areas of employment, education, healthcare
services, transportation services, telecommunication, and community participation. These
laws provided the legal basis for later initiatives that clarified the importance of being able
to remain independent for life in the community.
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The Olmstead Decision of 1999

In June 1999, the US Supreme Court held in Obmstead v. United States that unjustified
segregation of persons with disabilities was a violation of Title II of the Americans with
Disabilities Act. The court also stated that individuals with disabilities had the right to
live in their community instead of in an institutional setting if such placement could be
reasonably accommodated. This decision set the foundation for the Affordable Care Act’s
Community First Choice Option, which supports choice, independence, and integration
for people with disabilities in home and community-based settings (see chapter 2 for more
information).

The Administration for Community Living

In 2012, the US Department of Health and Human Services brought the Administration
on Aging, the Administration on Intellectual and Developmental Disabilities, and the
Health and Human Services Office on Disability together under a new umbrella organiza-
tion, the Administration for Community Living (ACL). The ACL focuses on developing
common strategies for older adults and people with disabilities that will allow them to
live independently in the community with appropriate program supports across their
life span.
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TyPES OF COMMUNITY-BASED SERVICES
SENIOR CENTERS

Senior centers, one of the most popular types of services funded by the OAA, are the gate-
way to the Aging Network. They connect older adults to community services that can help
them stay healthy and independent. More than 60 percent of senior centers are designated
focal points for OAA services, and more than 11,000 senior centers are operating across
the country. Though the OAA provides the majority of senior center funding, most centers
receive additional funds from other governmental and private sources; many centers receive
funds from three to eight different sources (National Council on Aging 2016).

History of Senior Centers

Senior clubs have been around since the 1870s, but it was not until 1943 that a formal
program began. This initiative, led by the New York City Welfare Department, spread
quickly throughout the United States. In 1973, OAA amendments (Title IT and Title V)
introduced the multipurpose senior center as it is known today (Gelfand 2006).
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CENTERS FOR INDEPENDENT LIVING

In the late 1960s, disability activists at the University of California, Berkeley, raised concerns
about the accessibility of college campuses for all kinds of students. They saw a need for
organizations that could provide counseling, information, and referral services for people
with disabilities, as well as wheelchair repair by peers who also had disabilities. As a result
of this movement, the Center for Independent Living (CIL) movement was born. Today,

there are more than 400 independent living centers nationally and programs in over 20
countries (CIL 2016).

ApuLT DAY SERVICES

Adult day services, or adult day cares, are community-based facilities for individuals who
need supervised care during the day. Clients of adult day services include people who have
physical and/or mental disabilities, who are elderly and cannot perform activities of daily
living, or who have rehabilitation needs. In addition to serving the needs of the clients, adult
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History of Adult Day Services

Adult day services evolved from the “day hospital” concept developed in England after World
War II. Many soldiers came back from the war with a variety of illnesses and injuries, and
the existing hospital system was overwhelmed (Hindman 2009). Hospitals simply could
not handle the demand, some of which was for long-term stays. The day hospital enabled
soldiers who needed care to receive services during the day but leave by night to recuper-
ate at home. This system freed up space for soldiers who had more urgent problems and
needed to be admitted.

The concept did not reach the United States until the 1970s. At the time, reports
about poor conditions in nursing homes were widespread. In response, adult day cares were
positioned as viable options for families who did not want their loved ones to suffer nurs-
ing home mistreatment (California Association of Adult Day Services 2010). The concept
of adult day cares was further bolstered when federal reimbursement became available for
their services (Hindman 2009).
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chronic illnesses (e.g., arthritis, diabetes), com-
plex medical conditions (e.g., genetic disorders),

physical or mental impairment, or incurable or
terminal disease. In 2009, of the $72.2 billion spent on home health care, 41 percent was
for Medicare-reimbursed home care services (National Association for Home Care and
Hospice 2010).

Professional providers (as opposed to unpaid caretakers) of home care services include
home health care and nursing agencies, home care aide organizations, hospices, and a
variety of independent businesses. Some providers are Medicare certified (i.c., they meet
Medicare requirements for home care agencies) and are paid for their services by Medicare.
State Medicaid programs also reimburse for home care expenses, and these payments fall
under the mandatory traditional home health benefit, the personal care option, the home
and community-based waiver, or special programs under the ACA such as the Community
First Choice Option. Home care Medicaid reimbursement is still a small portion of total
Medicaid expenditures, but it has the potential to increase substantially as the population
ages and more families choose home care options because of incentives created by the ACA.
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TELEHEALTH AND CARE TRANSITION SERVICES

Use of technology in the provision of home care and remote patient monitoring services
has grown in popularity because of shortages of trained home care providers, the increasing
complexity and costs of transportation to and from client homes, and limited reimbursement
for home care services. Video phones and web-based technologies have become widely used
for medical consultations, home health support, and follow-up care. Since the passage of
the ACA, many nursing and rehabilitation centers have used remote patient monitoring
services to improve care transitions for individuals discharged from acute care settings to
nursing homes, and to prevent hospital readmissions.

In recent years, the popularity of smartphones and other personal devices has led to
the emerging field of mHealth, which refers to the use of mobile technologies for healthcare
purposes. Simple forms of mHealth include mobile applications for patient education or
for management of chronic illness. More complex technologies include wireless sensors to
monitor vital signs (Stross 2011). See chapter 6 for more information on this topic.

Remote monitoring can significantly reduce medical costs. A Department of Veterans
Affairs (VA) study found that remote monitoring of patients through a home telehealth
program produced a 25 percent drop in bed days and a 19 percent drop in hospital admis-
sions (Darkins et al. 2008). Another study of integrated telehealth and care management
programs for Medicare recipients with chronic disease showed cost savings of $313 to $542
per person per quarter (Baker et al. 2011).
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SOCIAL SERVICES AND SUPPORTS AND ACCOUNTABLE HEALTH COMMUNITIES

Social services and supports play an important role in the transitions of individuals through
the dimensions of long-term care. Accountable health communities, a CMS initiative, use
assessments of community-dwelling individuals to measure the safety of individuals’ home
environments as well as the need for services such as nutrition supports, transportation
assistance, and personal safety measures. See chapter 3 for more information.

INNOVATIONS IN HCBS: CONSUMER-DIRECTED PROGRAMS

The Deficit Reduction Act (DRA) of 2005 introduced three innovative, Medicaid-funded
programs that give individuals incentives to use HCBS for their long-term care needs: (1)
Cash and Counseling programs (section 6087), (2) the HCBS State Plan (section 6086),
and (3) Money Follows the Person rebalancing.

All of these DRA programs encourage individuals to age in place in the community.
They promote that approach by offering reimbursement for self-directed personal assistance
(Cash and Counseling), providing supportive services through Medicaid waiver programs
(HCBS State Plan), or showing individuals the health and financial advantages of staying
in the community for long-term care services (Money Follows the Person). Although the
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intent of these programs is consistent with research suggesting that elders prefer to age in
place, the outcomes show mixed levels of success. Findings on cost savings have been incon-
clusive because additional costs to family members are not always measurable (Brody 2009).

With the passage of the ACA, the Community First Choice Option program was
established under Medicaid. The program allows individuals to self-direct their services and
to make the choice to be discharged from institutional settings if services and supports can
be provided in the community. Other HCBS programs available to those needing long-term
care services include the following:

@  Medical homes use a primary care physician, in conjunction with a
multidisciplinary team of healthcare providers, to coordinate the access to
healthcare services when and where they are needed. Services are tailored to
the specific needs and wants of the individual, and progress is tracked by all
members of the multidisciplinary team through electronic records (Leland
2009; Rittenhouse et al. 2009). Medical home programs exist in more than
a dozen states, and Medicaid provides the bulk of reimbursement for their
services. Medicare has begun a medical home demonstration that expands
services to older adults. The approach could also be expanded to rural areas,
where virtual medical homes could be created through telehealth technology
and electronic medical record systems. In addition, Smart Medical Home
prototypes have been investigated by numerous government agencies,
including the VA (see chapter 6 for more on this discussion).
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> Programs of All-Inclusive Care for the Elderly (PACE) are aimed at elders
who are eligible for Medicare and Medicaid funding to stay in nursing homes
but who prefer to age in the community. PACE is a nonresidential model that
provides a variety of healthcare and social services and support for people aged
55 or older who have chronic conditions but can live in the community safely
without 24-hour supervision. Reimbursement involves a mixture of funds
(sometimes a fixed or capitated amount) from Medicare and state Medicaid.
Participants sign a contract that requires them to receive supplemental
services (inpatient and outpatient) only through a PACE sponsor, which is
frequently a preidentified hospital or healthcare system. Research on PACE
programs has shown their appeal to a variety of populations (including
religious and ethnic groups) and in a variety of settings (both urban and rural
communities). Studies tracking PACE enrollees over the years demonstrate
that PACE provides better health outcomes than traditional care and services
arrangements for seniors with chronic care needs. Research also demonstrates
that staff members serving these individuals are more satisfied working in a
PACE environment and that PACE programs are an effective use of taxpayer
dollars (National PACE Association 2016). However, the process for starting
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The Aging Network

The Aging Network is a group of state, local, territorial, and tribal organizations, agencies,
and individuals that provide services, support, resources, and advocacy for Americans aged
60 or older. Its member organizations aim to encourage and strengthen independent living
and avoid unnecessary institutionalization. Today’s Aging Network includes more than
620 Area Agencies on Aging (AAAs) operating on a local level, the State Units on Aging,
more than 240 tribal and Native Hawaiian organizations, and thousands of nonprofit and
for-profit organizations serving older Americans (Administration on Aging 2016).

Some AAAs may function as Aging and Disability Resource Centers (ADRC:s), which
provide a single point of entry for older adults, people with disabilities, and their families to receive
information about long-term services and supports available to them; however, the ADRC system
is not available nationwide. According to a survey by the National Association of Area Agencies
on Aging (2014), nearly three-quarters of AAAs perform ADRC functions in their communities.
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ten years, their daughter Sandy and her husband, Wally, provided assistance, including
transporting them to all physician appointments and social outings. Sandy also visited each
day to help her father with his activities of daily living. Wally oversaw their financial portfolio
and often helped meet shortfalls related to the couple’s dwindling funds. This arrangement
worked well for almost ten years; however, it put a strain on the family relationship.

The next shoe dropped when Betty, at age 83, was diagnosed with chronic obstruc-
tive pulmonary disease, a progressive lung disease that made breathing difficult. Betty
and Clayton were at a crossroads, and they discussed the dilemma with their daughter and
her family. They maintained their desire to live at home rather than to be institutionalized;
however, they knew they could not live without assistance.

As a result of the stress of caring for Sandy’s parents, Sandy and Wally’s marriage
and family life had suffered; they were feeling trapped. After all, Sandy and Wally had three
children to take care of and often had to forgo family outings and miss their son’s after-school
activities. The family had tried to help the best they could, but when Wally was offered a
job in another state, he could not turn down the opportunity for a promotion and a fresh
start on the family’s life. As a result, Betty and Clayton were left to fend for themselves.
They had always been able to live independently with the help of their family, but now what
would they do?

The couple knew one thing: They wanted to be together and remain in their home.
Their desire to live in the community was emphatic; however, their savings had been almost
entirely depleted, and they could no longer rely on their family’s financial support because
the family had other financial obligations.




image20.png
INTERNATIONAL PERSPECTIVES ON HCBS

In the United States, nursing homes (and, before them, almshouses and faith-based resi-
dences) used to be the traditional places where adults with disabilities who needed long-term
care services received live-in care. Societal changes and the passage of the Older Americans
Act and other legislation have minimized this practice. People with disabilities and their
families are now encouraged to take advantage of community-based alternatives.

In many other countries, elders have traditionally been more likely to receive care
at home. A belief system underlying this practice is filial piety—the idea that care of aged
and aging parents is the responsibility of the children (Hooyman and Kiyak 2011). Global
family and life trends are changing this tradition, however.

Increased life expectancy, combined with lower fertility rates and the breakup of the
family unit, has led many families to investigate residential care options for elders. Some
industrialized countries have raised the retirement age, which gives older adults an incentive
to keep working and diminish their use of long-term care services.
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INTRODUCTION

Growing numbers of long-term care consumers are opting to remain independent for
life in the community, and a shift toward home and community-based services is well
under way. In the Olmstead case in 1999 (discussed in chapter 1), the US Supreme Court
confirmed that government programs had long favored institutional long-term care over
community-based solutions, and it prohibited unnecessary institutionalization of persons
with disabilities. The court’s ruling and other factors have prompted public healthcare pro-
grams to increasingly consider HCBS for participants needing long-term care. In 2010, the
passage of the Affordable Care Act (ACA) created incentives for service delivery in home
and community-based settings. In 2015, the Centers for Medicare & Medicaid Services
(CMS) promulgated regulations for all Medicaid HCBS establishing size limits and specific
characteristics for participating providers, especially for those serving individuals with intel-
lectual and developmental disabilities. This shift away from institutional settings to more
homelike and smaller settings will continue to dominate the development of community-
based care services for all types of long-term care consumers.

This chapter provides an overview of HCBS in the United States, starting with the
legislation that created the current networks of community-based services—the Older
Americans Act and the Title XX program, which arose from an amendment to the Social
Security Act. A discussion of HCBS follows, with attention to initiatives using new tech-
nologies and programs developed under the Deficit Reduction Act of 2005. In addition, the
chapter presents a comparison of HCBS in the United States with those in other countries
and considers the provision of HCBS in light of the current global economic environment.
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SociAL PoLicy AND THE DEVELOPMENT OF COMMUNITY-BASED
CARE SERVICES

Before the 1930s, the United States had few federal social programs designed specifically
for older adults. Families, charitable organizations, and local governments were expected
to provide the necessary social services. A variety of factors—such as the relatively low per-
centage of older adults in the population, a strong belief in individual responsibility, and
the free market economy—likely contributed to the slow response of the US government
during this period (Hooyman and Kiyak 2011). In 1935, the Social Security Act ensured
social insurance in retirement for qualified older Americans and helped protect the status
of older adults in society. Over the next several decades, however, the federal government
paid little attention to the needs of older adults.

Finally, during the 1960s and 1970s, the “Great Society” movement and programs
such as Medicare, Medicaid, Supplemental Security Income, Section 202 housing, the
Older Americans Act, and Title XX laid the foundation for the provision of community-
based care services in the United States. All of these developments helped older persons
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“age 1n place’ —that 1s, remain in their homes and in their communities—while recetving
needed long-term care services.

FOuNDATIONS OF COMMUNITY SERVICES
The Older Americans Act

‘The Older Americans Act (OAA) was the product of many decades of mandates, proposals,
and conferences designed to help the older adult population in the United States. Enacted
in 1965, the OAA ensures that funding and other resources are available to community-
based programs that meet the complex needs of elders. Successive amendments to the OAA
created additional programs responding to specific issues. Such programs include social,
nutritional, housing, medical, mental health, training, and employment services and sup-
port not only to older adults but also to their caregivers. More important, the OAA protects
the rights of vulnerable elders.

The Administration on Aging (AoA) is the government agency that manages all
funding, resources, and activities related to the provisions of the OAA. In this capacity,
the AoA works with the organizations that are collectively known as the Aging Network.

The OAA consists of seven sections, or titles (O’Shaughnessy 2008):
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@ Title I defines the objectives of the act. The objectives establish a unique role
for the federal and state governments in ensuring the well-being of older
adults.

@ Tide II establishes the AoA, the administrative agency for the Older
Americans Act.

@ Tide III provides grants to design and fund state and community programs
on aging. Four areas are funded under this title: (1) supportive services, such
as information and referral assistance, care management, and transportation;
(2) nutritional services, such as congregate meal programs and home-
delivered meals (e.g., Meals on Wheels); (3) family caregiver services and
assistance programs; and (4) disease prevention and health promotion services
empbhasizing such aspects as nutrition counseling, fitness, education, and
health screening (Niles-Yokum and Wagner 2011).

@ Tide IV provides funding and support for aging research, as well as funding
for new approaches (i.c., demonstration programs) in the delivery of aging
services and training. Examples of these programs include the Aging and
Disability Resource Centers (ADRCs), which help frail individuals remain in
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Title V funds senior employment programs, providing part-time jobs for low-
income, unemployed individuals who are older than 55 and have limited job
prospects. These Senior Community Service Employment Programs (SCSEPs)
can be essential sources of income for vulnerable seniors, and their training
can help seniors pursue new areas of employment.

Title VI provides supportive funds to Native American and Native Hawaiian
organizations for social and nutrition services.

Title VII addresses the rights of vulnerable elders by authorizing funds for
elder rights protection programs, state ombudsman programs, and state legal
assistance development.
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Government funding of the OAA has been renewed by Congress periodically since
the law’s passage. Through amendments to the OAA, the number of groups to which
services must be provided has grown considerably, and vulnerable populations that are in
need of these services have also grown in size. Consequently, though programs with OAA
funding retain their objective of universal participation, some have asked consumers in the
programs to share some nominal cost of their services if they are able to do so.

For more information on the OAA and the AoA, visit the official website at www.
a0a.gov.

The Aging Network

The Aging Network is a group of state, local, territorial, and tribal organizations, agencies,
and individuals that provide services, support, resources, and advocacy for Americans aged
60 or older. Its member organizations aim to encourage and strengthen independent living
and avoid unnecessary institutionalization. Today’s Aging Network includes more than
620 Area Agencies on Aging (AAAs) operating on a local level, the State Units on Aging,
more than 240 tribal and Native Hawaiian organizations, and thousands of nonprofit and
for-profit organizations serving older Americans (Administration on Aging 2016).




